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The 1987 Minnesota Legislature has directed the Minnesota Department of Health 
to prepare this report which addresses the issues concerning reimbursement by 
third-party payors of home health care benefits for technology-dependent 
individuals. 

EXECUTIVE SUMMARY 

In recent years, dramatic advances in life-sustaining medical technologies have 
saved and prolonged many lives, but they have also brought a host of medical, 
ethical, and financial dilemmas. As our medical technology improves, some of 
the people whose lives are saved by such supports as mechanical ventilators and 
intravenous feeding remain dependent on these devices for months, years, or a 
lifetime. 

Financing the care for this special population is a tremendous problem. Though 
the total number of these "technology dependent individuals" is small (perhaps 
several hundred in Minnesota, depending on how the group is defined), the costs 
of their care are extraordinarily high, mainly because they require complex 
nursing care for a prolonged period of time. It typically costs several 
hundred thousand dollars or more per case to care for the technology-dependent; 
these costs are well beyond the reach of nearly all families. Some families 
are either uninsured or underinsured. In any case, private insurance coverage 
for these catastrophic cases tends to be inadequate, and public sources such as 
Medicaid often pay for a substantial portion of the care. 

Many technology-dependent individuals can now be cared for safely at home at 
lower cost. Substituting family caretaking for paid professional nursing care 
is the major source of savings in home care, though the monetary and 
non-monetary costs to the family may be very high. Effective home care 
requires a willing and able family, thorough training of the volunteer 
caretakers, and a cadre of services and supports to help the family render high 
quality care. Discharge planners and case managers play a vital role in 
orchestrating and monitoring the provision of these needed services and 
supports. 

Though home care has been shown to be a viable and less expensive option for 
many technology-dependent individuals, many third-party payors that cover 
hospital care will not pay for home care. As a result, many patients are 
medically able and eager to go home, but cannot afford to do this. 

The basic problem is one of unequal and inequitable access to home health care 
by technology-dependent individuals. There is a related problem of equity 
which must also be addressed: the need to equitably distribute the 
extraordinary costs of this care among the various private and public payors. 

Concerns related to these two problems are raised in the position papers 
prepared by Pathfinder/Children's Home Health Care Task Force (CHHCTF), the 
Minnesota Council of HMOs, and the Insurance Federation of Minnesota. 



The paper by the CHHCTF stresses the need to gain broader recognition of 
the level and range of services that are needed to provide safe care in 
the home setting, the monetary and non-monetary costs to the family of 
providing home care, and the vulnerability of child and family when the 
service level is inadequate. Based on its experiences as an advocacy 
organization, the CHHCTF is particularly concerned about financing 
problems and cost shifting issues, bureaucratic obstacles and delays, and 
the difficulty of finding case managers and HMO contact persons with the 
requisite knowledge and authority to meet the needs of technology
dependent children. The CHHCTF believes that pressures for cost 
containment and the prospective payment system create incentives to 
undertreat, and it urges that actions be taken to ensure "the best care 
for [technology-dependent] children and their families while still 
considering the economic realities of reimbursement of home-based 
services." 

The position paper by the Minnesota Council of HMOs focuses on what should 
be the appropriate role for HMOs in providing home health care for the 
technology dependent. Emphasizing the fragility of the current health 
care market in Minnesota, this paper stresses the need for a more 
equitable distribution of financial responsibility for the high cost care 
of the technology dependent among all third party payors (public and 
private, including self-insured employers). HMOs are particularly 
vulnerable because unlike indemnities, HMOs cannot presently set a 
lifetime dollar maximum for these catastrophic cases. This position paper 
stresses that unless HMOs gain the ability to set some appropriate limits 
on home health care expenses for these exceedingly costly cases, the 
open-ended liability they face for these cases of unknown duration could 
threaten the viability of the HMO. Noting that bills have been introduced 
in the Congress which could provide some federal funding for the 
technology dependent, and perhaps have other kinds of impact as well, the 
Council's paper urges close tracking of these legislative proposals. 

The paper by the Insurance Federation of Minnesota urges that the 
Minnesota Legislature be apprised of the findings and recommendations of 
the report of Federal Task Force on Technology-Dependent Children 
scheduled for release in April 1988. This report will contain data on 
costs and an appendix on financing. It recommends case management and 
case-by-case flexibility as ways of developing minimum standards for home 
care services, and recommends that· costs of care not covered by third 
party payers be equally shared by the health care user population in some 
manner. 

Representatives from the CHHCTF, the Council of HMOs, and the Insurance 
Federation have identified three broad areas of common ground on which to 
build toward better access and more equitable financing of home health 
care for the technology dependent. These three areas are shown below; 
they represent a starting point toward an integrated solution to many of 
the concerns expressed in the position papers. 

1. STANDARDIZED DEFINITIONS: The need to develop a set of agreed-upon 
standardized definitions of the target population ("technology-dependent 
individuals") and of the key terms used in contracts that define home care 
benefits for this population. 
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2. EXPERT REVIEW PANEL: The need to establish a multidisciplinary expert 
advisory review panel to improve coJTYTlunicatlon and coordination of home care 
for the technology dependent. This panel is envisioned as a fully 
representative, medically-oriented, independent source of expert counsel and 
assistance with dispute resolution. 

3. SPECIAL CARE FUND: The need for a special statewide technology care fund to 
provide a "safety net" for the technology dependent and a form of "stop 
loss" for individual health plans facing the extraordinarily high costs of 
caring for this population. Totally separate from the Minnesota 
Comprehensive Health Association (MCHA), the fund would be jointly public 
and private (funded by both public and private sources in some manner); it 
would be e~tablished apart from HMOs and commercial insurers and essentially 
pick up where private coverage leaves off to ensure continuity of care and a 
more equitable and dependable source of financing. 

RECOHHENDA TI ONS 

Recommendation I: 

That no action be taken at this time to mandate comprehensive benefits for 
home health care for technology-dependent individuals, because necessary 
data are lacking and because such action would in any case have very 
undesirable effects on health care premiums and on the fragile health care 
market. 

Mandating of benefits requires good data on incidence and costs of care, 
both of which are lacking. It Ls presently impossible to predict with a 
reaso"nable degree of accuracy either the current or future size of the 
population of technology-dependent individuals. It is likewise very 
difficult to project costs of care for this group because costs are so 
highly variable and the group as a whole is quite small. 

Mandating of comprehensive home health care benefits would likely trigger 
substantial increases in insurance premiums and could threaten the fragile 
health care market. 

The three rema1n1ng recommendations are directly related to the three-point 
agenda (standardized definitions, "safety net" care fund, and expert review 
panel) developed jointly oy the third party payors, the advocacy organizations, 
and others who have attended the series of meetings convened by the HDH. 

Only recommendation #2 requires action from the Minnesota Legislature; this 
recommendation would direct a state agency to develop a plan for a 
Demonstration Project. Recommendation #3 deals with standardized definitions; 
it. requires action from the ~DH and the DOC. Recommendation #4 supports the 
ongoing development of a multidisciplinary expert advisory and review panel by 
an ad hoc committee of volunteers composed of third party payors, advocacy 
organizations, providers, and state agencies; it requires continued cooperation 
from the relevant state agencies but no formal action at this time from any 
part of state government. 



Recommendation 2: 

That the Minnesota Legislature designate an appropriate state agency to 
prepare for the Legislature a proposal for a Demonstration Project to 
determine the feasibility and costs to fill gaps in coverage for home health 
care for technology-dependent persons. 

The plan for the Demonstration Project shall address at a minimum the 
following questions: 

1) Definition of the eligible population; 
2) Estimated number of persons eligible for the demonstration project; 
3) Services to be r.endered; 
4) Costs of care; 
5) Case management; 
6) Feasibility and cost-effectiveness of transitional care facilities and 

other alternatives to hospital care such as group homes; 
7) Implications for the Demonstration Project of findings in the report to 

be issued by the Federal Task Force on Technology-Dependent Children in 
April 1988; 

8) Implications for the Demonstration Project of developments in proposed 
federal legislation that affects health care for chronically ill 
technology-dependent individuals; 

9) Financing mechanisms; 
10) Consideration of benefits and costs with respect to private and public 

payors. 

The Commissioner of the designated state agency shall establish a task force 
to.work on plans for the Demonstration Project. This task force shall 
include representatives of third party payors, employers, providers, 
consumers, advocacy organizations (for adults, children, and seniors), and 
the Department of Human Services, Department of Education, Department of 
Commerce, and Department of Health. 

The Demonstration Project proposal shall be submitted to the Minnesota 
Legislature on or before January 15, 1989. 

Recommendation 3: 

That the Minnesota Department of Health repeal existing language in rules 
that allows HMOs to exclude benefits for home health care. and that 
concurrently, the Department of Health and the Department of Commerce adopt 
definittons of the key terms used in describing home health care. 

The terms to be defined in a standardized way shall include, but not be 
limited to, "technology-dependent individuals," "skilled nursing care," 
"transitional care," "subacute care," and "custodial care." 

In developing these uniform definitions, the Minnesota Department of Health 
and the Department of Commerce shal 1 consult with representatives from third 
party payors, providers, advocacy organizations, and state agencies, 



Recommendation 4: 

That state agencies (Department of Human Services, Minnesota Department of 
Health, Department of Commerce, Department of Education) continue to support 
the efforts of the informal ad hoc committee that is presently working 
toward the establishment of a multidisciplinary expert adv~sory and review 
panel on home health care for technology-dependent individuals. 

This committee of volunteers is composed of representatives from third party 
payors, advocacy organizations, providers, and state agencies; it was formed 
during the series of Minnesota Department of Health meetings on home health 
care for technology-dependent individuals. 

The advisory and review panel is conceived as supplying both expert 
consultation and assistance with dispute resolution. Since any 
recommendations it may make will be non-binding, there is no need for 
legislative or formal state agency action to establish it. 

In order to establish the expert advisory and review panel, the following 
issues at a minimum must be addressed: 

1) What is the mission and what are the priorities of the panel 
(case-specific advice and assistance with dispute resolution, outreach 
and education); 

2) What is the anticipated workload for the panel and the anticipated 
meeting schedule (ad hoc or on a regular basis); 

3) What are the rules of procedure for receiving cases, deliberating, 
gathering additional information, conveying advice and recommendations, 
fol lowing up or re-assessing; 

4) What groups should be represented, what types of people should serve on 
the panel, and how should the specific members be selected; 

5) How to provide for continuity of membership, yet have the people most 
familiar with individual cases available (perhaps by having a "core 
group'' of regular members that is supplemented by additional persons 
with interest or expertise related to a specific case) 

6) Who convenes the meetings and handles the administrative 
responsibilities; 

7) How should the services of the advisory and review panel be marketed; 
8) Who pays for operating costs (marketing/pub] icity and 

production/distribution of brochures and educational materials, 
administrative, compensation for participants, etc.); 

9) For how long should members serve and should they be compensated; 
10) How should special outside "experts" be compensated. 

* * * * * * * * * * * * * * * * 
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SPECIAL STUDY FOR THE "INNESOTA LEGISLATURE: 

Reimbursement by Third Party Payors or Home Health 

Benerfts For nTechnology-Dependent Indfvfdualsn 

Origin and Overview of this Report 

In 1987, Pathfinder, an organization devoted to improving systems of care 
for children with chronic health conditions, requested that the Minnesota 
Legislature mandate coverage of home health care services for children 
with long-term dependence on life-sustaining technologies such as 
mechanical respirators. Responding to this request, the Legislature 
ordered a special study of the issues concerning reimbursement by third 
party payers of home health care benefits for "technology-
dependent individuals." 

Following a brief introduction, this report summarizes the issues raised 
in position papers prepared by Pathfinder/Children's Home Health Care Task 
Force, the Council of HMOs and the Insurance Federation of Minnesota, 
highlighting areas of agreement and disagreement. A three point agenda of 
broad areas of consensus is identified. The remainder of the report 
addresses the medical, financial~ policy and other issues involved in 
third party payment of home care for the technology-dependent, and 
provides recommendations to the Legislature. 

Besides the formal position papers, this report draws heavily on the 
discussion by a broad range of stake holders in recent meetings held by 
the Department of Health. Participants at these meetings included 
representatives from advocacy groups, health plans, insurers, home health 
care providers, physicians, nurses, state departments (health, human 
services, education, commerce), health policy analysts, lobbyists, and 
family members of technology-dependent persons. These discussions were 
supplemented by interviewing a number of other people and reviewing the 
relevant literature. 

I. INTRODUCTION 

Background 

In recent years, dramatic advances in life-sustaining medical technologies 
have saved and prolonged many lives, but they have also brought a host of 
medical, ethical, and financial dilemmas. Technology-dependent 
individuals are a case in point. As our medical technology improves, some 
of the people whose lives are saved by such technology remain dependent on 
it for months, years, or a lifetime. 

Report- to the Minnesota Legislature March 1988 -1-



For example, aggressive treatment of very low birth weight premature 
infants occasionally results in a long-term and exceedingly costly 
dependence on medical supports such as respirators and intravenous feeding 
[17]. These infants and others who have prolonged dependence on 
life-sustaining technologies are "low incidence, extremely high cost," or 
"catastrophic" cases. Dealing with the needs of these technology • 
dependent individuals forces us to confront our societal obligation to 
assure equitable access to health care within a context of scarce medical 
and financial resources. 

At the global level, health care competes for scarce resources with other 
vital national and local needs including education, social services, 
transportation, law enforcement, and defense. At the next level, there is 
competition for finite health care resources among various diseases and 
treatment programs, including other very expensive applications of high 
technology such as organ transplants. At the micro-level, scarce 
resources (medical and financial) must ultimately be allocated among 
individual patients. Potential willingness aside, our society is simply 
unable to provide unlimited health care for all persons. Instead, a more 
pragmatic goal might be to assure equitable access by all citizens to a 
reasonable level of health care [9]. 

At present, however, our allocation of health care resources reflects a 
fragmented political process more than an overall distribution scheme 
oriented toward equitable access by all. It is in this context that 
catastrophic cases involving long-term depndence on technology present 
such a challenge in terms of public policy and financing. 

Strongly biased toward providing "cure-oriented" acute care in hospital 
settings, our health care delivery and financing systems are both 
ill-prepared to deal with the long-term needs of chronically ill 
technology-dependent individuals. It typically costs several hundred 
thousand dollars or more per case to care for the technology-dependent; 
these costs are well beyond the reach of nearly all families. Some 
families are either uninsured or underinsured. In any case, private 
insurance coverage for these catastrophic cases tends to be inadequate, 
and public sources such as Medicaid typically pay for a substantial 
portion of the care [10]. 

Because our public policies and our health delivery and financing systems 
have not kept pace with the needs of the long-term technology-dependent, 
it is sometimes hard or impossible to act in the best interest of these 
patients in a cost-effective manner [19). Public and private 
reimbursement policies are a key factor. Because these policies are 
oriented toward covering acute care episodes in hospital settings, they 
sometimes preclude the most cost-effective and/or desirable types of care 
for these long-term catastrophic cases. Many technology-dependent 
individuals now can be cared for safely at home at lower cost. yet many 
payors that cover hospital care will not pay for home care. As a result, 
some patients are medically able and eager to return home, but cannot 
afford it. In other cases, short-term cost savings to the third-party 
payer overrides all other considerations. 
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In one of the meetings held by the Department of Health to discuss these 
issues, the group as a whole generated the following statement of the 
basic problem that triggered the request to the Minnesota Legislature for 
mandated home health care benefits: 

•unequal and inequitable access to ho■e health 
care by technology-dependent individuals• 

There is a related problem of equity that must also be addressed: 

•rhe need to equitably distribute 

the extraordinary costs 6f this care a■ong 
the various private and public payors• 

Those who call for better access to home care acknowledge that recent pressures 
for health care cost-containment have intensified the_problem of how to meet 
the extremely expensive health care needs of technology dependent individuals 
in an equitable way. In the past, patients, their families, and their 
physicians tended to be insulated from cost considerations in their 
decision-making about life-sustaining technologies. For the elderly in 
particular, the costs have typically been public costs (Medicare, VA, Medicaid, 
and other public programs). Recent pressures for cost-containment, 
particularly prospective payment systems, have forced consideration of the 
public costs of private treatment decisions [I, 2, 9, 23, 27]. 

Health care providers and insurers are presently under extreme financial 
pressure; Minnesota hospitals, HMOs, and major insurers are experiencing some 
serious losses in many parts of their businesses. Though it is important to 
meet the needs of the technology dependent, it must be done in a way that will 
not threaten the viability of those who provide and pay for the care. HMOs are 
particularly vulnerable to financial instability from these catastrophic cases 
because, unlike the indemnity companies, their Ii-ability is in many ways 
unavoidably open-ended. 

There is no simple solution to the related questions of I) how to assure 
equitable access to home care for the technology dependent, and 2) how to 
equitably distribute costs of this care. Generating an appropriate policy 
response requires thorough consideration of the following questions: 

-~ho should pay, for who■ , under what circu■stances, 

for what level of care, in what setting, as 
decided by who■ , with what kinds of ter■s and li ■its?• 

The remainder of this report explores these questions and the related issues, 
then presents recommendations to the Minnesota Legislature. 
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II. POSITION PAPERS 

Prepared by 
Children's Home Health Care Task force (CHHCTF), 

the Ninnesota Council of HNOs, and the 
Insurance federation of Ninnesota 

The three organizations listed above have prepared position papers on issues 
related to home care for the technology-dependent; these papers are included as 
Appendix A. This section of the report describes each group's perspective and 
SUl!lfTISrizes the major concerns and recommendations expressed in each paper. 

Position Papers Address a Subset of the Issues 

The two longer position papers prepared by CHHCTF and the HMO Council 
concentrate on the issues of primary interest to them, which are those related 
to HMOs' benefits for technology-dependent children. These issues represent a 
subset of the broader set of issues related to third party payors' benefits for 
home health care for technology-dependent individuals (adults as well as 
children) which is addressed in this report. 

Children's Home Health Care Task force's Perspective 

The Children's Home Health Care Task Force is a coalition of agencies and 
individuals interested in home care issues for technology-dependent children. 
The Task Force began in 1984 and it includes ·representatives from hospitals, 
home care agencies, state and county health and human services programs, 
interested consumers, and advocacy organizations (including Pathfinder, a 
cooperative effort of the Comprehensive Epilepsy Program of Minnesota, Gillette 
Children's Hospital, and the International Diabetes Center of the Park Nicollet 
Medical Foundation). 

As an advocacy group devoted to improving health care for children with chronic 
conditions, the CHHCTF puts the bests interests of the technology-dependent 
child as paramount, and looks at all issues related to HMOS and home care from 
this vantage point. Major concerns expressed in the CHHCTF'·s nine page 
position paper include the need to gain broader recognition of the level and 
range of services that are needed to provide safe care in the home setting, the 
monetary and no~-monetary costs to the family of providing home care, and the 
vulnerability of child and family when the service level is inadequate. 

Based on its familiarity with actual cases in Minnesota, the CHHCTF is 
particularly concerned about financing problems and cost shifting issues, 
bureaucratic obstacles and delays, and the difficulty of finding case managers 
and HMO contact persons with the requisite knowledge and authority to meet the 
needs of technology-dependent children. The Task Force believes that pressures 
for cost containment and the prospective payment system create incentives for 
HMOs to undertreat technology-dependent children; it urges that actions be 
taken to ensure "the best care for [technology-dependent] children and their 
families while still considering the economic realities of reimbursement of 
home-based services." 
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Perspective of the Minnesota Council of HNOs 

Representing Minnesota HMOs, the Council's 16 page position paper 
addresses the issues in terms of what should be the appropriate role for 
HMOs in providing home health care for the technology dependent. 
Emphasizing the fragility of the current health care market in Minnesota, 
this paper stresses the need for a more equitable distribution of 
financial responsibility for the high cost care of the technology 
dependent among all third party payors (public and private, including 
self-insured employers). 

HMOs are particularly vulnerable because unlike indemnities, HMOs cannot 
presently set a lifetime dollar maximum for these catastrophic cases. 
This position paper stresses that unless HMOs gain the ability to set some 
appropriate limits on home health care expenses for these exceedingly 
costly cases, the open-ended liability they face for these cases of 
unknown duration could threaten the viability of the HMO. 

Noting that bills have been introduced in the Congress which could provide 
some federal funding for the technology dependent, and perhaps have other 
kinds of impact as well, the Council's paper urges close tracking of these 
legislative proposals. 

Perspective of the Insurance Federation of Minnesota 

The Insurance Federation of Minnesota represents 119 insurance companies, 
service bureaus, and individual members. In its fqur page position paper, 
the Federation strongly urges that the Minnesota Legislature be apprised 
of the findings and recommendations of the report of Federal Task Force on 
Technology-Dependent Children scheduled for release in April 1988. This 
report will contain data on costs and an appendix on financing. 

In the meantime, the Federation offers several definitions of key terms, 
recommends case management and case-by-case flexibility as ways of 
developing minimum standards for home care services, and reconmends that 
costs of care not covered by third party payors be equally shared by the 
health care user population in some manner. 

Areas of Consensus: A Three-Point Agenda 

The three position papers described above have been presented and 
discussed at meetings convened by the Department of Health and attended by 
several dozen people representing a wide range of organizations and 
viewpoints. 

At the most recent meeting in early February, representatives from the 
CHHCTF, the Council of HMOs, and the Insurance Federation identified three 
broad areas of common ground on which to build toward better access and 
more equitable financing of home health care for the technology dependent. 

The areas of basic agreement are as follows: 
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1. STANDARDIZED DEFINITIONS: 

The need to develop a set of agreed-upon standardized definitions of the 
target population (•technology-dependent individuals•) and of the key tenrs 
used in contracts that define hoae care benefits tor this population. 

0 Uniform definitions are needed for more consistent regulation and to 
keep up with changes in technology and appropriate settings of care. 
They also appear to be the key to putting appropriate limits on third 
party payers' obligations to provide care (particularly home care) for 

• the technology dependent. 

0 To make the definitions mutually acceptable, all stakeholders would need 
to be actively involved in developing them. 

2. EXPEllT REVIEfl PANEL: 

The need to establish a aultidisciplinary expert advisory review panel to 
iaprove coaaunication and coordination of hoae care for the technology 
dependent. 

0 This panel is envisioned as a fully representative, medicaliy-oriented, 
independent source of expert counsel that would increase understanding 
of issues involved in home health care for the technology dependent and 
assist in the decision making about individual care plans. 

0 The panel could be called upon for fact finding, counsel, and assistance 
with dispute resolution by any interested party (third party payors, 
providers, advocacy·groups, patients and their families, state 
agencies). 

0 Presumably such a panel could help address concerns raised by the CHHCTF 
position paper about cost shifting, conflict of interest, and inadequate 
levels of care. 

0 The panel would encourage and supplement (not usurp) case management by 
health providers and payers. 

3. SPECIAL CARE FUND: 

The need tor a special statewide technology care fund to provide a •safety 
net• for the technology dependent and a fora of •stop loss• for individual 
health plans facing the extraordinarily high costs of caring for this 
population. 

0 The fund would be jointly public and private (funded by both public and 
private sources in some manner); it would be established apart from HMOs 
and commercial insurers and essentially pick up where private coverage 
leaves off to ensure continuity of care and a more equitable and 
dependable source of financing. 

0 This fund would be totally separate from the Minnesota Comprehensive 
Health Association (MCHA} since it would be designed to provide 
particular benefits for narrowly defined population (not a qualified 
plan for the uninsurable). 
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0 Participants agree on the basic goal behind this separate care fund, but 
recognize that many complex issues of definition and implementation would 
need to be addressed. 

These three areas of common ground represent a starting point toward an 
integrated solution to many of the concerns expressed in the position papers. 
The agenda items outlined above are a "package" in the sense that they are 
interdependent; each one provides a necessary element of a total improvement 
program. For example: it is necessary to put some reasonable limits on 
benefits for home care for the technology dependent (Point# I on definitions 
addresses this), at the same time ensuring that the decision making related to 
these definitions is wel 1-informed and fair (Point# 2 on the review panel 
addresses this), and at the same time ensuring that there is a "safety net" 
that provides continuity of needed care (Point# 3 on the care fund addresses 
this) . 

Timelines differ for the three elements. The expert review panel is conceived 
as a voluntary/advisory group and thus requires no legislative action. Work on 
establishing this panel can begin immediately (and is in fact already 
underway). The development of uniform definitions and the establishment of a 
care fund are more complex and require the involvement of state regulators 
(Department of Health for HHOs and Department of Commerce for commercial 
insurers); these are longer-range objectives. 

Though the payers, providers, and advocacy groups have identified this three 
point agenda, there are many related points and other issues to be examined. 
This section of the report pulls together information and viewpoints from all 
sources (the three position papers, discussion at meetings, a literature 
search, and supplementary interviews) to discuss the full set of key issues 
involved in third party payment for home care for the technology dependent. 
Since most of these issues are linked in one way or another to the three point 
agenda, a closer examination will help clarify some of the challenges posed by 
the agenda. 

For each issue, relevant quotations from the position papers are shown, areas 
of clear agreement and disagreement are identified, findings from background 
research is summarized, and recommendations are made. 

ISSUE l 

APPROPRIATENESS OF HONE CARE 
FOR TECHNOLOGY-DEPENDENT INDIVIDUALS 

Home Care can Be A Safe and 
Cost-Effective Alternative 

There is general agreement among payors, providers, and advocacy groups (and in 
the literature) that home care has been demonstrated to be an appropriate 
option for many technology-dependent individuals [29, 6]. 

Report to the Minnesota Legislature March 1988 -7-



0 Parties agree that effective home care requires careful training of the 
caregivers, a broad range of supportive services, and careful monitoring 
of the quality of home health care (31, 30, 26, 7, 13, 6]. 

0 They disagree over the specifics of which services, who should provide 
them and for how long, what the family's ~ole should be, who should make 
the decisions, etc. These areas of disagreement are discussed below. 

0 Parties agree that it is difficult to project costs and make accurate cost 
comparisons by setting (home v. hospital). Costs of care are seen as 
extremely high regardless of setting, but parties agree that home care 
frequently offers a cost-effective alternative. 

Home Care: Benefits and Requirements 

There is little objective evidence about the relative effectiveness of home 
care and hospital care, but people tend to assume that home care is preferable, 
given a choice [18, 2, I]. Though hospitals and other medical institutions 
excel at providing complex acute medical care, patients who face a prolonged 
dependency on medical technology are generally thought to be better off if they 
can be cared for in their own homes. Assuming that home care is safe and 
appropriate care (and much evidence suggests that it can be), most people 
regard it as preferable to institutional care in terms of quality of life. 

Home care is seen as particularly beneficial for children's developmental and 
social growth. Pediatricians, chest specialists, nurses, and other 
professionals strongly endorse home care as desirable for the majority of 
children with severe disabilities and chronic illnesses. 

Not all technology-dependent individuals are candidates for home care, 
however. Adequacy of funding for home care is the first requirement, and it 
can override all other considerations. Most families with insurance have 
better coverage for inpatient care than for the type of intensive home care 
needed by the technology-dependent (see section below on financing the care), 
though insurers occasionally make contractual exceptions when home care appears 
to be a cost-effective alternative (see Appendix J, "Insurance Coverage," and 
Appendix B to the Council of HMOs position paper which is contained in Appendix 
A to this report). 

Most financing requires that home care be demonstrably less expensive to the 
third-party payor than institutional care; some patients are precluded from 
considering home care due to family or medical characteristics that make home 
care a more expensive alternative to their insurers (1, 2, 3, 15]. The amount 
paid for hospital care also affects the cost comparisons of hospital and home 
care; for example, below-market payments by Medicaid for hospital care can 
narrow the gap between the costs of hospital and home care to the point that 
home care cannot be cost-justified as the less expensive option. 

Assuming that financing is not an insurmountable obstacle to home care, there 
are other requirements. Discharge criteria typically require that the 
patient's condition be "stabilized" [6: p. 12], that capacity for self-care or 
fa~ily care be demonstrated [31), that the home environment be suitable 
(modified to accomodate equipment as needed), and that the necessary supportive 
services be readily available (professional nursing care, durable medical 
equipment maintenance, social services, back-up systems, educational services, 
etc.). In demonstration projects. and other home care programs for the 
technology-dependent, case managers typically monitor and facilitate completion 
of all discharge criteria (see Appendix G on programs in Minnesota and Iowa and 
Appendix Fon a Michigan demonstration project). 
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ISSUE 2 

CONTEXT: FINANCIAL VULNERABILITY AND 
THE NEED TO ESTABLISH LIMITS 

Recognize That The Health Care Market In Minnesota 
ls Quite Fragile; HHOs Are Particularly Vulnerable 

There is acknowledgement on all sides that high cost, low incidence cases of 
prolonged technology dependence could pose a serious threat to the financial 
stability of Minnesota HMOs. Though these cases are costly for any third-party 
payer, HMOs are acknowledged to be particularly vulnerable. As the Council of 
HMOs puts it, "Under Minnesota law, HMOS do not presently have the ability to 
impose lifetime, contractual financial maximums for certain episodes of care 
like traditional insurance carriers can. This statutory difference provides 
traditional indemnity carriers with an unfair advantage in the marketplace and 
al lows those carriers to better predict what their actual experience will be" 
(page 10). 

Other excerpts from position papers: 

Council of HNOs' Key Conclusions I 3: "The economic environment for HNOs in Ninnesota is fragile and 
should be viewed as a sign that the local HNO industry cannot stand to have broad, mandated benefits 
added to its already long list of comprehensive benefits.• 

Council of HNOs' Recommendation f 2: • Achieve recognition by state regulators that HNOs must be 
al lowed to determine contract benefit limitations for health services provided to technology-dependent 
individuals in the home setting, or· face the reality that HNOs may be pushed toward financial 
insolvency.• 

HHCTF excerpt from page I: 1 All third party payors face the large and highly variable costs of 
serving children who are technology dependent. However, the indemnity plans have pre-determined 
parameters which limit the extent of coverage, while managed health plans face the unique situation of 
potentially unlimited liability for a child who is technology-dependent.• 

HHCTF excerpt from page 7: (following criticism of HNOs for cost shifting and undertreatment): "We 
believe that these examples are responses from managed health care plans threatened with unlimited 
liability. We must work together to find better solutions that can serve the needs of the children of 
our community and make us proud of ourselves and our respective institutions.• 

Responsibility of HHOs· to 
Provide Home Health Care 

The CHHCTF cites instances in which the CHHCTF believes that health plans have 
abdicated their responsibility to provide health care for the technology 
dependent; the task force calls for a basic coomitment from third party payers 
to support home health care for the technology dependent: 

Excerpts from position papers: 

CHHCTF Summary of Concerns f 7: 'There have been several instances where health plans have abandoned 
children and their families in the 1arketplace to avert ongoing home care responsibility. This ■ay 
take the form of cancelling an employer group to avoid a particular adverse selection. This for■ of 
avoiding adverse selection makes the child, his family, and the employer particularly vulnerable.• 

CHHCTF Reco1111endation f 6: FINANCIAL: •[There must be a] co1111itment on the part of managed health care 
plans to financially support home care for children who are technology dependent.• 
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,,. 
The Council on HMOs acknowledges that HMOs have a responsibility to provide 
certain home health services to technology-dependent individuals, but insists 
on the need to place reasonable limits on these services. Discussion at recent 
meetings suggests that HMOs regard definitions of key contractual terms as 
their most viable method of imposing such limits (this issue is discussed at 
length below). Caps on total expenditures or units of service are not viewed 
as a viable option because of state regulations (though these could potentially 
be changed) and because of requirements imposed on Minnesota HMOs that are 
federally qualified (judged very difficult to change). 

Financial Responsibility Should Be 
ttore Equitably Distributed Among Payors 

Noting their own competitive disadvantage on the "unlevel playing field," the 
HMOs call for a more equitable distribution of financial responsibility among 
all parties, including the self-insured employers (who are estimated to account 
for more than half of the insured persons in Minnesota but who are exempt from 
a good deal of th~ regulation that HMOs and commercial_ insurers face). 

Excerpts from position papers: 

Council of HNOs' Recommendation I I: • Educate policymakers and consumer advocacy groups that in order 
to provide the broad array of healthcare services needed to keep technology-dependent individuals in a 
non-acute, home setting, the financial responsibility for providing those services must be spread 
equitably among private payors (indemnity insurance carriers, HNOs, self-funded health plans, and_ 
health service organizations, i.e., Blue Cross/Blue Shield), state and federal government, and the 
health plan policy holder.• 

Council of HNOs' Recommendation I 5: •The Ninnesota Department of Health should bring together experts 
and qualified laypeople to consider vays to equitably.spread the financial· burden of home care needs, 
for the technology dependent population, among multiple payors.• 

Conclusion 

Parties agree on the fragility of the health care market, the special 
vulnerability of the HMOs, and the need for a more equitable distribution of 
the financial responsibility for providing home care for technology-dependent 
individuals. 

ISSUE 3 

DEFINING nTECHNOLOGY-DEPENDENT INDIVIDUALSn 

What should be the basis for defining the target population of 
"technology-dependent Individuals"? Should ft be linked to specific 
diagnoses? Invoke functional criteria? Make explicit reference to the need 
for hospital-level services? Specify the nature of the dependence on 
"technology"? 

There is no consensus on answers to these questions. For example, the 
Minnesota Legislature and the CHHCTF both refer explicitly to the need for 
hospital-equivalent services: 
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0 In requesting this special study of reimbursement issues for home care, 
the Minnesota Legislature referred to technology-dependent individuals as 
"individuals with a medical condition which would require inpatient 
hospital services .l!2 the absence of home or community-based care, and who 
are dependent upon medical technology in order to avoid death or serious 
injury" (emphasis added). 

0 Excerpt from position paper: 

CHHCTF Recommendation f I: "DEFINITIONAL: There needs to be an acceptance by managed care plans as 
to the definition of in-lieu-of-hospitalization discharge. The in-lieu-of-hospitalization 
discharge is fundamentally different from other patient discharges; the child is able to be 
discharged to the home setting by virtue of the high level and quality of services provided which 
make the home setting safe and effective." 

The position paper by the Minnesota Council of HMOs cal ls for consensus on a 
more precise diagnosis- or condition-related definition of "technology
dependent individuals, as wel 1 as uniform definitions of terms in general: 

Council of HNOs' Key Conclusions f I: "The focus population needs to be distinctively defined (i.e. 
by disease states)." 

Council of HNOs' Recommendation I 3: "Reach consensus .... on [a definition of) the term 
'technology dependent individual.'" 

Council of HNOs' Key Conclusions f 4: "Uniform definitions of key terms relevant to the technology 
dependent population should be adopted, by consensus, of third-party payors and state regulatory 
agencies.• 

Council of HNOs' Reco111111endation f 3: "Reach consensus on pertinent definitions used in member 
contracts .... • 

Arriving at a satisfactory definition is not easy. As noted in an Office of 
Technology Assessment (OTA) report, "Technology-Dependent Children: Hospital v. 
Horne Care, A Technical Memorandum, (hereafter referred to as the OTA report on 
children), after 5 years of public debate, there is still no consensus: 

From a clinical perspective, the crucial distinguishing 
characteristic of these children is that they require special 
equipment and an intense level of medical services that are beyond 
the normal capabilities of untrained families. From an insurance 
perspective, the crucial characteristic of these children is that 
it may be possible to care for them more appropriately and less 
expensively if the funding and services are made available. 
Although the two populations described by each of these 
characteristics overlap considerably, ... they are not identical. 
[I: page 31] 

This OTA report on children stresses that the size of the technology-dependent 
population varies dramatically with the clinical criteria used in the 
definition. 

Since many diagnoses or conditions can give rise to long-term dependence on 
life-sustaining technologies, but they do not always do so, a satisfactory 
definition may ultimately require a combination of criteria related to 
diagnosis, functional limitations, and need for particular services (see 
Appendix B, "Implications of the Population Definition"). 
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The best sources for such a comprehensive definition are the OTA report on 
children and another OTA report, Life-Sustaining Technologies and the Elderly 
(hereafter referred to as the OTA report on the elderly). 

[Note that much of the available literature, including these two OTA reports, 
focuses on either the very young or the very old, because these two groups are 
disproportionately at risk of becoming technology-dependent. Though we will 
use the age-specific discussions in the two OTA reports to generate a 
definition, the ultimate goal is to make the definition applicable to all 
"technology-dependent individuals," regardless of age.] 

Defining "Technology-Dependent Children" 

The OTA report on children defines a "technology-dependent child" as one who 
"needs both a medical device to compensate for the loss of a vital body 
function and substantial and ongoing nursing care to avert death or further 
1nJury. This definition is independent of the setting of care or the 
particular credentials of the caregiver." (Pages 3-4) (The Council on HMOs 
uses this definition in their position paper]. 

Noting that technology-dependent children are a diverse group with a great 
range of medical diagnoses, many of them very rare, the report identifies four 
separate populations that differ on clinical characteristics. 

The first three groups are narrowly defined and limited to children whose 
technology dependence is both life-threatening and requires frequent and 
complex nursing tasks: 

0 GROUP I (Ventilators): Children dependent at least part of each day on 
mechanical ventilators (includes both positive and negative pressure 
devices; ventilators is the preferred term for what used to be called 
respirators). 

[Note that individuals in the process of being weaned from a ventilator, 
or who have just been weaned off the ventilator, often need special 
attention, special monitoring, and a program that may be more complex than 
the pre-weaning program, since some ventilator-dependent patients are less 
stable after weaning (6: p. 11]. 

0 GROUP II (Intravenous Technologies): Children requ1r1ng prolonged 
intravenous administration of nutritional substances or drugs. 

0 GROUP III (Other Respiratory or Nutritional Devices): Children with daily 
dependence on other device-based respiratory or nutritional support, 
including tracheostomy tube care, suctioning, oxygen support, or tube 
feeding. 

The fourth group includes a broad range of children whose technology is less 
life-threatening and requires less frequent or less complex nursing tasks. 
Children in this group are less at risk of prolonged institutionalization than 
those in the first three groups, and they are less universally recognized as 
"technology-dependent." As we will see in the next section that deals with 
estimating the size of the target population, including Group JV in the 
definition greatly increases the number of "technology-dependent" children. 
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0 GROUP IV (Other): Children with prolonged dependence on other mechanical 
devices that compensate for vital body functions who require daily or 
hear-daily nursing care. This group includes: 

Infants requiring apnea (cardiorespiratory) monitors 
Children requiring renal dialysis as a consequence of chronic kidney 
failure 
Children requ1r1ng other medical devices such as urinary catheters or 
colostomy bags as wel 1 as substantial nursing care in connection with 
their disabilities. 

These four groups are intended to be mutually exclusive. Children with 
multiple conditions who could potentially be put in more than one of these 
groups are classified in the lowest-numbered group that applies to them. 

Defining "Technology-Oependentn Elderly 

The OTA report on the elderly has chapters that deal with each of the following 
life-sustaining technologies: resuscitation, mechanical ventilation, dialysis 
for chronic renal failure, nutritional support and hydration, and 
life-sustaining antibiotic therapy. Our focus on prolonged dependence means 
that the chapter on resuscitation is not directly relevant (though it may 
precede mechanical ventilation or other technology dependence). Renal dialysis 
is not pertinent either, since we are focusing on reimbursement problems and 
the costs of renal dialysis are largely covered by a federal program. The 
remaining technologies, mechanical ventilation, life-sustaining antibiotic 
therapy, and nutritional support/hydration, correspond to the definitions given 
above for technology-dependent children (Groups I and II}. 

Life-sustaining antibiotic therapy is administered at home in some cases, for 
example, for patients on a mechanical ventilator, dialysis, or nutritional 
support who wish to avoid admission to a hospital [2: pages 338-339]. 
Life-sustaining antibiotic therapy differs from mechanical ventilation and 
nutrition/hydration in that it does not involve a device that compensates for 
loss of a vital body function such as breathing or digestion. 

Definition of Technology-Dependent Individuals 

Based on the discussion above. the OTA definition for children is adapted to 
refer to technology-dependent "individuals" (rather than Just children): 

"A technology-dependent individual is one who needs both a medical device to 
compensate for the loss of a vital body function and substantial and ongoing 
nursing care to avert death or further injury." 

0 This definition is independent of the setting of care, though the phrase 
"substantial and ongoing nursing care" may well imply hospital-equivalent 
services. 

O This definition is also independent of the particular credentials of the 
caregiver. 
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0 Under thls definition, a variety of diagnoses may be associated with 
technology-dependence {see Appendix C, Background Information on Hedical 
Conditions and Technologies, which describes chronic obstructive pulmonary 
disease {COPD) and bronchopulmonary dysplasia (BPD), two of the more 
corrvnon diagnoses associated with mechanical ventilation). Some of the 
more coomon diagnoses are given below in a table taken from the OTA report 
on the elderly: 

Table 6·1.-Diagnoses Associated With Risk of 
Respiratory Failure and Subsequent 

Mechanical Ventilation In Adults• 

Pulmonary diseases 
Chronic obstructive pulmonary disease (COPD) 

Asthma 
Bronchitis 
Emphysema 

Chronic restrictive lung disease 
Adult respiratory distress syndrome 
Interstitial lung disease 
Acute bronchial asthma 
Pneumonia 
Pulmonary edema 
Pulmonary embolism 
Tuberculosis 
Lung cancer 

Neuromuscular disorders 
Amyotrophic lateral sclerosis (ALS) 
Diaphragmatic paraJysis 
Guillain-Barre syndrome 
Myasthenia gravis 
Kyphoscoliosis and senile kyphosis 
Multiple sclerosis 
Muscular dystrophy 
Pol iornyelitis 
Tetanus 

Neurological disorders 
Cerebrovascular accident (stroke) 
Brain trauma 
Status epilepticus 
Drug overdose, poisoning 
Coma resulting from metabolic disorders 

Cardiac disorders 
Cardiogenic shock 
Cardiac arrest 
Congestive heart failure 
Severe dysrhythmias 

Major surgery (with general anesthesia) 

Injury, trauma 
Chest Injuries, Including trauma during cardiopulmonary 

resuscitation (CPR) 
Spinal cord injuries 
Hypothermia 
Burns, smoke Inhalation 

Other 
111,ktastatic cancer 
Aspiration 

111D1oe~ses •••oclated with 1hort• u wall eo OOng-lonn "9ntlla11on am IMI~ 
!:10c&,. •• o! the po1entlal !or tho lomior ID r,ol.,. Into IIMI letlar. ) 

$OURC:E Ofllce of Technology A&aaaement, 11187. (p. ?,01 

Report to the Hinneso-::t Legislature March 1988 -14-



Some of the life-threatening Infections that may require Intravenous antibiotic 
therapy are described in another table from the same report: 

Ch. 9-Llfe-Sustalning Antibiotic Therapy • 335 

Table 9-1.-Llfe-Threatening Infections That Commonly Affect Elderly People• 

,,.P~la Is the leading cause of death due to infectious 
diseases and it ranks sixth as a cause of death for people 
of all ages in the United States (31). Bacterial pneumonia, 
along with influenza, is the fourth most common cause of 
death in elderly people, accounting for 185 deaths per 
100.000 persons (40). Mortality rates range from 10 to 80 
percent, depending on the bacteria involved and the degree 
of lung destruction (8). 

Nosocomial (hospital-acquired) pneumonias are the 
most deadly and account for approximately 15 percent of 
hospital-acquired infections (75). Recent studies suggest 
that the risk is comparable in nursing homes. Several dis
eases or condition-associated factors that predispose peo
ple to pneumonia are more frequent in the elderly population 
or affect the elderly more severely-e.g., chronic bronchi• 
tis. congestive h-eart failure, stroke, and dementia (8). 

4',ll:lnarf tract Infections are common bacterial infections in 
older persons, especially women (37). They are the most 
common infections in hospitalized patients, affecting 1 mil
lion patients per year (31 ). The prevalence of urinary tract 
infections increases with age, level of care, and decreas
ing functional capacity. The reasons that urinary tract in
fections are so frequent in older persons are unknown, but 
may include prostate problems in men; loss of pelvic sup
port, fecal incontinence. and loss of local bladder mucosa! 
defense mechanisms in women; and use of urinary cathe
ters in both sexes (86). 

Infected decubltue utC9f1I (t:,e,d ·at pressure sores) are as
sociated with immobility, malnutrition, and diabetes, all of 
which result in poor circulation and skin breakdown. One 
study found decubiti were the leading source of infection 
among 532 patients in nursing homes, with a prevalence 
rate of 6 percent (26). Despite appropriate medical and sur
gical care, elderly patients with pressure sores associated 
with bacteremia have a very poor prognosis. The overall 
mortality associated with sepsis (spread of the infection 
to the bloodstream) due to pressure sores is approximate
ly 40 percent, and the highest rates (78 percent) have been 

_ documented in. elderly patients (16). 

Iatrogenic Infections (Infections resulting as a complication 
of medical treatment) are often related to the use of medi
cal devices. In the late 1970s, for example. an estimated 
850,000 infections were related to medical devices, ac
counting for approximately 45 percent of all hospital
acquired infections in the United States. Infections result
ing from the use of life-sustaining technologies such as 
mechanical ventilators. dialysis machines, and nutritional 
support equipment constitute a substantial portion of the 
iatrogenic complications due to medical devices (8,64). Dur
ing infusion therapy for total parenteral nutrition (TPN) (see 
ch. 8), for example, infection can be caused by contamina
tion. Infectious bacteria gain access most frequently at the 
site where the device penetrates the skin (32). 

60TA selected these four lrifectlom1, tor ttmptui~ls In thl~ chapter becsu~e of their prevalence and lmportante for crlticl'IHy, chronicalty, and 1erminl!llly Ill, 1md ~@verely 
Otb!li!1Utd @ldf'trly p&Ofllfl 

80tl~Cf OH1c!!I of Technologv .Ai\8(11!1.Smt-nt. 19~7 
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The table below Is from the OTA report on children. It categorizes children 
who tend to be cared for In programs emphasizing alternatives to 
hospitalization. Note that only a subset of the children described in this. 
table would likely meet the definition given above for "technology-dependent" 
(mainly those In the last four groups). 

Table 2.-The Population of Children Currently Served In Programs Emphasizing Alternatives to Hospital Care 

Categories 
Children who have acute 
meaicallsurgical problems 

Children who have a terminal 
Illness 

Children who are severely 
lntel1ecrually disabled 

Children who have chronic 
medical problems 

Children who have chronic 
respiratory problems 

Children who have Central 
Nervous System (CNS) 
dysfunction 

Description 
Children with acute medical/ 
surgical problems who are 
discharged early from the hospital 
but who continue to need 
individualized technical care 
tor limited periods of time 

Children reQuiring technical care 
for a terminal illness that is 
expected to result in death within 
6 months. 

Children who as the result of an 
illness, trauma, congenital 
anomaly, or hereditary disease are 
severely Intellectually disabled so 
that they cannot and will not in 
the future be able to care tor 
themselves. 

Children who will have chronic 
medical problems for long periods 
of time and are dependent on 
technical care. 

Children who wlll be oxygen 
dependent for relatively long 
periods of time. 

Children who need ventilation 
assistance for periods· of time 

Children who are completely 
ventilator dependent 

ChUdren who have CNS problem, 
either the result of trauma or CNS 
disease so that they cannot and 
will not be able to care tor 
themselves. 

Services 
These children may reQuire 
medications, unusual feedings, 
monitoring .of vital signs, certain 
forms of technical treatment, etc. 

These children may for a period of 
time reQulre oxygen, assistance in 
feeding, and/or medication for 
comfort. 

These children reQuire varying 
degrees of assistance In feeding, 
defecation, urination, positioning, 
and other personal care. 

These children may require 
complex alimentation, certain 
medications, suctioning, 
catheterlzatlon, Intravenous 
therapy, tracheostomies, 
eQuipment monitoring, prescribed 
therapy regimens, and/or 
colostomies/ lleostomies. 

These children will require oxygen 
and may require suctioning or 
cardiopulmonary monitoring 

These children will require 
ventilator care and bronchial 
suctioning. They may require 
cardiopulmonary monitoring and 
gastrostomy feeding. 

These children require constant 
ventilator care, bronchial 
suctioning, and cardiopulmonary 
monitoring and may require 
gastrostomy feeding. 

These children may require 
assistance In physical positioning, 
feeding, defecation, and/or 
urination. (Some may also be 
ventilator dependent.) 

SOURCE J. MacOueen, '"Allematives to Hospital Care," unpubllaheel, Aug. S, 1911G 
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Sample diagnoses 

Severe infectious disease 
Postoperat Ive conditions 
Low-birthwelght Infants 

Terminal cancer 
Renal failure 

Severe microcephaly 
Severe post meningitis 
Severe hydrocephalus 

Chronic malabsorption 
syndrome 

Severe cystic fibrosis 
Multiple congenital anomalies 
Severe seizure disorder 
0ystrophles 
Atrophies 
Myasthenia 
Chronic aspiration syndrome 
Short gut syndrome 

Chronic bronchopulmonary 
dysplasla (BPD) 

Chronic BPD 
Post encephalitis 
Progressive CNS disease 
Tracheo-bronchial malacla 
Ondine's curse 

Chronic BPD 
Post encephalllls 
Progressive CNS disease 

Progressive CNS disease 
Spinal cord trauma 
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0 Regardless of the specific diagnosis, technology-dependent individuals are 
those whose dependence on a medical device is both life-threatening and 
requires frequent and complex nursing tasks. The three groups described 
above as constituting the more restrictive OTA definition would be 
included (ventilators, intravenous devices, other respiratory and 
nutritional devices); Group IV (other) would be excluded. 

0 For some purposes, it may be appropriate to specify the "frequent and 
complex nursing tasks" needed by technology dependent individuals. Some 
type of functional assessment tool would have to be developed for this 
purpose. Although some studies are underway to fine-tune the 
specification of nursing care needs of disabled children, these studies 
have not focused on technology-dependent children [I]. 

Discussion 

The term "in lieu of hospitalization" favored by the CHHCTF captures the key 
point that a discharge to home care for the long-term technology dependent is 
no ordinary hospital discharge. Technology dependent individuals who are the 
focus of this inquiry into reimbursement issues are those who are sent home 
because "hospital like" services are able to be created in their homes. These 
individuals require prolonged, complex care of a type that is generally 
available only in an intensive care unit (ICU) or other specialized medical 
unit. Home care "works" for the technology dependent because family members 
and other caretakers can be trained to do the complex nursing and because it 
has proven possible to install and maintain the necessary equipment in the 
home. 

To third part payers and especially to HMOs, the term "in lieu of 
hospitalization" is problematic. These groups favor a definition of 
"technology-dependent individual" that makes no explicit reference to setting 
or the need for hospital-equivalent services. 

In part, this controversy over the term "in lieu of hospitalization" may 
reflect concerns about the interpretation of reimbursement obligations in this 
new "gray area" of home care for the technology dependent. If the phrase, "in 
lieu of hospitalization," is explicitly included as part of the definition of 
the target population, could it be taken to imply that the home care services 
should be reimbursed just the same as hospital expenses? Also, what happens to 
third party payors' obligations when patients' conditions fluctuate or show 
substantial improvement? As a patient's disability becomes either more or less 
immediately life-threatening, and the frequency and level of skilled medical 
intervention either increases or decreases, the essentially arbitrary boundary 

. between the narrowly-defined "technology dependent" and less life-threatening 
disabilities begins to blur. 

Conclusions 

0 The OTA definition of technology-dependent individuals, which is 
independent of setting and independent of caregiver credentials, is a good 
starting point. It may need to be refined for contractual purposes (see 
Appendix B). 
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0 On balance, it seems desirable to exclude the term "in lieu of 
hospitalization" from the formal definition of "technology dependent 
individuals." However, the unique character of a discharge to home that 
is premised on availability of high technology medical equipment and the 
provision of complex nursing care must be recognized. The implications 
for reimbursement of this unique discharge should be identified and openly 
debated in order to clarify the responsibilities of third party payers and 
assure that financing of care for the technology dependent is not 
compromised by choosing the home setting over the hospital setting. 

ISSUE 4 

ESTIHATING THE NUHBER OF 
TECHNOLOGY-DEPENDENT INDIVIDUALS 

Fragnented and Non-COl11)arable Data 

The two OTA reports, one on children and the other on the elderly, have made 
exhaustive attempts to estimate the incidence (number of new cases during a 
period of time) and prevalence (number of cases at a given point in time or 
during a particular time interval) of technology-dependent individuals 
throughout the United States. The OTA concludes that data on current 
utilization of 1 ife-sustaining technologies are highly unreliable. 

Differences in data collection methods, definitions, and time periods make 
available data fragmented and non-comparable. Even when reasonably good 
estimates are available for extent of home use of one of the technologies (such 
as mechanical ventilators), it is generally impossible to correct for the use 
of multiple technologies (for example, one person on a ventilator who'has 
nutritional support could be counted twice). 

Though the data are inadequate, and therefore all estimates must be viewed with 
some skepticism, it is important to examine what we do know in order to 
determine the best available estimate of the size of the target population of 
technology-dependent individuals. 

The total number of technology-dependent people depends on the rate of 
occurence of new cases during a period of time ("incidence"), and the duration 
of technology dependence for existing cases (patients who are dependent may 
die, they may outgrow or be weaned from dependency on the device, or they may 
remain technology-dependent for long periods of time or permanently) [35, 12, 
6). 

When we count the number of technology dependent people at a single point in 
time, the result is "point prevalence." A more useful count for program 
planning, reimbursement, and policy-making purposes is "period prevalence," or 
the number of cases over a given time interval, such as the total number of 
technology dependent people in one year. Since few data sources report period 
prevalence, the OTA reports have extrapolated the available data to reflect 
total numbers in the United States in a one year period. 

The quantity and quality of data available for estimating the number of 
technology-dependent persons varies considerably by age group. We have more 
information about technology-dependent children than any other age group; we 
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also have quite a bit of information about elderly persons who are 
technology-dependent. We know the least about the age group from 18-64, and 
this relative lack of information is a major concern for the project at hand 
because it includes all age groups. 

Available data also vary greatly by the type of technology dependence. We know 
the most about those in Group I, who are on mechanical ventilators. Some of 
the data have been obtained from medical equipment suppliers, since peopie on a 
ventilator must deal with vendors for maintenance and repair. Respiratory 
therapists are another source of information for indirectly estimating the size 
of the ventilator-dependent population, particularly those who are cared for at 
home. Data on other types of technology-dependence are obtained from various 
other sources; for example, state-based programs and national home nutrition 
programs provide information about the number of people receiving nutritional 
support and hydration in the home. 

We know the most about how many cases exist at a single point in time, and much 
less about the two determining factors of incidence (new cases) and duration. 
Knowing so little about both incidence and duration makes it extremely hard to 
estimate the need for services and project costs of care. 

Estimates of the Nllllber of Technology-Dependent Individuals 

To estimate the size of the target population in Minnesota, we need estimates 
of the number of persons in Minnesota in each of the three groups (those who 
are ventilator-dependent, require prolonged intravenous therapies, require 
other device-based respiratory or nutritional support) that comprise the OTA 
definition of technology-dependent individual. Ideally, we also need to know 
what percentage of this target population is either currently receiving care ·at 
home, or is medically able to receive care at home. 

There is a Minnesota-specific estimate (based on a survey) available for 
ventilator-dependent persons being cared for in their homes, but no comparable 
estimate for the other groups. 

In Spring. 1986, Alex Adams, Clinical Director of Respiratory Therapy at Health 
East, contacted all vendors who supply home care equipment to 
ventilator-dependent persons in Minnesota to obtain the following information 
about their ventilator-dependent home care clients: age, degree of ventilator 
dependency (parttime or fulltime), type of ventilator, and diagnosis/disease. 

This survey showed a total of 86 Minnesotans who were ventilator-dependent and 
receiving home care in Spring 1986. Twenty-three percent of the 86 were 20 
years old or younger, 33\ were between 21 and 50, 24i were 51-60, and 2oi were 
61 or older. Just under half of them were dependent fulltime on the 
ventilator. (See Appendix B for a more detailed report of the survey 
findings). 

A similar estimate is made by the Minnesota Home Care Advocacy Program which 
puts the number of ventilator-dependent persons in Minnesota at 100 (basis of 
this estimate is not reported; estimate presumed to be of ventilator-dependent 
persons receiving home care; see position paper 4 in Appendix Q). 
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Since Minnesota-specific estimates are not available for the other two groups 
of technology-dependent individuals, we must estimate the numbers for Minnesota 
from OTA estimates. The OTA has adjusted and synthesized the available data 
from numerous sources to arrive at estimates of the number of 
technology-dependent individuals in the United States [1, 2]. In some cases, 
estimates are age-specific (for children, for persons 65 and older) and in 
others, the estimates are for all ages combined. 

These OTA estimates have been used to calculate estimates for Minnesota. A few 
of the OTA estimates are expressed as rates per 100,000 individuals; these 
estimates are easily converted by applying them to Minnesota's population 
figures. Other estimates are given in terms of number of persons; these 
estimates are converted by mu·1 tip 1 y i ng by . 018, s i nee Minnesota's population 
represents .018 or 1.8% of the U.S. population. 

Results of these calculations are summarized in the table below (see Appendix B 
for copies of tables from the OTA reports that form the basis for these 
Minnesota estimates). Question marks in this table indicate data that are not 
available. 

ESTIHATES OF THE NUHBER OF TECHNOLOGY-DEPENDENT INDIVIDUALS 
IN HINNESOTA BASED ON NATIONAL ESTIHATES BY THE U.S. 

OFFICE OF TECHNOLOGY ASSESSHENT 

TOTAL 
(a 11 BY AGE BY HOME SETTING 
ages, --------------------------- ----------------------
(al l 
settings) 

GROUP I: 
Long-Term 
Ventilator-
Dependent 

Actual MN survey: 
(see text) 

Based on OTA 
estimates: 

GROUP II: 
Nutritional 
Support 

? 

77a-110b 

Enteral (tube) 15,266b 

Parenteral 10,015b 

< 18 

by age 

2oc,h 

by age 

12-36d 

(table continued on next page) 
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► 

ESTil1ATES OF THE NUNBER OF TECHNOLOGY-DEPENDENT INDIVIDUALS 
IN NINNESOTA BASED ON NATIONAL ESTil1ATES BY THE U.S. 

TOTAL 
(al 1 
ages, 
(al 1 
settings) 

OFFICE OF TECHNOLOGY ASSESSHENT 
(continued) 

< 18 

BY AGE 

18-64 65 + 

BY HOME SETTING 

Now At 
Home 

Could Be 
At Home* 

GROUP II I cont. 
Prolonged 
IV Drugs ? 5-J49d ? ? ? ? 

GROUP I II: 
other 
Device-Based 
Respiratory 
or Nutritional 
Support ? 18-l08d ? ? ? ? 

* 

a 

b 

C 

d 

e 

f 

g 

h 

"Cou 1 d be at home!' = those who are a 1 ready at home + those who are 
hospitalized but are deemed able to be cared for at home; see [11] 

Based on converting U.S. estimates in Table I [JI] to Minnesota estimates 
by multiplying by .018; see table in Appendix R. 

Table 1-1 OTA report on the elderly [2] (MN= I.Bi of U.S. estimate). 

Minnesota survey data collected by Alex Adams in Spring 1986; see text. 

Table 1 of OTA report on children [l) (MN= I.Bi of U.S. estimate). 

Derived from column I of this table (minimum and maximum) minus minimums of 
columns 2 and 4 of this table) 

Table 8.3 of OTA report on the elderly [2] (MN = 1.81. of u.s·. estimate). 

OTA report on the elderly [2]: Based on applying reported rates per 100,000 
persons 65+ to Minnesota's population of 548,933 persons 65+; rates used 
are for North Central region which Includes MN (3.8/100,000) and the 
maximum reported rate (11.6/100,000). 

Persons 20 and younger. 

Persons aged 21-60. 

J Persons 61 and older. 
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Conclusions 

There are many problems with the data and process of estimation. 

0 It is clear from the number of question marks in the table above that many 
of the estimates we need are s imp 1 y not ava i 1 able. 

0 In the one case (for ventilator-dependent individuals) where we are able 
to compare actual Minnesota data with Minnesota estimates derived from 
OTA's national estimates, the actual Minnesota numbers are far higher 
(three times higher) than the OTA-based estimates (86 persons in home care 
coopared to OTA's estimate of 27 persons}. 

There are many factors which may contribute to this discrepancy. First. 
the OTA estimates are minimum numbers because the OTA source is an AART 
survey which was not exhaustive: the survey was done in 37 states and each 
state was asked to contact "at least 10 institutions," which means that 
many ventilator-dependent individuals were likely not included in the 
survey findings. Although the findings based on the 37 states have been 
extrapolated to the 50 states (see Appendix R), the numbers are still 
biased on the low side. 

0 One of the biggest problems with estimating the total number of technology 
dependent individuals Is that there fs no good way to judge what 
percentage of these individuals are potential candidates for home care. 
We have some crude estimates for technology-dependent individuals being 
cared for at home (or potentially- f.e., medically- able to be cared for 
at home) for Group I and part of Group II, but no estimates at all for 
pro 1 onged IV drug use ( part of Group I I ) or for Group 11 I • •• 

0 Even where estimates are available, double counting of Individuals is a 
potential problem, such as when a ventilator-dependent Individual is also 
on parenteral (IV) nutrition. The OTA has defined the categories as 
mutually exclusive, but sources used for the estimates typically ask about 
one technology only and therefore cannot correct for this type of double 
counting. 

With these limitations in mind, the following numbers are the best available 
partial estimate of the target population of technology-dependent individuals 
for whom home care might be appropriate: 

0 About 90 to 100 ventilator-dependent Individuals (based on 86 In 1986, 
rounded up because home care fs probably becoming more prevalent); 

0 About 342 persons on enteral and parenteral nutritional support (derived 
from OTA estimate; nursing requirements and length of time on nutritional 
support Is unknown}. 

O An unknown number of persons receivfng prolonged IV drug therapy (probably 
quite small; some ventilator-dependent persons being cared for at home may 
recefve prolonged IV drug therapy). 

O An unknown number of persons using other device-based respiratory or 
nutritional support. 
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The Future Size of the Target Population 

When contemplating new regulations or reimbursement policies, it helps to have 
a sense of the likely growth rate of the target population. Unfortunately, it 
is even harder to estimate the future size of the technology-dependent 
population than it is to estimate the current size. 

There are a number of factors which can be expected to affect future 
utilization of life-sustaining technologies, many of which work in opposite 
directions, leaving the net change extremely hard to predict. The major ones 
are grouped below according to their presumed impact. 

factors Likely to DECREASE the Nlllt>er of 
Technology-Dependent Individuals 

0 Cost containment strategies [27, 9]; 

0 Increasing reticence to use high-technology interventions near the time of 
death; 

0 Improved prenatal tests to detect severe, chronic disease; 

0 Improved prevention (including better prenatal care to prevent very low 
birth weight premature births, accident prevention such as increased use 
of motorcycle helmets, prevention of smoking and lower rates of smoking) 
[ 14]; 

0 Improved ways of treating neonatal disorders that decrease long-term 
dependency on technology, such as better success in preventing chronic 
lung disease (see Appendix C, "Changing Technology in the Neonatal 
Intensive Care Unit"). 

factors Likely to INCREASE the Nlllt>er of 
Technology-Dependent Individuals 

0 Aging of the population; 

0 Increased reimbursement for care (especially long-term home care) of the 
technology-dependent [24]; 

0 Availability of technology in new settings; improvements in technology 
that make life-sustaining medical devices less burdensome and invasive 
(example: portability of ventilators) [7, 25, 30]; 

O New technological breakthroughs that make it possible to substitute for 
vital bodily functions. (Example: 25 years ago, the technology for 
providing prolonged intravenous feeding - TPN, or total parenteral 
nutrition- was not available. Before TPN, infants born with 
non-surgically correctqble bowel deformities did not survive because there 
was no way to substitute for a non-functioning digestive system for a 
prolonged period}; 
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0 Emergence of new severe chronic diseases (e.g. AIDS); 

0 Lessened social acceptance of genetic counseling and abortion; 

0 Aggressive treatment of low birth weight premature infants and other high 
risk cases; aggressive treatment of the terminally ill (see Appendix N, 
"Biomedical Ethical Issues Related to Home Care For the Technology 
Dependent") [25). 

Factors Likely to Have Nixed or Unpredictable Effects on the 
Nllli>er of Technology-Dependent Individuals 

0 Changes in public attitudes, especially about the quality of life 
obtainable under prolonged technology-dependence and the biomedical 
ethical issues of withholding and withdrawing treatment [Appendix NJ; 

0 Changes in medical practice patterns and in the procedures and guidelines 
for making treatment decisions that involve life-sustaining technologies. 

The potential impact of improved funding for home care is a serious concern, 
since many believe it will increase the size of the technology-dependent 
population. As the OTA report on children suggests, 

It is possible that providing opportunities for children to be in 
home or home-like settings, combined with enhanced funding for 
long-term care, eliminates some of the social, financial, and medical 
disincentives to initiate and maintain long-term technology 
dependence. The three states with the highest identified prevalence 
of technology-dependent children all have aggressive home care 
programs to serve such children; North Carolina, a state with few 
ventilator dependent children, does not. More families may consider 
it worthwhile to maintain the life of a terminally ill child as long 
as possible if they can afford to take the child home, and physicians 
may consider it appropriate medical care to prescribe long-term 
ventilation for children (p. 31). 

There is no evidence of overall increase in the incidence of most severe 
chronic disabling conditions, but there is an increase in the survival rates 
for those with such diseases, which means that the total number of 
tecnology-dependent people is on the rise. The OTA concludes that during the 
next decade or so, the size of the technology-dependent population is likely to 
increase, but in the longer run, technological improvements, especially those 
related to premature birth and treating its complications, may lead to 
stabilization or even a decrease in the size of the technology-dependent 
population [l, 2]. 

Conclusions 

0 Because the size of the "technology-dependent" population is so dependent 
on the way that "technology dependent" is defined, and because the costs 
of the care are so high, the payers, providers, and advocacy groups agreed 
at one of the recent meetings that it is wise at the outset to define 
"technology-dependent individuals" as Groups I, II, and III of the OTA 
definition, excluding Group IV. 
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0 Even when "technology dependent" is defined relatively narrowly, it is 
impossible to produce an estimate of the current size of the population 
that is good enough to serve as the basis for calculating actuarial risk. 

0 It is harder yet to estimate the likely growth rate of the technology 
dependent population. Numerous factors wil 1 affect the future size of 
this group, and many of them work in opposite directions. 

0 In general, high costs and invasiveness of the technology tend to restrict 
use; low cost (generous reimbursement) and low risk may encourage overuse. 
There is much concern that improved financing for home care will encourage 
greater use of home care, driving net total costs for this very expensive 
care even higher. 

Recoomendation 

0 Comprehensive benefits for home care for the technology dependent 
population should not be mandated because it is impossible to predict with 
a reasonable degree of accuracy either the current or future size of this 
population. 

ISSUE 5 

DEFINING THE LEVEL AND SETTING Of CARE 

Definitions Related to Nursing Care 
Provided in the Home 

Regardless of the setting, caring for technology-dependent individuals requires 
complex nursing skills. Home care has been successful because it is possible 
to teach family members and other volunteer caretakers the set of skills 
necessary to provide safe ahd proper care for a technology-dependent patient at 
home [26, 3, 4, 5] (see Appendix D for a sample list of nursing tasks and 
equipment for home care involving ventilators and infusion technologies). 

This section discusses some of the terms for defining home care for technology 
dependent individuals, focusing on ways in which definitions may restrict the 
liability of third party payors. Issues related to the family members' roles 
as caregivers and decision makers about home care are covered in a separate 
section that follows. 

Definitions As A Neans To Limit Liability 

The ability to train family members and other caregivers to provide complex 
nursing care raises issues of how to define .the type of care provided in the 
home, particularly since the position papers and group discussion to date 
suggest that definitions may form the cornerstone of reimbursement policies for 
home care for the technology dependent [developing standardized definitions is 
point #1 of the three point agenda agreed upon by the CHHCTF, the Council of 
HMOs and the Insurance Federation]. 
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We have seen that the payors, providers and advocacy groups concur that it is 
essential to develop standardized definitions of key contract terms related to 
home care for the technology dependent. Though the groups agree on the need 
for un-i form definitions, they disagree sharply on the specifics of some key 
definitions, including how to define "skilled nursing" provided in the home. 

Much of the disagreement between HMOs and advocacy groups over this and other 
definitions outlined below can be traced to a fundamental conflict in their 
underlying objectives. From an advocacy group's perspectjve, definitions 
should not function to unduly restrict what they regard as needed and 
appropriately reimbursable services. From the HMOs' and some other payers' 
views, definitions are, in fact, the essential vehicle for restricting 
services. 

There is no question but that HMOS must gain more ability to limit their 
exposure. Long-term home health care can be exceedingly costly; benefits for 
this care are typically not provided by HMOs or commercial insurers (except 
under special conditions on a case-by-case basis). Because of the 
comprehensive nature of their services, HMOs are particularly vulnerable to 
"liberal" (and potentially very costly) interpretations of such terms as "home 
health care" and "skilled nursing care." To the extent that HMOs continue to 
face a potentially unlimited liability for very high cost episodes of care, 
they face possible insolvency and put the health care needs of their total 
membership in jeopardy. 

Putting a cap on total costs is one way to limit exposure; many self-insured 
plans and commercial insurers impose maximums of this sort. This option is not 
presently available to HMOs because it is inconsistent with the requirements 
for "federal qualification" and several Minnesota HMOs are federally 
qualified. Since caps are not a viable option, the HMOs see definitions as the 
primary means to place some clear and reasonable limits on their obligation to 
supply long-term home care for the chronically ill technology dependent. The 
question- then becomes, how can definitions be used to limit services? Who is 
to judge when and where to draw the line that determines fair and reasonable 
limitation of services? 

Definitional Disputes 

The Council of HMOs' position paper proposes the following definition of 
"skilled nursing care": 

Council of H"Os definition from page 9: •SKILLED NURSING CARE: Licensed nursing services which are 
medically necessary and provided as part of a formal home care program ordered by a Plan physician. A 
service is not regarded as skilled when it is possible to teach a non-medical person the skills 
required to administer the care safely and effectively.• (emphasis added). 

This definition links "skilled nursing care" to credentials of the caregiver, 
arguing that since a parent can be taught to do the complex nursing tasks, 
these tasks do not truly represent "highly skilled nursing" (and therefore the 
costs of this care need not be reimbursed). 
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This insurance-oriented line of reasoning is rejected by the CHHCTF and not 
supported by the medical literature. From a medical standpoint, the 
essential caregiver qualification is demonstrated competence, not 
credentials. (Credehtials do play a role in who should supervise the 
caregiver, however; most examples in the literature suggest that RNs or MDs 
retain supervision over caregivers.) [3, 4, 5, 7]. 

Intensive training can be used to bring a non-professional to a "highly 
skilled" professional level on a limited set of nursing skills needed to care 
for a particular technology-dependent person. This training has depth but not 
breadth; it is customized to the unique needs of the patient. The training 
does not make the parent into a health professional, but it does permit a 
parent or other non-medical person to function at the level of a health 
professional in a very narrow set of skills. 

The tasks themselves do not become unskilled simply because it is possible to 
teach them to a non-professional; in the absence of such intensive training, 
professionals would be needed to provide the highly skilled nursing care. In 
fact, training is often provided for professionals as well as lay persons; 
nurses sometimes need special instruction on how to care for the 
technology-dependent. 

In recent years, demonstration projects, hospital programs and professional 
associations have developed elaborate educational materials for use in training 
both lay persons and professionals about home care procedures for the 
technology dependent; there are many accounts of the process and many resources 
available for use by others. Teachers and bus drivers have been successfully 
trained, as well as parents, relatives, and neighbors [l, 3, 4, 5, 7]. 

In the most rigorous programs, training for parents and other volunteer 
caretakers involves contractual obligations for two or more persons to spend a 
certain number of hours in training in order to meet discharge criteria. 
Because the care is highly skilled, and because the safety of the patient 
depends on competent performance, these training programs typically require a 
"trial period" at the conclusion of training during which the trainee handles 
all care independently in the presence of the trainer or other professional. 
The trainer judges whether the volunteer caretaker is competent to handle the 
responsibilities (and acts as emergency backup, if needed). Trial periods can 
last 24 hours or more, and may include simulated emergencies (see reference 31 
for a detailed account of training methods and such trials). 

This type of documented competence provides both medical and legal assurances 
that the family is ready to handle the responsibilities of providing skilled 
nursing care. The literature includes accounts of refusal to discharge a 
patient to the home due to inadequate skills on the part of the parent or other 
caretakers. 

Assuming that adequate training is available (as needed) to bring volunteer and 
paid caregivers up to speed on the required nursing skills, the literature 
suggests that caregiver qualifications should be based on training and 
demonstrated competence rather than on particular credentials (such as RN). To 
do otherwise precludes some medically appropriate and cost-effective options. 
According to participants at the Brook Lodge Invitational Symposium on the 
Ventilator-Dependent Child [6], requiring RNs to provide home health care 
inflates the cost unnecessarily: 
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"In the home, care by registered nurses is mandated in many states 
even though licensed nurses or trained aides have proven equally 
effective, more readily available, and much less expensive. Salary 
differentials could be used to estimate excess costs attributable 
to licensure restrictions. " (page 20) 

Obviously, the level of needed nursing skill will vary by patient. For 
example, people on ventilators who require frequent suctioning will need more 
highly skilled care than those who do not. Guidelines for home health care of 
ventilator-dependent individuals prepared by the Respiratory Care Section of 
the American College of Chest Physicians [7] stress that selecting appropriate 
caregivers for home health care depends in part on the patients' 
characteristics: 

"Infants and younger children often require professional nursing 
assistance because of the intrinsic instability of their respiratory 
system. Many older children can be successfully managed using 
nonprofessional attendants." (page 23S) 

"Years of experience with poliomyelitis and spinal cord injury 
patients have shown that most ventilator-assisted adult patients can 
be cared for by a non-credentialed personal care attendant." (page 
65)" (see also Appendix Q for materials on personal care attendants 
from the Minnesota Home Care Advocacy Program) 

The literature stresses the need to be flexible in matching the training and 
skills of the caregiver to the needs of the patient. Then after a nursing plan 
has been established, each case needs to be individually assessed and monitored 
for changes in requirements or family conditions: 

"The decision about how much or what level of in-home nursing 
assistance is required must be individualized. One must 
consider not only the medical needs of the ventilator-assisted 
child, but also the psychosocial and economic realities of 
family life in order to have the greatest chance of success 
with home care. Additionally, caregiver needs change and 
should be frequently reevaluated." (page 235} 

The CHHCTF makes the same point: 

CHHCTF Recolllllendation f 4: CONNUNICATIVE ANO COORDINATIVE: "We look to managed health care plans to 
support a process for periodic reevaluation of the child that will determine the need for ongoing 
services in the h011e. That process will evaluate the child's physiologic i1prove1ent, degree of 
technology dependence, and the fa1ily/psychosocial support structure in the context of a 
nulti-disciplinary health care conference.• 

Deffntng the Level of Care: 
•Transitional." Subacute," and •custodial Care" 

A basic dilenma in setting limits on benefits for long-term home health care 
for the technology dependent is that changes in a patient's condftfon may alter 
the need for nursing services. There are vital distinctions to be made, from 
both a medical and-an insurance standpoint, between home health care that 
provides "acute-care-equivalent" services in the home setting, and home health 
care that provides something less than "acute-care-equivalent" services. 
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Our health care delivery and financing systems are both biased toward 
cure-oriented acute care; the long-term home health care needed by 
chronically-ill technology-dependent persons is an anomaly. Particularly in 
the absence of a cap on expenditures or services, one way that third-party 
payors may limit their exposure in such costly cases is to reimburse for the 
"acute-care-equivalent" services but not for the "something less than 
acute-care-equivalent" services. Another way to limit exposure is to define 
care for the chronically ill as non-reimbursable. 

For the most part, the definitions proposed in the Council of HHOs' position 
paper stress prognosis and/or chronicity rather than differences or changes in 
levels of nursing services required: 

Council of HNOs definition fro■ page 9: 'TRANSITIONAL CARE: This is a transition period between acute 
hospitalization and subacute care during which skilled nursing care is safely and efficaciously 
provided in the home. There is no longer a need for 24 hour physician availability; the priaary 
physician determines that discharge to the ho■e is safe, and the home care agency accepts the risk of 
caring for the patient in the home. RNs becoae the priaary caregivers as there is not yet an 
established care plan that is proven· safe for laypersons to adlllinister. During this transition 
period, member co-payaents will be waived and limits to the intermittent care will be exceeded with 
approvals for extended hours or visits for RN services. The patient's support system is being trained 
in the knowledge and skills necessary to provide care at home.• 

Council of HNOs definition from page 9: •sUBACUTE CARE: Patient's physiological condition has 
stabilized with no change in condition expected, and support system has been trained in the knowledge 
and skills necessary to provide care at home and can de■onstrate that knowledge and skill. The care 
plan has been established and shown to be successful over a reasonable period of tiae. Ongoing 
services which are directly related to ■aintaining or gaining weight, aaintaining on or weaning fro■ 
technical support, or to support a level of routine 1aintenance or supportive care In activities of 
daily living.• (emphasis added) 

Council of HNOs definition from page 8: 'CUSTODIAL CARE: Provisions of rooa and board, nursing 
(includes skilled nursing), personal care designed to assist an individual in activities of daily 
living, or such other care which is provided to an individual whose condition 7 in the opinion of a 
Plan physician, is not expected to change within one 1onth. 1 (emphasis added) 

The Council of HHOs' definition of "transitional care" is consistent with other 
definitions in the literature that describe what it takes to accomplish the 
shift in settings from hospital to home care. Sometimes the term is used even 
more broadly, as in the following definition: 

" ... those services that support the move of the child from 
an institution to home and community. At times, special 
transitional care units provide such services, although, 
more typically, transitional care services refer to 
activities that directly strengthen the capacity of the 
family and community to care for the child at home. 
Transition to the community requires 1) careful planning and 
discharge efforts, 2) determination of special home 
equipment and service needs, 3) educational activities for 
family and community providers, and 4) development of an 
explicit plan to provide nursing care and other support 
services as needed." [32: p. 531] 
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Taken together, the three definitions proposed by the Council of HMOs describe 
a logical progression: 

0 From hospital discharge to "transitional care" (training of caregivers, 
adjustment to home care) 

0 From transitional care to "subacute care" (linked to prognosis: "no change 
in condition;" caregivers are trained) 

O From subacute care to "custodial care" (condition not expected to change 
within a month; "skilled nursing care" is explicitly redefined as 
"custodial care" under these circumstances). 

These definitions for "acute care" and "custodial care" are based on 
expectations of change in the patient's condition {prognosis/chronicity), not 
on changes in the level of nursing skills required. The references to 
prognosis/chronicity serve to limit the HMO's liability: The HMO position 
paper maintains that HMOs should provide "acute hospitalization, transitional 
care, intermittent/part-time skilled home care ... [They should not] be 
compelled to provide coverage for: respite care, custodial care, sub-acute 
care9 long-term care for chronic conditions, and nursing care when non-medical 
persons can be taught to safely provide the services formerly provided by a 
nurse" (p.8). 

In the literature, some definitions of subacute care and of custodial care 
emphasize prognosis/chronicity, like the ones proposed by the HMO Council, but 
others are based on diff~rences in skill level. 

EXAMPLES: 

0 "Custodial care" defined in terms of prognosis/chronicity: 

Custodial care is "care rendered to a patient: 
l.· who has a mental or physical disability that is expected 

to be prolonged; 
2. who requires a protected, monitored, or controlled 

environment, whether in an institution or in the home; 
3. who requires assistance to support the essentials of daily 

1 i vi ng; and 
4. who is not under active treatment that will reduce the 

disabil1ty to the extent necessary to enable the patient 
to function outside the protected environment." (as 
defined by CHAMPUS and quoted in the OTA report on 
chi 1 dren, p. 164) 

O "Custodial care" defined in terms of skill level required: 

"Custodial care" means care which is designed chiefly 
to assist a person to meet her or his activities of 
daily living. The care is of a nature that does not 
require the services or supervision of trained medical 
or paramedical personnel. Examples of custodial care 
include, but are not limited to, help in walking and 
getting in and out of bed; assistance in bathing, 
dressing, feeding, and using the toilet; preparation 
of special diets; and the administration of medication 
that can usually be se1f-administered." (from MCHA) 
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The position paper by the Insurance federation describes "custodial care" as 
"provision of room and board and personal care designed to assist an individual 
in activities of daily living." 

"Subacute care" is typically defined in terms of nursing skill level rather 
than prognosis/chronicity; it refers to care that is just below "acute care." 
"Subacute care" is often used to describe one part of a full continuum of care; 
it may refer to the capabilities of a particular care unit or institution. for 
example, to deal with the problem of approp~iate institutional placement and 
payment for technology-dependent persons when home care is not feasible, the 
state of California has defined the needed level of care as follows: 

"Subacute level of care means a level of care needed by a 
patient who does not require acute care but who requires more 
intensive licensed skilled nursing care than is provided to 
the majority of patients in a skilled nursing facility ... The 
state proposes to reimburse subacute units at a higher rate 
than SNfs." (p. 91 of OTA report on.the elderly; see also 
Appendix K of this report) 

Impact of the Proposed Definitions 

The CHHCTf is concerned about how definitions such as those proposed by the 
Council of HMOs affect technology dependent children and their families. 
Regardless of whether nursing needs change or not, when it is clear that care 
will be prolonged and the technology-dependent person's condition seems 
unlikely to change, reimbursement can be terminated by an HHO or other payor, 
or worse yet, cancelled retroactively. 

