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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 prolionged 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
guality 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. [t 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 payors 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.



2. EXPERT REVIEW PANEL: The need to establish a multidisciplinary expert
advisory review panel to improve communication 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 established apart from HMOs and commercial insurers and essentially
pick up where private coverage leaves off to ensure continuity of care and a
more equitablie and dependable source of financing.

RECOMMENDATIONS

. Recommendation 1:

That no action be taken at this time to mandate comprehensive benefits for
hcme 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 smail.

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 definitions;
it requires action from the MDH 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 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
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
definitions of the key terms used in describing home health care.

The terms to be defined in a standardized way shall inciude, 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 shall 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 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:

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,
following 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/publicity 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.

L IR BN R N BN R NN R N B N R R R



SPECIAL STUDY FOR THE MINNESOTA LEGISLATURE:

Reimbursement by Third Party Payors of Home Health
Benefits For "Technology-Dependent Individuals™

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 payors 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.
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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
payor 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 Iinequitable access to home health
care by technology-dependent individuals”®

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

“The need to equitably distribute
the extraordinary costs of this care among
the various private and public pavors”

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 1life-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 [1, 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 liability is in many ways
unavoidably open-ended.

There is no simple solution to the related questions of 1) 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:

“"Who should pay, for whom, under what circumstances,
for what level of care, Iin what setting, as
decided by whom, with what kinds of terms and limits?”

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 Minnesota Council of HMOs, and the
Insurance Federation of Minnesota

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
summarizes 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 Tepresentatives 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 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 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 HMOs

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 Insurahce Federation of Minnesota

The Insurance Federation of Minnesota represents 119 insurance companies,
service bureaus, and individual members. In its four 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 recommends 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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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.

O 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 payors’ 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.

EXPERT REVIEW PANEL:

The need to establish a multidisciplinary expert advisory review panel to
improve communication and coordination of home 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 payors.

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.

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
dependablie 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 # | on definitions
addresses this), at the same time ensuring that the decision making related to
these definitions is well-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 HMOs and Department of Commerce for commercial
insurers); these are longer-range objectives.

Though the payors, 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 1
APPROPRIATENESS OF HOME 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].
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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 role 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 regardiess 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, 1]. 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
family 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 lowa and
Appendix F on 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
Is Quite Fragile; HMOs 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
payor, 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 marketpliace and
allows those carriers to better predict what their actual experience will be"
(page 10).

Other excerpts from position papers:
Council of HMO0s’ Key Conclusions § 3: "The economic environment for HMOs in Minnesota is fragile and

should be viewed as a sign that the local HMO industry cannot stand to have broad, mandated benefits
added to its already long list of comprehensive benefits."”

Council of HMOs’ Recommendation § 2: ® Achieve recognition by state regulators that HMOs must be
allowed to determine contract benefit limitations for health services provided to technology-dependent
individuals in the home setting, or face the reality that HMOs may be pushed toward financial
insolvency."

HHCTF excerpt from page I: "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 HMOs 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 compunity and make us proud of ourselves and our respective institutions.”

Responsibility of HMOs 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 commitment from third party payors
to support home health care for the technology dependent:

Excerpts from position papers:

CHHCTF Summary of Concerns § 7: "There have been several instances where health plans have abandoned
children and their families in the marketplace to avert ongoing home care responsibility. This may
take the form of cancelling an employer group to avoid a particular adverse selection. This form of
avoiding adverse selection makes the child, his family, and the employer particulariy vulnerabie."

CHHCTF Recommendation § 6: FINANCIAL: ®[There must be a] commitment 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 l1imits 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 reguiations (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
More 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 the regulation that HMOs and commercial_ insurers face).

Excerpts from position papers:

Council of HMOs’ Recommendation § 1: " 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, HMOs, self-funded heaith plans, and
health service organizations, i.e., Blue Cross/Blue Shield), state and federal government, and the
health plan policy holder."

Counci! of HMOs’ Recommendation § 5: "The Hinnesota Department of Health should bring together experts
and qualified laypeople to consider ways 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 "TECHNOLOGY-DEPENDENT INDIVIDUALS"™

What should be the basis for defining the target population of
"technology-dependent individuals"? Should it 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 in 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 § 1: "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 calls for consensus on a
more precise diagnosis— or condition-related definition of "technology-
dependent individuals, as well as uniform definitions of terms in general:

Council of HMOs’ Key Conclusions § 1: "The focus population needs to be distinctively defined (i.e.
by disease states).”

Council of HMOs’ Recommendation # 3: "Reach consensus .... on [a definition of] the term
‘technology dependent individual.’"

Council of HMOs’ Key Conclusions # 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 HMOs’ Recommendation § 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.
Home 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.
[l: 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 appllcable 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
injury. 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 requ1res frequent and
complex nursing tasks:

0O 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].

0O GROUP Il (Intravenous Technologies): Children requiring prolonged
intravenous administration of nutritional substances or drugs.

O GROUP IIl (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 IV in the
definition greatly increases the number of "technology-dependent” children.
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O GROUP 1V (Other): Children with prolonged dependence on other mechanical
devices that compensate for vital body functions who require daily or
near-daily nursing care. This group includes:

- Infants requiring apnea (cardiorespiratory) monitors

- Children requiring renal dialysis as a consequence of chronic kidney
failure

- Children requiring other medical devices such as urinary catheters or
colostomy bags as well 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-Dependent™ 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 I1).

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."

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

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

Table 6-1.—Diagnoses Assoclated With Risk of
Respiratory Failure and Subsequent
Mechanical Ventilation in Adulis®

Pulmonary diseases
Chronic obstructive puimonary 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 paralysis
Guillain-Barre syndrome
Myasthenia gravis
Kyphoscoliosis and senile kyphosis
Multiple sclerosis
Muscular dystrophy
Poliomyelitis
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 fallure
Severe dysrhythmias >

Major surgery (with general anesiheasia)

injury, trauma :
Chest injuries, including trauma during cardiopulmonary
resuscitation (CPR)
Spinal cord injuries
Hypothermia
Burns, smoke inhalation
Other
Metastatic cancer
Aspiration

8Diseses sssociated with shorl- as well @8 long-term ventilation are incluged
beca.se of the potential for the formaer 10 avoive into the jatter.

BOURC:E: Office of Technology Assessment, 1867. (_P ao{)
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Some of the life-threatening infections that may require intravenous antibiotic
therapy are described in another table from the same report:

Ch. 9—LIife-Sustaining Antibiotic Therapy ® 335

Table 9-1.—Life-Threatening Infections That Commonly Affect Elderly People®

-

.Pnedionts 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 heart failure, stroke, and dementia (8).

Aldnarf 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-
pont, fecal incontinence, and loss of local bladder mucosal
detense mechanisms in women; and use of urinary cathe-
ters in both sexes (86).

Infected decubitus uicers (bed or pressure sores) are as-
sociated with immobility, malnutrition, and diabetes, all of
which result in poor circulation and skin breakdown. One
study tound 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).

latrogenic 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).

8074 selected these four infactions for emphasis in this chapter because of their prevalence and importance for critically, chronically, and terminally iil, and severety

debilitetad eldarly pasople
BOURCE Office of Technology Assassment, 1987.

Report to the Minnesota Legislature

“March 1988 -15-




The table below is from the OTA report on children.
who tend to be cared for in programs emphasizing alternatives to

hospitalization.

It categorizes children

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

Description

Services

Sample diagnoses

Children who have acute
medical/surgical problems

Children who have a terminal
lliness

Children who are severely
inteliectually disabled

Children who have chronic
medical problems

Children who have chronic
respiratory problems

Children who have Central
Nervous System (CNS)
dysfunction

Children with acute medical/
surgical problems who are
discharged early from the hospital
but who continue o need
individualized technical care

for limited periods of time

Chiidren requiring technicat care
for a termina! iltness that is
expected to result in death within
© months.

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

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

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

Children who need ventilation
assistance for periods of time

Children who are completely
ventilator dependent

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

These children may require
medications, unusual feedings,
monitoring of vital signs, certain
forms of technical {reatment, etc.

These children may for a period of
time require oxygen, assistance in
feeding, and/or medication {for
comtort.

These children require varying
degrees of assistance in feeding,
detecation, urination, positioning,
and other personal care.

These children may require
complex alimentation, certain
medications, suctioning,
catheterization, intravenous
therapy, tracheostomies,
equipmen! monitoring, prescribed
therapy regimens, and/or
colostomies/ ileostomies.

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

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
pastrostomy feeding.

These children may require
assistance in physical positioning,
teeding, defecation, and/or
urination. {Some may also be
ventilator dependent.)

Severe infectious disease
Postoperative conditions
Low-birthweight infants

Terminal cancer
Renal failure

Severe microcephaly
Severe post meningitis
Severe hydrocephalus

Chronic malabsorption
syndrome

Severe cystic fibrosis

Multiple congenita! anomalies

Severe seizure disorder

Dystrophies

Atrophies

Myasthenia

Chronic aspiration syndrome

Short gut syndrome

Chronic bronchopulmonary
dysplasia (BPD)

Chronic BPD

Post encephalitis
Progressive CNS disease
Tracheo-bronchial malacia
Ondine's curse

Chronic BPD -
Post encephalitis
Progressive CNS disease .

Progressive CNS disease
Spinal cord trauma

SOURCE J. MacQueen, “Alternatives 1o Hospital Care "~ unpublished, Aug. 5, 1980
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O 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 [1].

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 technoliogy 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 1ike" 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 egquipment in the
home.

"To third part payors 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 1ife-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 payors and
assure that financing of care for the technology dependent is not
compromised by choosing the home setting over the hospital setting.

ISSUE 4

ESTIMATING THE NUMBER OF
TECHNOLOGY-DEPENDENT INDIVIDUALS

Fragmented and Non-Comparable 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 life-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 extrapoliated 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 people 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 Number 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, 24% were 51-60, and 207 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 multiplying by .018, since 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.

ESTIMATES OF THE NUMBER OF TECHNOLOGY-DEPENDENT INDIVIDUALS
IN MINNESOTA BASED ON NATIONAL ESTIMATES BY THE U.S.
OFFICE OF TECHNOLOGY ASSESSMENT

TOTAL

(all BY AGE BY HOME SETTING
ages, - -= -
(all < 18 18-64 65 + Now At Could Be
settings) Home At Home *

GROUP 1:

Long-Term

Ventiiator-

Dependent
by age = at home only:

Actual MN survey: . .

(see text) ? 20¢.h 49C, | 173 86C ?
by age = all settings:

Based on OTA

estimates: 778-118bD 12-36d  42-83¢  23-40P 278 448

21-649

GROUP 11:

Nutritional

Support

Enteral (tube) 15,2660 ? ? 8,100P 259f. ?

Parenteral 10,015b 6-13d ? 4,140b g3f ?

(table continued on next page)
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ESTIMATES OF THE NUMBER OF TECHNOLOGY-DEPENDENT INDIVIDUALS
IN MINNESOTA BASED ON NATIONAL ESTIMATES BY THE U.S.
OFFICE OF TECHNOLOGY ASSESSMENT
(continued)

TOTAL ,
(all BY AGE BY HOME SETTING
ages, - -— -
(all < 18 18-64 65 + Now At Could Be
settings) Home At Home *
GROUP 11, cont.
Prolonged
IV Drugs ? 5-149d ? ? ? ?
GROUP 111:
Other
Device-Based
Respiratory
or Nutritional
Support ? 18-1089 ? ? ? ?
* "Could be at home" = those who are already at home + those who are

hospitalized but are deemed able to be cared for at home; see [11]

a8 Based on converting U.S. estimates in Table | [11] to Minnesota estimates
by multiplying by .018; see table in Appendix R.

b Table 1-1 OTA report on the elderly [2] (MN = 1.8% of U.S. estimate).
c Minnesota survey data collected by Alex Adams in Spring 1986; see text.
d Table 1| of OTA report on children [1] (MN = 1.8% of U.S. estimate).

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

f  Table 8.3 of OTA report on the elderly [2] (MN = 1.8% of U.S. estimate).

9 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 simply not available.

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

compared 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.

One of the biggest problems with estimating the total number of technology
dependent individuals is that there is 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- i.e., medically- able to be cared for
at home) for Group 1 and part of Group Il, but no estimates at all for
prolonged 1V drug use (part of Group II) or for Group III.”

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 is probably becoming more prevalent);

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

An_unknown number of persons receiving prolonged IV drug therapy (probably
guite small; some ventilator-dependent persons being cared for at home may
receive prolonged IV drug therapy).

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 Number 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;

O 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 Number 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];

0 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 correctable 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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O Emergence of new severe chronic diseases (e.g. AIDS);
0 Lessened social acceptance of genetic counseling and abortion:

O 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 Mixed or Unpredictable Effects on the
Number of Technology-Dependent Individuals

0O 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 N];

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 [1, 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 payors, 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, 1I, and 11l 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 1ikely growth rate of the technology
dependent population. Numerous factors will affect the future size of
this group, and many of them work in opposite directions.

0O 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.

Recommendation

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

Regardiess 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 and 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 Means 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 uniform 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 perspective, definitions
should not function to unduly restrict what they regard as needed and
appropriately reimbursable services. From the HMOs’ and some other payors’
views, definitions are, in fact, the essential vehicle for restricting
services.

There is no gquestion 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 uniimited 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 1limit 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 1ine that determines fair and reasonabie
limitation of services?

Definitional Disputes

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

Council of HHMOs 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. (Credentials 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 [1, 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 handie 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 seliecting 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 Recommendation § 4: COMMUNICATIVE 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 improvement, degree of
technology dependence, and the family/psychosocial support structure in the context of a
multi-disciplinary health care conference.”

Defining the Level of Care:
"Transitional,” Subacute,™ and ®"Custodial Care"™

A basic dilemma in setting limits on benefits for long-term home health care
for the technology dependent is that changes in a patient’s condition 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 i1l as non-reimbursable.