Excerpts from position paper: 

CHHCTF SU111ary of Concerns I I: •The inadequate provision of needed services results in cost shifting 
to a family that is not capable of providing hospital level services to their child in the home 
setting.• 

CHHCTF Summary of Concerns I 2: •The provision of inadequate services is particularly insidious 
because it gives the appearance of third party payor coapliance but aay expose the child to 
life-threatening danger in the ho■e setting or at least the i111inent risk of rehospitalization. This 
is often a result of the lack of nursing (tertiary and public health} or tertiary level 1edical input 
to the discharge planning process and to the continued 1anage1ent of the child in the ho■e setting.• 

The definitions that link benefits to prognosis or chronicity help third party 
payers limit their exposure, but they cause great stress by leaving the 
patients and their families uncertain from day to day about their insurance 
status. Though it is necessary to set limits in some manner, these definitions 
as proposed have the potential to be imposed in ways that could shift costs 
unfairly from the insurer to the family, and financially penalize families that 
have opted for home care (would coverage have been cancelled if there had been 
no transfer to home?). 

Obviously, how the definitions are interpreted and who makes the decisions are 
crucial factors in using definitions as the major means of imposing limits on 
home health care benefits (see section below on financing of care). 
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The third party payers acknowledge this dilemma, and view the three point 
agenda (standardized definitions, multidisciplinary expert review panel, and 
separate care fund to provide a "safety net") as an integrated and 
interdependent approach with the potential to address the dilenrna. The 
multidisciplinary review panel could presumably help ensure fair and equitable 
interpretations of definitions of "subacute" and "custodial" care, and the care 
fund could presumably pick up where private coverage leaves off when 
definitions are invoked to deny benefits. During discussions of this three 
point agenda, it was suggested that there would need to be a "double standard" 
of contract definitions; key contractual terms would need to be more liberally 
defined for the care fund than for private insurance. 

Conclusions 

0 The health insurance system has not kept pace with innovations in 
treatment setting and caregiving for technology dependent individuals for 
whom "cure" is not a realistic goal but who require complex and highly 
skilled nursing care for an extended period of time. 

0 Home care for such individuals may often cost less than hospital care, but 
it is still very costly, and HMOs and other third party payers must have 
reasonable ways to place limits on the extent of their liability for this 
type of care. Heanwhile, some source of financing must be found to insure 
continuity of care for individuals in this situation. It seems reasonable 
to expect that the burden of this care be spread as broadly as possible; 
the "safety net" care fund has been suggested as one approach to explore. 

Reconmendation 

0 Support the collaborative process of definition development and refinement 
proposed in the three point agenda. It may be helpful to have a 3rd party 
that is more "neutral" act as convenor and facilitator. 

ISSUE 6 

RESPONSIBILITIES OF THE FAMILY 

Defining The Family's Ob1 igations 

As the OTA report on the elderly points out [2: page 25], the physical, 
psychological, and financial burdens of home care for technology-dependent 
individuals are very great for both the patients and their families. Specific 
effects of the technology itself can include inability to speak or eat, 
discomfort and limited mobility associated with tubes and catheters, physical 
restraints, loss of independence and control, dietary regimens, restricted 
activities, and anxiety (see materials from Minnesota Home Care Advocacy 
Program in Appendix Q for more discussion). Impacts on the family include 
radical lifestyle changes, loss of privacy, disruption of parental employment 
and career building, disruption of siblings' lives, and continuing financial 
worries. 
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It is hard to imagine the combined impact of these factors, but several 
evaluation projects have documented the great stresses of caring for a 
technology-dependent person at home (3, 4, 5]. As a paper on the biomedical 
ethics of high technology neonatal care puts it, "Home care of children with 
serious illnesses or disabilities can require parental acts of care bordering 
on the heroic" [17: p. 27]. 

The literature shows that substituting family caretaking for paid professional 
nursing care is the major source of savings in home care, though both the 
monetary and non-monetary costs for the family may be very high in home care. 
It also shows that effective home care depends on the quality and quantity of 
support services that are provided to the family, which in turn depend heavily 

• on reimbursement. 

Some observers are concerned about the impact of the cost containment pressures 
in this situation. Though family caretaking reduces costs to third party 
payers, not all families are willing and able to provide such caretaking, and 
not all health plans are willing to spend the money for the services such as 
paid nursing and respite that may be needed for home care to be safe and work 
well for the families. There is some concern expressed by the CHHCTF and 
echoed in the literature that health plans eager to contain costs may exert 
inappropriate pressure on families or fail to provide an adequate level of 
services [I, 3, 4, 6, 16). The same pressures exist in situations where a net 
savings in home care must be demonstrated and cutting home care services is the 
only way to achieve the savings. These circumstances may trigger cost shifting 
that runs counter to the best interests of patients and their families. 

As the CHHCTF points out, not every child should go home, because cost savings 
to the third party payor is not the only factor to be considered: 

CHHCTF excerpt from pages 5-6: •The cost of hoae care aay be greatly affected by the aaount of 
sophisticated h01Re care that can be shifted to the fa11ily but it aust be kept in ■ind that families 
differ greatly in this regard and indeed a faaily aay change over tiae in its ability to deliver that 
care .... The use of family 1eabers to care for these children can involve very high costs to the family 
in ter■s of lost income, career opportunities, leisure tiae, or tiae for routine household tasks.• 

- The extent of a parent's duty to provide home care is a controversial topic. 
The position paper by the Council of HMOs stresses the obligations of parents: 

Council of H"Os' Reco1111endation I 8: •Prior to discharging a technology-dependent individual to the 
home, an evaluation of the faaily's willingness and ability to help care for the individual and to 
accept and support the professional health care personnel that will be in the hoae should be 
acco■plished. Parents and/or faailies of technology-dependent individuals aust recognize their 
responsibility to offer caring and parenting to the child in the ho■e setting and should not abdicate 
their parent role to health care personnel' (eaphasis added) 

Council of H"Os excerpt fro■ page 7: •1t is a further position of the Council that a family's ability 
and interest in learning 'skilled' nursing services should not be a detri■ent to the plan's decision 
to withdraw professional nursing support• (eaphasis added) 

The CHHCTF stresses the need to put the child's interests first, assessing 
case-by-case whether home care by parents is desirable. Others argue as well 
that there are legitimate limits on the obligations of parents; parents should 
not be required to sacrifice their other children and themselves. Sustaining 
the family as a cooperative unit is another moral consideration [3, 4, 5, 6; 
also see Appendix NJ. 
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Who Should Nake the Decisions 

There is strong support in the literature for getting families involved in the 
de·c i son making re 1 ated to home care for techno 1 ogy dependent ind iv i dua I s. For , 
example, the Brook Lodge Symposium proceedings make the following 
recommendations about decision making: 

O Involve the family in all aspects of the care and decision-making; 
O Recognize the family's needs in home care planning and follow-up; 
O The needs and reactions of siblings should be considered in any home care 

plan; 
O Childten and adolescents represent two distinct situations for the family 

(adolescents can be more active-ly involved in the decisions that affect 
them, and their needs and concerns are distinctive); 

0 Options for ventilator-dependent children must recognize special family 
situations [6]. 

There _is similar support in the literature for technology dependent adults to 
be actively involved in decision making about their own care, ste11111ing in part 
from increasing skepticism about the traditional paternalistic role of 
physicians and reinforced by court rulings that tend to support autonomy in 
matters of withholding and withdrawing life-sustaining technologies (see 
Appendix N and the OTA report on the elderly). 

Decision making in principle differs from decision making in practice, 
however. It is clear from program evaluations of technology-dependent 
demonstration projects and other sources that many families perceive no range 
of options available to them, nor do they feel as if the ultimate decision Is 
really theirs (3, 5]. • They often feel that the only possible choice is between 
hospital or home care, and that this choice is dictated to them by 
reimbursement policies and the lack of alternative settings for care (see 
section below and Appendix 0). 

ISSUE 7 

ESTIMATING THE COSTS OF HOHE CARE 

Prob 1 ems in the Defl nit ion of Costs 

Costs of care for patients with life-sustaining technologies depend on whether 
one is considering costs to public payers, costs to private insurers, costs to 
the family, uncompensated costs to hospitals, or total resource costs. There 
are many components that make up the total resource costs. Costs can be direct 
(direct medical costs, such as nursing care and direct non-medical costs, such 
as transportation), indirect (such as lost income by a family caregiver), and 
intangible (pain, suffering, family tensions and stress). 

Generally, when costs of care for the technology dependent are compared by 
setting, the comparison is limited to just one group of total resource-costs
the direct medical costs to third-party payers. Even then, the "costs" are 
most likely to be either charges (billed amounts) or expenditures, neither of 
which may accurately reflect true costs. For example, data on Medicare 
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expenditures understate actual costs of care because they do not include the 
deductible and coinsurance paid by the beneficiary, charges that exceed 
Medicare's allowances, and the costs of care not covered by Medicare such as 
outpatient drugs and nursing home care. Payments made on the basis of ORGs and 
heavily discounted payments are especially problematic as indicators of 
"costs." 

As this discussion suggests, available data on costs are piecemeal, incomplete, 
and frequently not directly comparable. All cost estimates presented here must 
be interpreted with caution. 

Conceptual and Policy Issues in the 
Comparison of Home Care and Hospital Costs 

As the OTA report on children points out, the costs of caring for the 
technology dependent are both high and highly variable. In part, the costs 
depend on the type of technology dependence. For example, it is extremely 
costly to care for those on ventilators in a hospital setting because these 
individuals typically require the level of skilled nursing services found only 
in the ICU. 

Less expensive institutional care is generally available only in special 
respiratory units of rehabilitation or long-term care facilities, and there are 
very few such units (and many of them do not serve children). Further, there 
is little incentive presently to maintain or expand such respiratory units 
because these units are adversely affected by the cost containment strategies 
of prospective payment. Many individuals with prolonged dependence on 
mechanical ventilators are "DRG losers;" Medicaid or other payors may pay 
substantially less than actual cost for these cases. 

Since ICUs are so extremely expensive, and alternative institutional settings 
are not readily available, there is growing interest in home care as a more 
appealing as well as less expensive option. 

Home care is very often, but not invariably, the least expensive alternative 
for the technology-dependent. Cost-effectiveness depends on individual 
circumstances but, most of all, on whose costs are at issue. We have noted 
that costs to private and public insurers tend to be lowest when the 
technology-dependent are cared for at home because families provide most of the 
highest cost services- nursing care and housing. At the same time, home care 
can involve very high direct, indirect, and intangible costs to the family
costs that are seldom considered in the home care v. hospital cost 
comparisons. For example, direct costs of home care to the family may include 
higher out-of pocket expenses to the extent that insurance coverage is more 
comprehensive for inpatient care than for home care (as it generally is). 
Indirect and intangible costs to the family include lost income, foregone 
career opportunities, lost leisure time, impact on siblings, stress-induced 
illnesses of family members, etc. 

Hiring more caregivers would reduce these costs to families, but increase the 
costs to third-party payors. Under some circumstances, substituting more paid 
nursing care for unpaid family caretakers could ultimately make home care more 
expensive than hospital care to third-party payors. This tradeoff in total 
costs to the family v. direct medical costs to the third party payors is a 
major policy dilerrma [19, 15, 1, 3). 
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Acting in the best interests of the technology-dependent person and at.the same 
time reducing costs can pose a tremendous challenge. For example, Minnesota's 
Medicaid model waiver program for home care requires that costs to Medicaid be 
lower for home care than for institutional care. In cases where private 
insurance will cover some or all of hospitalization, but none of home care, 
there is obviously no cost savings to Medicaid to pay for home care. In cases, 
where Medicaid is the only payer, but where home care costs are relatively 
high, it can be difficult to show a cost savings to Medicaid for home care, 
because in many circumstances Medicaid pays well below cost for hospitalization 
(it can be as low as 60% of costs for outliers on ORGs associated with 
life-sustaining technologies). 

There are some technology-dependent individuals who are willing and able to be 
cared for at home, but who cannot afford it (and so are effectively prevented 
from doing it) because of the provisions of their insurance coverage that 
either exclude the type or extent of home care that would be needed, or require 
a net savings for home care that cannot be demonstrated (see Issues# 10, 11, 
and 12 below for more on insurance and financing of care). 

In many cases, however, home care will be less expensive to third-party payers 
than institutional care. We have seen that successful home care requires a 
willing and able family, thorough and well-documented training of caretakers, 
and a cadre of services and supports to help the family render high quality 
care in the home. As home care becomes a more viable alternative to ICUs, 
there is some concern that third-party payers will have a financial incentive 
to hasten the discharge of the technology-dependent even if the family is not 
adequately prepared to take the person and no other alternatives have been 
developed. 

Besides this concern about inappropriate or premature discharges to home care, 
the continued expansion·of home care benefits and the accompanying increase in 
the number of technology-dependent children ·at home will raise other issues and 
have a number of secondary effects. According to the OTA report on children, 
these include the following: 

0 Increased early discharge from neonatal intensive care units; 

0 Problems in the quality of nursing care and equipment support in the home 
(see also Appendix Q, position paper on quality of home care by the Home 
Care Advocacy Program; and references 5, 20, and 23 for concerns about 
qua I i ty re lated to home care and the e 1 der 1 y) ; 

0 Increased charges for home services as demand increases, especially in 
areas where there is little competition in home health services or there 
are severe nursing shortages; 

0 Greater-than-anticipated costs to payors due to the "woodwork" effect of 
increased demand triggered by increasing availability of financing for 
home care; 

. O Increased demand for appropriate foster care or institutional care 
alternatives such as group homes for technology-dependent adults with no 
available caretaker, and for technology-dependent children whose parents 
are either unwilling or incapable of caring for them at home; 
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0 Increasing numbers of technology-dependent children attending public 
schools, which will force clarification of payment and 1 iability issues 
with respect to third-party payors and school districts (see Issue# 15 
below on education for technology-dependent children and Appendix Pon the 
same top i c) ; 

0 Need to better define the role of the case manager and to ensure that the 
case manager is in a position to balance the interests of the family, the 
third-party payor, and other parties [l:pages 9-10]. 

factors that Affect Costs and Cost Trade-offs 

Although many factors affect the relative cost-effectiveness of home v. 
hospital care, there is consensus in the literature that the fundamental 
savings in home care results from the nursing and housing costs that are borne 
by the family. Other factors that tend to make home care less expensive are 
lower laboratory costs due to fewer routine tests [12, 13), the ability to 
substitute less expensive nursing care (aides or LPNs instead of RNs), and the 
degree to which the positive psychological effects of home care may speed 
rehabilitation or recovery (thus lessening total long-run costs of care). 

There can be high start-up costs associated with home care, which include 
household renovations, training, equipment, and extra hours of paid nursing 
during the transition period until the family caretakers have fully 
demonstrated their competence and feel confident about their responsibilities. 
Start-up costs are easier to justify when the person is expected to remain 
technology-dependent for a prolonged period and if the ongoing costs of care at 
home are expected to remain relatively low. 

The "catch 22" problem in the literature is that only the cases that promise a 
cost savings tend to be discharged to home, so by definition, the literature 
shows that home care is less expensive than hospital care. Since having an 
(unpaid) family caretaker is the key to demonstrating a savings in home care, 
it is not surprising that most home care programs have been oriented toward 
children, for whom parents (mainly mothers) tend to be available as caretakers. 
As Appendix E shows, for example, mothers were the primary caretakers for 95% 
of the 141 ventilator-dependent children receiving home care through three 
statewide demonstration projects. Of mothers who had previously been employed, 
over 80% quit their jobs to care for these children. 

Technology-dependent adults are much less likely to have a readily available 
caretaker, and we know much less about the relative cost-effectiveness of home 
care for adults. From the literature that is available, it appears that 
technology-dependent adults may have a harder time than children in meeting the 
conditions that make home care a viable option (see Appendix Q for information 
and viewpoints on caretakers for technology-dependent adults by the Minnesota 
Home Care Advocacy Program). 

Unless a spouse or other family caretaker is available, it is unlikely that 
home care will be cost-effective for technology-dependent adults w~o require 
anything that approaches 24 hour nursing care. For those adults with more 
limited nursing care needs, "self-care" at home may be a cost-effective option; 
these people may live alone and manage their own care which is provided on a 
part-time basis by paid attendants or nurses. One individual in this situation 
is included in the cost •comparisons by setting of eight cases in Minnesota 

Report to the Minnesota Legislature March 1988 -37-



provided in Appendix I. There are also examples in the literature of 
technology-dependent children who make the transition to such self-care when 
they become adults [2]. 

Cost Estimates by The OTA 

Tables on costs from the OTA reports on children and on the elderly are shown 
below [l, 2). 

Table 1·2.-ChafVN tor LH--lalnina T.Mbrt gtv !_t ---~- _ __,,.,....... __ ·-•·- ... 

Hospital mpa11en1 Community senmg 

Dialysis 
Per treatment $68-$200 
Per year. . . . $20,000-$30,000 

Nutritional support 
Emera/ 
Per Clay ..... $4-$132.o 
Per year. . ........... $1,450-$28,200 $3,000-$12,000 
Parenteral 
Per Clay .............. $25-$500° 
Per year.... . .$9.125-$182,500 $50,000-$100.000 

11'1lchanlca/ 111ntil,tilln 
Per day .............. $824c 
Per year. ............. $300.760' $21,235-$216,000 

iOaui hus?1tal cnarges lor en1eral nutnuon •verago $43. tor parenteral nu1nuon tne average c:llilge 
,s $1~6 per aay 

~1nc1uae, lormul.1. equ,pmenl ana stan 1,me no! hospital stay. 1985 oata 
'Average charges. 1nc1ua1n~ hospnal stai. lor pauents in 37 Stales. 1985 Gali 

SOURCE Ollice ol Tecnnoiooy lwessmenl. 1987 

Table 15.-Comparative Charges for Home v. Hospital Administration of Intravenous Antibiotics 
as Reported in the Literature 

Study Home charges 
Antoniskis, et al., 1978 • ...... $69 per day 

Eron, 1984 ................. $10 per day in charges 
incurred only by home 
patients (training clinic 
visits) 

Harris, et al., 1986 .......... $207 per day 

Rehm and Weinstein, 1983 ... $1,652 per.illness 

Stiver, et al., 1978 ........... $40 per day 

Hospital charges 

$243 per day 

$170 per day in charges 
incurred -only by hospital 
patients (room charge in 
community hospital) 

$428 per day 

$7,380 per illness 

$137 per day 

NOTE All home in1usions In these studies were administered by patienls or their families. 

SOURCES: See references 6, SO. 78, 132. and 1S1. 

Comments 
Separate home and hospital 

groups studied. 
Other charges (for services 

provided to both home and 
hospital patients) are assumed 
equal. 

Charges are for patients treated 
initially in the hospital, then at 
home. Hospital charges may 
include surgery. 

Hospital charges are estimates 
(patients all got home care). 
Charges are averages over 4 
years of the program. 

Hospital charges are estimates 
(patients all got home care) 

Both of the tables above compare costs by setting. The numbers in these tables 
reflect many of the problems associated with cost estimation and appropriate 
comparisons by setting that were discussed above. For example, some of the 
costs reported for hospftaltzation include room charges and others do not. On 
the table that summarizes charges for all the mafn technologies, there are 
enormous ranges which probably reflect differences fn definitions as well as 
differences in the circumstances su.rrounding particular cases. Since the costs 
vary so much, and the Incidence of cases is very low, such broad estimates do 
not provide a good basts for third party payors to predict their exposure. 
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Cost Estimates From the National Evaluation of 
Home Care Programs for Ventilator-Dependent Children 

To accurately document costs, and to make defensible cost comparisons between 
home care and hospital care, requires a detailed data base and some complex 
adjustments to render costs by setting more directly comparable. Careful work 
of this sort has been done in an evaluation of three statewide programs that 
served 141 children [3]. This evaluation is limited for our purposes because 
it focuses on a subset of the population of technology-dependent individuals 
(ventilator-dependent children), but it contains the most useful and 
comprehensive data on costs that is presently available. These data are 
particularly valuable because information on the patients is also provided (see 
Appendix E). 

In this study, home care costs include nursing and therapy services and 
physician fees, equipment rentals, disposable materials and prescription drugs, 
costs of administering the home care program, indirect costs to the family 
including lost time from work, and all hospital readmissions after initial 
discharge. The average home care costs for the 36 ventilator-dependent 
children were $490 per day ($14,700/month), of which $315 per day went for 
nursing and MD fees (see Table 4 in Appendix E). 

The table below (taken from Table 5 in Appendix E) summarizes per diem cost 
differences in home and hospital care, showing home care to be substantially 
lower in cost (even after adjustment - see below). Home care costs were lower 
for 30 of the 36 children. As the table below shows, home care was on average 
$294 less per day, which represents an average savings per child of nearly 
$9,000 per month over hospital care. 

Sunnary of Hospital-Home Care Per Diem Cost Differences For 
36 Children In Three Demonstration Projects 

BY PROJECT: 

State A 
(n=14) 

State B 
(n=l2) 

State C 
(n=l0) 

TOTAL 
(n=36) 

Hospital CHARGES 
Less Home Care 

$ 923 * 

951 * 

438 II 

$ 795 * 

Unadjusted 
Hospital COSTS 
Less Home Care 

$ 548 * 

488 * 

150 

418 * 

* Significantly different than zero at p < .01. 
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Hospital COSTS 
Less Home Care 

$ 378 * 

450 II 

-12 

294 * 
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Appendix E provides detailed excerpts on the methods for calculating costs, 
including the components of hospital and home care costs, and on adjustments 
used to correct for the typical biases found in data of this sort. 

[The "adjusted hospital costs" used to calculate the differences shown in the 
table above have been corrected for "averaging bias" and "maturation bias." 
Averaging bias: ventilator-dependent children consume lower-than-average 
resources in ICUs, which means that an "average" (unadjusted) ICU charge 
overstates their resource use. -Maturation bias: changes in the child's 
condition affect resources needed, so if the child's condition differs by 
setting, the comparisons of resources needed by setting will be biased. For 
example, if a child's condition improves at home, then home care resource needs 
will be relatively lower than (and therefore not directly comparable to) the 
previous hospital resource needs. See Appendix E.] 

Hinnesota Cost Data 

Documentation of costs from several Minnesota sources is available. The table 
on the next page is based on the report of Minnesota HMO cases that is included 
in the position paper by the Council of HMOs (Appendix A). 

As noted previously and shown in the table below, costs of care for 
technology-dependent individuals are high, and highly variable. The HMO cases 
(some of which are ongoing) have a range of total costs (to date) from $59,135 
to nearly one million dollars; the average total cost is several hundred 
thousand dollars. Monthly home care costs for these HMO cases range from $300 
to $20,000, with about $8,000 as the average monthly cost. This average 
monthly home care cost of $8,000 represents only costs to the HMO; it does not 
include the indirect costs and costs to the family that were included in the 
national evaluation study (preceding table) which reported average monthly 
costs of $14,700. 
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Sun:lllclry Of Costs of Care for 12 Techno1ogy-0ependent Patients 
Reported By Minnesota HMOs 

Hospital 

Patient: 

A $ 57,935 $ 

8 87, 172 

C 44,684 

D 

E 170,000 

F 

G 232,790 

H 313,000 

J. 192,003 

K 243,600 

L 891,627 

Home Health Care 

Per Month Total 

600 $ 1 , 200 

300 2,400 

1 0, 1 04 80,833 

20,000 160,000 

7,500 30,000 

4,282 7,565 

47,000 

8,579 214,467 

13;884 187,430 

49,945 

$ 

TOTAL COST: 
Hospital + 
Home Care 

59,135 

89,572 

125,517 

160,000 

200,000 

200,000/yr 

240,355 

360,000 

400,000 

406,470 

431,030 

941,572 

--------------------------------------------------------~--------------------
Range: 

lowest 44,684 300 I , 200 59,135 
highest 891,627 20,000 214,467 941,572 

Average: 
mean 248,090 8, 156 78,084 301,138 
median 192,003 8,040 48,472 220,178 

Source: Appendix A to position paper prepared by the Minnesota Council of HMOs, 
December 1987 contained in Appendix A to this report. 

Hospital costs represent totals for acute care and should not be interpreted as 
"hospital equivalents" of the home care costs reported. In some cases, "total 
cost" represents the total cost during a given time period and in others it 
represents the total cost of the episode of care; status of some cases (closed 
or ongoing) is unclear in source document. 
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Another source of Minnesota data is the Medicaid Hodel Waive. (CAt) Fr~~r~m 
(see Issue 11 below). Estimated monthly costs for those served on this program 
are summarized below in a table taken from Appendix L (see Appendix L for 
additional cost data). 

This table shows that the 29 clients currently being served on the CAC program 
have an averag~ of about 15 hours per day of paid nursing services. The 
estimated monthly cost of home care for these current CAC clients ranges from 
$494 to $20,824, with an average of $11,254. The seven former clients remained 
on the program for an average of just under I year (range= 3 to 21 months). 

Sunnary of Nursing Services, Length of Program Service 
and Estimated Monthly Costs 

For Former and Current Clients Served on CAC (6/85 - 1/88) 

PAID NURSING SERVICES: 

Range: lowest 
highest 

Mean Daily Nursing 

Median Daily Nursing 

LENGTH OF TIME ON CAC 

Range: lowest 
highest 

Mean Number of Months 

Median Number of Months 

ESTIMATED MONTHLY COST 

Range: 

Mean cost 

Median cost 

lowest 
highest 

ALL Clients 

(n=40) 

I hr/day 
24 hrs/day 

14 hrs/day 

16 hrs/day 

494 
20,824 

11 , 120 

11,940 

Former 
Clients 
Only 

(n=7) 

5 hrs/day 
24 hrs/day 

15 hrs/day 

16 hrs/day 

3 months 
21 months 

11.5 months 

10 months 

2,760 
18,997 

11,585 

11,619 

Current 
Clients 
Only 

(n=29) 

1 hr/day 
24 hrs/day 

15 hrs/day 

16 hrs/day 

494 
20,824 

10,254 

12,543 

NOTE: "All clients" includes four persons who were approved but never served on 
the program. 
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A third source of data on costs for Minnesota cases is from a survey of 
ventilator dependent adults described in Appendix I. These data are very 
useful because they are based on actual recent cases in Minnesota of adults who 
have been treated in three different settings: ICU/acute care; PRCU or 
''Prolonged Respiratory Care Unit," a transitional care facility for adults; and 
home. Hospital data are billed charges. The data on home costs are also more 
comprehensive than usual, including transportation and housing costs; these 
costs are shown in the table below. 

Average cost of home health care for this group of ventilator-dependent adults 
in Minnesota is $6,544 (range= $2,046 - $19,172). As the table shows, 
caregivers account for about 2/3 of these home care costs. Note that three of 
the patients have no caregiver costs; if these three are excluded, caregiver 
costs for the remaining five persons average about $7,000 per month and the 
total average home health care cost for these five is $9,129 (which is much 
closer to the other Minnesota estimates reported above). 

Patient: 

A 

B 

C 

D 

E 

F 

G 

H 

AVERAGE 
(mean) 

Monthly Home Care Expenses Reported by Eight 
Ventilator-Dependent Adults in Minnesota in 1985 

TOTAL 
MONTHLY 
HOME CARE 
EXPENSES 

$ 2,323 

5,382 

6,260 

2,343 

9,448 

2,046 

5,381 

19, 172 

$ 6,544 

Caregivers 
% of 

$ total 

0 

• 4, 151 77% 

4,234 68"/. 

0 

6,912 73% 

0 

4,226 79% 

15,480 81 '7, 

4,375 67"/. 

BY TYPE OF EXPENSE 

Eguipment 
% of 

$ total 

I , 450 62% 

866 167, 

I, 369 22% 

1,290 55% 

1,090 12% 

1,365 6 7'7. 

302 6'7, 

I , 1 70 6% 

1 , 1 13 1 7'7. 

Supplies 
% of 

$ total 

343 15% 

105 2"/. 

361 6"/. 

206 9"/. 

411 4% 

262 13% 

228 4% 

450 2% 

296 5% 

SOURCE: Alex Adams of Health East; see Appendix I. 

Other 
% of 

$ total 

530 23% 

260 5"/. 

296 5% 

847 36'7. 

1,035 1 1 "/. 

419 207. 

625 12'7. 

2,072 1 1 "/. 

760 12"/. 

[The three patients with no caregiver expenses are in the following situations: 
two have spouses who provide full-time care and the other (who is on a 
ventilator at night) provides self-care]. 
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Cost ~omparisons by setting for this same group of eight ventilator-dependent 
Minnesotans are shown below in another table taken from Appendix I. This table 
shows that the average monthly cost of home care for these eight individuals 
represents about 1/3 of the average costs that these same people incurred while 
in a transitional facility, and just 1/10 of the costs of their care in an ICU. 

SUmlary of Caq:,arisons Across Settings of Honthly Expenses For 
Eight Ventilator-Dependent Adults in Hinnesota 

Average Monthly Expenses By Setting 

PRCU ICU 
Home (transitional) (acute) 

$ 6,544 $ 19,351 $ 64,513 

HOME CARE AS A PERCENT OF 

PRCU 
. (transitional) 

35% 

ICU 
(acute) 

101. 

(SOURCE: Alex Adams of Health East; see Appendix I) 

Sunmary of Cost Data 

The table on the next page summarizes data on costs from the sources already 
discussed (National Home Care Evaluation, Minnesota HMOs, Medicaid Model Waiver 
Program, survey of ventilator-dependent persons) and from several additional 
sources, including the Michigan program for "responauts" (ventilator-dependent 
persons). As noted in the table, more detailed information from all these 
sources is contained in various sections of the Appendix to this report. 
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Sumnary of Cost Estimates for Home Care 

Data 
Source/ 
Program 

MINNESOTA 

Minnesota CAC 
(Medicaid Model 
Waiver Program; 
Appendix L) 
(6/85-1/88) 

Number 
Of 
Patients 

40 

(mostly 
children) 

Minnesota ventilator- 8 
dependent adults; 
Appendix I) (adults) 
( 1 985) 

Minnesota HMO 12 
members (Appendix 
A to Council of HMOs 
position paper and 
table in this report) 

ELSEWHERE 

Pediatric Home Care: 
Evaluation of Three 
Demonstration 
Projects; Appendix E 
( 1 986) 

Michigan Responaut 
Demonstration 
Project; Appendix 
F ( 1987) 

Study cited in OTA 
Report on Children 
( Kahn 1 984) ; 
Appendix I 

36 

(chi 1 dren) 

7 

(chi 1 dren) 

26 

(children) 

Percent 
Who Use 
Ventilator 

22 % 

100 % 

not known 

100 1, 

I 00 o/. 

100 o/. 

Average 
Per Diem 
Costs 

$ 371 

218 

272 

490 

275 

267 

Average 
Monthly 
Costs 

$11,120 

6,544 

8,156 

14,700 

8,250 

8,000 

Each of the sources shown above defines "home care costs" in a unique way, so 
the dollar amounts are not directly comparable. The most comprehensive 
accounting of costs is done by the Pediatric Home Care evaluation; costs for 
this program are the highest of those listed above. Additional information on 
each of the sources/programs shown in this table is provided in an Appendix. 
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Conclustons About Estimating Costs of Home 
Care for Technology-Dependent Individuals 

0 Based on the cost data described above, it is clear that good cost 
estimates and good comparisons by setting require explicit and 
comprehensive definitions of medical and non-medical components of costs. 
Most of the data shown above fall short in several ways, generally by 
excluding some of the components of costs (non-reimbursed costs, indirect 
costs, costs to individuals/families), and by reporting the most 
conveniently gathered data, such as hospital charges (rather than adjusted 
hospital costs). Consequently, all cost estimates must be regarded with 
some skepticism. 

0 Home care is quite consistently shown to be less costly than institutional 
care for those patients receiving home care (many of whom are receiving 
home care precisely because it is cheaper for tnem). In some cases, the 
net savings in home care is very dramatic. 

0 Costs of both hospital and home care for technology-dependent individuals 
are high and highly variable because so many different factors affect 
costs. The best available cost estimates for home care are based on 
ventilator-dependent individuals: Monthly home care for these cases 
averages from about $8,000 to about $14,000. Paid nursing services 
account for the bulk of the costs; equipment costs average about $1,000 
per month and supplies average several hundred dollars per month. 
Unfortunately, we have almost no information on the average duration of 
cases, so it is impossible to estimate average total home care costs. 

0 Costs of case management have been reported at about $4,000 per case per 
year by several demonstration projects [4). 

0 According to the evaluation qf the Michigan program for ventilator 
dependent children [5), home care costs are predictably higher in the 
first few months at home, then taper off as nursing needs gradually 
decline. Home care plans that do not initially demonstrate a net savings 
for home care over hospital care may do so after several months. 

Reconmendation 

0 Comprehensive benefits for home care for technology-dependent individuals 
should not be mandated because it is impossible to predict the costs of 
this care with a reasonable degree of accuracy. 

ISSUE 8 

DISCHARGE PLANNING AND CASE "ANAGE"ENT 

It is discharge planners and case managers who orchestrate the complex 
arrangements that make it possible for a technology-dependent persons to be 
cared for at home. Not all home care is arranged by discharge planners/case 
managers, but the process tends to be more comprehensive and more efficient 
when it is [5, 3, 4, 26, 31). 
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Materials are included in the appendix to give a sense of what is required to 
arrange home care for ventilator dependent children. Details on case 
management in the Minnesota Medicaid Model Waiver program and in an Iowa home 
care monitoring program are in Appendix G; the discharge process and case 
management for 141 ventilator-dependent children in three home care 
demonstration projects are provided in Appendix E, and annotated checklists of 
case management procedures for the Michigan responaut home care program are in 
Appendix F. 

Many of the concerns expressed in the position paper by the CHHCTF are linked 
to their perceptions of shortcomings in coITTnunication and coordination of 
care. The problems the task force has identified are described below; as the 
task force points out, many could be greatly reduced or eliminated by more 
knowledgeable, systematic, and timely discharge planning and case management. 

Potential Problems Caused By Lack Of 
Knowledgeable And Authorized Decision Makers 

Excerpts from position paper: 

CHHCTF Summary of Concerns I 3: "In most successful attempts to discharge children who are 
technology-dependent, in lieu of hospitalization, there has been an inordinate delay caused by lack of 
access to persons within the third party payor organization who understand the principles involved and 
have the authority to make decisions. The sophisticated discharge planning required to place a chi Id 
who is ventilator-dependent in the home may be foreign to the generic third party payor case 
manager/payments coordinator." 

CHHCTF Summary of Concerns# 4: "Decisions regarding the provision of medically needed services in the 
home setting have, on occasion, been made by the medical director of the plan who may not have 
expertise with that technology, who may not be a pediatrician ..... " 

In the concerns quoted above, the CHHCTF traces part of the problem to lack of 
specialized knowledge about technology-dependent individuals and their needs. 
Home care for these cases is a relatively new phenomenon, and the cases 
themselves are rare, so many discharge planners and case managers lack 
experience as well as knowledge. Bureaucratic delays compound the problems 
that stem from lack of knowledge and experience; the CHHCTF calls for health 
plans to designate a representative who has the authority to expedite 
arrangements: 

CHHCTF Recommendation f 2: "CONNUNICATIVE AND COORDINATIVE: ... HNOs must designate a specific 
individual within their organization who will be available to discuss medical and nursing decisions 
with the discharge planning team and the families." 

The Need For Case Management And A Well-Coordinated, 
Hultidisciplinary Discharge Planning Process 

As the fol lowing excerpts from position papers show, there is consensus on the 
merits of strengthening internal case management (third party payer case 
management ) . 
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Insurance Federation of Kinnesota Recomaendatlon I 2: •we recommend that third party payor case 
management be recognized as an integral part of the home care and that steps be taken to foster 
cooperation and c011111unication between third-party payor case management teams, providers, and 
consumers.• ' 

CHHCTF Recommendation I 3: COKKUNICATIVE AND COORDINATIVE: •Kanaged health care systems need to 
support a discharge planning process similar to that required by the Federal Nedicaid Comaunity Based 
Hodel Waiver. This aultidisciplinary discharge planning process is the national and c011111unity 
standard for determining the amount and quality of services needed to effect safe and effective home 
care for a child who is technology dependent. An HKO staff person with decision making authority 
should be a member of the discharge tea■.• 

CHHCTF Recoaaendation I 4: COKKUNICATIVE AND COORDINATIVE: •we look to managed health care plans to 
support a process for periodic reevaluation of the child that will determine the need for ongoing 
services in the home. That process will evaluate the child's physiologic i ■provement, degree of 
technology dependence, and the family/psychosocial support structure in the context of a 
multi-disciplinary health care conference.• 

Case "anagement Should Be Required 
In Conjunction With Special Funding Pool 

Case management is viewed as an integral part of the special care fund (point 3 
of the three-part agenda agreed upon by the Council of HMOs, the CHHCTF, and 
the Insurance Federation). 

Excerpt from position paper: 

Council of HKOs' Reco1111endation f 4-D: "Require that within the funding pool, a case management system 
be maintained. For individuals previously covered in a case-■anaged plan, the plan would retain· 
responsibility for the case management function; for those plans without a case management system, the 
plan would be required to purchase those services from another entity. The interdisciplinary panel 
would ■onitor this function.• 

Medically Necessary Care And Cost Contairvnent 

Though there is consensus on the merits and virtual necessity of sound case 
management, the CHHCTF is concerned that many case management decisions are 
made within a managed care system where CHHCTF believes that financial or 
business considerations may drive the decision making to the point of 
overriding the medical opinions of experts and jeopardizing the care of the 
patient: 

CHHCTF Summary of Concerns I 4: •Decisions regarding the provision of ■edically needed services in the 
home setting have, on occasion, been made by the medical director of the plan who ■ay not have 
expertise with that technology, who ■ay not be a pediatrician, and who has a vested self-interest in 
preserving the assets of the plan. This can become a serious conflict of interest situation 
particularly when the plan's own physician decides in favor of the plan and is in disagreement with 
expert nursing or tertiary ■edical consultation.• 
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In the quotation shown below, the CHHCTF would seem to view any case management 
that is done by third party payors as an inherent conflict of interest 
situation that is best avoided: 

CHHCTF Summary of Concerns f 5: "Once the technology-dependent child is in the home setting, in lieu 
of hospitalization, the reassessment of needed services may be in the hands of a case manager employee 
of the third party payor, whose decisions represent a conflict of interest. The reevaluation of 
medically needed services is a decision of the family and health care team that can only be based on 
the assessment of the child's physiologic progress and the integrity of his family/psychosocial 
support system." 

As the excerpt from the HMOs' paper shown below points out, conflict of 
interest situations are not confined to HMOs: 

Council of HNOs excerpt from page 13: " ... it must be recognized that the potential for conflicts of 
interest is not limited to health plans. Treating physicians, home health care agencies, and 
hospitals along with other health care organizations, way have relationships that form financial 
interdependencies .... • 

In any case, i-n an era of scarce resources and escalating costs, the position 
taken by the CHHCTF on case management and conflict of interest seems 
unrealistic and unwarranted. Case management by managed health plans and other 
third-party payors plays a vital role in coordinating services and reducing the 
costs associated with over-service and unnecessarily expensive services which 
occurs in the fee-for-service system. It is in everyone's interest to closely 
monitor the costs of health care. Financial considerations should not be the 
sole basis for decisions, but they certainly must be included as an important 
aspect of the decision-making process. 

At the same time, miscommunications of various sorts do occur, conflicting 
pressures sometimes exist, and unwise decisions are occasionally made. By 
suggesting that outside review mechanisms be developed, the Council of HMOs 
reinforces the proposal for a multidisciplinary expert review "panel (point two 
of the three point agenda) that would help all parties (patients, providers, 
payors) achieve the goal of high quality care that is provided in a 
cost-effective manner. 

Council of HNOs excerpt from page 13: "As the community moves forward in the discussion, it may be 
appropriate to develop Mechanisms for making and reviewing treatment decisions for this population in 
a setting which is further removed from all conflicting financial interests." 

ISSUE 9 

NULTIDISCIPLINARY EXPERT ADVISORY REVIEW PANEL 

The Need To Encourage Cooperation and 
Discourage Nedia Exploitation 

Payers and advocacy groups are united in their support of an expert review 
panel. They agree on the need for multi-disciplinary teamwork and cooperation 
among payors, providers, patients and their families to meet the needs of 
technology-dependent persons, and see an important role for an outside advisory 
body in this process. Besides providing some balance in conflict of interest 
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situations that may pit cost containment pressures against medical judgments, 
an independent expert review panel could provide a useful and constructive 
forum for dispute resolution. 

Since there is no such panel presently available, consumers with a complaint 
against their health plan have on occasion used the media as their forum 
instead. Both HMOs and the CHHCTF agree that having a review panel could help 
prevent misuses of the media by providing the knowledge and objective 
perspective of expert ''outsiders" to assist in resolving disputes. 

Excerpts from position papers: 

Council of HNOs' Recommendation f II: "The provider/payor community must recognize their 
responsibility to deal with these cases efficiently and effectively, especially regarding prompt 
coordination with multiple health care professionals in the discharge planning process and advocacy 
groups should cease using the media to exploit the transition of technology dependent individuals from 
hospital to home." 

CHHCTF Recommendation f 5: COMMUNICATIVE ANO COORDINATIVE: "We look to managed health care plans to 
support a centralized arbitration process by a multidisciplinary team operating with the input of 
physicians and nurses expert in the care of children who are technology dependent. There must be an 
effective method of resolving impasses between the child/family and his health plan so as to avoid the 
public polarization that we have seen in the past.• 

Proposed Review Panel Could Provide 
Quality Assurance for Care Fund Cases 

In addition to serving an advisory and arbitration role, it has been suggested 
that the expert review panel might be involved in oversight for the cases that 
are funded from the special care fund: 

Council of HHOs' Recommendation f 4-C: "Establish an interdisciplinary panel including HMO medical 
directors, representatives from Children's Home Health Care Task Force, home health agencies, and 
other interested parties that would review the home care treatment plan established for the patients 
and monitor the care being supplied through the funding pool's contracted providers to assure quality 
care.• 

ISSUE 10 

INADEQUATE INSURANCE COVERAGE 

Insurance Coverage Is Usually 
Inadequate For Prolonged Home Care 

Access to financing for home health care for technology-dependent individuals 
depends on the extent of private and public insurance coverage. particularly on 
whether long-term care in the home is covered. Some people have no health 
insurance at all (see Appendix J; low income families are less likely to have 
insurance) and many more people are "underinsured. 11 The literature suggests 
that only a small percentage of American families have insurance that provides 
truly adequate coverage for home health care of a prolonged nature. Most 
insurance coverage falls short because of overall maximums, absence of 
catastrophic stop-loss, or exclusion of the benefits that are needed. 
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0 Many policies specify maximum amounts (annual, per episode, lifetime) to 
be paid. The prolonged and exceedingly expensive care required by many 
technology dependent individuals can rapidly exceed such maximums. Though 
there is a trend in the health insurance industry toward higher lifetime 
maximums (up to $1 million from $250,000), many families are faced with 
lower limits, and even a million dollars may not be enough in some cases. 

The national evaluation of 141 technology-dependent children served on 
three programs shows that 581, had a cap on total expenses, and 351, had a 
1 imit of less than one mi-J 1 ion dollars [3]. More information on their 
insurance coverage, including sources of payment for home care and 
hospitalizations, is available in Appendix E. 

0 Another major problem in health coverage for the technology dependent is 
that the expenses are so high that coinsurance/out-of pocket amounts can 
be out of reach. For example, few families can afford to pay 201, of costs 
for a long period if costs are several hundred dollars per day. 
Fortunately, many health insurance policies have catastrophic "stop-loss," 
which puts a cap on the family's out of pocket expenses. One source says 
that 3/4 of employees have this type of protection•[!]. 

0 Limits on covered services are a major problem for families with insurance 
who wish to care for a technology dependent person at home. If home 
health care is covered (and it often is not), the coverage is typically 
oriented toward a recovery period from an acute care episode: it provides 
coverage for "intermittent/part-time" skilled nursing care, which often 
translates into a limited number of visits by an RN or LPN. Technology 
dependent individuals who are being cared for at home are far more likely 
to require "shift nursing," or "private duty" nursing, which is very 
seldom covered. 

0 We have seen in a previous section that definitions oriented toward 
chronicity or prognosis can limit the financing of prolonged home health 
care for the technology dependent; such definitions are quite common. 

We have noted that some HMOs and commercial insurers make exceptions on a 
case-by-case basis when home care appears to be a cost-effective alternative to 
hospital care [Appendix J and Appendix B to the Council of HMOs position paper 
contained in Appendix A]. One problem, particularly hard on single parents, is 
that home care tends to be Jower only when parents take on a share of the 
nursing care, yet parents need to stay employed to maintain their health 
insurance coverage. This is an important consideration, since-technology 
dependent persons find it virtually impossible to get health insurance. 

Public Funding and Charitable Sources 

Public programs are the other major payor for health care for the technology 
dependent. In addition to the regular Medicaid program, Minnesota has a 
Medicaid model waiver program (more on this below) and there are some other 
federally funded or subsidized programs that provide assistance under certain 
conditions; these include 551 maintenance payments to disabled people and 
social services block grant funds that can sometimes help with transportation, 
housekeeping and similar expenses. 
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Along with Medicaid, charities are often seen as the funder of last resort. In 
fact, most charitable foundations are oriented toward research, public 
education, and advocacy. Very few provide support for nursing services or 
other medical care. There are great variations in the resources available by 
disability, but most foundations that provide financial assistance to 
individual patients cover items that are typically non-reimburseable [Appendix 
K) • 

ISSUE 11 

INEQUITABLE DISTRIBUTION OF FINANCIAL RESPONSIBILITY 
FOR HOt1E CARE FOR THE TECHNOLOGY DEPENDENT 

Nandating Home Care Benefits 

Financing of home care is clearly an enormous problem. Mandating of home care 
benefits has been proposed to the Minnesota Legislature as a way to deal with 
this problem. As already noted, the lack of good estimates of the'size of the 
population and of the costs of care would pose a major problem if benefits were 
to be mandated. It is likely that HMO and commercial insurance premiums would 
rise dramatically if benefits adequate to cover prolonged home care were 
mandated. There is another very serious shortcoming to mandated benefits as a 
"solution" to the financing problem, which is the lack of equity among payers 
because self-insured employers would be exempt from such a mandate. The OTA 
report on children notes that 13 states have laws that require home health care 
services, but it dismisses mandated benefits as a viable solution because of 
this exemption of self-insureds. In Minnesota, it is estimated that about half 
or more of insured persons are covered by self-insured employers who would be 
exempt from a mandate. 

The Need for Nore Equitable 
and Better-Coordinated Financing of Care 

The problems of inequitable financing of home care are stressed in the position 
papers: 

Council of HKOs' Key Conclusions f 2: "All third-part payors (self-insured plans as veil as 
traditional insurance companies) must be included in the consideration of vho shall pay for the home 
health care services of technology-dependent individuals.• 

Insurance Federation of Kinnesota Recommendation f 3: •we recommend that the cost of care for 
technology dependent individuals vhich are not covered by third-party payors be equally shared by the 
health care user population. A method currently being revieved at the federal level is an inpatient 
hospital tax vhich vould be utilized to create a risk pool." 

Council of HHOs' Recommendation# I: Educate policymakers and consumer advocacy groups that in order 
to provide the broad array of healthcare services needed to keep technology-dependent individuals in a 
non-acte, home setting, the financial responsibility for providing those services must be spread 
equitably among private payors ( indemnity insurance carriers, HNOs, self-funded health plans, and 
health service organizations, i.e., Blue Cross/Blue Shield), state and federal government, and the 
health plan policy holder.• 
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I 
b 

In order to provide continuity of high-quality care, all possible resources 
(private payor, state and federal, family caregivers, charitable and voluntary 
corrrnunity efforts) must be coordinated. The need for better coordination of 
financing is clear; how to accomplish it is not. 

Medicaid Nodel Waiver Program: 
Controversy Over Cost Shifting And 
Access To This Program By HMO Members 

In 1985, Minnesota received approval to establish a Medicaid Model Home And 
Community Based Waiver program (CAC) that was authorized to serve up to 50 
chronically ill children (see Appendix L for more on CAC). Besides the regular 
Medicaid services, this model waiver program offers case management, 
environmental modifications to the home, respite care, homemaking services, 
family counseling and training, and foster care. 

To be eligible for this program requires that: 

0 The person be under 65 (until October 1987, the CAC program served only 
children); 

0 The person be hospitalized or at risk of hospitalization; 
0 The person be eligible for Medicaid (deeming waiver); 
0 The person (or parent, in the case of children) chooses community care; 
0 The costs to Medicaid of community care must be less than the costs to 

Medicaid of institutional care (cost savings are figured on a case-by-case 
basis rather than on average for all served on the program). 

The federal government offered this model waiver program to give states the 
option of eliminating situations where individuals must remain 
institutionalized in order to retain Medicaid eligibility even though they 
could receive the needed services at home and at less cost to Medicaid. The 
deeming rules that make a child eligible for Medicaid after one month of 
hospitalization regardless of parents' income are extended to community based 
care. 

This program has served approximately two dozen persons to date (exact figure 
to be supplied). A key provision of this program which has generated 
controversy is the requirement that the costs to Medicaid of community care 
must be less than the costs to Medicaid of institutional care. This is a 
federal requirement, since the waiver is granted on the condition that costs 
not exceed what they would be without the waiver. There are differences of 
opinion on how the requirement should be interpreted. The Council of HMOs 
believes that technology-dependent persons with some insurance coverage should 
not be categorically excluded from eligibility, and the CHHCTF maintains that 
the HMOs are attempting to cost-shift: 

CHHCTF Summary of Concerns f 6: "We have witnessed attempts to cost shift onto the Federal Hedicaid 
Community Based Hodel Waiver (CAC Program). The Nedicaid waiver was created to serve children 
eligible for Hedi ca id and to save money through the timely, effective, and safe hospital discharge of 
technology-dependent children.· Continued attempts to cost shift to this beneficial program result in 
delays in patient discharge and increased total costs to the health plan. Indeed the appeals process 
at the Department of Human Services is upholding the interpretation of the purpose of the Nedicaid 
waiver by denying its services to children who have an existing form of health insurance.• 
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Council of HMOs excerpt from page 12: "The fact that 31 slots have been funded and approved and may 
go unused is ironic and sad for H"Os have been accused of attempting to cost shift onto ... CAC . 
..... It is the contention of the Kinnesota Council of HMOs that the CAC "edicaid waiver program should 
be utilized whwnever possible and certainly when an applicant's health insurance or HKO home health 
care benefits run out. Currently, it is not clear to the Kinnesota Council of HHOs whether or not 
federal regulations exist that totally preclude an applicant who has insurance or HNO coverage from 
eligibility for the waiver program after a certain level of contract benefits have been utilized." 

Counci I of HNOS recommendation t 6: "Encourage the "DH to review the Hinnesota Department of Human 
Services opinion on insurance being a barrier to eligibility for the Hedicaid waiver program Community 
Alternative Care Program (CACP). Consider seeking changes to Minnesota's current CACP program to 
broaden classification of who is eligible." 

A paper based on an evaluation of the CAC program describes the problem in the 
following way: 

Eligibility for waiver changed over the course of the program's 
existence, with acceptance and then denial of waiver to insured 
children. Insurance is tied to the demonstration of Medicaid 
savings which bars children who have: 

l) inadequate insurance (unless so grossly inadequate that 
Medicaid would pay part of the hospital care and home care 
would cost less); 

2) Medicaid and insurance; 
3) medical needs in excess of homecare costs (unless care plans 

can be revised to show a savings to Medicaid); 
4) insurance that will not cover home care costs; 
5) insurance that carries high co-payments; 
6) care levels that are lower than "at risk for hospitalization" 

and not mentally retarded .... 

While waiver has demonstrated Medicaid savings for uninsured 
eligible children, it has served a small population of medically 
fragile children. This is true because eligibility policies have 
served as stringent gatekeepers to the program .... The two 
criteria which restrict eligibility -- level of care and savings 
to Medicaid-- present problems to the health care system at large 
when looking at the bigger picture of placement and reimbursement 
for medically fragile children ... demonstrating savings to 
Medicaid, although more easily defined and consistently applied 
after the new policy interpretations were enacted, carries many 
ethical issues. When cost assumes primary importance in a 
program's direction, humanitarian concerns may take a back seat. 
If a family has to accept service reductions in order to 
demonstrate Medicaid savings, their child's safety and their 
health may be at stake. Financial concerns have caused some 
children to be detained in the hospital while kinks in 
reimbursement were worked out. For nonwaiver children, a safe 
and adequate careplan becomes an even more serious issue because 
allowed services vary according to individual insurance coverage, 
not need, and for some families coverage is inadequate. 
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The need for third party payors to assume responsibility for 
adequately providing care for children on home care programs is 
crucial for the child's and family's survival. In addition, more 
effort should be expended toward identifying those children who 
have exhausted private payor sources, and fall through public 
programs' eligibility cracks .... The waiver, while a help to 
some, did not solve the problem of how this society plans to care 
and pay for medically fragile children. [15: pages 14-15). 

ISSUE 12 

CARE FUND FOR THE TECHNOLCXiY DEPENDENT 

Establish A funding Pool To Pay 
Costs Of Care for The Technology Dependent 
When Third Party Coverage Is Exhausted 

The HMOs, the Insurance Federation, and the CHHCTF all support the proposal to 
develop a care fund for the technology dependent which would provide a "safety 
net" to help pay for the costs of care when third party coverage is exhausted. 

Excerpts from position papers: 

CHHCTF Recommendation f 8: FIHAHC!AL: "The idea of financial risk pooling with other payors, including 
the government, could provide a base over which to spread these tremendous costs and, at the same 
time, protect an individual health plan from the vicissitudes of random selection." 

Council of HHOs' Key Conclusions t 6: "Should federal initiatives fail or be delayed, Minnesota 
should consider establishing a risk-pool vehicle (similar to the Hinnesota Comprehensive Health 
Association) whereby all third-party payers would contribute funds to eliminate the preserit situation 
of potentially unlimited expenditures for home care services for the technology dependent.• 

Council of HHOs' Recommendation f 4: "Establish a funding pool mechanism similar to the Hinnesota 
Comprehensive Health Association (HCHA), but with self-insured entities included, that would assume 
responsibi I ity for funding on-going home health care of technology-dependent individuals once the 
third-party payor entity has reached a "to-be-determined" case expenditure maximum. Consensus would 
have to be reached regarding the diagnoses/conditions deemed to categorize an individual 
"technology-dependent.• Once the case is in the funding pool, the administrators may enter into 
favorable, discount charge arrangements with care providers and case management experts." 

Council of HNOs' Recommendation f 4-A: "Reach consensus as to the benefits to be avai I able to 
qualified individuals through the funding pool." 

Council of HHOs' Recommendation f 4-8: "Coordinate efforts and coverage between the private funding 
pool and pub I ic payor programs such as the Nedicaid waiver program to provide a broad array of 
benefits --custodial and other appropriate servcies necessary to support the technology-dependent 
individual and his/her family.• 
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Council of HHOs' Reco11111endation I 4-C: "Establish an interdisciplinary panel including H"O medical 
directors, representatives from Children's Home Health Care Task Force, home health agencies, and other 
interested parties that would review the home care treatment plan established for the patients and
monitor the care being supplied through the funding pool's contracted providers to assure quality care.• 

During recent group meetings, it was emphasized that the fund would not be a 
part of MCHA, nor would it be modeled directly on MCHA, since the intent is 
clearly quite different. The care fund is conceived as something that would be 
funded by some yet-to-be-determined combination of public and private funding. 
In discussing how the private side might be funded, the Insurance Federation 
suggested the basic principle of a "user tax," perhaps analogous to the new 
federal excise tax on immunizations designed to create a care fund for children 
who get adverse reactions to the immunizations. An inpatient hospital excise 
tax, for example, would ensure a broader and more equitable base of funding 
than other means such as contributions from insurers (from which self-insured 
employers would likely be exempt). 

There is consensus that such a care fund could go far toward addressing some of 
the equity and access problems documented throughout this report. There is 
also consensus that there are many obstacles to implementing the fund, 
including restrictions on mingling public and private funds. Many difficult 
questions would have to be addressed. What services would be covered? What 
would be the relationship between the fund and ongoing insurance (e.g., 
coverage of acute care)? Between Medicaid and the fund? Could cost savings to 
public sources be demonstrated? 

Conclusions 

Private insurance as presently structured does not meet the needs of most 
technology-dependent children and their families. Public funding and programs 
pick up some of the slack, but there are problems of restricted eligibility, 
necessity to "spend down," and burdens of uncompensated care borne by hospitals 
for those who "fall through the cracks." 

Because the costs of care are so extraordinarily high, it is likely that some 
form of public funds will be used at some stage for most chronically ill, 
technology-dependent persons. Because the incidence is low, it is most 
equitable to spread the burden of the care as broadly as possible. 

Third party payers should assume their fair share of responsibility, but their 
financial viability should not be threatened in the process. 

Deliberations about financing solutions should weigh the non-monetary costs to 
families and the best interests of the technology-dependent person. 

Reconmendation 

Support the ongoing collaboration among the CHHCTF. the Council of HMOs, and 
the Insurance Federation in seeking to devise a care fund for the technology 
dependent. 

Report to the Minnesota Legislature March 1988 -56-



ISSUE 13 

HONITOR INVESTIGATIVE AND LEGISLATIVE 
EFFORTS AT THE FEDERAL LEVEL 

Minnesota Should Use The April 1988 
Report Of The federal Task Force On 
Technology-Dependent Children As A Resource 

As the position papers point out, it is important to monitor developments at 
the federal level and to take advantage of the federal investigation, findings, 
and recommendations on how to deliver health care to technology-dependent 
children. 

Excerpts from position papers: 

Insurance Federation of Hinnesota Recommendation t I: "The Hinnesota Department of Health should 
track the work of the Federal Task Force on Technology Dependent Children and provide the Ninnesota 
Legislature with a summary of the report [to be issued in April 1988] to be used as a resource for the 
Legislature.• 

Insurance Federation of Ninnesota Recommendation t 3: • ... In view of the comprehensive study being 
done by the Federal Task Force on Technology Dependent Children, we recommend that the report to the 
Minnesota Legislature be postponed unti I the report of the Federal Task Force is delivered to the 
United States Congress." 

Council of HHOs' Recommendation f 9: "The Hinnesota Department of Health should be directed to track 
the work of the federal task force on technology-dependent children and of related bills introduced 
into Congress in 1988 and should provide the Hinnesota Legislature with a summary of these initiatives 
to be used as background for the State legislators' deliberations." 

Congressional Bills That Address 
Catastrophic Cases/Technology-Dependent Children 

Several bills that could have far-reaching impact on health care funding for 
technology-dependent individuals are presently being considered in the 
Congress. It is important to monitor these legislative initiatives, 
particularly to anticipate potential changes in federal funding, such as 
provisions for catastrophic cases, that could make it easier to finance care 
for this population. 

A description of the relevant bills is included in Appendix M. 

Excerpts from position papers: 

Council of HNOs' Key Conclusions f 5: "There are four bills in Congress which address financing for 
technology dependent children. (One of the bills, H.R. 2762, offered by Representative Pepper seeks 
to address catastrophic Hedicare claims and would include technology dependent children." 

Council of HKOs' RecolRfflendation I 9: •The Hinnesota Department of Health should be directed to track 
the work of the federal task force on technology-dependent children and of related bills introduced 
into Congress in 1988 and should provide the Ninnesota Legislature with a summary of these initiatives 
to be used as background for the State legislators' deliberations.• 
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ISSUE 14 

LACK OF ALTERNATIVE PROGRAHS ANO FACILITIES 

The lack of alternative placements in Minnesota narrows the choice for most 
technology dependent persons to home v. hospital, and reimbursement is often 
the decisive factor. This lack of a full continuum of care is one of the 
biggest frustrations faced by technology dependent persons, their families, 
their physicians, their discharge planners/case managers, and their third party 
payers [see Appendix O for descriptions of the key alternatives that are 
needed]. 

Excerpts from position papers: 

Council of H"Os' Recommendation I 7: •commence a study to determine whether or not a skilled nursing 
facility or transitional care center for the technology-dependent population can be established in the 
Twin Cities. (Due consideration should be given to modeling such a special skilled nursing or 
transitional facility to that of Care Centers of Nichigan. Care Centers is a nursing home that has 
accepted ventilator-dependent patients since 1983. Their program provides long-term placement, and 
transitional placement to permit training and preparation of patients who will eventually return home, 
and/or short-term respite for family caregivers.• 

CHHCTF Recommendation I 7: FINANCIAL: "We look to managed health care plans to work cooperatively with 
providers to develop creative alternatives for effectively addressing the complex needs of these 
children and their families. These needs can be addressed and financial risk to the managed health 
care plans reduced through creative endeavors such as economy of scale activities and risk pooling. 
The managed health care plans are urged to join providers to form a task force to explore and 
implement service alternatives. (Economy of scale programs include transitional care units, 
medicalized day care centers and group foster homes.]n 

Alternative placements such as foster ho~es, group homes, or transitional care 
facilities can offer-economies over home care by allowing one full-time 
caretaker to provide nursing services for several technology dependent 
individuals. At the same time, they offer a more "home-like" setting than 
hospitals. These facilities would probably be conducive to the spontaneous 
development of informal support systems among the families of the technology 
dependent persons as well as among the patients themselves. This would help 
reduce the stress and social isolation experienced by all those involved. 

Having alternatives to the home v. hospital chofce is especially important to • 
technology-dependent adults who have no voluntary caretaker, and to families 
who are not well-suited, for whatever reason, to care for their child at home. 
As the evaluators of the three SPRANS home care projects stress, families 
should not be 'forced' to take their child home or made to feel that they are 
'bad parents' if they are not able to do so [3]. 

Foster homes are one alternative for technology-dependent children under such 
circumstances. Developing foster home options presents some special 
challenges. It is very hard to find people willing to take on the 
responsibilities and intensive time commitments required of fos~er care for 
technology-dependent individuals. Often. the arrangements needed to make 
foster care an acceptable alternative may make it more costly (but not 
necessarily less desirable) than hospitalization. 
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Foster care also presents some ethical dilemmas. Under certain conditions, 
releasing a child to be cared for in a foster home instead of in his or her own 
home is necessary to secure financing-- federal funding can be more generous 
toward foster caretakers than toward the actual parents [l, 3, 5, 6]. 

Transitional care facilities designed to meet the special nursing needs of 
technology-dependent individuals represent another point on the full continuum 
of care that is not available in Minnesota. At present, there is no pediatric 
alternative care facility in Minnesota, and there are very limited specialized 
nursing-home-type alternatives for adults. Several individuals and groups have 
had great interest in developing such facilities but have run into major 
barriers in the form of reimbursement difficulties and licensing hurdles. 
Apparently the CHHCTF is currently working on creating more alternative care 
options. 

Reconmendation 

Support the efforts of the CHHCTF and others. to encourage the development of 
foster and group home options; conduct a feasibility study on alternatives such 
as transitional care units and group homes. 

ISSUE 15 

EDUCATION FOR TECHNOLOGY-DEPENDENT CHILDREN 

The public costs of caring for technology-dependent children include the costs 
of their education, which has special requirements that can be quite 
expensive. The literature on education for the technology-dependent being 
cared for at home is extremely limited; much of what is known is summarized in 
the Appendix to the OTA report on children which is included as Appendix P to 
this report. 

Public schools are mandated by Public Law 94-142 to provide educational and 
necessary related supportive services to handicapped children. These services 
presently provided by the schools can include physical and speech therapy, 
adminstration of medications, and even urinary catheterization [1:92). 

Since school attendance may account for more than one-fourth of a 
child's time and care needs, one consequence of this federal mandate is 
to shift substantial portions of the cost of a child's medical care 
services from Federal to State and local governments (i.e., from 
Medicaid to the public schools) and from private health insurers to the 
public. The issue of who will pay for the medical care of these 
children is a growing one. Public schoo.ls, pressed for funds, may often 
be reluctant to pay for additional full-time nurses and special 
transportation vehicles and to assume legal liability for medical care 
during school hours. At the same time, private insurers - and Medicaid
will seek to minimize their costs of serving technology-dependent 
children at horn~ by shifting financial reponsibility to the schools 
[1:92]. 
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There are several options in terms of who provides the care during school time 
and who pays for it (see Appendix P). The law that "mainstreams" children with 
special needs into the regular school system will soon be expanded to include 
ages 0-3. There is much speculation about the implications of this expansion 
for the cost-shifting issues related to technology-dependent children that are 
outlined above, particularly since premature infants will be included in the 
mandate for educational services. 

Data are not read-i 1 y ava i lab le on how educat i ona 1 services for 
technology-dependent children cared for at home are presently being handled in 
Minnesota, and how the costs are paid. The Minnesota Department of Public 
Health Nursing has expressed interest in compiling this information and also in 
studying how to effectively coordinate nursing services and educational services 
for this special group of students. 

ISSUE 16 

VOLUNTEER EFFORTS 

Encourage Volunteer Efforts That Support 
Home Health Care For The Technology Dependent 

The Council of HMOs recommends that volunteer assistance for the technology 
dependent be encouraged: 

Council of H"Os' Recommendation f 10: •volunteer organizations of health professionals and other 
community volunteers should be encouraged to offer home health support services to families with 
technology-dependent individuals." 

It may be more practical and helpful for families in high stress home care 
situations if volunteer efforts were oriented more toward services such as 
babysitting, errand running, and housekeeping than toward actual home health 
care services. Providing the nursing care requires intensive training and it 
is unlikely that volunteers would commit the effort, or that the family would 
reach a high comfort level with occasional volunteer caretakers. Regardless of 
the services offered, volunteer efforts would need to be organized in a way 
that did not require a lot of family time and effort to coordinate. 

ISSUE 17 

EDUCATION FOR HEALTH PROFESSIONALS AND OTHERS 

Home care represents innovative care for chronically ill technology dependent 
ind iv i dua 1 s, .. so there is much need to educate hea 1th profess i ona 1 s (inc 1 ud i ng 
discharge planners and case managers) and the public about the unique nature of 
these cases. There is a need for better understanding of the day-to-day costs 
and benefits of prolonged technology dependence. Health professionals and the 
public also need to understand that decision making in these cases is not just 
one decision with a predictable outcome, but a whole series of decisions with 
biomedical-ethical overtones that are typically made in a context of great 
c 1 i n i ca 1 uncertainty [ 6, 3 , I 7] . 
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The national evaluation of three programs concludes that new home care programs 
for technology-dependent individuals should expect lack of understanding and 
should not be surprised to face some outright opposition. It proved difficult 
in several programs to find physicians who were supportive and willing to 
handle cases [3, 5]. 

It is not surprising that many health professionals are poorly informed about 
home care options and its special case management requirements, since most of 
the practical information about home care for technology-dependent individuals 
has appeared in journals, books, and unpublished documents within the past two 
years. The Brook Lodge Symposium held in 1984 is one of the milestones in 
changing opinion about the desirability and viability of home care for 
ventilator-dependent persons. The two book length OTA reports appeared in 
mid-1987; these two publications are the most comprehensive resources to date 
and they have become more visible due to publicity on the Federal Task Force on 
Technology-Dependent Children. During the past few years, several professional 
associations have published detailed guidelines on managing home care for the 
technology dependent [32, 7]. Detailed evaluations and educational materials 
based on a number of demonstration projects are probably the most useful 
materials for discharge planners and case managers, and these are just 
beginning to emerge ([reference# 6 and Appendix E]. 

IV. SUHHARY OF RECOHHENOATIONS 

Recommendation J: 

That no action be taken at this time to mandate comprehensive benefits for 
home health care for technology-dependent individuals, because necessary data 
are lacking and because such action would in any case have very undesirable 
effects on health care premiums and on the fragile health care market. 

Mandating of benefits requires good data on incidence and costs of care, both 
of which are lacking. It is presently impossible to predict with a 
reasonable degree of accuracy either the current or future size of the 
population of technology-dependent individuals. It is likewise very 
difficult to project costs of care for this group because costs are so highly 
variable and the group as a whole is quite small. 

Mandating of comprehensive home health care benefits would likely trigger 
substantial increases in insurance premiums and could threaten the fragile 
health care market. 

The three remaining recommendations are directly related to the three-point 
agenda (standardized definitions, "safety net" care fund, and expert review 
panel) developed jointly by the third party payors, the advocacy organizations, 
and others who have attended the series of meetings convened by the MDH. 

Only recommendation #2 requires action from the Minnesota Legislature; this 
recommendation would direct a state agency to develop a plan for a 
Demonstration Project. Recommendation #3 deals with standardized de£initions; 
it requires action from the MDH and the DOC. Recommendation #4 supports the 
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ongoing development of a multidisciplinary expert advisory and review panel by 
an ad hoc committee of volunteers composed of third party payors, advocacy 
organizations, providers, and state agencies; it requires continued cooperation 
from the relevant state agencies but no formal action at this time from any 
part of state government. 

Recommendation 2: 

That the Minnesota Legislature designate an appropriate state agency to 
prepare for the Legislature a proposal for a Demonstration Project to 
determine the feasibility and costs to fill gaps in coverage for home health 
care for technology-dependent persons. 

The plan for the Demonstration Project shall address at a minimum the 
following questions: 

I) Definition of the eligible population; 
2) Estimated number of persons eligible for the demonstration project; 
3) Services to be rendered; 
4) Costs of care; 
5) Case management; 
6) Feasibility and cost-effectiveness of transitional care facilities and 

other alternatives to hospital care such as group homes; 
7) Implications for the Demonstration Project of findings in the report to 

be issued by the Federal Task Force on Technology-Dependent Children in 
Apr i 1 1988; 

8) Implications for the Demonstration Project of developments in proposed 
federal legislation that affects health care for chronically ill 
technology-dependent individuals; 

9) Financing mechanisms; 
10) Consideration of benefits and costs with respect to private and public 

payors. 

The Commissioner of the designated state agency shall establish a task force 
to work on plans for the Demonstration Project. This task force shall 
include representatives of third party payors, employers, providers, 
consumers, advocacy organizations ( for adu·I ts, chi l dren, and seniors) , and 
the Department of Human Services, Department of Education, Department of 
Commerce, and Department of Health. 

The Demonstration Project proposal shall be submitted to the Minnesota 
Legislature on or before January 15. 1989. 

Recommendation 3: 

That the Minnesota Department of Health repeal existing language in rules 
that allows HMOs to exclude benefits for home health care. and that 
concurrently, the Department of Health and the Department of Commerce adopt 
definitions of the key terms used in describing home health care, 

The terms to be defined in a standardized way shall include, but not be 
limited to, "technology-dependent individuals," "skilled nursing care." 
"transitional care," "subacute care," and "custodial care." 
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In developing these uniform definitions, the Minnesota Department of Health 
and the Department of Commerce shall consult with representatives from third 
party payers, providers, advocacy organizations, and state agencies. 

Recommendation 4: 

That state agencies (Department of Human Services, Minnesota Department of 
Health, Department of Commerce, Department of Education) continue to support 
the efforts of the informal ad hoc committee that is presently working toward 
the establishment of a multidisciplinary expert advisory and review panel on 
home health care for technology-dependent individuals. 

This committee of volunteers is composed of representatives from third party 
payors, advocacy organizations, providers, and state agencies; it was formed 
during the series of Minnesota Department of Health meetings on home health 
care for technology-dependent individuals. 

The advisory and review panel is conceived as supplying both expert 
consultation and assistance with dispute resolution. Since any 
recommendations it may make will be non-binding, there is no need for 
legislative or formal state agency action to establish it. 

In order to establish the expert advisory and review panel, the following 
issues at a minimum must be addressed: 

I) What is the mission and what are the priorities of the panel 
(case-specific advice and assistance with dispute resolution, outreach 
and education); 

2) What is the anticipated workload for the panel and the antici-pated 
meeting schedule (ad hoc or on a regular basis); 

3) What are the rules of procedure for receiving cases, deliberating, 
gathering additional information, conveying advice and recommendations, 
fol lowing up or re-assessing; 

4) What groups should be represented, what types of people should serve on 
the panel, and how should the specific members be selected; 

5) How to provide for continuity of membership, yet have the people most 
familiar with individual cases available (perhaps by having a "core 
group" of regular members that is supplemented by additional persons 
with interest or expertise related to a specific case) 

6) Who convenes the meetings and handles the administrative 
responsibilities; 

7) How should the services of the advisory and review panel be marketed; 
8) Who pays for operating costs (marketing/pub] icity and 

production/distribution of brochures and educational materials, 
administrative, compensation for participants, etc.); 

9) For how long should members serve and should they be compensated; 
10) How should special outside "experts" be compensated. 

* * * * * * * * * * * * * * * * 
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APPENDIX 

A. POSITION PAPERS 

0 Children's Home Health Care Task Force 

0 Minnesota Council of HMOs 

0 Insurance Federation of Minnesota 

0 (see also Appendix Q on the Minnesota Home Care Advocacy 
Program) 

B. DEFINING THE TARGET POPULATION AND ESTll1ATING ITS SIZE 

0 "Impl I cations Of The Population Definition" (Appendix C Of The 
OTA Report On Children) 

0 Miscellaneous Tables That Show The Basis For OTA Estimates Of 
The Size Of The Technology-Dependent Population (From OTA 
Report On Children and OTA Report On The Elderly) 
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Insurance Federation of Mmnesota 

1 31 0 Pioneer Building 

336 N. Robert Street 

St Paul. MN. 55101 

(612)292~1099 

February 8, 1988 

The Insurance Federation of Minnesota represents 119 ins~rance companies, 

service bureaus and individual members. One objective of the Insurance 

Federation of Minnesota is to work with government in the development of 

public policy and through cooperation, compromise and collective initiative, 

solve problems together. The members of the Federation which write health 

coverage in Minnesota recognize their responsibility to participate in the 

public policy discussion concerning the technology dependent individual issue 

and assist in the special study mandated by the 1987 Legislature. In an 

attempt to respond to this law, the Insurance Federation has contacted its 

members, the Health Insurance Association of America, and staff persons of the 

Federal Task Force on Technology Dependent Ghil dren. In view of the short 

time allowed, this paper does not propose to set forth the collective views of 

any or all of these parties but merely attempts to offer additional 

perspectives on this complex, emotional issue. 

In 1987. the legislature mandated that a report addressing the technology 

dependent individual be prepared by the Commissioner of Health. This -report 

must include recommendations £or the adoption of (1) home care definitions, 

(2) minimum standards for home care services, (3) the costs of providing home 

care. and (4) resolution of the issue of cost shifting of home care. The 

industry recognizes the need for consensus on these issues and recommends the 

following: 

A better Minnesota through insurance service 
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RECOMMENDATION 

A comprehensive study on technology dependent cbil dr-.;:n is being done by a 

Federal Task Force. The Federal Task Force report will discuss recommended 

alternative mechanisms for long term care for technology dependent children 

and will contain an appendix on sources of financing. This report will prove 

to be an invaluable source of information for the Minnesota Legislature. This 

report is due in April of 1988. 

The Minnesota Department of Health should track the work of the Federal 

Task Force and provide the Minnesota Legislature with a summary of the report 

to be used as a resource for the Legislature. In the interimo we are 

providing the following response to the legislature's requests: 

(1) DEFINITIONS 

Home Care - A home health care program. prescribed in writing by a 

person's doctor for the non-custodial and institutional care and 

treatment of a person's sickness or injury in the persons homeo in 

lieu of hospitalization. 

Custodial Care - Provision of room and board and personal care de

signed to assist an individual in activities of daily living. 
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(2) MINIM.JM STANDARDS FOR HOME CARE SERVICES 

Case management by third party payers in cooperation with providers 

is an effective method of establishing and developing medical standards 

for home care in a changing environment. We recommend that third party 

payer case management be recognized as an integral part of home care and 

that steps be taken to foster cooperation and communication between 

third party payer case management teams. providers and consumers. 

Through case management, insurers are actively participating in 

discussions about the feasibility of providing care in a non-acute home 

setting. In appropriate cases, home care, as an alternative to 

hospitalization, is being covered by insurers. The review is done on a 

case-by-case basis so that the unique circumstances of each situation can be 

considered. 

(3) COSTS OF PROVIDING HOME CARE 

In an attempt to provide meaningful information on the costs of 

providing home care. the Federation contacted the Federal Task Force on 

Technology Dependent Children. The Task Force is unable to release any 

verbal information on its report until mid-February. As stated 

previously, the Federal Task Force report will discuss recommended 

alternative mechanisms for long term care for technology dependent 

children and contain an appendix on sources of financing. 
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(4) COST SHIFTING 

We recommend that the cost of care for technology dependent individuals 

which are not covered by third party payors be equally shared by the 

health care user population. A method currently being reviewed at the 

federal level is an inpatient hospital tax which would be utilized to 

create a risk pool. This should be addressed in the Federal Task Force 

report. 

Again, in view of the comprehensive study being done by the Federal Task 

Force. we recommend that the report to the Minnesota Legislature be 

postponed until the report of the Federal Task Force is delivered to the 

United States Congress. 
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Appendix C 

Implications of the Population Definition 

Introduction 

The w~y the population of technology-dependent 
c_hildren 1s def med and enumerated has clear implica
t 1ons for the costs to third-party payers of paying for 
care, and the access of these children to different care 
alternatives. The broader the definition, the larger the 
n_umber of children who may become eligible for spe
ual benefits. Providing enhanced insurance coverage 
for technology-dependent children may itself lead to 
an increase in the size of the population, through en
couragement of more aggressive medical practices. 
. The definition of technology dependence presented 
in _Chapter 2 was developed for the purpose of enumer
a t mg the population, not for describing it for insur
ance or program eligibility purposes. These two defini
tional purposes overlap to some extent, but they can 
also conflict. The pragmatic, data-based definition ap
plied in this technical memorandum would be inappro
priate if applied in a program context without other 
consideratioI')s. To be applied appropriately to eligi
bility, a definition of technology dependence must take 
into consideration the following questions: 

• Does the definition include all children who would 
reasonably be considered to be technology de
pendent? 

• ls the definition flexible, or would it need to be 
revised frequently to accommodate new groups 
of deserving children? 

• Can the definition identify children with similar 
needs for health care, so that they can receive the 
same level of benefits (horizontal equity); and can 
it distinguish those with greater need from those 
with lesser need (vertical equity)? 

• Can the definition distinguish between children 
for whom home care is less expensive than institu
tional care from those for whom it is more expen
sive (possibly because the child would not be in
stitutionalized even in the absence of home care 
benefits)? 

• ls the definition compatible with distinguishing 
children for whom home or community-based 
care is feasible and desirable, and can it provide 
a basis for estimating the cost of services provided 
in these environments7 

Three potential specific approaches to identifying 
t~e population are to use: 1) diagnosis, 2) functional 
limitation, or 3) medical services needed. These ap
proaches are not necessarily mutually exclusive, but 
their benefits and drawbacks can be discussed sepa
rately from one another. 

Three Alternative Approaches 

Definition Based on Diagnoses 

Diagnoses could be used as a basis for identifying 
children as technology dependent, an approach that 
has two attractions. First, in most cases diagnoses pro
vide distinct and verifiable information. Second, diag
nostic data on hospitalized patients are regularly col
lected and analyzed on a national basis. 1 A defi~ition 
of technology dependence based on diagnosis could 
be specific (e.g., bronchopulmonary dysplasia) or 
broad (e.g., any chronic lung disease). 

_There are a number of serious problems with using 
this approach. First, there is not a one-to-one cor
respondence between diagnoses and the need for long
term intensive nursing care. Table 26 lists a few of the 
many diseases (some of them very rare) that can lead 
to life-sustaining dependence on respiratory or nutri
tional support. Maintaining a comprehensive list might 
be very difficult, preventing some technology-depen
dent children from being included. Also, only a small 
_proportion of the children with these diseases require 
prolonged technology supports. For example, of chil
dren with muscular dystrophy or cystic fibrosis, only 
those m the later stages require ventilators or even less 
intensive respiratory support such as frequent suction
ing and oxygen (4,79). Thus, any definition that in
cludes diagnostic criteria must rely heavily on other 
criteria as well. 

Defining the population based on broader catego
ries of diagnoses or disorders would be considerablv 
less cumbersome but correspondingly less specific: It, 
too, would produce categories that are larger, prob
ably many times larger, than the population of chil
dren that is usually institutionalized and is dependent 
on life-sustaining medical devices. 