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

Council of HMOs definition from 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 primary
physician determines that discharge to the home is safe, and the home care agency accepts the risk of
caring for the patient in the home. RNs become the primary caregivers as there is not yet an
established care plan that is proven safe for laypersons to administer. During this transition
period, member co-payments 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 HMOs 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 demonstrate that knowledge and skill. The care
plan has been established and shown to be successful over a reasonabie period of time. Ongoing
services which are directly related to maintaining or gaining weight, maintaining on or weaning from
technical support, or to support a level of routine maintenance or supportive care in activities of
daily living." (emphasis added)

Council of HMOs definition from page 8: "CUSTODIAL CARE: Provisions of room 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, in the opinion of a
Plan physician, is not expected to change within one month." (emphasis added)

The Council of HMOs’ 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)

0O 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 1imit 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
care, 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 differences in skill level.

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

Custodial care is "care rendered to a patient:

1.- who has a mental or physical disability that is expected
to be prolonged;

2. who requires a protected, monitored, or controiled
environment, whether in an institution or in the home;

3. who requires assistance to support the essentials of daily
living; and

4. who is not under active treatment that will reduce the
disability to the extent necessary to enable the patient
to function outside the protected environment.” (as
defined by CHAMPUS and gquoted in the OTA report on
children, p. 164)

0 "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 self-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 appropriate 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 HMO or other payor,
or worse yet, cancelled retroactively.

Excerpts from position paper:

CHHCTF Summary of Concerns § 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 § 2: "The provision of inadequate services is particularly insidious
because it gives the appearance of third party payor compliance but may expose the child to
life-threatening danger in the home setting or at least the imminent risk of rehospitalization. This
is often a result of the lack of nursing (tertiary and public health) or tertiary level medical input
to the discharge planning process and to the continued management of the child in the home setting.”

The definitions that 1ink benefits to prognosis or chronicity heip third party
payors 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 payors 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 dilemma. 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 payors must have
reasonable ways to place limits on the extent of their liability for this
type of care. Meanwhile, 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.

Recommendation

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 FAHiLY

Defining The Family’s Obligations

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 ilinesses 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
payors, 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 [1, 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 home care may be greatly affected by the amount of
sophisticated home care that can be shifted to the family but it must be kept in mind that families
differ greatly in this regard and indeed a family may change over time in its ability to deliver that
care....The use of family members to care for these children can involve very high costs to the family
in terms of lost income, career opportunities, leisure time, or time 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 HMOs’ Recommendation § 8: "Prior to discharging a technology-dependent individual to the
home, an evaluation of the family’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 home should be
accomplished. Parents and/or families of technology-dependent individuals must recognize their
responsibility to offer caring and parenting to the child in the home setting and should not abdicate
their parent role to health care personnel” (emphasis added)

Council of HMOs excerpt from page 7: "It is a further position of the Council that a family’s ability
and interest in learning 'skilled’ nursing services should not be a detriment to the plan’s decision
to withdraw professional nursing support® (emphasis 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 1imits 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 Make the Decisions

There is strong support in the literature for getting families involved in the
decison making related to home care for technology dependent individuals. For
example, the Brook Lodge Symposium proceedings make the following
recommendations about decision making:

0 Involve the family in all aspects of the care and decision-making;

0 Recognize the family’s needs in home care planning and follow-up;

0 The needs and reactions of siblings should be considered in any home care
plan;

0 Children and adolescents represent two distinct situations for the family
(adolescents can be more actively involved in the decisions that affect
them, and their needs and concerns are distinctive);

O 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, stemming in part
from increasing skepticism about the traditional paternalistic roie 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 0O).

ISSUE 7

ESTIMATING THE COSTS OF HOME CARE

Problems in the Definition of Costs

Costs of care for patients with life-sustaining technologies depend on whether
one is considering costs to public payors, 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 payors. 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 DRGs 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 dilemma [19, 15, 1, 3].

Report to the Minnesota Legislature March 1988 -35-

4



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 payor, 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 DRGs 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 reguire
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 payors
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 I[CUs,
there is some concern that third-party payors 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 gquality of home care by the Home
Care Advocacy Program; and references 5, 20, and 23 for concerns about
guaiity related to home care and the elderliy);

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;

0 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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O Increasing numbers of technology-dependent children attending public
schools, which will force clarification of payment and liability issues
with respect to third-party payors and school districts (see Issue # 15
below on education for technology-dependent children and Appendix P on the
same topic);

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 inciude
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 who 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
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provided in Appendix l. There are also examples in the literature of
technology-dependent children who make the transition to such seif-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 [1, 2].

Table 1-2.—Charges for Lite-Sustaining Tachaolagies **

Hospital inpatient Community setting

Dialysis

Per treatment ......... - $68-$200

Peryear. ............. — $20,000-$30,000
Nutritional support

Enteral

Perday . ........... $4-§132¢° -

Peryear. ............ $1,450-$28,200 $3,000-$12,000

Parenteral

Perday .............. $25-$500° -

Peryear.............. $9.125-$182,500 $50.000-$100.000
Mechanical ventilation

Perday .............. $824°¢ -

Peryear.............. $300.760° $21,235-$216,000
8Daiy hospital crarges for enteral nutriion average $43. for parenteral nulrition tne average charge
is $196 per cay

binciuaes tormula, equipment and statt ime not hospial stay, 1985 gata
Caverage charges, inciuding hospial stay. for patients in 37 States, 1985 data

SOURCE Ottice of Technowgy Assessment. 1987

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

Study Home charges Hospital charges . Comments

Antoniskis, et al.,, 1978 ... ... $69 per day $243 per day Separate home and hospital

groups studied.

Eron, 1984 .. ... ... . ... ..., $10 per day in charges $170 per day in charges Other charges (for services’
incurred only by home incurred only by hospita! provided to both home and
patients (training clinic patients (room charge in hospita! patients) are assumed
visits) community hospital) equal.

Harris, et al.,, 1986 .......... $207 per day $428 per day Charges are for patients treated

initially in the hospital, then at
home. Hospital charges may
. include surgery.
Rehm and Weinstein, 1983 ...$1,652 per iliness §7,380 per iliness Hospital charges are estimates
(patients all got home care).
Charges are averages over 4
years of the program. R

Stiver,etal, 1978........... $40 per day $137 per day Hospital charges are estimates
(patients all got home care)

NOTE All home infusions in these studies were administered by patients or their families.
SOURCES: See references 6, 50. 78, 132. ang 151.

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 hospitalization incliude room charges and others do not. On
the table that summarizes charges for all the main technologies, there are
enormous ranges which probably reflect differences in definitions as well as
differences in the circumstances surrounding particular cases. Since the costs
vary so much, and the incidence of cases is very low, such broad estimates do
not provide a good basis 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.

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

Unad justed Ad justed
Hospital CHARGES Hospital COSTS Hospital COSTS
Less Home Care Less Home Care Less Home Care
BY PROJECT:
State A $ 923 * $ 548 " $ 378 "
(n=14)
State B 951 * 488 * 450 *
(n=12)
State C 438 " 150 Y.
(n=10) ’
TOTAL $ 795 " 418 * 294 *
(n=36)

Significantly different than zero at p < .0l.
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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.]

Minnesota 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 neariy 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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Summary Of Costs of Care for 12 Technology-Dependent Patients
Reported By Minnesota HMOs

Home Health Care TOTAL COST:
-- - Hospital +
Hospital Per Month Total Home Care
Patient:
A $ 57,935 $ 600 $ 1,200 $ 59,135
B 87,172 300 2,400 89,572
C 44,684 10,1047 80,833 125,517
D - 20,000 160,000 160,000
E 170,000 7,500 ’ 30,000 200,000
F - - - 200,000/yr
G 232,790 4,282 7,565 240,355
H 313,000 47,000 360,000
I ' 400,000
J. 192,003 8,579 214,467 406,470
K 243,600 13,884 187,430 431,030
L 891,627 49,945 941,572
Range:
lowest 44,684 300 1,200 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 Model Waiver (LAL) Frooram

(see Issue 1l 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 average 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 | year (range = 3 to 2! months).

Summary of Nursing Services, Length of Program Service
and Estimated Monthly Costs
For Former and Current Clients Served on CAC (6/85 - 1/88)

Former Current
Clients Clients
ALL Clients Only Only
(n=40) (n=7) (n=29)
PAID NURSING SERVICES:
Range: lowest ! hr/day 5 hrs/day | hr/day
highest 24 hrs/day 24 hrs/day 24 hrs/day
Mean Daily Nursing 14 hrs/day 15 hrs/day 15 hrs/day
Median Daily Nﬁrsing 16 hrs/day ) 16 hrs/day 16 hrs/day
LENGTH OF TIME ON CAC
Range: lowest 3 months
highest 21 months
Mean Number of Months 11.5 months
Median Number of Months 10 months
ESTIMATED MONTHLY COST
Range: lowest 494 2,760 494
highest 20,824 18,997 20,824
Mean cost 11,120 11,585 10,254
Median cost 11,940 11,619 12,543

NOTE: "All clients” includes four persons who were approved but never served on
the program.

Report to the Minnesota Legislature March 1988 -42-



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: 1CU/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).

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

BY TYPE OF EXPENSE

TOTAL e e
MONTHLY Caregivers Equipment Supplies Other
HOME CARE % of % of % of % of
EXPENSES $ total $ total $ total $ total
Patient:
A $ 2,323 0 - 1,450 62% 343 157 530 23%
B 5,382 4,151 T7% 866 16% 105 2% 260 5%
C 6,260 4,234 68% 1,369  22% 361 6% 296 5%
D 2,343 0 - 1,290 55% 206 9% 847 367
£ 9,448 6,912 73% 1,090 12% 411 4% 1,035 11%
F 2,046 0o - 1,365  67% 262 13% 419 20%
G 5,381 4,226  79% 302 6% 228 4% 625 12%
H 19,172 . 15,480 81% 1,170 6% 450 2% 2,072 117
AVERAGE $ 6,544 4,375  67% 1,113 17% 296 5% 760 12%
(mean)

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

Summary of Comparisons Across Settings of Monthly Expenses For
Eight Ventilator-Dependent Adults in Minnesota

Average Monthly Expenses By Setting HOME CARE AS A PERCENT OF
PRCU 1Cu PRCU ICU
Home (transitional) (acute) (transitional) (acute)
$ 6,544 $ 19,351 $ 64,513 35% 10%

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

Summafy 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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Summary of Cost Estimates for Home Care

Data Number Percent Average - Average
Source/ of Who Use Per Diem Monthly
Program Patients Ventilator Costs Costs
MINNESOTA

Minnesota CAC 40 22 % $ 371 $ 11,120
(Medicaid Model

Waiver Program; (mostly

Appendix L) children)

(6/85-1/88)

Minnesota ventilator- 8 100 % 218 6,544
dependent adults;

Appendix 1) (adults)

(1985)

Minnesota HMO 12 not known 272 8,156

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

ELSEWHERE

Pediatric Home Care: 36 100 % 490 - 14,700
Evaluation of Three

Demonstration (children)

Projects; Appendix E

(1986) )

Michigan Responaut 7 100 % : 275 8,250
Demonstration

Project; Appendix (children)

F (1987)

Study cited in OTA 26 100 % 267 8,000
Report on Children :

(Kahn 1984); (children)

Appendix |

Each of the sources shown above defines "home care costs" in a unigue way, soO
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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Conclusions 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 them). 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 of 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.

Recommendat ion
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 MANAGEMENT

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 lowa 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 1inked
to their perceptions of shortcomings in communication and coordination of
care. The probliems 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 § 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 child
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 # 2: "COMMUNICATIVE AND COORDINATIVE: ...HMOs 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,
Multidisciplinary Discharge Planning Process

As the following excerpts from position papers show, there is consensus on the
merits of strengthening internal case management (third party payor case
management) .
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Insurance Federation of Minnesota Recommendation § 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 communication between third-party payor case management teams, providers, and
consumers." ’

CHHCTF Recommendation § 3: COMMUNICATIVE AND COORDINATIVE: "Managed health care systems need to
support a discharge planning process similar to that required by the Federal Medicaid Community Based
Hodel Waiver. This multidisciplinary discharge planning process is the national and community
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 HMO staff person with decision making authority
should be a member of the discharge team.”

CHHCTF Recommendation § 4: COMMUNICATIVE 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 improvement, degree of
technology dependence, and the family/psychosocial support structure in the context of a
multi-disciplinary health care conference."

Case Management Should Be Required 7
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 upom by the Council of HMOs, the CHHCTF, and
the Insurance Federation).

Excerpt from position paper:

Council of HHMOs’ Recommendation # 4-D: "Require that within the funding pool, a case management system
be maintained. For individuals previously covered in a case-managed plan, the plan would retainm
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 monitor this function.”

Hedically Necessary Care And Cost Containment

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 # 4: "Decisions regarding the provision of medicaily 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, and who has a vested seif-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 medical consultation.”
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In the guotation 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 § 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 HMOs 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, may have relationships that form financial
interdependencies...."”

In any case, in 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 HMOs 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

MULTIDISCIPLINARY EXPERT ADVISORY REVIEW PANEL

The Need To Encourage Cooperation and
Discourage Media Exploitation

Payors 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 HMOs’ Recommendation § 11: "The provider/payor community must recognize their
responsibility to deal with these cases efficiently and effectively, especiaily 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 § 5: COMMUNICATIVE AND 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 HMOs’ Recommendation § 4-C: "Establish an interdisciplinary panel including HHO 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.” 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 1ifetime
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 58% had a cap on total expenses, and 35% had a
limit of less than one million dollars [3]. More information on their
insurance coverage, including sources of payment for home care and
hospitalizations, is available in Appendix E.

O 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 209 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-[1].

0O 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 lower 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 SSI 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. 1In
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 HOME CARE FOR THE TECHNOLOGY DEPENDENT

Mandating 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 adeguate 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 payors
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 More Equitable
and Better-Coordinated Financing of Care

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

Council of HMOs’ Key Conclusions § 2: "All third-part payors (self-insured plans as well as
traditional insurance companies) must be included in the consideration of who shall pay for the home
health care services of technology-dependent individuals.”