Definition Based on Functional Limitation 

Identifying disabled people, particularly the elderly, 
according to their functional limitations and their abil
ity to carry out certain activities of daily living has 
been common for some time. Activity limitation ques
tionnaires have been used in surveys to provide na-

'DiagnoSl's are coded onto hospital discharge abstracts, accord
ing to the conventions of the International Classification of Diseases 
9th Rl'vision, Clinical Modification (ICD-9-CM) coding system: 
Thesr codes and other information from discharge ahstracts are then 
mainlained, summarized, and analyzed by a numher of different 
govrrnmenl and private ori:anization~. 
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Table 26.-Some Conditions That Can Lead to 
Dependence on Respiratory or Nutritional Support 

Conditions that can lead to dependence on respiratory support: 
brainstem aneurysm 
bronchopulmonary dysplasia 
central hypoventilation syndrome (Ondine's curse) 
congeni1al heart disease 
cystic fibrosis 
EIits-van Creveld syndrome 
encephalitis 
interrupted phrenic nerves 
multiple sclerosis 
muscular dystrophy 
myelodysplasia 
near-drowning 
nernaline rod myopathy 
neonatal asphyxia 
Pierre-Robin syndrome 
Pompe's disease 
radiation lung damage 
severe head injury 
spinal muscular atrophy 
subglottic s\enosis 
upper spinal cord injury 
Werdnig-Hoffman disease 

Conditions that can lead to dependence on nutritional support: 
Alagielle's syndrome 
chronic diarrhea 
congenital bowel defect 
cystic fibrosis 
failure to 1hrive 
inflammatory bowel disease 
ischemic bowel disease 
liver disease 
rr,ilkisoy protein intolerance 
rnot1l1ty disorder 
necrotizing enterocolitis 
neoplasms 
neurological disorders of swallowing 
radiation enteritis 
NOiE ihe~c- diagnoses constitu1e only s partial 11st of conditions 1nat can lead 

10 dependence on respiratory or nutritional support. Conditions listed here 
are actual diagrioses of children usinc these technologies, as recorded 
ln a na:ional nu1r111ona1 aupporl database and & summary of cti!ldren 
served by special Title V programs In three Slates In 1985 

SOURCES L Heaphey, The Oley Foun0atron, Albany, NY, personal communi
cat,on, Aug.21.1986, M.J. Altken and LA Aday, "'Home Care /or ihe 
Chronically Ill ■ n0Jor Technolo~y Asslslad Child: An Evaluation 
Mode!," unpublished, November 1985 

tional estimates of disability prevalence and severity 
in the population (63) and in studies of resource utili
zation among nursing home residents (133,140,182). 
Scales to measure activity limitation are relatively well 
developed and seem to be good predictors of the in
tensity of required nursing and personal care services 
for many elderly and disabled people. 

The main limitations of these scales are that each 
person must be assessed individually and frequently, 
whirh is time-consuming and leaves considerable dis
cretion to the assessor; and the scales are not well 

suited to identifying the specific skilled nur~inr -.\ 
ices an individual may need.' 

Another approach could be to identify chdJm, ~~ 
the limitations of their normal body functit•M. -; 
as eating or breathing. This approach (the· one- uw,.! 
in this technical memorandum) has intuitivr •rr,.-.;..: 
because it would identify those children who U)(" 'f• 
cific technologies that replace or compen!>atr fN l'l<Y. 

mal body functions. The limitation of this arrro.a-!
is the difficulty in distinguishing levels of earl' nttd,rJ 
in conjunction with the various technologies. 

Definition Based on Type or Amount 
of Services Needed 

A third approach might be to identify te-chnolor, 
dependent children by the type or amount of mf'"lll,[ &'. 

services they requir€'. This might take the for.:. o' 
defining the population according to the need fo: <r: 
tain nursing services, such as catheterization. Cr.. r 
might take the form of an indirect but explicit ind.1-\'., 
tion of level of services needed, such as prior inS.:1);.; 

tionalization or time in a neonatal intensive cart ur.,i 
Finally, the population might be identified by thr trrv 
'of long-term care plan required by its membcn fc: 
example, the d.efined population might include d·.i 
dren whose documented care plans specify hospi::-e u.~ 
and long-term chronic, continuous care, but not d :: 
dren requiring intermittent monitoring, occasion.11 er, 

sis care, or post-acute, recuperative care. 

Considerations in Applying 
the Def in it ion 

Within the group of children identified a, tech:.;,~ 
ogy dependent, there will exist considerable v~n.ati:-· 
in health and social needs. Ideally, an appropnatr OM 
inition should be able to be applied in such a way th • .a· 
differences in need among children can be di~cmr~ 
with appropriate differences in benefits provid~ :. 
them. For example, l°'No children might be equally \~1 

tilator dependent, but one might be able to d~ si~ 

feed himself while the other cannot. This examp!l' rm . . ~', 
phasizes the value of functional assessment 1n ap, •. 
in~ a definition equitably. 

ome care may be feasible and desirable,_ bu! n,1• 
cheaper than institutional care, for some childre:-i 1 

'Althourh then· is considerable experit>nce in applyin~ s~- ,,,. 
" f • f of th- ,irr- ·• • assessmenh of a person's ability_to unction, t'W . L , ..,. 

I. • · · b · b d , funcuon• ,., •• • 
t'·on, h•ve assesseu any 1m1tat1on, in as1c o > . 0 • • .. • ) nr ,~;nT, 
quirr nursin~ skills k .g .. t ht nt>l'd l or colostomy care J ri , ._ , 

that include, these cate~nri.-, is currently being condu~ " • 
drt-n with si, types of disability and chronic illness 0 



these children arc to be included, the definition should 
have a mechanism for detecting those children for 
whom the medical, psychological, and developmen
tal benefits of home care are high in relation lo the 
additional costs of home care. This criterion again im
plies that the definition should include some indica
tion of relative need and prognosis over time. A child 
with a long-term or terminal illness, for example, 
might benefit more from the psychological and social 
aspects of home care than a child recovering rapidly 
from an acute condition, and consequently it might 
be desirable lo be able to distinguish the former child 
from the latter for the purposes of providing benefits. 
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Meeting a particular definition need not necessarily 
imply absolute access lo a special program or set of 
b,mefits. A definition can also be thought of a~ a 
screening mechanism to most easily identify the bull._ 
of children who would benefit from extensive individ
ual assessment and a particular set of services. One 
possibility is that some fairly rigid, easily identified 

,characteristics be used for rapid screening purpose,, 
but that actual eligibility for benefits be dependent on 
the child's functional or nursing assessment score, 
where activity limitations, degree of independence ca
pability, and limitations of body functions are all 

,evaluated. 



Source 

Table 9.-Estimaled Prevalence of Selected Chronic 
Conditions In Children, Age O to 20, 1983 

Approximate number 
Prevalence per of children in the 

:-C:-o_n-:d_it:-io_n_---:--::--------------1_0_0.;..,o_o_o_c_h_i_ld_r_e_n.:..., _19.:...8_:_0:__..::.U_:.n_:.i t:..:e:..:d:...S=tates, 1983 
Mental retardation . . . . . . . . . . . . . . . . . . . . . . . . 2.500 1,781,300 
Asthma (moderate and severe) . . . . . . . . . . . . . 1,000 712,500 
Diabetes mellitus. . . . . . . . . . . . . . . . . . . . . . . . 180 128,300 
Congenital heart disease (severe). . . . . . . . . . . 50 35,600 
Spina bifida . . . . . . . . . . . . . . . . . . . . . . . . . 40 28,500 
Sickle cell anemia . . . . . . . . . . . . . . . . . . . . . . . . 28 20,000 
Cystic fibrosis . . . . . . . . . . . . . . . . . . . . . . . . . . . 20 14,300 
Hemophilia . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 15 10,700 
Leukemia (acute lyrnphocylic leukemia) . . . . . 11 7,800 
Chronic renal failure . . . . . . . . . . . . . . . . . . . . . 8 5,700 
Muscular dystrophy............. . . . . . . . . . . 6 4,300 
Traumatic brain injury..................... 5 3,600 
SOURCE· F-,~~alence- rates 1romG.L Gort~ak.tr and W. Sappenlreld .. Chronic Childtic,od Disorder~ Prevalence and lmpa:;t," 

Pe<J,atric C1,n,cs of North America 31(11.3-18 Februa•y 1984. Populat,:m size es1oma1es calculated 1.Jy 01A base~ 
on prevalence rates ano U.S. Census Population data 

Table 4.-Data Sources Used as Bases for OTA Estimates 

Population included Original purpose of information collect,on 
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Slate data 
III,no1s All ventilator-dependent children in State; all 

other children served in State program for 
-handicapped children 

State information, evaluation program for similar 
State program~ 

Louisiana 

Maryland 

Massachusetts 

New Mexico 

North Carolina 

Wisconsin 

American Association for 
Respiratory Care 

Commercial nutrition registries 

OAIStS registry, Oley 
Foundation 

Hembrechl & Oulsl home 
Infusion market analysis 

Abbott Laboratories home 
Infusion market analysis 

Ventilator-dependent children served in special 
State home care program 

Children dependent on respiratory support 
devices who are served in special State home 
care program 

People dependent on ventilators for longer than 
3 weeks 

All children served by State Medicaid waiver for 
technology-dependent children: other similar 
children Identified In State but not eligible for 
the program 

All children In State who are ventilator 
dependent and have been medically stable for 
at least 2 months 

Children eligible for Medicaid home services on 
the basis of being disabled and at a level that 
would otherwise require lnstltutionallzatlon 

Respiratory therapists nationwide via their State 
representatives (37 States responded); asked to 
provide information on all ventilator-dependent 
patients they were serving 

Individuals served by companies or 
organizations maintaining the registries between 
October 1984 and April 1985 

Patients served by hospltal and community
based programs responding to a 1985 survey of 
such programs 

Natlonal hospllal discharge data and detailed 
Information from a nonrandom &ample of 
hospitals 

Not specified 

Stat£ Information; evaluation program for similar 
State programs 

State information; evaluation program for simila• 
State programs 

Survey to determine the numer of ventilator
dependenl individuals 

State Information, Medicaid requirements 

Demonstrate potential need for pediatric 
respiratory unit 

State information, Medicaid requirements 

Document the number of ventilator-dependent 
persons end the degree of Institutionalization 

Develop a database of persons on home 
nutritional support technologies 

Develop ongoing database of characteristics of 
persons using home nutritional suppon 

Provide estimates of the current and future 
market for home Infusion technologies 

Provide estimates of the current and future 
market for home Infusion technologies 

19 

SOURCES: M.J. Altken •nd L.A. Aday, Home Care tor the Chronically Ill anator Dis11btea T•chnoloor Asslstea Chile/: An Evatuarton MotJel. unpublished, November 111B5, 
E. Lis, Crippled Chlldren'i Services, Chlcagc,, IL, personal communication, April 1986; K Valdoz, Human Services Deparlment, Santa Fe. NM, personal 
communlcallon, July 22, 1986, P. Ttchumper, Depar!mt!nl of Health and Social Services, Madison, WI, per&onal communlcalion, July 22, 11186; G. Worle;. 
Duke University Medical Center, Durham. NC, peraonal communication, July 1986, Care tor Lite, paper prepared tor U.S Congress, Olllce of Tecnnolo•y 
Aaseasment, 11185; Oley Founelatlon, paper prepared tor U.S. Congress, Olllce of Technology A111assment, 11185; B.B. Rucker and K.A. Holmstedl, Home ; 
lnau,rry Therapy lntJustry (San Francisco, CA: Hambrecht & Quist, Aprll 1884); Blue Crose and Blue Shield Aasoclatlon, Infusion Therapies (n Home He,fth i 
Cl!lre (Chlc11co, IL: BC/BSA, January 1986) • \ 



Survey or dara system 

National Health Interview Survey 
(NHtS) 

NHIS Child Heal!h Supplement 

National Medical Care Ultlizat,on 
an::i Expendllures Survey 

National Hospital Discharge 
Survey 

National Ambulatory Medical Care 
Survey 

Nar,onat Health and Nutrition 
E.amina11on Survey 

rn,111 1),:,1,...cls Mnnitorlnp Propram 

4 lift• n 111 ~iprn:1af I drn;allo11 

Table 3.-Major National Health Surveys and Data Systems 

Population surveyed 

Approximately 40,000 
households (about 30.000 
children). 

1 child per above household 
(a:x>ui 15,000 children) 

Approximalely 6,600 
households tabout 4,500 
children) 

Discharges from approximately 
420 short-stay hospitals 

Office visits to approximately 
3,000 physicians 

Households, including about 
6,000 lo 7,000 children 

Olscharg<'s from 928 hospllnls, 
11111,ut ~'~~''.·'" of lJ :~ l11tlh!1 

Stnto 111IH>rlo1t d11!11 on chlld1011 
ttnrvnd In nprn:lnl od111:111ion 
Jtr11u1u111n 

l'Pltl1111'l llvlnu 111 f,wllltlnR wtlll 
u-.,;,uun Qlnyfl uvn1 10 duyll 

All l11n1tin!11,1lln, tuu11pl11 1,r 
l11ulllu1h1fldll1oll 11rn:,u1111 

Periodicity 

,Annually 

1981, may be 
done in future 
again 

1977, 1980, 
planned 1987 

Annually 

Annually from 
1963-1981; 1985 

1971-1975; 
1976-1980; 
planned 1988 

Annually 

Annuully 

111/0 10llly 

I vr11y HJ yocutt 

Relevant data elemen!s 

Activity limitations. certain 
chronic conditions, hospital and 
physician use 

Detailed perinatal and ct11ld care, 
child development. child health 
problems 

Same as NHIS plus additional 
data cln income. insurance. 
mroica) exP<,nditures 

Age, race, sex, me<l1cal diagnoses. 
procedures done In the hospl!al 

Age, race, sex. reason for visit, 
diagnoses, procedures performed 

Dala from physical exam and 
laboratory tests 

Discharge obstract de1te for 161 
lJillt1 d11fncl calnum10, 

Number of chlldro11 Bt1rved by 
honcllcupplno condition cologory 

Aun. ,ucn, 11n1C., conl of cnro, 
i:1111111111111 l1outtttl, pl1ycalcul 
llr11llullu11H 

Au11, f-.JCtt, tHU, od11cutton, routon, 
lyµo of lr1"1l1ullon 

Selected fimilalions 
-------------

Institutional population excluded. sample 
loo small to detect very rare cond1l1ons. 
functional lim1lalion measures very 
general 

Same as NHIS 

Same as NHIS 

Sample too small to detect ver, rare 
conditions, not an undupl1cated count of 
persons. no data on outp.wents. 
nonhospital1ied children 

Sample too small to detect ,ery rare 
condil1ons, e,cludes chn,c and 
institutional visits. not an undupllcated 
count of persons 

Small sample. inslitu1ional,:ed 
population ex~luded 

May not be representative sample of 
tililhs, nnwborn r1'1tn 0nly, cnnnot dir,•cllv 
tJuim..:I lnchnolouy dopmutuncu 

Handicapped catogorles very broad, 
cuteoorlos nol conslslentty· defined 
urnono Stalos, do not lnctudo chlldron 
nul servod by proororns 

llmltollon cotooorl11s vnry broad, 
1umlnntllutto11ull1otJ no1111lalton o.:cludoll, 
t.htlH old, t:1ru:1lyLJlt:t O.ICl.ludud ~c_HJm 

lnsttlutlons 

No houllh-rolntod hmr:tlonnl dnta 
lnclucled, lnslllutlonal categories very 
broad 

~,; JlJltLI ~, f M lHma,,, N .. lhHHJI Ai1~£H:IHlhH1 ol Sl,t1lo Dtwr.fo,~ of ~;puctul [ducolli,11, Inc., Wa'."!hlngtnn. DC. pureonol com1nuritcullon, January Hl76. MA McManu,. S.E. Matus, C.H. Norton, et at. G1.11de ta 
N-'flllri~I u,,,,. rn1 MJtmna, 1111'1 Child lltu,lrh (W1:1•1htnu1on. UC McM111111!t Hou!lh Policy lr,i.:, 1900), US Oepartmunl or Cumrnorco, 8tHft9lJ or tho Censu,, ,916 Survtfy ol lnsr1rutionaf1 .. ~ed Persons 
.A :jfutJr of Pr,r~un:t /foctt1..-1n1J l untJ rmm Caro. Currunl Populolfon fh,purl~. ~poclnl Sludlo5, eorlo, P-23, no. 69, Juno 1978; U.S. Oepl:lrlme111 of Education, OPlce of Special (ducalion, 9lh Annual 
Huµorl io Congre.53 on tho lmµlomo11tdllun of ltrn E.ducatlcm of lhu H1mdlcappmf Acl, 1987 



Table 5.-Estimates of the Number of Ventilator-Dependent Children 

Number Rate per Extrapolation to U.S. t Extrapolation to U.S. 

Survey Survey Age ventilator million per aurvey period 

State year period group dependent children Under 16 

lllrnoit 19e:, 1 year 0-21 74 19.0 1,191 
Louisiana 198£, 1 year 0-21 35 23.8 1,30~, 
Maryland 1985 1 yearc 0-17 26 23.9 1,498 
Mas~achusctts .. 198'., 1 monn, 0-15 14 13.5d 843 
New Mexico 19BG < 1 month 0-21 4 7.4 577 
North Carnl,na . 198G 1 month 0-17 71 4.3 268 

AARC survey 
(37 States!. 198:, 1 month 0-17 445 8.3 520 

8Set: lo:ilnot(• 7 In te,n to~ explaiatIori of conver~Ion from monthly to ennual prevalence 
tb111inoi•, 1.ou,a,ana, and M,0ryland h■•• ■etlve program• to place ,anlllator~■P9110ent children at home 
CNor repo'1ed apporen1Iy 111 teesi a yea• 

Under 22 

1,500 
1,643 
1,886 
1,062 

726 
337 

655 

per year" Percent In 
Under ,e Under 22 Institutions 

1,191 1,500 36¼ 
1,305 1,643 13°/,b 
1,-498 1,886 23¾b 
, ,0% 1,381 86%' 

753 948 75¾ 
421 530 43% 

679 845 55°/,d 

dAdiu~1ed 1or B2 percent respom,e rate::_ Remainlng ln!.lltutlons were assumed similar 10 responding one!:i 
E:F1i;urL· opp\1f·t- lo all pa11c.,!5 lri thf::- survc~·. Including adults 
fFoL..r of tht- so ... f'n children nao beer, d1sctlargMi homt' on ventilators during lhe pa!;l 3 year?. l1 ts unknown whethfH all four r;h1tdreri cared for a1 home are sHII allvr 
arid vti_n11!a!o1-depende•11, but they were assumed 10 be so for thfj purposes of this lablc> Thus, m converting from monlhl)l' IO annual prevalence, 417 of the U.S extrapo 
latioli wa~; not con,..erted up, &incc H,1~ part of ttw number repre5enl! a 3•yea1 prevalence rather than at-month one 

SOURCE.~. Otfice of Te-:hnology As~essMf'nt i9fl7 Date trom K Ktrkhart. Chlld,en·i Hosp11a1. New Ortean~. LA, persone1 communlcat,on. January 1987, M.J. Alt~e 11 

and LA Aday. t1nm,, CBr(' f(ll thif Chron,csllr lit and'or Disabled Technolof}Y Assiste:1 Ctuld An Evaluat,on Model, unpubh~heO. "ovembc1 198~,. K Valde:, 
Hurn,v' ~l'fvlt:e!, Oer,arw,t·'lt Sarita F- e NM, persona! communicotior1. July 1981,. G Worlf•Y. Dukt• Univers 1t)' Mectica' Cenl£:r. Durham, NC. persons! c:omml.' 
ni:'iil:;)P. Jul:," Hit'/.,. Csrc fo, lilt· Ltf<· Su:.taminQ Tr:-tinc...,Jo~•€~ and lht EtdNly Pro!0'1QPO Ml'cha111c&t Ven1,1a11ur,.·· PflC1er prepared f()1 US Congre~5. 011iu· 
ot 1 ecriri01ug) AssestP1n11 19L!~, 

Table 6.-Estimates of the Number of Children Requiring Parenteral_ Nutrition 

Source 
Commercial registries, 
1984-85 

Illinois, 1985 

New Mexico, 1986 

Wisconsin, 1986 

Hambrecht & Quist 
market estimate, 1983 

Basis for estim,te 
373 children under age 18 on 
home parenteral nutrition 
documented on one of two 
registries supported by home 
nutrition companies. 
5 children requiring parenteral 
nutrition served by State 
program (compared to 22 
children in program on 
ventilators). 

2 children on parenteral 
nutrition served by State 
program (compared to 5 
children in program on 
ventilators). 
4 children on parenteral 
nutrition served by State 
program (compared to 5 
children in program on 
ventilators). 

Estimated U.S. home care 
market of 2,700 patients per 
year requiring parenteral 
nutrition. 

Comments on manipulation 
Assumed to be a national 
minimum estimate. 

Total of 74 ventilator
dependent children known in 
entire State. Assumed 
children on parenteral 
nutrition are represented In 
proportion. 
Probably not total State 
population of children on 
parenteral nutrition. Used 
simple extrapolation. 

Probably not total State 
population of children on 
parenteral nutrition. Used 
simple extrapolation. 

About 13% of patients In 
commercial registries under 
age 18; apply to this figure. 

Extrapolated U.S. estimate 
373 children on parenteral 
nutrition under age 18 (per 
7-month period). 

341 chlldren on parenteral 
nutrition under age 22 (at time 
of program documentation). 

232 chlldren on parenteral 
nutrition under age 18; 292 
under age 22 (at time of 
survey). 

' At least 192 children on 
\ parenteral nutrition under age 

18 (at time of documentation) 
Fewer children on parenteral 
nutrition than on ventilators. 
351 children on parenteral 
nutrition under age 18 In 1983 
(tor 12-month period); market 
assumed growing. 

SOURCES· Oley Foundation. ••Nutritional Support and Hydration !or Critically and Terminally Ill Elderly," paper prepared tor Olhc• ol Technology AaeeHm■nt, Seplemt,e, 
1118\ E LI&. Crippled Childrt,n'1 Services. Chicago, IL, p"rsonal communlcalion, April 1986, G Cleverly, Human Services Department, Santa Fe. NM, peraona' 
cornmunlcntion, 1986. P Tachumper, Department of Heollh and Social Services, Madison. WI, peraonal communication, Aprll 1886; BB. Ruck•r and I\ A 
Holmaledl, Home lntus1on Therapy lnduatry (San Franclaco, CA: Hambrecht II, Ouls1. Inc., April 1118-4) • 
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Table 7.-Basis for Estimate of the Population 
of Children Requiring Extended Intravenous 

Drug Therapy 

Intravenous antibiotic therapy: 
Total home intravenous antibiotic therapy 

market, 1984 (patientslyear)8 •••...••••• 2,000 to 5,000 
Proportion children (range given 

in literature reports of individual 
programs)b ......................... . 4.3% to 46.6% 

Implied total number of children per year 
on home therapy .................... . 

Inflation for past exclusion of patients for 
home care due to financial, medical, or 
psychosocial reasonsc ............... . 

Total number of children per year 
receiving prolonged antibiotic therapy 

Intravenous chemotherapy: 
Total home intravenous chemotherapy 

market, 1984 (patients/year)8 •..• • .•..••• 

Approximate proportion childrend ....... . 
Total number of children per year, 

minimum estimate .................. . 
California hospital discharges of children 

witl'l leukemia undergoing venous 
catheterization (discharges/year)e ...... . 

Extrapolation to U.S. (discharges/year) ... . 
Leukemia as proportion of all childhood 

cancers' ............................ . 
Extrapolated U.S. number, all childhood 

86 to 2,330 

166% 

143 to 3,868 

2,500 
5% 

125 

160 
1,469 

33% 

cancers . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 4,407 

Total number of children per year under-
going chemotherapy . . . . . . . . . . . . . . . . . . 125 to 4,407 

Total intravenous drug therapy 
population, children per year . . . . . . . . 268 to 8,275 

8See reference 137. 
bsee references 50,78,96,130,151. 
cup to 40 percent of all patients In the studies cited here were rejected for home 

therapy for these reasons. Since 4 of every 10 original patients were excluded 
and 6 ol every 10 were Included, the figure tor potential home antibiotic therapy 
must be re-Inflated by 166% to estimate the total maximum number of children 
that would be eligible If these barriers did not exist. 

dA Pennsylvania report on 139 patients receiving outpatient (not home) chemo• 
therapy gives the range of ages of these patients as 16 to 86, with a mean age 
of 57 (86). It Is unlikely that more than 5 percent of these patients were under 
age 21. 

esee reference 15. 
fsee reference 98. 

SOURCE: Office of Technology Assessment, 1987 . 

.tJ;, 
•.f 
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Table 8.-Basis for Estimate of the Number of Children Requiring Other Nutritional and Respiratory Support 

Information source 
OASIS registry, Oley 
Foundation 

Commercial registries 

Hambrecht & Quist 
market analysis 

Abbott Laboratories 
market analysis 

California hospital 
discharge data for 
children 

State data.· 
Illinois 

Maryland 

Wisconsin 

North Carolina 

New Mexico 

Data 
147 children ages 0-10 in 
registry; 92 require parenteral 
nutrition 

368 children in registry 
requiring enteral nutrition (i.e., 
tube feeding) 

7,500 persons in U.S. received 
home tube feeding in 1983 

5,500 persons in U.S. received 
home tube feeding in 1983 

97 gastrostomy procedures, 
15 closures in 1983 

36 children on Group Ill 
technologies served by home 
care program 

87 children in State requiring 
respiratory support; 61 require 
other than ventilators 

49 children served in State 
program require lube feeding: 
49 require respiratory assist 
devices (other than 
ventilators) 

8 hospitalized children in 
State with prolonged oxygen 
dependence (compared to 3 
on ventilators) 

1 ventilator-dependent child; 
18 other children requiring 
respiratory and nutritional 
support 

Implications 
Ratio of enteral to parenteral 
nutrition is 1:1.67 

Ratio of enteral to parenteral 
nutrition is 1:1.01 

990 tube-fed children per year 
in the U.S. at home 

726 tube-fed children per year 
in the U.S. at home 

777 children tube-fed through 
gastrostornies each year 

2,445 Group Iii children per 
year in the U.S. 

3,513 children in the U.S. per 
year requiring respiratory 
support other than ventilators 

2,401 U.S. children requiring 
tube feeding at any one point 
in time; up to 4,800 requiring 
respiratory support. Ratio of 
ventilator: Group Ill supports 
about 1:10 

Ratio of ventilator: oxygen 
support about 3:8 

Ratio of ventilator: Group Ill 
supports about 1 :18 

Comments 
Proportion of children also 
using respiratory support 
unknown; proportion of tube
led populalion covered by 
registry unknown 

Same as Oley Foundation 
registry 

Based on discharge data and 
sample of hospitals. 
Extrapolation assumes that 
13.2% of lube-fed populaton 
are children (from commercial 
registry proportion) 

Unknown basis for estimate. 
Sarne assumption of 13.2% 
children as above 

Of net addition to population 
of 82 gastrostomies, assumes 
each child received only one 
gastrostorny and required it 
for one year 

Ratio of ventilator: Group Ill 
children in program 22:36; 
apply this to extrapolation of 
1,500 ventilator-dependent 
children in U.S. to yield total 
Group Ill estimate 

Assumes Maryland identified 
the universe of such children 
in the State 

Presumably is an 
underestimate ii not all 
similar children are served by 
State program. Probably 
considerable 011erlap between 
tube feeding and respiratory 
support groups. Pre11alence of 
Group II probably overstated 

One-month survey, 
hospitalized children only 

Prevalence of Group Ill 
probably overstated due to 
small number of ventilator
dependent children served 

SOURCES M.J. Altken and L.A Aday, Home Cl!re tor the Cl>ronlcslly Ill and/or Disabled Tecl>noloQy As,tstecJ Child An Evalu.r,on Moaef, unpublished. November 1985, 
J. Bates, San Diego Children·• Hospital, San Diogo, CA, peroonal communicelion, July 1986; Blue CrosstBlue Shield Assocra1,on, lnluslon Therapies In Homa 
Health Care (Chicago, IL: Blue Cross/Blue Shield Association, January 1986), G. Cleverly, Human Ser-,lces Department. Santa Fe, NM. personal communlcellon, 
August 1986, L.L Heaphey, The Oley Foundation, Albany, NY, personal communication, August 1986; E Lis. Cripple:1 Children's Services, Chicago, IL, pen,onal 
communica1,on, April 1986: Oley Foundallon, Inc , "Nulrltlonal Support and Hydration tor Crltlcolly and Tl!!rmlnally 111 Elderly Ut1llze11on In th< Home," cont,acl 
paper prepared ioi tho Ofllce DI Technology Auenment, U.S. Congress, Washington, DC, September 19Ba; B.B. Rucker and K.A. Holmateclt, Hom• lnlusion 
Therapy tnduslry (San Francisco, CA· Hambrecht & Quist, Apri! 11184); and P. Tachumper, Oepanment of Health and Social Services, Madison, WI, pe11ona1 
communic■hon, April 198{, 



A Survey to Determine the Nlllt>er of Ventilator-Dependent Persons 
Being Cared For 1n Their Homes In 111nnesota 

Date of Survey: Spring 1986 

Conducted by: Alex Adams, Clinical Director of Respiratory Therapy at Health 
East 

Hethods 

Mr. Adams contacted all vendors who supply home care equipment to 
ventilator-dependent persons in the state of Minnesota and asked for 
information about the people the vendors were supplying with mechanical 
venilator equipment and services in Spring of 1986. Patients' names and 
addresses were not requested; the survey asked only for the following 
information: 

- Age 

- Degree of ventilator dependence (Full-time/part-time) 

- Type of ventilator 

- Diagnosis/disease 

This survey provides the best available estimate we have of "point prevalence" 
-- the number of people at a given point in time-- of home-based ventilator 
dependent individuals in Minnesota. Short of having a state registry, getting 
data from vendors is viewed as the easiest and best available way to get such 
an estimate, since all patients at home need a vendor for maintenance and 
repairs even if they own their ventilator. 

SURVEY FINDINGS 

According to this survey, 86 ventilator-dependent people were receiving home 
health care fn Minnesota in Spring 1986. 

By Age 

Less than 10 16 
10 - 20 4 
21 - 30 7 
31 - 40 9 
41 - 50 12 
51 - 60 21 
61 - 70 14 
Over 70 3 

Total patients= 86 



't-~------------------------------------------
By Degree of Dependence on the Ventilator 

Full-time 39 

Part-time 

By Ventilator Type 

47 (e.g., off during the 
day and on at night) 

Positive pressure 63 

Other 23 

"Other" includes mostly polio patients from the 1950s who are still using 
devices from that era such as rocking beds and negative pressure devices such 
as "turtle shells," and Hbody wrapso" 

By Disease Conditions 

29 Po 1 io 
8 ALS (Lou Gehrig's disease) 
8 COPD (chronic emphysema) 
8 Unknown • 
7 Muscular dystrophy 
6 Quadraplegia 
6 Sleep apnea 
2 Brain stem infarct 
1 Guillaume Barre 
I Multiple sclerosis 
1 Multiple trauma 
1 Ondineps curse 
1 Spinal cord lesion 
I Warner Kauffman syndrome 
l Central hypoventilation 
1 Sp i na bi fi da 
1 Respiratory insufficiency 
1 Multiple diagnoses 
I Rheumatoid disease 
1 Ehler-Dandles syndrome 



National 
Head 
Injury 

U:::::=-.....==-~iiU Foundation Inc. 

333 Turnpike Road, Southborough, MA 01772 (617) 485-9950 

COMPARATIVE INCIDENCE AND PREVALENCE OF BRAIN DAMAGE 
FROM TRAUMA AND OTHER NEUROLOGIC DISABILITIES• 

DISORDER 

TRAUMATIC BRAIN 
DAMAGE, MODERATE 
To SEVERE 

INCIDENCE 
100,000/YEAR 

20+ 

PREVALENCE 
PER 100.,000 

800 

SPINAL CORD INJURY 3 so 
MULTIPLE SCLEROSIS 3 60 
CEREBRAL PALSY 9 250 
MUSCULAR DYSTROPHIES 1.2 20 
(HEREDITARY) 

•DATA FROM KuRTZKE, J.F. NEUROLOGY ll:1207, 1982 
+DATA FROM KRAUS u &J..,· AMER J EPIDEMIOL, 1984 

ever 



SEVERITY OF BRAIN INJURY IN 
PERSONS SURVIVING TRAUMATIC HEAD INJURY 

IN THE UNITED STATES• 

SEVERITY OF 
BRAIN DAMAGE 

SEVERE 
MODERATE 
MILD 

INCIDENCE 
100.,000/YEAR 

6 

14 

131 

•Based on Son Diego Study by Kraus El.Al, 
Amer J Eoidemiol., 1984 

NO. OF SURVIVORS 
PER YEAR 

13.,500 

30,500 

294.,750 

COMPARATIVE INCIDENCE AND PREVALENCE 
OF BRAIN DAMAGE FROM TRAUMA AND OTHER 

NEUROLOGIC DISABILITIES• 
DISORDER 

TRAUMATIC BRAIN 
DAMAGE, MODERATE 
To SEVERE 

SPINAL CORD INJURY 
MULTIPLE SCLEROSIS 
CEREBRAL PALSY 
MUSCULAR DvsTROPHlES 
(HEREDITARY) 

INCIDENCE 
Per Year 

44,000+ 

6,750 
6,750 

20,000 
2,700 

PREVALENCE 

1.,000.,000 To 
l.,800.,000 

112.,500 
135.000 
560.,000 

145,000 

*DATA FROM KuRTZKE., J.Fe NEUROLOGY ll:1207., 1982 
+DATA FROM KRAUS u AL, AMER J EPIDEMIOL. 1984 



C. BAO<GROUNO INFORttATION ON ttEOICAL CX>NOITIONS ANO 
TECHNOLOGIES 

0 BPD: Bronchopulmonary Dysplasia (a description of the 
condition and estimates of its incidence) 

0 COPD: Chronic Obstructive Pulmonary Disease (brief 
description) 

0 "Changing Technology In The Neonatal Intensive Care Unit" 
(From The OTA Report On Children) 

0 "Description of Nutritional Support And Hydration" (From 
The OTA Report On The Elderly) 

0 "Tube Feeding Techniques: Placement, Indications For Use, 
And Associated Risks, " Plus Illustration Of F_eeding Tube 
Routes (From OTA Report On The Elderly" 



DESCRIPTION OF NUTRITIONAL SUPPORT AND HYDRATION 

The Need for Nutritional Support 
and Hydration 

People who do not take in adequate amounts 
of food and fluids vvill eventually die of malnutri
tion and dehydration or complications of these 
conditions. Malnutrition is a disorder caused by 
inadequate intake of calories, protein, carbohy
drates, fats, vitamins, mineral:,, trace elements, 
or am· combination thereof. The effects of mal
nutrition depend on its severity and duration and 
which specific nutrients are lacking. In general, 
hO\vever, the effects include weight loss, listless
ness, and depression; decreased ability to resist 
infection, to recover from illness, and to v.ithstand 
surgery or other treatments; impaired wound 
healing; decreased cardiac and respiratory mus
cle strength, confusion, coma, and eventual death 
(1 ]5)39,)43,203). 

Dehydration, the loss of body water in excess 
of intake, is caused by decreased fluid intake or 
inability to conserve fluids as a result, for exam
ple, of renal disease or severe diarrhea. Dehydra
tion results in dry mucous membranes; decreased 
sweat, saliva, and tears; muscle weakness, rigid
ity, or tremors; confusion, hallucinations, and 
delerium; abnormal respiration; coma; and even
tual death. Reduced body water also alters the 
concentration of electrolytes such as sodium and 
potassium, with severe and sometimes life-threat
ening consequences (210). 

People with a variety of conditions are at risk 
of malnutrition and dehydration. Although some 

conditions that cause malnutrition or dehydration 
occur more often in elderly people than younger 
people, none is unique to elderly people. 

People who are physically unable to swallow, 
digest. or absorb food and fluids taken by mouth 
are at obvious risk of malnutrition and dehydra
tion. This group includes: 

• people who are comatose; 
• people who are physically unable to swallow; 
• people who have an obstruction of the gas

trointestinal tract; 
• people who are unable to eat following gas

trointestinal surgery; and 
• people with acute or chronic diseases that 

cause inability to digest or absorb nutrients. 

\Vithout tube or intravenous feeding and hydra
tion, such people will become increasingly mal
nourished and dehydrated. As their immune func
tion is reduced, they may die from infections 
before death can occur from malnutrition or de
hydration. 

Critically ill patients who are physically able to 
swallow, digest, and absorb at least some food and 
fluids taken by mouth may also be at risk of mal
nutrition and dehydration. Malnutrition in some 
critically ill patients is caused by anorexia (de
creased appetite) associated with certain diseases, 
such as cancer. In addition, many acute and 
chronic diseases and treatments such as surgery 
increase the body's requirements for nutrients; 
if intake is not increased correspondingly, mal- ;--,: 
nutrition can develop rapidly (115). (J>. ~'N) 



Table 8-1.-Tube Feeding Techniques: 
Placement, Indications for Use, and Associated Risks 

Nasogastric tubes may be placed by a physician, another 
health care professional, the patient, or a trained family mem• 
ber. The position of the tube must be tested before each feed• 
ing, because the tube can be mistakenly placed in the patient'b 
lungs; if food or fluids are put in the tube while it is in the 
patient's lungs, severe respiratory distress will occur, poten· 
tially causing death. Other risks of nasogastric tube feeding 
include irritation of the nose, throat, and esophagus, and aspi· 
ration, a condition caused by regurgitation of the stomach 
contents into the lungs. 

NasoenteraJ tubes are usually placed by a physician or a spe· 
cially trained nurse and must be tested every few days by 
a trained health care professional or by X-ray. These tubes 
are recommended for short-term use in patients for whom 
regurgitation and aspiration are likely or whose stomach or 
upper intestinal functions are impaired. 

Potential problems include the difficulty of passing the tube 
through the pylorus (the small opening at the lower end of 
the stomach) and laceration of the pylorus or other parts of 
the gastrointestinal tract if the tube is removed too rapidly. 
In addition, feeding into the duodenum and jejunum tends 
to cause diarrhea. 

Pharyngostomy and esophagostomy tubes must be surgically 
placed by a physician. Esophagostomy tubes are seldom 
used now. Pharyngostomy tubes are recommended for long· 
term use because they do not irritate the nose and throat like 
nasogastric and nasoenteral tubes. Potential problems in• 
elude aspiration, scarring of the insertion site, and swallow
ing difficulty. 

Gastrostomy tubes are placed by one of two methods. Sur
gical placement, that is always by a physician, is done with 
a local, spinal, or general anesthetic. A newer method, per
cutaneous endoscopic placement, does not require surgery 
or general anesthetic. Gastrostomy tubes are recommend· 
ed for long-term use and when swallowing is impaired as a 
result of obstruction or neurological disease. 

Potential problems include aspiration, skin irritation around 
the tube site, and displacement of the tube into the abdomi
nal cavity. In addition, the small balloon that is sometimes 
used to hold the gastrostomy tube in place can obstruct the 
pylorus and intertere with gastric emptying. 

Jejunostomy lubes are surgically placed. These tubes are 
recommended for long-term use or when there is a problem 
with gastric emptying or regurgitation. Potential risks include 
skin irritation around the tube site, clogging, displacement 
of the tube, and diarrhea. 
SOURCE: Adapted from Oley Foundation, "Nutritional Support and Hydration tor 

/.,. 11,) Critically and Terminally Ill Elderly," prepared for the Office of Tech-
\Y• nology Assessment, U.S. Congress, Washington, DC, November 1985. 
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Box 6-A.-Chronlr. Obstructh1e 
Pulmonary Disease 

COPD, also known as chronic obstructive lung 
diseaM:, designates a group of diseases charac
terized by chronic airflow limitation, especially 
during expiration . Asthma, chronic bronchitis , 
and emphysema , as well as much less common 
diseases, such as bronchiectasis and cystic fibro
sis, are examples . Diseases of the airway are char
acterized by excessive mucus secretion of the 
bronchorespiratory tree and chronic inflamma
tory change~ in the small airways (in chronic 
bronchitis) or by abnormal enlargement of the 
alveoli and destructive changes in the alveolar 
walb , resulting in abnormal ga~ exchange (in em
physema l. Chronic producti\'e cough and diffi 
culty breathing are the main manifestations . 
COPD is progressive and thought to be irrevers
ible (351. If severe, hypoxemia, cor pulmonale, 
congestive heart failure , and eventual respira
tory arrest can result. 

COPD is seldom symptomatic before the age 
of 55 or 6CJ 11 l l I. An estimated 4 million Ameri
cans suffer from some form of the disease I 114). 
In 1984, COPD, bronchitis and asthma, and pneu
moni.i with pleurisy (diagnosis-related group 
IDRG I 86, 96, and 89, respectively) \-vere among 
the 10 most frequent DRGs for hospital dis
charges (14). Closely associated with cigarette 
smoking and workplace chemicals (especially coal 
mining, asbestos, steel, and flax), emphysema is 
more common among men than women (35), and 
it is the fastest growing cause of death in the 
lJnited States (30). 

Treatment of COPD is directed toward reve·rs
ing the abnormalities of the airway and their ef • 
feels . Most patients are treated effectively with 
oxygen, bronchodilators, and other drugs, with
out resort to mechanical ventilation. As the dis
ease progresses, however, severe ventilatory fail
ure becomes chronic and mechanical ventilation 
may be the only treatment option. (p. 20() 
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Box B.-Bronchopulmonary Dysplasia 

One of thr most common sequelae of neonatal intensive care, and one with particular implications 
for technology dependence, is bronchopulmonary d}•splasia (BPD). First recognized in the early 1960s (154), 
this condition sometimes occurs in infants requiring mechanical ventilation soon after birth. An infant with 
BPD is unable to be weaned from ventilation during the first month after birth due to certain changes in 
the lung that can often be detected by X-ray (71). 

Pneumonia, meconium aspiration, patent ductus arteriosus, and apnea of prematurity are among the 
many conditions that can lead to the initial need for assisted ventilation (and, thus, sometimes BPD) in 
newborns (71). The most common reason for initial ventilation, however, is respiratory distress syndrome. 
This syndrome, characterized in its initial stages by an increasing need for oxygen, is often experienced 
by very premature infants because an essential lining layer in the lung (pulmonary surfactant) has not yet 
developed (99). 

Table 10 presents estimates of the annual incidence of BPD by birthweight category. There are no 
nationally representative data on the incidence of BPD. A multi-center study of 700 to 1,500 g babies in 
1983 and 1984 found that one-third of the survivors had chronic lung disease (11). OT A used this 33 per
cent estimate for very-low-birthweight inf ants, although other researchers reported rates of BPD incidence 
among their institutional populations varying from 25 to 75 percent of respiratory distress syndrome sur
vivors under 800 g at birth, and from 13 to 62 percent of survivors weighing less than 1,000 g at birth 
(17,25,45,74,85, 138). 

Researchers have not reported in the literature on BPD incidence among the larger low-birthweight 
inf ants, but the authors of a recent review article about BPD estimated its incidence at 10 to 20 percent 
among infants with RDS who receive mechanical ventilation and survive (71). OT A adopted the low end 
of this estimate, 10 percent, in calculating the BPD incidence among babies weighing 1,501 to 2,500 g. 

Only a relatively small proportion of the babies developing BPD are obvious candidates for technology
dependent home care. In their eight-center study, Avery and colleagues found that about 4 percent of in
fants weighing less than 1,500 g at birth still needed supplemental oxygen at 3 months of age (although 
the range among institutions was considerable) (11). BPD can take mild, moderate, or severe forms, and 
infants are weaned from the ventilators and/or oxygen support after variable periods of time. 

In the future, the incidence of BPD will likely decline, although extremely low-birthweight babies sus
ceptible to BPD-including babies weighing less than 500 g at birth-are increasingly su.rvi\'.ing (162). Refine-
ments of existing techniques and newly introduced neonatal technologies might substantially reduce BPD 
in premature infants within a few years. 

Table 10.-Estlmated Incidence of Bronchopulmonary Dysplasla, 1984 

Birthweight U.S. births U.S. neonatal Neonatal Percent survivors Total Infants with 
(grams) (1984) mortality (1980) SUIVlvors with BPD BPO per year 

500·1,500g 39,045 43.1% 22,217 33% 7,332 
1,501-2,500g 202,606 2.4% 197,7-43 1%" 1,977 

Total .......... 9,309 
S<.olelberg and Bancalarl (711 eallmate that approslmatelv 101>9rcent of lntant1 with reaptralory distress aynelrome (RDS) 9el BPD. II approxlmataty 10 110rcai'lt 
of ell eurvtvlng Infants get RDS ('74), than 91>proxtmatety 1 1>&rc111n1 of ell aurvtvora get BPD. 

SOURCE: Ofllcll oi Tllchnotogy Aaaeaament, 1187. Number; ol U.S. !>ll'ih& from 1.1.S. Department of Health enel H11man S.rvlee1, Publlc Health Service, Nallonal 
Center tor H9811h Slattsllca, "Advance Report ol Flnill Not11111!y Slallaliea. 11184. Table 24," VIia/ Sta/Isl/es Rapofl 35 t◄, aupp.):Juty 18, 11186. Neonatal 
mortallty ratH from U.S. Department of H-■llh and Human S•rvlcea, Public Hea1111 Service, Centers for Dtn11se Control, "Natlonat Infant Mortality 
6urvemance CNIMS)," unpubllahed tables, May 1986. BPD Incidence rates approximated from M.E. Avery, Boaton Chllelren'• Hospital, Boston, MA, 
poraonat communication, July 23, 181!6, and rangH p,.sented In J.D. Hort>ar. ''A Mulllcenler Sul'Ytly of 28 Day Survival and Supplemental Oxygen 
Admlnlatrallon In lntanta 701·1500 Orama," paper preMnted 11 the Ro11 Laborstorlea Special Conference on Topic& on N110nat1llty, Waahlngton, 
DC, Dee. 7-11, 11186. 
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Box C.-Changing Technology in the Neonatal Intensive Care Unit 

Preventing the complications of mechanical ventilation in newborns has been a focus of research for 
some time. Changes in the way artificial ventilation i,, administered to newborns have been an important 
part of that research (71,153). However, medical practices and the use of technology still vary widely among 
perinatal centers. Avery and her colleagues surveyed eight centers in 1983 and 1984 for their experience 
with chronic lung disease in infants weighing 700 to 1,500 g. The researchers found that some institutions 
did significantly better than others, and that routine management techniques used for the very small in
fants might explain the differences (11). Refinements in existing techniques may thus hold promise for re
ducing the development of bronchopulmonary dysplasia (BPD) in ventilated infants in the future, Some 
new technologies, such as the high frequency ventilator (which delivers multiple small breaths instead of 
slower, larger ones) and extracorporeal membrane oxygenation (essentially a heart-lung machine for new
borns with severe asphyxia), may also have some effect. 

Other technologies under investigation focus on preventing respiratory distress syndrome (RDS), the 
precurser of BPD in most infants. The administration of steroids to mothers in pretenn labor in order to 
accelerate infant lung maturation has been used and studied for 16 years (9), but concerns about the long
term effects of the therapy have prevented its routine use (43). Recent large-scale studie, are somewhat 
contradictory but suggest that the technology can reduce the incidence and severity of RDS, and may im
prove survival in some very premature infants, with no evidence of negative long-tenn effects (43,174). 
Even if antenatal steroid therapy does become generally accepted as useful, however, it will have several 
limitations. It clearly does not work for all babies. And in addition, because the therapy must be initiated 
at least 24 hours before delivery in order to be effective, many women in preterm labor cannot be candi
dates for its use. 

Treating surfactant deficiency by administering artificial or natural (animal lung) swfactant to the lungs 
of very premature babies at or soon after birth has the potential to greatly reduce the incidence of severe 
RDS. The basic chemistry of lung surfactant has been known for a long time, but research is ongoing re
garding the best mixture, thC' optimum dose, and the timing and frequency of administration. At least five 
recent clinical trials testing natural surfactants document that surfactant-treated infants have less severe 
RDS (and, presumably, less likelihood of developing BPD) than control infants (66,89,100). Studies with 
artificially produced surfactant, on the other hand, have shown essentially no benefit to respiratory func
tion (76,183). 

Large-scale, multi-center trials are being undertaken in Europe, Japan, and the United States to con
tinue to test surfactant experimentally. It is possible that surfactant therapy could become generally avail-
able for preterm babies within 2 to 5 years (10,143). • 
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Figure 8-1.-Tube Feeding Routes ------,---------.... ..-----=----------

Nasogastric tubes are placed through 
the nose, down the esophagus, and 
into the stomach. 

Nasoenteral tubes are placed through 
the nose, down the esophagus, through 
the stomach, and into the duodenum 
(l1rs1 loop o! the small intes1ine) or Je· 
junum (second loop of the small In
testine). 

Pharynpostomy and esophagostomy 
lubes are placed through the neck, into 
the throat or upper esophagus, and 
into the stomach. 

Gastrostomy tubes are placed through 
the abdomen into the stomach. 

Je1unostomy tubes are placed through 
the abdomen into the small Intestine. 

SOURCE· Allao1ed from Floaa Laboratories, Tube FHdtni, Ct,nlcat Appt1cat1on (Columbus. Ohio, t1NI01 reprinted wllh permlaalon 



D. HOttE CARE FOR TIE TECHNOLOGY DEPENDENT: NURSING SKILLS. 
EQUIPNENT. AND SUPPLIES 

0 "Checklist Of Respiratory And Infusion Skills For Home 
Care Patients And Families" and "List Of Supplies For Home 
Infusion Therapies" 



Table 11.-Checklist of Respiratory and Infusion Skills tor Home Care Patients and Families 

Respiratory ski/ls: 
1. The disease process: 

• lung disease and its treatment 
• short- and long-term prognosis and goals 

2. Pulmonary hygiene measures: 
• avoidance of infection (hand-washing and sterile 

technique) 
• adequate systemic hydration 
• chest physiotherapy procedure 
• sterile suctioning procedures 
• tracheostomy care procedure 
• tracheostomy tube cuff care procedure 
• signs of airway infection and cor pulmonae that 

should be reported to the doctor 
3. Use and maintenance of the equipment: 

• daily maintenance of the ventilator 
• oxygen use, abuse, and hazards 
• cleaning and changing of ventilator circuits 
• resuscitation bag use and cleaning 
• suction machine use and cleaning 

4. Nutrition counseling:• 
• maintenance of ideal body weight 
• special dietary restrictions as needed 

5. Physical therapy: 
• ambulation, where·possible 
• general strengthening exercises 
• relaxation exercises 

6. Educational and diversional activities: 
• encouraging child self-care 
• sedentary activities 

7. Access to services: 
• nurses 
• physicians 
• respiratory equipment suppliers 
• therapists 
• emergency power 
• other services 

Infusion ski/1s:b 
1. Understanding of components of home infusion 

therapy: 
2. Sterile procedures: 

• caring for medications and solutions 
• preparing medications and solutions for infusion 

3. Infusion techniques: 
• measuring components, using syringes, bottles, 

and bags 
• setting up the infusion 
• starting the infusion 
• discontinuing the infusion 
• operating the infusion pump 

4. Recognizing complications: 
• of the catheter 
• of the infusion 
• of the medications 

39 

8Th1s lable 1s based on one tor adults Mos1 infants on ventilators reQuire enteral tube feeding for at lea~t lhe beginning weeks or months Thus, the fam1hes o' these 
children mus1 al~o be trained in infusion skills relating to tube teed1ng and care 

bN01 al! skills are applicable to all kinds of infusion therapy 

SOURCES List of respiratory skills adapted from J Feldman and P.G Tuteur, "'Mechanical Venhlallor,: From Hospital Intensive Care to Home," Hea.--1 & Lung 11(21162-165. 
Ma•ch-Apr,1198:1 Infusion skills adapted trom Blue Cross and Blue Shield Association, Infusion Theraprcs rn Home Heallh Care (Chicago. IL: BC/BSA. Jaou 
ary 19&,1 ' 

Table 12.-Supplies Needed for Four Home Infusion Therapies 

Therapies for which supplies are needed 

Supplies 
Parenteral 
nutrition 

Enteral 
nutrition 

Intravenous 
antibiotics 

Intravenous catheter .... , ............... , . . . . . . . . . . . . . . X X 
Intravenous -tubing . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . X X 
Medications ....... , .............. , ................. , . . X X 
Nutrient solutions (e.g., lipids) ..... , ............ ,........ X 
Intravenous solutions (dextrose or saline) . . . . . . . . . . . . . . . . . X X 
Infusion pumps ..... , .. , . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . X X X 
Heparin lock and dilute solution . . . . . . . . . . . . . . . . . . . . . . . . . X X 
Needles and syringes . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . , X X 
Dressings (gauze and tape or transparent .. , . . . . . . . . . . . . . . X X X 
Nasogastric, gastrostomy, jejunostomy tubes . . . . . . . . . . . . . X 
Enteral bag and tubing . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . X 
Enteral feeding preparations . . . . . . . . . . . . . . . . . . . . . . . . . . . . X 
SOURCE: Blue Cross and Blue Shield Asaoclehon. Infusion Therapies In Home Health Care !Chicago, IL: BC/BSA, January 1986} 

Chemotherapy 

X 
X 
X 

X 
X 
X 
X 
X 



E. PEDIATRIC tl>ttE CARE: RESULTS Of A NATIONAL EVALUATION Of 
PROGRANS FOR VENTILATOR-ASSISTED CHILDREN 

0 Background On Program Goals, Target Population, And 
Program Organization 

0 Measurement of Hospital And Home Care Charges And Costs 

0 Tables Showing Hospital And Home Care Costs 

0 Profile Of 141 Ventilator-Assisted Children In Three 
Demonstration Projects 

0 Tables That Describe Hospitalizations, The Discharge 
Process, and Home Care 



Program Overview and Selected Data on utilization and Costs 

PEDIATRIC HONE CARE: 
Results of a National Evaluation of Programs 

For Ventilator-Assisted Children 

This evaluation of 3 demonstration programs was conducted by the Center for 
Health Administration Studies of the University of Chicago. Findings shown 
here are excerpts f.r..Qm a pre-publication book-length~ prepared in July 
1987 by Lu Ann Aday, Ph.D., Harlene J. Aitken and Donna Hope Wegener (used with 
authors' permission). The manuscript will be published as a book by Pluribus 
Press in 1988. 
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Background and Program Goals 

Following the 1982 Surgeon General's Workshop on Children With Handicaps and, 
Their Families, the Division of Maternal and Child Health issued a request for 
proposals for demonstration projects to develop regionalized, comprehensive, 
coordinated systems of care for ventilator-dependent children and their 
families. Three SPRANS (Special Projects of Regional and National 
Significance) programs in three different states were funded; Pediatric Home 
Care provides a formal assessment of the success of these programs in meeting 
their three basic goals: 

0 To develop and implement a regionalized system of care for 
ventilator-assisted children; 

0 To develop and implement a comprehensive, coordinated model of home 
care for ventilator-assisted children; 

0 To improve the well-being of patients and caregivers and reduce costs. 

Notes On Data Included In This Appendix 

The three demonstration programs differ in many ways, and collectively, they 
represent a valuable resource for program planning and development. This 
Appendix presents discussion and summary tables on patient characteristics, 
hospitalizations and rehospitalizations, the discharge process, and home care. 

Except for cost·data, all information is based on the total combined sample of 
about 141 children and their families served by all three programs. Cost data 
are based on a subset of 36 children and their families for whom complete data 
were available. Data are broken out by program(= by state, since the three 
programs are in different states) in addition to combined totals. 

Target Population 

The three state programs differ in their eligibility criteria, which results in 
differing case-mix of the target population. In Sites A and B, children must 
require mechanical ventilation for a set number of hours each day over a 
prolonged period of time; in Site C, services are available to all children in 
the state with respiratory disabilities (see below for more on target 
population}. 

Program Descriptions 

Since the number of technology-dependent is small, and the services they need 
are beyond the scope of any single organization, the demonstration projects are 
designed as regional approaches which aim to develop and coordinate the 
resources of a large network of organizations and agencies. Given the 
complexities of financing the very high cost care for thfs population, the 
projects encourage participation of both private and public funding sources and 
the development of resources to meet the special needs of this group of 
children. Education and training of service providers and families Is another 
major function; this includes developing educational placement options. 

- 2 -



All three programs stress the importance of a comprehensive, coordinated model 
of home care, but they differ in design and focus. 

0 Site A (Midwestern state) began by developing a Pediatric Discharge Model 
for use in consulting with and training discharging institutions and 
providers. Next, it worked on assessing the status of children and their 
families in the home environment and the development and validation of 
home health care models. Key participants: a major tertiary care 
hospital, a small hospital for chronically ill children, and the state's 
Title V Crippled Children's Services organization. • 

- Originally designed to serve persons between 6 months and 21 years who 
were on prolonged ventilation, the program expanded its eligibility 
criteria to include: those children requiring medical technology to 
support life or serious injury; those who required two or more highly 
specialized multiple care services, those who required services to 
prevent imminent rehospitalization, and those who had chronic health 
problems who did not meet the criteria of the other categories but 
needed assistance for social and environmental reasons. 

0 Site B (Southern state) used a core interdisciplinary team from the main 
sponsoring hospital to provide consultative and technical assistance to 
VAC families and health professionals. It used an external advisory 
council for the development and networking of community and statewide 
resources for VACs. Key participants: state's crippled children's 
services agency, children's hospital that served as the base of the 
program, university's pulmonary center and intensive care unit, and {to a 
lesser degree) the public hospital's intensive care unit. 

- Target population defined as any ventilator-dependent children and 
their families in the state. 

0 Site C (Eastern state) was a community-based consortium which provided 
consulting, coordination, and patient advocacy with the consortium 
hospitals and other agencies on VAC post-discharge services. 
Organizations represented in the consortium: state Crippled Childrens 
Services agency, county health department, county board of education, two 
parents' support organizations, a hearing and speech agency, five area 
hospitals. 

-Target population defined as state residents under the age of 18 who were 
ventilator-dependent of respiratory-impaired. Other requirements: must 
meet SSI criteria for chronic disability; must have been hospitalized for 
thirty or more days or meet the level of care for acute, chronic, or 
specialty care, and have the potential for long-term hospitalization; must 
require specialized support to prevent prolonged hospitalization for 
respiratory ailments; must be medically stable and able to be maintained 
at home. 

(See draft for an assessment of the effectiveness of each site in meeting its 
goals, including detailed accounts of structure, evolution of the programs, and 
organizational dynamics.) 

- 3 -



Excerpts from Chapter 9, "What Impact Did The Programs Have On The 
Costs Of Care For Ventilator-Assisted Children?" 

BACKGROUND ON HOSPITAL v. HONE CARE COSTS 

0 The data that follow are based on 36 children for whom adequate hospital 
billing information were available. 

0 Data include both direct and indirect costs of illness, institutional and 
non-institutional costs, the distribution of costs by type of service, 
relative costs in the three different states, and amounts charged by 
providers of services. 

0 Comparisons are made for estimates of costs and estimates of charges; 
ideally, policy decisions should be based on costs, which more accurately 
reflect the societal resources necessary to provide care. 

Cost estimates are based on hospital reports of cost-to-charge ratios. 

0 The major comparison is between the average daily charges/costs during the 
period prior to discharge and the average daily charges/costs of all care 
(including rehosoitalizations) provided post-discharge. 

- The day of interest for the cost comparison is a carefully defined 
"standardized day." 

o A "standardized day" in the hospital represents a day in which the 
child is stable enough to go home; this is operationalized as an 
average day during the two months prior to discharge. 

o The "standardized day" for home care encompasses all days subsequent 
to the first time the child was discharged from the hosptial 
requiring the assistance of a ventilator. This includes al 1 
rehospitalizations. 

Data from medical experts are used to adjust for "maturation bias" (the 
posslbil ity that the health status and resources necessary to care for the 
child changed after discharge due to the natural course of the child's 
illness- which makes the hospital and home care charges not comparable 
because the child's condition differs in the two settings). 
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SUKKARY OF FINDINGS ON HOSPITAL v. HOKE CARE COSTS 

Conclusion! 

Home care programs reduced the charges and costs of care for 
ventilator-dependent children. The bulk of this savings can be attributed to 
the substitution of parental for professional nursing services in the home. 
Additional savings are apparently realized through the elimination of 
laboratory tests and procedures. 

o Costs of Home Care: 

- Per diem home care costs average $490 across all 36 cases, and range 
from $121 to $923. 

- Nursing and therapy costs are by far the largest component; together 
they account for about 2/3 of all costs. Equipment rentals, and 
materials and drugs, account equally for most of the rest of the costs. 

- State B has the lowest average daily cost ($329); more than $200 lower 
than the averages in States A ($591) and C ($611). This can be 
attributed to the substitution of parental for professional nursing 
services for most of the children receiving home care in State B. 

0 • Home v. Hosp ita 1 Costs: 

- Home care is l~ss expensive than hospital care. 

o Hospital charges exceed home care costs by $795 per day on average. 

o Hospital costs, which more accuratelt reflect resource use than do 
charges, exceed home care costs by $418 per day on average. 

o Home care costs were lower for 30 of the 36 children. 

o Even when hospital costs are adjusted to control for averaging bias 
and maturation (that is, for the lower-than-average resource 
utilization in ICUs by ventilator-dependent children, and for 
changes in the child's condition that affect resources needed), home 
costs are lower by $294 on average. 

Cost savings vary by state and by the particular comparisons being 
made. 

o For example, savings using unadjusted hospital costs are highest in 
State A; savings u~ing adjusted hospital costs are highest in State 
B. In State C, adjusted hospital costs are actually less than home 
costs (by a statistically neglfgble amount). The reasons for 
apparent lack of savings in State C, relative to States A and B, are 
that a) hospitals In State Care much less costly than in State A, 
and b) children in State C receive much more professional nursing at 
home than children in State B. However, there ls no evidence that 
home care is less efficiently provided In State C. 
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- Based on multivariate analysis of the home care and hospital costs, the 
evaluation researchers draw the following conclusions: 

o Cost savings vary by diagnosis. The most substantial cost savings 
appear to come from children with BPO. Home care for children with 
CA or DNS appears to be less cost effective than home care for 
children with "other" diagnoses. 

o As families gain experience with caring for their children at home, 
home care costs fall (by approximately $20 to $25 per day for each 
year the child is home}. 

o The demand for home nursing care is sensitive to out-of-pocket 
expenses; the cost-effectiveness of home care is affected in 
particular by the nature of insurance (limits on coverage, caps on 
expenditures, etc.). 

0 Sources of Cost Savings in Home Care 

The substitution of parental nursing for professional nursing is the 
key source of savings. 

o For non-BPD cases, this substitution appears to be the only source 
of savings. 

o When 24 hour nursing services are provided, home care costs are 
roughly equivalent to Mospital costs. The average cost of 24 hour 
home nursing for a.child in the sample was $490. 

- There may be additional savings in home care from the less intensive 
ordering of tests, procedures, and supplies. 

o This type of savings is particularly likely in cases where hospital 
services are very intensive (which makes the contrast greater 
between hospital costs and home care costs). 

0 Impact Of Home Care On The Families 

When families are able to obtain 24 hour home nursing services, home 
and hospital charges will be roughly equivalent. This raises an 
important issue: what are the non-pecuniary costs of substituting 
parental for professional nursing care, and do they justify the cost 
savings? 

o Evidence from this evaluation.suggests that the substitution of 
parental for professional nursing in the home leads to greater 
stress in the home. On the other hand, families that have full to 
nearly full-time professional nursing have stress that stems from 
lack of privacy. 

o Many other non-pecuniary costs to the family are not systematically 
measured in this evaluation study, but the researchers urge that 
they be carefully considered. These include the impact on careers 
of the parents and academic performance of stblfngs, reductions in 
the number and length of vacations, limits on family mobility, and 
lfmfts on the desfrab111ty of having addftfonal children. 
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HEASUREHENT OF HOSPITAL AND HONE CARE 
CHARGES AND COSTS 

Calculation of Hospital Costs 

Total costs of care in the hospital include: 

o Costs incurred by the hospital; 

To convert charges to costs by using cost-to-charge ratios, charges 
from patient bills were first aggregated into four cost centers (room 
charge, such as intensive care; respiratory therapy; supplies; other), 
then a cost-to-charge ratio was applied for each cost center. 

- To minimize the effects of fluctuations of charges and costs, the 
highest and lowest weeks of the eight week period were eliminated, and 
the average of the remaining six weeks was calculated. 

- According to physicians who treat ventilator-assisted children, these 
children consume fewer resources than the average intensive care 
patient. Therefore, using average ICU costs inflates the actual costs 
of care for these children. The data given below include an adjustment 
for this which is based on the fact that step-down units that house 
predominantly ventilator-assisted children cost approximately 75i of 
ICU care. 

- Adjustment for any changes in the child's condition which alter the 
need for resources and thereby bias the comparison of costs in the two 
settings (see "maturation bias" above) was made by using judgments from 
physicians. Based on clinical information, a panel of physicians was 
asked whether the child's resource needs at the time of the family 
interview would best be approximated by the resources in an ICU, a 
step-down unit, or a regular care ward. 

o Table 3 gives room costs before and after adjustment. If a child 
had been in an ICU but the experts felt that his/her resource needs 
could be met in a step-down unit, then 75t of the ICU cost is 
reported as the "adjusted room cost." If the experts felt that the 
child's condition would improve so that he/she could be placed in a 
regular care ward, then the hospital's regular care ward per diem 
cost is given as the "adjusted room cost." 

0 Costs of physician services; 

- Since reliable information on actual physician payments could not be 
obtained, physician payments were estimated by assuming that each child 
was visited by a pediatrician five times a week for an average of 30 
minutes each visit. Average fees by region (American Medical 
Association data) were used in the estimate. 

0 Indirect costs borne by the family. 

- Families' reports of such expenses as transportation, lodging, 
telephone, lost time from work. 
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Calculation of Home Care Costs 

Home care costs include: 

0 Nursing and therapy services and physician fees; 

Wherever possible, vendors were identified and contacted to obtain 
information on their charges. When vendors could not be contacted, the 
average charge for all vendors in that state who provided services to 
children in the sample was used as an estimate. Families were asked 
about the frequency of visits to physicians' offices; physicians' fees 
were estimated in the same way as for hospital costs, using AMA data on 
average fees. 

0 Equipment rentals; 

- Rental fees are used to calculate equipment costs. Actual rental fees 
are used whenever possible; average rental fees are used for the 
estimate when actual fees are not available. Rental fees are used even 
in the several cases where families purchased the equipment because 
rental fees include depreciation, cleaning, and maintenance, and thus 
more fully represent the actual cost. 

0 Disposable materials and prescription drugs; 

Basic costs of materials costs are estimated by using Program C 
estimates of the costs of materials commonly used by~ children. 
Extra costs are added for those children who used oxygen and/or 
feeding tubes, since these· are the two biggest predictors of materials 
costs. 

Drug use at home is assumed to be comparable to drug use in the 
hospital during the last two months of hospitalization; per diem 
pharmacy costs for the last two months of hospitalization are used as 
the estimate of home prescription drug costs. 

0 The costs of administering the Ventilator-Assisted Children (VAC) Program; 

- VAC Program activities that include coordination and consultation on 
the delivery of home services are assumed to be approximately equal to 
non~administrative costs of the programs. These non-administrative 
costs are al located equally to each chi id for whom program involvement 
was active. Children for whom program activity was minimal received 
half allocations. [This method excludes administrative costs of 
research, fund raising and long-range planning done by the VAC 
programs]. 

0 Indirect costs to the famf ly (including lost time from work}; 

- Parents were specifically questioned about such costs as home 
remodeling, increased utility charges, lost income from work, 
babysitting, and transportation. Unless indirect costs included home 
remodeling or lost income, these costs were minor (relatively 
speaking). One time costs such as remodeling and car purchase are 
amortized using straight line depreciation over a five year period. 
Lost leisure time is not included here; it proved Impossible to get 
reliable estimates (many parents say they spend all of their waking 
hours caring for their child In "some" way). 

- 8 -
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0 Hospital readmissions. 

- Readmissions were typically for tune-ups or fare-ups; data on 
readmissions were obtained from the families and the hospitals. Costs 
for readmissions are calculated in the same way as hospital costs 
(described above). 

o ln most cases, the per diem cost of a readmission was within 1oi of 
the per diem cost of the initial hospital stay. 

0 Calculation Of Average Per Diem Cost Of Home Care 

- There are two components: per diem variable costs of care and per diem 
fixed costs of care. 

o Per·· di em fixed costs of care are the home care costs that must be 
borne whether the child is at home or not (that is, these costs 
continue during any rehospitalizations). These include rental cost 
of equipment, administrative costs, amortized fixed home costs. 

o Since costs of rehospitalization are treated as part of the costs of 
home care, adjustments must be made for the period of time a child 
spends in each setting. Variable home care costs are calculated by 
using a weighted average that adjusts for periods of 
rehospitalization; these costs include nursing, therapy, disposable 
materials, prescription drugs, and variable indirect home costs. To 
these are added the costs of rehospitalization which are similarly 
adjusted by using a weighted average. 

- 9 -



BY PROJECT: 

State A 
(n=l4) 

State B 
(n=l2) 

State C 
(n=l0) 

TABLE I 

St.mT1ary Of Per Diem Hospfta1 CHARGES for 36 Children 
In Three Demonstration Projects 

Room Physician Anc i 11 ary Indirect 
CHARGE CHARGE CHARGE Expenses 

$ 778 $ 21 $ 623 $ 37 

360 21 858 40 

615 25 384 23 

Total 
CHARGES 

$ I , 461 

1,280 

l, 048 

-------------------------------~------------~~-----------------~~~-------~---~ 

BY 

TOTAL 
(n=36) 

PROJECT: 

State A 
(n=14) 

State B 
(n=12) 

State.C 
(n=l0) 

$ 593 $ 22 $ 635 $ 34 

TABLE 2 

Stmnary Of Per Diem Hospital COSTS For 36 Children 
In Three Demonstration Projects 

Room Physician Ancillary Indirect 
COST COST COST Expenses 

$ 667 $ 21 $ 366 $ 37 

370 21 387 40 

469 25 243 23 

$ l, 285 

Total 
COSTS 

$ I, 089 

817 

761 

------------------------------------------------------------------------------
TOTAL 
(n=36) 

$ 513 $ 22 $ 339 $ 34 $ 907 
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TABLE 3 

Sunrnary of Adjusted Per Diem COSTS Of Hospital Care for 36 Children 
In Three Demonstration Projects 

Room ADJUSTED 
COST Room Cost 

Total 
COST 

ADJUSTED 
Total Cost 

BY PROJECT: 

State A 
(n=l4) 

State B 
(n=l2) 

State C 
(n=IO) 

TOTAL 
(n=36) 

$ 667 $ 461 $ 1 , 089 

370 334 817 

469 307 761 

$ 513 $ 376 $ 907 

TABLE 4 

Sumary of Per Diem Home Care Costs for 36 Children 
In Three Demonstration Projects 

Nursing Equip- Materials VAC Indirect 
& MD fees ment & Drugs Program Costs 

$ 919 

781 

599 

$ 784 

* Total r 

BY PROJECT: 

• 

State A 
(n=l4) 

State B 
(n=l2) 

State C 
(n=lO) 

TOTAL 
(n=36} 

$ 355 

141 

469 

$ 315 

$ 81 $ 70 

61 68 

32 108 

$ 62 $ 78 

$ 0 $ 25 . 98 $ 541 

8 18 . 96 329 

6 l 1 .94 611 

$ 5 $ 19 .96 $ 490 

"r" = the proP9rtfon of post-tnftfal-discharge days spent in the home (as 
opposed to in the hospital due to rehospftal1zatton} 
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TABLE 5 

Sutmary of Hospital-Home Care Per Diem Cost Differences For 
36 Children In Three Demonstration Projects 

BY PROJECT: 

State A 
(n=l4) 

State B 
(n=l2) 

State C 
(n=IO} 

TOTAL 
(n:36) 

Hospital CHARGES 
Less Home Care 

$ 923 II 

951 
II 

438,. 

$ 795 * 

Unadjusted 
Hospital COSTS 
Less Home Care 

$ 548 II 

488 11 

150 

418 * 

Significantly different than zero at p < .01. 
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Adjusted 
Hospital COSTS 
Less Home Care 

$ 378 
II 

450 II 

-12 

294 * 



AGE 

SEX 

RACE 

AGE AT 
PRIMARY 
DIAGNOSIS 

PREMATURE 
BIRTH 

VENTILATOR 
STATUS 

ili 

~ 

TABLE 6 

Profile of 141 Venttlator-Dependent 
Children in Three Demonstration Projects 

TOTAL BY PROGRAM SITE 
------------------------------ ----------------------

(3 sites combined) A B C 

n=l41 n=44 n=24 n:::73 

61. < I year 2 4 8 
35 1-2 18 17 48 
28 3-5 32 25 26 
l I 6-10 16 17 7 
1 I 11-20 23 21 2 

l 21+ 2 
9 Deceased 7 17 9 

4.5 Mean age in years 7. l 6.8 2.7 

641. Male 66 50 67 
36 Female 34 50 33 

701, White 89 71 60 
24 Black 7 25 32 

7 Other 4 5 

51 '7. At birth 42 33 60 
28 Less than year 28 38 26 
20 1-20 years 

1.5 Mean age at primary diagnosis 2.4 3.0 I . 7 

581. (1. yes) 30 38 77 

30 mean gestational age in weeks 33 33 29 

55 mean birthweight in ounces 80 72 48 

95"k \ ever on a ventilator 100 100 91 
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TOTAL BY PROGRAM SITE 
------------------------------ ----------------------

(3 sites combined) A B C 

n=141 n=44 n=24 n=73 

HOURS PER DAY 5'/. Never vented 9 
CURRENTLY ON 45 Technology discontinued 9 25 67 
A VENTILATOR 1 Less than 8 hrs/day 2 I 

14 8-12 21 21 9 
12 13-23 23 17 5 
23 24 ful 1-t ime 44 38 9 

PROGNOSIS 71, Get worse 10 11 5 
16 Stay about the same 127 21 10 
44 Get better 27 16 59 
33 Not sure 37 53 27 

PUBLIC-PRIVATE 401. Public only 48 38 37 
FINANCING 41 Private only 33 25 49 

19 Public and private 19 38 13 

TYPE OF 52 Medicaid 64 58 44 
INSURANCE 54 Private- through work 49 58 55 
('7. yes) 2 Private- through other group 2 2 

7 Private- individual purchase 5 10 
29 Title V 54 46 13 

5 Prepaid group or HMO 4 8 
3 CHAMPUS 4 5 
3 Reduced price clinic 4 3 
3 Other 2 8 2 

TYPE OF Hospital: 
COVERAGE 74'/. a 11 79 74 12 

26 part 21 26 28 

Doctors' expenses in hospital: 
74'/. a 11 74 77 73 
26 part 26 23 27 

Doctors' expenses outside hospital: 
59'/. all 58 74 56 
34 part 33 22 38 

Nurses' services at home: 
69'/. al 1 79 52 69 
23 part 16 29 25 

Other ancillary services at home: 
64,. al 1 67 56 64 
27 part 27 17 30 
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TOTAL 

(3 sites combined) 

n=l41 

A 

BY PROGRAM SITE 

B C 

TYPE OF 
COVERAGE, cont. 

Supplies at home: 
501. al 1 
46 part 

Equipment at home: 
731. all 
26 part 

Prescriptions at home: 
541. a 11 
35 part 

n=44 

59 
38 

58 
33 

54 
41 

MAXIMUM DOLLAR 581. 
LI MIT ON 

(7, yes) 54 

31 
69 

INSURANCE 351, 

FAMILY TYPE 

FAMILY INCOME 

EDUCATIONAL 
STATUS OF 
FAMILY 

EMPLOYMENT 
STATUS OF 
FAMILY 

65 

387, 

127, 
67 
21 

I 51, 
20 
27 
18 
20 

201. 
30 
41 

9 

841, 

5 

1 1 

Limit less than $1,000,000 
Limit from 1-2,000,000 

Certain services are limited 
(1, yes of those with total 
dollar cap) 

Single parent 
Two parent 
Extended family 

Less than $11,000 
11,000-19,999 
20,000-29,999 
30,000-40,000 
Hore than 40,000 

53 

14 
75 
11 

12 
23 
28 
26 
12 

Less than high school graduate 18 
High school graduate 36 
Some college 41 
College graduate 5 

One or more family members 
works ful 1-t ime 

One or more family members 
works part-time 

No family members working 

- 15 -

80 

12 

7 

n=24 

41 
55 

74 
22 

43 
52 

68 

25 
75 

36 

71 
29 

12 
29 
21 
21 
1 7 

24 
24 
43 
10 

86 

14 

n=73 

48 
48 

56 
38 

56 
29 

58 

41 
59 

33 

14 
63 
23 

16 
16 
28 
13 
25 

20 
30 
41 
10 

86 

2 

12 



PRINCIPAL 95"/. 
CAREGIVER IS 
MOTHER 

EMPLOYMENT 23'7. 
STATUS OF 15 
PRINCIPAL 61 
CAREGIVER 

PRINCIPAL 861, 
CAREGIVER QUIT 
WORKING DUE TO 
CHILD'S ILLNESS 

MORE THAN ONE 73"/. 
CAREGIVER IN 
HOUSEHOLD 

FATHER IS THE 69t 
OTHER CAREGIVER 

THERE ARE 3lt 
OJHER CARE-
GIVERS OUTSIDE 
THE HOUSEHOLD 

RELATIONSHIP 84'L 
OF OUTSIDE 15 
CARETAKER 
TO CHILD 

PLACEMENT 80"/. 
3 
I 

2 
1 
4 
9 

TOTAL BY PROGRAM SITE 

(3 s1tes combined) 

n=l41 

'7. yes 

Works full-time 
Works part-time 
Not currently working 

t yes (of principal 
caregivers who previously 
worked outside the home) 

('7. yes) 

("/. yes) 

(1, yes) 

A relative 
Neighbor or unrelated person 

A 

n=44 

95 

15 
28 
57 

87 

70 

83 

24 

88 
12 

Home 75 
Hospital; previously discharged 5 
Nursing home 
Group home 
Foster home 2 
Other place 
Hospital; never discharged 11 
Deceased 7 
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B 

n=24 

96 

30 

69 · 

94 

83 

67 

46 

53 
47 

79 

4 

17 

C 

n=73 

95 

26 
14 
60 

83 

71 

64 

30 

92 
8 

82 
3 

2 
1 
2 
9 



SERVICES 6 
PROVIDED BY 23 
SPRANS 39 
PROGRAM 

16 
36 

FAMILY'S 48 
SATISFACTION 40 
WITH SPRANS 12 
INVOLVEMENT 

TOTAL 

(3 sites combined) 

n=141 

Patient advocacy 
Financial assistance 
Discharge planning/training 

of caregivers 
Emotional/general support 
Case management 

Positive or very positive 
Neutral or mixed 
Negative or very negative 

- 17 -

A 

BY PROGRAM SITE 

B C 

n=44 n=24 n=73 

9 6 
13 14 28 
67 36 35 

13 23 14 
23 47 

33 45 53 
67 41 33 

14 15 



TABLE 7 

Characteristics Of Hospitalizations 

TOTAL BY PROGRAM SITE 
------------------------------ ----------------------

(3 sites combined) A B C 

n=l41 n=44 n=24 n=73 

PRE-DISCHARGE 6'1, Up to 30 days 3 15 6 
HOSPITALIZATION 11 31-60 days 5 17 
LENGTH OF STAY 14 61-90 days 6 30 12 

5 91-120 days 3 7 
15 121-180 days 6 15 19 
27 Hore than 6 months but less 42 20 22 

than 1 year 
12 1-2 years 23 5 10 

298 Mean length of stay in days 459 243 244 

NUMBER OF 271. None 27 10 32 
RE-HOSPITAL- 26 1-2 21 10 32 
IZATIONS 27 3-5 15 60 23 

16 6-10 30 15 9 
5 11-20 6 5 4 

4.4 Mean number of rehospital- 5.3 4.5 3.8 
izations for those who have 
had any re-hospitalizations 

REHOSPITAL- 58'1, Up to 7 days 62 62 53 
ZATION LENGTH 32 8-30 days 30 29 35 
OF STAY 6 31-60 days 5 2 8 

2 61-90 days 1 2 2 
l 91-120 days l 1 

121-180 days l 
2 Hore than 6 months but less 4 2 

than 1 xear 
Hore than I year 

18 Mean length of stay In days 20 20 16 

LENGTH OF 131. Less than 6 months 6 10 18 
TIME SINCE 21 6-11 months 19 5 27 
DISCHARGE 33 12-24 months 22 50 32 

28 25-60 months 44 25 22 
5 61 or more months 9 10 1 
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TYPE OF UNIT 787, 
PRE-DISCHARGE I 1 
HOSPITALIZATION 15 

2 

TYPE OF UNIT 557, 
RE-HOSPITAL- 12 
IZATION 35 

REASONS FOR 201. 
RE-HOSPITAL- 12 

18 
69 

53 

TYPES OF 43 
PAYORS FOR 64 
PRE-DISCHARGE 3 
HOSPITALIZATION 7 

39 

TYPES OF 47 
PAYORS FOR 57 
RE-HOSPITAL- 7 
IZATION 6 

15 

TOTAL 

(3 sites combined) 

n=l41 

Intensive Care Unit 
Stepdown/Transitional 
Regular ward 
Other 

Intensive Care Unit 
Stepdown/Transitional 
Regular ward 

Surgery 
Tuneup/evaluation/testing 
Pneumonia/respiratory distress 
No weight gain/infections/ 

dehydration/trach removal 
Other 

Medicaid 
Private Jnsurance 
State Title V Agency 
Other 
Family 

Medicaid 
Private Insurance 
State Title V Agency 
Other 
Fami 1 y 
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BY PROGRAM S !TE 

A 

n=44 

78 

22 

75 
6 

19 

12 
21 
26 
8 

47 

45 
81 
I 0 

42 

69 
44 
7 
2 

15 

B 

n=24 

74 

26 
5 

63 
3 

38 

4 
8 

20 
15 

70 

39 
78 
6 

17 
28 

55 
55 
26 
15 
10 

C 

n=73 

80 
19 
9 
l 

38 
19 
45 

29 
9 

15 
21 

50 

43 
53 

7 
40 

32 
66 

4 
16 



ELEMENTS OF 911, 
DISCHARGE PLAN 
(1, yes) 921, 

CASE 
MANAGEMENT 

FINANCING 
PLAN 

971, 

841. 