Insurance Federation of Minnesota Recommendation § 3: “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.*”

Council of HMOs’ Recommendation § 1: 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, HM0s, seif-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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In order to provide continuity of high-quality care, all possible resources
(private payor, state and federal, family caregivers, charitable and voluntary
community efforts) must be coordinated. The need for better coordination of
financing is clear; how to accomplish it is not.

Medicaid Model 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);

The person be hospitalized or at risk of hospitalization;

The person be eligible for Medicaid (deeming waiver);

The person (or parent, in the case of children) chooses community care;
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).

OO OO0

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 regardiess 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 # 6: "We have witnessed attempts to cost shift onto the Federal Medicaid
Community Based Model Waiver (CAC Program). The Medicaid waiver was created to serve children
eligible for Medicaid 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 resuit 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 Medicaid
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 HMOs have been accused of attempting to cost shift onto...CAC.

..... It is the contention of the Minnesota Council of HMOs that the CAC Medicaid waiver program should
be utilized whwnever possible and certainly when an applicant’s health insurance or HHO home health
care benefits run out. Currently, it is not clear to the Minnesota Council of HMOs whether or not
federal regulations exist that totally preclude an applicant who has insurance or HMO coverage from
eligibility for the waiver program after a certain level of contract benefits have been utilized.”

Council of HMOS recommendation § 6: "Encourage the MDH to review the Minnesota Department of Human
Services opinion on insurance being a barrier to eligibility for the Medicaid 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:

1) 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 TECHNOLOGY 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 § 8: FINANCIAL: "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 HMOs’ Key Conclusions § 6: "Should federal initiatives fail or be delayed, Minnesota
should consider establishing a risk-pool vehicle (similar to the Minnesota Comprehensive Health
Association) whereby all third-party payors would contribute funds to eliminate the present situation
of potentially uniimited expenditures for home care services for the technology dependent.”

Council of HMOs’ Recommendation § 4: "Establish a funding pool mechanism similar to the Minnesota
Comprehensive Health Association (MCHA), but with seif-insured entities included, that would assume
responsibility 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 HMOs’ Recommendation § 4-A: "Reach consensus as to the benefits to be available to
qualified individuals through the funding pool."

Council of HMOs’ Recommendation # 4-B: "Coordinate efforts and coverage between the private funding
pool and public payor programs such as the Medicaid 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 HMOs’ Recommendation # 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.”

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 payors 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.
Recommendat ion

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.
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ISSUE 13

MONITOR 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 Minnesota Recommendation § l: "The Minnesota Department of Health should
track the work of the Federal Task Force on Technology Dependent Children and provide the Minnesota
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 Minnesota Recommendation # 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
Hinnesota Legislature be postponed until the report of the Federal Task Force is delivered to the
United States Congress.”

Council of HM0s’ Recommendation § 9: "The Minnesota 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 Minnesota 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 HMOs’ Key Conclusidns § 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 Medicare claims and would include technology dependent children.”

Council of HMOs’ Recommendation § 9: "The Minnesota 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 Minnesota 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 PROGRAMS AND 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
payors [see Appendix O for descriptions of the key alternatives that are
needed].

Excerpts from position papers:

Council of HMOs’ Recommendation # 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 Michigan. 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 § 7: FINANCIAL: "¥e look to managed health care plans to work cooperatively with
providers to develop creative alternatives for effectively addressing the compiex 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 expiore and
implement service alternatives. [Economy of scale programs include transitional care units,
medicalized day care centers and group foster homes.}"

Alternative placements such as foster homes, 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-1like" 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 choice 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 foster 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 [1, 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.

Recommendat ion

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 schools, 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 home 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
outiined above, particularly since premature infants will be inciuded in the
mandate for educational services.

Data are not readily available on how educational services for
technology-dependent children cared for at home are presently being handied 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 HMOs’ Recommendation § 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
individuals, so there is much need to educate health professionals (including
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
clinical uncertainty [6, 3, 17].
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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].

[t 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].

1V. SUMMARY OF RECOMMENDATIONS

Recommendation 1:

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. 1t is presently impossible to predict with a
reasonable degree of accuracy either the current or future size of the
population of technology-dependent individualis. 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 definitions;
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:

1) 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
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
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 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 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:

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, dellberat1ng,
gathering additional information, conveying advice and recommendations,
following 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/publicity 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.

¥ % ¥ R R X F R X * X *
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Responsibilities and Client Rights"
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"Client Rights and Agency Responsibilities"
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Insurance Federation of Minnesota
1310 Pioneer Building :
336 N. Robert Street

St Paul, MN 55101 February 8, 1988
(612) 292-1099

The Insurance Federation of Minnesota represents 119 insurance comparnies,
service bureaus and individuzl 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 la\t:, the Insurance Federation has contacted its
members, the Health Insurance Association of America, and staff persons of the
Federal Task Force on Technology Dependent Children. In view of the short
time ellowed, 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 Teport
must include recommendations for 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




RECOMMENDATION

A comprehensive study on technology dependent children is being done by a
Federal Task Force. The Federal Task Force report will discuss recommended
alternative méchanisms for long term care for technology dependent children
and will contain an appendix on sources of financing. This report will préve
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 interim, 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 home, 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.



(2) MINIMIJM STANDARDS FOR HOME CARE SERVICES

Case management by third party payors in cooperation with providers

is an effective method of establishing and developing medical standards
for home care in a changing enviromment. We recommepd that third party
payor case management be recognized as an integral part of home care and
that steps be taken to foster cooperation and communication between

third party payor 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 tha; 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 om 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.




(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.



B. DEFINING THE TARGET POPULATION AND ESTIMATING ITS SIZE

0

"Implications Of The Population Definition" (Appendix C Of
The OTA Report On Children)

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)

Findings From A 1985 Survey Of Equipment Vendors To
Determine The Number Of Ventilator-Dependent Persons Being
Cared For In Their Homes In Minnesota

Incidence Data From the National Head lnjury Foundation



Appendix C

Implications of the Population Definition

Introduction

The way the population of technology-dependent
children is defined and enumerated has clear implica-
tions 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
number of children who may become eligible for spe-
cial 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-
ating 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
considerations. 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?

* |s the definition flexible, or would it need to be
revised frequently to accommodate new groups
of deserving children?

o 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)?

® Is 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 environments?

Three potential specific approaches to identifying
the 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.? A definition
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 in 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 considerably
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-

'Diagnoses are coded onto hospital discharge abstracts, accord-
ing to the conventions of the International Classification of Diseases,
9th Revision, Clinical Modification (ICD-9-CM) coding system.
These codes and other information from discharge abstracts are then
maintained, summarized, and analyzed by a number of different
government and private organizations.
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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)
congenital heart disease
cystic fibrosis

Ellis-van Creveld syndrome
encephalitis

interrupted phrenic nerves
multiple sclerosis

muscular dystrophy
myelodysplasia
near-drowning

nemaline rod myopathy
neonatal asphyxia
Pierre-Robin syndrome
Pompe's disease

radiation lung damage
severe head injury

spinal muscular atrophy
subglottic stenosis

upper spinal cord injury
Werdnig-Hottman disease

Conditions that can lead to dependence on nutritional support:

Alagielle's syndrome

chronic diarrhea

congenital bowel defect

cystic fibrosis

tailure to thrive

inflammatory bowel! disease

ischemic bowel disease

liver disease

milk/isoy protein intolerance

motility disorder

necrotizing enterocolitis

neoplasms

neurological disorders of swallowing

radiation enteritis

NOTE These diagnoses constitule only a partia! ist of conditions that can lead
10 dependence on respiratory or nutritional support. Conditions listed here
are actua! diagnoses of children using these technologies, as recorded

in a national nutntional suppori database and @ summary of children
served by special Title V programs in three States in 1885,

SOURCES: L. Heaphey, The Oley Foundation, Albany, NY, persona!l communi-
cation, Aug. 21, 1986, M.J. Aitken and L.A. Aday, “Home Care for the
Chronically Wi andior Technology Assisied Child: An Evaluation
Model," unpublished, November 1885.