60"/. 

66"/. 

66'7, 

191, 

371. 
52 

421, 
54% 
12% 

TABLE 8 

Characteristics Of The Discharge Process 

TOTAL 

A 

BY PROGRAM SITE 

B C (3 sites combined) 

n=l41 n=44 n=24 n=73 

Doctor had certain conditions 

Plans were developed for 
emergencies 

Trained while child sti 11 in 
hospital 

At least 2 family members 
trained 

Family home was checked 
for safety 

Local physician was contacted 
for care 

88 

97 

97 

94 

70 

73 

Plan was developed for edu- 45 
cational services for child 

Contract with vendors for 82 
maintenance, service 

Arrangements for family 27 
social-psychological support 

Family case manager 
Health professional case mgr. 

Private funding 
Public funding 
Other sources 
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38 
62 

52 
68 
13 

95 

90 

90 

89 

63 

68 

37 

63 

5 

32 
21 

47 
53 
26 

92 

91 

99 

79 

55 

63 

50 

61 

19 

38 
56 

36 
48 
8 



TABLE 9 

Characteristics of Home Care 

TOTAL BY PROGRAM SITE 
------------------------------ ----------------------

(3 sites combined) A B C 

n=l41 n=44 n=24 n=73 

CASE MANAGER I 97, Physicians I 7 7 23 
33 Nurse 41 13 33 

4 Other I 0 7 I 
44 None 31 73 43 

SPECIALTY OF 18'1, Neonatologist 26 6 18 
PRINCIPAL 56 Pediatrician 48 22 66 
PHYSICIAN 18 Pulrnonologist 10 50 14 
FOR CHILD 8 Other 16 22 1 

NURSES 861. '1, yes 94 67 87 
PROVIDE 
HOME CARE 391. 1-8 hours/day 14 91 41 

29 9-16 hours/day 28 9 33 
5 17-21 hours/day 1 0 3 

28 22-24 hours/day 48 23 

I 3 Mean number of hours/day 18 3 12 

OTHER 341. Respiratory therapists 68 17 24 
PROFESSIONALS 377. Occupational therapists 29 1 I 46 
PROVIDING 41 '1, Physical therapists 23 39 49 
SERVICES 41. Recreational therapists 3 6 4 
IN THE HOME I 6'7. Speech therapists 10 I I 20 

2"k Child counselors 3 6 
14'1, Social workers 19 I l 12 
381. Teachers 35 39 39 

3'!. Dieticians 6 I I 
201. Other professionals 13 17 23 

3. 1 Hean number of professionals 3.2 2.8 3.2 
seen for those with l+ 
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EDUCATIONAL 681, 
PLACEMENT 

5'1, 
9 

18 
8 

37 

12 
I l 

PAY OR NOT I 0'7, 

(If no program) 
REASONS FOR 587, 
HAVING NO 
EDUCATIONAL 2 
PROGRAM JO 

30 

TOTAL 

(3 sites combined) 

n=l41 

(1, yes) 

Regular preschool 
Special education 
Regular classroom 

preschool 

Special education classroom 
Infant stimulation 

program at home 
Tutor at home 
Other 

Yes (had to pay) 

Too young or state had 
no 0-3 mandate 

MD advice 
Parental preference 
Other 

- 22 -

A 

78 

7 
4 

26 
15 
15 

19 
I 5 

I l 

63 

38 

BY PROGRAM SITE 

B C 

n=24 n=73 

60 65 

6 
17 9 
42 9 

6 
25 51 

17 8 
I 1 

8 9 

29 64 

4 
14 12 
57 20 



f. EVALUATION Of "ICHIGAN'S RESPONAUT HOttE CARE DE~STRATION 
PROJECT 

0 Executive Sunwnary of Findings and Reconmendations 

O Special i zed Home Care Continuum:. Phases and Outcome 
Objectives (Describes Stages in The Transfer Of Home Care 
Respons i bi 1 i ty to Fami 1 .i es) 

0 Sunmary of Guidelines For Various Aspects of Case 
Management/Home Care, With Assessment of Extent To Which 
The Guidelines Have Been Met and Convnents On Issues and 
Problems Encountered 
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SPECIALIZED HOME CARE DEMONSTRATION PROJECT 
Michigan Department of Public Health 

Division of Services to Crippled Children 

RESPONAUT HOME TRANSFERS: 
FINDINGS AND RECOMMENDATIONS 

EXECUTIVE SUMMARY 

Ocfober 
JCf87 

The Division of Services to Crippled Children (DSCC), within the 
Michigan Department of Public Health, operates under a legislative 
mandate to locate and serve Michigan residents from birth to 21 
years of age who have, or are suspected of having, a crippling 
condition. The Division of Services to Crippled Children has the 
responsibiity to review the care. provided these patients and to 
evaluate whether care is safe and appropriate. In addition, DSCC 
must assure reasonable cost and cost effectiveness in the utiliza
tion of public funds. One strategy for meeting these responsibili
ties is to establish and consistently apply standards of practice 
and care. It is the purpose of this report to present .findings on 
the application of guidelines developed by a State of Michigan Task 
Force for transfer of DSCC-eligible ventilator dependent clients to 
home or a home-like setting. 

Since 1981, the State of Michigan DSCC has received increasing 
numbers of requests·to fund home care systems of children with 
chronic respiratory insufficiency requiring mechanical ventilatory 
assistance. 

All of these children have the potential to return 
to home or a home-like atmosphere and society has 
long been aware of the deleterious effect of insti
tutionalization on their growth and development. 

(Ribble, 1943) 

The responauts in this study support previous docu
mentation that home care enhances growth and devel
opment, does not increase the number or intensity 
of recurrent infections, and in many cases ventila
tory support can be decreased sooner than expected 

(Laurie, 1984) 

*MeJ2i2 support for ventilation needed for more than one month{ 
~for more than four hours per day despite application -of tradition~ 
al weaning methods. --. 

-- ""·..wt:.+-



SPECIALIZED HOME CARE DEMONSTRATION PROJECT 
RESPONAUT HOME TRANSFERS: FINDINGS AND RECOMMENDATIONS 
EXECUTIVE SUMMARY 

Page 2. 

Despite the fact that families can cope with complicated home care 
systems and despite the major advantages to responauts, home care 
of responauts is not possible without some risk, stress, and 
expense to families and state funding agency. The constant demand 
on families inherent in the home care of child responauts makes it 
difficult for family members to manage their own lives and also, 
effectively care for and manage their growing child's evolving life 
plan. The uncertainties surrounding most responaut outcomes and 
the financial and social support of families -- from extra- and 

i .i.ntra- familial sources -- compound the issue. 
i 

Very little data is available on the home transfer of responauts 
and the progress of their case. Due to this limitation, a project 
was designed to identify, monitor, and assess certain pertinent 
features. 

The project was operated on the principle that Case equals Family. 

The findings and recommendations from eighteen responaut candidates 
for home care, and eleven ~ho entered home care, are presented in 
this report of the twenty month demonstration project. They- are 
quite positive considering the severity of the children's function
al handicaps. 

Home care is definitely an alternative that is cost-effective and 
can be satisfactory to families and state funding agencies. 

The responaut population studied in this demonstration project form 
a small sample of children under 21 years of age requiring ventila
tory assistance. The results are preliminary and must be interpre-: 
ted as such. 

The sample is purposive, heterogeneous, and too small for applica
tion of findings to a broader population. The data will add to the 
composite data picture to concretize standards of care and prac
tice. 

SUMMARY 0.F PROJECT FINDINGS 

Demographics of Responauts 

Upon entrance to their home care program, all eleven responauts 
were ~nder three years of age or over fifteeni 



SPECIALIZED HOME CARE DEMONSTRATION PROJECT 
RESPONAUT HOME TRANSFERS: FINDINGS AND RECOMMENDATIONS 
EXECUTIVE SUMMARY 

Page 3. 

Using five underlying disease groups to categorize the responauts: 

Group I ...... Ventilatory Muscle Dysfunction, 
Group II ..... Central Hypoventilation Syndrome, 
Group III .... Restrictive Lung Disease, 
Group IV ..... Obstructive Lung Disease, and 
Group V ...... Mixed, 

we found: 

All five teenagers in Group I, 
One infant in Group II, 
No one in Group III, 
Two infant/toddlers in Group IV, and 
Three infant/toddlers in Group V. 

Guidelines for Planned Home Entry and Long Term Home Care 

For the most part, the Guidelines proved effective for planned home 
transfers of children with chronic respiratory insufficiency. 

Because of the wide variation in responaut underlying disease 
states, we became increasingly confident that guidelines for home 
care of a responaut are applicable to other children with chronic 
functional disabilities requiring long term, high technology sup
port and complex care. 

Extra-familial Case Management 

There is no way to quantify the benefits of a case manager. How
ever, it is hard to imagine the complex process being streamlined 
without the case manager role. The case manager was heralded by 
caregivers and family. 

Over time, the role became a definitive, successful, middle manage-~ 
1nent role of "making sure. :the systems were in place so the care ' 
:Plan co~ld be executed." I~ addition, the case manager was a 
systems "trouble shooter" advocate, buffer in agency conflicts, and 

.•.'!3':1pporter of the family. The fiTst 1-ine manager~ "".',:_.,_nursi.11~ . su~7~:, _ ... ' 
VJ.eor and durable medical"' equipment (DME) company supervisor • -- . , 
"' . -•· ··- - ' ..... ___, ..... ~ .... 
~ere accoun'ta'ble to -·the ease manager. • 

'\ 

Extra familial case management intensity varied 'by the Triad of 
Variables and time. 
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SPECIALIZED HOME CARE DEMONSTRATION PROJECT 
RESPONAUT HOME TRANSFERS: FINDINGS AND RECOMMENDATIONS 
EXECUTIVE SUMMARY 

The average case manager hours and visits were: 

Home :are Timeline 

One to three months 
pre-home entry 

From discharge.to three 
months post-home entry 

Three to six months 
post-home entry 

By nine months after 
home care entry 

Case Manager Hours 

12 - 14 hours 
(2-8 hospital visits) 

20 hours 
(4 home visits) 

10 hours 
(l-2 home visits) 

3 hours 
(1 home visit) 

Intra-Family Home Care and Management Continuum 

Findings support the intial assumption that family function is cor
related with case timeline. Families advanced along this continuum 
much more rapidly than anticipated. 

Families were usually able to case-manage with intra-familial 
resources by six to nine months after home care entry. 

Financial Considerations 

o Horne Care Costs 

> First quarter .cosu are :higher ..t.hiu1.· coete ~,w. ·oth!?r AJu,a:rt-ers 
in all instances,= but ,0:o.,e..,_i,;t£J'1'hl,li - is true ~Vi!t;i '.llfh,-n~:~ehos

( pitalization costs are included in home ·care doilar ·totals. 

> The major home care cost.s __ .for. responauts are DM'E company 
.and nursing costs. When ,.t.hese~.cost.s-,.are"·combined.,,,~.th~~e is 
·a range from 39 to 70 perc:~nt ;in .indivi~ual . res,pon&JJ.t ·-cost 

· reductions c£rom the first ,quarter ,to the .fourth quart.er .. 

o Home Versus Hospital Care Costs 

In all instances, home care -costs .are le&& -than ··.hoapite1- 'Care 
cosu," 'l'his ie true ·•ven ·,whan ...all .pre-disch~rge .. ,rel.at.ed~c:>ats 
•nd rehospi talizati0n 1:oet.11 ;'ll'f'"e'·'-'1.nel:uded ••• .,par~ •iOf ·b°'"·v.,~i:are 
costs. -· . ·:.,-~,;.-.iic-. 
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o Horne Care Versus Alternative Institutional Placement Costs of 
Teenagers 

Horne care costs for three teenagers for the first quarter were 
higher in two out of three cases than institutional placement. 
Over a year's time, home care costs for the three teenage res
ponauts was less than the statewide institutional DRG per diem 
for teenage responauts. The savings for one year of home care 
over comparable institutional reimbursements for the three res
ponauts is estimated to be $42,891, or seventeen percent. 

o Cost by Underlying Disease State 

The three responauts with mixed underlying disease states 
(Group V) were all under three years of age. They had repeat
ed, costly rehospitalizations and prolonged high home care 
costs. Responauts in Group V were the most medically fragile 
and the most difficult to care for, demanding the most nursing 
support for the longest time. Cost data is preliminary and 
incomplete, but trends indicate much higher home care costs for 
infant/toddlers in the mixed underlying disease state, Group V. 
It appears at least two infant/toddler cost package models are 
warranted; one for those with mixed underlying disease states 
and one for those with singular disease states. 

o Cost of Intermittent Skilled Nurse Visit 

If all 184 approved Intermittent Skilled Nurse visits had been 
utilized during the first home care quarter by the eight respo
nauts for whom cost data is available, intermittent· skilled 
nursing would have equalled about three percent (or $10,672) of 
the total first quarter home care and rehospitalization costs 
of $292,426. 

Nursing Caregiver Support 

o Intermittent Skilled Nurse (ISN) Visits 

> The greatest number of approved (based on projected need) 
ISN visits for all eleven responauts at home were during 
the first quarter totaling 230 visits. A downward trend is 
apparent until a minimum number of visits is reached. It 
appears that a minimum is reached by six to nine months, 
the same time the extra-family case manager transfers the· 
case for intra-family management. 

> During the first quarter, the number of approved ISN visits 
for infant/toddlers was more than double that approved for 
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teenagers. This reflects the major long term demands of 
infant/toddler responauts and the wide flucuation in their 
Triad of Variables demonstcated during the project.· 

> Families found !SN visits nelpful. 
them critical to program success. 

The case manager found 

> If all 184 visits were utilized for eight responauts for 
whom first quarter costs are available and the reimbursed 
rate was $58 per visit, the total cost for their first 
quarter ISN visits would be $10,672, or three percent of 
their total home care costs of $292,426 for the quarter. 

o Continuous Nursing Support RN/LPN 

> A core, continuous, daily nursing support package, found 
satisfactory to most families, caregivers, and funding 
agencies, started with sixteen hours per day and tapered to 
a minimum support level of eight to ten hours (to allow for 
sleep) per day by three to five weeks. Individual programs 
varied from this core based on their Triad of Variables. I 

> Due to several factors, we were unable to secure specific 
levels of RN/LPN nursing caregivers or the total number of 
approved hours of support. 

> The ·key variables for family satisfaction with caregiver 
packages were that: there was enough time coverage for 
respite, caregivers showed up, caregivers were knowledgea
ble about pediatric care and the community and were willing 
to learn their child's care. 

> Agency nursing caregiver show rates declined dramatically 
around some holidays. Show rates on the holidays themselves 
were not cited by families as a problem. 

o Continuous Nursing Support Aides/Attendants 

> Aides were trained to provide care, observe for specific 
signs and symptoms of distress, intervene with appropriate 
procedures, and if all else failed, institute an emergency 
plan. 

> Aides were successfully used to provide school coverage for 
two project responauts. 

> Aide care was a viable part of the home care package, in
creasing support time while reducing costs. Family members 
were involved in the selecting, training, approving, and/or 
monitoring of the aides. 
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> When aides were hired by a home health agency, the inter
mittent skilled nurse supervised the aide. If the aides 
were hired by the family, the family was responsible for 
supervision. In both cases, the intermittent skilled nurse 
monitored and updated the care plan- for care and recertifi
cation purposes. 

> Some agencies refused to provide aide care for responauts 
because they perceived the sitaution as libelous. 

Pediatric Community Support 

Finding pediatricians to care for responauts was a time intensive 
role of team members. The issue of utilization of pediatricians 
versus specialty care physicians is not clear. 

Durable Medical Equipment, 
Support 

Supplies, and Respiratory Therapist 

o Types of Ventilators Utilized 

> Volume ventilators were used on all children without lung 
disease. Some problems are reported. 

> Time-cycled, pressure-limited ventilators were used on all 
infant/toddlers with lung disease. These ventilators were 
expensive to maintain, but had a mechanism to avoid conden
sation in the tubing and possible fluid in the lungs. 

o Back-up Ventilators for Safety and/or Mobility 

> Volume ventilators provided safety and mobility. 

> A second ventilator for back-up safety and mobility for 
children on pressure-limited ventilators was not economi
cally feasible, nor technologically practical. 

> Current pressure-limited ventilator equipment for infants/
toddlers with lung disease prohibits practical mobility. 

o Comparison of Rental Versus PurchasP-

> All ventilators funded by the State of Michigan were 
rented. 

> A purchased LP6 volume ventilator and accessories cost 
(agency charge) about $21,282 per year, including 
respiratory therapist time for maintenance and monitoring. 
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A rented LP6 volume ventilator costs (agency charge) about 
$28,850 per year. • Purchasing a volume ventilator for long 
term use accrues savings of about $7,568 duri1g the first 
twelve months of home care. Savings would multiply as 
initial purchase was spread over a greater time period. 

o Supplies 

> "Clean" tracheal suctioning technique was instituted 
without any reported increase in respiratory infections. 
Estimates of the accrued savings by the use of "clean" 
technique rather than "sterile" technique range from $8,910 
to $60,247 for one year of home care for eleven responauts 
depending on the type of catheter used for suctioning. 

> In all instances, equipment fit into a bedroom. Two 
grounded outlets were a minimum requirement for the venti
lator and one for the suction machine. 

> No reports of power overload occured in twenty months of 
responaut home care monitoring. 

Discharge Centers 

Experienced teams with a rehabilitation or transitional care focus, 
rather than intensive care mission, provided an easier transition 
to home care. The intensity of caregiver time on an intensive care 
unit is in direct oppostion to one of the project goals -- to turn 
the majority of responsibility for their child back to the parents. 
It is difficult to separate families from the intense protection of 
an intensive care unit. 

Foster Care Placement 

Two infant/toddler responauts of the eleven in home care were in 
foster care placement. To make the foster care system satisfactory 
to most families, resources will probably consume costs over the 
DRG per diem, 

School 

o Individualized Educational Planning Committee Meetings were 
more appropriately done after home entry. 

0 Two responauts attend school part time with aides; 
naut attends school with an LPN, another an RN. 

one respo-
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o Homebound education is not a reality during summer months. 

0 There is great disparity between what 
offered responauts in terms of support 
ily moved from one county to another, 
would better accomodate the responaut 
tional program. 

Nutritional Support 

various school districts 
and education. One farn
where the school system 
to facilitate the educa-

Nutrition was a major concern for most project responauts. 

Speech Therapy 

o Speech problems are characteristic of persons needing ventila
tory support and they are exaggerated in the young infants and 
toddlers whose speech is yet to be developed. 

o Speech augmentation technology is less than adequate. 

SUMMARY OF RECOMMENDATIONS 

Implement for testing the intra-family managed teenage case model 
suggested in the report. 

When cases stabilize -- nursing hours and skill level of caregiver 
has tapered to a case specific minimum, and families~ case man
aging, it would be best to return cases to the proven competent 
system of Regional Nurse Consultant. They would be responsible for 
cost audit and system monitoring. The Intermittent Skilled Nurse 
then becomes a family community resource consultant, advocate,. and 
supporter, empowering families to succeed in their case management. 
Inherent to the ISN's success is trust by the family. The ISN will 
need to visit on a regular schedule. Documentation for recertifi
cation can be completed on these visits. Cases with overriding 
social problems should be referred to Department of Social Services 
case worker$ for specific problem resolution. Mutually exclusive 
roles will then be possible. 

Guidelines 

Distribute a revised set of guidelines that reflect project find
ings and future plans of the state health department. 
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Use a case manager system to streamline and expedite the period be
tween planned home entry and long term case stabilization. 

Intermittent Skilled Nurse Visits 

Maintain a minimum level of approved intermittent skilled nursing 
visits after cases have stabilized. Use project averages to guide 
the approval process. Monitor ISN visits approved and utilized, 
adjusting minimal numbers accordingly until a valid standard is 
reached. 

Continuous Nursing Support 

Authorize and pay for specific caregiver level to achieve care plan 
driven expenditures. 

An allotment of two extra nursing care hours per day once the case 
stabilizes ·would provide families accessible time, over the core 

.minimal needed, to use as they need for the achievement of a suc
cessful home care package. 

Pediatric Home Care 

o Community pediatricians for the traditional care of responauts 
were extremely difficult to locate, consuming intensive team 
time. How much the pediatrician versus the tertiary care cen
ter specialists are utilize~ for traditional pediatric care and 
how the roles of the local health department and the ISN over
lap and support the traditional pediatric care role needs to be 
explored. 

o Develop a training module. 

Durable Medical Equipment, Supplies, and Respiratory Therapist 
Suport 

o Purrh~se volume ventilators rather than rental when long term 
use is anticipated. 

o Rental of the time-cycled, pressure-limited ventilator is re
commended due to the cost and complexity of equipment and rela
tively short usage time before conversion to a different venti
lator or weaning. 
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o Neither rental or purchase of a portable infant time-cycled, 
pressure-limited-ventilator is recommended until technological 
change makes it more practical to be mobile. 

o Explore systems to reward the self-monitoring of supply usage 
and ordering by families. The following features would be in
cluded: 

> Public knowledge of financial parameters 
> Accrual of funds for application in other care plan areas 

o Add a guideline supporting "clean" tracheal suction technique. 
No reports of increased infection occured with "clean" rather 
than "sterile" technique and projected savings range from $810 
to $5,477 per responaut per year, or $8,910 to $60,247 for the 
eleven responauts in home care, depending on type of suction 
catheter utilized. 

o Explore ways to reduce continuous nursing care costs and the 
equipment and supply costs to accrue major savings. 

o The determination of electrical system adequacy must rest with 
the durable medical equipment company. 

Foster Care 

The eligibility for foster placement of a child who requires con
tinuous care as stated in the Michigan Tripartite Agreement in 
Foster Care needs to be reviewed and related to the findings of 
this project and the realities of available, accessible resources. 

Nutrition 

Nutrition was a major concern for most project responauts and 
appropriate, tailored nutritional counseling must be explored. 

Miscellaneous 

0 

0 

0 

Consider children with chronic functional disabilities requir
ing high technology, intensive, long term care a category for 
the purpose of intensive, costly, resource allocation. 

After the initial crisis of home entry is over (about six weeks 
to three months), we agree with Perrin (1987) that about fif
teen percent of family needs reflect disease-specific issues, 
while 85 percent of needs are common to all families with 
chronically ill children. 

Continue intense long term monitoring and audit of home car·~ 
systems -- program and cost components and individual patient 
factors -- to develop statistically significant composite 
models for various age groups of children in this small group 
of children consuming a larger share of available resources. 

o Collect cost data on infan·t and toddler responauts that will: 
screen the best home ventilator assistance candidates. 

I ---, ... 
......____ 
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Home care of responauts is a dynamic process with fluctuating 
degrees of intra-family case management and home system stability 
from pre-discharge to long term stabilization. When objectives of 
one continuum phase are met, the program progresses to the next 
phase. Conversely, rehospitalization of the responaut or a family 
crisis may precipitate a return to an earlier phase. 

The position of the family on the continuum helps predict the per
sonnel needed to assist in home care. Caregiving and managerial 
support is essential as the family integrates the responaut into 
daily family life patterns. As family caregivers gain skill, 
knowledge, and confidence, the amount of extra-familial profession
al support decreases until a satisfactory minimum is determined. 

1. PRE-DISCHARGE/DISCHARGE PHASE (one to three months) 

At the end of this phase: 

> The responaut has been clinically stabilized. 
> A funding plan for 100% coverage is approved. 
> Hom~ equipment has been used for testing and training pur

poses in the hospital. 
> The family and other home team members understand and have 

demonstrated all facets of the child's program. 
> A 24 hour home care situation or simulation of home care is 

completed successfully. 
> Home modificiations have been made. 
> All equipment, emergency, and care plans are approved. 
> The supplies, equipment, and medicines for one month of 

care are in the home or with the client. 
> A non-emergency transport system with a restraint system is 

available. 
> The responaut is moved from the discharge facility to home, 

maintaining stability. 

2. EARLY TRANSITIONAL PHASE (from home care entry to six weeks 
post-home care entry) 

At the end of this phase: 

> The case management role has been transferred from the 
discharge facility manager to the community manager. 
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> The responaut has been integrated into daily family rou
tines including appropriate rest and activity cycles. 

> Families are successful caregivers and trainers of care
givers. 

> Most caregivers are consistent (core home staff obtained). 
> The roles of the home health team members are understood by 

and satisfactory to family. 
> All discharge plans, protocols, and communication mechan

isms as they are implemented in the home, school, or work 
setting have been tested and revised. 

3. LATE TRANSITIONAL PHASE (six weeks to four months post-home 
entry) 

At the end of this phase: 

> Families are monitoring supply, use, and ordering. 
> Needs, pl~ns, and costds for care have been evaluated and 

modified. 
> The responaut has been integrated into the community with a 

specific work, play, and/or learning schedule. 
> Familiesd are coordinating the hiring, training, and evalu

ation of staff. 
> Families are coordinating ~ducational, vocational, and rec

reational activities of the family and responaut. 
> A schedule for case review and support by a designee of 

DSCC.has been developed. 

4. LONG TERM STABILITY PHASE (by six to nine months after home 
entry) 

At the end of this phase: 

> Case management is intra-familial, with monitoring, audit, 
and recertification done by designee of DSCC. 

> A comprehensive assessment schedule is implemented. 

Michigan Task Force, September 1984 
Revised .... M. Spelman, September 1987 
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Guidelines 

I]rRE5PONAUT Jj 
1. General 

-a. No major therapeutic 
interventions needed for 
one month prior to discharge 
from hospital. 

b. The discharge goals set for 
each responaut by each 
discipline in the discharge 
facility and the community 
are achieved. 

c. A means to assess clinical 
stability in the home is 
developed prior to discharge· 
from the hospital. 

2. Specific 

a. Optimal ventilation is 
attained ..... based on an 
assessment of blood gases. 

be Nutritional StatUSo••·· 
Nutritional intake is 
adequate for age, ~ize, end 
disease. 

Achievement· 
in Practice 

Yes· No Comments 

y 

y 

y 

y 

y 

N 

N 

Guidelines should include: No 
ventilator volume changes or weaning 
from oxygen during month prior to 
discharge. 
Hospital teams set and achieve goals 
pre-discharge. Less uniformity meet
ing corrum.:,.i ty caregiver goals. When 
community caregivers aware of time 
frame, three weeks use of home 
ventilator equipment for testing and 
teaching adequate. DME company reim
bursement being explored. Weaning 
plans inadequate. The DME company 
respiratory therapist coordinated the 
home pulmonary program in most in
stances, communicating with the ter
tiary care medical supervisor. There 
is no guideline for weaning. In prac
tice, the tertiary physician doesn't 
designate a community person to 
coordinate the respiratory program. 
Intermittent Skilled Nursing Visits, 
the Guidelines, and the care plan. 

Blood gases are a component of hospi
tal assessment. In the home, Respira
tory Status is determined by child's 
clinical picture. Capillary blood 
gases were done occasionally. 
Hemoglobin/Hct done at discharge and 
as needed. Grids used to follow 
growth pattern. Five of our respo
nauts had major nutritional problems. 
Reimbursement for nutritional counsel 
ing and care plan revision complicate 
if at all possible. 

guidelines refer to pages 9 to 22 of the "Guidelines For Home Care Of 
Chronic Respiratory Insufficiency." 

Children 
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Guidelines 

c. Stamina ..... Tolerance to the 
clinical care plan is stable 
or increasing. 

d. Infection ..... 

l) Chronic infectious or 
inflammatory processes are 
controlled with treatment 
that can be continued in 
the home setting. 

2) Routine health supervis
ion for age is maintained 
to the extent possible. 
This should include 
pneumoccoccal vaccine at 
24 months or after; 
Influenzae vaccine at 3 
years of age or after, 
when indicated. 

e. Data base for home care (see 
Guidelines for categories of 
data). 

FAMILY READINESS 

l. Assessment. ot Readiness-
Pre-Discharge Phase (eee 
Guidelines for behaviors). 

Achievement 
in Practice 

Yes No Comments 

Y Sleep/wake cycle, Respiratory 
Capacity, and energy reserves are 
used to develop and evaluate project 
qoals. 

y 

N 

y 

y 

Infections only evident in respira
tory diseased children (BPD) and one 
child with bellows dysfunction. All 
4 cases of pneumonia treated at home 
successfully. Clean suctioning tech
nique used on all children with one 
new catheter per shift. 
In practice, wellness is separated 
from illness or problematic care. In 
one case, 20 pediatricians were 
called before one agreed to take on 
the case. Responauts are not on an 
immunization-schedule. ISN's pro
vided guidance and s~rveillance for 
health problems. 

The data base suggested in the Guide
lines is obtained on a patient pro
file prior to discharge. A general 
developmental assessment is request
ed as there is no developmental tool 
appropriate for most responauts. The 
Bailey tool and the DOST were used 
frequently. The intermediate school 
district assessed children after dis-
charge. The Respiratory Deficit Scale 
was not sensitive enough. The Respir
atory Capacity Scale was developed. 
See Appendix B. The Self-Care Capaci
ty Scale is not sensitive enough to 
provide meaningful classification. 
The Self-Care Deficit Scale found in 
Guidelines, based on function, needs 
refinement. 

All the conditions of readiness were 
observed for prior to discharge. lfber. 
parents say they are ready, they 
overcome insurmountable odds. 
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2. Preparedness--Pre-Oischarge 

a. The discharge facil\ty will 
provide a pre-discharge 
orientation program for all 
potential caregivers. 

b. Family and responaut are 
aware of the risks in home 
care. 

c. Family demonstrates 
readiness. 

3. Demonstration of Readiness-
All Phases 

Achievement 
in Practice 

Yes No 

y 

y 

y 
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Comments 

The DME company respiratory therapy 
supervisor and hospital personnel 
train family. In all cases, two fam
ily members were trained. Again, when 
parents state they are ready, they 
usually are. 
Not always aware of the amount of re
sponsibility, time, and energy. Case 
manager has become increasingly em
phatic ..... informing family that they. 
are bottom line, "agencies fall 
through, nurses call in sick, etc." 
A 24 hour home simulation is required 
in lieu of actual home practice to. 
limit cost and complexity. If family 
does all care, home practice is 
realistic. 

a. Family caregivers maintain Y Competent Intermittent Skilled Nurses 
expertise in care components. reinforce, re-educate, and help 

-b-.-F-a-m._i_l_y_c_a_r_e_g_i_v_e_r_s_g_r_o~w_i_n _____ y ______ families with what they do and don't 

their ability to manage all know. Too often, however, visits are 
aspects of the case. used to orient private duty nurses. 

c. Achieve mobility for the 
responaut and family members. 

y N 

HHA caregivers frequently did not 
show up and agencies had no replace
ment causing families anger and frus
tration. Every family asked for the 
opportunity to have a fund of money· 
to use for hiring and training their 
own personnel. All families, but one, 
were ready to manage home care by six 
months post-discharge. 
Mobility of infants and responauts 
with lung disease on 24 hour ventila
tory assistance is restricted. Res
ponauts with lung disease or high 
respiratory rates require pressure 
vents. The Healthdyne pressure vents 
used are expensive, leaving limited 
funds for transport vent. Healthdyne 
portable or transport vents need com
pressed air. Compressed air tank 
lasts about 20 minutes-not practical. 
Families must travel with several 
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Guidelines 

I. Pre-Discharge Phase 

a. Discharge facility profes
sionals provide education to 
responauts, family members, 
and community service 

b. 

·personnel. 

The discharge facility team, 
community personnel, and fam
ily will complete a home care 
plan and emergency guide. 

Achievement 
in Practice 

Yes No 

y 

y 

• Refers to community and hospital guidelines. 

Comments 

• ;:i:e, 
Pa9(j< 

~ ' 
.i~ 

tanks. If child on oxygen, other 
tanks necessary, again, lasting aboi.:-
20 minutes. None of the families • 
using a pressure vent were mobile. 
Volume vents are small, fit on chair 
or stroller, and don't require com
pressed air to drive them, a marine 
battery will power the vent for 12 
hours. A back-up portable ventilator 
for responauts on volume vents is 
practical and essential for mobility 

Hospital staff teach child care. DM~ 
company teaches equipment in hospita: 
and home with prior arrangement. 
HHA's don't want to fund training thf 
cadre of nurses needed. Training 
takes about 4-8 hours per nurse; 
reimbursement covers 8 hours. Usual:·. 
HHA supervisor trains. DME company~ 
offers an inservice in home. Not we:: 
utilized. Most new caregivers need 
help. Advance 2 week schedule of 
nurse caregivers pre-discharge helps 
assure coverage. This lets family 
know who is new to the case, there
fore, when they need to be home to 
train. In one case, there were 7 di!· 
ferent nurses first week; 9 differer.'. 
nurses first month. 
The hospital plan needs tailoring t::: 

home. Ex: Most hospitals use sterile 
technique for suctioning and tractre· 
ostomy care. Clean technique used c,r. 
all responauts at home. CM follOWIO 
up details of emergency plan. Fo~u
stance, ambulances required by la~t= 

t ·;; 
go to nearest hospital; resp~nau.J 
must go to pre-selected hospital~? 

·l . ...,...~ 
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c. The caregivers and community 
service personnel demonstrate 
documented competency in the 
care and management of the 
responaut and his life 
support equipment. 

2, Transitional and Long Term 
Stability Phase ..... There is 
a plan for training caregivers 
and documenting the process. 

FINANCIAL READINESS I 
nu appropriate long range 
funding plan is arranged prior 
to discharge. 

Achievement 
in Practice 

Yes No 

y N 

y N 

Y. N 
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Comments 

Family caregivers demonstrate compe
tency. About half the hired community 
caregivers demonstrate competency 
initially. See Page 57, 93, lb, and 
Page 93, 2a. 

See Page 61 and Page 94, la. In 
practice, families train most care
givers even in the first quarter of 
home care. Accountability for HHA 
nurses showing at scheduled times is 
appalling. This keeps the home care 
system in flux. 

An appropriate short range funding 
plan was arranged. This is a time 
intensive major part of the case 
manager role. Home care financing 
based primarily on patient DRG per 
diem. The lack of a mechanism for 
families to self-manipulate expendi
ture of funds in response to reali
ties of day-to-day Triad performance 
is in conflict with the goal of fam
ily self-management. A case manager 
or bureaucrat is always necessary to 
access funds. No mechanism to bank 
saved funds for future use. Long 
term funding system inflexible for a 
care system in dire need of flexi
bility. DSCC, foster care, and chore 
service funds provide short term 
flexibility. See Pages 50, 51. The 
ability to fund aide care vis-a-vis 
nursing care hampered by bureaucratic 
funding mechanisms and fear of lie
bility. Determining actual costs of 
specific items is sometimes clouded 
by cost shifting. 
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~ HOME READINESS--PRE-DISCHARGE j 
~jje physical environment of the 
home, indoors and out, is evaluated 
in terms of responaut safety, 
independence and mobility. 

TRANSPORTATION--ALL PHASES* ] 

A reliable, appropriate transport 
system is available and accessible. 
A mechanism for restraint of the 
responaut and his equipment is part 
of the transport system in compli
ance with restraint laws pertaining 
to people, equipment, and high 
pressure gases. 

Achievement 
in Practice 

Yes No 

y 

y 

• Refers to community end hospital guidelines. 

Page 95, 

/ 

Comments 

Hospital OT's and DME company RT's do 
this assessment. Quality varies. 
Wiring modifications and a ramp if 
child is mobile and in a wheel chair 
are essential. Anything else is nice, 
but not critical. 

Regular restraint systems are used. 
Mobility of infants restricted by 
need for pressure-limited vents. See 
Page 64. No agency purchases vans. 
Some children restricted to school 
and home travel because families 
can't afford van. 



SPECIALIZED HOME CARE DEMONSTRATION PROJECT 

COMMUNITY GUIDELINES* 

Page 97. 

Guidelines 

!EE AANAGEHENT n 7. Case management is provided by 
a qualified person/agency not 
providing direct reimbursable 
services to the responaut. 

2. The Case Manager (CM) is 
involved one month prior 
to discharge. 

3. The Local Health Department or 
community agency that will do 
the case management review in 
the Long Term Stability Phase 
is identified by DSCC during 
the Late Transitional Phase 

ffiOMMUNITY SERVICE READINESS] 

1. Community health care providers 
are available 24 hours/day, 7 
days/week, until otherwise. 

2. Medical supervision and 
community hospital service, 
consultation, supervision, and 
follow-up are identified prior 
to discharge. 

Achievement 
in Practice 

Yes No Comments 

Y Highly successful. 

y 

y 

y N 

y N 

DSCC CM notified 2-3 months prior to 
discharge. Hospitals discharging 
large numbers of technology dependent 
children require least amount of CM 
time. CM must educate families and 
staff on funding sources and pro
cedures, responaut care guidelines, 
home care as an option -- it's risks 
and benefits, etc. 

Although local health departments 
were targeted for long term case 
review, ability and willingness of 
agencies highly variable~ One com
munity case manager was in charge 
from day one of home care. Agencies 
for long term follow-up ideally 
identified before home care program. 

DME company response time good. 
Nursing agency show rates undependa
ble. Physicians, variable. 

Willing, qualified pediatricians/
physicians hard to, locate. Commun-
ity physicians did not attend pre
discharge conference or training. 
Families used R.T. &nd tertiary 
agency plysicians for pulmonary and 
specialty care. Anticipatory guidance 
through ISN visits. Immunizations of 
infants not current. 

~These guidelines refer to pages 9 to 22 of the "Guidelines for Home Care of Children 
With Chronic Respiratory Insufficiency." 
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Achievement 
in Practice 

Guidelines 

3. Nursing Supervision and 
Community Nursing Agency 
Ser.ice 

Yes 

a. A Medicaid/DSCC approved Y 
home. health-agency and pri-
mary care nurse supervisor 
are identified and notified 
pre-discharge. 

b. The nursing care ISN is 
knowledgeable in the care 
of children and community 
health systems. 

c. A plan for intermittent and 
continuous care and provis
ion of professional pediat
ric nursing assessment, 
respite, and attendant care 
developed. 

6•pite C~-An extended 
~mA pet± way from the care 

of the child. One week per year 
should be considered the mini
mum for parents of responauts 
at 3 and 4 on the RC ecale and 
3 or 4 on the SCD scale. 

y 

y 

y 

No 

N 

N 

Page 91:, 

Comments 

The supervisor, in practice, is the 
ISN. Master's Prepared Clinical Nurse 
Specialists (CNS) were knowledgeable. 
Preparation and knowledge of other 
ISN's was highly variable. 
Plan set, but plan not always 
followed because HHA's can't con
sistently provide: 
- specific level of care provider 

requested 
- number of hours of service 

requested 
- trained and/or knowledgeable pro

viders (in pediatric chronic ill
ness care and case ?pecifics) 

- caregivers who show when schedulec 
A two week pre-approved schedule wi:~ 

. names of. caregivers and shifts pro
motes compliance with attendance. A 
pre-arranged schedule showing HHA's 
and families the projected plan for 
tapering of services, if all goes a: 
planned, has also promoted complianct 
of attendance. When available, Mas
ter's Prepared CNS' are excellent on 
site to make sure plan is carried o~: 
and altered. The CM puts the pieces 
in place so the care plan can be 
carried out, straightens out system= 
problems, and consults as needed. 

Re~pite needs varied by external 
support, age and functional status c: 
the child, and family status more 
than by respiratory capacity of the 
child. All responauts required inter· 
mittent care and/or supervision. If 
responaut requires 24 hour care anal· i 
or impervision, 8 hours of communitY / 
c ■regiver ti■• per day ■ llows famll• / 
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Guidelines 

5. Respiratory Care Service 

a. Medicaid/DSCC approved 
durable medical equipment 
provider and credentialed 
respiratory therapist or 
nurse supervisor are 
identified. 

b. The respiratory care 
supervisor is knowledgeable 
in the care of children and 
expert in the use of 
ventilators and related 
equipment, 

c. Accountability is simplified 
when all durable medical 
respiratory equipment needed 
in the home is provided by 
the same provider. 

a. Horne equipment is available 
for responaut use in the 
hospital 3-4 weeks prior to 
discharge. 

e. Appropriate training of care 
givers prior to discharge. 

f. A trial period of family 
care is provided lasting at 
l~ast 24 hours. 

g. Equipment is selected with 
goals of optimal ventila
tion, growth, development, 
independence, and mobility 
when growth and development 
is possible. 

Achievement 
in Practice 

Yes No 

y 

y 

y 

y 

y 

y 

y N 

',, ·~~ 

Page 99. 

Comments 

sleep, but no daytime respite. One 
family used no extra-family support. 
A foster family of an infant needed 3 
respites in the first six months of 
home care, in addition to extra
family support at home. 

Two Durable Medical Equipment (DME) 
companies used. One company carried 
over 90% of the project population. 

Limited cases prohibit all state DME 
companies acquiring expertise in 
pediatric vent care. Families need to 
know of services and experience and 
choose their DME company. A respon
sive, knowledgeable DME is critical 
during the initial stabilization 
period and during weaning. 
DME gives family cost and what's 
approved with check list. Families 
order supplies needed each month by 
check list. One family put supply 
list on home computer. Families state 
ability to purchase supplies from 
alternate sources could save money. 
Usually 2-3 weeks pre-discharge. 
System to reimburse the DME company 
being explored. Some hoc?itals charge 
ventilator fee during this time. 
Yes-family and nursing supervisor; 
No-continuous caregivers and medical. 
Complicated and costly to send chil
dren home for a weekend. Trial in 
hospital, Mock equipment failures 
simulated by staff, solved by 
arents. 

Vent needs of responauts with di
seased lungs limits mobility because 
of limits of technology. See Pages 63 
and 64. 
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Guidelines 

h, Alternative inexpensive 
vehicles for mobility may 
be obtained from cornmerc·a1 
equipment suppliers. 

i. When rental of ventilator 
and accessories exceed pur
chase price and cost of ser~ 
vice contract (6-9 months), 
the ventilator is purchased. 

j. A service contract for pre
ventive and emergency main
tenance is obtained for 
ventilators and accessories 
(rented or purchased) prior 
to discharge and reviewed 
with each re-certification. 

k. Prompt emergency services 
are available. Time frames 
are delineated in care plan 
and service contract. 

1. There is a plan to meet the 
needs of the responaut in 
case of mechanical failure. 

m. The decision to place back
up ventilator in the home 

n. 

0. 

is made based upon specific 
criteria. 

The safest, most cost effec-
tive system of delivering 
oxygen to a responaut in the 
home is utilized, with 
special attention paid to 
need for mobility. 

Provider Responsibilities 
for equipment. 

Achievement 
in Practice 

Yes No 

N 

N 

y 

y 

y 

y N 

y N 

Page lC'o 

Comments 

Not tested 

All ventilators were rented. See 
Pages 64-69 for rental versus pur
chase prices. Purchase of volume 
ventilators for long term use cost 
effective. 
There were no service contracts. DME 
companies follow manufacturer's 
recommendations for maintenance. They 
also add items based on experience. 
Equipment is prior approved. Visit 
home on regular schedule. See Table 
21 for visit schedule. 
No service contracts. 

All caregivers learn manual resusci
tation. Caregivers taught respond to 
child first, equipment second. 
Family desires, mobility, and cost 
are variables. DME company vendor 
becomes "back-up" when no back-up 
vent available. DME company response 
time and trained caregivers critical. 
The DME company assesses safety and 
mobility factors. Need system to 
monitor ty·pe, amount, and cost of 
oxygen delivery over time with re
certification. Mobility of infants 
with diseased lungs is a problem. see 
Pae 64. 
There are no medical provider Guide
lines for equipment use. DME company 
supervisor responsibility for home 
assessment of modifications for 
safety of electrical circuitry must 
be assured. Nursing supervisors not 
always knowledgeable and Fkilled 
with home equipment prior to dis
charge, and cannot or do not prepare 
for others to be trained. 
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Page 101. 

Guidelines 

6. Non-Durable Supplies ..... A 
local pharmacy and non-durable 
supply company** is identified. 

Achievement 
in Practice 

Yes No Comments 

Y Families feel savings could be 
accrued if had funds to purchase 
supplies at various sources. 

7. Laboratory/X-Ray**···•· Y 
Facilities for laboratory and 
x-ray are identified. 

8. Local Health Department (LHD) 

a. The LHD is informed of the Y 
disehar e. 

b. Involvement in the community 
health plan will be what the 
locally based services in
volvement is with all DSCC 
client families. 

9. Mental Health .... A psychosocial 
assessment of the responaut is 
done at least once a year, or 
more often if necessary. 

10. Emergency Service 

a. A comprehensive emergency 
plan is written, available, 
accessible, and acceptable 
to all involved agencies. 

b. The plan is confirmed in 
writinq before discharge. 

c. The plan is tested in the 
Early Transitional Phase and 
every six months thereafter. 

d. A communication device is 
part of the plan. 

y 

y 

y 

N 

N 

LHD-Local Based Services (LBS) 
performance varies. One child went 
directly to .home care with LBS case 
management. In some areas, LBS is not 
in operation. DSCC Regional Nurse 
Consultants, and/or local social ser
vice case worker back-up some cases. 

Families routinely refuse mental 
health counseling. Want respite, 
community support, and contact with 
other responaut families. Families 
want help to make project a success 
and as streamlined as possible. 

Basic emergency plan done by DME com
pany and hospital personnel. Letters 
from tertiary care institution MD 
critical to ensure transport to 
appropriate hospital. CM helps here. 

Families are responsible, The plan is 
tested when an emergency occurs; too 
complicated to do otherwise. 
System, not device, important. An 
inexpensive monitoring device has 
been used in two care plans. 
One child bangs feet on floor. 

~~If DSCC or Medicaid is to reimburse for eervice or supplies, these must be certified 
Medicaid providers. 
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Guidelines 

EDUCATION/VOCATION 

- 1. A request for an Individual Edu
cational Plan is made by family 
or discharge facility personnel 
at least 30 days before dis
charge. In interim, school per
sonnel who will be working with 
responaut are trained in care 
and management of the responaut. 

2. When a responaut cannot attend 
a traditional school, alternate 
arrangements are made. 

3. At the Individual Educational 
Plan Conference eligibility and 
an appropriate program are de
termined. The case manager and 
representative from discharge 
facility and community attend. 

4. Adaptive aids, and in some cases 
teacher aides, may be needed to 
insure the least restrictive 
environmental placement of the 
student. 

SOCIAL SERVICES AND SUPPORT 

explored by the case manager 
and family. 

Achievement 
in Practice 

Yes No 

N 

y 

y 

y 

y 

Comments 

Most school districts want to 
evaluate the child after they are 
home. No evaluations done during 
summer. Delays children's fall 
start-up. School attendants are 
trained at home. 

Homebound education varies with the 
district and time of year. Schools 
need not provide homebound GED 
training as GED considered adult 
education. Vocational Rehabilitation 
and DSS sources for GED training. 

Case Manager must attend to ensure 
school placement when appropriate. 

Four teen responauts attend school. 
Aides used by two, RN or LPN by 
others. Infants and toddlers have 
homebound educational services dur
ing the school year. A half hour 
visit one time each month during the 
summer is the best summer service, 
the worst is none. One teenage res
ponaut is pursuing a GED through DSS
School system reluctant in one case. 
Insisting on RN level coverage. The 
level of provider in all instances 
could be aide. 

Plymouth Elks purchased a communi· 
cation device. Very time consuming, 
with little reward. 
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Guidelines 

2. Parent support groups are used 
when available. 

~CREATIOJI--SOCIALIZATION ~ 
To the degree possible, recreation 
includes both outdoor and indoor 
activities, excursions in the 
community and beyond, with emphasis 
on independent mobility and peer 
interaction. 

~ ~~~~CATION--P.E-CERTIFICATIOJI ~ 
The certification process for Med
icaid clients is a paper trail of 
stampers and approvers. One person 
does not have mutually exclusive 
role of approval with input from 
others. See Recommendations. 

1. DSCC certifies a responaut's 
horn€ care program through a 
prior approval system. 

2. Case conferences held at three 
months and regularly as needed. 
thereafter to determine care 
plan, bring up problems for 
resolution. 

Achievement 
in Practice 

Yes No 

y 

y 

N 

Page 103. 

Comments 

Respite hours could be used to 
attend. 

Except for infant responauts on 24 
hour pressure-limited ventilation. 
See Page 64. 

A three month conference is too late 
and too complex to arrange. Learned 
patterns, good or bad, are estab
lished, parents are angry and frus
trated by seemingly unwieldly sys
tems. A one month conference pre
scheduled at final discharge meeting 
works best. Family chooses site. Case 
manager chairs this conference. 
Thereafter, conferences as needed 
with whomever is pertinent. Family 
can schedule, 
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ATTACHMENT V 

MINNESOTA'S PLAN FOR EVALUATION AND EVALUATION INSTRUMENT 

Referral5 to the Waiver Prograa noraally will ari5e froa the individual'5 
tertiary care fac1litv clinical staff, although community members and/or 
oarents, spouses or legal guardians can initiate the intake process. When 
home and community placement becomes a realistic ootion for the individual and 
his/her family, a referral wi~l be made to the Waiver Unit of the Health 
Programs Section, State Department of Human Services, who will verify Medical 
Assistance eligibility and beqin to arrange the required evaluation for 
eligibility into the waiver proqraa. 

The tertiary care facility discharge planning team will identify both current 
services received and future services needed through the individual's 
g!~gn~~g~ ~!~~- This discharqe plan will provide background for the 
development of an !gg!!!Q~~! p!~g Q! g~~~ developed by members of the hospital 
discharge team and key comaunity providers. 

HOSPITAL DISCHARGE PLANNING TEAK 

Each individual's health service need5 and functional abilities will be 
coaprehensively assessed by the hospital discharge planning teaa. The 
individual's case manager will be the primary nurse, the medical social 
worker, the county 5ocial worker or county public health nurse. 

The ho5pital di5charge planning teaa member5hip will depend on the 
individual's specific service needs but should include the following 
discipline5: 

Case Manager: 
Parent/quardian or spouse of the individual; 
Attending medical specialist/responsible phvsician: 
Primary nurse: 
Medical social worker: 
County social worker: 
Occupational therapist: 
Speech therapist: 
Respiratory therapist: 
Physical therapist: 
Nutritionist: 
County public health nurse: and 
Services for Children with Handicaps representative. 
(for individuals under 21 years of age) 

Obligatory hospital discharge planning team aeabers include the following: 

Case Manager: 
Parent/guardian or spouse of the individual: 
Attending medical specialist/responsible physician: 
Pri■ary nurse CRH>: 
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Medical social worker: 
County social worker: 
County public health nurse: and 
Services for Children with Handicaps reoresentative. 
<for individuals under 21 years of aqe) 

The assessaent process will consider such factors as: the continued level of 
institutional care that the individual would require: faaily capacity for 
aanaging the individual's activities of daily living: household: foraal and 
inforaal support systeas available in the hoae: family environaent and 
individual's aental functioning: financial resources available: and physical 
environaent in addition to the individual's health care requireaents. If a 
client is not found eliqible for services. FFP will not be claiaed for the 
cost of screening/assessaent. 

This representative will be a oublic health nurse or a aedical social worker. 
(See Qualifications.> 

The hospital discharqe planninq tea■ will develop an individual patient plan 
of care for those services which would be essential to provide saooth entry 
for the individual and his/her faaily into the hoae and coaaunity-based 
setting. This treataent plan will include the aedical and all other services 
to be provided, their frequency and duration. and the type of certified 
providers who aay furnish those services. The patient care plan aust be 
approved in writinq by the case aanaqer. individual's parent/spouse or leqal 
guardian and attending physician. This plan of care and associated costs will 
be sent to the Departaent of Human Services so overall cost pro1ections can be 
monitored. <See Appendix A for Plan of Care foraat.> 

The discharqe planninq tea• would continue to be a resource to the coaaunity
based physician. the case manaqer and aeabers of the coaaunity 
interdisciplin~ry team; a soecific individual desiqnated for ongoing contact 
with the case manager would be identified before discharge. 

CASE MANAGER 

The hospital di&charqe planninq tea■• based on the patient's individual needs 
and resource availability. will identify the appropriate professional 
discipline of the case aanager. The discharqe planninq tea■• in consultation 
with service providers fro• the individual's county of residence will identify 
the specific individual who would agree to assuae the role of case aanager. 
The State Departaent of Huaan Services Waiver Pro9raa will aonitor vendor 
payaent accountability with the assistance of the assigned case aanager. The 
State Departaent of Huaan Services has the overall responsibility for 
aaintaining costs under the waiver. Case aanaqer responsibilities shall 
include the following: 

Provide the individual and/or faailv with inforaation about care 
choices, available services, recipient rights: 
Coordinate services to avoid duplication and £raqaentation: 
Initiate referrals as aoorooriate to the client plan of care and 
current faaily needs: 
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Assuae responsibility for reqular evaluation of client condition and 
faailv functioninq as specified in the plan of care: 
Assure the coordination of billing for waivered services through the 
Waiver Unit of the Departaent of Huaan Services: and 
Coordinate communication and inforaation flow between coaaunity 
interdisciplinary team deliverinq services to individual, tertiary care 
facility responsible for individual and Departaent of Huaan Services 
Waiver Unit caseworker. 

COMMUNITY INTERDISCIPLINARY TEAK 

To facilitate the transition fro• the tertiarv care setting to the 
individual's home and coa•unity environment. an interdisciplinary teaa will be 
identified within the comaunitv to develop and iapleaent a coaaunity service 
program based on the individual plan of care developed by the center discharge 
planning teaa. Liaison should be established between the center-based 
responsible physician and the community-based physician who will be 
responsible for the individual's ongoing aedical care needs. Liaison should 
also be established and aaintained between the tertiary care facility priaary 
nurse who is a aeaber of the hospital discharqe Planning tea• and the county 
public health nurse to facilitate saooth entry into the local coaaunity 
service network. 

This coaaunity interdisciplinary t~~~ aay include. but is not liaited to, the 
following aeabers: 

Case aanager: 
Parent/quardian or soouse of the individual: 
Priaarv caretaker <if different fro• above>: 
Coaaunitv-based responsible physician: 
County social worker: 
County public health nurse: 
Services for Children with Handicaos regional representative <for 
individuals under 21 years of age): and 

7 Liaison from the discharqe planninq teaam 

Please see Appendix B for a copy of the Evaluation Instruaent to be used by 
Discharge Planning tea• when evaluating individuals for waiver proqraa 
eligibility. Also included is a Physical Facility Checklist for the Hoae 
<Appendix C> to be completed by the assigned case aanager. 

A formal assessaent of each individual will be coapleted by the case aanager 
in conJunction with the coaaunity interdisciplinary teaa every six aonths. 
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G. CASE KANAGE"ENT ANO THE a>oRDINATION OF SERVICES FOR HOttE 
CARE FOR THE TECHNOLOGY DEPENDENT 

0 Description Of The Iowa Home Care Monitoring Program That 
Illustrates How A Broad Range Of COlffllunity Resources Are 
Mobilized To Provide Home Care For Technology-Dependent 
Children 
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'Ihe regional center Qi.SC nurse arrl the Central Office rnsc nurse 

consultant are responsible for convenin:J a cx::m:m.mit;x ba.se:i care 

\o::mferern: of ne:mbe.rs of the cgnnu.m,ity services network team for the -
µrrpose of developirg the cammmi.ty Services Network Plan of Services 

for the child arrl the child's family. 'lhis team is made up of the 

irrlividuals who may beca:re or are involved with the child's care in the 

home settin:,. 'Ihe team may incltrle all or sane of the follo..;ing 

i.rrlividuals: the child's family, the child's local physician, a 

ccmm.mity hospital representative, hare health agency representative, 

errergency support personnel, eq.ri.µrent ven:ior representatives, area. 

e::ru.cation agency representative, family 5UA?Ort group me:mt:e:rs, carmmmity 

service pro;rarn . representatives arrl representatives of pro;;ram,s fun::lin3 

hc::l'te care. 

'Ihe • camunity Services Network Plan typically contains the 

follClltlirg ele:rents: 
; 

1. \ Family. 'Ihe child's family is the child's primary care 
provider arrl generally receives instruction in the provision 
of certain of the child's rnedic.al care needs while the child 
is in the hospital 'Ille Canmunity Se.rvices Network Plan 
identifies the services, both medical arrl nome:lical, that the 
family will provide an:i the services that the family wishes 
others to provide. 

2,.. ··-·Medical. '!he 0:J:mlmity Sezvioes Network Plan identifies a 
• lcx::al i;:tiysician who is responsible for providing the child's 

primary care and who carr:.:....s rut the recx:mne.rrlations rega:rdirq 
medic.al care by the Hospital Plan of Services. As a member, of 
the ccmrm.mity service team, the focal ptysician 1lllS1:, s~ .. 

\ involved in develop~ the canmunity Services Network Plan am 
the 1X1ysician nust >cnow who is responsible for varioos types 
of needed services. • 
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3. 1 Hospital. After the child returns heme from the hospi ta1, 

' medical problems frequenUy recur requiring t.emp:>rary 
rehospitalization of the child. 'Ihe Hospital Plan of Harne 
Services identifies cammunity, ~ional or nroical center 
tertiary care hospitals to provide the follo..,-up services the 
child may need. ard i.ncltrles plans for rehospitalization of the 
child sha.ud that need arise. 'Ihe canmunity-Based care Plan 
incorporates those elerrents of the Hospital Plan. 

4 . : Harre care Programs. 'Ihe Ccrnrrn.mi ty Services Network Plan 
identifies the nurses or heal th aides, either public or 
private, who are responsible for provi~ supp::irt to the 
family in their ha:ne ca.re duties. Nurses or health aides 
provide the elerrents of hare heal th care not requir.i.rg direct 
:i:;hysician involvement that are too cxxr.ple.x or frequent for the 
family to provide. Other health services are provided as 
needed by professionals such as respiratory therapists, 
µiysical therapists, occupational therapists, nutritionists, 
ard psycholcqists. 'Ihese services vary ard are determined. by 
the needs of the in:li vi dual child a.rd. family. Forrral written 
contracts are negotiated directly between the child's family 
a.rd. heme care agercy. Moni tori.ng of harre care services is 
provided by the ~ional center rnsc nurse to assure quality 
care. 

5. FUn:lirg Age:rcy. While hare ca.re costs· are generally less 
expensive than hospital care costs 9 the costs of home care are 
nonetheless often considerable. Sourc::es of financing the hone 
care of the child are reviewe::i ard identified in the Community 
Services Network Plan. Families of children requiring lo~
tenn specialized medic.al care in the hane may be eligible for 
the Mcx:lel Waiver Program urrler which the Title XIX Medicaid 
Program covers the CX)S't of m:my hcm2 care services. 'Ihe 
Cormnmity Services Network Plan includes the arrangements that 
have been Ir0de in this regard by the family, oos arrl rnsc. 

6. Errergency SUpport. Many of the children requirirg specialized 
nedical hare care need su:pp::,rt services such as alternative 
electrical systems, transportation an::1 nalic.al care in the 
event an en-ergency arises. The Ccmrnunity Services Network 
Plan lists those who are responsible for provi~ emergency 
services, arrl advanced plannin:;J for possible emergencies is 
done with those providers. 

7. ~ F.dµcationo The children who need len;J-tenn specialized 
medical hane care vary in their need. for educational services. 
Infants am small children may need home-based early 
intervention prcqram.s or pre-school programs arrl school-age 
children may need special education services. Since Iowa has 
a :regionalized ?,lblic special education program with a mandate 
to provide services for all children fran 0-21 years of age, 
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children rece1.vln3' lorg-tenn specialized medical hane care 
have access to awropriate educational services ard to 
"related services." 'Ihe C'.cmmlI1ity-Services Network Plan 
identifies the service to be provided ard irrli.cates he1w these 
services are to be provided. 

8. Family Sµpp:,rt Gm.Ip. Parents \tmO provide lorg-tenn 
specialized medical care in thP-ir hare often have a need for 
the 5UJ?POrt ard camsel of other families \ttlo have oamparable 
problems. SKIP of Ic:,.,,,a (Sick Kids Need Involverl People), a 
nonprofit organization of parents with personal experienc.e in 
carirg for children with specializerl medical care needs is a 
major family SlappOrt group with which the Hane Health care 
Mcmitorirg PrcxJram has develcped a close relationship. Family 
support graips such as SKIP assist in the canmunity Services 
Network Plan developrent by provi~ a parent representative 
to ~t with the family durirg the developnent of the plan to 
work with the CHSC Hane care Monitorirg Program coordinator in 
formulatirg the plan, to help the family gain access to state 
ard federal resoorc:es, to help educate various community 
resource pen;onnel as needed for each child, to link the 
family with other families for orgoirg SUJ?POrt, ard to 
maintain a network with varicus support groups that can 
provide further consultation with parents. 

9. . F.guiprv:nt Verdors. Many children \ttlo receive lorg-tenn 
specialized medical care in the hane require special equip-rent 
with 24-harr availability of services, maintenance, ard 
supplies. 'Ihese special needs make it necessary for the 
regional center CH.SC nurse to work with the family to identify 
verrlors \ttlo agree to provide on-call services with fonnal 
written contracts beirg negotiated directly with the child's 
family. 'Ihe O::mrunity-Based care Plan identifies agreements 

: · with equipnarrt verdors, ard the regional center CHSC nurse \ttlo 
' serves as case manager m::>nitors the verdor's reliability. 

10.-· Ccmmmity Service Prcxgam;. 'Ihe ability of families to cope 
with the !Xlysical ard em:,tional deman:is of provid.in:J lorg-term 
specializerl na:lical care for a child ·in the hane is, to a 
large degree, detennined by the 5UI=P0rt the family receives 
fran at.her family members, frierds, ard the canmunity. Neederl 
support services rey incl\.rle respite care, hane heal th aides, 
arrl special transportation arrargenents. 'Ihe canmuni ty 
Services Network Plan includes the arrargernents made for such 
services arrl irrli.cates how they are interrelatea. 'Ihe 
regional center CHSC nurse \ttlo serves as the case manager 
nonitors the services to assure quality of services. 
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CHSC HOME CARE MONITORING PROGRAM: 
COORDINATION OF HOSPITAL PLAN OF SERVICES 

AND COMMUNITY SERVICE NETWORK PLAN 

Diagnoses/Present Health Status 

Medical Care 

Emergency Carn 

Health Specialty Consultation 

Treatments I Procedures 

Medications/Prescriptions 

Supp!!esl\Equ!pment 

Diet 

Activity!Mobl!Hy 

Sleep 

Ellmlnation 

Personal Care 

Communication/Sensory 

Psychological 

Financial Assistance 

Developmental/Educatlonal 

. Family Support 

Recreational & Social 

Health Assessment 

( ) 

CHSC 
HOME CARE MONITORING 

PROGRAM 

CHSC Program Coordinator 
CHSC Nurse Consultant 
CHSC Parent Consultant 

CHSC Regional Center Nurse 

( ) 

Child's Family/Alternate Caregivers 

local Physician 

local Hospital 

Community Home Care Program(s) 

Public/Private Funding Agency 

(e.g. OHS) 

Emergency Support Personnel 

Education (e.g. AEA) 

Family Support Groups (e.g. SKIP 

of Iowa) 

Equipment Vendors 

Community Service Programs 



CHSC HOME CARE MONITORING PROGRAM 

UNIVERSITY OF IOWA HOSPITALS & CLINICS 
NICU/PICU 

H RHponalblUllea 
0 1. Assisi In conducllng conllnulng educallon 
S prograrntal for reglonal nu,sa. 
P 2. Asslal In edi.callon of ,eglonal nu,se lor 
I speclllc pallenlslcllenls. 
T 
A 
L 

(8) 1. 
(al (b) (C) 2. 

(al(b)(c) 3. 
(a)(bllcJ(dJ 4. 

Hospllal Cata Team 

Pllysiclan(a) 
(aJ 

Nursu11J 
lbl 

RaaponalblllllH 

Support 
Ser.Ices 

(Cl 

Clllld'a 
Family 

(di 

ldanllly clllld1an who ara candidates for home care. 
ldanlllll and prepare lamllylallemale ca,aglve,a 
lo provide lloma care. 
Reier lo CHSC home care monitoring program. 
Develop hospital plan ol home ser,lc111 In coop11rallon 
with program coordlnalo,, pa,anl consullanl and raglonal 
nurse. 

IOWA REGIONAL HOSPITALS 
NICUIPICU 

AHponalblllllH 
1. Assisi In education ol raglqnal 

nurae for apeclllc pallanlslcllanla. 

--------------------------------------------------------
Pro,ram Coo1dlna101 & Nurse Consullanl 

C Patlan! Cara Ra1pon11b1Uua1 
H 1. 
s 

Cooperala wllh slall of rafanlng NICU/PICU In 
craallon of lloapllal plan ol home aervlcB&. 
Serva as llalson belween referral hospital care 
l■am and community urvlcaa network team. 

C 2. 

Admlniallallwa AaeponalblUllea 
1. Monllor Iha reporting & avaluallon eyalem 

10 maintain qualllll aaauranca. 
2. Conduct conllnulng education program(al 

for raglonal nurua lo aasura they wlll have 
Ille skills needlld lo aaaura quallly care. 

3. Supervise regional nurses aclMllaa In 
developing and lmplemenllng Ille hoapllal plan 
of home aervlce1 and Iha communlly aervlces 
network plan. 

4. Develop alandarda for homa care. 

Reglonal Conte, Nurse & Nurse Consullanl 

Pallan! Cara Auponalblllllaa 
1. Assisi In developmenl and lmplemenlallon of 

hospllal plan of home aervlces. 
2. Organllll 1h11 communlly aarvlce~ nalwork plan. 
3: Serva as Halson belwHn members ol Iha 

communlly services nalwork learn. 
4. Serva as caaa manager lo coordlnale and 

monllor llosplh,I plan ol home &efYlces and 
communlly aarvlcaa nalwork plan. 

Admlnlatrallwa RHponalblllllH 
1. ldanllfy local paraonnel and reaourci;s 

naad11d lo provide home care as recommended 
In Illa llospllal plan of homo services. 

2. Convene cue planning conferences of local 
provldera lo creale communlly aervlcas nelwork 
plan. 

3. Oeslgnala who wlll be responsible for providing 
"hands on" care lo malnlaln qualUy assurance. 

4. M<.nllor racord1 lhal are kepi lo, reporting and 
avaluallon ayslom. 

Comrnunlly Services Nelwork Team• 

Chlld's Chlld'a local Communlly Homa Care Funding Emergency Supporl 
Family Physician Hospllal Programs Agency Personnel 

ta) (bl (C) ldl l•I Ill 

C RHponalblllllH 
0 (al Provide lor child's dally ph~slcal, amouonal and socl.al n11eds. 
M (bl Provide prlma,y medical aarvlcaa for acula care, crlsla lnlarvenllon and heallh malnlananca. . 
M (c) Maka acula hoapllal care 1vall1bla and be lllallne lor p,1llanls lrom home lo appropriate llospllal. 
U (di Suparvlae or provide "lland1 on" p11llan1 care In Ille home. 
N (el Pay lor aervlcaa provl0ad child aleglbla lor publlclprlvilt& llnanclal aaslslance. 
I (fl Assure 1h11 lransporl1Uon Ind required aervlcH auch as alaclrlclly, ale., wlll be ayallabla on a 24-hour basis. 
T 1111 P:c,vlda a varlaly ol lnlarvttnllon, aducallonal, and relalad aarvlca programs In Iha home. 
Y (hi Provide aupporl lo family wllh advice and counsul. 

Ill Ba available on 24-hou, call lo provide or aarvtce equipment used In home care. 
Ill Pfovlda aan,lcn such as reaplle care and apaclal iransporlallon. 

Program Pa,anl Consullant I 
Plll•nl Care RaaponalbUIUaa 

I. Assisi lamllles lo examine home care 
opllons. 

2. Provide direct famlly auppo,1. 
3. Assisi famlllaa wllh financial plans. 

Admlnl1llallwa AaaponalblUllaa 
1. Parent advocacy. 
2. Review and monllor llnanclal atalus of rala,rad 

famlllea. 
3. As~lsl In davafopmanl ol llospllal 

plan of home aarvlces and community 
aervicaa nelwork plan. 

4. ldonllfy and network wllh various 
family support groupa. 

Famlly 
Support Equlpmenl Service 

Education Groups Vendors Progr.ams 
IOI lhl (IJ OI 

'N.:it all of lllase indlvl<luals/ 
agencies will be nacauary for 
each child. 
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H. PROFILE OF SELECTED PROGRA"S INVOLVED IN HOttE CARE FOR THE 
TECHNOLOGY DEPENDENT 

0 Excerpts From "Alternatives To Hospitalization For 
Technology Dependent Children: Program Models": Tables 
That Provide Information On Programs in Illinois, Iowa, 
Louisiana, Maryland, and Pennsylvania (Number and Ages Of 
Children Served, Diagnoses, Degree Of Ventilator 
Dependency, Physical Care Needs, Daily Nursing Support, 
And Costs Of Case Management) 

0 "Selected Institutional Programs Involved In Care And 
Discharge To Home Of Ventilator-Dependent Children" 
(Appendix From Brooklodge Symposium For The 
Ventilator-Dependent Child; brief descriptions of mainly· 
hospital programs) 



ALTERNATIVES TO HOSPITALIZATION 

FOR TECHNOLOGY DEPENDENT CHILDREN: 

PROGRAM MODELS 

Josephine Gittler, J.D., and Milo Colton, Ph.D. 

Future Directions of Services for Children 
with Special Health Care Needs 



ILLINOIS DIVISION OF SERVICES FOR CRIPPLED CHILDREN: 

Year: 
1979-1980 
1981 
1982 
1983 
1984 
1985 
1986* 

'.I'C1rAL 

HOME HEAL TH CARE PROGRAM 

TABIE ONE 
PRrnM EtOOLtMENT: 1979-1986 

NOMBER 

2 
2 
2 
9 

15 
31 
53 

114** 

*Enrollment dur.i.n:J first eleven :m:mths of 1986. 

2 
2 
2 
8 

13 
27 
46 

100 

**Infonnation as to the precise date of enrollment was unavailable for 
thirteen cases. • 

T'ABIE THREE 
~ OF ENIOLLED iOPCIATICJN 

CAT.EXDRY 

lige: 
3-11 M:>nths 

12-23 M:>nths 
24-35 M:>nths 
36-47 Months 
48-59 Months 
5-7 Years 
8=10 Years 

11=13 Years 
14-17 Years 
18-21 Years 

TOTAL 

NfJMBER 

5 
30 
20 
13 
13 
16 

9 
4 
8 

-2 

127 

4 
24 
16 
10 
10 
13 

7 
' 3 

6 
__]_ 

100 



T'ABIE FIVE 
/ MEDICAL DllGN.)SIS OF ENOOLLEES 

CATEmRY NUMBER* 

Medical Diagn::>5is or Con:lition: 
Seizures 38 30 
structural Airway Aboornalities 28 22 
Bron.::hiop.l.lm:>nary Ojsplasia 27 21 
Sensory Deficit(s) 27 21 
Nutritional Disorder(s) 23 18 
Severe Central Nervous 

system !):feet ( s) 20 16 
Orthopedic Anara.ly (COr .genital 

an::l Acquired) 18 14 
Quadriplegia 17 13 
Hydrcceµru y /Mi~y 17 13 
Gastrointestinal Reflux 15 12 
Hypot.onia 14 11 
Degenerative Neurarrn.lSCUlar 14 11 

Crani.ofacial Anana.l.1.es 13 10 
other Respiratory Deficits 12 9 
Co~enital Heart Disease 12 9 
Orronic Heart Failure/ 

Cor p.i].rronale 10 8 
Gastrointestinal Defect 

- Acquired 8 6 
Gastrointestinal Defect 

- Corgenital 8 6 
Cerebral Palsy 8 6 
Thren.ic Nerve Paralysis 6 5 
Genitourinary Disorder 6 5 
Apnea 6 5 
Thoracic Lesion or Syrdrane 4 3 
Cystic Fibrosis 3 2 
Metabolic Disorder 3 2 
Miscellaneais Inte:Jt,mEntary 

Problems 3 2 
other 12 9 

(N=l27) 

~ of the 127 imividuals enrolled had :rrore than one diagnostic 
cordition. 



.TABIE SIX 
E:NJ:OLU:D POPUIATION: f ETIOI.OOY OF MEDICAL OJNDITIONS 

~ 

Etiolort of the Prcblem: 
Prernaturi ty 
Multiple Corgenital Anaralies 
Genetic 
Trauma 
Perinatal Asp'lyxia 
Central Hypoventilation Syndrane 
G3strointestinal Malformation 
Central Nervous System lesion 
Myelarenin:;Jocele 
Pa5trreturity 
Hydroceftlalus 
'Ihoracic Lesion or Syndrane 
otherjUnknown 

'IOrAL 

NOMBER* 

43 
28 
21 
16 

9 
5 
5 
5 
3 
2 
2 
2 

_§ 

127 

~ exreeds 100 percent due to ramiin;J. 

TABIE SEVEN 
PHYSICAL CARE NEEI)S OF DOOLU:D FOPIJIATICIN 

Fhysical care needs: 
Fee:tin:J Tubes 
Tracheostany 
Ventilator Deperrlent 
• For 24 hours 

For less than 24 hoors 
Respiratory Treatrrent.s 
Rrren.ic Nerve PaCE:rS 

Hyperalinentation 
Temperature Regulation 
other 
None 

(N=l27) 

53 
40 

i 45 
I 32 
\p 

19 
7 
5 
5 
6 
6 

34 
22 
17 
13 

7 
4 
4 
4 
2 
2 
2 
2 

_A 

117* 

PERCENI' 

42 
32 

r 35 
f 25 

{; 10 
- 15 

6 
4 
4 
5 
5 

*Sctre of the 127 in:lividuals enrolled in the pn:)3IaID have rore than one 
type of Ji1ysical care need. 

~Etc.fl' 
t-DAILY NCRSDG SUPIOkJ: REX.!illvED BY BNR>LLEF.S . .. . 

CM'EXDRY ;NtlHBER 

17-24 boors per day 
9-16 hours per day 
1-8 hours per day 
None 

•~ta were not available for all cases. 

24 
• 18 

15 
12 

PERCEM' 

35 
26 
22 
17 

100 



r 

N 
~ 

JU.IIOW ll..Ht.: C.AAt'. ~ 
rt~IU, Rf~UJJO:S ANO cu;rsl/ 

J... -2... J._ _L ...2-. _§_ _]_ 

(ITE) Cost per 
NUrrt:ier of Total Annual Medicaid Waiver Medicaid 

rooitim Titl~ ftiiitj_on.s SalariesY f\?rcent of '1'~;11 Total Sal~ries Reouired Caseload Waiver Case 

Professional St.aft 

Pro:Jram Service 
Managers 10 $ 300,527 16 $47,762 36 $1,326.72 

Medical Social 
O:nsul tants 14 342,294 19 65,955 36 1,832.08 

Nu.rs~ O:nsul tants 31 773,181 15 118,339 36 3,287.20 
Hear~ ard Speech 

Consultants 6 137,824 J 4,142 36 115.05 
Division OJnsu.ltants _§ 154,944 ll 16,810 36 466.35 

SUBIU1'AL 67 $1,708,770 $253,008 )6 $7,028.00 

Sun:ort Staff 

Prcgram OJnsul tant 
Aides ll 189,670 .!! 15,034 36 417.61 

SUBIUI'AL 11 189,670 15,034 36 417 .61 

'IorAL 18. Sl,B2B,HQ $268.012. 36 SL .. H~fil. 

1. Personnel resources ard costs reflect only the personnel rescuroes ard costs asscciated with provision of case rrunagesrcnt 
services to Medicaid iocdel waiver children. 

2. salary figures do not include frirqe benefits. 

J. Percent of too figures are based on a 1986 tine-notion stlrly =muctcd for C6CC. 

TABLE NINE 



IOWA MOBILE AND REGIONAL CHILD HEAL TH 

SPECIAL TY CLINICS PROGRAM: 

HOME CARE MONITORING PROGRAM 

'l7u3.LE ONE 
CURRENT PRDGRi\M ENROLI.MENT: 1.984 ro PRESENI' 

NtlMBER 

Year: 
1984 1 3 
1985 0 0 
1986 27 93 
1987 (As of 3/1/87) J _J 

'IDI'AL 29* 99** 

*Figure does not inclu:iesix inactive cases. 

**Total is less than 100 peroent due to roun:iing. 

Age~ 
3-11 nonths 

12= 23 IOC>nths 
24-35 nonths 
36-47 nonths 
48-59 nonths 

5-7 years 
8-10 years 

11-13 years 
14-17 years 
18-21 years 

'rorAL 

TABLE 'lHREE 
).GE OF E:NEOLLED IDPCJIMION 

NCIMBER 

4 
2 
7 
1 
2 
5 
3 
1 
4 

_Q 

29 

*Total is less than 100 percent due to rourd:i.rg. 

TABI.E SIX 
DAILY NURSimS -u-p-'.EQRr- OF ENR:>Ltm> POPOIAT.ION 

CM'EmRY NDMBER· 

17-24 hours per day 0 
9-16 hours per day 2 
1-8 hours per'day 15 
None ~ 

TOrAL 29 

14 
7 

24 
3 
7 

17 
10 

3 
14 

__Q 

99* 

Pl:!RCENl' 

0 
7 

52 
41 

100 

\ 
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TABLE FIVE 
MEDICAL DD\,Gl,OSIB OF ENROLLED POPCILM.'ION 

Medical Diagnosis or Problem:• 
Corgenital Heart 
other corgenital Anaralies of 

Nervous System (~ocele, 
Lissencephaly, Menin;3-anyelocele) 

Cerebral Paley 
Quadriplegia 
Other arrl Unspecified Corgenital 

Anamalies (Prader Willi Syndrane, 
Arteriovenous Malformation) 

Other Con::lition.s of Brain 
(Post Viral ~opathy) 

Multiple Congenital Anc:malies 
(Lowe's Syndrane, Goldenhar1 s 
Syrrlrare) 

A.strocytana. 
Orn:xrosarnal Ancrnalies 

(Trisany 13) 
Disorders of cartx::hydrate 

Transport arrl Metabolism 
(Nonketonic Hyperglycemia) 

Other Corgenital Ancm:uies of 
Metabolism (Cystic Fibrosis) 

Other Corgenital Anana.J.ies of 
Digestive Tract (Short Gut 
Syrrlrare) 

Seizure Disorder 

'IDrAL 

NUMBER 

5 

5 
4 
3 

2 

2 

2 
1 

1 

1 

1 

1 
...l 

29 

17 

17 
14 
10 

7 

7 

7 
3 

3 

3 

3 

*'Ihe International Classification of Diseases, Ninth Revision, Clinic.al ' 
Mcdification, canmission on Professional Hospital Activities, Ann Arbor, 
Michigan, was used in carpil:i.n; the data on medical diagnosis or 
problem. 

**Total is less than 100 percent due to~-

'rABLE SEVEN 
SOURCE OF~ FOR SERVICES* 

CATEOORY 

Medicaid Mo:iel Waiver Program 
Private Insurance** 
other 

NUMBER 

26 
19 

4 

( 90 
\66 
\14 

*Many of the children served were covered by both the Medicaid Program 
an:i private insurance. 

**Private insurance figures in::hx!e coverage by Blue cross/Blue Shield 
or a camnercial insurance carpany. 



°' i--' 

Ia-lA O!SC ln!E CARE t-O{TID!i.n«; rno:;RAM: 

PERSCtlNEL RESOORCES ANO ams!/ 

_1_ i.. _3_ _4_ _?_ _§_ _L 

(ITE) 
NuJTtier of TotalAnrJ..lal Total 'Ibtal Average Cost 

Position Title E\lGitions SalariesY' Percent of Ti.Ire Salaries Required Active caseload Per Case 

CentJral Off ice 
P];:Q(essia-al staff 

0Pediatdc Nurse 
Practitioner 1.0 $29,300 100 $29,300 29 $1,010 

Registenld Hurse 1.5 36,630 100 36,6)0 29 1,26) 
Social Worker _.i.§ 12,000 lQQ 12,000 12 -1.li 

SUbtotal 3.1 $77,930 100 $77,930 29 $2,687 

Central Of fioe 
SUpport st.a ff 

secretary .75 $10,428 100 $10,428 29 $ )60 

Sl.lbtotal .75 $10,428 100 $10,428 29 $ 360 

TOrAL .l.Jl5. SBB,J5.!l lQQ ~8.,.15!!. 2.9. ~ 

l. ~l lr1eSO.UUeS arrl oosts figures in:::looe central office resources an::! custs, rut they do not inclU'.ie regional office 
resouroes and! costs. 