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,
which is time-consuming and leaves considerable dis-
cretion to the assessor; and the scales are not well

suited to identifying the specific skilled nursing sesy
ices an individual may need.?

Another approach could be to identify children b-
the limitations of their normal body functions. w;
as eating or breathing. This approach (the one uw!
in this technical memorandum) has intuitive appes)
because it would identify those children who use 5
cific technologies that replace or compensate for nor
mal body functions. The limitation of this approact
is the difficulty in distinguishing levels of care needed!
in conjunction with the various technologies.

Definition Based on Type or Amount
of Services Needed

A third approach might be to identify technolog
dependent children by the type or amount of medy a!
services they require. This might take the form of
defining the population according to the need for (e
tain nursing services, such as catheterization. Or. ¢
might take the form of an indirect but explicit indice
tion of level of services needed, such as prior instit
tionalization or time in a neonatal intensive care uns
Finally, the population might be identified by the type

‘of long-term care plan required by its members ber

example, the defined population might include cki

dren whose documented care plans specify hospice ca~
and long-term chronic, continuous care, but not ¢t .
dren requiring intermittent monitoring, occasional r:
sis care, or post-acute, recuperative care.

Considerations in Applying
the Definition

Within the group of children identified as techno:
ogy dependent, there will exist considerable variatic®
in health and social needs. Ideally, an appropnate det
inition should be able to be applied in such a way l-’ﬂ“
differences in need among children can be dxsc_crnf-
with appropriate differences in benefits provided &
them. For example, two children might be equally e
tilator dependent, but one might be able to dress anc
feed himself while the other cannot. This examplc em
phasizes the value of functional assessment in app-)
ing a definition equitably.

“Home care may be feasible and desirable, but “‘i;
cheaper than institutional care, for some children

1 .
:Although there is considerable experience in applying 5?‘“;:’ ’
assessments of a person’s ability to function, few of these ar;r;-’ 2 !
tions have assessed any limitations in basic body functions t e
quire nursing skills (¢.g.. the need for colostomy care) O‘SC“:’& ]
that includes these categories is currently being conducle
dren with six types of disability and chronic illness |
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these children are 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 to 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 iliness, 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 to be able to distinguish the former child
from the latter for the purposes of providing benefits.

Meeting a particular definition need not necessarily
imply absolute access to a special program or set of
benefits. A definition can also be thought of as a
screening mechanism to most easily identify the bulk
of children who would benefit from extensive individ-
ual assessment and a particular set of services. Onc
possibility is that some fairly rigid, easily identificd
«haracteristics be used for rapid screening purposes,
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. ‘




Table 9.—Estimated Prevalence of Selected Chronic
Conditions in Children, Age 0 to 20, 1983

Condition

Prevalence per

Approximalte nurzggr
of children in the

100,000 children, 1980 United States, 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
Spinabifida ... ........ ... .. .. .. ... ... 40 28,500
Sickie celf anemia ........................ 28 20'000
Cystic fibrosis ................. ... . ... 20 14.300
Hemophitia ......... ... ... .. L 15 10:700
Leukemia (acute lymphocytic leukemia) .. ... 1 7.800
Chronic renal failure ... ................... 8 5'700
Muscular dystrophy . ........ooooooon 6 4,300 j
Traumatic braininjury. . ................... 5 3,600 !

SOURCE FPrevalence rates from G L Gortmaker and W Sappentieic “"Chronic Childhood Disorders Prevalence and tm

pact.”

Pediatiic Clinics of North America 31(1).3-1B. February 1884. Population size estimates calculated Ly OTA based
on prevalence rates and U.S. Census population data
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Table 4.—Data Sources Used as Bases for OTA Estimates

Source Population included Origina! purpose of information collection
State data:
fihinois All ventilator-dependent children in State; all State information, evaluation program tor similar
other children served in State program for State programs
-handicapped children .
Louisiana Ventilator-dependent children served in special State information; evaluation program for similar
State home care program State programs
Maryland Children dependent on respiratory support State information; evaluation program for similar
devices who are served in special State home State programs
care program
Massachusetts People dependent on ventilators for longer than Survey to determine the numer of ventilator-
3 weeks dependent individuals
New Mexico All children served by State Medicaid waiver for State information, Medicaid requirements

North Carolina

Wisconsin

American Association for
Respiratory Care

Commercial nutrition registries

OAISIS registiry, Oley
Foundation

Hambrech{ & Quist home
infusion marketl analysis

Abbott Laboratories home
infusion market analysis

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 institutionalization

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
Ociober 1884 and April 1885

Patients served by hospita! and community-
based programs responding to @ 1885 survey of
such programs

National hosplial discharge data and detailed
information from a nonrandom sample of
hospitals

Not specified

Demonstrate potential need for pediatric
respiratory unit

State information, Medicaid requirements

Document the number of ventilator-dependent
persons and the degree of institutionalization

Develop a database of persons on home
nutritional support technologies

Develop ongoing database of characteristics of
persons using home nutritional support

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

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

SOURCES: M.J. Aitken and L.A. Aday, Home Care for the Chronically il anc/or Disabled Technology Assistad Child: An Evaluation Mode!, unpublished, November 1885,
E. Lis, Crippled Chiidren's Services, Chicapo, iL, personal communication, April 1886; K Valdez, Human Services Department, Santa Fe, NM, perscna!
communlcation, July 22, 1886, P. Techumper, Department of Health and Socia! Services, Madison, Wi, personal communication, July 22, 1886; G. Worley,
Duke University Medical Center, Durham, NC, personal eommunication, July 1886, Care tor Life, paper prepared for U.S Congress, Otfice of Technology
Assassment, 1985; Oley Foundation, paper prepared for U.S. Congress, Office of Technology Assessment, 1885, B.B. Rucker and K.A. Holmsied!, Home ;
industry Therapy industry (San Francisco, CA: Hambrecht & Quist, April 1884); Biue Cross and Blue Shield Association, Infusion Theraples in Home Health |
Carg (Chicaco, IL: BCIBSA, January 1886)

|



Table 3.—Major National Health Surveys and Data Systems

Survey or data system

Population surveyed

Periodicity

Relevant data elements

Selected limitations

National Health Interview Survey
(NHIS)

NHIS Child Health Supplement

National Medical Care Utilization
and Expenditures Survey

National Hospital Discharge

Survey

National Ambulatory Medical Care
Survey

National Health and Nutrition
Examination Survey

Rirth Defects Monitoring Program

Ofhiee ot Hipoced | ducation

Canvey af tnatitntionalized 'arannn

¢ anaun of tho Populallon

Approximately 40,000
households (about 30,000
children).