2. Salary figures do not include fr.irqe benefits. 

TABLE EirnT 



LOUISIANA 

VENTILATOR ASSISTED CARE PROGRAM 

Year: 
1983 
1984 
1985 
1986 

TABLE ONE 
PR:>GRAM ENOOLIMENl' 1983 'l'O PRESENT 

NOMBER 

11 
4 

17 
11 

1987 (As of 03/01/87) 

Total 43 

*Total exceeds 100 percent due to rourrling. 

TABU:Tw::> 
S'IM'CS OF FOPOIATION SERvED 

CATECDRY NtlMBER 

Number CUrrently Enrolled 
(March 1, 1987) 29 

Number Deceased. 7 
Number Weaned ...1 

Total 43 

*~ta.1 is less than 100 percent due to rourrling. 

'I'ABIB THREE 
1iGE OF 'Im: FOPOUa!ON SERVED 

CM'ECDRY NaMBER 

Age: 
3-11 n:onth 4 

12-23 n:onths 4 
24-35 m::::>nths 3 
36-47 m::::>nths 5 
48-59 m::::>nths 3 
5-7 years 10 
8-10 years 3 

11-13 years 1 
14-17 years 5 
18-21 years 3 
over 21 years ~ 

Total 43 

I 
26 

9 
40 
26 

PERCENl' 

67 
16 
16 

99* 

9 
9 
7 

12 
7 

23 
7 
2 

12 
7 

-2 

100 

\ 
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TABLE Eic:;a; - , -, ·. 
POPOI.ATION SERVED BY PK>GIWl: MEDl:CP.L DDGN'lSIS 

CAT:EGJRY 

Specific Medical Diagnosis 
* or problem: 

Anterior Hom Cell Disease 
(Werdnig-Hoffman DLc:ease) 

other Paralytic Syrdrcrres 
(Quadriplegia) 

other Respiratory Con:litions of 
Fetus arrl Newborn (Broncho
p.llm:>nary Dysplasia 

Other arrl Unspecified Con::Jenital 
Ananalies (Multiple eon;enital 
Anomalies) 

Syrrptoms Involvin::J Respiratory 
system an:l other Olest Syrrptarns 
(Hypoventilation) 

Muso.llar Dyst.rq:hies am other 
Myopathies 

Spina Bifida 
other Con;Jenital Anarnalies of 

Nervous syst.e.m (Myelodysplasia) 
Intercranial Inju:ry of other am 

Unspecified Nature 
other Corgenital Ana:nalies of Heart 
Corgenital Anamalies of 

Respiratory System 
Disorders of carbohydrate Transport 

arrl Metabolism (Pcirpe's Disease) 
other Malignant Neoplasms of 

Lymphoid a.rd Histiocytic Tissue 
(Non-Hcrlgkins Lyrrphana) 

Encephalitis, Myelitis, arrl 
Encephalamyeli tis 

Total 

NllM8ER 

10 

7 

4 

4 

3 

3 
3 

2 

2 
1 

1 

l 

1 

.J 

43 

23 

16 

9 

9 

7 

7 
7 

5 

5 
2 

2· 

2 

2 

_2 

gs** 

*'Ihe Internationa.1 Classification of Diseases, Ninth Revision, Clinical 
Ma:lification, a:mn.ission on Professional Hospital Activities, Ann Arbor, 
MIP was used to c::cmpile data :relative to the section on medical 
diagnosis arrl problem. 

**Total is less than 100 percent due to~-



TABLE SIX 
CURRENT ENR:>LLEES:* VENI'ILMOR ~ l~- . . . .. .. 

CATEQ)RY NOMBER PERCENT 

Ventilator Cepen:ient for 24 hours 14 48 
Ventilator Deperrlent for less than 

24 hours 15 52 

Total 29 100 

*rn addition to the twenty-nine ventilator assisted in:lividuals enrolled 
in the prcqram, there are seven in:lividuals who have been weaned from 
the ventilator arrl receive only minimal prcgram services. 

TABLE SEVEN 
CURRENT ENROLLEES: DAil.Y NORSlN3 SUP.roRI' 

None* 
1-8 hours per day 
9-16 hours per day 

16-21 hours per day 

Total 

NUMBER 

18 
4 
2 

-2 

29 

62 
14 

7 
17 

100 

*Fifty-two percent of the children currently en.rolled in the pro;ram 
receive 4-168 hours of nurslll3'/at:terrlant care per week. 

TABLE NlNE 
SOURCE OF ~ FOR SERVICES* 

Medicaid Prcgra'Tl 
Hardi.capped Orildren's Services Prcgram 
Private Insurance 
Musa.llar Dystr-q:;oy Association 
Office of Mental Retardation arrl 

Develcpnental Disabilities 
Office of Human Developnent 
Medical Prcgram 
l.Jnk.nown 

N=43 

NOMBER 

26 
24 
16 
10 

3 
4 
l 
2 

PERCENT 

60 
56 
37 
23 

7 
9 
2 
5 

*Note: Many of the irx:tividuals served by VACP had more than one source 
of financin:]. 



Jwitioo Title 

Hala:lcare 
Professional $t4 tt 
Projea...-t Dira..--tor 
Project. Co-Oire,..--tor 
l'rojea...--t Co-Director 
Project COOru.inator 
Project Nurse 

' OJnsul tant 
case Harager ~ 
lu.!spiratory 'Ille.rapist 
H1ysical 'lll.e.rapist 

( F'l'E) 
Nunt,er of 
Jwitions 

0.05 
0.10 
0.10 
1.00 

1.00 
0.50 
0.15 
0.05 

~tional Therapist 0.05 
s~ P'dt.hologist 0.05 
Social Work.er 0.25 
R&;creatioo 'Ille.rapist 0.05 
~tion Consultant.Y QJQ 

SUBlOl'AL 3.45 

VACP Of IOOISI.At!A 
PrnSa-lllEL Rl:SOUHCES AND o::s1s 

'Ibtal J\nnl.ldl 'Ibtal Otrrent Cost 
sa1a[iesl/ ~1t ot Ti~ Salaries Requi.roo Active case1oadY Per Case 

$ 3,814 100 $ 3,814 29 $ 131.52 
6,500 100 6,500 29 224.14 
6,000 100 6,000 29 206.90 

35,458 100 35,458 29 1,222.69 

30,832 100 J0,832 29 1,063.17 
12,480 100 12,480 29 430.34 
5,038 100 5,038 29 173.72 
1,544 100 1,544 29 53.24 
1,176 100 1,176 29 40.55 
1,925 100 1,925 29 66.38 
6,032 100 6,032 29 208.00 

980 100 980 29 JJ.79 
J,l2Q 1QQ J 120 12 ~2 

$114,899 100 $114,899 29 $3,962.04 

1. Salary figures do not iu:looe trirge benefits. 

2. ~igure does not iu:l~e seven irdividuals who have been weanErl fran ventilation an:i who receive minimal prcqlalll 
services. 

3. 'lhis p:isitioo is oot full.loo by the VACP Fooerdl Grnnt; it is furrlu:i by 01ildren's Hospital. 

4. 'lhis p:isitioo is r.:>t tumu:i by the VACP Federal Grant; it is fun.ied by tlie State IA:;part:Jrcnt of f\lblic Etlucation 
iloJ an:>ther Federal Grdllt hun the Federnl Division ot" M.iternal an:i Ould lie.11th. 

Position Title 

t1aie care 
Support Stat( 

(fTE) 
truiwerof 
Positions 

Administrative Assistant 0.50 
Cata Assistant 0.50 

SUBIOrAI. LOO 

'IOrAL 4,45 

VACP OF IWISIANA 
l'EHSWNEL RE:.5001~ AND 0::Sl'S 

Total Annual Total 
Salaries Required Salaries ~rcento(Ti@ 

$ 7,395 100 ~ 7,395 

~ lQ.Q _lL.121 

$ 15,787 100 $ 15,787 

$ 130,686 100 $ 130,686 

Ou:rent 
Active caseload 

29 
12 

29 

29 

$ 255.00 
289.38 

$ 544.38 

$4,506.42 



MARYLAND COORDINATING CENTER 

FOR HOME AND COMMUNITY CARE 

'mBI..Ea-m 
STATOS OF anu:m:N n1RE.tc,,:,c,'ERRED="" 

CATm:>RY NCIMBER PEFCE:Nr 

Status: 
CUrrently enrolled 58 
Deceased 28 
Graduated fran program* 20 

• Services not desired** 57 
Ineligible for program 17 
Mc,ved 5 
other (Remained h~ita.lized or 

rehospitalized)** 57 

Total 242 

*Cl'lildren were weaned fran ventilator. 

24 
12 

8 
24 

7 
2 

101**** 

**Cl'lildren were referred to program, tut services were refused. In the 
majority of these cases, the insurers responsible for fundirg the 
child's hc:rre care costs refused to pay for CCHCC case management 
services. 

***'Ihe referred c:hildren remained hospitalized or were rehospitalize:1 
shortly after bein:] discharged. 

****Total is m:>re than 100 percent due to rrurrlin:r. 

'.rABU: '1'51) 

PIOGRAM EtmOLIMENr: 1984 'lO PRESEm' 

Year: 
1984 
1985 
1986 
1987 (As of 3/1/87) 

Total 

NtlMBER 

8 
12 
34 

J 

58 

*Total • 1s nore than 100 percent due to~-

PE'RCE:m' 

14 
21 
59 

-1. 

101* 
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TABU: SIX 
DDIGN:)STIC a:::JNDITIOO OF ENROLLED CHIIDREN 

C1\TEG'.)RY NOMBER 

Medical Diagnosis or Problem:* 
Other Respiratory Corrlitions of 
Fetus arrl Newborn (Bronc:ho-

p..l.1.lronary Djsplasia) 21 36 
Syr;1ptans Involvin:J Respiratory 
System arrl Other Olest Synptcms 

(Hypoventilation, Apnea, Orrl.ine's 
curse, Gunshot Wourrl, React.i ve 
Airway, Min.imlml Aspiration, 
Airway Obstruction) 8 14 

Other Congenital Anomalies of Heart 5 9 
Other Congenital Musculoskeletal 

Anarrruies ( Pierre Robin £yn:1rare, 
Achorrlroplasia, Prune Belly, 
Brittle Bone) 4 7 

other Paralytic Syn:irc:m?s 
(Quadriplegia) 2 3 

Interc::ranial Injury of other an:l 
Unspecific Nature (Head Tramna, 
Motor Ao::ident) 2 3 

other Cerebral Degenerations 
(Encei:truc:malacia) 2 3 

Effects of other External Sources 
(Neu Drc:Mn, Post Drown) 2 3 

Other Congenital Anc:malies of Ne.rvc:us 
System 2 3 

Anterior Horn Cell Disease 1 2 
Cerebral regenerations Usually 

Manifested in ChlldhOCXJ (Butt.en-
?-'J3.yoo Disease) 1 2 

Congenital Ananalies of Respiratory 
System (~eal Tracheanalaera) 1 2 

Disorders of Muscle, Ligam:mt, an::i 
Fascia (Arthro;ryposi.s) 1 2 

Ol.rornosamal Anc:rnalies 
(Ib,..in's Syndrcrre) 1 2 

Epilepsy (Seizures) 1 2 
other arrl Unspecifierl Disorders of 

Nervc:us System 1 2 
Encei:truitis, Myelitis, arrl 

EncefXlalarryelitis (Cerebellitis) 1 2 

Infantile Cerebral Palsy 
( Cerebral Palsy) l 2 

Olronic Renal Failure {Eni stage 
Renal) J ~ 

Total 58 101** 

*'Ihe International Classification of Di.AAases, Ninth Revision, Clinical 
Modification, Ccmni.ssion on Professional Hospital Activities, Ann Arbor, 
MI, was used to canpile data relative to the section on medical 
d.i.agn::,sis a.rd problem. 

**Total is 1t0re than 100 percent due to ramclin;J. 



• 
~'JJIREE 

MZ OF ENRJLU:D -an:umEN 

CATEOORY NtJMBER 

Age: 
3-11 nonths 10 

12-23 nonths 8 
24-35 nonths 11 
36-4 7 nonths 10 
48-59 nonths 2 

5-7 years 8 
a-10 years 2 

11-13 years 1 
14-17 years 5 
18-21 years l 
over 21 years --

Total 58 

*Total is less than 100 percent due to roun:lin;. 

TABLE TEN 
rotmCE OF ~ R>R SEINICES* 

CATEOORY 

Medicaid Program 
Waiver 
Non-waiver 

Private Insurance 
Children's Me:lical Ser/ices 

Pro;;ram 
other 

NtlMBER 
JN=58) 

37 
9 
8 

2 
4 

17 
14 
19 
17 

3 
14 

3 
2 
7 
2 

---
99* 

64 
16 
14 

3 
7 

) 

*Note: '!his table indicates the source of financing for services, 
equipment or supplies for the fifty-eight children currently enrolled in 
the COiC'C pre.gram. Many of these children have nore than one source of 
furrl.i.n;J. 

■ 



TABU: EIGHT 
DAILY NORSJX; stlPFORT OF ENROLU:D CHllDREN 

CATEDJRY' NUMBER PERC:ENI' 

No Ce.ily Nurse ~rt 4 7 

1-s Hours Per ray Nurse SUH?ort 10 17 

9-16 Hours Per ray Nurse SUpport. 32 55 

17-24 Hours Per CE.y Nurse SUpport 12 21 

Total 58 100 

TABLE SEVEN 
VEN'I'IIAlOR IlEPEND.EN:Y OF ENRJLLED CHILDREN 

C1d'EG:JRY NaMBER PERCENT 

• Ventilator D=pen::ient for 
24 Hours 6 55 

Ventilator Deperrlent for 
less than 24 Hours ...2 45 

Total 11 100 

'.rABLE m:NE 
DllLY NURSDGS -o-p--l:ORI' .......... OF am.DREN tJSim VEN'l.'IIATORS 

C'ATEXDRY NtlMBER PERCENT 

No taily Nurse SUpport 0 0 

1-8 HOlll':S Per Day Nurse SUWort l 9 

9-16 Hours Per Day Nurse SUpport 6 55 

17-24 Hours Per Day Nurse SUpport ...4 2§ 

Total 11 100 

l I 



MARYIJ\ND COICC PERSONNEL RF.J:URCES AJID eu,rs 

(FIE) 
Nurrtier of Total Annual Total Total Cases Unit 

Ibsition Title Ibsitions salariesll Percent of Tine sa1 ari es Requ ire:l Managed Annually Q:§t 

Hare care 
Professional Staff 

Executive Director 1.0 $ ]7,000 100 $ ]7,000 58 $ 637.93 
Clinical care J.O 81,720 100 81,720 58 1,408.97 

Coordinators 
Clinical Director 0.8 23,800 100 23,800 58 410.]4 
Policy Analyst 1.0 32,000 100 32,800 58 551. 72 
Family Services 

Coordinator 0.8 21,120 100 21,120 58 364.14 
1--' Finan::ial tv 
-J Coordinator 1.0 28,750 100 28,750 58 495.69 

Edi.x:ational 
Coon:linator 0.8 21,120 100 21,120 58 ]64.14 

tb:tical Director QJ 7,500 100 7,500 58 129.31 

SUBIOrAL 8.5 25),010 100 253,010 58 4,362.24 

Hc:m! Care 
Sun:ort Staff 

Resource Specialist 1.0 $ 18,832 100 $ 18,832 58 $ 324.69 
Executive Assistant .LlL 16,750 100 16,750 58 288.79 

SUBrorAL 2.0 35,582 100 35,582 58 613.48 

'IDl'AL 10.5 $ 288,592 100 $ 288,592 58 $4,975.72 

1. Salary figures do not include fri.n,Je benefits. 

TABLE·EIEVEN 



PENNSYLVANIA 

VENTILATOR ASSISTED CHILDREN/HOME PROGRAM I I 
I 

'.rABIB ONE 
STATOS OF DOOLU:D R:>PIJIATI~ 1979 '10 PRESENr 

NOMBER 

Status: 
CUrrently enrolled (As of 3/1/87) 
No larger enrolled 

O:!a?ased 
Graduated fran program* 
Became ineligible for program** 
other 

*Individuals were weaned fran ventilator. 

**In:tividuals reached twenty-one years of age. 

***Total is nore than 100 percent due to roun::lin;. 

'rABU!: '1'll) 

40 

l2 
10 

4 
~ 

68 

(...'(JRRENJ.' DOOLLED R:>POIATICJN: '!EAR OF ENR:>LIMENl' 

CATEOORY NUMBER 

Year of Enrollment: 
1979-80 1 
1981 3 
1982 3 
1983 
1984 2 
1985 16 
1986 l2 
1987 (As of 3/1/87) ~ 

'IorAL 40 

*Total is nore than 100 percent due to roundi.rg. 

59 

18 
15 

6 
_J 

101*** 

P.E.RC!ENr 

3 
8 
8 

5 
40 
30 

_a 

102* 



~ 'mREE 
~ OF ENR:>LIED toPOIATICIN 

~ NUMBER PERCENT 

Age: 
3-11 Months 1 

12-23 M:>nths 9 
24-35 Months 4 
36-47 Months 8 
48-59 Months 2 
5-7 Years 6 
8-10 Years 

11-13 Years 3 
14-17 Years 3 
18-21 Years J 

'IO'.CAL 40 

"'Total is more than 100 percent due to rounding. 

TA.BU! SIX 
DDQOSTIC CONDITION OF ENR:>LU:D toPOIATION 

CATEG:>RY 

Medical Diagnosis or Problem* 
Other Respiratory Con::li.tions 

of Fetus arrl Newborn 
(Brorrlric:p.llironary Dysplasia) 

Synptans Involvin;r Respiratory 
System am Other Olest Synptans 
(Hypoventilation) 

M..Jscular Dystrq:ni.es an:i Other 
Myopathies 

Other Paralytic Syrrlranes 
(~driplegia) 

Other arrl Unspecifie::i COrgenital 
Anarna.lies (Vater's Syrrlrame) 

Spina Bifida (Arnold--OU.ari 
Syrrlrame) 

Anterior Horn Cell Disease 
(Werdnig-Hoffman Disease) 

Myoneural Disorders (Myasthe.nia
like Syndrare) 

other Ill-Defined arrl Unk:rarm 
causes of M:>.rt>idity an:i 
Mortality (Respiratory Failure) 

Infonnation Unavailable 

NtIMBER 

9 

9 

8 

3 

3 

2 

1 

l 

1 
.2 

40 

3 
23 
10 
20 

5 
15 

8 
8 

10 

1oi" 

23 

23 

20 

8 

8 

5 

3 

3 

3 
J 

104** 

*'!he International Classification of Diseases. Ninth Revision, Clinical 
Mcxtification, 0::mnission an Professional Hospital Activities, Ann Art>or, 
Mic.h.igan, was used . in cx:ripilm3 the data on medical diagnosis an:i 
prc:blem. 

**Total is nore than 100 percent due to rounding. 

\ 
I 

( 
I 
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TABU: SEVEN 
ENROLLED :roPUIATION: DAILY VENI'IIATOR USE 

NIJMBER 

~ - -- • 
\ Ventilator use for 24 boUrS 

.~ Ventilator use for less than 24 halrs 

'IOrAL 
40 

~ EIGHT 
ENR::>LI.ED R>PUL1cr'IOO: DiULY NtJRSIN; SUProRT 

CATEG:JRY NUMBER 

Ventilator assiste::1 24 hcurs 
17-24 hours per day 3 
9=16 hCAJ.I"S per day 8 
1-8 ho..rrs per day 1 
None --

SUBro1'AL 12 

Ventilator assiste::1 less than 24 hcurs 
17-24 hours per day 4 
9-16 hours per day 8 
1-8 hours per day 7 
None -2 

stJ'BIOI:AL 28 

'IOTAL 40 

*Total is nore than 100 percent due to rourrli.rq. 

PERCENT 

30 

..2SJ 

100 

8 
20 

3 
--

31 

10 
20 
18 
23 

71 

102* 



PENN.5YLVANIA VENI'IIA'IOR ASSISTI'D OUlilill-1/}ll!E FR::QWI 
PERSOONEL RESCURCES AND a:sTS 

_l_ __L _J _ _i_ -2..... _§_ ..i_ 

(FIB) 
NudJer of Total Anrual OJrrent Av~ Cost 

~itiro Title ~itim1 ~l&Y:iesl/ ~ of Time Total Salaries Requirm _ h:tive Caseload Per case 

ProfessiQOi!l sta tf 

Program Director 0.5 $52,500 100 $ 52,500 40 $1,JlJ 

Program Mministrator 1.0 ]5,048 100 ]5,048 40 876 

Registerel Nurse 1.4 ]9,645 100 39,645 40 991 

..... Social Worker M 17,807 100 -1L.§Q1 !Q ---1.!2 U1 ..... 
SUBIUrAL 3.5 $145,000 $145,000 40 $3,625 

SUIJoort staf{ 

SEcretary .L.Q 12..QQQ 100 15,000 40 ]75 

SUBl'01'AL 1.0 15,000 15,000 40 375 

'lUrAl, ~ $160.000 $160,000 40 $~ 

1. Salary figures do not incllrle frin:Je benefits. 

TABLE NINE 



Appendix C 
Selected Institutional Programs 
Involved in Care and Discharge 
to Home of Ventilator
Dependent Children 
Bronson Methodist Hospital 
252 E. Lovell 
Kalamazoo Ml 49007 

John Hartline. M.D., Director, 
Neonatologv Services 
616/383-6469 

Institutional Description 
Bronson is a 478-bed short-term general acute 
care hospital. 

Program Description 
The focus oi Bronson's program is on infants 
with bronchopulmonary dysplasia (BPD) who 
will continue to require oxygen and ventilatory 
assistance for month!> or years. The goal of the 
program is to provide comprehensive services 
for stabilized BPD patienb who can safely be 
managed at home. 

Hospiti:!I Discharges 
In it ia I ly four Bronson patients were identified as 
candidates for this program. One of the~e pa
tients subsequently became independent of ven
tilatory support and was discharged. A second 
child has been discharged and is at home re
quiring continuous positive airway pressure. 
Planning for the discharge of the remaining two 
candidates is underway at this time. 

Children's Home Health Network of Illinois 
East 65th Street at Lake Michigan 
Chicago IL 60649 

George Kouba, Executive Director 
312/363-6807 

Institutional Description 
The Network is a non-profit corporation estab-
1 ished in November, 1982, by the Illinois Divi
sion of Services for Crippled Children, Children'~ 
Memorial Hospital (Chic,igo), and La Rabida 
Children's Ho~pital and Re~earch Cenier (Chi
cago). Its primarv objective is 10 support the 
transfer of children with prolonged ventilator 
dependenc~· to their homes or alternative home
like setting,. The corporation ha, its own board 
and is not a subsidiary of any oi thf' three found
ing organizations. 

30 

Program Description 
In July, 1983 the Illinois Division of Services for 
Crippled Children received a federal Maternal 
and Child Health SPRANS grant to develop a 
comprehensive progam that will support the 
transfer of Illinois children with prolonged ven• 
ti la tor dependency to their homes or to the least
restrictive environment possible and will mon
itor the care they receive. 

Hospital Discharges 
The Network entities have discharged 23 chil
dren out of seven hospitals in the state of Jl1i
nois. Planning for seven more discharges from 
six additional hospitals is underway. 

Children's Hospital 
200 Henry Clay Avenue 
New Orleans LA 70118 

Joanne Gates, M.D., Associate Medical Director 
504:'899-9511 

Institutional Description 
Children's Hospital is a 105-bed, short-term pe
diatric hospital with a major commitment to 
rehabilitation. 

Program Description 
The Louisiana lnteragency Home Care Program 
for Ventilator Dependent Individuals is a collab
orative effort funded by a federal Maternal and 
Child Health SPRANS grant. It involves an inter
agency group including Children's Hospital, the 
Tulane Pediatric Pulmonary Center, and Loui
siana Handicapped Children's Services. The 
project will plan an organized, coordinated re
gional approach to services provided to venti
lator-dependent children and their families. The 
project is iunctioning wi!hin the administrative 
and organizational structure of Children's 
Hospital. 

Hospital Discharges 
Since 1980, 11 ventilator-dependent children 
have been di!>charged to their homes or to al
ternative settings. The ages of these children have 
ranged from 10 month~ to 20 years. 
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Children's Hospital of Philadelphia 
34th and C.1vic Ct'ntPr Blvd. 
Philadelrhid PA 19104 

RobPrt KPttrick. M.D., Director. 
VPn1ila1or-DPpendcn1 Chilrlren Home Program 
215!5%-93tH1 

ln.,titutional Description 
CHOP i, a 238-bed, shor1-term acule care in
slitution affiliated with the School of Medicine 
of the University of Pennsylvania. 

Program DPscriplion 
Stale lep,i~lation providing state funding for the 
discharge planninp, and home care managemenl 
of ventilator-dependen! children living in Penn
sylvania has been an important factor in the de
velorment of a program at Children's Hospital. 
The program currently provides: 
1. Consultation by a mulli-disciplinary team 
with families and/or inslitutions who may be 
considering home care. 
2. Supportive services. to families and/or 
institutiom. 
3. Reimbursement for services, disposable good~ 
and nursing. 
4. Coordination of the development of Individ
ual Service Plan,. 

Hospital Discharges 
Since 1977, 23 children have been discharged 
to their homes. Their ages have ranged from 6 
months tu 14 year, 

Children's Memorial Hospital 
2300 Children's Plaza 
Chic.ago IL bO(i 14 

,A,llen I. Goldberg M.D .. Medical Director, 
Division of Respiratory Care 
312 '880-4630, or Laura Frost, Coordinator, 
Venrilator-Dependent Discharge Program 
312.1880-41 Ob 

lnstitul!onal Description 
The Children's Memorial Hospital is a 265-bed, 
private. not-for-profit pediatric regional medical 
center providing medical, surgical, neonatal. 
dent a I and psychiatric services for children from 
birth to age 16 (or older when continuing ser
vices ,HP needed I. It has been a member of thP 
McGa\\ Medical Center oi Northwestern Uni
ver<,ity since 1946. 

Program Descripttor 
1he Ven ti la tor-Dependent Discharge Progriim 
(VDDPJ i~ a hospital-based, interdisciplinary 
program which provides a mechanism to facil
itate the safe discharge of the ventilator
dependent patient. The program is implemented 
by a core team consisting of a medical director; 
program coordinator; nursing, respiratory care, 
and social work coordinator!>; and representa
tives from administration and finance. T ht· cor<' 
team ha" pre-set criteria for admi~~ion to the• 
program and for di!>chargE--. It has ah,o devPI-

orwrl edu< ,1t1onal modulP, for tC',H hing parpnt, 
;ind c arl·givPr<, in tht· holllP. A11Pr a paliPnt ha, 
lwt•n idt•n!died a, a d1,rhargP tandidatf•, the 
r ore te;i m ex r,rnd, to il n f'xtendpcJ d i',r ha rge 
te,1m wh1( h include, ,111 thP prim,1ry care givers. 
in-hou .. e '-Upport sy,tem'-, and outside re
<.ources lhl' composition of the exlended dis
c h;irge team changes v,:ith each pcitient. 

Ho,rira/ Di.,charge1 
lo date. 14 children on ventilators have been 
discharged. The VDDP ha, also <,erved a, a re
source tor coordinatmg the discharge of other 
resriratorv-dependent p;itIent,. and has worked 
in close cooreration with the Illinois Division 
of Servin', for Crippled Children/SSI Program 
in each d1,charge. 

Children's Orthopedic Hospital 
4800 Sand Point \\'ay, N.E. 
Seattle \\'A 98105 

Lilla O'Grady, M.D. Clinical Assistant Profes
sor, Univer.,itv 01 Washington 
206/523-8848 

In.It itut ion a I Description 
Children's Orthopedic Hospl1al is a 188-bed. 
short-term ac utf' care imtitution that is aifil1ated 
with the School of Medicine ot the Univers1tv 
of Washington. • 

Program Description 
In 1979. an intermediate care unit was devel
oped to ,upport the growing number of 
,·entilator-depE'ndent children within the hos
pital. l he stai1 01 thi, unit prO\ ides the home 
care training and planning for patient discharge. 

Hospital Di_1charges 
Since 1976. seven children under 11 years old 
have heen di~charged to their homes 

Coordina1ing Center for Home and 
Community Care 
c /0 Sid-. t-:1d"(needl Involved People !SKIP1 
216 r\ewport Drive 
Severna Park MD 21146 

Karen Shannon. Executive Director, SKIP 
30116-17-0164 

Program Description 
A cons0rt1um 01 local. state and regionally-based 
organizatiom is developing a non-profit Coor
dinating Centerior Horne and Communit) Care 
(CCHCCI to meet the needs of respiratory dis
abled children. The com.ortium includes the 
Maryland Crippled Children Service, the Anne 
Arundel County Health Department, the Anne 
Arundel Count\ Board of Education, Sick Kids 
(need! ln,·olveci People, the Hearing and Speech 
Agency oi Metropolitan Baltimore, Parents and 
Children logf'ther, The Children's Hospital Na
tional Medical Center, the Univer~itr oi Mary
land Hospital, Johm Hopkins Hospital and 
Mount \\'ashington Pediatric Hospital. The 
CCHCC w,11 ~erve a~ the structure to support 
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tht' di!,chc1rg1' oi rt'~piratory di!>aliled children to 
tht> mo,t-n,11ur.1I honwlil..e !-etting comnwn!-u
ratt· with thPir mPdical and habilitative need~. 

Hospital DiKharfW.'-
~ix children have been sent to their homes dur
ing the last three years. They have ranged in age 
from 5 months to 6 year~. 

Craig Hospital 
3425 S. Clarkson 
Englewood CO 80110 

Robert Menter, M.D., President, Medical Stafi 
303/789-8202 

Institutional Description 
Craig is an 80-bed rehabilitation hospital that 
serves adults and children. 

Program Description 
Craig provides comprehensive rehabilitation 
services for patients with spinal cord injurie!'> or 
head trauma, some of whom are ventilator
dependent. Patient referrals come from through
out the United States. 

Hospital Discharges 
Since 1976, 16 ventilator-dependent patients 
ranging in age from 4-18 years have been di!'>
charged to their homes. Most of these patients 
were survivors of auto accidents who had be
come high quadriplegics. 

La Rabida Children's Hospital and 
Research Center 
Eaq 65th Street at Lake Michigan 
Chicago. IL bOt,49 • 

Mctrk I. Meris.em, M.D. 
Dirf:'ctor, Chronic Illness Transitionc1I Unit 
312 /363-6700 

Institutional Description 
Let Rabidc1 Children'!> Hospital and Research 
Center, the chronic care ho~pital of the Depart
ment of Pediatrics, University of Chicago Pritz-
1..er School of Medicine, is a 77-bed hospital 
with active out-patient and community outreach 
program~. In the last 20 years, La Rabida has 
progre,~ively refocused it~ mission to conform 
\vith the changing patterns of chronic illness in 
childhood. 

Program Description 
The 1ransitional Care Program at La Rabida of
fers an alternative environment which prepc1re~ 
chronically ill children for home and commu
nily 1.ite. The Chronic !line,~ Transitional Care 
unit i, a homelike en\'ironmenl that responds 10 

the mul!iple need~, pre~ented by ven1ilator
suppor1ed children. Thi, program, which pro
vides a full range of medical and non-medic.al 
service~. empha,ize, patient education, fomil) 
care, normal growth and development, and di,
charge planning. 

Hospital Discharge., 
lhe Chronic lllne,, lrr1n,itional llnil opened in 
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lwly 1964. It will build on 11 11 . t . 1 
. , . . . 'l\J)('flt'nCl' P 

thl' ho,p1tal ~ lr,m~111on.1I C.111, h . 1 
charging to home childr(•n Wtll, ~?·r,l_m1 in < 11'· . •t•nt, r1tor cl'· 
pendenry and other chronic c 11,,,J,t h , 
L h ion, ~uc ,1 
l)ronc opulmonary dy,pla•., 1 "r l • ·h c 

h • .. IC c ron 1 
tr ac eo!>pomy. 

Rancho Los Amigos Hospital 
7601 E. Imperial Hwy. 
Downey CA 90242 

Donna Barras. M.D., Director. 
Pediatric Spinal Cord lnjun· Program 
213/922-7022 

Institutional Description 
Rancho Los Amigo~ is a 637-bed, short-terni 
general med_ical and surgical hospital with ,, 
maJor commitment to rehabilitation service,. 

Program Description 
The Pediatric Spinal Cord Injury Team includt-, 
a pediatrician, nurse, physical therapist, on u
pationa I thera_pist, respiratory therapi!>t. P'-). 
cholog,st, social worker, recrealion therapi<-t 
orthotist, dietitian, liai~on nur!.e, and other~ a, 
needed. learn and record management invol1 ,. 
a problem-oriented approach. Comprehen~11 c 
medical care and rehabilitation services are pro
vided to all patients. 1he former i, ongoing arid 
the latter is divided into the following four 
phases: 1) admission, 2) treatment, 3) dischan.:,· 
preparation, 4) transition into the commun11\. 
Follow-up care i~ provided through the ou1-
patient clinic. 

Hospital Discharf!.es 
During the past 15 year,, 150 spinal cord injuc1 
patient~ have been admitted. Oi these, 20 han· 
been high quads who have required respirator, 
assistance. 

Howard A. Rusi< Respiratory 
Rehabilitation Center 
Department of Rehabilitation Medicine 
New York Universitv at Goldwater 
Memorial Hospital 
Franklin D. Roo!>evelt Island 
New York NY 10044 

Augusta Alba, M.D . Associate Director, 
Department oi Rehabilitation Medicine 
212/750-6777 

Institutional Description 
Goldwater Memorial Hospital is a 912-bed fa. 
cility which has specialized in long-term reha
biiitalion and lreatment 01 chronic illness since 
1939. As part of 1he Health and Hospi1al Cor~ 
poralion oi 1he Cil\ oi New York, the hospital 
maintain~ a long-standing affiliation with New 
York Unover§ily Medical Cenier. The Howard A. 
Rusk Re§piratory Rehabilitation Center first 
opened in 1955 as a regional center of the 
Nationa I Foundation ot Infantile Paralysis. A 
25-b£•d unit which cares ior neuroparalytic pa
l iC'nt~ w 1th ventilator-dependency, it is inte
grated into the Department ol Rehabilitation 

I . 
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MPdic inl' with a full «Hnpl!'ment oi ~Wnt>r,1I re
hahil it,lt ion !>!'rvic t·~. 

Program DP.\rriplion 
The rehahil1Iation program usf'~ the team ap
proach to patient care and focu5f'~ on the indi
vidual\ di~chargl' potential; thf• goill is di~
ch;ngP of each patient a~ a viahlf', productivC' 
and !-.elf-.,upporting mt>mber of !-Ociety, living 
out~ide thf' imtitution in the general community 
whenevt>r po~siblf•. The program benefits from 
the ~ervicf'~ of a rehabi I itation laboratory, with 
pulmonary technician~ vvho evaluate and train 
patient~ on portable re!-piratory equipment; a 
round-the-clock respiratory therapy service; 
medical service, including a modern intensive 
care unit; a nursing staff trained to care for thi'> 
t~·pe of patient; and a nurse practitioner program. 

Discharge planning coordination i'> carried 
out by the Public Health Nursing Service which 
is also integrated into the Department of Reha
bilitation Medicine. This staff acts as a liaison 
between the hospital and community. The Cen
ter continue'> to follow the patients in the com
munity with periodic one-da~' evaluations. 

Hospital Discharges 
The Center has averaged one discharge per year 
to the communit~· of a ventilator-dependent 
child, out of approximately 15 discharges per 
vear to the community and to other hospitals. 

Santa Clara Valley Medical Center 
751 S. Bascom 
San lo~e CA 95128 

Dea Halverson, M.D., 
Chief of Pediatric Rehabilitation 
408'279-5249 

Institutional Description 
Santa Clara Valley Merlical Center is a 427-bed, 
short-term acute care hos pita I. 

Program Description 
The Pediatric Rehabilitation Program provides 
inpatient rehabilitation services for children with 
spinal cord injuries, head injuries and neuro
muscular disorders; some oi these children are 
ventilator-dependent. 

Hospital Discharges 
Between 197 8 and 1983, four ventilator
dependent children aged 4 to 13 were dis
charged to their homes. 

Texas Institute for Rehabilitation and Research 
1333 Moursund Avenue 
Houqon TX 77030 

Gunyon Harrirnn, M.D. 
Profe_11or of Pediatrics and Rehabilitation 
B,1ylor College ot Medicine 
Dirt>ctor of C~1!>lic Fibrosis and Related 
Rewira1or)' O,seaw Cen!Pr 
B.iylo1 College of Medicin<' 
713/797-5249 

fmlilutwn.il Dt>.\Uipt1on 
lh<· ln,titull· i, a 91-hed phy~ical medicine and 
r£>habilitation ho~pital affiliated with th€' Ba}'lor 
Colleg<• of Medicine. 

Prowam Df>!>c:ription 
Moq ventilator-dependC'nl patient~ (adults as 
Wf'II a~ children) are thosf:' with spinal cord in
juries. High quadriplegics might typically be 
hospitalized for nine months for rehabilitation. 
A comprehPnsivt' clinical team i~ responsihle 
for the c,1re of each patient. Patient reinral, are 
rt-ceived from throughout the nation. 

Hospital Discharges 
Betw£>en 1%2 and 1982, 21 children have been 
dischargPd to their homes. The most common 
condition repre!'-ented among these discharge~ 
is spinal cord injury. 

The University of Michigan Hospital 
Ann at Observatory 
Ann Arbor Ml 48109 

Virginia Nelson, M.D., Chief of Pediatric 
Medicine and Rehabilitation Services 
313/764-7165 

Institutional Description 
The University of Michigan Hospital is a 
900-bed, short-term acute care institution that 
serve~ as the clinical facility for the University 
of i\1ichigan's School of Medicine. 

Program Df>scrtption 
Spinal cord injured children with resultant.ven
tilator dependence are the only types of patients 
that have been discharged to their home~. These 
children have been inpatients on the Pediatric 
Physical Medicine and Rehabilitation Service 
and a comprehensive rehabilitation team has 
been responsible for their care. The social worker 
and primary nurse of the team coordinate home 
care planning. 

Hospital Discharges 
Six ventilator-dependent children have been 
discharged to their homes. 

University ~f Wisconsin Hospitals 
Room ES:369 
600 Highland Avenue 
Madi~on WI 53792 

Rita Gio\'annoni, Program Coordinator, 
Pulmonary Rehabilitation 
608 263-9051 

Institutional Description 
The University of Wiscomin Hospitals is a 
540-bed. short-term acute care facility. 

Program Df>suiplion 
ThP Pulmonar,· Rehabilitation Center of the 
Uni,er~1t1 oi \\'iscomin Hospitals and Clinics 
provide, arute and rhronic care management 
!01 ventilator-dependpnt children. ThP team re
spon~ible for such s£>rvice~ include~ pediatric 
nulmonoloi.:\'. nursing, respiratory therap1 and 
~o< i,,I work. l<(•ft-'rral~ cnnH' from VJ1~con~in, 
north<·rn lllino1,, northea~I luw,1 and thl' Uppt•r 
Pt·nin~ula of MH h1gan. 
Hmrita/ Di.,chargP.1 
lh(' Center ha~ disthargpd four ventilator
depPndent childrpn since 1979. 
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Cost Cont:>arfsons of·Home and Hospital Care 
For 8 Ventilator-Dependent Persons in Hinnesota 

Date of Survey: 1985 

Conducted by: Alex Adams, Clinical Director of Respiratory Therapy at 
Health East/Bethesda Lutheran Hospital 

Hethods 

The data summarized below are from interviews conducted by Alex Adams with 
eight ventilator-dependent patients in Minnesota 1n 1985. These eight persons 
are those who had been treated in all three settings- intensive care unit 
(ICU), Prolonged Respiratory Care Unit (PRCU), and home- and for whom 
comparative data were thus available. Patients were questioned about their 
actual expenses for home health care. Hospital charges (billed amounts) they 
incurred while being treated in an acute care setting (intensive care unit) and 
in the Prolonged Respiratory Care Unit at Bethesda Lutheran Hospital in St. 
Paul were also obtained. 

Patient Characteristics and Lfvfng Arrangements 

All eight 
dependent 
disease. 
in their 

patients are adults. Two are in their late 20's; both are ventilat9r 
due to cervical fractures (trauma). One is mid-40's and has muscular 
Two in their fifties have polio, and the rema1n1ng three persons are 

60's (their disease conditions are polio, COPD, and ALS). 

Of these eight cases, one uses mechanical ventilation only at night, and two 
others go off of the ventilator occasionally for brief periods. The remaining 
five persons are dependent full time on a ventilator. 

Five of these eight people live alone; one lives in a family situation and each 
of the remaining two lives with a spouse who provides full-time care. 

Definition of Costs 

During the interviews, Mr. Adams obtained actual expenses for the home care 
from the patients. These expenses are itemized in Table 1 on the next page. 
Costs for the other two settings, the ICU and the PRCU, are billed amounts. 
(Billed amounts are higher than actual hospital "costs," but by an unknown 
amount). 



Cooments and Cautions About the Data Shown Below 

These data are very useful for several reasons: 

- They are based on actual recent cases In Minnesota who have been treated 
In three different settings (acute care, transitional, home); 

- They include people In the 18-64 year old group about whom we have so 
little Information; 

- The patients collectively represent a range of ages, diagnoses, degree of 
ventilator-dependency {though most are full-time dependent), and household 
composition (Informal caregiver availability); 

- They Include more comprehensive data on home care costs than are generally 
available; most home care cost comparisons understate the actual costs of 
home care by focusing only on the c9sts that are typically 
reimbursed/reimbursable, such as equipment, supplies, and nursing care. 
The actual expenses for home care reported here represent a more adequate 
estimate of actual home costs because they include many items that are 
often not fncluded, such as transportation and housing costs. 

Drawbacks include the following: 

- Lack of comparability between actual expenses (home care) and billed 
charges (hospital care). Hospital charges overstate actual hospital costs 
by an unknown amount. 

- Patients' condition is, of course, not a constant. It is likely that the 
patients In this cost comparison study needed more Intensive care while in 
the ICU than at home; some of the cost differential reflects a difference 
in intensity of care rather than a difference in the costs of providing 
essentially comparable care in different settings. 

SURVEY FI ND I NGS 

Findings are sunmarized fn the four tables that follow. The first shows the 
Itemization of expenses/billed amounts that are compared. Table 2 gives detail 
on home care expenses, Table 3 compares home care expenses and hospital 
charges, and the last table highlights home care expenses as a percentage of 
hospital charges. 
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Table 

Itemfzation of Expenses Shown In Tables 2-4 

HOME 

Residence - Including 
taxes and Insurance 

Caregivers: 

Attendants &/or 
nursing personnel 

Equipment: 

Ventilator, suction, 
bed, oxygen, etc. 

Supplies: 

Suction, catheters, 
trach tubes, gauze 
pads, etc. 

Other: 

PROLONGED RESPIRATORY 
CARE UNIT (fn Hospital} 

Room charge 

Ancillary charges: 

a. Hedlcatfons 
b. Respiratory care 
c. Supplies 
d. Cl lntcal laboratory 
e. Physical therapy/ 

occupational therapy 

ACUTE CARE (Intensive 
Care Unit) 

Room charge 

Ancillary charges: 

a. Hedi cat Ions, 
b. Respiratory care 
c. Suppl I es 
d. Clinical laboratory 

a. Residence trental or mortgage payment, ff any, plus taxes and 
insurance) 

• 

•• 

b. Nutrition (food or enterals**> 
c. Medications 
d. Utilities (gas, oil, electricity, water) 
e. Transportation 
f. Insurance 

Residence expenses are total (not prorated}; the majority of patients live 
alone 

For most of these patients, "nutrition" ts prfmarf1y the cost of food. 
For patient H, about $1,500 Is spent each month for tube feeding formula. 



Patient: 

A 

B 

C 

D 

E 

F 

G 

H 

Table 2 

l'lonthly Home Care Expenses Reported by Eight 
Ventflator-Dependent Adults tn Minnesota 

TOTAL 
MONTHLY 
HOHE CARE 
EXPENSES 

$ 2,323 

5,382 

6,260 

2,343 

9,448 

2,046 

5,381 

19, 172 

Caregivers 
i of 

$ total 

0 

4, 151 77'/. 

4,234 68'1. 

0 

6,912 73'1 

0 

4,226 79'1 

15,480. 81'1. 

BY TYPE OF EXPENSE 

Equipment 
'1. of 

$ total 

1,450 62'1. 

866 16'/. 

1,369 221. 

1,290 55'1. 

1,090 12'1. 

1.365 67'1. 

302 6'1. 

1,170 6'1. 

Suppl f es 
1, of 

$ total 

343 15'1. 

105 2'1. 

361 61. 

206 91. 

411 41. 

262 13'1. 

228 4'1. 

450 2'1. 

other 
'I. of 

$ total 

530 23'1. 

260 5'1. 

296 5'1. 

847 36'1 
' 1,035 11 'I. 

419 20'1. 

625 12'1. 

2,072 111. 

-------------------------------------------------------------------------------

AVERAGE $ 6,544 4,375 67'1. I , 113 17'1. 296 5'1. 760 12'1. 
(mean) 

The three patients wfth no caregiver expenses are in the fo11owfng situations: 
two have spouses who provide full-time care and the other (who fs on a 
ventilator at night) provides self-care. 



Table 3 

Monthly Expenses For Eight Ventilator-Dependent 
Adults In Minnesota: Comparison of Expenses In Three 

Settings (Home, Prolonged Respiratory Care Unit, Acute Care) 

Home PRCU ICU 

Patient: 

A 

B 

C 

D 

E 

F 

G 

H 

AVERAGE (mean) 

(median) 

$ 2,323 

5,382 

6,260 

2,343 

9,448 

2,046 

5,381 

19,172 

$ 6,544 

5,382 

$ 25,691 

17,300 

18,723 

17,452 

18,387 

17,517 

19,609 

20, 129 

$ 19,351 

18,555 

Table 4 

$ 70,242 

56,577 

58 • 194 

61 • 500 

71 , 156 

64,428 

60,756 

73,250 

$ 64,513 

62,964 

Surrrnary of Comparisons Across Settings of Monthly Expenses For 
Eight Ventilator-Dependent Adults fn Minnesota 

Average Monthly Expenses By Settfng HONE CARE AS A PERCENT OF 

Home PRCU ICU PRCU ICU 

$ 6,544 $ 19,351 $ 64,513 35'l 1 O'l 



~ National 
Head 
Injury 
Foundation Inc. 

333 Turnpike Road, Southborough, MA 01772 (617) 485-9950 

HEAD INJURY l?J THE Ul:ITE:;) STATES 

1 There are approximately 700,000 bead injuries in the United States every 
year 

1 Half of these (350,000) head injuries stem from autooobile crashes 

• One out of 80 children born this year will die of a vehicular-induced head 
injury, probably before reaching 25 years of age 

1 Head injuries are responsible for up to 60 percent of auto trauma deaths 

1 The most frequent reason for visits to physicians for ex:.er&ency care is 
head injury 

~ Each year, more than 1~0,000 ,~ericans die as a result of head injuries 

1 There are between 70,000 and 90,000 head injuries in the United States each 
year that result in co~a or extremely deuilitation loss of body function 

1 Head injury accounts for 500,000 hospital visits every year 

1 There are 2,000 cases of persistent vegetative state in the United States 
every year caused by head injury 

t Head injuries require 3.5 million days of hospitalization and cost ~ore 
than 35,000 man years of working ability each year 

• Each severe head injury survivor requires between $4.1 ~illion and $9 in. 
care over a lifetime 

1 Those survivors who have sustained severe head injuries in any one year 
alone will require a total of up to $630 billion in lifetime care 

• The typical survivor of serious head injury requires between five and 10 
years of intensive rehabilitation 

• Head injury kills more Ar:iericans under the age of 3~ than all other causes 
coi::.bined 



Compllmlfflllol 
National Head Injury Faundation, Inc. 

333 Turnpik~ Road 
Southborough, MA 01772 

(617) 48S-99S0 

•Addendum to: "The Need for Coverage for Persons with Traumatic Brain Injuries 
by Catastrophic Insurance Legislation" 

Average of Total Lifetime Costs 
for an Individual With SEVERE Head Injury 

in Appropriate Settings 

I. Acute Medical Care 

A. Average length of stay - 60-90 days 
B. Average cost per diem 
C. TOTAL (mean of 75 X $2,000) 

II. Acute Rehabilitation Costs 

A. Average length of stay - 90-120 days 
B. Average cost per diem 

C. TOTAL (mean of 105 X $575) 

III. Extended Rehabilitation 

A. Average length - 15 months 
B. Average cost per month 
C. TOTAL 

IV. Residential Programs for Life Remainder 
(average age of head injured, 15-25 years) 

A. Average length - 30-60 years 
B. Average cost per annum 

C. TOTAL (mean of 45 X $92,500) 

TOTAL LIFETIME AVERAGE 

$ 2,000 

$ 550 to 
600 

$13,000 

$60,000 to 
125,000 

References: Paul M. Deutsch, Ph.D. and Associates 
Center for Rehabilitation Studies 
College of Health Related Professions 
University of Florida 
Gainesville, Florida 

The Greenery Group 

(sl6) 

$ 150,000 

$ fi0,375 

$ 195,000 

$4.162.500 

$4,567,875 



Table 13.-Sample Home Respiratory Care Costs That 
Were Reimbursed by a Third-Party Payer, 1985 

One-time purchase of equipment Unit cost 

Suction equipment. . . . . . . . . . . . . . . . . . . . . . . $ 714.29 
Manual resuscitator...................... 157.31 
Emergency 12V battery . . . . . . . . . . . . . . . . . . 70.00 
Heating nebulizer. . . . . . . . . . . . . . . . . . . . . . . . 324.00 ------

Total one-time cost . . . . . . . . . . . . . . . . . . . . $ 1,265.60 

Monthly services and supplies 

Home assistance: 
Nursing ............................. . 

Rentals: 
Backup ventilator ..................... . 
Ventilator ............................ . 
Suction device ....................... . 
Apnea monitor ....................... . 
Oxygen system ....................... . 

Supplies: 

Monthly cost 

$ 7,320.00 

200.00 
450.00 

50.00 
200.00 
130.00 

Ventilator tubing . . . . . . . . . . . . . . . . . . . . . . 100.00 
Oxygen masks . . . . . . . . . . . . . . . . . . . . . . . . 55.20 
Liquid oxygen . . . . . . . . . . . . . . . . . . . . . . . . . 816.00 
Nebulizer . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 123.60 
Sterile water . . . . . . . . . . . . . . . . . . . . . . . . . . 79.50 
Tracheostomy tubes . . . . . . . . . . . . . . . . . . . 143.70 
Suction catheter w/ gloves.............. 315.00 
Cardiac leads . . . . . . . . . . . . . . . . . . . . . . . . . 10.00 

------
.:rotat monthly cost. . . . . . . . . . . . . . . . . . . $9,993.00 

SOURCE: M. Mikol, SKIP of New York, Inc., New York, NY, personal communica
tion, June 1986. 

• • . •· ,T" - ·•• • ---• ·- --·• •• • A ~--•- •-• •-•~ 

Table 6-5 . ..:;,;"Reported Monthly Charges for Hospitalized Ventllator Patients 

Date Location No. of patients Patient's ages Charges• 

Davis, et al. .. . . . . . . . . . . . . . . . . . .. 1975-76 St. Louis. MO 100 Avg. 67 $12,300 
Sivak. et al. ............ 1978 Cleveland, OH NAb N.A. $15,600 
Feldman & Tuteur .. . 1981 St. Louis. MO 2 Avg 57 $17,500 
Splaingard. et al .. 1982 Houston, TX N.A. NA $15,000 
Banaszak, et al. .N.A. Milwaukee, WI 2 Avg 61 $15,469 
Giovannoni ... 1982 Madison, WI 5 NA $32,800 
AARC ..... 1985 37 Slates 3,771 All :m.053 
i~eoo'1ed charqps are no! adjusted lor infl~f!On 
bN.A - Not evailable 

SOURCES 1 H.D Dovls, Ill, S.S. Lelral<, 0. MIiier, el al., "Prolonged Mechanically l\s•lsted Ventilation: An Analysis o! Out
come and Charges," Journal of tl>l' Amerlcnn Med/ca/ Assoc/al/on 243(1):◄3-45, 1980 

2. E.D Sivak, E.M. Cordasco. WT. Gipson. el at. "CllnlcBI Considerations In the lmplementallon ol Home Care 
Ven!ltallon: Observallons In 24 Pa1ients," CltlVftlsnd Cllr>lc Quarterly 50:219-225, summer 1983 

3. J. Feldman, end P.G. Tuteur, '"Mechanical Ventllatlon: From Hospltal Intensive Core lo Home.•· """rt ar,d Lung 
11(2):162-165, 19BZ 

4. M.L Splalng•rd. RC. Frates. Jr., GM. Harrison, et al., "Home Positive Preuure Venlllallon: Twenty Veara Ex-
perience." Chest 8'1:376-382, 1983. 

5. E.F. Banaszak, H. Travers, M. Fra,ler, 01 al., "Home Venillol<>r Ciire," R,.splrarorv Csre 26I121·12'6t·126B. 1981. 
6 R. Gtovannonl, "'Chronic \/entll•tor C,i,~ From Ho~pllsl lo Homa." Respiratory ·n,erspy 14::?9-33. 11164 
7. AARC survey In 37 Stales, ,eport"d In C~r0 lor ll!s. "f'+olonoed M"chanlcal \/enlllallon," prepar&d tor the Of!lc~ 

ot fochnotogy ""'"••men\, U.S Congre ... W••hlnglon, DC, 1985. 



Table 14.-Summary of Comparative Average Monthly Charges Presented In the Literature 
of Ventilator-Dependent Individuals in Hospital and Home Settings 

Source 
Banaszak. et al.. 19B1 
Burr. et al., 1983 ....... . 

Cabin. 1985 ............ . 

Care for Life, 1985 ....... . 

Donn. 1982 ............ . 
Feldman. et al.. 19B2 ..... . 
Goldberg, 1983 ........ . 
Goldberg. el al.; 1984. 
Kahn. 1984 ..... . . 

Lee. 1!183 .................. . 

Perry and Lierman. 19B5 ........ . 

Sherman. et al., 1982 ........... . 

Sivak. et al., 1983 .............. . 

Splaingard, et al., 1983 ......... . 

Average 
hospital 
charge 

$15,469 
19,613 

29,113 

25,063 

19.071 
17.500 
27,435 
24.590 
22.000 

40,590 

51,517 

40,332 

15,600 

15,000 

Avernge 
home 

charge 
$3,535 

2.388 

5.201 

1,853 

389 
5,704 
7,310 
7,425 
5,400 

7,361 

1,943 

1,760 

775-16,900 

Number of 
palit>nts 

2 
6 

12 
2 
2 
2 

26 

B 

2 

9 

10 

47 

Adults (A)/ 
children (C) 

A 
C 

C 

A,C 

C 
A 
C 
C 
C 

C 

C 

C 

A 

C 

No 

Home costs ;nclude 
some professional 

shift nursing 

Not given 

Not given 

Not given 

No 
Yes (1 ratienl) 
Yes 
Yes 
No (if Included, home 
charges are $8,000) 
Not given 

Yes (1 patient) 

Not given 

Yes (4 patients) 

Comments 

All hospital charges (not fust maintenance charges) 
are Included In hospital figure. 
Hospital charges Include charges before pa!ient was 
medically stable. Home charges Include first monlh 
home. 
Based on survey of State respiratory therapist repre
sentatives' estimation of average charges. 
Received nasal oxygen only (not ventllatlon). 

Hospital charges lrom intermediate care unit. 

Charges are averages during one year. not neces
sarily before Initial discharge home. Two patients 
were not hospitalized that year. 
Hospital charges Include surgery, acute care. Home 
"charges" Include estimated cost of some services 
provided at no charge. 
Charges presented here are averages of ranges given 
In literature report. 
Hospital charges are estimated and Include physician 
charges. Home charges do not Include physician 
charges or Initial costs. II startup charges are 
Included, home charges rise to $1,894. 

Yes (patient represented by Hospital Is a rehabilitation hospifal. Home care cost 
___________________________________ h_l�g_h _ h_ o_m_e_c_h_a�rg_e_f_lg_ure) does not Include drugs. 

SOURCES: Stt r@f@r@ne@, 13, 26. 28. 32. 42, 55. 68. 69. 92, 103. 128. 146, 147. and 149. 

I. 
i 

5,490 



II.--------------------------------

Costs of Hospital v. Home Care for four 
Ventilator-Dependent Children in The Michigan 

Responaut Demonstration Project 

HOSPITAL COSTS HOME CARE COSTS 

Patient: 

A 

B 

C 

D 

AVERAGE 

Per Diem 

$ 1 , 595 

I. 082 

l, 754 

996 

$ 1,357 

Monthly 

$ 47,846 

32,449 

52,608 

29,890 

$ 40,698 

Home care costs include rehospitalizations. 

Per Diem 

$ 433 

202 

371 

162 

$ 292 

Monthly 

$ 12, 98 I 

6,071 

11,135 

4,850 

$ 8,759 

The Michigan Responaut Program has served II ventilator-dependent children. 
This table (based on Table 13, page 45 of the evaluation report) shows the four 
children for whom complete data on hospital and home care costs are provided in 
the report. See Appendix F of this report for more information. 



J. INSURANCE COVERAGE 

0 Tables On Extent Of Private Health Insurance Coverage From 
OTA Report On Children 

0 Descriptions Of How Several Private Insurance Companies 
Have Provided Augmented Home Care Benefits To Technology 
Dependent Children 



Table 16.-Number and Percent of Children Aged O to 12 Years Covered Only by Private Health Insurance, 
by Income Status, United Stales, 1986 

Total number of children 
(in thousands) ........................... . 

Number with private health insurance 
(in thousands) ........................... . 

Percent with private health insurance ......... . 

Less than 100% 
of poverty 

10,861.6 

1,520.6 

14% 

Income status 

100% to 199% 
of poverty 

9,997.7 

6,198.6 

62% 

More than 200% 
of poverty 

23,658.9 

20,346.6 

86% 

SOURCE: U.S Department of Commerce, Bureau of the Census, Current Population Sun,ey, unpublished data, March 1986 

US D0L-t!L::, 

Wyatt Co. 

He...,,11 Assoc1aIes ..... 

Fox & Y osphe .. 

Ba1telle1EBRI ........ . 

Table 17.-Surveys ol Employer-Sponsored Group Health Insurance Plans 

Hltl4 P!ODdDIIIIY Sdlllµle of 1,J2ti 
business establishments meeting 
1ndustry-specilic minimum size 
requirements (ranging from 100 
to 240 employees) 

1978-84 In 1984, 1,115 firms of all sizes 
(but mostly large) partic1pallng 
in the study 

1979-84 250 maIor employers; 68% in 
Fortune 100, 32% in FoT1une 500 

1986 Random sample of 60 firms of 
all sizes selected from Dunn & 
Bradstreet's U.S. Business 
Directory (small l1rms) and 
Business Insurance Directory 
(med1c1ne and large firms) 

1977-78 Probability sample of small 
nonagricullural business 
establishments (less than 250 
employers) 

Employee 
\F\)up.:::. c,1,,.,ercd 

�-' ::,. ... \.;\ 

Full-lime 
employees 

Salaried 
employees 

Salaried 
employees 

All employees 

All employees 

Percent of plans 
(p) or employees 

\�1 udl.� ,::.J.\.-•lt ..... ,�.:;. 

1\id4: 82',, (e)d 

1984: 87% (p) 
1980: 88% (p) 

1984: 82-87% (p) 
1979: 89-90% (p) 

1986 67% (Pl 

1978: 75-83% (e)0 

PerctJnl ol plans 

111\ uI ell\µlu�ee� 
(e) with lifetime 
maximums of 

.s...,\:'l: ,\.\,1 '" ,,c;� 

1�84: 52-57% ,e) 

1984: 52% (p) 
1980: 60% (p) 

1984: 56% (p)b 

1979: 75% (p) 

1986: 16.3% (p) 

Total 

44,518.2 

28,065.8 

63% 

Percent of plans 
(Pl or employees 
(el .. ,11, llhll1m• 

maximums of 
less fhan 
$1 miih ... "-1 
------ --

191:!4: 53-58% (e) 

1986: 25.5% (p) 

Percent of plans 
IP\ vr �mph:i�,lclS 
(eJ w1Ih sIop-lo:,s 

catasIrophIc 
CUtnH4l�d 

1984: 76¾ (e) 

1984: 88% (Pl 

1984: 87% (p) 
1979: 59% (p) 

1986: 80% (p) 

"'Ca,cularetl o.s percent ol employees with maJor medical cove,aga who are subject to overall plan maximum. About 90 percent ot plan parlicipanls in this sample had major medical coverage. The ramamder 
ttd<J bas.,c benel11s onty, which may not be subJecl to hletime limits but which are ollen subject to spec1hc miU1mum limits on services. 

Dca1eu1 .. 1«I as tne percenl of all employees with tilelime maximums les5 lhan this amount. An additional 4 percent of employees who were nol subjecl to lifetime maximums in 1984 were sub1ecl lo annual 
or "per Cd.uS.t t · m.uunum 

cyr,,s is .an overstatt?mt!nl. becd.use employees subJecl to more than one maximum are double-counted. 
SOURCES See rel,H•nces 33. 51!. 63, 175, 186. 



Box D.-lndividual Benefits Management Among Private Insurers 

A few private insurance companies have chosen to provide augmented home care benefits to technology
dependent children when it can be shown that by doing so the insurer is likely to save money, or at least 
to extend the length of time the child will be covered before reaching a lifetime maximum. Following are 
brief descriptions of four examples. 

Blue Cross/Blue Shield Federal Employees Benefits Program 

The Blue Cross/Blue Shield Association negotiates, on behalf of the 90 independent plans, a benefits 
package contract with the U.S. Office of Personnel Management. This contract is one of many health in
surance options that a Federal employee may choose. All Blue Cross and Blue Shield plans agree to provide 
this benefit package to enrolled Federal employees in their local jurisdictions. The present contract pro
vides employees with the option of enrolling in a "high" plan, with benefits including 90 home health days 
of medically necessary service and no hospital benefit limit; or a '1ow" plan, with a lower premium, higher 
deductibles and coinsurance, a $2 million limit on covered benefits, and no home health benefits. 

Under a pilot project, begun when the first case was brought to the attention of the program in 1983, 
the Blue Cross/Blue Shield Federal Employee Program can provide home benefits in excess of the contracted 
benefits to technology-dependent individuals, including children, who: 1} would be eligible for coverage 
if in the hospital, and 2) will be less expensive to care for at home (155). A number of individuals who 
have been extended special benefits under this pilot project have been children, primarily infants with res
piratory disorders, heart disease, tube feeding or parenteral nutrition requirements, and multiple handicaps. 

Aetna 

Aetna Life & Casualty is a national for-profit insurance company with regional offices that administer 
its plans. The company offers augmented home benefits to any policyholder who would be eligible for 
coverage if in the hospital and will be less expensive to care for at home. Aetna has provided this service 
since 1983 to all age groups. The company estimates that the program saved $3.5 ~ion in the first year 
of implementation, $12 million in the second year, and $26 million in the third~-

Aetna had served 26 children under age 16 in the program as of March 1986. Savings for each case under 
the program are calculated at least every 6 months, and all cases over $6,000 in cost or with care lasting 
longer than 6 months are monitored and reviewed by the company's medical director. Benefits can range 
from an apnea monitor to extensive equipment purchase, home modifications, nursing, and therapy. Bene
fits cease when the patient is completely rehabilitated or the lifetime benefit level is reached. In the latter 
case, the patient may keep purchased equipment (38). 

The Equitable 

The Equitable Life Assurance Society of the United States, a for-profit insurance company, offers a Med
ical Case Management program as an optional amendment to group health insurance policies. The policy 
amendment itself carries no extra charge, but in agreeing to the amendment the group policyholder (the 
employer) agrees to pay the costs of a case coordinator for any relevant cases that arise. As of January 
1, 1986, 255 group policyholders had a medical case management agreement with The Equitable, covering 
approximately 910,000 employees about 2,500,000 total persons (employees plus eligible dependents} (136). 

Patients may be referred to the case management program by the company's pre-admission review serv
ice:, the source of eligibility verification, the employer, the employee or dependent, claims personnel, or 
providers. The company uses a diagnosis-based trigger for identification of appropriate cases to ensure 
early referral and the opportunity to establish a rapport with the patient, family, and provider. Included 
in the diagnostic profile are a number of diagnoses associated with neonatal problems (e.g., congenital 
heart anomalies or respiratory distress syndrome) and trauma. More diagnostic categories can be added 
to accommodate the client's need (136). 

Under the case management program, case coordinators at The Equitable screen potential cases, assess 
the medical and other needs of accepted patients, prepare care plans, coordinate the necessary care, and 
monitor progress. Patients in the program can receive services that would not be reimbursed under the 
usual insurance contract, such as home modification, family counseling, and transfer to a special rehabili
tation hospital (136). 

John Hancock 

John Hancock Mutual Life Insurance Co,, which has a health insurance component, operaies a medical 
case management program that is very similar to The Equitable's. It concentrates on serving trauma pa
tients, high risk infants, and (in the case of older patients) stroke. The program brings a case consultant 
lo certain of these cases to coordinate care and provide benefits not normally available to beneficiaries, 
su~h as specialized rehabilitation services and home services, in order to reduce costs while providing appro
priate care (56). 
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Box E.-Medicaid Coverage of Subacute Care in California 

California has recently confronted the problem of appropriate institutional placement (and payment) 
for technology-dependent persons when home care is not feasible. On August 19, 1986, the State held pub
lic hearings on proposed Medicaid regulations establishing a category of subacute care in skilled nursing 
facilities (SNFs). (As of March 1987, it appeared that the Health Care Financing Administration will allow 
California to implement these regulations, but Federal approval was not yet final.) The revised text of the 
proposed regulations adopts additions to State Medicaid regulations, as follows. 

Definition.-"Subacute level of care means a level of care needed by a patient who does not require 
acute care but who requires more intensive licensed skilled nursing care than is provided to the majority 
of patients in a skilled nursing facility." A subacute care unit is "an identifiable unit of a skilled nursing 
facility accommodating beds including contiguous rooms, a wing, a floor, or a building that is approved 
by the Department for such purpose" (30). Subacute care units are subject to all of the State certification 
and licensing requirements appli,able to skilled nursing facilities. They may be in hospital-based or freestand
ing SNFs. 

Staffing.-"Subacute care units shall employ sufficient licensed staff to provide a minimum daily average 
of 4.8 actual licensed nursing hours per patient day for non ventilator dependent patients, and a minimum 
daily average of 6.2 actual licensed nursing hours per patient day for ventilator dependent patients" (30). 
At least one registered nurse (RN) and one licensed vocational nurse (L VN) must be on each shift, and 
the ratio of L VNs to RNs cannot exceed 4 to l. Both RNs and L VNs must have prior acute care experience. 
The unit must be able to provide, within the institution or through contract, laboratory, X-ray, respira,tory 
therapy, and pharmacy services. 

Services.-The proposed regulations define subacute care services as "a type of skilled nursing facility 
service which is provided by a subacute care unit" (30). Patients must be under the care of a physician 
who makes frequent visits and must have 24-hour access to services in an acute-care hospital. They must 
require special supplies or equipment, 24-hour nursing, and administration of three or more of the follow
ing treatment procedures: 

1. traction and pin care· for fractures; 
2. total parenteral nutrition; 
3. inpatient physical, occupational, and/or speech therapy, at least 2 hours per day, 5 days per week; 
4. tube feeding; 
S. tracheostomy care with suctioning; 
6. oxygen therapy and/or inhalation therapy treatments at least four times per day; 
7. continuous or frequent intravenous therapy via a peripheral and/or central line; 
8. medically necessary isolation; 
9. debridement, packing, and medicated irrigation with or without whirlpool treatment; and 

10. continuous mechanical ventilation for at least SO percent of each day (30). 
lMedic:aid Payment.-The State calculated payment amounts for these new subacute facilities based 

ori-hourly costs of nursing care and facility costs reported by SNFs, adjusted by the more intense nursing 
requirements ·or the subacute care units and predicted higher use of supplies and electricity (29). The resul
tant recommended maximum daily rates for SNF subacute level of care were: 

i.,• $221.93 for ventilator-dependent patients in hospital-based units, .,,,sr /,w,o J 
. t..,$187.71 for other eligible patients in hospital-based units, 
. ..~ $140.62 for ventilator-dependent patients in freestanding units, and I-'/-~ 219 / ""10 

"'--~~-62 for other eligible patients in freestanding units. I:,, :l 'l'I /l'H,D 

91 
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CHARITABLE ORGANIZATIONS 

Charitable organizations have long been visi
ble sources of research and services to aid the dis
abled. About 20 national children's health chari
ties operate in this field, ranging in size from very 
large organizations such as the National Easter 
Seal Society to small organizations such as the 
Retinitis Pigmentosa Foundation (117). The mis
sions, disease orientations, and structures of the 
various charities are similarly diverse. The majority 
of national charitable organizations focus their ef
forts on one disease or closely associated set of 
diseases. However, an organization may concen
trate on research, public education and political 
lobbying, direct provision of services, family edu
cation and support, or any of a number of other 
activities. 

Charitable organizations have functioned as 
last-resort providers for many families with tech
nology-dependent children. One of their most im
portant functions in this regard is as a provider 
of family support and education. Table 25 lists 

77 

the expenses of selected foundations for various 
services, including medical services and patient 
education. Spending for these services range from 
15 percent of expenditures (March of Dimes) to 
92 percent of expenditures (Easter Seal Society) 
(27). "There is no strong relationship between 
prevalence of a chronic condition and relative 
magnitude of foundation support. ... Conse
quently, children with certain disabilities have 
more resource available to them than others" (27). 
Researchers who interviewed a number of na
tional charitable organizations concluded: 

Although foundations expend a significant 
amount on direct services, they tend to provide 
assistance to cover only those services that are 
not otherwise reimbursable and that place an un
reasonable financial strain on families with dis
abled children. These services included transpor
tation, educational and recreational activities, 
physicial and occupational therapy, special med
ical equipment, and to a lesser extent, medical 
care (27). 

Table 25.-Total Amount of Expenses Allocated for Programs of Selected Foundations, 
1979 and 1980 (millions of dollars) 

Total Medical services Public and 
program and patient professional Community 

Private foundation services Research educalion education services/advocacy 

Muscular Dystrophy Association, 1979 $56.6 $18.0 $33.3 5'1 c'/11 $5.3 
March of Dimes, 1980 .... , ............. 49.9 10.2 7.6 IS 1• 18.4 $13.6 
Cystic Fibrosis Foundation, 1980 ........ 111 1,7 4.2 i-;, "!, 3.6 1.5 
American Diabetes Association, 1980 .... 9.7 U' 27 3.6 1.7 
Arthritis Foundation, 1980 6,0 2.9 a 2.3 0.8" ... ' .......... 
Leukemia Society of America, 1980 ...... 3.9 2.2 ,.o 0.5 0.2 
American Kidney Fund, 1979 ............ 1.5 0.04 0.9 0.2 0.4 
Easter Seal Society, 1979b .............. 85.7 0.5 79 1 !~1P 6.1 
8Tht Arthrit15 Foundation combines patienl and community aervices tnto one category. 
b-rne Easter Seal Society Includes the combined upend11cr<>s ior the n11ione! and all Stale and territorial Easter Seal Societies 

SOURCE: J.A Buller, P. BudeUI, MA McManus. al al., "'HHlth Caro El<pg~dltur0s lor Children Wllh Chronic !lln@saos ~ In: N. Hobbs Mnd J.M. Perrin (eds.), Issues 
In the Care of Chlloren With Chronic Illness (San Franciaco, CA: J0111t1Jy-Bass, 1985). 
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APPENDIX l 
MINNESOTA MEDICAID MODEL WAIVER PROGRAM 

COMMUNITY ALTERNATIVE CARE (CAC) FOR THE CHRONICALLY ILL UNDER 65 

TABLE I 

Surrmary of Nursing Services, length of Program Service, 
and Estimated Monthly Costs 

For Former and Current Clients Served on CAC (6/85-1/88) 

PAID NURSING SERVICES: 

Range: 
lowest 
highest 

Mean Daily Nursing 

Median Daily Nursing 

LENGTH OF TIME ON CAC 

Range: 
lowest 
highest 

Mean Number of Months 

Median Number of Months 

EST! MATED MONTHLY COST 

Range: 
lowest 
highest 

Mean cost 

Median cost 

ALL Clients 

(n=40) 

1 hr/day 
24 hrs/day 

14 hrs/day 

16 hrs/day 

494 
20,824 

11 , 120 

11,940 

Former 
Clients 
Only 

(n=7) 

5 hrs/day 
24 hrs/day 

15 hrs/day 

16 hrs/day 

3 months 
21 months 

11.5 months 

10 months 

2,760 
18,997 

11 , 585 

11,619 

Current 
Clients 
Only 

(n=29) 

I hr/day 
24 hrs/day 

15 hrs/day 

16 hrs/day 

494 
20,824 

11 , 254 

12,543 

NOTE: "All clients" includes four persons who were approved but never served on 
the program. 

- 1 -



MINNESOTA MEDICAID MODEL WAIVER PROGRAM 
COMMUNITY ALTERNATIVE CARE (CAC) FOR THE CHRONICALLY ILL UNDER 65 

TABLE 2 

Sllllllary of CAC Client Characteristics 
(Age and Care Requirements) at Time of Approval for Program and 

Estimated Nonthly Costs of Care at Nost Current Assessment 

Age 

Approved but 
never served: 
(n=4) 

Former 
clients: 
(n=7) 

3 

13 

< I 

< I 

3 

(cont. next page) 

Care 
Requirements 

tracheostomy, 
bronchomalacia 
pacemaker, 
OT,PT 

i 11 iostomy, 
gastrostomy, 
nutritional 
therapy 

continuous 
02, OT, 
gastrostomy, 
apnea monitor 

continuous 02, 
gastrostomy, 
nebulization 
treatments 

tracheostomy, 
gastrostomy, 
02, 
vesicostomy 

(As of 9/01/87) 

Average 
Daily 
Nursing 

7 hrs/day 

13 hrs/day 

16 hrs/day 

8 hrs/day 

9 hrs/day 

- 2 -

Estimated 
Monthly 
Cost 

$ 6,924 

9,311 

13,214 

7,897 

$ 10,564 

Total 
Time 
On CAC 

Total 
Cost 
to CAC 

none none 

(insurance 
settlement) 

none none 

(death of chi Id) 

none none 

(death of child) 

none none 

(Medical Assistance 
Program meets needs) 

3 mo. 



Average Estimated Total Total 
Care Daily Monthly Time Cost 

Age Requirements Nursing Cost On CAC to CAC 

Former 
Clients 
cont.: 

18 tracheostomy, 16 hrs/day 11,619 16 mo. 
gastrostomy, 
02 

4 CPAP at night, 24 hrs/day 14,093 17 mo. 
tracheostomy, 
gastrostomy 

tracheostomy, 5 hrs/day 2,760 21 mo. 
02 

vent i l ator, 16 hrs/day 13,409 10 mo. 
tracheostomy 

I I vent i l ator, 16 hrs/day 18,997 10 mo. 
tracheostomy, 
RT, Cl initron 

< 1 gastrostomy, 16 hrs/day 9,652 3.5 mo. 
tracheostomy, 
apnea-heart 
monitor 
continuously 

Current 
clients: 
(n=29) 

14 tracheostomy, 12 hrs/day 1 , 030 
gastrostomy, 
CPAP 

3 vent i l ator, 20.5 hrs/day 19,397 
tracheostomy, 
gastrostomy 

5 gastrostomy, 24 hrs/day 15,243 
tracheostomy 

(continued next page) 
- 3 -



Average Estimated Total Total 
Care Dai 1 y Monthly Time Cost 

Age Requirements Nursing Cost On CAC to CAC 

Current 
clients, 
cont. 

4 trachesotomy, 24 hrs/day 9,023 
gastrostomy 

15 TPN at night RT 2x/day 1 ,8 I 8 
via portacath 
RN XI WK 
(blood drawing) 

tracheostomy, 16 hrs/day 14,982 
gastrostomy, 
02 vesicostomy 

tracheostomy, 8 hrs/day I, 400 
gastrostomy 

< I gastrostomy, 4 hrs/day 4, 162 
apnea monitor 

14 totally 10 hrs/day 494 
dependent, (home health 
chokes easily aide) 

14 syringe 10 hrs/day 10,923 
feeding (home health 

aide) 

4 vent i l ator , 24 hrs/day 20,372 
tracheostomy 

nutritional 6.3 hrs/day 14,570 
therapy, 
hyperalimentation, 
ostomy 

(cont. next page) 
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Average Estimated Total Total 
Care Daily Monthly Time Cost 

Age Requirements Nursing Cost On CAC to CAC 

Current 
cl i ents, 
cont.: 

< I 02, apnea I hr/day 5,384 
monitoring, 
low birth 
weight 
formula, PT, OT 

20 tota 11 y 24 hrs/day 20,824 
dependent, 
vent i l ator, 
gastrostomy, 
tracheostomy 

tracheostomy, 16 hrs/day 17,265 
gastrostomy, 
CPAP, OT, ST 

< I 02, apnea 8 hrs/day 7,452 
monitor, 
gastrostomy 

3 tracheostomy, 16 hrs/day 14,966 
gastrostomy, 
ventilator 

tracheostomy, 16 hrs/day 14,824 
gastrostomy, 
02, PT, OT 

< I gavage 6 hrs/day 4,852 
feedings, 
suctioning, 
OT, PT 

tracheostomy, 12-18 13,794 
gastrostomy, hrs/day 
PT 

(continued next page) 
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Average Estimated Total Total 
Care Daily Monthly Time Cost 

Age Requirements Nursing Cost On CAC to CAC 

Current 
cl i ents, 
cont o: 

2 gastrostomy, 15 hrs/day 14,940 
respiratory 
treatments-
nebul izer, 
suctioning, 
PT, OT, ST 

32 vent i l ator, 24 hrs/day 18,494 
tracheostomy 

2 vent i l ator, 16 hrs/day 12,262 
tracheostomy, 
gastrostomy, 
PT, OT 

4 gastrostomy, 12 hrs/day 8,833 
OT 

4 tracheostomy, 5.5 5,413 
frequent hrs/day 
suctioning, 
gastrostomy, 
PT. OT, ST 

15 tracheostomy, 16 hrs/day 12,543 
gastrostomy, 
frequent 
suctioning, 
OT, PT 

4 I vent i 1 ator, 24 hrs/day 19,700 
tracheostomy, 
gastrostomy 

(continued next page) 
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Average Estimated Total Total 
Care Dai 1 y Monthly Time Cost 

Age Requirements Nursing Cost On CAC to CAC 

Current 
clients, 
cont.: 

2 tracheostomy, 16 hrs/day 3,783 
gastrostomy 

24 vent i l ator, 24 hrs/day 17,618 
tracheostomy 

Note that age and care requirements reflect client characteristics at time of 
approval for program; they are not updated on this list. Estimated monthly 
costs are updated periodically, and the most recent estimates are shown here. 

- 7 -



Table 2 

Waiver Children Demographics: Diagnosis, Severity, Prognosis 

Age 
(yrs/mos) Sex 

1.1 

1.8 

2.1 

2.3 

2.6 

2.10 

2.10 

3.0 

4.0 

4.8 

5.2 

6.0 

6.7 

12.1 

16.5 

20.5 

* Severity 
l=normal 
5=severest 

M 

F 

F 

F 

M 

M 

M 

F 

M 

M 

M 

F 

M 

M 

F 

M 

Diaqnosis Severity* 

brochopulmonary 
disease 

syndrome 

central nervous 
disorder 

syndrome 

syndrome 

bronchopulmonary 
disease 

bronchopulmonary 
disease 

syndrome 

central nervous 
disorder 

degenerative 
hereditary disease 

spinal cord injury 

coma 

coma 

degenerative 
hereditary disease 

degenerative 
hereditary disease 

spinal cord injury 

** Prognosis 
l~improving or stable with 

expected improvement 
2=stable with hope 
3=stable, long-term 

deterioration • 
4=stable with no hope 
5=n/a, deceased 

3.9 

2.6 

4.4 

4.0 

3.6 

3.6 

2.9 

2o9 

4.2 

3.6 

3.7 

4.7 

4.6 

4.5 

1.6 

4.1 

Proonosis** 

2 

2 

2 

1 

1 

1 

1 

2 

5 

2 

1 

4 

4 

5 

3 

1 



Table 6 

Estimated Costs for Waiver Children· 

Case NtJnber lotal !>tart- Nursing Home Healtl lherapy" Case Presctp-
NtJnber of month! up Carel Aide I, Manage tlons I, 

Assesf- Costs2 Homemaker ment Nutrition ments 

1 3 12 --- 73,439 --- 11,680 --- 450 

2 4 23 2,943 228,851 3,411 13,631 3,141 8,Z39 

l 1 4 11,647 109,500 --- 2,lSZ 1,648 6,500 

4 4 18 lZ& 59,761 --- 5,830 2,600 216 

5 1 2 51 802 11,088 --- 2.736 384 6ZO 

6 2 12 3,Z73 141,Q60 --- z.1so 31 128 23,760 

1 2 18 896 244.416 --- 10,114 3,377 1,74Z 

8 1 19 2,908 126,148 --- 46,841 4,560 ---
9 2 Z4 164 243,833 --- --- 200 4.381 

10 2 18 2,510 48,900 2,090 3,502 5,760 1,187 

11 3 23 4,374 292,920 --- 58,656 15,732 2,173 

12 2 18 --- 560 --- 35,312 3,700 22,656 

13 1 8 16,618 183,960 --- 1,500 2,400 720 . 
14 3 18 500 25,818 --- 7,200 1.uo 870 

15 1 6 3,497 7,lSZ 1,344 8,640 3,600 1,800 

16 1 6 --- 25,704 --- 35,952 1,008 1,884 

TOTAL 229 55,258 1,823,110 6,845 246,696 52,578 77,198 

Percen .,, 
subtotal costs --- --- 68.41 .31 9.31 z.01 2.91 

1) Only complete acceptable assessments 
2) See Table 7 for a breakdown of total 

start-up costs 
·3j Includes nursing supervision 
4) Physical, speech, nutritional, 

occut)ati onal, ·respiratory thera,P¥ 

Non- Durable Family Resplt.e7 liliscel- --S-ubtotal 
durable Equip- Counsel Ing/ Foster 1arieous5 Home 

_Supp lie! ment Training Care Care 
Costs 

13,742 7,894 800 --- --- 108,006 

42,797 19,526 2,880 6,504 6,87,& 335,856 

7,231 4,850 --- --- 2,500 134.581 

12,839 14,474 --- --- 5,760 101,480 

1.675 1.034 4,224 --- 46 Zl,807 

23,899 42,405 1,020 --- --- 238,022 

39,201 16,527 9,230 --- 8.368 332.975 

432 895 --- --- 1,235 180,111 

10,822 14,305 --- --- 2Z4 273,765 

265 2,940 --- 2,042 --- 66,686 

22,246 18,850 2,800 --- 17,247 430,625 

700 76 --- --- 1,164 64,168 

15,288 16,440 --- --- 3,000 223,308 

1,914 3,240 --- --- --- 40.482 

1,038 4.oz2 600 1,512 3,473 33,180 

7,025 2,400 --- --- 1,398 75,371 

201,114 169,878 21,554 10,058 51,291 2,660,523 

7.61 6.41 . 81 .41 . 1.91 1001 

5) See Table 8 for a breakdown of 
total miscellaneous costs 

6) Depreciated over 5 years if over 
$1,000 and expensed immediately 
if under $1,000 

Deprect- Total Average Sev-
atlon of Homecare cost pe, erlty 
start-up costs month 
costs 

--- 108,006 9,000 4.0 

1,127 ll&,983 14,651 l.& 

11& 135,357 33.839 4.1 

126 101.606 5,644 2.9 

192 Zl,999 10,999 4.Z 

648 238.&70 19.889 4.5 

896 333,871 18,548 3.6 

912 ' 181,023 9.s21 4.7 

164 273,929 11,413 4.6 

738 67,424 3,745 4.4 

1,656 432,281 18,794 ].& 

--- 64,168 3,564 1.6 

2,208 225,516 20,189 3.7 

500 40,982 2.276 2.9 

348 33,528 5,588 3.9 

--- 75,371 12,562 2.6 

10,291 2,670,714 11,662 ---

--- --- --- ---
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Table 7 

Breakdown of Total Start-up Costs 

Category 

Modifications to home 
Initial education 
Durable medical equipment 
Case management opening visit 
Nursing care 
Prescriptions 
Non-durable supplies 
Transportation 
Physicians 

TOTAL 

Amount 

9,409 
5,808 

34,236 
1,124 
2,510 

107 
1,370 

448 
246 

55,258 

Table 8 

Breakdown1 of Total Miscellaneous Costs 

Category Amount 

Physician fe·es 17,628 
Special education · 6,764
Lab fees 14,056
Transportation 11,760
X-Rays 1,037
Social worker 46 

TOTAL 51,291 

% of Total 

17% 
11% 
62% 
2% 
5% 
0% 
2% 
1% 
0% 

100% 

% of Total 

34% 
13% 
28% 
23% 
2% 
0% 

100% 



Ninne&ota'& Hoae and Coaaunity Care Waivers 

Authority: Oanibus Budget Reconciliation Act COBRA> of 1981 (P.L. 97-35>: 
Section 2176. Section 2176 added 1915 Cc> to the Social Security 

Act 

Currently Approved 2176 Waivera: 

Elderly - Preodaission Screeninq/Alternative Care Grant& <PAS/ACG) 
KR/RC - Hoae and Coaaunitv Based Waiver £or Persons with Mental 

Retardation or Related Conditions 

Chronically Ill Under 65 - Coaaunity Alternative Care CCAC> 
Disabled Under 65 - Coaaunity Alternatives £or Diaabled 

Individuals (CADI> 

PAS/ACG KR/RC CAC CADI ---------------- ----------- ---·---------- ------------ -------

Previous Dates 

Currentlv 
Approved Dates 

NU111.ber of 
Possible 

Recipients 

Huaber of 

individuals 

currently 

receiving 

weivered 

services 

7/23/82-

E,/30/85 

7/1/85-
6/30/88 

FY 86 - 1.947

FY 87 - 2,271

FY 88 - 2,649

1321 

7/1/84-

6/30/92 

7/1/87- 4/1/85- 10/1/87-

b/30/92 3/31/88 9/30/90 

FY 88 1.665 4/85 16 87 - 200 
FY 89 - 2,287 4/86 - 32 88 - 450 

FY 90 - 2,748 4/87 - 50 89 - 650 

FY 91 - 3,0(,.) 

FY 92 - 3,000 

1118 19 0 

10/31/87 

----------------------------------------------------------- ·------------------

------------------------------------------------------------------------------
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__________ PAS/ACG ___________ KR/RC _____________ CAC ________________ CADI ________ _ 

Eligible A. Age 65 or A. Any age. A. Under age A. Unde· 
Persons over. 6Se age 65 

B. Applicant to B. Individual B. Resident of B .. Applicant 
a nursing diagnosed a ho&pital to a 
ho:ae who is with KR or or at riak nuraing 
at risk of RC and at of in= hoae who 
SNF or ICF risk of ICF/ patient ia at 
place:aent. MR place•ent. hospital riak of 

care .. SNF or 
c. Eligible for c. Eligible for c .. Eligible ICF 

KA. MA <dee•ing for KA place1u1nt 
D. Has been waiver) .. (deeaing c .. Eligible 

screened by D. Has been waiver> e for NA 
PAS .. acreened by o .. Parent/Guardiem/ <deeaing 

E. Individual MR/RC acreen- Individual chooses waiver 
chooses ing teaao coaaunity careoD. Certified 
coa:aunity E. Client/ E. HA coaaunity as dia-
care. guardian costs < MA abled. 

F. MA coaaunity chooaes coaa- institution .. Ee Hes been 
cost& ( KA unity care .. (individual) acreened 
institution .. L MA coaaunity by PAS. 
(individual) -costs ( MA F. Indivi-

institution .. dual 
(state average> parents, 

apouae or 
guardian 
choose& 
co••-
unity 
care .. 

G. MA coaa-
unity 
coats< 
MA inst-
it.ution. 
Cindi vi-
dual> 

Average FY 86 82,572 FY 88 1'18.,054 4/85-3/86 10/87-9/88 
Coat for $128,,296 •14,119 
Coaaunit.y FY 87 $2,726 FY 89 1'19,, 733 4/86=3/87 10/88=9/89 
BeBted $136"'909 $14,825 
Services FY 88 82,8~0 FY 90 •21,542 4/87-3/88 10/89-9/90 

8147,,323 $15~566 
rounded t.o FY 91 $22,682 
the neare&t 
dollar FY 92 8'23,874 
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__________ PAS/ACG __________ JIR/RC _____________ CAC ________________ CADI _________ _ 

Covered A. 
Service• 

Related 
Progr~u•a 

B. 
c. 

D. 

E. 

F. 

G. 

H. 

Regular JIA A. 
aervicea. 
Case ftgat. 8. 
Adult Day C. 
Cara. 
fce&pita. D. 

Hoae1u:aker E . 

Ho•• Health F. 
Aide. 
Foster Care. G. 

Per&onal H. 
Care Atten
dant. 

ACG under 180-
day eligibility 
Coaaunity 
1-ieelth 
Services 
Title XX/CSSA 
Title III 

Regular llA 
aervice&. 
Caae llgat. 
Day Habili
tation. 
In ho11e 
faaily 
aupport 

Respite. 

Ho11e11aker. 

Adaptive 
Aida. 
!'Jupported 
Living 
Servieea. 

Faaily Subsitiy 
SIL.S <S.•1 
Independent 

"· 
B. 
c. 

D. 

E. 

F. 

G. 

H. 

Living Services> 
Title XX/CSSA 

Regular IIA 
aervicea. 
Caae lf911t. 
Raapite. 

flinor 
adapta
tiona to 
the hoae. 
Faaily 
eounaeling 
and Train
ing. 
Foster 
Care. 
Hoaeaaker. 

Extended 
IIA. 

Title XX/CSSA 
Service& for 
Children 
With Handi-
capa 
Coaaunity 
Health 
Servicea 

A. 

8. 
c. 

D. 
E. 
F. 

G. 

H. 

I. 

Regular 
IIA .. rv
icea. 
Ceae llgat. 
Adapta-
tion&. 
Hoaeaaker. 
Raapite. 
Adult Day 
Care. 
Faaily 
Counaeling 
& Training 
Independ
ent Living 
Skille 
Ext.ended 

.Hoae 
Health 
Servicea. 

J. Extended 
Peraonal 
Care 
Attendant. 

Title XX/CSSA 
Co:aaunity 
Health Sarv-
icea 
Diaaaae relat-
ec. organize-
tiona 

---------------------------------------------------------------- ~ -----------
State 
Adaini&trative 
Contact 

llary Bruna 
612/297-2243 

Wally Goettl 
612/296-2213 

Sob Prouty 
612/296-2136 

Phyllis Zwieg 
612/296-2916 

Cathy Griffin 
612/296-2917 

Lynde Adeaa 
612/296-1551 

Cathy Griffin 
612/296-2917 



Table 20.-Comparlson of State Medicaid Options for Extended Home• and Community-Based Care 

Option 

Individual waivers 
(no longer newly 

Categorical 
eligibility 

awarded) ........ Disabled Individuals who, 
because ol relatives Income, 
would otherwise be eligible 
for Medicaid only II 
lnstllutlonallzed 

Regular 2176 
waiver .......... State may target lo aged or 

disabled, mentally retarded or 
developmentally disabled. or 
mentally Ill. lndlvlduals must 
require level of care provided 
In ICF, ICFIMR, $NF, or 
hospital 

Model 2176 
waivers ......... Slates can define specific 

categories ol disabled 
Individuals. Individuals must 
require level of care provided 
In ICF, ICF/MR, SNF, or 
hospital 

State plan 
amendment ...... Dlsabled Individuals Ut:1der age 

19 who, because of relatives· 
Income, would otherwise be 
ellglble for Medicaid only II 
lnslllutlonallzed; Individual 
must require level of care 
provided In a hospital, ICF, 
ICF/MR, or SNF 

Income 
ellglblllty 

Deeming rules are 
waived 

States may waive 
deeming rules; may 
Increase Income 
ellglblllty lo 300% 
of SSI standard 

States must waive 
deeming rules 

Deeming rules are 
waived 

Number of 
Individuals able Allowable 
to participate Geographic areas services 

One person per Not appllcable Regular State M!!dlcald 
waiver services only 

All persons meeting May be less than Can offer certain services 
ellglblllly criteria statewide otherwise not authorized 

under Medicaid law; can 
provide more extensive 
coverage of regular 
services 

50 or !ewer slots per May be less than Slmllar lo regular 2176 
waiver program statewide waivers; must offer at least 

one service In addition to 
those provided by regular 
Medicaid 

All persons meeting statewide Regular State Medicaid 
ellglblllty criteria services only 

Time period 

Individuals !'llgible 
untll waiver no 
longer needed 

3-year waiver; 
5-year renewal 

3-year waiver; 
5-year renewal 

State option 

SOURCE: H.B. Fox and R. Yosllpe, ''Technology-Dependent Children's Access lo Medicaid Home Care Flnanclnp," preparod for the Olllce of Technology Assessment, U.S. Congress. Augusl 19!!6 

----------------- -------------



"· DESCRIPTIONS AND STATUS Of PERTINENT FEDERAL LEGISLATION 
UNDER CONSIDERATION 

0 Senate 1740: Medicaid Chronically 111 and Disabled 
Children Amendments of 1987 (sponsored by Durenberger) 

0 Senate 1537: Care Management and Catastrophic Health Care 
for Children Act of 1987 (sponsored by Chafee) 

0 Senate 1711: A Bill To Amend The Social Security Act To 
Establish A National Conmission On Children (sponsored by 
Bentsen) 

0 House 2762: Medicare Long-Term Home Care Catastrophic 
Protection Act of 1987 (sponsored by Pepper) 



SPONSOR: Durenberger 

REFERRED TO: 
COSPONSOR(S): 

Senate Committee on Finance 
CURREt-!T ( 1 ) 
Stafford: 

S~ORT TITL S I~TRODUCED: 
Medicaid Chronically Ill and Disabled Children Amendments of 1987 

LATEST OFFICIAL TITLE: 
OFFICIAL TITLE AS INTRODUCED AS OF 10/01/87: 
A b~ll to amen~ ~itle XIX of the Social Security Act to permit States the 
o~t1on of p~ov1ding_comprehensive medical assistance to chronically ill and 
disabled children with a family income meeting a particular income standard, 
and for other purposes. 
LEGISLATIVE ACTIO~S: 

Oct 1, 87 Read twice and referred to the Committee on Finance. 

(s.1537 ■ DATE INTRODUCED: 07/23/87 

SPOt-:SOR: Cha fee 

REFERRED TO: 
COSPONSOR(S): 

Senate Committee on Finance 
CURRENT (4 ) 
Moynihan; Daschle; Matsunaga; Stafford (A-10/01/87): 

SPORT TITLE AS INTRODUCED: 
Care Management an Catastrophic Pealth Care for Children Act of 1987 

LATEST OFFICIAL TITLE: 
OFFICIAL TITLE AS I~TPODUCED A~ OF 07/23/87: 
A bill to amend title V of the Social Security Act to provide care management 
to certain children and to provide care management and health care to children 
with high cost catastrophic health care needs. 
LEGISLATIVE ACTIONS: 
Jul 23, 87 Read twice and referred to the Committee on Finance. 

ABSTRACT: 
Amends title v (Maternal and Child Health Services) of the Social Security Act 
·to establish programs providing payments and health care management services 
on behalf of children with high cost health care needs. 



...... 

DIGEST: 
Care Management and Catastrophic Pealth Care for Children Act of 1987 - Ame 
title V (Maternal and Child Health Services) of the Social Security Act to 
authorize appropriations for new programs under which: ~l) the ~ecre~ary o 
Pealth and Human Services makes payments on behalf of children with high co 
catastrophic health care needs and establishes special projects designed to 
enhance the delivery of health care and health care management services to 
such children; and (2) each State provides health care management services 
children with anticipated annual medical expenditures in excess of $5,000. 

Defines "care mangement" as advocacy on the child's and family's behalf to 
secure needed services and entitlements in accordance with a written 
management plan which is: (1) developed in collaboration with the child's 
parents or legal guardians and at least one attending physician; (2) subjec 
to the approval of such parent or legal guardian; and (3) updated annually 
whenever there is a significant change in the child'_s condition. Sets the 
Federal share of care management costs at 80 percent of the total amount 
expended by States in providing health care management~ 

Defines "children with high cost catastrophic health care needs" as childre 
under age one suffering from a condition, illness, or disability which rest 
in medical charges of $50,000 or more in the first year of the child's life 
~akes such children eligible for payments ·under this Act if their family 
income is below the Federal poverty level and the medical charges paid by 
family exceed ten percent of the family's gross income. Continues such 
payments after the child's first year for so long as the family satisfies! 
eligibility requirements. 

Provides payment for the items and services which are considered ·"medical 
assistance" under title XIX (Medicaid) of the Act, but prohibits payments j 

items and services covered under a third-party plan for which payment has l 
made in full_• Bases payments for inpatient hospital services on hospital 
specific departmental ratios of costs to charges for services provided and 
payments for other items and services on Medicare (title XVIII of the Act) 
payment levels. Directs the Secretary to develop, and report to the Congr ◄ 
by December 31, 1988, regarding, a prospective payment system for inpatien 
hospital services provided to children. 



I 
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= DATE I�TRODUCED: 09/22/87 

SPONSOR: Bentsen 

REFERRED TO: Senate Committee on Labor and Human Resources
COSPONSOR(S): CURREPT (17) 

Moynihan; Chafee; Bradley; Cranston; DeConcini; Durenberger; 
Graham; Inouye; Matsunaga; Mitchell; Reid; Riegle; Stennis; 
Bingaman (A-11/10/87); Bond (A-11/10/87); Leahy (A-11/10/87); 
Weicker (A-11/10/87): 

LATEST OFFICIAL TITLE: 
OF 09 22 87: 

J A bill to amend the Social 
Children. 

Act to establish a National Commission 

LEGIS TIVE ACTIONS: 
Sep 22, 87 Read twice and referred to the Committee on Labor and Human 

Resources. 
Sep 30, 87 Committee on Labor and Human Resources requested executive 

\ H.R.2762 

comment from Health and Human Services Department, Education 
Department, GAO, 0MB. 

DATE INTRODUCED: 06/24/BJ 

SPONSOR: Pepper 

REFERRED TO: 

COSPONSOP(S): 

House Ways and Means 
House Energy and Commerce 

CURRENT (102) 
Roybal; Borski (A-08/04/87); Biaggi (A-08/04/87); 
Florio (A-08/04/87); Frank (A-08/04/87); Kildee (A.-08/04/87); 
Savage (A-08/04/87); Vento (A-08/04/87); Solarz (A-08/04/87); 
Traficant (A-08/04/87); Wise (A-08/04/87); 
Gray, of IL (A-08/04/87); Rodino (A-08/04/87); 
Traxler (A-08/04/87); Owens, of �Y (A-08/04/87); 
Hayes, of IL (A-08/04/87)J Jones, of NC (A-08/04/87); 
Harris (A-08/04/87); Dymally (A-08/04/87); Oakar (A-08/04/87); 
St Germain (A-08/04/87); Weiss (A-08/04/87); 
Hertel (A-08/04/87); Brown, of CA (A-08/04/87); 
Yates (A-08/04/87); Pelosi (A-08/04/87); Dellums (A�08/04/87); 
Lewis; of GA (A-08/0�/87); Kastenmeier (A-08/04/87); 
Howard (A-08/04/87); Kaptur (A-08/04/87); 
Lehman, of FL (A-08/04/87); Price, of IL (A-08/04/87); 
Sabo (A-08/04/87); Clay (A-08/04/87); Defazio (A-08/04/87); 
Ackerman (A-08/04/87); Gephardt (A-08/04/87); 
Gilman (A-08/04/87); Bonior (A-08/04/87); 
Foglietta (A-08/04/87); Yatron (A-08/04/87); 
Collins (A-08/04/87); Eckart (A-08/04/87); 

.,.[_:E_f_I_C'L'.::r,-r-1a _r_n_r_,r_l\6_1_r_TB_P_P_I1_CE-~-e-~u_r_i_t_y_/_/ _____________ ....,,,,,.,.:) 



Annunzio (A-08/04/87); Wilson (A-08/04/87); 
Rahall (A-08/04/87); Towns (A-08/04/87); Bilbray (A-08/04/87) 
Ford, of MI (A-08/04/87); ~avroules (A-08/04/87); 
Kennedy (A-08/04/87); Crockett (A-08/04/87); 
De Lugo (A-08/04/87); Staggers (A-08/04/87); 
Mfurne (A-08/04/87); Ford, cf TN (A-08/04/87); 
Edwards, of CA (A-08/04/87); Johnson, of CT (A-08/04/87); 
Garcia (A-08/04/87); Coyne (A-08/04/87); Cardin (A-08/04/87) i 
Boxer (A-10/06/87); Mica (A-10/06/87); 
Johnson, of SD (A-10/06/87); Lantos (A-10/06/87); 
Markey (A-10/06/87); Wolpe (A-10/06/87): Matsui (A-10/06/87): 
Lowry (A-10/06/87); Torricelli (A-10/06/87); Roe (A-11/19/87) 
Scheuer (A-11/19/87); Smith, of FL (A-11/19/87); 
Gordon (A-11/19/87); Perkins (A-11/19/87); 
Moakley (A-11/19/87); Jontz (A-11/19/87); Hutto (A-11/19/87); 
Stokes (A-11/19/87); Kostmayer (A-11/19/87); Fish (A-11/19/87 
Bennett (A-11/19/87); Rangel (A-11/19/87); Bryant (A-11/19/Bi 
Dwyer (A-11/19/87); Mollohan (A-11/19/87); Tallon (A-11/19/87 
Gejdenson (A-11/19/87); Fauntroy (A-11/19/87); 
Mrazek (A-11/19/87); Miller, of CA (A-11/19/87); 
Kolter (A-11/19/87); Oberstar (A-11/19/87); 
Schumer (A-11/19/87); Hawkins (A-11/19/87); 
Coleman, of TX (A-12/11/87); Hochbrueckner (A-12/11/87); 
Espy (A-12/11/87); Kaxman (A-12/11/87); Martinez (A-12/11/87) 
Wheat (A-12/11/87): 

Catastrophic Protection Act of 1987 

LATEST OFFICIAL TITLE: 

OFFICIAL TITLE AS IPTRODUCED AS OF 06/27/87: 
A bill to amend title XVIII of the Social Security Act and the Internal 
Revenue Code of 1986 to prouide Jong term home care heoefit5 unaer the 
medicare proaram for chronicall i • • • hildren, to provide 
qua 1 y assurance for ome care services, and for other purposes. 
LEGISLATIVE ACTIONS: 
Jun 24, 87 Referred to House Committee on Energy and Commerce. 

Jul 13, 87 Referred to Subcommittee on Health and the Environment. 
Jun 24, 87 Referred to House Committee on Ways and Means. 

Jul 2, 87 Referred to Subcommittee on Health. 

ABSTRACT: 
Amends part A (Hospital Insurance) of title XVIII !Medicare) of the Social 
Security Act to provide part A coverage for long-term home care furnished tc 
chronically ill individuals. Establishes a quality assurance system for hor 
care services under a new title XXI of the Social Security Act entitled "Hor 
Care Quality Assurance." 

DIGEST: 

Medicare Long-Term Home Care Catastrophic Protection Act of 1987 - Amends pi 
A (Hospital Insurance) of title XVIII (Medicare) of the Social Security Act 
provide part A coverage of long-term home care furnished through home healtl 
agencies to chronically ill individuals who are under a physician's care. 
Requires physicians to establish and periodically review a written plan of 
long-term home care for each of their patients who receive such coverage. 
Lists the services which comprise long-term home care. Defines a "chronica 



ill individual" as an individual who requires assistance with at least two 
~ail~ living activities or has a similar level of dependency due to cognitive 
1mpa1rment. Holds monthly payments for long-term home care to 75 percent of 
the average monthly payment under the Medicaid program (title XIX of the Act) 
for skilled nursing facility services. 

Amends title II (Old Age, Survivors and Disability Insurance) of the Act to 
cover, under part A of the Medicare program, long-t€rm home care provided to 
children who: (1) are chronically ill and require assistance with at least 
two daily living activities; or (2) require a medical device to compensate for 
the loss of a vital body function and substantial and ongoing nursing care to 
avert death or further disability. Holds monthly payments for the latter 
category of children to the amount which would be payable under the Medicaid 
program if such children were institutionalized. 

Adds a new title XXI to the Social Security Act entitled "Home Care Quality 
Assurance." Requires the Secretary of Health and Human Services to promulgate 
a home care consumer's bill of rights which includes rights: (1) facilitating 
consumer participation in the planning and delivery of services; (2) requiring 
consumer notification regarding services, charges for services, and the 
termination or reduction of services; (3) protecting consumer dignity, 
privacy, and property; and (4) ensuring service from properly trained and 
competent individuals. 

Requires home health agencies to: (1) satisfy Meoicare home care agency 
requirements; (2) provide consumers with copies of the home care bill of 
rights; (3) implement grievance review procedures and provide copies of such 
procedures to consumers; (4) provide consumers with schedules of the services 
to be provided; (5) have methods for identifying and reviewing a home care 
consumer's needs and coordinating the provision of services with other home 
health agencies; (6) ensure that each home care provider whom they employ or 
have under contract receives traininq; and (7) evaluate annually and supervise 
each home care provider whom they employ or have under contract. Conditions 
qoverage of durable medical equipment services on providers: (1) issu~ng 
written instructions to and training the home care consumer and staff 1n the 
operation of such equipment; and (2) formulating an emergency plan for 
providing services to the consumer. 

Directs the Secretary to establish procedures for conducting an equal number 
of announced and unannounced surveys of a home health agency's compliance with 
title XXI participation conditions, with mote frequent surveys required for 
agencies with poor compliance records. Authorizes the Secretary to contract 
with States having survey procedures equivalent to those the ~ecret~ry would 
otherwise apply to conduct such compliance surveys and transmit their results 
to the Secretary annually. Directs the Secretary to develop procedures.for 
reviewing State surveys, with more frequent review required if peer re~iew 
organizations (PROs) find at least ten percent of State-surveyed agencies to 
have serious or chronic quality of care problems. 

Directs the Secretary to promulgate regulations, within one year of t~is Act's 

enactment, pursuant to which PROs shall monitor the provision of home health 
services, devoting at least 75 percent of their efforts to quality assurance. 
Requires the inclusion of: (l) both documentary review and personal interviews 
of home care consumers and providers in the PRO review process; and (2) 
representatives of home care providers ann consumers in PRO membership. 



.. --·-

Requires the Secretary to establish a Consumer Board to oversee the review 
activities of PP.Os. Directs the Roard to report to the Secretary and the 
State's chief executive on October l of each year regarding such review 
activities. 

Requires the Secretary to develop methods for monitoring continuity in the 
provision of health care and outcome-orientated criteria for monitoring the 
quality of home care. Pequires that PROs: (1) establish and operate 
statewide toll-free hotlines for receiving home care questions and complaint: 
and (2) assist consumers in resolving home care quality problems. Directs 
Consumer Boards and PROs to cooperate with State and local officials in 
educating consumers regarding quality assurance programs and the assistance 
available for consumers with guality assurance problems. 
Requires the Secretary to issue regulations which impose sanctions against 
agencies and providers failing to comply with this Act. Requires the 
Secretary to report to the Congress on January 1 of each year regarding the 
availability, adequacy, and use of sanctions. Requires the Secretary to 
develop incentives to contractor compliance with title XXI participation 
conditions, including an annual directory of home care agencies having a 
consistent record of compliance with such conditions. Directs the Secretary 
to: (1) encourage States to develop home care provider licensing and 
certification policies; and (2) issue a biennial report on State 
implementation of such policies. 

Establishes a Home Care Quality Assurance Council with which the Secretary 
must consult in implementing and administering title XXI of the Social 
Security Act. 

Directs the Secretary to award grants for home care agency and provider 
training programs ann furnish States, and home health agencies and providers 
with training materials. 

Directs the Secretary to: (1) conduct, and issue a report regarding, studie 
on home care quality assurance measures; and (2) report to the Congress on 
January l of each year regarding the nature and performance during the 
preceding fiscal year of the home care quality assurance system. 

Authorizes appropriations from the Federal Hospital Insurance Trust Fund to 
carry out title XXI. Directs the Secretary to issue regulations by 1988 fol 
implementing title XXI. 

Permits disabled individuals to purchase part A (Hospital Insurance) Medical 
coverage during the 24-month waiting period preceding their entitlement to 
such coverage. 

Amends the Internal Revenue Code to subject all of an individual's wages anc 
self-employment income to the Hospital Insurance tax. 



N. BIONEDICAL EllilCAL ISSUES RELATED TO HEALTH CARE FOR lliE 
TECHNOLOGY DEPENDENT 

0 "Principles for Decisionmaking Regarding the Use of 
Life-Sustaining Technologies for Elderly Persons, as 
Developed by Project Advisory Panel" (from the OTA Report 
on the Elderly) 

0 "NIH Workshop Sunmary: Withholding and Withdrawing 
Mechanical Ventilation" (Appendix E from OTA Report on 
the Elderly) 

0 Excerpt from "Imperiled Newborns," a Hastings Center 
Report edited by Arthur Caplan and Cynthia Cohen (December 
1987) 
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Appendix E 

NIH "' orkshop Summary: 
"'ithholding and Withdrawing 
Mechanical Ventilation 

In October 1985, a workshop entitled 'Withholding and Withdrawing Mechanical Ventila
tion" was sponsored by the National Heart, Lung, and Blood Institute, American Association 
of Critical-Care Nurses, American Association for Respiratory Care, American College of Chest 
Physicians. American Thoracic Society, and the Puritan Bennett Foundation. The 3-day meeting 
brought together clinicians, researchers, lawyers, ethicists, and others.' -

Proceedings of the workshop, as summarized in an article in American Review of Respira
tory Diseases, are reproduced here.' They focus on the difficulty of arriving at optimal treat
ment decisions and the use of institutional policies and other means to help patients and care
givers make better-informed decisions regarding the use of mechanical ventilation. 

Intr.oduction 

The second half of the 20th century has seen a move
ment toward shared decisionmaking between physi
cian and patient in medical care. This welcome trend 
has causes that include rapid technological advances, 
a more health-conscious public, better understanding 
of the limitations of health care, and the emergence 
of less autocratic health-care providers. However, these 
developments have been accompanied by a new way 
of dying in that the last days of life are often spent 
in an expensive hospital environment in which the pa -
tient, through mental incompetence or physical inca
pacity, is unable to make decisions about personal med
ical care. 

The widespread use of mechanical ventilation has 
occurred in the last two decades. Mechanical ventila
tion first became available outside the operating room 
and recovery room in the mid-1960s. At that time each 
major hospital usually had one intensive care unit, and 
patients were admitted based on the judgment of the 
director and the family physician. This resource was 
applied only to patients who seemed likely to recover. 
Today the situation has changed, although mechani
cal ventilation remains only supportive, until the pa-
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tient's underlying disorder of the central nervous sys
tem, neuromusculature, or lung improves spontaneously 
or responds to specific therapy. Every hospital now 
has the capacity to institute mechanical ventilation, and 
paramedical personnel often initiate the process by 
manual ventilation in the home as part of cardiopul
monary resuscitation. Endotracheal intubation and me
chanic.al ventilation are frequently instituted by med
ical personnel who have little previous knowledge of 
the patient, and since this therapy is immediately life 
sustaining. it is often impossible to contact the family, 
surrogate, or personal physician prior to its initiation. 
As a result, the ability to prolong life or the dying proc
est- is no longer in the hands of a few, select medical 
personnel but is available in every medical facility 
where emergency medicine is practiced and in most 
mobile life support units. This capability, although ben
eficial in many cases, carries with it the potential for 
overwhelming emotional hardship, agonizing pain, and 
devastating financial cost for the patient and the pa
tient's family. 

Prognosticating Outcome in the 
Severely Ill 

Decisionmaking about life-sustaining therapy is com
plicated by our inability to prognosticate outcome in 
the severely ill or injured person. Subgroups of pa
tients with particularly poor prognoses who undergo 
mechanical ventilation have been difficult to identify. 
For instance, it is common knowledge that severely 
immunosuppressed individuals and those with liver 
failure who develop acute respiratory failure have a 



frol'k ,l.i.fe-S'u.sfail'lhtJ /ech11ofo1ies + ~e £/Jer(y 
Office o+ leckVtoloj~ Assess m~t 1 Tu ly J'tl7 

Ch. 1-Summary and Policy Options ~ 23 

Box l •A.-Principles for Decisionmaking Regarding 1he Use of Life-Sustaining Technologie& 
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~OTE: Members of thP Advisory Panel to this OTA assessment (sec title page) sought to express their strong 
connwgenc:e of opinion regardinR many of the fundamental questions regardin[; the use of life
sustaininf{ teclmologies for elder~\; persons. The following list of principle8 for decisionmaking was 
developed at the final meeting of the Panel, in February 1986. These are the personal l'iews of the 
majority of Panel members, all of whom were present at the meeting or subsequent{,· polled. It 
should be noted that dissent, while rare, was in some cases strong. Thest' principles do not neces
sari{1· reflect lhf' opinion of OTA, staff for this assessment, members of the Technology Assessment 
Board or members of the assessment's requestintZ committees. l1'ith these caveats, the following 
principles are offered lo Congress and the public for consideration. 

• An adul1 patient who is capable of making decisions has th~ right to decline any form of medical treat
ment or intervention. However, an individual does not necessarily have a right to unlimited medical treat
ment or intervention. 

• Decisions regarding the use of lif~-sustaining treatments must be made on an individual basis-and should 
Df'\"er- he based on chronological age alone. Chronological age per se is a poor criterion on which to 
base individual medical decisions; howe\'er, age may be a legitimate modifier regarding appropriate utili
zation of life-sustaining medical technologies. 

• Diagnosis alone is a poor criterion for decisiom about the USf' of life-sustaining technologies. Because 
. of the great variability among patients with the same diagnosis, patient assessment must also include 
measures of functional impairment and severity of illness. 

• Cognitive function is an important marker of the quality of life. 
• The court~ are not and should not be tht:> w,ual route or determinant for making decisiom about the 

ust:> of life-sustaining technologies or for resolving the dilemmas these technologies may create. 
• There is little need or room for Federal legislation concerning the initiation, withholding, or withdrawal 

of specific life-sustaining technologies. 
• There is a major need for a clear, workable definition of the appropriate role of surrogates in health 

care decisionmaking. including the nature of their responsibilities and their suitability to make decisions. 
• There b a need to recognize that a process exists, or should exist, for making decisions about the use 

of life-sustaining technologies. Thf' process described by the President's Commission for the Study of 
Ethical Problems in Medicine and Biomedical and Behavioral Research could serve as a model. 

• A physician or other health professional who does not want to follow the wishes of a patient who is 
capable of making decisions regarding his or her treatment should withdraw from that case. 

• Socioeconomic status should not be a barrier to access to health care, including life-sustaining interventions. 
• There is an important need for education of the public and health care providers regarding the nature 

and appropriate use of life-sustaining technoloE(ies. 
q:, There is a specific need for improved clinical information that would predict the probability of a critically 

or seriously ill patient's survival, functional status, and subsequent quality of life. 
" There is a wide rangP of medical and legal disai:;reement and varying levels of emotional strain and moral 

conflict ahout the appropriate use of life-sustaining technologies. The great heterogeneity of the Amer
ican population makes consensus difficult and increases the likelihood of formal institutional decision-
making procedures. • 
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poor prognosi&, but these perceptions are based on 
limited anecdotal evidence from a few medical centers. 
In this regard, physiologic scoring i;ystems such as the 
APACHE II scheme may prove useful to categorize 
severity of illness and help predict outcome (1). The 
most useful prognostic data have been obtained on pa
tients with coma (2l. In this large series, less than Z 
percent of patients vvith nontraumatic, nondrug-induced 
coma, who lacked at least two of corneal, pupillary, 
and oculovestibular responses ·within hours of the 
onset of coma, ever regained independent function. 
However, most patients who receive mechanical ven
tilation have less predictable outcomes. 

The Persistent l'egetative State 

Decisionmaking about mechanical ventilation often 
concerns patients in a persistent vegetative state, since 
many patients in this state are maintained on ventila
tors. These individuals are not brain dead, but rather 
appear to be awake with open eyes and sleep-wake 
cvcles. Thev can be seen to follow movement ·with their 
e·ves and s~metimes v.ill swallow food placed in their 
~outh&. However, they neither speak, follow com
mands, nor show cognitive awareness of themselves 
or their surroundings. This state may rapidly follow 
coma, and if it persists for more than a few weeks, 
usually indicates an extremely poor chance for recov
ery of independent function (31. Unfortunately, the on
set of this state is difficult to predict and its outcome 
only becomes apparent after weeks of therapy. 

For most patients who are supported by mechani
cal ventilation. the prognosis is less clear. Furthermore, 
for some ind1viduab ·with more favorable prognoses, 
mechanical ventilation and other intensive medical 
treatment may be perceived as so burdensome that 
it is declined by the patient or the surrogate. In each 
of these circumstances, health care professionals are 
increasingly called on to provide counsel and advice 
about withholding or withdrawing mechanical venti
lation and other life-sustaining therapy. What are the 
element& involved in making and implementing these 
decisions? Can high-quality patient care be maintained? 
Detailed answers to these questions were orginally 
given in a publication of the President's Commission 
for the Studv of Ethical Problems in Medicine and Bio
medical Re;earch entitled "Deciding To Forego Life
Sustaining Treatment'' (4). In the following sections we 
describe some procedures for making and implement -
ing these decisions, and we outline topics that require 
further study and development. 

·withholding and Withdra,l'ing 
Therapy 

Mechanical ventilation is an example of life-sustaining 
therapy because it substitutes for an essential physio
logic process that is not functioning properly. How
ever, the simplest supportive measures can place un
desirable and intolerable burdens on the dying or 
irreversibly incapacitated patient by unnecessarily 
prolonging suffering. Jn such a patient, intravenous 
feeding, antibiotic therapy, and even enteral feeding 
are now regarded by many as appropriate for with
drawal when the burden of the treatment outweighs 
any benefit the patient can derive. It has become in
creasingly acceptable to contrast the benefit and the 
burden of specific treatment rather than regard it as 
ordinarv or extraordinarv 15). ln this wav an extremeh' 
painful ·or invasive treatment might b~ advocated if 
it were likely to result in significant improvement, but 
even a minimally supportive treatment might not be 
condoned if the prognosis were dismal (6,7). 

With mechanical ventilation, however, we deal with 
immediacv, literallv v.ith the breath of life. Because 
of this iminediacy ~e are often reluctant to withhold 
this treatment, a~d we are even more ambiguous about 
,-.ithdrawing mechanical ventilation. Our reluctance 
and ambiguity have practical reasons. First, the deci
sion to withdraw is more often made by a surrogate, 
whereas the decision to v.ithhold is more likely to be 
made by the patient. Surrogate decisionmaking is less 
precise. It is more likely to be tediously scrutinized 
by thP press, the courts, and other parties. Decisions 
to withdraw take longer to implement; the family and 
usuallv the entire intensive care unit team must be 
prepa~ed more carefully. Finally, withdrawing ther
apy is humiliating to many physicians. Withholding 
therapy always leaves a doubt about whether the ther
apy might have worked, but withdrawing is the pub
lic admission that therapy has failed, which may be 
difficult for the treating physician to accept. With
drawal of mechanical ventilation is particularly poignant 
since it often leads quickly to death. However, these 
differences are practical and emotional. There are no 
ethical or legal differences between withdrawing and 
withholding mechanical ventilation. 

Decisions to withhold or withdraw mechanical ven
tilation must be based on an essentiallv similar deci
sionmak.ing process. The decision to withhold generally 
deserves more scrutiny than the decision to withdraw, 
but rarely gets it. A rationale for withholding therapy 
is also adequate for withdrawing it. Furthermore, the 
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act of withdrawal is generally a more informed act 
because the therapy has been initiated and shown not 
to work. It is clear in medicine that a therapy should 
be discontinued when it is not working or is so bur
densome to the patient that it cannot be tolerated. Fi
nally, the decision to withdraw mechanical ventilation 
from a dying or irreversibly incapacitated patient can
not be said to cause death. It merely allows death to 
occur from whatever necessitated mechanical venti
lation in the first place (4). 

That the patient can refuse treatment of any kind 
is regarded as a fundamental legal right in our soci
ety. It is relatively easy to respect the decision of the 
competent patient who can understand the progno
sis, is informed of the therapeutic alternatives, and 
voluntarily makes a decision regarding medical care. 
In cases where a physician cannot in conscience com
ply vvith the decision, the patient's care should be 
transferred to another physician. However, decision
making for the person who is not legally dead but is 
incompetent or incapacitated becomes more difficult. 

In recent years two powerful instruments have 
emerged that allow the individual more control in cir
cumstances when competence or physical capacity 
may be compromised. These instruments are the li\'
ing will (8) and the durable power of attorney (9,lOl. 
The living will is a written and witnessed document 
that expresses the patient's desires about medical care 
in the event of incompetence or incapacity. The living 
will generally cannot specify the exact circumstances 
under which an individual would want therapy v11ith
held, although health care professionals have in some 
instances prepared very detailed living wills for them
selves. Being an advance directive it lacks the moral 
force of contemporaneous decisionmaking by the pa
tient. A physician might consider it inappropriate for 
fulfill the directive of a living will because its general 
language does not reflect a full understanding of the 
specific treatment decision to be made and the bene• 
fit that might be obtained. It should be noted, how• 
ever, that no civil or criminal action has been success
fully brought against a practitioner for following the 
instructions of a living will. 

In an effort to codify the concepts of the living will, 
currently 35 States and the District of Columbia have 
enacted laws related to a patient's legal right to refuse 
medical treatment. Even in States which have no leg
islation, Jiving wills are being recognized as an indica• 
tion of the patient'G intentiom, including the right to 
refuse treatment. These law& are widely known as nat
ural death acts, and although they give some legal foun
dation to the concept of the Jiving will, they also raise 
as many questions as they answer (11, 12). Perhaps 

most importantly, few of these laws provide for ap• 
pointment of a proxy decisionmaker in the event of 
a patient '1, incompetence or incapacity. In response to 
this need, the concept of durable power of attorney 
is being increasingly used to provide for a surrogate 
decisionmaker. The word "durable" means that the au
thority of the surrogate continues to be effective when 
the patient becomes incompetent or incapacitated. Un
like the common law nondurable power of attorney, 
the surrogate has authority when it is most needed. 
This concept is legally accepted in all States vvith the 
exception of the District of Columbia, which has no 
enabling legislation. It is a somewhat stronger idea than 
the Jiving will because it allows for more flexibility in 
the decisionmaking process in response to the circum
stances that affect the patient. Previously, durable 
power of attorney was used more often to protect an 
individual's business and financial interests, and con
sequently the application of this instrument to deci
sionmaking on health care matters is relatively new. 
Living ·wills and durable power of attorney generally 
apply only in the event of the patient's incompetence 
and each is easily revokable. It must be recognized that 
in each State there will be differences in the applica
bility of laws relating to durable power of attorney 
and living wills. More uniformity across the States in 
regard to these acts is needed (see pr-oposed "Uniform 
Rights of the Terminally Ill Act" by the National Con
ference of Commissioners on Uniform State Laws, 645 
N. Michigan Avenue, Suite 510, Chicago, IL 60611, (312) 
321-9710). 

Making and Implementing the 
Decision To H'ithhold 

Cardiopulmonary Resuscitation 
and Mechanical Ventilation 

The decision to withhold cardiopulmonary resusci
tation and mechanical ventilation is not a trivial one 
and should not be rushed by the caregiver. In many 
instances a minimum of several discussions ·with the 
patient, family, and other interested parties over a few 
days is necessary. For the competent patient or the 
incompetent patient's legally recognized surrogate, the 
decision must be voluntar_v after full disclosure about 
prognosis and therapeutic alternatives. The caregiver 
may make medical recommendations but must not im· 
pose personal opinions about quality of life on the deci• 
sionmaker. In all instances it is desirable that there be 
unanimity about the decision among family and other 
interested parties. The need for unanimity becomes 
crucial when the patient i& incompetent and there is 
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no legally authorized surrogate, since unhappy fam
ily members or caregivers who were not included in 
the decisionmaking process can unnecessarily compli
cate it. When irreconcilable differences exist between 
parties interested in this decisionmaking process, in
troduction of a facilitator in the form of a clergy mem
ber or ethicist can be extremely useful. 

While competent patients are legally entitled to re
fuse any treatment, including those that sustain life 
(such as mechanical ventilation), physicians serve pa
tientb best by maintaining a presumption in favor of 
sustaining life and rendering optimal treatment. In 
other words, when in doubt, the physician should err 
in favor of sustaining the life of a patient for whom 
there may be a question of competency or other prob
lems that cannot be easily resolved. In the case of an 
incompetent patient, treatment could be revoked later 
by a recognized surrogate. This revocation could be 
based on specific instructions from the patient or on 
the patient's best interests if no clear prior directive 
had been given to the surrogate. 

Given the desire of many patients to take an active 
role in the decisionmaking processes related to their 
health care, physicians and nurses should take the nec
essary time to discuss life-sustaining treatment v.ith 
patientb so that well-informed decisions about treat
ment can be made in advance. The attending physi
cian, who presumably has established a prior relation
ship v.ith the patient, should initiate these discussions, 
possibly in the presence of close family members, and 
most importantly before any emergent, life-sustaining 
intervention become, necessary. The patient can best 
communicate this decision by making an explicit state
ment to the physician and at the sarrie time executing 
a prior directive, such as durable power of attorney 
or a living v.ill. Resolving the logistics of carrying out 
the directive falls on the patient, physician, hospital, 
and particularly, emergency room personnel. If possi
ble, copies of prior directives should be made part of 
the patient's medical record. More readily .available 
means to communicate a prior directive such as a 
necklace or bracelet, a microfilm chip attached to the 
driver's license, or similar identification should be 
widely available. Health care institutions have an obli
gation to establish clear procedures for communicat
ing the existence of such a directive as well as provid
ing for its implementation. 

Patients, family members, and health care profes
sionals are often uncomfortable discussing life-sustain• 
ing treatments such as cardiopulmonary resuscitation 
and mechanical ventilation when the patient is feeling 
well. Historically, medical and nursing education has 
provided little training in this area. The uncertainty 
of medical prognostication, as well as the reluctance 

of physicians and family members to accept responsi
bility for value judgment& of this type also contribute 
to the uneasiness. Many patients, however, have defi
nite opinions regarding cardiopulmonary resuscitation 
and mechanical ventilation and are willing to discuss 
these when asked. For example, in patient& with a 
chronic illness such as advanced chronic obstructive 
pulmonary disease, which is likely to progress to the 
point where mechanical ventilation will be necessan· 
to sustain life, open discussion among physician, p~
tient, and family is essential. A second example is that 
of the healthy elderly. Discussion& about a future cat. 
astrophic event, while often uncomfortable, can po• 
tentially prevent much pain and suffering. The use of 
prior directives regarding cardiopulmonary resusci
tation and mechanical ventilation is appropriate in both 
instances. 

Although economic considerations pervade many 
aspects of health care, caregivers should not allow the 
cost of treatment to dominate decisionmaking about 
withholding mechanical ventilation. On the other hand, 
the patient may factor into a prior directive the dire 
financial consequences that prolonged hospitalization 
might have on loved ones and refuse treatment on that 
basi~. 

There are many areas of potential conflict in deci
sions to withhold mechanical ventilation that require 
further clarification. Decisions about allocation of life. 
sustaining resources are implicitly made daily in med
ical practice. However, institutional policies that take 
into account both ethical and legal aspects of v.ithhold -
ing therapy should be clarified and declared. Mecha • 
nisms for communication of ad\·ance directives among 
institutions, physicians. patients, and their families 
need to be developed. 

Implementing the Decision To 
Jf'ithdraw Mechanical Ventilation 

The decision to withdraw mechanical ventilation is 
usually made after a patient has received this and other 
treatment in an intensive care unit. Manv individuals 
can be involved in the process, but a s~rrogate fre
quently makes the decision because the patient is in
competent or incapacitated. \\'hen it becomes clear 
to the health care team and family that mechanical 
ventilation is no longer benefiting o~ is excessively bur
densome to the patient, a representative of the pro
vider team, usually the attending physician or the re
sponsible critical care unit physician, should meet with 
the patient and the family. The representative describes 
the options and the medical implicatipm; of continu
ing or withdrawing mechanical \lentilation. The rep
resentative may give a medical recommendation;but 
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the decision to vvithdraw or to continue resides with 
thP patient if competent, or with a surrogate if the pa· 
tient is incompetent or incapacitated. Living wills and 
durable power of attorney can greatly facilitate this 
decisionmaking process, but the steps are generally 
the same whether or not a prior directive exists. The 
following recommendations outline the decisionmak
ing process and its implementation. 

It is the responsibility of the individual institution 
to assure the existence of written policies about with
drawing mechanical ventilation. These procedures 
must be consonant v.'ith appropriate ethical principles 
and with legal precedents that pertain to that locale. 
Important elements include: 

1. Provision for continuing communication and con
sultation among all parties of interest. These include 
the patient, the family, physicians, nurses, respiratory 
therapists, social workers, and others. 

2. These deliberations should result in a general agree
ment about withdrawing or continuing therapy. VI/hen 
they do not, some mechanism of resolution of conflict 
should exist. In some hospitab this may be a standing 
ethics committee. In other hospital, it could be an ad 
hoc committee. In many instances il is clergy known 
10 the family. In a few instances, the courts have been 
involved in this decisionmaking process. although it is 
generally agreed that the courts are not well equipped 
to deal with this problem and their intervention should 
only be :;ought when an irreconcilable conf1icl arise,. 

3. When an·d if a consensm is reached that further 
ventilatory support is neither benefiting nor is desira
ble for the patient. the follm,·ing event, should occur 

4. A signed and witne,sPd nolt, should bP placed in 
the medical progress notes by the responsible physi
cian that it is thP patient's or the surrogate', decision 
that mechanical ventilation will be vvithdrawn. This doc
umentation can briefly outline the events that led up 
to tht, decision. the patient '5 lil,.ely prognosis, and the 
partie, to the decisionmaking process. 

5. Once the documentation has occurred in the medi
cal progress notes, an order can then bP written to 
withdraw mechanical ventilation This withdrawal pro
cedure should provide for thi, patient's comfort and dig
nity. Although no details of a recommended ½'ithdrawal 
procedure are given here, in most cases the responsi
ble physician should direct the procedure personally. 
Withdrawal procedures that result in great dyspnea or 
discomfort to the patient should be avoided, and the 
use of narcotic, to blunl dyspnea and discomfort may 
be desirable. 

Further Studies and New Directions 

A diversitv of further studie& is needed. The medi
cal literatur~ is still imprecise about prognosis in many 
severe illnesses. More precise prediction of outcome 
if, needed in both adult and pediatric illnesses that ne
cessitate mechanical ventilation. Early predictors of 
the emergence of a persistent vegetative state would 
be useful. Subgroups of patients requiring mechani
cal ventilation who have a particularly high mortality 
rate or permanent loss of cognitive function fnearlv 
100 percent) need early identification. • 

There ii, a lack of study of the psychosocial implica
tions of V\'ithholding and \'.'ithdrav.ring mechanical ven
tilation. Very little is know about the perceptions of 
the healthy elderly and their desires :regarding criti
cal care and withdrawing and withholding mechani
cal ventilation. Most medical orders that withhold 
resuscitation or mechanical ventilation are ambiguous, 
and it is not clear to many physicians how to write 
a "do not resuscitate·· order (13,14). Physicians perceive 
many problems when they "rithhold and withdraw me
chanical ventilation. Their perceptions and fears are 
not well understood and onlv recently have studies 
begun to explore this area (15,161. Whi.le there are no 
ethical or legal difference& between withholding or 
withdrawing mechanical ventilation, caregivers con
tinue to be confused about the legal significance of 
withdrawal of therapy, and efforts should be under
taken to correct this misunderstanding ( 17) 

In a practical manner it is difficult to communicate 
advance directives 10 emergency medical and inten
sive care unit personnel. Innovative devices and pro
cedures are needed in this area. Few people know 
about living \'.'ills and durable power of attorney and 
how to implement them. Health care professionals 
should be encouraged to include information about 
prior directives with maintenance medical programs 
for chronically ill patients. 

Careful collection of information about functional 
status and quality of life follo\o\ring weaning from me• 
chanical ventilation would be useful since there is wide
spread fear that data about quality of life is currently 
being misinterpreted and inappropriately applied. 
With the extensive use of home ventilator therapy in 
this country, studies are needed of the psychosocial 
implications of long-term ventilation. There is little pub• 
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lished information on the social adjustment of prema
ture infants or adults who receive long-term mechan
ical ventilation. Reimbursement schemes for patients 
receiving mechanical ventilation at home are poorly 
developed. Some of this information will be difficult 
to obtain and much of it is subject to change as new 
technology and treatments are applied. However, taken 
as a whole, this body of information will help patients 
and caregivers make more informed decisions about 
life-sustaining treatments. 
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Imperiled 
Newborns 

Despite attempts to achiroe compromise and consensus, 
discussion of the ethics of neonatal care has been stridently 
polarized. "Treat all inf ants, without consideration of 
quality of life, with every possibl,e intervention" stands 
against proposals for inf antuid.e based on this very quality 
of life consideration. National legi.slation designed to 
re.solve tensions instead contributes a definition of child 
a&use that could include as abusers clinicians struggling 
to provide sensitive and humaw care for infants. A curious 
sense of umeality clings to arguments in this area: it is 
almost as if no one is listening to anyone else. 

One explanation offered fry many dedicated biomedical 
and ethical "lisu:ners" was that much of the published 
debate not only represented extreme or margi,nal perspectives 
but also ignored important realities of neonatal care. If 
this were true, it seemed d.esirahl,e to create a forum for 
expl,oration of what might prove to be a more fertile mid.die 
ground. If a broader consensus exi.st,ed than had preuwusly 
been apparent, it deseroed a convincing and highly visibl,e 
articulation. With this guiding conception, a Hastings 
Center projed was begun in 1984. The aim of the project 
was to as.sembl£ a group of knowledgeahl,e participants 
who rou1-d grappl,e with the controversies not only as 
previously defiru:d, but also within paradigms that the 
group itself might create or discover. 

Strugg/.e they did. Shifting from a focus on treatment 
decisions for handicapped newborns to one on the 
management of ill premature and other infants, the group 
pm:ei,ved children as subject to many perils beyond physical 
impairment. umgenital illnesses, trauma from bi.rth, 
prematurity, and even inadequate insurance coverage and 
the medical intnvmtions of benefiunt families and 
professionals came under scrutiny as potential 
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souras of distress and injury. Thf group considered 
interventions designed to advance life at any cost as 
"aggressive, " and sought to def end a child-centered best 
interest standard as particularly well suited to reflect the 
values implicit in providing medical care and in parenting. 

The reporl of the project, as expressed in this issue of 
the Hastings Center Repon, addresses issues of 
substanc.e, proc.edure, and vision. While not a strict 
conse-nsu.s document, the repori repre.smts thf group's 
central views and considerations. As such, it consolidates 
previous approaches to neonatal ethics with its broader 
aims, therelry providing a coherent base for future analysis. 

No doubt the group amld have gone further. }et we 
hear in this distillation of its dialogu.e an emerging rather 
than stagnating discourse, and disagreement without 
acnmony. 

Both the March of Di.mes Foundation and the J.M. 
Foundation provided funding that enabl,ed The Hastings 
Cent,er Re.search Project on the Care of lmperil,ed ?1./ewborns 
to hold rrwre than fifteen meetings during the period from 
1984 to 1987. Many experts from disability groups, family 
self-help associations, right-to-life associations, medical 
societies, state and federal agencies, and academia were 
generous in sharing their expertise and experierue.s, and 
projed participants gave unstintingly of their time and 
energy in the work that l,ed to the writing of this report. 

Kathleen Nolan 

Introduction 

The moral dilemmas of neonatal intensive care have 
been the subject of heated discussion and debate 
during th'.:'. past rwo decades. Parents, physicians, 
nurses, lawyers, administrators, theologians, bioeth
icists, and even judges have all had a voice in the 
cacophony of controversy regarding the provision 
of care for imperiled newborns. As the technology 
of neonatology has continued to advance, the ethical 
issues have likewise multiplied and arguments have 
proliferated. 

AH of this activity has produced a spate of books 
and articles as well as numerous legal and regulatory 
battles, Yet, we believe, in all of this there are many 
ethical issues still to be addressed, looked at in new 
ways, and brought together more comprehensively. 
We have chosen several that we consider the most 
significant to highlight and examine more fully. 

First, in recent years there has been a growing 
acceptance in some American hospitals of a "treat, 
wait., and see" approach to the dilemma of whether 
and when to initiate care. That is, rather than 
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tradition of caring, receptiveness and the refusal to 
abandon persons in need reflected in the common 
roots of the words "hospital" and "hospitality." Active 
killing, at one level, may be an effon to sweep away 
the failures of technological medicine. In fact, 
families and professional caregivers have much to 
offer dying and suffering persons. 

What Care Should Be Given When Aggressive 
Measures Are Forgone? 

As we have seen, while we reject any policy 
permitting active killing, there are instances when 
:aggressive treatment should not be continued. 
However, the duty to care for patients does not end 
once aggressive measures are abandoned. Parents, 
nurses and physicians can still play a major role 
in caring for the infant They can offer comfon 
\\ith whatever measures are available, including 
,\·armth. food and touch. 

For those infants capable of feeling pain, relieving 
that pain is a matter of the highest priority. Suffering, 
other than that chosen by the person in the service 
of some greater good, is an evil. Modem medicine 
has the ability to diminish greatly the · pain or 
suffering of seriously ill .newborns. Although there 
may be some dispute about whether the most 
premature infants possess the neurological capac
ities to experience pain, in the absence of clear and 
comincing evidence to the contrary, we should 
assume they can and act accordingly. 

Rather than diminishing, the moral duties of 
medical caregivers take a different form once we 
accept that a patient is dying, and lies beyond the 
reach of our curative powers. Sophisticated 
treatments intended to provide comfort have an 
important role. But, as Paul Ramsey reminds us, care 
arid companionship may be at least as important 
I-le says we should care, but only care for the dying. 
Before aggressive therapies were available, nurses 
andphysicians were more accustomed to caring for 
d}ing patients. That an needs to be renewed. 

The interests of the dying infant's family also 
ought to be considered. Those interests need not 
conflict with doing what is best for the infanL Some 
hospitals have made provisions for parents to hold 
the~r infants once invasive therapies have ceased. 

1s could benefit infants and their parents. Another 
measure has been to allow the families to see and 
hold. their infants once they have died. Some 
hosp~tals have tried to adapt concepts of hospice 
care m their practices with dyi· ng infants and their 
f ·1· ami ies. These worthy eff ons to accept the realities 
~f ~~ath, and to provide institutional support for 
amihes, deserve to be implemented and developed 

funher. 

Sec~o,1.,6: f~milial 
and Soczal 

Obligations to 
Seriously Ill and 

Disabled Children 

While our society acknowledges a duty to -save 
infants who are seriously ill or impaired at birth, 
it tends to overlook their needs once the critical 
period for them is over. Families are left with the 
responsibility of attempting to provide for the_ special 
needs of their children with insufficient support from 
the community. The family resource, which is 
precious to our society, is at risk of being 
overwhelmed by the complex problems that families 
face when they attempt to get decent care for these 
special children. Once the family resource is 
depleted, it is rarely revived. An important goal for 
the coming years is to assist these infants and their 
families to build on their many strengths by 
developing improved medical, financial. and social 
support for them after neonatal intensive care ends. 

f Fmancial Costs of the Care of Infants Born at Risk 

Even with monumental efforts to coordinate 
multiple sources of reimbursement, families of 
children who are seriously ill or disabled have costs 
far in excess of what they can afford. At present, 
cross-subsidization of those who cannot pay by those 
who can ensures that neonatal intensive care is 
available to infants regardless of their parents' 
financial means. Such care as of 1986 totalled 
approximately 3 billion dollars a year throughout 
the country. The treatment of a single infant may 

f cost as much as $250,000, not counting special 
t:services, institutional care, or the expenses covered 
by parents. 
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If proposed federal and state reductions in 
Medicaid funds are put into effect neonatal intensive 
care uniL<; would face serious financial losses. Cost 
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containment effons by private insurers, such as the 
adoption of DRGs for neonatal intensive care, also 
threaten to reduce financial suppon available for 
the treatment of future newborns. Critically ill 
children of poor families will be hardest hit by these 
measures. 

In fact, these heavy costs raise questions about 
whether neonatal intensive care will continue to be 
available for all infants in the future as new methods 
of reimbursement cut into the funding available for 
it 

Once the neonatal period is past, families may 
face additional financial expenses for subsequent 
medical and surgical treatment, which is often 
inadequately covered by health care insurance. 
Infants born at risk are more prone to permanent 
and serious disabilities, and their treatment is 
correspondingly more expensive. 

There is wide variation in third parry coverage 
depending upon income, geographic location, 
severity of condition, and type of services. Reim
bursement is primarily geared toward acute care, 
involving medical and surgical services. The 
additional out-of-pocket costs of hospitalization for 
children of young families are 30 percent greater 
than for adults due to restrictions set by third parry 
payers. Third parry coverage is insufficient to fund 
entirely the costs of hospitalization, physician visits, 
special medical procedures, nursing care, and drugs 
to families of these infants. Other essential costs, 
such as those for therapy, special foods, transpor
tation, child care, modifications in the physical 
setting at home, special equipment and cosmetic 
devices, and respite care are not usually covered 
by third parry carriers at all. ·In the current payment 
setting, extended visits to doctors are discouraged, 

• as is attention to family, developmental, or social 
problems. A family's financial future can be ruined 
by the expenses the family incurs for the treatment 
of an infant who is born at risk. 

Senices Available to Infants and Families 

In recent years, the services available to families 
with children who have special needs have 
decreased, rather than increased, as reductions in 
pro s necessitated b fundin cuts. 

e semce system that is . curren y available • to 
Jnfa.nts born at risk and their families tends to ·be 

ented and rigi a.rents n at 
e p m negott g the byzantine bureaucracy of 

health care and social semces in large hospitals. 
Specialists who work with these children for only 
brief periods of time and at a distance from their 
homes may not become familiar with their distinctive 
needs and those of their families. The long-range 
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plans developed by local pracuuoners for the 
treatment of these infants do not necessarily mesh 
with those of specialists because of their distance 
from one another and consequent lack of 
communication. 

Access of these infants and their families to 
nonmedical sen.ices varies tremendously. Infants 
with a specific health problem may be fortunate 
enough to live in a community in which there is 
a comprehensive program especially directed toward 
children with that problem. Or local practitioners 
may offer coordination of their medical treatment 
with nonmedical services. 

A few medical institutions are experimenting with 
new modes of integrating medical and nonmedical 
services; they are developing comprehensive care 
clinics that go beyond the provision of strictly 
medical care to assist families in caring for their 
children at home. Some private suppon groups have 
arisen to help parents close the service gaps in the 
medical care system. These are not the norm, 
though. There is a pressing need for a coordinated, 
comprehensive program for the care of seriously 
ill or disabled infants and their families if their 
children are to realize their potential and if the 
integrity of their families is to be preserved. 

Family Responses 

Since there is great vanauon among family 
sttuctures, values, resources, and stages of growth 
it is difficult to generalize about how families react 
to the birth 9f a newborn with special needs. 
Disabilities and major medical problems also vary 
tremendously; their impact on families is too global 
for detailed analysis. As Ann Turnbull suggests, we 
must first ask "What kinds of families with what kinds 
of characteristics have what kinds of impact from 
their children with what kinds of disabilities?" 
Reports from families who have had a member who 
was born seriously ill or disabled, however, provide 
some basis for ascertaining how they respond to 
their role as caregivers for these infants. 

Families with children who are seriously ill or 
disabled often can find meaning and satisfaction 
in their lives, despite many obstacles. They are able 
to derive genuine joy from their children, as do other 
parents. They discover that their mutual commitment 
to the child has created an increased closeness 
among their members, "involvement," and personal 
growth. Siblings, by their own accounts, have become 
more sensitive and caring adults due to their 
experiences in helping to care for a seriously ill 
or disabled family member. 

Families in a supportive environment surrounded 
by friends, relatives, and physicians, and who have 
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access to services to ameliorate the negative effects 
of illness or disability, can respond well to the 
responsibilities of care of an infant with illness or 
disabilities. Some parents even point out that families 
in which _children do not require such significant 
degrees of care encounter problems of different sorts 
\\ith their children, and maintain that theirs is not 
a special burden. 

Even so, families may experience stress of 
different kinds when responsible for the care of 
a child ""ith serious illness or disabilities. The degree 
of stress experienced apparently has little relation
ship to the severity of illness or disability of their 
child. Apart from concerns about finances, the 
greatest single source of stress that they describe 
is the responsibility for home health care. 'When 
some parents have attempted to provide intensive 
care at home for their infants in need of dialysis 
01 ventilator support. they have found this too 
stressful to continue. Parents who have not had the 
responsibility of pro\iding such intensive care also 
report that the demands on their energy and inner 
resources are high, and that some of them 
experience "bum-out" over an extended period of 
time. Fatigue is a major problem for families whose 
children require constant care. 

Families also describe stress created by their fears 
about an uncertain future. Their anxiety is generated 
not only by the ambiguity that surrounds their child's 
future development and needs, but also by their 
concern about whether adequate services will be 
available for them at later points in ti.me. They face 
the possibility that they will have a lifetime of 
extensive and unassisted responsibility for their child 
that will not taper off as the child grows older. A 
related source of stress for families is their feeling 
of social isolation and stigma. Researchers have 
found, for instance, that 74 percent of parents of 
-children who are severely developmentally disabled 
ltave neighbors .who object to having their child 
-associate with the disabled child . In 40 percent of 
these families, parents are never able to go out 
together; one always has to be home to care for 
9'1~ child Social isolation becomes a way of life that 
JS, m essence, forced on these families. 

Relations with professionals, such as physicians, 
nurses, social workers or other clinicians can assist 
familie~ in overco~ing these proble~s. Some 
prof ess1onals have identified the need to allow 

aren_ts to control immediate and long-range 
lannmg for these children. However, in some 
stances, families report that rather than alleviate 

• ess, some professionals create additional pressures 
Ue to unresponsiveness, repetitive questions, 
JJ.mero~s referrals, and lack of suppon and 
fonnation. 
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Some families find the problems overwhelming. 
They report that their experiences of fatigue, loss 
of free time, marital tension, anger, depression, guilt, 
and a sense of helplessness and isolation tend to 
wear them down. Some experience a "chronic 
sorrow" that they cannot overcome. There are some 
repon.s of a higher rate of child abuse and marital 
breakup in families with children who are seriously 
ill or disabled. The contemporary realities of shifting 
employment currents, new roles for men and 
women, and rapid mobility can make a positive 
parental response to children who need extensive 
care difficult to sustain, for careers are anenuated 
and movement to suit employment limited. The 
reverse is also true in that parents who have ¼ished 
to remain at home to care for their children have 
been forced into the workplace in order to meet 
the expenses of their child's treatments. Some 
families are unduly stressed by the complex 
problems of caring for a child with special needs 
without community assistance. They need more than 
the traditional biomedical services if healthier, more 
functional families and children who are contrib
uting, vital members of the community are to emerge 
from the experience of serious illness or disability. 

Family Duties and Their limits 

Parents have a moral duty to care for their children 
and to attempt to promote their wellbeing. This 
generally means that parents feel an obligation to 
provide their children not only with the necessities 
of life, such as adequate food, clothing, shelter, and 
health care, but with such additional goods as 
education, and the basic material and moral support 
necessary to grow into adults who can think and 
act independently. However, parents do not have 
a duty. to provide every good possible for their 
chldren. '!ms is a finite world in which parents have 
limited resources and other obligations to fulfill; they 
C?Jlnot direct their attention exclusively to the 
provision of a full panoply of goods to one child 

-i;l-fome care of children with serious illnesses or 
~sabilities can require parental acts of care 
• rdering on the heroic. me paruapan m e 
lfuciiss1 uties assume that parents 
Jre morally required to provide such extraordinary 
~are unconditionally and sacrificially for their 
ieriously ill or disabled infants, even though in the 
fNider .aciety to do so would be supererogato , o 
beyond what is re • of du ey 
ma1 m at the distinction between morally 
required acts and acts of supererogation does not 
hold within the family. In family life, it is contended, 
even radical forms of self-denial are moral 
necessities. 
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One justification for this position is that parents 
incur a duty to perform heroic acts on behalf of 
their children when they knowingly and voluntarily 
conceive and give birth to them. They give these 
children existence. and consequently owe them a 
duty of extraordinary care, no matter how burden
some. They tacitlv undertake to provide that degree 
of care for their child that they can without radical 
sacrifice of their uwn basic, legitimate interests and 
without derogation from intrafamilial and other 
duties. 

Others maintain that although parents have duties 
of care toward their children, there are limits to 
what should be required of them for their children's 
sake. Unlimited benevolence or efforts on behalf 
of one's children cannot be morally obligatory. 
There is a distinction between obligatory and 
supererogatOI)' acts within the family, although the 
line between them is dra\.\'11 on a higher moral plane 
than it is outside the family. Some "golden mean" 
must be developed 'Within the moral requirements 
of parenthood so that parents are not required to 

· .sacrifice the rest of the family or themselves in caring 
for their child 

There is a proper form of individual self-love or 
self-respect, they suggest, that requires affirmation 
of one's basic life plans and goals, rather than self
abnegation. When caring for a child with severe 
health problems would require parents to sacrifice 
the basic goals that define who they are as persons, 
such care can become supererogatory. 

Sustaining the family as a cooperative unit is also 
an important moral consideration in this view. 
Siblings within the family, as well as the child who 
is ill or disabled are.owed care so that they, too, 
can reach their full potential. When caring for one 
child would require parents to deny the interests 
and needs of other children, 'a stark dilemma of 
)ustice within the family is raised Parents cannot 
be held to a self-contradictory moral requirement 
of benevolence toward one child at the expense 
of the basic wellbeing of other children.· The high 
requirements of mutual obligation within the family 
have moral limits. 

fhe duties of care of parents thus do have their 
moral limits. However, •this does ·not entail that 
infants who require special care at a supererogatory 
level should be denied it so that they will die,and 
~lieve their families and society of the buroen,of 
&ring for them. Parents who judge it beyond their 
capabilities to provide extensive care for their 
children are not justified in abandoning these 
children to death. As a moral ideal, when parents 
cannot care for the child who is seriously ill or 
disabled, they have a responsibility to find others 
who will do sofWhen parents do not attem,p~ ,~" 

/1 ... 

)find assistance, or there is none, the state has· an· 
• \Obligation to step in to assure that the child receives 

_,. available appropriate care from some source other 
than the parents. 

Alternative Provisions for Care 

'fhe alternatives currently available to parents who 
~nnot provide needed care to their infants are 
limited and often unacceptable. Although adoption 
is possible, and some of the "Baby Doe" situations 
indicate that there are couples in our society who 
are wiiiing to accept infams whose care will be 
extensive, it is generally very difficult to find homes 
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for seriously ill or impaired children. • 
Foster homes provide another recourse to parents 

who do not wish to relinquish custody of their child 
altogether. Some specialized pediatric treatment 
centers in hospitals are developing a cadre of foster 
parents who are trained to care for children with 
medical problems for a period of time when parents 
can no longer cope. and who return these children 
to their parents when they are able to care for them 
again. Such programs are only at their beginning 
stages and do not cover the care of children once 
the period of critical illness has passed. 

The arrangements that have been available for 
infants with serious illnesses or disabilities whose 
parents wish to retain custody, but who cannot 
provide the special care that they need at home 
p.ave been woefully inadequate. If anything, they 
pave dm-eased. in recent years. A substantial number 
of children remain in acute care hospitals for want 
of suitable alternatives. In some states, children with 
severe disabilities have been placed in large 
residential centers when space has been available. 
This has not usually been a satisfactory arrangemenL 
There are serious questions about the harm of 
institutionalization and whether the need of these 
developing children for individual attention can be 
met within large-scale facilities. Some state institu
tions are viewed by knowledgeable expens as 
warehouses for human beings who are allowed to 
remain alive in ostracization. Roben Bun describes 
a remote rural institution in one state "housing some 
five thousand retarded children in conditions of 
unrelieved horror." 

In some states,pedianic nursing homes have been 
developed as an itemative. However, a recent study 
of these homes for children with multiple severe 
disabilities in one state revealed that lpw standards 
ff care and ti?ancial disi~ccntives had res~l~ed}n 
le5s >Jhan ;opnmal educanomtl and rehab11itattve 
¥rvices. Even though there was doubt that the level 
of care provided in these nursing homes was 
satisfactory, sufficient numbers of parems were 
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interested in placement of their child vvithin them 
that applications outran bed a\'ailability. In other 
states. multiplv disabled children have been placed 
in geriatric facilities inappropriate to their special 
needs when no other placement could be found 
for them. 

The current situation is most discouraging to 
parents. Thev do not see any remotely acceptable 
alternatives for their children on the horizon. If 
there are limits to the obligations of parents, these 
are tempered by the parental realization that no 
other satisfactory care may be available for their 
infants. Parents who face major disruptions of family 
life in caring for their children at home sav that 
they have no other choice but to do so. They are 
reluctant to expose their child to the serious 
problems that they believe would result if the child 
were placed in an institution or with another family. 
They may have a choice in principle, but find that 
choice meaningless in fact 

Some states have enacted programs that discour
age the family from sening as the primary caregiver 
to the child who is seriously ill or disabled. Currently, 
when familv members provide care to their children 
v.ith special health care needs at home, they are 
placed at risk financially, physically, socially, and 
emotionally. Yet ours is a society that places great 
value on the role of the family in the care and 
upbringing of children. We must value, support, and 
energize the family resource as we develop future 
programs for children with special needs. 

How Much Care is Society Obligated to Provide? 

It is a well established legal principle within 
American society that the state has a legitimate 
interest in protecting and preserving the wellbeing 
of children. From an ethical point of view, society 
has a powerful duty to ensure the welfare of children. 
The fact that children are both needy and vulnerable 
creates a duty to provide for them on the part of 
the rest of society. While society normally expects 

(:parents to bear the responsibility of caring for and 
,·m~eting the needs of their children, should they 
'ful to do so, both the law and a broad spectrum 
~f moral theories recognize the legitimacy of 

t~tve_ntions by other parties an4 indeed,· an 
bligabontodoso. :. ·· .... ······ -., ··'· ·- . .,., . 
The legal and ethical expectations of society for 
-~ welfare of children brook no exceptions where 
ildren with disabilities or chronic diseases are 
nterned. There is no valid moral reason for 
~uding any subgroup • of children from the 
l~arywelfare society has prO\,ided children in 

mcular and vulnerable persons more generally. 

For example, Americans are agreed that every 
child merits an education at public expense if need 
be. That being the case, it makes no sense to offer 
education to children without fitting it to individual 
needs. The commitment to making education 
available for all children entails responsibilities on 
the pan of the community to assist children with 
disabilities or serious illnesses in fully realizing their 
potential. A similar argument pertains to other social 
senices that all children are thought to require. 

In considering the obligations that society has to 
children in need as a consequence of disability or 
ichronic illness, the question of the limits of 
beneficence must be raised. In a utopian world all 
the assistance that might possibly be required bv 
disabled or chronically ill children and their families 
would be rendered by the community when 
necessary. However, in the real world of limited 
resources and competing claims for communal 
benevolence, the costs, in terms of overall financial 
obligations to society and in terms of resources that 
might be denied to other equally deserving and 
needy groups within society, force an examination 
of the ethics of allocation with respect to public policy 
in this area. 

Some have argued that since the government has 
aniculated an explicit public policy mandating 
aggressive care for all infants who are not born dying 
or in a permanent vegetative state, regardless of their 
degree of disability or the quality oflife such children 
will lead should they survive, the government has 
thereby incurred a special duty to provide for the 
'needs of such children. It is hypocritical in the 
extreme, advocates of this interpretation of moral 
responsibility argue, to create a set of survivors of 

. neonatal care through legislative and regulatory 
; policies and then simply to drop them from the 
• purview of societal concern upon discharge from 
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~ neonatal intensive care unit 
There is some plausibility to the view that 

government involvement in medical decisionmaking 
creates a reciprocal obligation of government to 
provide care for those who sun-ive. Such a view, 
however, does not present a sound basis for 
grounding the obligations of either government or 
the community as a whole to provide for the welfare 
of children-for those with disabilities or those who 
have other needs. 

"Baby Doe" survivors are not the only children 
whose lives are extended as a result of a societal 
commitment to attempt to rescue those who might 
benefit from aggressive medical care. Many children 
who are not born with disabilities or diseases, but 
who suffer irtjuries or acquire diseases later on in 
life, are also the beneficiaries of a community ethos 
and medical ethic that favors actions that are 
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intended to presen'e life despite the possibility of 
failure or untoward outcomes. 

Policies favoring treatment are not all that 
different from those that have been applied to other 
infants and young children who are not capable 
of giving informed consent for interventions that 
health care professionals believe to be in their best 
interesL We see no reason for drawing a morally 
relevant distinction between one set of children 
whose medical needs arise as a result of decisions 
to intervene at birth, even if motivated by law or 
regulation, and other children whose needs arise 
as a consequence of a different set of etiological 
and historical circumstances. • 

This position is both politically and morally sound. 
To accord special rreatment to one group of children 
with disabilities as against others with equal needs 
solely on the grounds of etiology would violate a 
basic moral maxim that persons with equal needs 
ought to be created equally. 

What binds these children together as a moral 
category is the commonality of their vulnerability 
and the obviousness of their need for assistance. 
While their histories may and do differ, we believe 
that children with disabilities or chronic illnesses 
have far more in common from the moral point 
of view in terms of rights and claims for a just share 
of community resources than they have morally 
significant differences. The real questions are how 
to determine what interventions, medical or social, 
are actually in the best interests of children with 
disabilities or chronic illnesses and what obligations 
does the community have to assure that those 
interventions are provided? 

A. central moral question at the national level is 
whether we have created a social policy that is 
adequate for meeting the medical, economic. and 
social needs of children with disabilities or chronic 
jllnesses whatever the reason for their smvival. It 
~ the consensus of our research group that our 
.¢ountry must do more to meet its obligations to these 
t;hildren. 

American social policy is simply not meeting the 
needs of its most vulnerable citizens-children with 
disabilities and chronic illnesses and their families. 
As acute care medical technology and expertise 
grows, the number of children with disabilities and 
chronic illnesses and the number of families who 
will care for them will continue to grow. We believe 
that the ethical case for according a far greater 
priority to meeting the basic medical, economic, and 
social needs of these children and their families 
is self-evident Society has a specific moral duty to 
address the needs of children who cannot realize 
their full potential in society without the assistance 
of others, 
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Section 7: 
Conclusion 

The work of The Hastings Center Newborns 
Project has been to open a new conversation rather 
than to close off prior discussion. Our exchange 
of ideas and opinions led not to uniformity or 
unanimity but to judgments based on certain features 
of an at least partially shared moral framework. We 
have endeavored to articulate the grounds of our 
conclusions and to suggest directions for future 
investigations. We present the following summary 
as a product of this distillation: 
• It is clear that parents, health care providers, 
courts, and governmental officials have legal and 
ethical responsibilities toward children with 
disabilities. Congenital anomalies such as Down 
syndrome, uncomplicated instances of spina bifida, 
blindness, or other mildly to moderately disabling 
conditions provide no moral basis for either 
withdrawing or withholding treatments. Disabilities, 
in and of themselves, do not provide a basis for 
failing to accord children born with them the same 
access to medical and social services that would be 
given to any other child afllicted with a problem 
requiring medical intervention. 
• Recent debates about the morality of the 
rreatment of imperiled newborns have narrowly 
focussed on dilemmas raised by children born with 
significant congenital anomalies. The questions 
surrounding premature newborns or those born with 
injuries as a result of the birth process need much 
greater attention: How should physicians and nurses 
cope with uncenain prognoses for extremely 
premature infants in the neonatal intensive care 
unit? How ought research and innovative interven
tions to be distinguished from efficacious therapies 
in dealing with a child who has suffered asphyxia 
or a traumatic injury? What ethical norms ought to 
guide the continuation of treatment efforts once they 
have been initiated in an intensive care unit? 
• There has been a great deal of discussion and 
debate about the need to assure that no infant is 
the victim of discrimination, abuse, or neglect at 
birth. There has not been a corresponding 
discussion of the moral responsibility that families 
and the community have to assure that infants with 
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special needs, whether present at birth or not, do 
noc become the victims of discrimination, abuse, or 
neglect by the community. The focus of moral 
discussion must reflect issues of treatment and care 
that extend bevond the boundaries of the neonatal 
intensive care unit 
• Discussion must begin to focus on the treatment 
decisions that confront professionals and parents 
after the nev.bom period. Decisions may be more 
painful after there has been time to form powerful 
emotional bonds with a child, either in the hospital 
or in the home, but if it becomes clear that funher 
treatments may prove futile or terribly burdensome, 
then painful decisions must be confronted. To make 
decisions earlier in life in order to decrease the 
emotional burden is to sacrifice the interests of the 
infant to the emotional needs of others. 
• A moral framework acknowledging the centrality 
of quality of life considerations as reflected in a 
concern for protecting the best interests of children 
is appropriate for guiding decisionmaking for 
children ·with severe disorders and diseases that 
prove unresponsive to medical interventions. The 
President's Commission for the Study of Ethical 
Problems in Medicine advocated a "best interest" 
standard that focuses exclusively on the interests of 
imperiled children, not the interests of their families 
or of the community as a whole. This is the most 
appropriate moral norm to utilize when attempting 
to decide whether treatment ought to be withdrawn 
or withheld. In special circumstances, the "best 
interest" standard is inapplicable and a "relational 
potential" standard may be substituted 

Federal and state laws and regulations incorporate 
a sanctity of life or "vitalistic" standard for guiding 
decisions where newborns are concerned However, 
recent court decisions in many states acknowledge 
the appropriateness of a "best interest" standard for 
the same set of treatment decisions for adults. We 
can find no legitimate reason for supporting such 
an asymmetry and believe that the interests of 
children ¼ith chronic diseases and disabilities would 
?est be served by reconciling any such differences 
m existing laws and regulations. 
• Despite the claims of some commentators to the 
contrary, active killing conflicts with standards 
protecting the best interests of children. In addition, 
arguments for active euthanasia frequently turn 
upon considerations of the interests and welfare of 
soc~ety, factors that are simply not appropriate as 
variables to guide the decisions .of medical 
prof~s~i?,nals or family members. Moreover, the 
possibihues for error and abuse inherent in the 
le_ga]ization of active euthanasia, when combined 
:~ the oi:llls placed upon health professionals to 

0 ate their existing professional moral strictures 
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against any involvement with procedures that actively 
hasten death, make the enactment of any public 
policy that would countenance the active killing of 
either children or adults morally repugnant 
• Most decisions concerning treatment for 
children are best handled by informed, open, and 
frank discussions among health care professionals 
and the families of children v.ith medical needs. 
A newly evolving procedural mechanism, infant 
ethics committees, has been created in many 
institutions to help enhance the possibilities for 
communication at times of great emotional crisis. 
These committees ought to be available to and 
utilized by both health care professionals and 
families. 