1 child per above household
(a2bout 15,000 children)

Approximately 6,600
households (about 4,500
children)

pDischarges from approximately
420 short-stay hospitals

Office visits to approximately
3,000 physicians

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

Discharges from 928 hospltals,
about 22% of U S birthna

Stata roported datu on childron
sarvad In spocial oducation
Moyrsimn

Marnona Hiving In tacilitinn with
aventayn alayn uven W) dlayn

All householin, saniplo ol
Instituhonalizod porsong

Annually

1981, may be
done in future
again

1977, 1980,
planned 1987

Annually

Annually from
1983-1981; 1985

1971-1975;
1976-1980;
planned 1988

Annually

Annually

10760 unly

vy 10 yoars

Aclivity limitations, certain
chronic conditions, hospital and
physician use

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

Same as NHIS plus additional
data on income, insurance,
medical expenditures

Age, race, sex, medical diagnoses.

procedures done in the hospital

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

Data from physical exam and
laboratory tests

Discharge abstract data for 161
LUrth deloct calogorios

Number of chitdron served by
handicapping condition catogory

Agn, race, nox, conl ol care,
comndition troated, phyalcal
fiimitations

Aye, 1aco, sux, oducation, togion,
typo of Institution

Institutional population excluded, sample
too small to detect very rare conditions,
functional limitation measures very
general

Same as NHIS
Same as NHIS

Sampile too small to detect very rare
conditions, not an unduplicated count of
persons. no data on gutpatients.
nonhospitalized children

Sample too small to detect very rare
conditions, excludes clinic and
institutional visits, not an unduphicated
count of persons

Small sampte, institutionahized
population excluded

May not be representative sample of
blrths, nowborn data only, cannot directly
dotoct technology dopondonce

Handlcapped categories very broad,
categories not consistently delined
among Stales, do not include chiidron
not served by programs

Limitation catogories very broad,
noninatitutionalizod population oxcludod,
dats old, unalysls excludod some
Institutions

No hoalth-reloted tunctional data
Included, institutional categories very
broad

HOUNHCES 1M Eiman, National Association of State Ditectors of Spuctal Education, Inc., Washington, DC,‘pova.onul commun.lcul—lc-;n. Ja_n;.n.r;' 1-976.-M'A M'cMa_n‘u—s‘, S.E. Malus, C_H ‘P:Ior(on. el al . Guide 1o
National Data on Matarnal and Chitd Health (Washington, DG McMunus Health Policy Inc, 1986), U S. Department of Commerce, Bureau ol the Census, 1976 Survey of Institutionalized Persons
A Study of Persons Hocetving Long Term Care, Cuttunt Popultation Roports Spocial Studlos, serles P-23, no. 69, June 1978; U.S. Department ol Education, Oftice of Special Education, 9th Annual

Ruport 10 Congress on the Implamentation of the Education of the Handicappod Act, 1987.



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

Number Rate per Extrapolation tovu.s. E Extrapolmonr:o U.s.
Survey Survey Age ventilator  million per survey period | per yea Percent in
State year period group dependent children  Under 16 Under 22 : Under 18 Under 22 Institutions
Hhnoie ... ... ... 19€5 1 year 0-21 74 19.0 1,191 1,500 1,191 1,500 36eLY
Louisiana . ..... 1986 1 year 021 35 238 1,305 1,643 1,305 1,643 13%°
Maryland .. ... .. 1985 1 year® 017 26 23.9 1,498 1,886 1,498 1,886 23%b
Massachusetts 1985 1 month 0-15 14 13.59 843 1,062 1,080 1,381 A
New Mexico . 1986 <1 month 0-21 4 7.4 577 726 753 848 75%
North Carolina . 198¢ 1 month 0-17 7! 43 268 337 421 530 43%
AARC survey d
(37 States). ... 1980 1 month 0-17 445 83 520 655 679 845 55%

8Sec tootnote 7 1n text tor expianation of conversion from monthly to annual prevatence
9lhinois, Louwisiana, and Maryland have active programs to place ventilator<dependent children al home
ENot reported. spparantly at lees! a year
"Ad;us!ec for B2 percen! response rate. Remaining institutions were assumed similar to responding ones
€Figure appliet to all patients in the survey inctuding adults
Four of the soven children had been discharged home on ventilators during the past 3 years 1t Is unknown whether all four chitdren cared for 8t home are still alive
and ventilator-dependent, but they were assumed to be 80 for the purposes of this table Thus, in converting from monthiy to annugl! prevalence. 4i7 of the U.S extrapo
lation was not converted up, since this part of the number represents a 3-year prevalence rether than & 1-month one

SOURCES Otfice of Technology Assessment 197 Dats from K Kirkharl, Children’s Hospital. New Orleans, LA, persone' communication. January 1967, M.J Altker
8nd L A Aday. t1ome Care for the Chromically Hil @nd’or Disabled Technotogy Assistes Child An Evaluation Model, unpublished Novembe! 1885 K Valde:,
Humar Services Department Santafe NM, personal communication. July 188, G Woriey Duke University Medica' Center, Durham, NC, persons! commu
nization, July 1950 Care for Lite. Life Suttaming Teshnologies and the Elderly Prolonged Mechamicai Ventiiation” paper prepared for US Congress, Otfice
of Tecnnoulugy Assessment 19¢5 :

Table 6.—Estimates of the Number of Children Requiring Parenteral Nutrition

Source

Basis for estimate

Comments on manipulation

Extrapolated U.S. estimate

Commercial registries,

1984-85

llinois, 1985

New Mexico, 1986

Wisconsin, 1886

Hambrechi & Quist

market estimate, 1983

373 children under age 18 on
home parentera!l 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.

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.

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

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

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

At least 182 chiidren on
parenteral nutrition under age
18 (at time of documentation).
Fewer children on parentera!
nutrition than on ventilators.

351 children on parenteral
nutrition under age 18 in 1983
(tor 12-month period); market
assumed growing.