Mandatory prospective review by ethics commit
tees should not generally be necessary in making 
decisions about the course of treatment that any 
patient, child or adult, might receive. However, 
routine retrospective review of decisions to withhold 
or withdraw care is highly desirable for both the 
education of health care providers regarding their 
responsibilities and options and in order to maintain 
public confidence that close scrutiny is given to each 
and every decision to withdraw or forgo care. 
• Much greater attention needs to be given to 
educating the health professions and the public 
about the kinds of medical problems and disorders 
that can occur at binh or during infancy. Govern
ment agencies, schools, professional societies in 
health care, and religious organizations must 
endeavor to do a better job than is presently being 
done to communicate clearly with the general public 
about the possibilities and problems that are 
associated with disability and disease in infancy. 
Greater efforts must be mounted to educate those 
of childbearing age about the risks imposed by 
unhealthy behaviors upon the developing fetus. 
Open and frank discussion should be encouraged 
among pregnant women and their physicians 
concerning the possibility of congenital disorders 
or chronic diseases and the options available for 
detecting them in utero and for coping with them 
should they be present in a newborn. 

Finally, we believe that society is not presently 
fulfilling its clear obligation to assist infants and 
children with disabilities. The moral duty to provide 
such assistance rests upon the twin foundations of 
the presence of clear and self-evident need on the 
pan of many children and their families and the 
obligation society has to insure that all citizens have 
an equal opportunity to fulfill their abilities and 
potentials. The moral claims of children with 
medical needs, of whatever etiology, should receive 
the highest priority among competing claims for 
social resources. 
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0. DESCRIPTIONS ANO ILLUSTRATIONS OF ALTERNATIVE CARE PROGRAttS 
AND FACILITIES 

0 Descriptions of Two Facilities That Provide Day Health 
Care for Technology Dependent Children (Prescribed 
Pediatric Extended Care Center and Children's Respite 
Care, Inc.) 

0 "Alternative Settings Of Care" (Foster and Adoptive Care, 
Community Group Homes, Institutional Settings) (Appendix D 
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ABSTRACT 

Project Title: 
Organization Name: 
Address: 

Project Director: 

Period 

Date 3/12/87 

Prescribed Pediatric Extended Care (PPEC) Center 

Family Health and Habilitative Services, Inc. 
5700 SW 34th Street, Suite 323 
Gainesville. Florida 32608 

Patricia M. Pierce, Ph.D. Phone (904) 377-3447 

11 / 01 / 84 To 
Mo. Day Yr. 

09 / 30 / 88 • 
Mo. Day Yr. 

PROJECT GOALS AND OBJECTIVES: 
The primary goals of the project were to: 1) design and implement a model 
community-based, cost-effective, day health care facility for medically and 
technologically dependent children; and 2) to develop model standards for 
community-based day health care services serving medically and technologicallv 
dependent children. 

MAJOR ACCOMPLISHMENTS TO DATE: 
In collaboration ·with ·the Department of Pediatrics, Uni-versity of South Florida, 
Family Hea:lth and Habilitative Services has opened the model PPEC Center in 
Tampa, Florida. Beginning full operatd,ons in June, 1986, the PPEC has served 
12 medically dependent children, and has an average census of 7. Services 
provided include medical day care, parent training and developmental programming. 
Model standards for co~munity-based day health care services have also been 
developed; these standards have also been incorporated into proposed legislation to 
establish a licensure category for community-based day health care facilities 
for medically dependent chidlren in Flo~ida. 

ELEVANCE TO WORKSHOP PRIORITY AREA(S): 
PJ>ECis an innovative service delivery model, which incorporated a family-centered. 
ornmunity-based approach, and provides a cost effective alternative to hospital-based 
are or home-based private duty nursing services. Case management. the coordination 
nd. integration of services, is a major component of the program. Another 
~phasis of the program is training parents to play an active role in the care 
hd of their child. and in the development and implementation of the comprehensive 
lan of care. 

ODUCTS {MANUALS/STANDARDS/SIGNIFICANT REPORTS): 
Model standards for community-based health care of medically and techology 
dependent children. 

legislation for the licensure of community-based, day health care facilities 
serving medically and technologically dependent children. 



Date 4/9/87 ABSTRACT ··----------

Orgunization Name: . Children's Respite Care, Inc. 

Address: P.O. Box 421120 
-Sacramento, Cal1.t. 95842-1120 

Ann S1.iverna1.l Community L1a1son 
---::-;----=,-~--,-~-::-:-:--: 

Caroly Altrock Project DirPhone (916) 344-6735 Cont.act Person: 
(9~6) 771-0730 

PROGRAM GOALS AND OBJECTIVES: 

SEE ATTACHMENT A 

MAJOR ACCOMPLISHMENTS TO DATE: Children's Respite Care, Inc. provides 
daycare on a regular or a respite basis and 24-hour care on an intermittent ba~ 
tq meet the needs of children with chronic or terminal illness. Until the oper 
of this project in December, 1985, there were no formal childcare services avaj 
t these families. A full range of services are offered i~cluding quality chi] 
r sing and social work support. An on-going parent g~pup has been establishec 
L,.:,ervice material has been developed, A community educational service has bee 
provided. Liaison with hospitals, physicians, agencys and schools has been mac 
A pre-school program for the younger chiLdren has been developed. Individuali: 
multidisciplinary plans have been developed. Integration of the educational sc 
and medical needs of these children has been accomplished, 

RELEVANCE TO CONFERENCE PRIOR1T1 AR~A; C.R.C.Inc. was authorizes to, 
a demonstration project for chronically and terminally ill children pursuant tc 
Assembly Bill 3005 (Tucker), Chapter 1473, _Statutes 1984. This legislation wa1 
direct result of a grassroots community effort, which involved concerned paren1 
and professionals. Upon re,ceiving an inquire for child care, the parent is in, 
to visit the center with or'without the child, They are given a full tour of 1 

center, if after viewing the center the family remains interested, the parent: 
given a packet of forms to take to their physician. When these forms are comp: 
an appointment is made with the parent(s) and the Nursing Supervisior. A Nurs: 
Assessment is made and if the child falls ~it~"the scope of our program, a Chi'. 
Care Assessment is also completed. Slots available for care are reviewed a1on1 

(Continued on back) 
PRODUCTS (MANUALS/STANDARDS/SIGNIFICANT REPORTS): 

Policies and Procedures -------- ----------
Parent Bandbook ------ --------



Phone t916J 344-6735 

To provide day care and relief for families responsible for the daily care 
of children with chronic and terminal illnesses. 

To provide these children with opportunities for growth and development 
similar to their healthy counterparts. 

To promote, develop and operate a continuum of child care and respite 
for children with chronic or terminal illnesses. 

long-term care of chronically ill children is a major health problem. 
The numbers of these children is increasing as medical and technological 
advances enable physicians to save more critically ill infants, control the 
progression of life-threatening illnesses, and treat defects. Chronic 
illness drains the child and every family member for an indefinite period 
of time. Without day care and respite care, parents of these children 
become over stressed, while the children have no opportunity for social
ization or educational development. 

Full or part-time child care: day, evening (Friday and Saturday) and 
weekend care. Pre-school program, meals and snacks. 

Pre-enrollment screening to determine special care needs for each child, 
including diet, rest, med_ication, medical interventions and ~ctivity_ level. 

Individualized care plans to fit abilities and interests of the child. 

of care. with the child's primary physician/providers. 

stress for individuals primarily responsible for the care of 
ill children. 

ncreased opportunities for parents to work or return to school. 

the number of families dependent on welfare funds. 

hospital admissions and lengths of stay. 

duced costs for long-term hospital care. 

ab~ ishment of an ongoing, perrnanei:it support system for families with 
onically ill children. 

/reased opportunity for optimum physical, mental and social development 
0 the chronically ill child. 

JHER INFORMATION 

';>~o~tact Carolyn Altrock, M.S.W., Project Director 
P_h_·0 • Bo(x 421120, Sacramento, California 95842-1120 

ne 916) 344-6735 

n 



Appendix D 

Alternative Settings of Care 

Introduction 

Most of the public discussion surrounding technol
ogy-dependent children, and most of the evidence dis
cussed in this technical memorandum contrasts two 
settings of care for these children: hospital care, usu
ally in an acute-care1 hospital; and home care with the 
children's natural families. Within acute-care hospi
tal", technology-dependent children have access to the 
full spectrum of medical services and equipment, mon
itoring, intensive nursing, professional backup, and 
emergency services that can be mobilized immediately. 
The children typically reside in intensive care units or 
specialty wards (e.g., burn units), but they may reside 
in general nursing wards (for children not requiring 
mechanical ventilation) or, sometimes, "step-down" 
transitional care wards. 

In contrast to acute-level hospital care, home care 
offers an environment most nearly like those in which 
non-technology-dependent children grow up. From the 
perspective of third-party payers of health care, tradi
tional home care offers the financial advantage of basic 
living expenses that are borne by families. Many tech
nology-dependent children currently living at home 
have highly trained and motivated parents and other 
caregivers, whose time attending the child is also free 
to the payer. At home, unlike in an institution, the 
needed quantity of some services-e.g., the number 
of paid nursing hours or the amount of respite care
depend a� much on the social, psychological, and fi
nancial characteristics of the family as on the physi
cal condition of the child. 

A�. more payers finance and perhaps even empha
size nonhospital care, other settings of care may also 
become important for technology-dependent children. 
These alternative settings of care may serve three pos
sible purposes: 

1. T
r

ansitional care for children who are moving 
from hospital to home or other long-term care. 
Transitional care is appropriate after the child 
has become medically stable, while- the home (or 
other setting) is being prepared for the child and 
thr myriad of financial and administrative de
tails are being completed. It usually includes an 
emphasis on training the fa'llily and gradually 

increasing thl' can: the family provides. Transi
tional can: can be provided in a special hospi
tal unit or in a separall• rehabilitative or sub
acull' care facility. 

'"A, ut,·-c·art· 1,.,,p11,1I • J, ust·J h1·ri· m,•an, a ho�pitJI !hat pro'""J.., compl,,, rm·,1,c.,l c,ir., IP pdti,·nt, ,ind hJ, .in avt·r.ti;c· ll'ngth ••I pdti,·nt ,t.,y c•t lt'ss lliJn 30 d,,y,
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2. Respite care for technology-dependent children
who are living at home. Institutional or foster
home respite care may be an important option
in situations where qualified professional nurses
are not available for.home respite care, or where
a family vacation or emergency might make the
home an inappropriate setting of care for a short
period of time.

3. Long-tenn care for children whose parents are un
willing to have them home, negligent, abusive,
-<>r simply unable to cope with them. Extensive
supportive home services and counseling may
help parents cope with having a technology
dependent child at home. Even so, there will be
a small group of children for whom care settings
other than a natural home must be explored as
a long-term option.

A Michigan task force on home care guidelines for 
ventilator-dependent children summarized the need for 
these three types of options as follows: 

As the child's condition stabilizes, there should be 
progression from the intensive care setting to one of 
habilitation/rehabilitation and eventually to a home, 
like environment. If the home is not a short or long 
term option for care, alternative, home-like situations 
such as foster homes and small group homes must be 
explored. Such institutional alternatives must always 
remain an option to avoid crisis when home care ceases 
to be feasible or is not longer the best option for the 
responaut lventilator-depenBchild], family, com
munity and fiscal agencies � 

Foster and Adoptive Care 

For technology-dependent children who cannot re
turn to their natural family home (temporarily or long
term), a foster or adoptive home may become the set
ting of choice, If home care services and financing be
come more accessible to children whose families are 
able and willing to accept them and help care for them, 
children needing foster or adoptive homes are likely 
to become a growing proportion of the residual institu
tionalized population. 

Foster home need is likely to be greater among this 
population than the child population in general, be
caus(• in addition to the need to find homes for chil
dren with incompetent or abusive parr11ts, there is a 
nel•d to find homes for technology-dcpmdenl children 
whose pan•nts simply cannot accept their extensive di!>
abilitil'!-. Furthermon•, ll·chnology-dcpcndent children 
are con!.ic.kn·d to be hardc.·r to plan· in foster home!. 
than othl'r children. A conn·rted drive to serve all 

------
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technology-dl'pendent children al home would soon 
run up against a shortagl' of availabie foster home!.. 

, A lack of foster and adoptive home!> may become 
• an equal or greater barrier to home care than a lack 
of sufficient home medical care benefits. The total 
number of foster care homes in the United States 
dropped from 594,000 in 1977 to 187,680 in 1984, at
tributed in part to greater efforts to keep children with 
their natural parents (the number of foster children has 
dropped from roughly 500,000 in the late 1970s to 
roughly 250,000 in 1984) but also to a greater drop 
in families willing to take in foster children (77,90). 

The Federal Government provides matching subsi
dies with the States to families who adopt children with 
special needs, as well as to those families who provide 
them with foster homes (Public Law 96-272).;Children 
in both categories for whom Federal subsidies are pro

·• . • vided are automatically eligible for Medicaid. lroni-
• cally, those same children may not be eligible for Med
icaid if they remain with their natural families. 

•· .Community Group Homes2 

The group home provides a community-based 
option, midway between institutionalization and a 
family home; that could be attractive for some 
technology-dependent children if it were available. 
Group homes for adults who are ventilator-dependent 
due to polio have existed in England and France for 
a number of years (67), and a few similar group homes 
have recently opened in California (115), though 

'. apparently none are accepting young children at 
present. Louisiana is considering the establishment of 

• a group home that could accommodate ventilator
dependent children as well as other developmentally 

i.sabled children (97). 
• For some children, the costs of group home care 

.• ight actually be lower than either hospital or family 
.. ome care because a single trained nurse might be able 
<>care for more than one technology-dependent child. 
. owever, PTA knows of no present examples of 
,oup homes that accept, or were designed for, tech
!ogy-d~pendent children. The relative rarity of such 
rldrrn m the population suggests that group homes 
~ized for this purpose would probably be practical 
uhons only in densely populated areas. 

~Ututional Settings of Care 

ill~ appropriate enhancement of facilities and staff, 
.htude of subacute institutional settings could be 

topriate for many technology-dependent children 
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who cannot, for whatc•ver reason, bl' placed in home: 
earl'. None of these are likely to bl' appropriate for all 
such children, nor an· they likely to be preferred over 
hospital care (e.g., in a special long-term care unit) in 
all cases. But they may well be appropriate optiom, 
for a proportion of the population. Unfortunately, 
even when they might be appropriate, they are likely 
to be unavailable. 

Hospital Settings 

Some acute-care hospitals have "step-down" units 
with the capacity for intensive care but an emphasis 
on transition to a less intensive setting. A few hospi
tals have experimented with special wards in which 
the parent cares for the child during part or all of the 
day (51,119). 

A fairly recent phenomenon i!> the development of 
special pediatric respiratory centers, focused specifi
cally on the long-term care needs of medically stable, 
ventilator-dependent children. Such centers may be in 
acute-care tertiary hospitals, or in chronic care and re
habilitation hospitals. In both cases, the centers have 
generally been developed as "step-down" units that 
serve the needs of ventilator-dependent children (and 
their families) in the transition to long-term commu
nity-based care. However, in practice many children 
live on such wards indefinitely. 

Children's Hospital of Philadelphia has one of the 
best-known pediatric respiratory units in an acute-care 
hospital. Similar units exist at a few other acute and 
long-term care hospitals, though not all are exclusi~ely 
pediatric. 3 Ranchos Los Amigos Hospital, for exam
ple, a rehabilitation hospital that serves some children 
as well as adults, first established a special respiratory 
unit in 1952 to better serve its long-term polio patients 
on respirators (2). Other pediatric respiratory units and 
intensive care units in extended-care hospitals exist 
(e.g., in Chicago, IL; Pittsburgh, PA; Washington, 
DC; and Baltimore, MD) or are being contemplated, 
but they are still rare . 

Skilled Nursing and Intermediate 
Care Facilities 

Skilled nursing facilities (SNFs) are an important 
source of care for many elderly, chronically ill peo
ple, but they do not generally have sufficient staff to 
provide intensive nursing services and usually do not 

,'The distinction betWftn rehabilitation, chronic Cllft, and other 
t)lpes of Jong-tffffl caft hotpitals is largely one of .elf-definition, 

,-sociated with how a hospital Res its mission. It is not clear that 
rehabilitation hospitals are more likely than chronic care hoapitals 

+ (or vice venal to establish respiratory unib. 
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provide an environment conducive to pediatric care 
and child development. The children most likely to be 
found in SNFs, where they are accepted at all, are those 
who are comatose or have low mobility but few con
stant skilled medical needs-perhaps daily medications 
or, at most, the need for multiple daily tube: feedings 
(97). Intermediate care facilities (lCFs) are more likely 
to care for children, but they are even less likely to 
be able to provide intensive medical care than SNFs. 

SNFs do sometimes accept technology-dependent 
adults. For instance, a 1985 survey of ventilator
dependent patients in long-term care facilities in Penn
sylvania documented 55 such patients in 4 nursing 
homes and l skilled/intermediate care facility, all of 
whom were adults (94). Likewise, a few SNFs in Cali
fornia accept ventilator-dependent patients, but none 
are known to accept such patients under age 16 (115). 

At least two SNFs in the United States (one in New 
Jersey and one in Ohio) are equipped to serve children 
exclusively and can provide the complex care needed 
by technology-dependent children (139). In many 
ways, these SNFs are more similar to pediatric long
term care hospitals than they are to geriatric SNFs. For 
example, the pediatric SNF in New Jersey is staffed to 
provide 6.5 nursing hours per patient per day, almost 
three times the nursing intensity provided in geriatric 
SNFs in that State (139). 

A trend towards making SNFs a more common site 
of care for ventilator-dependent individuals and other 

individuals (not necessarily children) needing post
acute complex care seems to be taking place. Three 
States have recently proposed or established regula
tions for "super-SNF" subacute care, and at least 13 
others have instituted some reforms that can allow for 
extra payments to nursing homes for complex care pa
tients (88). California, for example, has proposed reg
ulations that will enable its Medicaid program to pay 
for care in specially certified SNF units that have a 
higher level of nursing intensity and skill than normal 
SNF care (30). These subacute units will receive a 
higher per diem rate than the usual SNF rate. A de
scription of California's subacute care regulations is 
presented in box E. 

ICFs are less oriented toward complex medical care 
than SNFs, and they are thus even less likely to ac
cept technology-dependent patients or to be able to 
provide them with comprehensive care. ICFs are typi
cally institutions in which most residents require rela
tively little skilled nursing but considerable custodial ' 
care (e.g., dressing, feeding, bathing, or just frequent 
attention). Homes for the mentally retarded are prob
ably the most familiar form of ICFs. There may be a 
few technology-dependent children who are alert but 
need a highly protected environment and for whom 
an ICF with enhanced services and staff might be an 
appropriate setting. 
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Appendix E 

The Educational System as a Source 
of Health Care Services and Funding 

Introduction 

An important aspect of the cost of care for technol
ogy-dependent children in the home setting is that sub
stantial portions of this cost may be borne by public 
schools. Public schools are mandated by Federal law 
to provide educational and necessary related suppor
tive services to handicapped children (Public Law 94-
H2 l. Schools, through special education programs, 
reptlarly provide medical services such as physical and 
speech therapy, medication administration, and even 
urinary catheterization to children (179). Since school 
attendance may account for more than one-fourth of 
a child's time and care needs one consequence or 
t o ogy ependent c I en of this Federal mandate 
is to shift substantial portions of the cost of a child's 
medical care services from Federal to State and local 
governments (i.e., from Medicaid to public schools), 
and from private health insurers to the public. 

The issue of who will pay for the medical c re of 
• these children in the schools is a growing on Pu 1c 

sc oc, s, presse or fun s, may o ten e re uctant to 
pay for additional h:ll-time nurses and special trans
portation vehicles and to assume legal liability for 
medical care during school hours. At the same time, 
private insurers-and Medicaid-will seek to minimize 
their costs of serving technology-dependent children 
at. home by shifting financial responsibility to the 
schools. School districts may respond by serving most 
of these children with occasional home visits in order 
t0 avoid the extraordinary nursing costs and poten
tial lawsuits. Clear Federal and State policies on this 
is~ue could greatly aid in minimizing total costs, en
couraging education in the environment most appro
priate to the individual child, allocating public dollars 
appropriately (e.g., to Medicaid or to public school 
a~sistance), and preventing the emotional and finan
jal stress of legal battles. 

[ocal Options for Complex Medical 
are in Schools 

The is~ue of complex medical care for children at
tending public schools can be summarized in three 
questions: 

l. \\'here is this care provided? 
2- It it is provided in the school, who provides it? 
3 If • • 

• It 1s provided in the school, who pays for it? 

For some children, such as those with frequent and 
uncontrollable seizures, home education may be the 
only feasible choice. In these cases, school districts may 
provide an individual teacher for a few hours a week 
in the child's own home. In such cases, the child's nurs
ing needs are usually met by the normal home care
giver (a parent or home nurse), and reimbursement for 
that care is indistinguishable from reimbursement for 
the child's usual home care. The sthool system pays 
for the teacher's time and transportation. 

Many technology-dependent children receive their 
education in special classes or schools. In some of these 
schools, nursing care is provided by full-time profes
sional nurses. In others, the teachers themselves, or 
a classroom aide, may be trained to provide these serv
ices. In either case, the school system generally pays 
for the medical care, since the nurses or teachers are 
providing care to a number of children. _ 

The third setting of care and education for a tech
nology-dependent child is in a normal classroom. This 
setting is particularly appropriate for a child who is 
intellectually normal and has no mental or emotional 
constraints to maintaining a normal class schedule. 
However, the dilemmas regarding who shall provide, 
and pay for, the nursing care needed by a technology
dependent child are particularly acute in this setting. 

Three options exist for providing nursing care in a 
normal school classroom. First, care may be provided 
by a school nurse. In most schools, a nurse provides 
services to all children, and the nurse may even serve 
more than one school. The school district is responsi
ble for the salary of the nurse and any other costs asso
ciated with nursing services. Technology-dependent 
children, however, are characterized by their need for 
the uninterrupted availability of nursing services. For 
a school to pr(?vide such services, the school district 
must hire an additional full-time nurse or aide for each 
technology-dependent child in the district, as well as 
the regular nurse. Under this option, the insurer avoids 

..all nursing costs during s~hool hours. 
A second option for providing care in a normal 

ck.1ssroom is through a home nurse, whose salary and 
expenses are covered through Medicaid or another 
third-party payer, who accompanies the child while 
at school. Although the effect of thi~ option is the same 
a~ thl' fir!,t-a full-timl' nursl' for evl'ry technology· 
dependent child-it i, cll'arly le,~ desirablt- to the third· 
party payer, which mu!>! n<>W pd)' the co~t~. and mor<· 



desirable to the school district, which need not': If Med
icaid is paying for homecare, the nurse would be paid 
Jor through publidunds in .• my case, but 'the source 
-bf the funds is administratively distinct. 

A third option is to train teachers and other regular 
-school personnel to provide the necessary nursing care. 
Louisiana, for example, has chosen to train bus driv
en,, tt!aehers,«hool nurses, and principals to perform 

. both routine and emergency procedures that m~l:lt be 
•. needed by ventilator-dependent children (97). In this 

case the costs incurred are training costs, which may 
be paid by the district, the health insurer, or some 
other source, and possibly the costs of a smaller stu
dent-to-teacher ratio in the classes that include these 
children so that the teachers are not overburdened. 

There are few federal or State legal or administra
tive guidelines regarding who 1ohould pay for these 
nursing services in J:he schools, or how they should 
be provided. A survey of education and public health 
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departments in all 50 States (but not the District of (.p
lumbia) regarding the provision of a specified list of 
nursing practices' found that 13 States (26 percent) had 
no written State guidelines regarding the provision of 
any of these services in the schools (184). An additional 
13 States had guidelines only for medication adminis
tration. Only six States (12 percent) had guidelines 
covering all listed procedures. The remaining 18 States 
(36 percent) had written guidelines covering some, but 
not all, of the specified procedures. The lack of com
prehensive guidelines in most States may reflect the 
fact that serving medically complex students is an is
sue that is usually addressed on the local rather than 
the State level (184). 

1The nursing practices included in the survey were catheteriza
tion, seizure management, medication administration, respiratory 
care, tube feeding, positioning, colostomy!ileostomy care, and other 
(including allergy shots). 
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EXECUTIVE SUMMARY 

The Great Lakes Regional Resource Center, upon request from the State 
E·clucational Agencies that it serves, researched and studied the major pol icy 
issues regarding special education for ''medically fragile" handicapped 
children. The result is the identification of criteria for educational 
decision making related to the following policy and procedural issues: (1) 
determining eligibility for special education, (2) determining eligibility for 
related services, (3) determining the extent of responsibility for providing a 
free appropriate public education, (4) determining the extent of 
responsibility for providing related services, and (5) determining the extent 
of responsibility for providing placement in the least restrictive environment. 

The following criteria has been identified through issues presented by SEA 
work group members and decisions reported in the Education for the Handicapped 
Law Report. 

Determining eligibility for special education 

Criteria No.l: Child must be evaluated and must meet the criteria for one or 
more handicapping category, most likely, �other health impaired". 

Criteria No.2: Chjld's handicap must "adversely affect educational performance" 
so as to necessit�te special education. Handicap �_ust interfere with the 
child's a�ility to function and learn in the regular education setting and 
c1asses. "Adversely affects educational perfonnance" must be interpreted as 
including the child's everyday functioning in school, even though the child 
has no intellectual impairments. 

Criteria No.3: Eligibility for special education must be �ased upon special 
education need and not upon whether benefit is derived from special education. 

Criteria No.4: Child must be capable of sufficient independent life support 
and cognitive ability in order to need or benefit from special education. 

Determinir.J eligibility for related services 

Criteria No.l: To be eligible for related services, the handicapped child must 
be eligible for special education. 

Criteria No.2: To be eligible for related services, the services must be 
''necessary to assist the handicapped child to benefit from special education" 
as determined by the child's current evaluation and IEP. 

Criteria No.3: "Necessary to benefit from special education" must be 
interpreted as including the child's everyday functioning in school, even 
though the child has no intellectual impairments. 

Determining the extent of responsibility for providing a free appropriate 
public education 

Criteria No.1: Schools are only required to provide handicapped children with 
a reasonable opportunity to learn, not the best education or maximum benefit 
possible. 



criteria No.2: To the maximum extent appropriate, handicapped children should 
be educated with nonhandicapped children. However, the requirement to educate 
handicapped children in the least restrictive environment is not more 
important than providing an appropriate education. Placement in the least 
restrictive environment must be balanced with providing an appropriate 
educaticn. 

Criteria No.3: Handicapped children must be provided the same basic 
opportunities for a meaningful education as nonhandicapped children. 

Criteria No.4: Handicapped children are entitled to an individualized 
education program with sufficient support services developed around their 
specific educational needs. The individual education program must be developed 
by a team of educators, parents and other professionals who are knowledgeable 
about the child, the meaning of the evaluation data, and the placement options. 

Criteria No.5: An appropriate education should include an extended school day 
or scnool year if a handicapped child is to benefit from special education and 
related services. 

Determining the extent of responsibility for providing related services 

Criteria No.1: Medical services when provided by a licensed physician need 
only be provided for diagnostic and evaluative purposes within the meaning of 
PL94-142. 

Criteria No.2: A medical service can be a related service, not subject to the 
medical exclusion of PL94-142, when such services can lawfully be provided by 
someone other than a physician. 

Criteria No.3: The medical service must be of a kina in which the required 
service personnel, as defined in PL94-142, can reasonably be expected to 
provide the service. Highly specialized training or knowledge must not be 
needed to provide the service. 

Criteria No.4: The service enables the child to remain at school during the 
day without jeopardizing the health and safety of the child, and allows access 
to an appropriate education. 

Criteria No.5: Occupational and physical therapy are related services, not 
subject to the medical service exclusion of PL94-142, and must be provided 
when they are necessary to assist a handicapped child to benefit from special 
education. 

Criteria No.6: Transportation must include additional assistance, if necessary, 
�fSides travel to and from school, i.e., bus aide to provide assistance, 

ssistance with wheel chair or walker to gain access to school building, and 
pecialized equipment if required to provide special transportation. 

the extent of res onsibilit for lacement in the least

environment 

riteria No.l: The requirement to educate handicapped children in the least

estrictive environment does not supercede the need for providing an 
propriate education. 

p y providing p 



Criteria No.2: To the maximum extent appropriate, handicapped children must be 
educated with children who are not handicapped. 

Criteria No.3: Special classes, separate schooling or other removal of 
handicapped children from the regular educational environment occurs only when 
the nature or severity of the handicap is such that education in regular 
classes with use of supplementary aids and services cannot be achieved 
satisfactorily. 

Criteria No.4: The placement of handicapped children is based upon a completed 
lEP. Handicapped children should be educated in regular classes until lack of 
progress under the IEP proves such placement to be inappropriate. 

Criteria No.5: IEP development, review and revision, annual review of 
placement, and reevaluations are conducted or supervised by personnel 
responsible for the provision of FAPE to each child served by the public 
agency. 

Criteria No.6: Placement is determined at least annually. 

Criteria No.7: The placement decision is made by a group of persons 
knowledgeable about the child, the meaning of the evaluation data, and the 
placement options. 

Criteria No.8: A continuum of alternative placements is available to each 
public agency to implement the IEP of each handicapped child. 

Criteria No.9: Children must be placed on the basis of·individual needs and 
not as a result of the category of handicapping condition or configuration of 
the service delivery system. 

Criteria No.10: Placement is not made on the basis of availability of related 
services. 

Criteria No.11~ Each handicapped child attends the school which would be 
attended if the child werP. not handicapped unless attendance at another school 
is specifically required to implement the IEP. 



~oduction 

"Medically Fragile" Handicappe_d Children 
A Policy Research Paper 

This research paper was initiated as a result of a needs assessment conducted 
by the Great Lakes Area Regional Resource Center on behalf of the State 
Educational Agencies that it serves. Educators have recognized that there is a 
need for the development of policies and procedures for educational decision 
making regarding the delivery of special education and related services in the 
least restrictive environment for medically fragile handicapped children. 
Medically fragile, most likely, meets the criteria of the handicapping 
category "other health impaired" and is subject to the policies and procedures 
that apply to this category. 

The Education of the Handicapped Act (PL94-142) and Section 504 of the 
Rehabilitation Act provide the basic legislation for the education of 
handicapped childrer.. By law, handicapped children have access to a free 
appropriate public educatio1 consisting of special education and related 
s~rvices delivered in the least restrictive environment. However, much 
controversy exists regarding the implementation of these laws with regard to 
medically fragile handicapped children. A complex set of policy issues relate 
.to the delivery of special education and related services in the least 
restrictive environment. Educators, parents, health-care providers, and other 

; professionals are concerned about the identification and evaluation of these 
•• children, their safety, liability of service providers, funding of programs 

and services, and other controversial issues. 

The content of this paper examines the major policy issues t-hat affect 
;educational decision making for medically fragile handicapped children. The 
;Paper is comprised of two major sections. The first section defines -the term 
)nedica1ly fragile and examines the major policy issues and criteria for 
~ducational decision making relevant to those issues. The second section is an 
ppendix compiled from thP. Education for the Handicapped Law Report listing 
ourt decisions, SEA.decision~. OCR rulings, and EHA opinions that are related 
~the policy issues and criteria for decision making. 

ile Defined 

fterm medically fragile has a meaning similar to a chronic or acute 
;tness, physical disability or other health impairment that can be extremely 
sabling or life-threatening. It is distinguished from other he~lth 
airments because of the acuteness and severity of the problems that usually 

quire prolonged or intermittent hospitalization, institutionalization, or 
!bound placement. Medically fragile children are medical-technology 
1 sted children who are dependent on life-support equipment. The uniqueness 
!everity of each child's handicap requires that they be educated on a 

,e-by-case basis. Frequent absences from school for medical treatment and 
rapy necessitates individualized educational instruction with related 
Vices either in the classroom, hospital, institution, or at home . 

.• types of complex medical problems which this definition would include 
: vent i1 a tor dependent, tracheostomy dependent, oxygen dependent, B .P .D., 



bronchial or tracheal malacia, nutritional problems requiring hyperalimentation 
or gasterostomy tube dependency, congestive heart problems, post-trauma 
children requiring long-term, high-tech care, apnea monitored children, and 
kidney dialysis" 

The term is not specifically described as a handicapping condition, as defined 
in PL94-142 or Section 504, but in most cases it is included under the 
handicapping category of "other health impaired". Other handicapping categories 
might include ''multihandicapped" or "orthopedically impaired". As defined in 
PL94-142, "other health impaired" means (a) having an autistic condition which 
is manifeste~ by severe communication and other developmental and educational 
problems: or (b) having limited strength, vitality or alertness, due to 
chronic or acute health problems such as a heart condition, tuberculosis, 
rheumatic fever, nephritis, asthma, sickle cell anemia, hemophilia, epilepsy, 
lead poisoning, leukemia, or diabetes, which adversely affects a child's 
educational performance. 

Determinino Criteria for Educational Decision Making 

Both PL94-142 and Section 504 are compliance and regulatory laws. OCR and the 
Courts have consistently applied a broader focus regarding the interpretation 
of the definitions and regulations of PL94-142 and Section 504 than has SEP 
and SEAs. The interpretations of the Courts are based upon the determination 
that "the unseverability of medical and educational needs for certain services 
is the very basis for holding that the services are an essential prerequisite 
for learning. Schools are required to provide a comprehensive range of 
services to accomodate a handtcapped child's educational needs" (U.S. App. 
Ct., DE, Kruel le, 1981 p.552:350). The interpretations of OCR are based upon 
the determination that "there is a legal duty to provide medical, emotional or 
psychiatric services where appropriate" (OCR 1980 p.257:82). By definition, a 
medically fragile child may be considered handicapped and require special 
education and related services under Section 504, yet may not be considered 
handicapped under PL94-142. 

The controversy behind th~ law and its regulations centers upon how far 
schools are required to go in meeting the educational and daily life needs of 
handicapped children. In general, where the life need of a handicapped child 
has a direct bearing on the ability of the child to receive an appropriate 
education, it is likely that special education and related services will be 
required to meet those needs. 

SEP and SEAs oppose a broad interpretation of the law and its regulations 
based upon the following arguements: 

lo SEAs and LEAs would assume additional fiscal responsibilities. and the 
benefit of some services is questioned in relation to their cost. 

2. Other state agencies may use the reguiations to indicate that they no 1onger 
have financial responsibility for various services. 

3. Private insurance companies may refuse benefits to parents for their child's 
service costs on the premise that the SEA/LEA must provide those services at 
no cost to the parents. 

4. SEAs and LEAs would assume increased responsibilities for coordinating and 



providing not only educational services, but social, psychological and health 
services as well. 

OCR and the Courts support a broader interpretation of the law and its 
regulations based upon the following arguements; 

l. It is impossible to separate the medical. social and emotional needs from 
the educational needs of children. Schools are required to provide a 
comprehensive range of services to accomodate a handicapped child's 
educational needs. 

2. Cost cannot be allowed to enter into a discussion of regulatory 
interpretations. If a service fulfills the definition of related services and 
is required to assist a handicapped child to benefit from special education, 
then it must be provided at no cost to the parents. 

Major Policy Issues and Criteria for Educational Decision Making 

Determining eligibility for special .education: Under PL94-142, special 
· education means specifically designed instruction, at no cost to parents or 

guardians, to meet the unique needs of a handicapped child, including 
classroom instruction, instruction in vocational and physical education, home 
instruction, and i~struction in hospitals and institutions. 

ln order to be considered handicapped under PL94-142, medically fragile 
~hildren must meet the criteria for one of the eleven handicapping categories 
and must also need special education. If it is detennined the handicapping 
condition "adversely affects the child's educational performance", the child 

.is considered to be handicapped, and as such, is eligible for special 
~du~ation. The child whose handicap does not "adversely affect educational 
performance" does not meet eligibility criteria for special education. 

The primary issue regarding eligibility for special education is detennining 
... how broadly one can interpret the requirement that the handicapping condition 
rrtust "adversely affect .ed:.icational performance". The question that is raised 
·is. whether the interpretation of the requirement should be limited to the 
1£hjld's intellectual ability, or should it be extended to include the child's 
Jbtlity to function and participate in school, even though the child has no 
intellectual impainnent. There is not a clear unifonn definition to determine 
the "adversely affects educational performance" criteria which would make a 
edically fragile child eligible for special education. 

lemain factor for determining whether a medically fragile child would 
Jefit from special education is the extent to which the illness or disability 
terferes with daily functioning and learning. Children with severe physical 
d health impairments most likely need to be placed in special education. 
Wever, children with moderate physical and health impairments, who perform 
11 academically, could be placed successfully in regular educatton settings 

~classes if the necessary related services were provided. Thus, for many 
lcally fragile children the real issue about eligibility for special 
cation centers on the provision of related services, which is discussed in 
next section. 

• following criteria provides some guidelines for determining eligibility for 
cial education. 



Criteria No.l: Child must be evaluated and must meet the criteria for one or 
more handicapping category, which in the case of a medically fragile child, 
would most likely be "other health impaired''. (EHA 1984 p.211:343} 

Criteria No.2: Child's handicap must adversely affect educational perfonnance 
so as to necessitate special education. Handicap must interfere with the 
child's ability to function and learn in regular education settings and 
classes. (SEA PA 1979 p.501:227) 

Criteria No .3: 11 Adversely affects educ at ion a 1 performance" must be interpreted 
as including the child's everyday functioning in school, even if the child has 
no intellectual impairments, e.g., ability to safely attend, ability to 
function and learn in both academic and nonacademic school activities, and to 
prevent regression of academic performance even though the child perfonns well 
academically. (SEA CA 1984 p.506:274) 

Criteria No.4: Eligibility for special education must be based upon special 
education need and not upon whether benefit is derived from special education. 
(SEA WI 1983 p.505:220) 

Criteria No.5: Child must be capable of sufficient independent life support 
and cognitive ability in order to need or benefit from special education. 
(SEA IL 1984 p.506:239} 

The following decisions broadly interpret "adversely affects educational 
performance", confirming eligibility, even· though the child has no intellectual 
-impairments . 

(SEA TX 1983 p.505:126} Child is eligible for special education, even though 
she has no significant intellectual impairment, related services are necessary 
in order for her to safely attend and participate in school. 

(SEA MA 1984 p.505:335) Child is eligible for special education even though he 
functions at grade level, since he functions with enonnous effort and at 
significant cost mentally, emotional~y and physically. 

(SEA MA 1984 p.506:353) Child with superior cognitive potential is eligible 
for special education because without early intervention and related services, 
physical impairment would interfere with educational progress. 

(SEA AK 1984 p.506:101) Child whose intellectual abilities are unimpaired is 
eligible for special education because without related services child's 
impairment would restrict her ability to participate in regular school. 

Determining eligibility for related services: Under PL94-142t related services 
means transportation, and such developmental, corrective, and other supportive 
services as may be required to assist a handicapped child to benefit from 
special education. 

In order for medically fragile handicapped children to be eligible for related 
services, they must be eligible for special education and the related services 
must be "necessary to assist the child to benefit from special education". 
Under PL94-142 there can be no related services without special education. If 
eligible, the related services must be for educational reasons and not for 
reasons that are separate from the educational process. 



The primary issue regarding eligibility for related services is determining 
how broadly one can interpret the requirement that related services must be 
"necessary to assist the child to benefit from special education''. There is 
not a clear unifonn definition to determine the "necessary to benefit from 
special education" criteria which would make a medically fragile handicapped 
child eligible for related services. 

Again, the main factor for determining whether a menically fragile child would 
benefit from special education is the extent to which the illness or 
disability interferes with daily functioning and learning. The real problem 
occurs when a medically fragile child, who has no intellectual impairments, 
needs only related services to participate in regular classes and not a 
special education placement. 

The following criteria provides some guidelines for determining eligibilty for 
related services 

Criteria No.1: To be eligible for related services, the handicapped child must 
for special education. (EHA 1978 p.211:57) 

Criteria No.2: To be eligible for related services, the services must be 
"necessary to assist the handicapped child to benefit from special education" 
as determined by the child's current evaluation and IEP. In determining what 
services are necessary for a handicapped child, the individual needs must be 

rmined on a case-by-case basis. (SEA CA 1985 p.507:121) 

C_riteria No.3: "Neces·sary to benefit fr.om special education" must be 
interpreted as including the child's everyday functioning in school, even 
though the child has no intellectual impairments, e.g., ability to safely 
attend, ability to function and learn in both academic and nonacademic school 
activities, and to prevent regression of academic perfonnance even though the 
child performs well academically. (SEA AK 1984 p.506:101) 

[he following decisions broadly interpret "necessary to benefit from special 
ucation", confirming eligibility, even though child has no intellectual 

. pai rments. 

EA MA 1985 p. 507:101) Student with hemiparesis is special needs student who 
nttnues to require monitoring and occupational therapy; despite his success 
regular second grade class, evidence suggests he would regress if 

cupational therapy were terminated. 

A MA 1984 p.506:353) Three-year old child with mild cerebral palsy and 
~rior cognitive potential is eligible for special education, because 
hout early intervention and related services, physical impairment would 
erfere with educational progress. 

!c education: Under PL94-142, a free appropriate public education means 
lal education and related -services which (a) have been provided at public 
nse. under public supervision and direction, and without charge, (b) meet 

e st andards of the state educational agency, (c) include an appropriate D • 
/~cho~l, e~ementary, or secondary school education, and (d) are provided_ iri 
m 0 rmity with the individualized educational program. 



Issues reg~rding an "appropriate education'' center around what and how 
handicapped children should be taught, and to what extent the instruction and 
services must be provided. Medically fragile handicapped children are entitled 
to an individualized education program developed around their specific 
educational needs. Specifically designed instruction, in addition to 
instruction in traditional academic areas, may include specialized vocational 
and career preparation, development of adaptive behaviors, adaptive physical 
education, health management, basic living self-help skills, and other related 
instruction. 

The specialized instructional and service needs of medically fragile 
handicapped children are often time5 seen by educators as being outside the 
responsibilty of schools. It can be difficult separating educational needs 
from health, emotional, and social needs and which agencies or professionals 
should provide appropriate instruction, training and services. 

To insure access to a free appropriate public education, critical areas of 
decision making for medicaliy fragile handicapped children center on (a) an 
individual education program with sufficient support services developed around 
the child's specific educational needs, (b) hospital, institutional and 
homebound placement policies, (c) school absence and attendance policies, {d) 
school health service policies, and (e) extended school day and school year 
policies. 

Because of the varied and complex needs of these children, effective service 
delivery and continuity of programming requires policy and procedures which 
address coordination between special education and regular education and 
coordination between schools, health care providers, and other community 
agencies and professionals. 

The primary issue regarding the extent of responsibility for providing a free 
appropriete public education is how broadly one can interpret the extent of 
''appropriate education". The following criteria provides some guidelines for 
d~termining the extent of this responsibility. 

Criteria No~l: Schools arP only required to provide handicapped children with 
a reasonable opportunity to learn, not the best education or maximum benefit . 
possible. (U.S. Sup. Ct., Rowley, 1982 p.553:656) 

Criteria No.2: To the maximum extent appropriate, handicapped children should 
be educated with nonhandicapped children. However. the requirement to educate 
handicapped children in the least restrictive environment is not more 
important than providing an appropriate education. Placement in the least 
restrictive environment must be balanced with providing an appropriate 
education. (U.S. App. Ct., Marana, 1984 p.556:101) 

Criteria No.3: Handicapped children must be provided the same basic 
opportunities for a meaningful education as nonhandicapped children. 
(U.S. Sup. Ct. NE 1983 p.555:124) 

Criteria No.4: Handicapped children are entitled to an individualized 
education program with sufficient support services developed around their 
specific educational needs. The individual education program must be developed 
by a team of educators, parents and other professionals who are knowledgeable 
about the child, the meaning of the evaluation data and the placement options. 



Criteria No.5: An appropriate education must include an extended school day or 
school year if a handicapped child is to benefit from special education and 
related services, i.e., to prevent regression of academic performance or 
restriction of educational progress. (SEA IL 1985 p.507:171) 

Determining the extent of responsibility for providing related services: Under 
PL94-142, related services include audiology, counseling services, early 
identification, medical services (for diagnostic and evaluative purposes 
only), occupational therapy, parent counseling and training, physical therapy, 
psychological services, recreation, school health services, social work 
services, speech pathology and transportation. This list is not exhaustive and 
may include other supportive services as may be required to assist a 
handicapped child to benefit from special education. 

Medically fragile handicapped children, because of the acuteness and severity 
of their handicaps, often times require specialized and extensive services to 
benefit from special education. These special needs create problems for 
educators because it becomes difficult determining what are educational 
services vs. noneducational services. Educators have difficulty in detennining 
the extent of their responsibility for providing many of these services, 
which traditionally, have been considered noneducational in nature. 

Questions often asked by educators in determining the extent of their 
r.esponsibility for providing related services are: (a) What are the types and 
nature of services to be provided? (b) What is the extent and frequency of 
services to be provided? (c) What.agency is responsible for providing 
services? (d) Where and under what conditions are the services to be provided? 
(e) What professionals will provide the services? (f) Do state laws or 
regulations place any limitations or restrictions on the services? (g) What 
are the liability issues regarding the delivery of services? 

The primary issue regarding the extent of responsibility for providing related 
services is how broadly one can interpret the extent of "related services". 
The following criteria provides some guidelines for detennining the extent of 
this responsibility. As a note, these criteria must be viewed in context of 
the standard established in (U.S. Sup. Ct., Rowley, 1982 p.553:656) that a 
State is required to provide an "appropriate" education and not necessarily to 
maximize a handicapped child's potential. They must also be viewed in context 
with existing State laws in which it would be impermissible for school 
personnel to administer certain services. 

Gener a l Cr i t er i a : 

.£.riteria No.l: To be entitled to related services, the handicapped child must 
be eligible for special education. 

f!:..iteria No.2: To be entitled to related services, the services must be 
necessary to assist the handicapped child to benefit from special education as 

ter.mined by the child's current evaluation and IEP. In determining what 
pv1ces are necessary for a handicapped child, the individual needs must be 
ermined on a case-by-case basis. 

tcjl and School Health Services: 

teria No.3: Medical services when provided by a licensed physician need 



only be provided for diagnostic and evaluative purposes within the meaning of 
PL94-142. (See EHA 1978). 

Criteria No.4: A medical service can be a related service, not subject to the 
medical exclusion of PL94-142, when such services ca~ lawfully be provided by 
someone other than a physician. (U.S. Sup. Ct., Tatro, 1984 p.555:511) 

Criteria No.5: The medical service must be of a kind in which the required 
service personnel. as defined in PL94-142, can reasonably be expected to 
provide the service. Highly specialized training or knowledge must not be 
needed to provide the service. (SEA IL 1984 p.506:103) 

Criteria No.6: The service enables the handicapped child to remain at school 
during the day without jeopardizing the health and safety of the child, and 
allows access to an appropriate educatior;. (Tatro 1984) 

In (U.S. Sup. Ct., Tatro, 1984 p.555:511) the Court held that since 
catheterization could be administered by someone other than a physician, the 
medical service exclusion was inappropriate and that catheterization was a 
school health service. 

In (U.S. DCt. HI 1982 p.553:529) the same was held for reinsertion of a 
tracheotomy tube. 

In (SEA IL 1984 p.506:103) these standards were further extended, citing 
ventilator monitoring, mucas suctioning, and .. a temperature controlled 
environment as school health services. The services were essential to insure 
tne child's health and safety during the educational process and could be 
reasonably provided by school health personnel. 

In (U.S. App. Ct. DE~ Kruelle, 1981 p.552:350) the District Court gave even a 
broader interpretation of these standards, when ordering a residential 
pla:ement for a child, held that it was impossible to separate the medical, 
emotional and social needs from the educational needs of a child. 

In (SEA MA 1982 p.503:207) the physician's testimony was the controlling 
factor in limiting the scope of related services. The student's educational 
needs had to be met in a home program because of her susceptibility to 
life-threatening upper respiratory infections, and tha~ a home health aide and 
nutritional therapy were medical services that were not the responsibility of 
the school. 

In (SEA NY 1985 p.506:378) again the physician's testimony was the controlling 
factor in limiting the scope of related services. Testimony suggested that the 
level. skill and frequency of the therapeutic services needed by the child 
were well in excess of services typically associated with school health 
services. Suctioning lung and throat, feeding and medication through a jejunal 
tube, and providing cardio-pulmonary resuscitation required more skill and 
time than school health personnel could provide. Training as a licensed 
practical nurse would not be sufficient and that special training in 
respiratory care and life-saving would be required. 

Occupational and Physical Therapy: 

Criteria No.7: Occupational and physical therapy are related services. not 
subject to the medical service exclusion of PL94-142, and must be provided 



when they are necessary to assist a handicapped child to benefit from special 
education. "Necessary to benefit frorr: special education" must be interpreted 
as including a child's everyday functioning in school, even though the child 
may have no i ntel l ectua l i mpa i nnent s. 

In {SEA AK 1984 p.506:101, SEA MA 1984 p.506:353) it was held that physical 
and o:cupational therapy were needed to prevent regression of academic 
performance or restriction of ability to participate in school activities. 
These cases support the interpretation of this standard to include a child's 
everyday functioning in school; although a handicapped child has no 
intellectual impainnent and performs we11 academically in regular classes, the 
child may need occupational or physical therapy to prevent regression of 
academic performance or restriction of ability to participate in school 
activities. 

In (SEA PA 1980 p.502:176) it was held that where physically impaired child 
had been successfully mainstreamed, physical therapy was not needed and school 
was not required to maximize the physical potential of the child. Where 
regression of performance or inability to participate is not evident, 
occupational or physical therapy are not required. 

In (EHA 1979 211:167) it was held that if a State defines physical therapy as 
special education, such therapy may be provided to a child who receives no 
special education; however, if State defines physical therapy as a re1ated 
service, then it may not be provided to a child who receives no special 
education. ApplicaDle State law is the determining factor. 

In (EHA 1980 211:219) it was held that a school district cannot limit its 
responsibility for the provision of physical therapy to consultation and 
evaluation; direct or actual treatment must be provided. 

Transportation: 

Criteria No.8: Transportation must include additional assistance, if 
necessary, besides travel to and from school, i.e., bus aide to provide 
assistance on and off the bus, assistance with wheel chair or walker to gain 
access to school building, and specialized equipment if required to provide 
special transportation. 

Determinin and lacement in the least restrictive environment: 
Under PL94-142, the term least restrictive environment means a that to the 
maximum extent appropriate, handicapped children, including children in public 
or private institutions or other care facilities, are educated with children 
who are not handicapped, and (b) that special classes, separate schooling or 

her removal of handicapped children from the regular educational environment 
. urs only when the nature or severity of the handicap is such that education 
in :egular classes, with the use of supplementary aids and sPrvices, cannot be 

lchieved satisfactorily. 

~se of the acuteness and severity of the handicaps of medically fragile 
l~appE:d children, determining and providing placement in the least 
r1ctive environment, in conjunction with the delivery of special education 
r~lated services, ts a difficult problem for educators. This is especially 
ln rural areas where there are limited resources. programs and services. 



Questions often asked by educators in determining and providing placement in 
the least restrictive environment are: (a) Does the risk to the child's health 
justify placement in the least restrictive environment? (b) Does the benefit 
that the child receives justify the cost of service delivery and placement in 
the least restrictive environment? (c) Do the rights of other individuals 
whose health might be adversely affected prevail over the rights of the child 
to be pla�ed in the least restrictive environment 7 (d) Is the child necessarily 
better served and educated in the least restrictive environment ("appropriate" 
vs. LRE) 

Although segregated arrangements are in conflict with PL9C-142 and the goal of 
educating children in the least restric:ive environment, the provision of 
special education and related serv i ces for children with complex medical needs 
frequently occurs in segregated settings rather than in regular schools. The 
primary issue is the extent that schools are responsible for providing 
placement in the "least restrictive environment 11

• 

The following criteria provides some guidelines for determining the extent of 
this responsibility. As a note, in developing policies and procedures for 
determining and providing placement in the least restrictive environment for 
medically fragile handicapped children, it is recoTTYnended that SEAs follow the 
standards contained in the SEP Compliance Monitoring Manual 10 - Least 
Restrictive Environment. 

Criteria No.l: The requirement to educate handicapped children in the least 
restrictive environment must be balanced with the requirement to provide an 
app�opriate education. Least restrictive environment does not supercede the 
need for providing an appropriate education. 
(U.S. App. Ct., Marana, 1984 p.556:101) 

Criteria No�2: To the maximum extent appropriate, handicapped children, 
including children in public or private institutions or other care facilities, 
are educated with children who are not handicapped" lf services which make a 
segregated facility superior can be feasibly provided in a nonsegregated 
setting, placement in the segregated school would be inappropriate. 
(U.S. DCt., Roncker, 1981 p.553:121) 

Criteria No.3: Special classes, separate schooling or other removal of 
nandicapped children from the regular educational environment occurs only when 
the nature or severity of the handicap is such that education in regular class 
with use of supplementary aids and services cannot be achieved satisfactorily. 
It is recognized that some handicapped children must be educated in segregated 
facilities because either (a) the handicapped child would not benefit from 
mainstreaming (b) the marginal benefits from mainstreaming are far outweighed 
by the benefits gained from services which could not feasibly be provided in 
the nonsegregated setting (cf because the handicapped child is a disruptive 
force in the nonsegregated setting. {U.S. DCt., Roncker, 1981 p.553:121) 

Criteria No.4: The placement of handicapped children is based upon a completed 
IEP. Handicapped children should be educated in regular classes until lack of 
progress under the IEP proves such placement to be inappropriate. 

Criteria No.5: IEP development, review and revision, annual review of 
placement, and reevaluations are conducted or supervised by personnel 
responsible for the provision of FAPE to each child served by the public 
agency. 

-



Criteria No.6: Placement is detennined at least annually. 

Criteria No.7: The placement decision is made by a group of persons 
knowledgeable about the child, the meaning of the evaluation data, and the 
placement options. 

Criteria No.8: A continuum of alternative placements is available to each 
public agency to implement the IEP of each handicapped child. 

Criteria No.9: Children must be placed on the basis of individual needs and 
not as a result of the category of handicapping condition or configuration of 
the service delivery system. 

Criteria No.10: Placement is not made on the basis of availability of related 
services. 

Criteria No.11: Each handicapped child attends the school which would be 
attended if the child were not handicapped unless attendance at another school 
is specifically required to implement the IEP. 
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MINNESOTA HOME CARE ADVOCACY PROGRAM 
For the DISABLED by the DISABLED 

Position Paper Flve 

The Need to Define Home Care Case Management: 
Responslbl lltles and CJ lent Rights.* 

of Heidi s}'� � ..... 

Agen�� Deoartrne11 ui ,-,.,. 

Minnesota has taken an extremely progressive stand on home 
care. Severely 111 and disabled people -- who ln past years 
would most certainly have been lnstltutlonallzed -- are now 
receiving state sponsored twenty-four hour home care. But as 
humane and intelligent as this move may be, It ls doomed to 
fall if the client ls not provlqed with adequate numbers of 
quality care givers, and responsible and efficient case 
management. 

It mtist be recognized that there ls, at present, a severe 
shortage of nurses across the country -- especially critical 
care nurses. If home care ls to succeed, it must be as 
attractive, in terms of financial compensation, benefits, 
prestige, and emotional rewards, as lnstltutlonal care. 

MHCAP believes that Medical Assistance must have a well 
defined case management policy, to which home care agencies 
serving M.A. clients must adhere. Agencies must take into 
account the environmental, physical, and phl losophlcal 
differences between home and institutional care, when 
providing case management. 

The fol lowing ls a case management guideline MHCAP has 
developed. MHCAP believes the case manager must: 

- advertise for r.n. ✓ s. l .p.n. ✓ s, and home health
aides.

- prescreen applicants. The prescreenlng should include an
interview, a reference and credential check, and an
interview with the cl lent. In the prescreening interview,
the applicant should be given a thorough description of the
cllent ✓ s disease process or condition, the client's cares
and equipment, the Jiving situation, the client ✓ s
involvement with his/her care, and any stipulations the
client has made.

- Provide adequate orientation. MHCAP be! leves a mlnlmum of
one and a half shifts of orientation are necessary when a
care giver ls assigned to the case of a severely ii I or
disabled person. Depending upon the experience of the care
giver, and the complexity of the case -- including
equipment and critical care requirements -- more orientation

2235 Pinehurst Avenue•St. Paul. Minnesota 55116•(612) 698-HOME 
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may be necessary. On site orientations mean a good deal of 
extra work for the nurse on duty, who has to both care for 
the cl lent and orient the new nurse. MHCAP feels It ls.only 
fair that the on-duty nurse receive an orlentatlon fee. 

- provide or set up In-service orientation on the cllent ✓ s 
life-support equipment and procedures. such as vents and 
home i.v. therapy. This can be done in conJunction with the 
home care suppliers providing the vent and other equipment. 
and with the hospital from which the cl le'nt ls being 
discharged. 

- thirty day probationary period. The case manager should 
establish a thirty day probationary period for new care 
givers. During thls period the care glver could request more 
orientation ln specific areas. If a personality conflict 
developed, or lf the care giver was simply not suited to a 
specific case, he/she could be transfered to another case-~ 
unless of course, the problem was abuse, Incompetence. or 
dereliction of duty. By offering to orient an lndlvldual to 
more than one case, the case manager could avoid causing 
that care giver financial hardship lf he/she had to withdraw 
from one case .. 

- make regular on-site vlslts to ensure that the cllent ✓ s 
needs are being met, and that no abuse ls taking place. 

- responsible for echedullng the care givers. This must be 
done ln a way that shows consideration for both the client 
and the caregiver: The schedule should be put out wlth a 
minimum of one week ✓ s -- preferably two to three weeks ✓ 
notl ce. 

Nursing ls a stressful occupation -- both physically and 
mentally. It ls an occupation that ls subJect to a hlgh rate 
of burnout. Hospital nursing and home care nursing each have 
their own kinds of stress. A responsible case manager would 
be aware of these problems and provide lts ✓ nurses with 
adequate support and conslderatlon so that burnout can be 
avoided. There are several Issues that engender burnout and 
need to be addressed, lncludlng: 

- flnancla1 compensations. As a whole, nurses are shamefully 
underpaid. Neither government or the private sector can 
real lstlcal ly hope to attract first rate professionals 
unless they are wll ling to make the nurse ✓ s rate of pay 
equal to hls/her education and experience. In order to 
malntaln an adequate number of nurses on long term home care 
cases, nurses should receive benefits. over-time pay. shift 
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differential, and holiday pay. A nurse's long term loyalty 
to a cl lent must also be rewarded, ln terms of incentive 
pay. It ls unfair for a nurse who ls brand new to a case to 
receive the same rate of pay as a nurse who has faithfully 
remained with the client for years. 
- lnsufflclent on-call coverage. One of the fastes.t ways to
ensure burnout ls to over schedule a nurse wlth one cl lent.
or to have a nurse work too much over-time because of under
staffing or lnsufflclent on-cat 1 back up. No matter how good
a relationship two people have, they can only be ln each
other's company for so long without needing a break from
each other. A serious Illness creates addltlonal physical
and emotional stress for both the client and the care giver.
necessltatlng adequate periods of separation.

The case manager should make a variety of cases available to 
each nurse, to provide variety on the Job, and allow the 
nurse opportunities to use all his/her professional 
skills. 

An adequate number of on-call people must be assigned to 
each shift of every twenty-four hour case so, If the nurse 
for the following shift cal ls In sick there ls someone who 
can fill In. A nurse can't be expected to continue on a case 
for long If she becomes trapped In a cl lent's home because 
there ls no back up person. An over worked nurse ls forced 
Into a dangerous position. He/she ls more I lkely to make 
mistakes -- Jeopardizing the ct lent and Increasing hls/her 
own 1 1 ab 1 l I t y . 

- lack of peer support. One of the dlfflcultles of home care
ls the lack of communlcatlon between nurses, and between
nurses and agency admlnlstratlon. In most cases. home care
nurses work ln a virtual vacuum, only meeting for a few
minutes between shifts, rarely developing supportive working
relationships, rarely finding a necessary release for case
related frustrations.

The case manager should open channels of communication and 
actively encourage nurses to share their concerns and 
frustrations. This could be done ln several ways. The agency 
could put out an in-house newsletter so Informational 
channels would remain open. Support groups could be
established, so case problems could be dealt with in a 
supportive, nonadministrative environment. Other problems 
could be brought to a staff mediator.

I lent Rights. In addition to requlrlna the case manager to 
Perate ln accordance with high state standards, MHCAP ls
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concerned that the home care c I i en t •• s r l gh ts are ma l n ta l ned. 
MHCAP believes the fol lowing are basic rights of home care 
clients, and case managers should be required to maintain 
these rights. 

- the client must have the right to lntervlew applicants. It 
ls the cl lent who wl l l be alone with the care giver. That 
person will be ln the cl lent;s home.will be doing the 
cl ient ✓ s cares, and wll I be performing procedures -- often 
critical care procedures -- involving the cllent"s body. It 
is a fundamental right of the client to say who should be 
involved ln such an intimate and critical Job. 

Each eight hours ls not Just a nursing shift -- It's also 
eight hours of the client ✓ s life. Severely 111 and disabled 
people have 1 lttle enough privacy as it is. To be forced to 
deal day after day with an individual whom one finds 
personally insufferable, ls as serious a problem as 
incompetence, causing depression and hopelessness. This can 
be avoided if the client ls involved in the selection 
process. 

By this same reasoning, the cl lent must have the right to 
dismiss care givers. 

- the client must be consulted about orientation times, 
and If agency staff want to visit the cllent 0 they must 
first make an appointment. Nursing care ls only one aspect 
of a disabled person's I ife. The disabled have as many 
concerns and personal activities consuming their time as do 
the able-bodied. There ls common misconception that because 
a person is home bound his/her time ls up for grabs. 
Dropping in without an appointment ls the height of 
Insensitivity and inconsideration. The privacy and time of 
the disabled cl lent must be respected and protected. 

the cl lent must have the right to attend all care 
conferences. Decisions about the person's llfe are made at 
those conferences, and the lndlvldual therefore has a 
fundamental right to be presentoThe right to read one ✓ s 
chart must also be malntalned. 

- one of the most important rlght~ ls the right to say no 
the right to refuse. This ls especially Important in the 
case of people who can't move. The cl lent must be able to 
refuse medication. food, therapy, and procecures.* To do 
them ln spite of a client's wlsh to refuse, and to take 
advantage of the cllent ✓ s physical inability to resist. is a 
violation of hls/her will and body. 
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The maJorlty of people receiving twenty-four hour care are 
going to desire and need case management. If that home care 
ls golnO to work, Human Services must have a well conceived 
case management plan. MHCAP believes the suggestions In this 
paper serve as a start toward that plan. 

* Refuslng life-support, and the right to discontinue
life-support are complex Issues and wl I I be dealt wlth In
another posltlo� paper.

* 4/87 May only be reprinted with the permlsslon of MHCAP.

Susan R. Margoles 
Executive Director 
MHCAP 

Richard M. Mersky 
Associate Director 
MHCAP 
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POSITION PAPER SIXt THE RIGHT OF THE DISABLED TO WORK FEB 2 51988 

of Health Systems Deve 
"' De0ertment of Hf!,.1 

It ls MHCAP's belief that the u.s� Is waetlng a great 
national resource -- the talents and efforts of thousands of 
severely disabled cltlzene who desire to be a part of the 
American work force. Many severely dleabled are able to make 
slgnlflcant contributions, and want to work. But they are 
prohibited from dolng so because -they would Jose thelr 
Medicaid benefits. 

Thls prohlbltlon not only robs disabled citizens of one of 
their most baslc rights -- lt makes no sense economlcally. 
Even the most basic medical care becomes impossibly 
expensive for all but the extremely wealthy. The va!lt, 
majority of Americans who are now receiving Medicaid are 
incapable of making anything near the cost of twenty-four 
hour care. But they are capable of lncomee that would make 
them taxpayers. And they are capable of making social, 
aesthetic, sclentlflc, and economic contributions, that are 
often equal to those of ablebodled workers. 

It ls MHCAP's belief that America must re-evaluate lts 
attitudes toward Medicaid recipients. We stubbornly cling to 
the Purltanlcal belief -- although unspoken -- that the 
unfortunate Cln thls case, the disabled> are inherently less 
virtuous, and must therefore, deserve their predicament. Law 
makers, public officials, and laypersons, must be reminded 
that dfsablllty ls not the result of crlmlnal actlvlty. Nor 
does lt stem from a weakness of character. These statements 
would seem to be unnecessary. And yet Medicaid reclplents 
are denled payment for honest work, as though that payment 

' were profit gained from 111lclt activity. 

Society ls not to be congratulated for fulfilling baslc 
reeponslbllltles to lts lees fortunate members. Nor should 
lt be allowed to use the fulf11 lment of a moral lmperatlve 
-- such as the provlelon of baste necessities of survival 
as a tool to deny another baslc human right. The right to 
work. 

The tactic of making eeeentlal as�letance to the needy a 
punltlve affalr� seems on ail levels to defy emplrlcal 
rea�onlng. It ls dlfflcult to understand how preventing any 
group of people from working, eaves the government money. 
But that Puritan sophistry ls, hiatorically, so deeply 
lngralned ln thls soclety�e approach to social programing. 
that humlllatlon becomes an inevitable part of any 
assistance. Was lt the lntentlon of those who created the 
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present policies, to discourage mallngerlng among the 
severely disabled by forbidding them to work? 

The reality ls that severely disabled workers are still 
going to require the same amount of personal care. 
Unfortunately, a Job won�t cure quadriplegia. Nor will It 
take an ALS patient off a vent. And virtually no Job ls · 
going to make a totally disabled lndlvldual solvent enough 
to pay for catastrophic medical bills. 

What the right to work will do ls turn a slgnlflcant number 
of recipients into tax payers. It wll I create a new group of 
useful productive workers. And It will give depressed and 
hopeless lndlvlduals a sense of self-worth and a reason for 
living. 

It must be understood that many people receiving Medicaid 
benefits are simply too 11 I to be able to work. After al I, 
the primary purpose of the Medicaid program ls to alleviate 
the 111 and disabled of the need to support themselves. It 
ls certainly not our intention to force these people back to 
work. 

We are essentially addressing the issue of self
determlnatlon. There are some people who appear to be 
total Jy disabled, and yet have the stability, the energy, 
and the overwhelming desire to work and to assume -- to the 
greatest degree possible -- responsibl I ity for their lives. 
With the advancement of technology, that desire ls now a 
reality. MHCAP believes every person -- ablebodied or 
disabled -- ls entitled to that right to work. 

Susan R. Margoles 
Executive Director 
MHCAP 

Richard M.Mersky 
Associate Director 
MHCAP 
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POSITION PAPER SEVEN 

PROTECTING THE RIGHTS OF THE HOME CARE CLIENT 

CLIENT RIGHTS AND AGENCY RESPONSIBILITIES 

a<ECEIVEL>. 

FEB2 5198& 

of Health Systems Develr 
"' Deoertmenl of HM1 

The MI nnesota Home Care Advocacy Progr-am encourages and 
participates In the development and delivery of the highest 
quality of medical. social and supportive services to the 
i 11 and the physically challenged. 

Position Paper VII touches upon the reasons home care 
clients need a document to protect their rights, and 1 lsts 
what MHCAP believes are the home care cl lent~s basic human 
and civil rights. 

It ls clear from past and present human rights violations. 
that professional home care agencies are not voluntarily 
qolng to make cl lent rights a priority issue. Clients and 
advocacy groups must maintain a constant vlgl l to ensure 
that agencies are providing high qua I lty service and are 
respecting client rights. 

Although its day has come, the home care movement ls stl l I 
in Its early stages. Agency administrators and their 
employees must be sensitized to the issue of cl lent rights. 
Many are not even aware that a disabled individual has the 
same rights as an able-bodied person. Basic human and civil 
rights are frequently dismissed by agency administrators and 
employees as unnecessary Inconveniences. 

It ls wlth much Justification then. that many disabled 
people requiring twenty-four hour care adamantly refuse to 
use agencies. They have seen how agencies blantantly 
disregard their right to privacy. They have seen agencies 
attempt to abbrogate control. They have been victimized bv 
agencies who promise much and del lver litt,le. Agencies that 
send poorly interviewed, inexperienced. Inadequately 
oriented -- sometimes abusive..;.._ individuals into thetr· 
homes. They have heard agencies promise uninterrupted 
service. and have then been sent scrambling for care givers. 
because of huge gaps in their coverage. With rare exception. 
agencies tend to discourage self-determination and 
self-empowerment. often Intimidating and punishing clients 
-- ·especially Medical Assistance <Medicaid> cl lents -- Into 
silent passivity. 

In an effort to remedy this situation. and because It 
believes that for some people a responsible agency can 
provide a valuable service, MHCAP has developed a Home Care 
Bl 11 of Rights. It ls essential that clients realize that 
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they have rights, and that they know what those rights are. 
It ls also essential that a Code of Ethics be created -- a 
standardized code of ethical conduct -- against which 
agencies and their employees can be Judged. The National 
Assoc lat ion for Home Care has drafted an excel lent and 
comprehensive Code of Ethics that could serve as a guideline 
for care providers. MHCAP, certainly, could never recommend 
any agency to its clients that refused. to formally comply 
with a we! I-written Code of Ethics and with MHCAP's Bill of 
Rights. 

Clients wi I I best be served if a Code of Ethics and Bil I of 
Rights is  translated Into both state and federal 
legislation. This ls the surest way to make sure that 
agencies are held accountable. There must be serious 
consequences when a care provider violates a cl lent's 
rights. 

HOME CARE CLIENT'S BILL OF RIGHTS 

1. The cl lent has a right to be fully informed of his/her
rights and responslbi Ii ties.

2. The cl lent has a right to be in charge of his/her care,
and to make all final decisions regarding that care. The
agency has a responsibi llty to deal directly with the
cl lent regarding those decisions ..

3. The cl lent has a right to appropriate and professional
care relating to physician orders.

4. The cl lent has the right of choice of care providers.

5. The cl lent has the right to personally and privately
interview al I potential care givers. The client has the
right to make the final decision about al I care givers.

6. The cl lent has the right to receive information
necessary to give Informed consent prior to the start of
any procedure or treatment.

7• The cl  lent has the right to refuse food, medication. and
treatment and to be Informed of the consequences of 
his/her action. 

( 

( 
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8. The cl lent has the rlght to privacy. 

Every lndlvldual has the right to regard his/her body 
and home as sovereign entitles. This right ls not 
nullified because one ls disabled or because one ls a 
Medlcald recipient. 

The agency has a responsibi I ity to make an appointment 
ln advance of all home vlslts, orientations, interviews, 
supervisory vlslts, etc. The client has a right to deny 
entrance to any individual who hasn't made an 
appointment. 

9. The cl lent has the right to attend al I care conferences. 
The client shall be given reasonable notice in advance 
of al I conferences, and conferences wl I I be held in a 
location that ls most convenient and accessible for the 
client. 

10. The cl lent has a right to read his/her chart and other 
material pertaining to his/her case. 

11.· The cl lent has a right to take non-prescription 
medlcatlons without a doctors order. 

t2. The cl lent has the right to receive a timely response 
from the agency to his/her request for service. 

13. The client has the right to refuse service. 

14. A cl lent wi I l be admitted for service only if the agency 
has the abl I lty to provide safe professional care at the 
level of intensity needed. The cl lent has the right to 
reasonable continuity of care. 

15. The cl lent has a right to be informed within reasonable 
time of anticipated termination of service. 

16. The client has the right to voice grievances and request 
changes in service or staff without fear of reprisal or 
dlscrlmlnatlon. 

A fair hearing shal I b~ aval I able to any lndlvldual to 
whom service has been denied or reduced or terminated or 
who Is otherwise aggrieved by agency action. The fair 
hearlng procedure shal I be set forth by each agency as 
appropriate to the unlque client situation <e.g. funding 
source, level of care, dlagnosls). 
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17. The cl lent has the right to know his/her schedule of

coverage reasonably In advance of the first of each

month.

18. The cl lent has the right to be fully informed of agency
pol lcles and charges for services, including el iglbi I Ity

for third party reimbursements.

19. A client denied service solely on his inability to pay
shall have the right of referral.

20. The cl lent and the pub! le have the right to honest

accurate forthright information regarding the home care
industry ln general, and the chosen agency In

particular, e.g. cost/visit, employee qua! lflcations,
etc.

Susan R. Margoles 

Executive Director 
MHCAP 6/87 

Richard M. Mersky 
Associate Director 
MHCAP 6/87 
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MEDICAL ASSISTANCE AND PRIVATE INSURANCEi 

RE-EVALUATING CRITERIA. RE-CONSIDERING PRIORITIES 

of Health Systems Develr 
"J Deoertment of Ht",., 

Both Medlcald and most private insurance companies base 
their decisions to deny or approve a claim, on need and 
cost-effectiveness. According to those criteria, need, one 
would assume, would cover care, equipment, supplies, and 
specific treatments and therapies that are essential to the 
survival of client, or essential to the clients well-being 
or rehabllltatlon. But Judging from our own extensive 
experience with Medical Assistance and private insurance. 
and from the experiences of MHCAP ✓ s clients. the terms 
survival and well-being are. ln reality, very narrowly 
defined. So narrowly defined, in fact, that they effectively 
eliminate care, equipment, or treatment, that -- although 
not necessary for actual physical survival -- greatly 
enhances one ✓ s quality of life, 

It ls MHCAP ✓ s position that care, equipment. and supplies 
that promote emotlona\ and Intellectual survlval and 
we11.:.belng and slgnlflcantly encreaee quality of llfe, must 
be given priority status. Thls description would Include 
technological equipment, without which, a paralyzed 
lndlvldual ls unable to effectively communicate with others 
-- either verbally or through writing -- and ls therefore 
emotlonally, socially, and Intellectually, isolated and 
alienated from normal human contact. 

Private insurance companies often refuse to pay for wnat 
they term "custodial home care", care that helps maintain 
111 and disabled people in their own homes, but doesn't 
contribute to curing a condition, And Medical Assistance 
refuses to pay for so-cal led non-essential items. Denials 
are often so arblrary and inconsistent -- especially with 
Medical Asslstan~e -- that one ls hard-pressed to flnd any 
common denominator underlying the decisions. 

Private insurance stll 1 has a long way to go ln terms of 
paying for -home care and home care related items, although 
ln many cases. private insurance has more liberal benefits 
than Medical Assistance. The lnsensltlvlty that M.A. 
frequently dlsplays when conslderlng requests from home care 
recipients ls shocking. M.A. officials often adopt an 
attitude toward recipients that ls nothing short of punitive 
-- shamlng them into passlvlty and silence. 
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Many M.A. officials need to be reminded that the funds to 
pay for a reclpient/s requests are not coming out of their 
own pockets, and that a recipient has not committed a crime 
by becoming disabled. If an lndlvldual cannot come to terms 
with these facts, and cannot deal considerately and 
compassionately with the disabled -- a group of people who 
are already over-stressed -- he/she should not be working In 
the human services field. M.A. officials wield considerable 
control over the lives of the vulnerable and the 
disadvantaged. Discretion and understanding are, therefore, 
essential. M.A. regulations are designed to make the 
recipient accountable, but pol Icy must also be established 
that will make the Medical Assistance bureaucracy more 
accountable to the reclplent. 

Unfortunately the bureaucracy feeds into the problem by 
demanding massive amounts of ridiculous and gratuitous 
documentation. M.A. recipients are overwhelmed with 
paperwork and red tape when making perfectly reasonable 
requests. This practice engenders burn-out and fatigue in 
M.A. workers, which In turn engenders Insensitivity to the
needs of the very people they were hired to serve -- the 111
and disabled.

The people responsible for approval and denial of requests 
know nothing of the person making the request and often know 
noth l ng about the dynaml cs of the af f I l cti on w 1th wh 1 ch the 
M.A. recipient ls dealing. MHCAP has documented cases, for
example, of ALS patients -- a condition generally considered
terminal -- being denied compressors for "talking trachs"
because they weren/t enrolled in an occupational
rehabilitation program. The apparent rationale behind this
decision can only be Interpreted to be, "If you are not
using this Item In a work-related capacity, you don ✓ t
deserve to talk."

Such absurd reasoning ls not limited to isolated incidents. 
It ls all too often the rule, rather than the exception. For 
example, instead of al lowing a client to use a gel or air 
cushion prophylactlcally, to prevent decubltl (bedsores), 
M.A. often makes the person wait untlJ a serious decubltus
ulcer exists. M.A. actualfy asks the doctor to glve the
dimensions of the ulcer to make sure lt/s large enough to
warrant a cushion. Not only ls the disabled person being
subJected to inhumane treatment, this policy makes no sense
economical Jy. Once the skin breaks down, lt ls almost
certain to become Infected. Decubitl are extremely difficult
to deal with, often requiring costly hospltallzatlons and 
surgical procedures. Surely prevention ls the most sensible
approach to any problem. The term preventative medicine was 
not invented by the Minnesota Home Care Advocacy Program. 
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It ls a practice that has been cormnonly accepted by most 
medical professionals -- wlth the possible exception of some 
who work for Medicaid and Medicare. 

One area.of maJor concern to MHCAP ls corrmunications for the 
severely disabled. MHCAP believes the ability to communicate 
ls a basic right. It ls only through communication tha_t 
one"s clvll and human rights can be defended. And ont'y one"s 
ability to communicate can overcome the terrible 
depersonallzatlon brought about by a severe dlsablllty. 

At one tlme, ~eople with ALS and those with high splnal cord 
lnJurles were doomed to lead 1 lves of silent frustration. 
Silent terror. Silent rage. Thelr intellects. their 
emotions, their humor, their wit, and their talents were 
trapped inside a body that wouldn"t work. It ls impossible 
to adequately describe the enormity of that situation; It ls 
impossible to describe the allenatlon. In many cases, rage 
was often the only thing that holds them together. 

Today, state of the art computer technology makes It 
possible for these people to once again re-enter the world. 
This technology transforms persons who appear to be silent, 
motionless Invalids Into productive communlcatlng human 
beings. Fu! ly capable of making enormous contributions to 
society. To deny this group of people thls technology on 
economic grounds ls to deny their very humanity. 

It ls MHCAP"s position that Medicaid must consider this 
technology a priority, and must make It available to all 
people in these sltuatlons. 

Susan R. Margoles 
Executive Director 
Minnesota Home Care Advocacy Program 

Richard M. Mersky 
Associate Plrector 
Minnesota Home Care Advocacy Program 
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Wh l le debate cont l nues about home care management ancl Healih Sy,iems Devel.
regu l atl on practices, the quality of care provided by f)eoartment,ofHM' 

private and public home care agencies continues to 
deteriorate. Home care agencies have been touted by many as 
the "safe" method of recruiting care givers. It Is MHCAP's 
view, on the contrary, that the efficiency, the safety, and 
the service provided by most home care agencies --
especially by those agencies providing twenty-four hour care 
-- ls ln serious question. 

Deluged with new cases, agencies are plagued by a 
nation-wide shortage of critical care nurses. Although 
agencies are not responsible for the nursing shortage, they 
must assume responslbl I Ity for a number of other problems. 
These problems Include: a weak or non-existent understanding 
of the philosophy of home care, a sketchy administrative 
pol icy based on an Institutional model, and, as a rule, 
Inexperienced and underquallfled Individuals In charge of 
staffing. As a result, most home care agencies are operating 
way over their heads. Safety and convenience -- touted to be 
the advantages of agencies -- are at thls point, mainly 
11 Juslons. 

The truth ls, Inefficiency within home care agencies Is 
rampant, and an lnabl I lty to provide hlgh-qual lty, 
continuous care ls the rule. Agencies that provide extended 
hour care are scrambl Ing for care givers, and as a result, 
hiring practices are less than stringent. The qua! lty of 
care has sadly diminished as agencies continue to send 
underscreened, Inexperienced, often unorlented care-givers 
Into the homes of the most physically vulnerable Individuals 
-- seemingly satisfied, In many cases, Just to have a "warm 
body" covering a shift. 

Cl lents go day to day, sometimes hour to hour, with no set 
schedule. Almost al I cl lents requiring twenty-four hour care 
suffer from constant gaps In their schedule. Inept staffers 
.are unab I e to cover sh If ts, or sometimes just over I ook the 
·act that they haven't covered a shift, and leave paralyzed 

d voiceless people without care. Foundering, some 
9 Perate staffers resort to folstl·ng their own 

esponslbll ltles for coverage onto clients and caregivers, 
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blaming them for problems that are clearly due to their own 
lnabl llty to handle the position. 

Most agencies can~t control the bedlam of their own Internal 
affairs. It ls therefore unlikely that they can responsibly 
staff a twenty-four hour case -- or several twenty-four hour 
cases. And lt ls difficult to understand how, ln the face of 
such blatant Incompetence, some legislators and bureaucrats 
can continue to support the Idea of agencies acting as 
vendors for Personal Care Attendants, 

In splte of this crltlclsm, MHCAP ls not generlcal Jy opposed 
to home care agencies, but ls, to the contrary, very much ln 
favor of we) I-run home care agencies. Unfortunately, MHCAP 
cannot presently classify any of the agencies providing 
twenty-four hour care as either we! I-run or wel I-structured, 
which ls unfortunate, because they could be an excellent 
care alternative for many people, 

It ls not the lntentlon of this position paper to disparage 
the concept of the home care agency, but to examine the 
problems that currently exist within that Industry. Special 
emphasis wll I be placed on the management, structure. 
professional ethics and conduct, of home care agencies. An 
attempt wl l I be made to dispel the myths that surround home 
care, and alternative resolutions wl I l be discussed. 

It ls MHCAP's desire to see that al I home care cl lents are 
provided with an adequate and appropriate array of care 
options. And one has only to scratch the surface, before It 
becomes apparent that more diverse and higher qua) lty home 
care alternatives are badly needed. 

THE MYTH OF AGENCY PROTECTION 

There ls no one typical home care cl lent, Each cl lent I Ives 
In a unique environment, with unique Interests and be! lefs. 
Home care cl lents range ln age from Infants to those ln 
their eighties and nlnetleso Some cl lents are completely· 
capable of managing thelr own care, and deslre -- and 
certainly have the right-~ to do so. Others are less able 
to make thelr own care declslons, or haven't the tlme to do 
thelr own schedul lng, and therefore desire the more 
structured set-up an agency can provide -- lf that agency ls 
run in an efficient and ethical manner. 
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When lndivlduats with chronic or catastrophic Illness. or 
their famll les, reach the point where he/she need home care, 
how do they find responsible caregivers? Apart from buying 
maJor medical health insurance pol lcles, few people are 
prepared for medical catastrophy -- and there ls no reason 
they should be. It ls unrealistic to think that people are 
going to bul Id "medical bomb she! ters", Just ln case they 
get ALS, or sever their spinal cord. Most people are 
medically naive, unknowledgeable about the complexities of 
the health care system, and total Jy unfamll lar with home 
care. They usually have no one with whom they can talk, and 
no way of knowing which, of the dozens of home care agencies 
listed In the ye! low pages, are rel !able. 

Most people have no choice but to assume that agency 
administrators with professional nursing degrees have the 
necessary experience, education, and ethical standards, to 
run a professional home care agency. And if they've had bad 
experiences with personal care attendants, they are even 
more susceptible to an agency/s claim of professional, 
trouble-free care. Unfortunately, few of these claims are 
grounded In real lty. 

It Is time that the myths surrounding home care and home 
care agencies be examined, and It ls time that 
straightforward questions be asked about the quality of care 
provided by home care agencies. Agencies are not simply 
running a business; they are assuming re�ponslblllty for the 
I Ives of the most physically vulnerable members of society. 
These people are putting their trust -- Indeed, their very 
lives -- in the hands of these agencies. Surely, as 
consumers, these clients deserve more than agency rhetoric. 
And surely, home care agencies have an ethical 
r.esponsibi l ity to deliver the service they Initially promise 
a cl lent. There are many kinds of misrepresentation, and It 
ls MHCAP's opinion that the recruiting of vulnerable 
sometimes desperate -- clients, via empty promises of 
security, convenience, and professlonallsm, ls one of the 
more reprehensible. 

MHCAP pol led a random group of twenty <20) home care nurses. 
Each nurse had worked for two to five agencies. They were
��estioned on a variety of subjects, including interview and

Iring procedures, reference checks, background Information 
about the cl lent, orientation, home care experience, vent
and trach experlence, In-services, salary and benefits,
working conditions and Job stress. Their answers are 
LefJected ln the examination of the fol lowing issues. 
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Hlrlng Procedures 

The first myth ls that professional home care agencies 
conduct professional employment Interviews, attempting to 
match nurses to clients according to a.knowledge of the 
client's diagnosis and needs, and a knowledge of the nurse's 
experience and ability to meet those needs. It ls taken for 
granted by most clients and their fami Iles that applicants 
are gl ven thorough backgro_und and reference checks. 

The majority of the nurses polled said their interviews 
lasted an average of fifteen minutes. Five had actually been 
hired on the basis of a phone call, and had been assigned, 
sight uns~en, to vent dependent clients. One nurse who was 
hired on the basis of a ten minute phone call, told MHC~P 
that she informed the agency caller that she had no home 
care experience. And although she had worked with hospital 
ventilator patients, there were twenty-four hour a day 
respiratory therapists to oversee the vents. Only after she 
began working on the case did she meet the person who hired 
her. Since she began working immediately, lt was clear that 
no background·check was done before she entered the cl ient ✓ s 
home. 

Half the nurses were never asked Lf they had critical care 
experience. Of the ten who were asked, five had no prior 
home ventilator experience, and all five were placed with 
high tech cl lents. 

Most were given extremely sketchy Information about their 
prospective cl lent. Some were even given an incorrect 
diagnosis. One, recently graduated, nurse sald her entire 
interview lasted fifteen minutes and she was never told the 
age of her prospective cl lent, and she was given an 
incorrect ~lagnosis for the client. The lntervlewer sald the 
cl lent suffered from quadriplegia. It was not until the 
nurse met the cl lent that she found out the cl lent had ~LS 
-- a very different diagnosis. 

Agency Self-Monltorlng 

The second myth ls that an agency has a system of internal 
self-monitoring, that covers its employees, and ensures 
safe, appropriate, and considerate care. It is assumed that 
agency administrators weed out negligent, abusive, and drug 
dependent nurses, and that they also take professional 
action to make certain these Individuals can't simply move 
from agency to agency with impugnlty. 
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An occaslonal visit by an agency case manager or supervisor 
provides very l lttle information about what occurs on a 
dally basis, because caregivers are obviously going to be on 
their best behavior when being observed. Nurses on a case 
only see each other at change of shift, so they have I lttle 
opportunity to witness inappropriate behavior first hand. 
And an abused cl lent ls often too frightened of retal lat Ion 
to complain. Since the cl lent, and in some cases the 
cl lent's family, are the only people who are In a real 
position to observe the caregiver, how does the agency 
develop a method of self-monltorlng? It,s extremely 
difficult to obtain an objective evaluation of a home care 
nurse. 

MHCAP has documented examples of abuse, neglect, 
drug-dependency, theft and other problems, on cases where 
the nurses were sent, and supposedly screened and monitored 
by an agency. Abuse and neglect have 1 lttle to do with 
professional degrees. They have much more to do with 
emotional stability and.personal integrity. 

Most home care nurses are dedicated and competent 
professionals who are genuinely concerned about their 
cl lents. It ls an unfortunate fact, however, that because of 
the lack of on the Job supervlslon, home care nursing has, 
in a minority of cases, become a refuge for bad nurses. In 
many cases, there ls no one to oversee a nurse's work except 
the cl lent. When clients do complain, their concerns are 
often discounted or totally Ignored, or sometimes discussed 
with the abusive caregiver and dropped -- leaving the cl lent 
even more vulnerable to retal iatlon. Because a certain 
percentage of bad nurses do exist within the home care area, 
and because it ls more difficult to monitor these nurses, 
the interview and the background checks are even more vital 
than with hospital nurses. 

The Importance of Actlve Dlrectorlal Involvement 

It ls MHCAP's position that an agency can only have 
effective self-monltorlng If the agency's director ls ln 
touch with all aspects of the program. It is this program's 
experience that most agency dlrectors know virtually nothing 
about what is happening at the cl lent level. Directors are 
fa�ely aware of gross negligence, incompetence, and flagrant 
ylolatlons of client rights, committed by those In charge of 
�tatting and scheduJ-lng. In most cases, the clent has no 

dea who the head admlnlstrator even ls.
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It Is understandable that a director gets caught up -- even 
overwhelmed -- by admlnlstratlve matters. They rightly 
delegate cl lent matters to others, and by necessity, trust 
their Judgement. But lt ls stl l l a serious error for a 
director to become totally Isolated from the cl lent area, 
for cl lents are the heart of an agency. Agency directors 
must always remain aware of how, and If, the agency 1 s 
publ lcly declared pol lcles are being Implemented. And lt has 
been MHCAP 1 s consistent observation that, at the point a 
director ls no longer in touch with the dally schedul Ing and 
happenings of the agency, that that agency ls headed for 
managerial disaster. 

This ls not to Imply that the director need be faml 1 lar with 
the minute detal ls of every case. But lt ls essential that 
the director have a general overview of the needs of each 
cl lent. and keep a close watch to ensure that those 
lndlvlduals whose Job lt ls to meet those needs are indeed 
meeting those needs. If that ls not the case, service begins 
to dlslntegratp Into chaos. 

The director must have enough education and managerial 
experience to be able to vlew sltuatlons and confl lets 
objectively, malntalnlng perspective, so relatively minor 
confl lets between cl lents and caregivers or between 
caregivers on a specific case, don't get blown out of 
proportion. The agency director must be aval lable to the 
cl lents lf confl lets can't be resolved through normal 
channels. 

The director of nursing, working under the agency director, 
must be tactful, extremely organized, and we! I-educated., 
He/she must possess excellent Interviewing ski I Is, must be 
aware of the differences between home and lnstltutlonal 
care, and must be attuned and sensitive to the needs of the 
home care cl lent. This person must make thorough background 
and refererence checks. Home care ls a special I zed area of 
nursing, and the director of nursing requires a broad array 
of professional and personal skl I Is. He/she should have an 
understandlng of the phl losophy of home care, and should 
have at least a general knowledge of the physical al lments 
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The above description ls of course ldeal !zed. But sadly. the 
average director of nursing has few of these quallflcatlons, 
and those working under him/her are very often totally 
unquallfled for their positions. 

It Is MHCAP/s position that a director of nursing should 
require applicants for home care nursing Jobs to have a 
prerequisite of at least eighteen months hospital experience 
-- preferably Including critical care or rehab experience -
before being hired for home care. In addition. nurses new to 
home care should first aqulre experience on cases where the 
clients are stable, and do not require critical care or high 
tech equipment. However, because of the nursing shortage, 
agencies are hiring virtually anyone who comes through their 
door. Nurses who are hardly out of school are being assigned 
to critical care clients -- often with a minimum of 
orientation. 

Staffers are the most visible members of a home care agency, 
and staffing ls quite simply an extremely stressful and 
thankless Job. It ls also an essential component of every 
home care agency. A poor staffer sets up an adversarial 
relatlonshlp between nurse and agency, and between cl lent 
and agency. Agencles·must recognize how crucial staffing Is, 
and what a difficult -- sometimes Impossible -- Job It Is. 
They must hire people who have the organizational skll ls, 
the tact, and the sensitivity, that the Job demands. The 
must be wllllng to pay for the skill and the frustration 
associated with the Job. For a poor staffer not only makes 
life miserable for the cl lent, but also plays havoc with the 
agency/s credlbll lty. 

Under the best of circumstances. staffing ls an agonizing 
Process for the clients with severe dlsabl lltles. It ls 
frightening and frustrating for the cl lent to be left alone 
with a new person, no matter how we! I that care giver may 
have been oriented. The less turnover and orientation a 
client has to endure, the better off his/her psyche ls going 
to be. Agencies must remember that they are providing a 
service. And whether they are being paid directly by the 
cl lent, by a private Insurance company, or by Medicare or
Medicaid, ls Irrelevant. The fact remains that they are ln
the employ of the client. A truly professional agency
Understands this, and makes· an attempt, not only to respect 
the cl lent/s rights, but to spare the cl lent the ravaging 
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Incompetence of administrative personnel. Cl Ients requiring 
twenty-four hour care have stresses that are unimaginable to 
the average able-bodied person. Although most persons with 
severe dlsabl l ltles hold themselves accountable for their 
behavior, and make an effort to be reasonable, lt must be 
understood that they are deal Ing with unreasonable 
circumstances -- dependence, pain, paralysis, voicelessness, 
vent-dependence, condescension, and a total lack of privacy. 
These are conditions that cause anger, resentment, 
depression, and lrritabi I lty. It ls the responslbl I ity of 
the agency to hire people who have some sensitivity to these 
factors. Not ln a paternal lstlc sense, but from the vantage 
point of compassionate professional ism. 

Staffing and Coverage 

The third myth Is that an agency wl l l provide safe and 
uninterrupted coverage -- so a cl lent scheduled for coverage 
wl I I never be left alone -- and wl I I always have an 
appropriate backup nurse. In their competetlve bid for 
cl lents, agencies promise uninterrupted coverage, back-up 
coverage, and the safety thls provides the cl lents. When 
polling agency cl lents however, the most frequently heard 
complaint concerns the unrel labl I Jty of agencles, and their 
inabl I lty to provide appropriate and consistent coverage. 
MHCAP receives unabatlng complaints regarding the fol lowing 
problems: 

- endless last minute agency calls to say they can/t 
cover a case, and then throwing responslbl I lty for 
coverage into the lap of the cl lent. Clients have 
reported anywhere from five to twenty-five cal ls per 
day from the agency staff -- many on the verge of 
hysteria. This constant harrassment does nothing to 
reduce the level of stress for either nurse or cl lent. 

- consistent gaps in the monthly schedule, so neither the 
cl lent or the nurses know for sure what?s happening. 

- incessant and annoying cal ls to nurses from staffers, who 
use manipulative techniques, ranging from gul It to vel led 
threats regarding job security, to coerce nurses Into 
working uncovered shifts. 

- relatives having to cover shifts because the agency can't. 
A major complaint concerns agencies exploiting relatives 
and abandoning their responslblllty for coverage. 
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- people wlth severe dlsabllltles left alone and helpless,
because agency schedulers fall to cover a shift, or
because nurses simply fai I to show.

- agencies sending unoriented strangers into the homes of
severely disabled cl lents, despite promises to thoroughly
orient every care giver.

Medical and Agency Paternalism 

The fourth, and perhaps the most infuriating myth, 
perpetuated by agencies and Medicaid administrators, Is that 
medical professionals are better at determining the client's 
needs, and are better at choosing the client/s care givers, 
than ls the client. 

MHCAP agrees that some clients are-vulnerable, and need help 
in choosing appropriate care givers, and also need the 
safety and security that agencies could provide if properly 
run. Reallstical ly, however, It must be recognized that 
agencies are overwhelmed by administrative, professional, 
and staffing problems, and therefore, agency users are by no 
means immune from the problems that plague those clients who 

o their own hiring of nurses, or have PCA ✓ s.

would be foolish and irresponsible to deny that there are
ignificant problems within the P.C.A. program as it now 

ists, or with private duty nurses. These problems must be 
dressed and remedied. But it would be equally naive to 
ink that the majority of home care agencies have a handle 

these problems, have remedied them, or are even aware of 
l the problems.

is the position of this program that the maintenance of
ent autonomy and self-determination Is a moral imperative
home care. Even whl le taking measures to ensure cl lent

ty, Medicaid must actively support self-empowerment and 
urage cl lents who can to at least take a hand in 
ging their own care. In many cases, the undermining of a 
nt ✓ s autonomy, and the denial of the cl lent's right to 
rol his/her own care, Is the same as handing down a 

sentence. 

rnment and home care agencies must real lze that it's not 
C�ldent that many persons wlth the most severe bi! !ties continue to I lve way beyond their prognosis.

learn to understand the signals their body gives them. 
often spot signs of 11 lness· far in advance of their

e or doctor. They know what makes them sick, and when 
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a case manager ls a rather blatant confl let of Interest. A 
provider cannot also monitor a case. 

A case "co-ordinator" should be In charge of updating 
paperwork. Although the co-ordinator must work with the 
cl lent, he/she can/t truly be the cl tent's advocate, because 
the co-ordinator ls paid by the agency. If the cl lent Is 
mentally stable, he/she ls the only legitimate case manager. 
The home care agency has no business making lndependent 
decisions about the cl lent,s care. 

As home care becomes a more accepted and more frequently 
used alternative, the demand for high qua! lty home care 
nurses already out-weighs the supply. The lure of increased 
profits, and the fierce competition that exists between home 
care agencies, ls motivating them to pursue and accept new 
cases -- despite the fact that they are often unable to 
adequately staff those cases. 

It Is MHCAP's position that an agency has no business 
accepting more cases than It can adequately staff, and to do 
so ls functionally and ethically Irresponsible. It 
overstresses both cl lents and nurses. Clients go through the 
arduous task of orienting a new nurse and becoming 
comfortable with hlm/her, only to have that nurse's hours 
drastlcal ly cut, or lose that nurse altogether to another 
cl lento 

Nurses can only be spread so thin, and can only work so many 
hours, without having the qual lty of thelr work -- not to 
mention the qual lty of their 1 lfe -- suffer. As home care 
agencies take on more and more extended hour c~ses, nurses 
are pestered to work encreaslng hours, and often end up 
dolng double shifts. The extended hour cl lent, who has often 
had to orlent dozens of nurses due to the hlgh rate of 
turnover, ls now asked to orient again -- prlmarl ly because 
he/she ls losing nurses to new cl tents. 

MHCAP recognizes the val ldlty of a nurse's need for variety. 
It also recognizes the cl lent's need for security and 
conslstency. A suggested remedy ls to have nurses work a two 
week block with one cl lent, and then switch for two weeks to 
another cl lent. This would provide consistency for the 
cl lent, and rel lef for the nurse. There are some nurses who 
prefer to work wlth only one cl lent, and It's MHCAP 1 s 
position that agencies have no business using coerslve 
measures to get nurses to accept other cases. 

Although the cl lent/s physical 1 lmltatlons may necessitate 
extended hours of care, he/she pays a hlgh price for thls 
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coverage. Because by opening the door to nursing care, the 
cl lent suffers an endless procession of strangers in his/her 
home, and can bld farewel I to privacy. In addition, the 
cl lent is forced by circumstance to leave the door open to a 
variety of problems from nurses, including: abuse, neglect, 
drug addiction, theft, property destruction, racism, and 
personal confl lets. 

What kind of agency assistance can the cl lent expect when 
seeking resolution to these problems? From MHCAP's 
experience, and from the experience of MHCAP's cl lents, not 
much. Most agencies have poorly developed policies regarding 
abuse, chemically dependent home care nurses, and theft. If 
an agency does take actlon, the cl lent is rarely informed. 
Moreover, by complaining, the cl lent aqulres a reputation 
for being "difficult", and for being a "trouble-maker" 
making It almost impossible for the cl lent to receive 
objective treatment from the agency. 

Law-makers and Medicaid planners and pol Icy-makers must be 
clear-sighted In their appraisals of what home care agencies 
can and should do. Real lstlcal ly, the vast majority of 
agencies are profit-making businesses. Even those that are 
non-profit -- county pub! le health nursing agencie~, for 
example -- make budgetary concerns a flrst priority. This 
doesn't mean that there are no responsible agencies. Nor 
does it mean lhere are no compassionate agency 
administrators. It does mean that a profit-making agency has 
as its first priority profit. MHCAP be! !eves the first 
priority in government subsidized home care should always be 
the client. And If a smal 1 group model can provide safer, 
more efficient care, and can provide a cl lent with a higher 
quality of I lfe, it certainly deserves to be given a chance 
to pcove itself. 

October, 1987 

Susan R. Margoles 
Executive Dlrectoc 
Minnesota Home Care Advocacy Program 

~~!chard M. Mersky 
;~soclate Director 

nnesota Home Care Advocacy Program 
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A NEW MODEL FOR A NEW AGE OF HOME CARE 

As greater numbers of people require home carea and as more 
young people survive spinal cord injuries and disabling 
11 lnesses, new alternative models are essential. More people 
are insisting on care that allows for self-determination, 
and as has been pointed out ln Position Paper Nine, the 
present home care agency set-up neither encourages -- or in 
some cases even al lows for -- such concepts as 
self-empowerment or client autonomy. 

With the present deluge of new clients comes an almost equa,J 
deluge of new home care agencies. The increased numbers of 
both clients and agencies mean that efficient monitoring is 
going to be even more difficult than before. It also means 
that, in an attempt to compensate for this difficulty, 
client autonomy ls likely to be jeopardized. 

Several alternatives wil I eventually be necessary to meet 
the di verse needs of home care c 11 ents. In. th ls paper, MHCAP 
presents one alternative model. It is not for everyone. It 
ls geared toward those people who are able, and have the 
desire to manage their own care. It is an alternative for 
people who need twenty-four hour care, and need at least 
some skilled nursing care -- possibly all nursing care. It 
ls an alternative for people who require care through 
Medicaid, but still desire as much privacy and personal 
autonomy as possible, and don ✓ t want the regimentation and 
intrusiveness that go along with the standard private or 
pub I l c agency. 

In an earl ler paper the dearth of viable alternatives to the 
present home care system were discussed. To review: there 
are many people who could use twenty-four PCA care, but 
Medicaid stl I I has a two hundred hour per month limit. 
Although lt looks as though that limit may be waived in the 
near future, there are other problems with the PCA program. 
The low pay contributes to an extremely high rate of 
turnover. And there are not enough training and education 
programs available. 

Clients who qualify for ski lied nursing care can hire 
private duty nurses. But thls ls a day and age when home 
care agencies are engaged ln pay rate wars due to the 
nursing shortage. Critical care nurses can virtually name 
their own price -- which ln some cases ls as much as thirty 
dol Jars an hour. Solt ls highly doubtful -- since Medicaid 

• I 
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pays under twelve dol Jars an hour. and has no overtime. 
benefits, holiday pay. or shift differential -- that a 
client ls going to be able to hire first rate nurses on 
anything but the most temporary basis. 

At present, private duty ls the only way a Medicaid 
recipient can get skilled nursing care without using an 
agency. A new model ls desperately needed. A model that wl I I 
face the changing realities of home care. One that wll I 
remedy some of the administrative and staffing problems that 
plague profit-making agencies. 

The Small Non-Profit Group Approach to Home Care 

MHCAP proposes a program that would provide care givers for 
groups of from two to three people. Medicaid would pay these 
groups the same amount It pays professional home care 
agencies. Since these groups would not be concerned about 
profit, they could pay their caregivers competitive wages. 
and put the money that would normally become profit back 
into the group. That money would be used for overtime, 
holiday pay, and benefits. 

This ls not an attempt to compete with, or to do away with, ( 
home care agencies. Well-run agencies are badly needed to 
help care for the hundreds of Individuals who will choose to 
stay at home or return home. 

Group members would have the option of sharing some 
caregivers, but would retain the right to have others that 
would work exclusively for them. One or two nurses would be 
administrative asslsistants, and would be responsible for 
staffing and paper work for the group. These nurses would 
receive a higher rate of pay for these additional duties. 
They would be chosen by the cl lents. Although each group 
would essentially be organized the way the cl lents and the 
clients" administrative assistants decide, for the purposes 
o~ clarity and Illustration, this paper wll 1 use the terms 
staffer and case co-ordinator. These people would work 
directly with the cl lents. and would make no independent 
care decisions. 

The ~taffer would be responsible for scheduling caregivers. 
,He/she could also place ads for new nurses. and could 
Prescreen appl !cants. The cl lent would, of course, stl 1 I 
retain the right to Interview al I appl !cants. Enough 
careglvers would be hired so, lf a cl lent and a nurse had a 
Personal lty clash, the nurse would not be assigned to that 
cl lent. 
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Although group members are, of course, lndlvlduals, MHCAP 
be! leves the cl lents are best served lf thelr condltlons, 
needs, procedures, and equipment, are slml lar. Orientations 
are less stressful lf caregivers have some experlence and 
faml llarlty wlth the situation. 

The group would decide how many weekend shifts and holiday 
shifts each nurse would be expected to work. Hal ldays would 
be scheduled weeks in advance, ln an attempt to avoid last 
minute gaps In coverage. 

The case co-ordinator would transcribe doctors' orders, and 
would be responsible for all paperwork. 

Both the staffer and the case co-ordinator would be nurses 
working shifts on the case. In an emergency, if no one could 
provide coverage, either the staffer or the case 
co-ordinator would be responsible to cover the shlft. 

The cl lents would choose the staffer and the case 
co-ordinator, and would work directly wlth them. Because 
they would be hired and paid -- vla Medicaid -- by the 
cl lent, and because they wouldn't be employed by an outside 
agency, they could truly advocate for the client. 

A procedure would be establ !shed to deal with the problem of 
"burnout", to ensure that neither the staffer or the case 
co-ordinator would suffer the long-term effects of stress. 

The Importance of Emotional Release and Loyalty 

A word about the cl lent/s need for catharsis, and the 
cllent/s need for loyal caregivers. MHCAP suggests that, 
beside the staffer and case co-ordinator, cl lents -
especially voiceless clients -- choose an lndlvldual from 
among their caregivers to represent them. Thls person would 
communicate the cl lent/s needs to the staffer and the case 
co-ordinator. Thls person would never act without the 
cllent/s permlsslon, but it ls essential that the cl lent 
have at least one caregiver who can be a true confidante, 
and can be trusted lmpl lcltly. Paralyzed and non-verbal 
people slt sl lent and motionless, with thoughts and emotions 
trapped lnslde thell heads. Without an ally on the 
professional staff -- a knowledgeable and understanding 
friend and caregiver -- lt ls almost lnevltable that they 
wl I l be overcome by hopelessness. 
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It takes time for persons with severe dlsabl I ltles to trust 
a caregiver -- or for that matter, anyone. Their view of the 
world has been forever altered. Even the person who has 
dealt with caregivers for years, has experienced the 
devastation of being betrayed by someone they thought they 
could trust. It ls MHCAP's view that a careglver's first 
loyalty ls to his/her cl lent -- regardless of agency 
affll latlon. 

Any able-bodied person working with the severely disabled 
must realize that no matter how we! I they think they may 
know a person with dlsabl I ltles, there Is a I lne of 
understanding that they can never cross. There ls simply no 
way that they can understand the unabatlng huml l lat Ion, 
Invasiveness, frustration, fear, and al lenatlon associated 
with physical dependency. And there ls no way they can know 
how they would react under slml Jar circumstances. If they 
think they can understand, It's time they got out of the 
business. 

Effective Monitoring 

When a group has a maximum of three people, and when the 
staffer and the case co-ordinator are answerable to the 
cl lent, monitoring automatlcal Jy becomes more efficient. 
Abusive and neglectful nurses would be lmmedlately removed, 
and the cl lent would not have to fear retal lat Ion. They 
would also be free to take further action. 

When only two or three cl lent 1 s are sharing caregivers, It 
becomes easier to single out addicts and thieves. It ls 
uni lkely that people with these pathologies are going to 
confine their activities to one cl lent. Large agencies 
rarely take meaningful action, and there ls nothing that 
wl I I provoke a cllent 1 s feelings of helplessness more than 
being alone and vulnerable to the mood swings of a 
drug-dependent nurse, or knowing that someone you thought 
you could trust ls taking advantage of your paralysis, going 
through your personal things, and steal lng them. 

Staffing Polley 

Staffing ls never easy, and the nursing shortage ls making 
the present situations all but Impossible. However, smal I 
groups should be far easier to staff because a large number 
of nurses could be oriented for a smaller number of clients. 
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One of the reasons nurses leave home care agencies -- or 
sometimes leave home care altogether -- ls because they 
simply can ✓ t take the pressure of the agency hounding them 
to work, and they can ✓ t take the stress of constant agency 
ln-flghtlng. A small Independent group would help to create 
a more co-operative working environment. And because the 
cl lent would be ln charge, ln-flghtlng would be controlled 
because malcontents and agitators would be removed from the 
case. The intention of the co-operative group ls to provide 
the most efficient unlterrupted stressfree care possible. 
Control 1 lng, emotionally needy lndlvlduals have no place ln 
this setup. 

This program would be based on a new and sound home care 
model, not an out-dated lnstltutlonal model. Within the 
limits of state and federal regulations, each Individual or 
group of lndlvlduals could make their own rules. There ls no 
reason that this model could not be equal Jy as 
cost-effective as agency run home care for which Medicaid ls 
wil I Ing to pay. And lt ✓ s MHCAP ✓ s position that the system of 
monitoring would be far more effective. In terms of 
self-determination and self-empowerment, there ls, In this 
program ✓ s oplnlon, no comparison between the smal I group 
model and the traditional home care agency. In the interest 
of human rights and in the interest of efficient home care, 
MHCAP hopes this model wi I 1 be given serious consideration. 

October, 1987 

Susan R. Margoles 
Executive Director 
Minnesota Home Care Advocacy Program 

Richard M. Mersky 
Associate Director 
Minnesota Home Care Advocacy Program 
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ul woman silently carries her 
de for disabled to Capitol Hill 

room suddenly 
for the sound of 
ventilator that 
an alive. 

air, Susan Mar
de to the halls of 
, an appeal for 
've in their own 

cated .to the congressional panel via a fore Congress or accomplish what she 
letter board, blinking her eyes to spell has done. 
out words. 

"Government-sponsored home care 
must be made available to severely 
disabled people,'' she said ... It must 
be an alternative to the institution." 
The House subcommittee chairman, 
Rep. aaude Pepper, 0-Fla., strained
forward to listen. 

• • 

Pepper, who has gained a national 
reputation for his work on behalf of 
the elderly and infirm, said that in 50 
years on Capitol Hill he had never 
seen someone so disabled testify be-

·"It is the most striking example of
courage I've ever seen," Pepper said
after the hearing, placing his hand on
hers, as she looked at him silently, a
slight smile crossing her face.

• Margoles has ALS, also known as
Lou Gehrig's disease, and has be
come Minnesota's leading advocate
for home care patients. She is execu
tive director of the Minnesota Home
Care Advocacy Program, a new state

Disabled continued on page I IA
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organization that in a few months 
has acquired 42 disabled clients, 
many of whom she visits herself. 

Val Halamandaris, president of the 
National Association for Home Care, 
who also testified yesterday; said 
there is no other organization like 
Margoles' 'in the United States, and 
called her remarks "stirring." 

Margoles told the Subcommittee on 
Health and Long-Term .Care, "We 
have a right, just as much as able
bodied people, to take risks. 

"We must have guidelines to protect 
us from violations by health care 
agencies. We have not committed a 
crime by becoming disabled.•• 

As many as 20 million Americans are 
getting or are eligible for home care 
in the United States, according to 
rough estimates by Pepper. The Con
gressional Budget Office has estimat
ed that 2 million to 4 million need 
long-term·care, but are unable to re
ceive it, Halamandaris said. : , 
}\ccording·10 a 1985 state study, 
'32,000 Minnesotans receive govern
ment-funded home care, but an esti
~ted 56,000 to 80,000 need it 

'Pepper bas introduced a home care 
proposal that would provide nursing 
qlre and home services for the chron
jeally ill. He caJls • it the most cost
~ffective solution and says many 
l'amilies are driven into financial ruin 
;When they must take care ofloved 
ones at home. Several i;uch families 
;iestified at yesterday's hearing. 
t·~ :, 
'6ome of the· problems the disabled 
'.face were illustrated yesterdla.y by the 
:extraordinary difficulties Margo\es 
~din giving her testimony. 

Associated Press 

Susan Margolis testffled before Congress Thursday, accompanied by Dick Mersky of Minnesota Home Care. 

She normally speaks and writes with 
a computer, using a device that rests 
on her eyebrow to activate it, but the 
device was apparently damaged in 
transit, so she had to use the letter 
board to speak. 

Part of her testimony was given yes- • 
terday by Dick Mersky, associate di
rector of her St Paul-based organiza
tion. 

Margoles has become an ever-in
creasing force in the state politics of 
home care. Gov. Rudy Perpich visit
ed her at her St. Paul apartment in 
early June, and promised to back 
legislation for home care reform that 
she is supporting, according to state 

Rep .. Howard Orenstein, DFL
St.Paul. 

••1 think she's a miracle worker," said 
Orenstein. "Without a voice or with
out use of her arms or legs, she gives 
voice to people in a desperate condi
tion." 

U.S. Rep. Bruce Vento met her re
cently and recommended to Pepper . 
that she testify. 

"Susan Margoles is the best example 
of the possibilities of home care," 
Vento said yesterday. "It is hard to 
imagine someone with more disabil
ities." 

Nonetheless, the position papers that 
stream from her computer include 
pleas for increased training and 
wages and improved conditions for 
nurses who talce of home care pa-
tients. • 
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Home-care advocates give disabled an option 
By Randy Furs! 
Staff Writer 

The van pulled up at the south Min
neapolis hom;e of a man with Lou 
Gehrig's disease. 

Out of the van came two people in 
wheelchairs. • 

One of them, Susan Margoles, 40, 
also has amyotrophic lateral sclerosis 
{ALS), the neurological disease that 
killed baseball player Gehrig. She is 
totally paralyzed, unable to speak 
and unable to breathe without a ven
tilator. The other, Larry Kegan, 44, is 
a quadriplegic. 

a man with a debilitating disease, an 
effort that is being called one of the 
most remarkable social service proj
ects in the United States. • 

"I am in awe of it," said Arthur T. 
Himmelman, a senior fellow at~ 

. University of Minnesota's Hum- • 

The two were making a house call on Handlcapptd continued on page SA 

polls Star and Tribune 
anuary 3011987/ • SA 

ndicapped· 

m springs from Margoles' 
more than two years agd lo 
If out of an institution.' 

ul woman w•m the support 
Levine,•who was then the 

an services commissioner 
officials who pledged t~ 
her horne... . 

, lo tarry on- the effort on 
others. She now heads the • 

re _Advocacy Program, 
11 m J_une. h serves • 1 s 

~argoles is assisted by 
Mersky as unpaid 

patiehts ilre; trapped 
t because of lln in-

' borne, but because 
that borne care is 

Margoles. 

at rests on her eye-·' 
able to type on a 

. ._ display terminal. 
CO~municates and 
e visits. 

"She inspired me so much " said 
Kristin Westby, 22, who has ~ultiple 
sclerosis. Margoles visited her al Ab
boll No,rthwestern Hospital, and 
~ro!_e. her 'tetters. Now Westby is liv
ing m an apartment with an aide. 

"Susan told me to jusl keep believing 
an_d keeping faith in myself," Westby 

1 
said;. "Whal she did is gave me my 
respett ~ack. She is really a neat lady. 
And so 1~ Larry. They were just both 
very uplifting." Said Cath Westby 
Kris.tin's mother, "Susan gave u~ 
hope. She'!! incredible." 

The advocacy program has two goals: 
to make home care a viable alterna
tive for patients requiring 24-hour 
care. and to empower patients to be 
their own advocates within medical 
and social service systems. 

H. Eames Bishop, who founded the 
ALS • Society of 'America and was 
president for 10 years, said from Los 
Angeles that lhe prdgraln is a model 
for the United State$. "I'm satisfied 
Susan i~ going to leave a big mark on 
society," he said. "She is an inspira
tion to all people who have a heallh 
disadvantage. She is a fantastic worn-... . , .. an. 

Kegan, of St. Paul, got involved in 
the program after seeking Margoles' 
aid in getting home care for himself. 
He betame paralyzed at age 16 after 
a diving accident. He is a college 
graduate who has led an active life, 
but he had been sinking into a de
pression ~litm~ of r,roblem~ )itnit
ing his independence. He was m the 
hospital when he heard of Margoles· 
ability lo tut t.h.~_?~gh. bureaucracy_-'lh 
settlHg u~, hoWie care. "Dori't give 
in!" Margdles wroie h1ni. "You can 
go home. r did, and I will tell you 
how_ l petitioned the state for my 
rights. and how you, too, can get the 
care you /Jeed at ~ome .... " 

Kegan's physician, Dr. Scott Davies, 
said that' in the past it's been the 
"squeaky· wheels" who got home 

· care. Now. he ~aid, Kegan and Mar
goles are showing others how to get 
it. He said it makes a big difference 
for patients to be at home with an 
aide rathe( tharl il1 a nursing home. • • 

Matgi>les 'and Kegan recently met 
with south Minneapolis resident Da
vid Sheets, 37, who has ALS. "My 
single greatest fear is I won't be able 
to remain at home," Sleets told 
them. He talked of the stress he was 
under.· 

"One thing we people should realize 
about neurological disease is that we 
people are under stress," Margoles 
answered. "We don't know what the 
future will be like, so you don't need 
the additiclrial stress of not knowing 
if you'll be able to be at home." 
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t~ additional stress of not knowing 
iCyou'II be able to be at home." 
_t 

uater Sheets got word from state offi
cials that he would be able to stay in 
hir home with 24-hour home care. 
NJcir,ky. associate dire.ctor of the pro
gnen. who_ i~ able-l?<>died. called the 
Slleets dects1on a v1ctory. The advo
cacy program, be said, is soliciting 
pirblic. corporate and foundation 
~~ey. 
A,~ . 

~· Grossman, policy consultant at 
tile'. state Human Services Depart
niertt. said the group .. goes right 
along with our effons to keep people 
in tflcir homes and in the community 
as .long as possible .... We're real 
excited about their effons to improve 
the :quality of life of people with 
d~ilities." 

.... 4 

Tht Humphrey lnstitute's Himmel
man said Kegan and Margoles "are 
working on some of the toughest 
problems in human services - the 
deinstitionalization of extremely dis
abled people. . . . The quality of the 
work they are doing is as good as 
anything I have seen by community• 
based advocates." 

Levine calls the program .. an out
standing, unique effon to expand the 

Susan Margolea, left, David Sheets and Larry Kegan met in Shdts' home recently to talk about what steps 
they could take to enable him to live at home with 2~hour care. The state agreed to tile arrangement.. 

horizon for disabled persons in Min
nesota. It promotes the independence 
of these people and affirms their tal
ents, intelligence and dignity." 

Margolcs said, ""Given the chance, 
the disabled want • and can make 
valuable contributions to their com
munities. Not only is home care a 

more humane and sensible alterna
tive, it is far more cost effective," she 
said. The group can be reached· at 
627-0101. . 







POETRY 
IN 

MOTIONLESS 
Susan Margoles is totally paralyzed. She is also an independent, high 

energy achiever who enjoys life. 

BY STEVE KAPLAN 

PHOTOGRAPHS BY LARRY MARCUS 

Susan Margoles cannot utter a 
word, yet she has become a spokes
person for the severely handi
capped. She cannot move a muscle 
in her body, yet she has moved a 
state bureaucracy. She does not 
have the strength to depress a 
typewriter key, yet she has written 
an award-winning children's story. 

All of her writing and commun
icating is achieved by a laborious 
method of her operating a comput
er with eyebrow movement. 

Margoles is a victim of amy
otrophic lateral sclero&S (AlS), 
more commonly known as wu 
Gehrig's disease, a progressive ill· 
ness that eventually steals all mus
cle control from its victims, as it 
has from Margoles. But total pa
ralysis has not immobilized her. 
She is a powerful presence, a high
energy achiever. And her ideas just 
might revolutionize the treatment 

of the severely disabled across the 
United States. 

From her bed she has created 
the Minnesota. Home Care Advoca
cy Program, an organization that 
lobbies for more and better home
care programs for the severely dis
abled. To spread the home-care 
gospel, Margoles visits the disabled 
in hospitals. To see her aides carry 
her from her St. Paul apartment to 
the van that takes her to various 
hospitals around the Twin Cities, it 
looks more like she's off to get help 
than to give it. 

Ten years ago she was an ac
tress, night.club singer, and social 
activist. During the height of the 
Wounded Knee trials, she taugh� 
creative 'Writing at alternative 
schools established by the Ameri
can Indian Movement (AIM). One 
day, she tried to start her car after 
leaving work, but her thumb was 

too weak to turn the ignition ke: 
She visited several doctors, w 

put her through a series of new 
logical tests to determine the-cau 
of her loss of thumb control. Aft 
months of such testing, none oft 
doctors was willing to give her 
diagnosis. 

"Whe11 I asked my doctors wq
I had," she explains, "they beca.t 
extremely evasive. Finally, I w� 
to the Mayo Clinic. They told � 
the truth-I had ALS-and as 9
fl.cult as that was to hear, I 1
glad that someone was fin.:j
being honest with me." .. !

ALl is almost always a ·� 
neuromuscular disease. Typic:ill 
victims become weaker until tb
are unable to walk, move, sWall0'
speak, or even breathe. It is � 
disease that afflicted Senator 
cob Javits and actor David Nive
among others. It is four tunes mo 

Susan Margoles at home in her apartment-where she has fought so hard to be. Most. severely disabled people spend
their lives in hospitals. -
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To see her aides carry 

her From her St. Paul 

apartment to the van 

hich takes her to var

ious hospitals around 

the Twin Cities, it 

ks more like she's oft 

get help than to give 

it. 

common than muscular dystrophy 
and at least as common as multiple 
sclerosis. 

Susan suffered from the anger 
and denial that inevitably accom
pany the revelation of the life
threatening nature of a disease. 
After the initial diagnosis, • she 
went home and, in a blind and 
burning anger; burned all the tape 
recordings of her singing. 

"I was angry," she explains, "and 
when the implication is that you 
only have two or three years to 
live, it doesn't seem as though 
there is much reason to keep a 
demo tape. Singing was very im
portant to me, and destroying 
those tapes was like ending a part 
of my life. Later, as the disease 
progressed, I lost my voice-it was 
as devastating as losing the use of 
my body." 

She became progressively weak
er and less able to participate in 

normal life until she was finally 
forced t;o st;op working and became 
bedridden. 

"It was then that I began to 
descend into a nightmarish exis
tence," she says. "I lost virtually 
all my strength. I lost my appe
tite, and I got down to seventy-six 
pounds. I began having excruciat
ing headaches, and was nauseated 
most of the day. My breathing was 
becoming increasingly difficult, 
and I had choking spells on a reg
ular basis. It was painful just lying 
in bed. and I was so afraid of chok
ing t;o death in my sleep that I was 
getting about an hour of sleep each 
night." 

Even during this most difficult 
of times. she refused to give up. 
Every morning she would have her 
aide wheel her and a huge canister 
of oxygen to the bathroom, so she 
could take a shower. "I refused to 
just stay in bed," she says, "because 

-

When traveling 
and visiting, 
Susan communi
CMeS with a word 
board, assisted by 
a nurse. 



if I did f d have t.o admit that I was 
as sick as I f-elt. If I could get up 

. and do something, I wasn't com
pletely licked." 

"When I look back on those 
days," she continues, "I honestly 
don't lmow how or why I survived. 
The only thing I can think of is that 
I was more afraid of death than I 
was afraid of living with my dis
ease. It's impossible t.o describe the 
terror associated with being that 
close t.o death. Or the feeling of 
helplessness that comes from being 
almost t.otally paralyzed, lmowing 
that if you began t.o choke you 
would have no way of letting any
one lmow. Knowing also, that if it 
came right down t.o it, there would 
be no quick form of suicide." 

Taking charge of her life 

After years of living like this. 
she had a tracheost.omy ( a breath-

ing hole cut in her throat) which 
miraculously relieved her headach
es and nausea. Difficult and slow 
communication had been achieved 
by using a word board. held by a 
nurse. Susan would indicate the 
group of letters she wanted t.o 
choose from, and then individual 
letters, by looking at them directly. 
Then she got a computer, which 
allowed her t.o form words without 
the nurse's help: A swit.ch was at
tached from the computer t.o her 
eyebrow. Her word-processing pro
gram divides the letters of the al
phabet int.o five di:ff erent groups. 
She chooses one of the groups, and 
then a letter inside the group, by 
eyebrow movements. By this labor
ious method she builds words. sen
tences, paragraphs, and, eventual
ly, position papers, novels, and 
short stories. 

When the state of Minnesota 
was deciding that Susan_ should 

spend the rest of her life in a hOf 
pital, Susan was deciding that tlui 
was something she would never ru 
cept. She was forced t.o spend he 
life immobile, but at least she coul 
spend it at home, among her po: 
sessions and directing her own a: 
fairs. She decided t.o fight. 

Using the t.elephone and tl 
computer, she researched the COS1 
of home care compared t.o hospit 
care. She discovered that not on 
was home care preferred by • 
most severely disabled people, b1 
it was significantly cheaper : 
well Her own .case tells the st 
ry. A day's hospital cost-a:roUI 
$2,500-contrasted greatly 
$300, the daily cost for living in h 
own apartment. Armed with tb 
information of almost thre 
quarters-of-a-million dollars a ye: 
savings t.o the state she was al: 
t.o convince the Minnesota Depai 
ment of Human Services t.o set h 

Minnesota Home Care Advocacy Program 

"We believe that many, if not 
most, disabled people living in hos
pitals are unnecessarily insti
tutionalized,,. says Susan Mar
goles, summing up the philosophy 
of the program she helped found, 
the Minnesota Home Care Advoca
cy Program (MHCAP). Margoles 
is t.ot.ally paralyzed and communi
cates only with a computer that 
she operates with her eyebrow 
movements. 

"Many disabled patients are 
trapped in institutions," she says, 
'"not because of an inability to live 
at home, but because they are un
aware that home care is an option. 
MHCAP aims to provide a way out 
of the institution and to help pa-

tients control and in
crease the quality of their 
lives." The hospital cost 
of maintaining a. severe
ly disabled patient usual
ly rans 1:en times what 
it costs t.o provide home 
care for that same pa
tient. 

Margoles and two oth
er handicapped advo-
cates visit a:nd advise se
verely handicapped pa
tients across the Twin 
Cities, and, occasionally, 
the country. Beyond in
forming patients of 
their home care options, 
MHCAP is intensely' in-

An M~AP board meeting with Susan 
presiding. 

SEPTEMBER 1987 S 

s::id 



11T o the greatest degree 

possible, I allow no one 

else to make decisions 

For me. I remain in 

charge of my care, and, 

essentially, in charge of 

my life." 

ved in political and educational 
rts. Its primary goals include: 
.• Alleviating the shortage of 
e-care nurses. There • are too 
home-ca.re nurses ~ of 

pay and lack of available train
By bringing salaries and hen
into line with those of hospital 

, more people would be at
t.o the profession. Mar

also advocat.es that home
.nursing become an option in 

g schools. MHCAP is work
With the University of Minne

l of Nursing to develop 
are specialty field of 

e . • major problem in 
; th,,e home-eare option 
1:Y, Margoies says, "is 

ed home-eare nurses 
eet the emotional and 

of their clients." 

up in her own apartment. 
Once she was comfortably set up 

at home, she began to encounter 
the problems of a system that was 
geared to treating the severely dis
abled in hospitals. not homes. As 
those problems arose, she began 
thinkirtg about solutions. and de
vising ways t.o help others in her 
situation. The severely disabled, 
she understood, tend t.o relinquish 
control of their lives t.o others. She 
decided t.o inspire other severely 
disabled people by her own story. 

Her first client was Larry Ke
gan-a quadripeligic who has been 
confined t.o a wheelchair for almost 
thirty years. Kegan heard of Mar
goles' success in obtaining home 
care for herself and wanted t.o 
know if it was possible for him, too. 

"'When I finally started recover
ing, I got to thinking about getting 
out of the hospital. I had t.o ar
range more, an(j better, home care 

2. Permitting the patient to hire 
a personal care attendant (PCA), a 
paramedical rather than a nurse. 
PCAs cost less than nurses and of
ten serve the patient just as well 
Still, medical assistance limits and 
may even prohibit their hiring. 

3. Allowing patients who re
quire a breathing ventilator t.o 
have their own attendant or nurse 
accompany them when hospi
talized, because the ventilator pre
vents the patient from speaking. 
Ma.rgoies, who UBeS a ventilator, 
was hospitalized and unable to 
communicate t.o the nurse that she 
couldn't breathe; she then suffered 
a respiratory arrest. .. The only 
reason I am still alive is because 
my attendant walked in and found 
me," Margoles says ... It is dif. 
ficult for abl&-bodied people to 

for myself, and I didn't know quite 
how to go about doing that," Kegan 
says. Someone suggested that he 
call Susan Margoles for help. But 
when he called her house, he dis
covered that he couldn't talk to 
her directly, but had to talk to her 
nurse. He heard a computer click
ing in the background-it was o~ 
erated by Susan, instructing the 
nurse what t.o say. 

"I wondered how this lady who 
can't even talk could help me," he 
says. "Then these letters started 
coming to me, perfectly written 
printouts, that just blew me away. 
They not only gave me the informa
tion I needed, they were witty and 
well written as well." Margoles in
structed him through the letters 
how to seek help. Doors started 
opening for him. He received state 
funding for additional home care. 
which made his life considerably 
easier. "fve got the care t.o do what 

understand the sheer terror expe
rienced when one is t.otally para
lyzed, unable t.o speak. and left 
alone in a hospital room or the feel
ing of violation when people are 
doing things to your body that you 
don't want done." 

4. Defining the social agency's 
responsibility and the client's 
rights in home-care management. 
Severely disabled patients are of
ten treated like sacks of potatoes. 
Nurses should take pains t.o re
spect the client's right and need for 
privacy as well as his basic right to 
remain in charge of his own life. 

5. Seeking the right of the dis
abled to work. In an ironic reversal 
of the American ethos, most Med
icaid recipients would lose their 
medical aid benefits if they earned 
salaries. Margoles works one bun-



I want," he says. "I don't have t.o be 
afraid of being alone anymore." 

Kegan decided that he wanted t.o 
lrnow more about his ment.or, so he 
made an appointment t.o meet her. 
"So I came over and I found out 
that, besides everything else, she 
was also a writer, which I had 
guessed anyway from reading her 
letters. I t.old her about the st.ones 
I write, which are really only my 
life adventures in rough draft, and 
she was excited by them. She of
fered t.o help me write my biogra
phy. So I began seeing her three 
days a week t.o tell her my life's 
st.ory and adventures. fd come 
back a couple of days later, and 

• everything I t.old her would be com
pletely transcribed, with a cover 
sheet asking me questions on the 
story, and requesting certain elab
orations so she could give it better 
color and effect." 

Margoles t.old Kegan about her 

dred hours a week on the home 
care advqcacy program, yet she . 
cannot receive a penny for her ef
forts. "Mariy severely disabled are 
able t.o make significant contnou
tions and want t.o work. but they 
are prohibited :from doing so," she 
says. "What the right to work will 
do is t.o turn a significant number 
of recipien~ int.o taxpayers. It will 
create a new group of useful. pro
ductive workers. And it will give 
depressed and hopeless individuals 
a sense of self-worth and a reason 
for living."■ 

idea of helping other severely dis
abled people find home-rare· help. 
He became the first volunteer in 
what was t.o become the Minnesota 
Home Care Advocacy Program. 
Together they • visited hospitals, 
cheering other severely handi
capped pe<1ple with the news that 
they did not have t.o spend their 
lives in the hospital if they didn't 
want t.o. They made quite a sight 
when they went t.o work: Kegan, 
in his wheelchair, and Margoles, in 
her lounge chair, rolling through 
hospital corridors, breaking sterecr 
types as blithely as Zsa Zsa broke 
wedding vows. 

The home-care program re
mained in a formative stage, how
ever, until Kegan introduced Dick 
Mersky t.o Margoles. Mersky, a tel
evision advertising producer, had 
heard about Margoles and decided 
to make a movie of her work. 

"I was blown away by what she 

was accomplishing," Mersky sa) 
"and I figured this would make 
wonderful documentary. You ha· 
t.o be a very strong person 
have gone through what she we: 
through and then turn everythu 
around and come back full force. 

AP, Mersky discussed MargolE 
ideas with her, he got himSE 
involved. He started formulatiI 
programs and planning strategi, 
with her, phasing out his adve 
tising career. A few months 2 
ter meeting her, he was spencfu 
twelve t.o fifteen hours a day, sev1 
days a week. without pay, workiI 
on the program. "I got so involv1 
in what they were doing and so r 
spired by Susan, and the progra 
required such immediate help tit 
the documentary, and eventual 
my whole life, got put on the ba.c 
burner," Mersky says. "The moi 
people we were talking t.o,. • tl 
more we realized how many de 

M~AP members Lany Kegan (left:) and Doug R-anzen (middle) visit :j 
Mi1e Broitzman in the hospital. • 
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al do most oF what I do 

For the exact same rea

son anyone does any

thing: to maintain the 

best quality oF life." 

perate people there were out there 
who needed our help. 

"In my advertising job, I began 
to lose perspective about what's 
real and what's not, and what's 
worthwhile and what isn't. But to 
me this job has been real inspiring. 
To create a program and to help all 
those people every day makes all 
the work worth it. What rm doing 
now, very unlike producing televi
sion commercials, has some ulti
mate value to it." He is now a sala
ried organizer of the Home Care 
Advocacy program and Susan's 
public voice, presenting the pro
grams to the media, to foun
dations, and to the legislature. 

Prodigious writings 

Susan Margoles' paralyzed 
hands might seem to be full-being 
a patient advocate, writing a biog
raphy with Larry Kegan. and di-

recting a program to change the de
livery of medical care to the severe
ly disabled. but that's only part of 
her activities. She recently wrote 
a children's story which was given 
the 1986 Northwind Storyhour Chil
dren's Literature Award by the 
Loft Writers Circle. She is also writ
ing grant proposals, home-ea.re idea 
sheets, and is working on a novel, 
about half done-a fictionalized ac
count of her fight with ALS. Her 
prodigious writings are all the more 
astounding in view of the method 
she must use to write. 

Though most of Margo I es· time 
is spent working with MHCAP, she 
has many friends and a social life. 
It was not always so. As her dis
ease lessened her ability to move 
and communicate, her friends be
gan to fall away. 

"I used to be able to pick up the 
phone and call her," says her long
time friend. Penny Galinson "But 

ftr~g::r-·-ttP?:.:?-~c 
Susan and Dick 
Mersky testitying 
before Rep. 
Claude Pepper's 
committee during 
a recent visit to 
Washington, 

;·-,i_,, 

u· . :- •• 

D.C. 



as the disease progressed we had to 
go see her in person. Even in per
son it became increasingly difficult 
to understand what she was say
ing, until she just didn't have the 
ability to speak at all. And every 
time you visited her you !mew it 
was never going to get better 
or easier, but only progressively 
worse. However hard it was to talk 
with her this time, next time it 
would be harder. It was just devas,, 
tating to watch, and emotionally 
difficult to handle. Though fm a
shamed to say it, it just became 
easier to stop seeing her at all." 

"I went through a time when I 
was hurt and very angry and felt 
abandoned," Susan says. "A lot of 
my friends had dropped out be
cause they couldn't deal with my 
illness. AB I became physically 
stronger, I also became emotional
ly stronger, and I decided to face 
that problem. I decided to have a 

Simon and June 
Margoles with 
their daughter. 

party and invited all the friends I 
hadn't seen for a long time. They 
were both nervous and relieved; it 
was like I was telling them they 
could stop feeling guilty and just be 
my friends." 

Susan planned all details of the 
party, and she directed her home
care workers in making the 
twenty-item buffet she served 
-she is an experienced gourmet 
cook. "The day before the party," 
she recalls, "I got so sick from anx
iety that I thought I was going to 
have to call it off." The party was 
a resounding success, and she has 
had many others since. 

"I am often asked how I manage 
to avoid depression and maintain 
the will to live," she says. "fm not 
always successful. I occasionally 
have very grave depression and al
most incapacitating anger. But 
most of the time I look forward to 
life, I enjoy life. 

"I find that I am most successful 
at warding off depression by con
tinuing to make plans for the fu
ture. I never stop involving myself 
in the process of living. A lot of 
people think that the reason dfa, 
abled people do anything besides 
sitting on their butts is because 
they are making a conscious chal
lenge to their disability. Speaking 
for myself, I do most of what I do 
for the e~t same reason anyone 
does anything: to maintain the best 
quality of life. 

UI will not allow my disease to 
alienate me from the world around 
me. To the greatest degree possi· 
ble, I allow no one else to make 
decisions for me. I remain in 
charge of my care, and, essentially, 
in charge of my life. "111 

Stet1e Kaplan is a widely published free
lance writer li1n·nq in St. Paul. Minneso· 
ta, who is also a contributin9 editor of St, 
Paul magazine. 

SEPTEMBER 1987 



MINNESOTA HOME CARE ADVOCACY PROGRAM 
For the DISABLED by the DISABLED 

Dear Client, 

i<ECELVEL». 

FE82 S 1988 

of Health Systems Develr 
1\1 Deoartment of HA"' 

The MINNESOTA HOME C~RE ADVOCACY PROGRAM is a patient advocacy program 
of direct service and referral for the severely disabled. It is dedicated to protecting 
the self-determination of the ill and disabled by: (l) defending the right of the 
chronically ill and disabled to remain in, and return to, their homes, (2) promoting 
government-sponsored, twenty-four hour home care, (3) providing support services to 
disabled people living at home, to help them maintain their independence, and (4) 
establishing a computer-linked network of information, advocacy, and referral for home 
care patients. 

many, if not most, disabled people living in hospitals and nursing 
homes are unnecessarily institutionalized. Even those patients with the most severely 
debilitating illnesses and physical disabilities can, if provided with twenty-four hour 
care, live at home. 

Many disabled patients are trapped in institutions, not because of an inability to live 
at home, but because they are unaware that home care is an option. It is the desire 
of this program to provide a way out of the institution and help patients take control 
and increase the quality of their lives. 

It's often as difficult to .de-institutionalize a patient's mind as their body. In spite of 
the frustration, the boredom, and the oppressively controlling atmosphere of the 
institution, the very sameness of the routine can create a measure of security they are 
unwilling to give up. They lose all confidence in their ability to live on their own. 
'They've had other people making their decisions for them for so long that they have 
to. be weaned away from their institutional mind set. It is the desire of the 
MINNESOTA HOME CARE ADVOCACY PROGRAM to give institutionalized patients the 
kind of support that will build their confidence to the point where they are able to 
take control of their own lives. 

he director and outreach advocate of this program are themselves disabled and make 
~rsonal visits to institutionalized patients. We hope that, by example, they will 
spire people to look beyond their present situations and see the possibilities of 
dependent living. 

hrough personal visits and a computer-linked network of information and services, we 
~oprovide services to the severely disabled now living at home.· Our follow-up 
ogram includes continuing support services, advocacy, and encouragement that help 

pie maintain their independence. 

disabled people, our staff know first hand the terrible alienation and feelings of 
h lplessness long-term patients experience in hospitals and nursing homes. No matter 
. ow strong we may be, there are circumstances that can make all of us vulnerable and 
10 need of advocacy. 

2235 Pinehurst Avenue•St. Paul. Minnesota 55116•(612) 698-HOME 



MINNESOTA HOME CARE ADVOCACY PROGRAM 
Page Two 

If you answer yes to any of the following questions, you may be in need of patient 
advocacy. If so, please fill out the attached application. If you wish, a patient 
advocate will call on you. 

Are you now in a hospital or nursing home, wishing to return home with twenty-four 
hour care, but don't know where to start? 

Are you living at home and having trouble dealing with the medical bureaucracy? 

Do you believe your civil or human rights are being violated? 

Do you believe you are the victim of neglect or abuse? 

Are you without medical insurance or under-insured and in need of Medical Assistance 
or Medicare? 

Are you unemployed due to the severity of your disability and believe you may be 
eligible for Social Security Disability or Supplemental Security Income? 

Do you want to leave the hospital or nursing home but need accessible housing? 

Are you unable to speak or unable to write and in need of a computer that will help 
you communicate? 

Please give us a call. (612) 698-HOME 

MINNESOTA HOME CARE ADVOCACY PROGRAM IS A NONPROFIT ORGANIZATION. 

THERE IS NO CHARGE FOR OUR SERVICES. 



INNESOTA HOME CARE ADVOCACY PROGRAM 
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SHORTAGE OF HOME CARE NURSES 

It ls the position of the Minnesota Home Care Advocacy A 

Program that the state take the following measures to make 
private duty nursing more equitable with other forms of 
nursing: 

- increase the rate of pay to make private duty pay 
equal to the rate of pay suggested by the Minnesota 
Nursing Association. 

- grant tlme and a half pay for over-time. 

- grant double-time pay for holidays. 

The fact that private duty nurses do not presently receive 
any of the above exacerbates an already serious shortage of 
qua1lfled home care nurses -- one of the most pressing 
problems in home care today, for patients receiving 
twenty-four hour care through Medical Assistance. The 
turnover ls extremely hlgh, and the stress on patients from 
continuous orlentatlons and the lack of coverage takes a 
high tol 1. 

There are several causes for this problems: 

- Rule 47 of Medical Assistance prohibits patients from 
uslng agencies to manage thelr case. They are only allowed 
to use private duty nurses. Private duty nursing pays less 
than the county nursing agencies, and therefore fewer nVrses 
are available to patients needing twenty-four hour care. If 
the pay were more equitable, home care would stll I be the 
least expensive care. <see chart A> 

- Private duty nursing offers no over-tlme or holiday pay. 
Why should nurses interrupt thelr holidays or work extra 
shifts when those gestures are not recompensed. M.A. home 
care clients cannot require care givers contractually to 
work holidays. They are dependent on the good wl I I of their 
care givers. One way to Increase good wl 11 ls to offer 
Incentives such as double time pay on national holidays. 

- Private duty nursing offers no upgrading of wages 
according to experience oc- length of service. Nurses who 
remain with a cl lent foe- years receive no more pay than 
nurses who are new to a case. 

taff turnover ls a source of enormous stress for patients. 
lghty stc-essed patients develop more health problems 
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because stress affects the immune system. A disabled patient 
who becomes il I enough to require special medical treatment 
in the home is going to cost M.A. a significant bl l I. A 
disabled home care patient who has to be hospitalized for a 
temporary l 1 lness, such as pneumonia. ls going to cost M.A. 
an enormous bil 1. So making efforts to reduce stress in a 
patient/s I ife ls cost-effective. 

Home care is a humane and sensible alternative to 
institutional care. Home care ls on the increase; it;s the 
least depersonalizing form of care, and in most cases is 
significantly less expensive. MHCAP bel leves Medical 
Assistance must take into account the fact that home care is 
a reality in Minnesota. and as such must be supported with 
realistic pay. time and a half for over-time pay, and double 
time for hol lday pay. 

Susan R. Margoles 
Executive Director 
MHCAP 

Richard M. Mersky 
Associate Director 
MHCAP 
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Position Paper II 

NEED TO INCREASE ATTENDANT HOURS AND ALLOW THE DISABLED 
TO MAKE THE FINAL CHOICE OF CARE GIVER 

Not every person in need of twenty-four hour home care 
requires a nurse. Many individuals -- even some ventilator 
patients -- can get along very well with well-trained 
attendants. However, under the Personal Care Attendant <PCA) 
Program. Medical Assistance limits PCA care to a maximum of 
two hundred hours per month. M.A. also prohibits ventilator 
patients from using PCA,.s. 

The Minnesota Home Care Advocacy Program believes this rule 
is both unrealistic arid cost-ineffective. As more and more 
people become candidates for home care. increasing numbers 
of care givers wi II be needed. At present, there is a 
serious shortage of nurses, and there is no reason to 
be! ieve the situation wil I improve in the near future. The 
two hundred hour limit on PCA,.s al lows a maximum of six and 
a half attendant hours per day. This means that people on 
M.A. who require twenty-four hour care are either allowed to 
use nurses the other seventeen and a half hours. or receive 
no other care at all -- forcing many people into nurslnq 
homes. Why assign nurses to cases where they are neither 
needed or wanted when there are clients who do require and 
need nursing care and are desperately understaffed? 

rule also means Medical Assistance is going to pay 
thousands of unnecessary dol Jars on cases where the client 
requires twenty-four hour care, but doesn,.t require nursing 
care. This is a foolish expenditure, when the problem could 
be resolved simply by increasing the PCA hours. 

This has been a special problem for vent patients,. who have 
been excluded altogether from using PCA,.s. There are 
certainly some clients whose conditions necessitate ski! led 
nursing care. But making a blanket rule that prohibits all 
vent patients from using PCA,.s is extremely unwise. Most 
vent patients are still alive because they have learned how 
to Protect themselves, how to manage their care, and how to 
urvive. They may indeed have many needs -- but they are not 
n need of the paternalistic protection of bureaucratic 
f~icials who know nothing of them, nothing of their 
b1Jities, and nothing of their care. 

Some clients do need help in making decisions about the type 
care giver they need. A visitinq nurse or doctor. co ~ nversant with al I aspects of the client/scare. or an 
ocacy agency run by and for the disabled -- working on a 
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one to one basis with the client -- are in better positions 
to give a realistic appraisal of need. They are 
most certainly in a more real lstic position than a Medical 
Assistance official who has never even met or conversed with 
the c1 lent. The best plan is always to thoroughly discuss 
every care alternative with the client, so that he/she can 
make the ultimate and informed choice. 

Liability is always a concern for government. and is of 
course a legitimate concern. Unfortunately, the issue often 
becomes distorted and occasionally over-rides other, equally 
val id concerns. such as concern for the cl ient/s autonomy. 
and concern for the cl ient,s quality of 1 ife. All too often. 
agencies and Medical Assistance officials tend to view a 
client/s 1 ife only as a succession of nursing and attendant 
shifts. It is vitally important to realize that clients are 
individuals. and that the majority of their 1 ives are 
completely separate from their care. Their care is a 
functional necessity; it is not the be al I and end al I of 
their existence. If the cl ient/s humanity is not taken into 
account. a devastating form of depersonalization occurs. 
This leads to severe depression and, occasionally, even 
suicide. 

If government truly wants to make a realistic appraisal of 
need. then it must be wll ling to take the long and 
comprehensive view. It is important -to realize that home 
care is a specialized area of nursing. and is far different 
from hospital and nursing home care. It must not 
automatically be assumed that because someone is a nurse. 
that that person has enough critical care experience to care 
for a home ventilator patient. Whether the client uses 
nurses or PCA ✓ s. MHCAP believes that home care education and 
orientation -- not abridging the client's personal freedom 
-- is essential to ensure the client's safety, and is the 
key to reducing liability (see Position Paper III.> 

Susan R. Margoles 
Executive Director 
Minnesota Home Care Advocacy Program 

Richard M. Mersky 
Associate Director 
Minnesota Home Care Advocacy Program 



MINNESOTA HOME CARE ADVOCACY PROGRAr:t} 
FOf the DISABLED by the DISABLED K CEIVEu 

F [ :J 2 : 1988 

POSITION PAPER THREE 01 riea1th Sy,tem.s De I ver 
"J DePartmenr of H"~' 

THE NEED TO HAKE HOME CARE NURSING A SPECIALTY 

Home care ls rapidly gaining favor as an alternative to the 
Institution, both as a humane measure and as a 
cost-effective measure. There are however eeveral problems 
that must be addressed If the theoretical virtues of home 
care are to be translated into reality. The major problem 
ls, and wll I continue to be, finding qual lfled home care 
nurses who can meet the emotional and physical needs of 
thelr cl lents. 

Home care ls very different from hospital care -- both ln 
ph l I osophy and l n rout l ne. When a nuree works l n eome_one / s 
home, the person ls no longer a patient -- he/she ls a 
cl lent. No matter how a nurse ls hired -- privately, private 
duty through Medical Assistance, or through a nursing 
agency, the nurse ultimately works for the cl lent. They are 
on the cl lent/s turf: they are In some respects, unavoidably 
privy to lntlmate details of the client/s life. They must 
therefore take pains to respect the cl lent/s right and need 
of privacy, and the client/s very healthy desire and very 
basic right tb remain ln charge of their care -- ln essence, 
to remain ln charge of their life. If a nurse ls not 
sensitive to these needs, and cannot forego the need to 
assume control of the cllent/s environment, then that 
lndlvldual has no buelness in home care. 

The other major difference between institutional and home 
care ls self-evident. If an emergency occurs in the home, 
there are no other professionals lrrmedlately available to 
asslst. Home care necessitates an individual who can 
respond ln a calm and profession~! manner to any situation. 
The cl lent/~ l lfe ls ln the hands of the nurse. He/she 
cannot afford a care-giver who panics under stress. No home 
care cl lent should have to suffer the anxiety of not knowing 
lf their nurse ls going to be able to rlse to the occasion. 
The everyday stresses of a major dlsabl Jlty are quite enough 
to handle. 

If Medical Assistance ls truly interested ln reducing the 
rlsk of llabll lty, then they can/t automatically assume that 
by asslgnlng a nurse to a home care case it means that 
Person ls ln safe hands. Many have had no vent experience, 
st11 I others have had no hospital experience. 

MHCAP believes the way to provide hlgh quality home care 
nut'ses ls to treat home care nursing care as a specialty. 
This could be done ln two ways: by provldlng special home 

cout'sea ln nursing schoole, and by providing home care 
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workshops. We would like to see an academic institution such 
as the University of Minnesota School of Nursing take the 
lead in this area, by offering courses with specific 
relevance to home care. 

The workshop courses would cover such areas as, home 
venti latlon, trach care, and c.p.r., as wel 1 as the 
philosophy of home care, and the dynamics of 
1 lfe-threatenlng diseases. 

The workshops would be presented by MHCAP ln conjunction 
with various hospitals throughout the metro area. The 
lectures and hands on demonstrations would be given by 
doctors, nurses, and other medical professionals who 
actually work ln home care. MHCAP would I lke to see 
certlflcatlon for home care nursing. 

In addition to education and tralnlng as a prerequisite to 
home care, MHCAP believes nurses should have a minimum 
amount of hospital experience before they work ln a home. 

The lack of competent home care nurses ls one of the most 
pressing problems plaguing home care. For too long, home 
care nurses have been tieated as second rate -- as little 
more than glorified baby sitters. The home care nurse who 
has the trust and confidence of the cl lent ls a very special 
person, possessng a combination of skills, education, 
experience, and sensitivity that are rare. A top rate home 
care nurse ls a highly competent professional, and should be 
treated as such. The lack of home care nurses of this 
cal lber ls not going to improve unless home care nursing is 
given the respect lt deserves, and ls backed up with 
realistic incentives such as competetlve wages, benefits, 
and hol lday pay. Unless these concerns are dealt with, there 
ls no reason to believe that home care wl 11 attract first 
rate individuals. 

Susan R. Margoles 
Executive Director 
MHCAP 

Richard M. Mersky 
Associate Director 
MHCAP 
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Position Paper IV of Health Systems Devek 

"-' neoartment of H""; 
NEED TO ALLOW VENTILATOR PATIENTS TO HAVE THEIR OWN 

CARE GIVERS PRESENT WHEN HOSPITALIZED 

It is the position of the Minnesota Home Care Advocacy 
Program that ventl lator patients should have the option of 
having their own attendants or nurses with them when 
hospitalized. At present. the system does not al low for this 
-- it is considered a dupl !cation of services -- and vent 
patients are consequently left in dangerous and frightening 
situations. MHCAP believes that the presence of attendants 
or home care nurse serves a separate and essential function, 
and is in no way a dupl !cation of services. 

Being a quadriplegic is never easy. But being a quadriplegic 
who's also on a vent -- and as a result has difficulty 
communicating -- carries with it a whole new set of 
ramifications. To be a quad on a vent, with a hushed or 
silenced voice, is to be virtually bound and gagged. Unable 
to speak. Unable to call for help. Often unable to 
communicate in any way with strangers. 

Without people who understand and can interpret, most vent 
patients can/t tel 1 anyone if they/re in pain, if they need 
suctioning, or if their vent isn/t working properly. If 
their vent tube were to come off, there is no guarantee that 
the alarm would be heard in the busy ha) )way. There are also 
circumstances under which the alarm doesn't go off. It only 
takes four minutes to die of suffocation. 

In cases.where the vent patient verbalizes with difficulty. 
or not at al I, the patient's own personal care attendant or 
nurse may be the only person with whom communication is 
possible. They are also often the only people who know how 
to I ift. move, and transfer the patient in a way that 
doesn't cause severe pain. They are. essentially, the 
patient's only 1 ink with the hospital staff. 

When a person has surgery for a tracheostomy and is put on a 
vent. it means a lot of sudden and traumatic changes and 
additions in the patient/s life. In many cases -- depending 
on the type of trach the patient requires -- it means the 
Patient can no longer speak. This sudden loss of voice 
causes emotional devastation. enormous frustration, and 
stark terror. The patient feels even more helpless than 
?efore. The last thing an individual in this situation needs 
19 to be left alone in a hospital room, totally vulnerable, 
~nd at the mercy of strangers. And any patient who can ✓ t 
C:::0 mmunicate is alone -- even in an intensive care unit. 
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A trach and vent also mean profound changes in the patlent~s 
care plan. Sine~ the personal care attendant is responsible 
for doing these cares, it is essential that he/she be on 
hand to learn from the hospital staff. Many doctors request 
that the personal care attendant be present to get hands-on 
experience in such procedures as sterile suctioning, trach 
care. and trach changing. 

It is difficult for able-bodied people to understand the 
terror experienced when one is paralyzed, unable to speak. 
and left alone. Or the feeling of violation -when someone is. 
without permission. doing things to one ✓ s body. 

The fol lowing quote from the director of MHCAP -- herself a 
vent patient -- illustrates what can happen to hospitalized 
vent patients when .their own care givers are not present. 

On one occasion, when I was admitted on an emergency 
basis, for respiratory failure, I was left for over 
two hours without anyone checking on me. In addition. 
I was left lying on a dislocated shoulder, and was in 
excruciating pain the entire two hours. 

On another occasion, I couldn ✓ t make a nurse understand 
that I couldn ✓ t breathe. She walked out and left me 
alone. I went Into respiratory arrest. The only reason 
I am still alive is becaus~ my attendant walked in and 
found me unconcious. These are only two of a long list 
of horror stories. 

Being in the hospital is difficult for anyone. For people 
who can·· t move or speak, i t •• s a nightmare . They are not only 
concerned about discomfort -- they quite literally fear for 
their survival. 

MH_CAP strongly supports legislation that would give 
paralyzed vent patients the option of having their own care 
givers present when hospitalized. This should not be 
considered a luxury, but simply humane concern and common 
sense. If the regulations do not presently allow for this, 
t_hen the regulations must be changed. No individual should 
fear for his/her life because of the-inflexibility of a 
Medical Assistance regulation. 

Susan R.Margoles 
Executive Director 
Minnesota Home Care Advocacy Program 

Richard M.Mersky 
Associate Director 
Minnesota Home Care Advocacy Program 
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Committee Recommendation and Adoption of Report: 
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Committee on APPROPRIATIONS, APRIL 6, 1987 

l A bill for an act 

HF1044-1E 

FIRST ENGROSSMENT 

H.F. No. 1044 • 

2 relating to human services; providing for continued 
3 attendant services for ventilator-dependent recipients 
4 in hospitals; appropriating money; proposing coding 
5 for new law in Minnesota Statutes, chapter 256B. 

6 

7 BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF MINNESOTA: 

8 Section 1. [256B.64] [ATTENDANTS TO VENTILATOR-DEPENDENT 

9 RECIPIENTS.] 

10 A ventilator-dependent recipient of medical assistance who 

11 has been receiving the services of a private duty nurse or 

12 personal care assistant in the recipient's home may continue to 

13 have a private duty nurse or personal care assistant present 

14 upon admission to a hospital licensed under chapter 144. The 

15 hospital, physicians and hospital staff, consistent with the 

16 standards of care in the medical community, shall at all times 

17 retain final decision-making authority and otherwise retain 

18 responsibility for the care and treatment of the 

19. ventilator-dependent patient. The personal care assistant or 

20 private duty nurse shall perform the services of communicator or 

21 interpreter for the ventilator-dependent patient during a 

22 transition period of up to 120 hours to assure adequate training 

23 of the hospital sta.ff to communicate with the patient and to 

24 understand the unique comfort, safety and personal care needs of 
\ 

25 the patient. The personal care assistant or private duty nurse 

1 
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1 may offer nonbinding advice to the health care professionals in 

2 charge of the ventilator-dependent patient's care and treatment 

3 on matters pertaining to the comfort and safety of the patient. 

4 After the 120 hour transition period, an assessment may be made 

5 by the ventilator-dependent patient, the attending physician and 

6 the patient's primary care nurse to determine whether continued 

7 services of communicator or interpreter for the patient by the 

B private duty nurse or personal care assistant is necessary and 

9 appropriate for the patient's needs. If continued service is 

10 necessary and appropriate, the physician must certify this need 

11 to the commissioner of human services in order to continue 

12 payments. The commissioner may adopt rules necessary to 

13 implement this section. 

14 Sec. 2. [APPROPRIATION.) 

15 $ ....... is appropriated from the general fund to the 

16 commissioner of human services for the biennium ending June 30, 

17 1989, to provide reimbursement to the personal care assistants 

18 or private duty nurses for their services provided in a hospital 

19 under section lat the payment rate and in a manner consistent 

20 with the payment rate and manner_ used in reimbursing these 

21 providers for home care services for the ventilator-dependent 

22 recipient. 

2 



1988 LEGISLATIVE SESSION - SUPPLEMENTAL BUDGET 

Human Services, Department of AGENCY 
PROGRAM 
ACTIVITY 

Health Care & Residential Programs 
Statutory change 
required: Yes X No 

Medical Assistance --
ITEM TITLE: Personal Care Assistants to Ventilator-Dependent Recipients 

.t)<penditures: 

General Fund 

Positions: 

General Fund 

e Governor recommends $49,200 for F. Y. 
89, to fund proposed amendments to the 
te Medical Assistance (MA) statute to 
vide MA payment for private duty nurs
or personal care assistant service to 

pitalized ventilator-dependent recipi-

e are estimated to be 100 ventilator
ndent patients in Minnesota, most of 
eligible for medical Assistance. It 
sumed that this number will increase 
proximately 20% annually due to neu

c df.seases and trauma and 50% of 
roup is estimated to have an in
t hospital episode during each 
with MA eligibility covering 80% of 
tays. Payment is limited to a max
£ 120 hours per hospital stay at an 
ted cost per hour of $9.50, which 

n average of the personal care assis
rate and the private duty nursing 

Federal participation is not a
a~le for this service. The payment 

e shared 90% state and 10% county. 

-55-

Governor's Recommendation 
F,Y. 1988 F.Y. 1989 

$ -0- $ 49,200 

-0- -0-

RATIONALE: 

The legislation will permit payment for 
personal care assistants or private duty 
nurses to accompany ventilator-dependent 
clients to the hospital and to provide 
communication support services to the 
client for up to 120 hours per hospital
ized stay.· 
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Estimated Nunber of Long-Tena Ventilator-Dependent Individuals 
in "innesota by Setting (Home v. Hospital) 

BY AGE: 

< 17 

18-64 

65 + 

(not 
reported) 

TOTAL 

77 

14 

36 

26 

Derived fr011 National Estimates by the 
United States Office of Technology Assessment 

BY SETTING 

Hospital Home 

Deemed Not Able Deemed Able 
To Be Cared To Be Cared 
For At Home For At Home 

33 17 27 

6 3 5 

13 7 16 

14 7 5 

ESTIMATED 
POTENTIAL 
NUMBER FOR 
WHOM HOME 
CARE COULD BE 
APPROPRIATE* 

44 

8 

23 

12 

SOURCE: Data from a 1985 survey by the American Association of Respiratory 
Therapists as reported by the Office of Technology Assessment [l, 2, II]. The 
survey is based on responses from 37 states which account for 85.85% of the 
total U.S. population. Data reported by the AART/OTA have been extrapolated to 
the total population of the U.S. and an estimate for Minnesota has been 
calculated by taking 1.8% of the estimate for the"U.S. as a whole, since 
Minnesota's population is approximately 1.8% of the total U.S. population. 

* This estimate= number being cared for at home+ number of hospitalized 
patients deemed able to be cared for at home (columns 3 and 4 of this table). 
Unfortunately, the basis for determining ability to be cared for at home is not 
provided in the source documents. 
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