P

SOURCES" Oley Foundation, “Nutritiona! Support and Hydration for Critically and Terminatly Il Elderly,” paper prepared for Office of Technology Assessment, Seplombe:
1885, € Lis, Crippled Children's Services, Chicago, IL, parsonal communication, Aprit 1886, G Cleverly, Human Services Department, Santa Fe. NM, parsona’
communication, 1986. P Tachumper, Depariment of Health snd Social Services, Madison, Wi, personal communication, April 1886; B B. Rucker and K A
Holmsted!, Mome Infusion Therapy Industry (Sen Francisco, CA: Hambrecht & Quist, Inc., April 1984)




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 (patientsiyear)® ........... 2,000 to 5,000
Proportion children (range given

in literature reports of individual

programs)® .. ... ... ... 4.3% 10 46.6%
Implied total number of children per year
on home therapy ..................... 86 to 2,330

Inflation for past exclusion ot patients for
home care due to financial, medical, or

psychosocial reasons® ................ 166%
Total number of children per year
receiving prolonged antibiotic therapy .. 143 to 3,868

Intravenous chemotherapy:
Total home intravenous chemotherapy

market, 1984 (patients/yean?® ........... 2,500
Approximate proportion children® . ....... 5%
Total number of children per year,

minimum estimate ................... 125

California hospital discharges of children
with leukemia undergoing venous

catheterization (discharges/yean®....... 160
Extrapolation to U.S. (dischargesl/year) .... 1,469
Leukemia as proportion of all childhood

cancers'. ... 33%
Extrapolated U.S. number, all childhood

CaANCEIS ..ttt ieeiiieereeenneonnans 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

85¢e 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 of every 10 were included, the figure for potential home antibiotic therapy
must be re-inflated by 166% to estimate the total maximum number of children
that would bs eligible if these barriers did not exist.
A Pennsylvania report on 139 patients recelving 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,

6See reference 15.

ISee reference 98.

SOURCE: Office of Technology Assessment, 1887.
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Table 8.—Basis for Estimate of the Number of Children Requiring Other Nutritional and Respiratory Support

Information source

Data

Implications

Comments

OASIS registry, Oley
Foundation

Commercial registries

Hambrecht & Quist
market analysis

Abbott Laboratories
market analysis

California hospital
discharge data for
children

State data:
llinois

Maryland

Wisconsin

North Carolina

New Mexico

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 1883

36 children on Group i
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 tube 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

Ratio of enteral to parenteral
nutrition is 1:1.67

Ratio of enteral to parenteral
nutrition is 1:1.01

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

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

777 childrén tube-fed through
gastrostomies each year

2,445 Group Ml 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 Il supports
about 1:10

Ratio of ventilator: oxygen
support about 3:8

Ratio of ventilator: Group il
supports about 1:18

Proportion of children also
using respiratory suppornt
unknown; proportion of tube-
fed population covered by
registry unknown

Same as Oley Foundation
registry

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

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

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

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

Assumes Maryland identified
the universe of such children
in the State

Presumably is an
underestimate if not all
similar children are served by
State program. Probably
considerable overiap between
tube feeding and respiratory
support groups. Prevalence of
Group 1l 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 Care for the Chronically Itl and/or Disabled Technology Assisted Chilg: An Evaluation Mode!, unpublished, November 1885,
J. Bates, San Diego Children’s Hospital, San Diego, CA, personal communication, July 1886; Biue Cross/Biue Shield Association, Infusion Therapies in Home
Mealth Care (Chicago, IL: Biue Cross/Biue Shield Association, January 1886); G. Cleverly, Human Services Department, Santa Fe, NM, personal communication,
August 1986, L.L Heaphey, The Otey Foundation, Albany, NY, personatl communication, August 1886, E. Lis, Crippled Children's Services, Chicago, IL, personal
communication, Aprll 1886; Oley Foundation, inc., “Nutritiona! Support and Hydration for Critically and Terminally il Eiderly: Utilization in the Home," contract
paper preparad for the Office of Technology Assessment, U.S. Congress, Washington, DC, September 1885; B B Rucker and K.A. Holmstecit, Home infusion
Therapy Industry (San Francisco, CA' Hambrecht & Quist, Apri! 1984), and P. Tschumper, Department of Health and Social Services, Madison, Wi, persona!
communication, April 1886




A Survey to Determine the Number of Ventilator-Dependent Persons
Being Cared For in Their Homes in Minnesota

Date of Survey: Spring 1986

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

Methods

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 in 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



By Degree of Dependence on the Ventflator

Full=time 39

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

By Ventilator Type

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 "body wraps."

By Disease Conditions
2 Polio

ALS (Lou Gehrig’s disease)

COPD (chronic emphysema)

Unknown

Muscular dystrophy

Quadraplegia

Sleep apnea

Brain stem infarct

Guillaume Barre

Multiple sclerosis

Multiple trauma

Ondine’s curse

Spinal cord lesion

Warner Kauffman syndrome

Central hypoventilation

Spina bifida

Respiratory insufficiency

Multiple diagnoses

Rheumatoid disease

Ehler-Dandles syndrome
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COMPARATIVE INCIDENCE AND PREVALENCE OF BRAIN DAMAGE
FROM TRAUMA AND OTHER NEUROLOGIC DISABILITIES®

INCIDERNCE PREVALENCE
DISORDER 100,000/YEAR PER 100,000

TRAUMATIC BRAIN 20+ 800
['amaGE, MODERATE

To SEVERE

SpinAL CORD INJURY 3 50
MuLTiPLE ScLEROSIS 3 60
CereBRAL PaLsY 9 250
MuscuLAR DYSTROPHIES 1.2 20

(HEREDITARY)

*DaTa FROM KurTzkE, J.F. NeuroLogy 32:1207, 1982
+DaTA FROM KRAUS ET AL, AMer J EpiDeEmioL, 1984

over
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SEVERITY OF BRAIN INJURY IN
PERSONS SURVIVING TRAUMATIC HEAD INJURY
IN THE UNITED STATES®

VERITY OF INCIDENCE NO. OF SURVIVORS
gEAIN DAMAGE 100,000/YEAR PER YEAR
SEVERE 6 13,500
MODERATE 14 30,500
MILD 131 294,750

*Bosed on San Diego Study by Krous Et Al.
Amer J Epidemiol, 1984

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

DISORDER INCIDENCE PREVALENCE
Per Year

TRAUMATIC BRAIN 44,000+ - 1,000,000 To

Damace, MoDERATE ' 1,800,000

To Severe

SpinaL CorD INJURY 6,750 112,500

MuLT1PLE ScLEROSIS 6,750 135.000

CereBRAL PaLsy 20,000 560,000

MuscuLar DYSTROPHIES 2,700 45,000

(HEREDITARY)

*Data FrOM KurTzke, J.F. Neurorosy 32:1207, 1982
+DaTA FrROM KrRaus ET AL, AMer J EpipemioL. 1984



C. BACKGROUND INFORMATION ON MEDICAL CONDITIONS AND
TECHNOLOGIES

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

O COPD: Chronic Obstructive Pulmonary Disease (brief
description)

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

O "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 Feeding Tube
Routes (From OTA Report On The Elderly"




DESCRIPTION OF NUTRITIONAL SUPPORT AND HYDRATION

The Need for Nutritional Support
and Hyvdration

People who do not take in adequate amounts
. of food and fluids will 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, minerals, trace elements,
or any combination thereof. The effects of mal-
nutrition depend on its severity and duration and
which specific nutrients are lacking. In general,
however, the effects include weight loss, listless-
ness, and depression; decreased ability to resist
infection, to recover from illness, and to withstand
surgery or other treatments; impaired wound
healing; decreased cardiac and respiratory mus-
cle strength, confusion, coma, and eventual death
(115,139,143,203).

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-
itv, 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 vounger
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

e people with acute or chronic diseases that
cause inability to digest or absorb nutrients.

Without tube or intravenous feeding and hvdra-
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). (p.2T3)




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’s
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.

Nasoenteral 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.
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