HEALTH & HUMAN SERVIGES

In a year that ALS took the life of a longtime colleague, Minnesota
legislators make historic investment in research, caregiver support

by Jon Davis (jdavis@csg.org)

innesota earlier this year

made the largest single

state investment into ALS
research — $20 million over the next
three fiscal years — under legislation
sponsored by Senate President Pro
Tem David Tomassoni, who died last
month of complications from the
neurodegenerative disease.

SF 3372 authorizes $20 million to
be allocated in fiscal year 2023 for
grants to Minnesota-based research
facilities, universities and health
systems for “clinical and translational”
research on ALS — research on
people via surveys or clinical trials,
or into connecting the findings in
different areas as a way to more
effectively advance from discovery to
application.

Grants could go to drug
development, precision medicine,
medical devices, assistive technology
and cognitive studies.

Another $5 million is slated for
caregiver support programs with
ALS-specific respite care services.

Both pots of funds can be awarded
through June 30, 2026.

“Watching him champion this,
knowing full well he would not
benefit from it ... in politics it's
connect the dots to tell a story
to influence the outcome,” says
Minnesota Rep. Dave Lislegard,
who agreed to sponsor SF 3372's
companion bill in the House (HF
3603).

“To watch him go through this,
it's a true testament to the kind of
champion he was,” he says.

House Deputy Minority Leader
Anne Neu Brindley, for whom the law
is also personal — her husband, Jon,
died from ALS in 2016, one year before
she joined the Legislature in a special
election — agrees.

“He was the driver. We all watched
what happened to him in the course
of just over a year,” says Neu Brindley,
whose amendment to HF 3603 added
the money for caregiver support.

“The only reason we were able to
do that is because Sen. Tomassoni was
right in front of us. It was happening
right in front of us,” she says.

‘THE CHAMPION HE WAS’

Tomassoni, who played

Minnesota Sen. David Tomassoni, at left in wheelchair,
Rep. Anne Neu Brindley, Rep. Dave Lislegard and
others applaud as Gov. Tim Walz signs SF 3372 into law.
(Copyright Minnesota House of Representatives; photo by
Paul Battaglia)

professional hockey in
Italy for 16 years (and
skated for Italy’'s 1984
Olympic team) before
winning a Minnesota
House seatin 1992,
announced in July
2021 that he had been
diagnosed with ALS,
or amyotrophic lateral
sclerosis (also known as
Lou Gehrig's disease).

ALS is an always-fatal
progressive motor
neuron disease that has
no known cure.

According to the
ALS Association, most
people in the U.S. who develop the
disease do so between ages 40 and
70, with a median age of 55 at the
time of diagnosis.

Men develop ALS 20 percent
more commonly than women, and,
for reasons still unknown, military
veterans are more likely to be
diagnosed with ALS than the general
public.

Only 5 percent to 10 percent of
cases can be attributed to a family
history of the disease; in some of
those cases the disease can be
traced to a genetic mutation, the
association says.

OPPORTUNITYTOBE A
NATIONAL LEADER

Minnesota’s law is the first of its
kind in the country, Neu Brindley
says, adding that as of early
September, no research grants had
been issued yet.

The state is also working with the
ALS Association to further stretch the
caregiver grant allocation by trying to
provide training to family members
to become caregivers (as opposed to
hiring caregivers), she says.

This is important, Neu Brindley says,
as Medicare doesn’t cover the kind of
home care support ALS patients need
— such as 24-hour care, meal delivery,
homemaker or personal care services
— because it only covers home care
on a short-term or intermittent basis,
which is impossible by definition for
ALS patients.

“We have an opportunity in
Minnesota to be a leader in this. So
little money is put into this space
[ALS research and support] that
we can be a real leader with
relatively little money,” Neu
Brindley says, adding that she’s
open to expanding caregiver
funding but wants to see results
from this first allocation.

Such support is one of
the ALS Association’s policy
recommendations for states
(see graphic in right column for
other ideas).

Tomassoni, quoted by the
St. Paul Pioneer Press at a
signing ceremony for SF 3372,
expressed his hope that the
state’s new investment marks

Minnesota Rep. Anne Neu Brindley, center, talks with
Reps. Kristin Robbins, left, and Tama Theis, right, after
delivering an emotional floor speech in March about her
late husband’s battle with ALS. (Copyright Minnesota House
of Representatives; photo by Paul Battaglia)

“the beginning of the eradication of
an insidious disease.”

“Not for me but for future
generations,” he said. “[Baseball great]
Lou Gehrig died of ALS in 1941, and
for too long, little to nothing has been
done in research to uncover new and
effective treatments for ALS. ... If we
do nothing else this session, we can
all say we accomplished something
significant, something significantin a
virtually unanimous fashion.

“I don't remember ever in my 30
years in the Legislature passing such
a significant bill this early in the
session without leveraging it against
something else. | think we can all be
proud of that, too”

MORE FEDERAL FUNDING
NOW GOING TO RESEARCH

Federal support for ALS research
got a significant boost in the fiscal
year 2022 budget — 20 percent
above FY 2021 levels, to almost $200
million.

Part of that funding commitment
includes implementation of the ACT
for ALS law, a measure signed into
law late last year. Money will go to
public-private partnerships that
research rare neurodegenerative
diseases. The goals: advance
understanding of the diseases, and
develop new treatment methods.

Under the new law, too, the U.S.
Food and Drug Administration was
charged with developing a five-year

action plan for extending the lives of

patients through advances in drugs,
other medical products and new
treatment methods.

That plan was released in June.

The U.S. Congress also continued
funding an ALS-focused research
project at the Department of
Defense (540 million), while
providing $115 million to the
National Institutes of Health and
$10 million for an ALS Registry and
Biorepository, according to the ALS
Association.

Minnesota Rep. Jennifer Schultz and
Michigan Rep. Bronna Kahle serve as
co-chairs of the Midwestern Legislative
Conference Health & Human Services
Committee. Kansas Sen. Pat Pettey is
vice chair. Jon Davis is CSG Midwest
staff liaison to the committee.
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SOME NUMBERS ON ALS, OR
LOU GEHRIG'S DISEASE, AND

ONE OF MANY UNKNOWNS

31843

ESTIMATED # OF PEOPLE IN
THE UNITED STATES
WITH ALS

20%

ALS IS 20% MORE COMMON
IN MEN THAN IN WOMEN,
BUT WITH INCREASING AGE,
THE INCIDENCE OF ALS
EQUALS OUT BETWEEN MEN
AND WOMEN

90%

APPROXIMATE % OF ALS
CASES NOT ATTRIBUTABLE
TO GENETICS OR KNOWN
FAMILY HISTORY

707

FOR YET-UNKNOWN
REASONS, U.S. MILITARY
VETERANS ARE MORE LIKELY
TO BE DIAGNOSED WITH ALS
THAN CIVILIANS

Sources: U.S. Centers for Disease Control and
Prevention and the ALS Association

IDEAS ON HOW STATES CAN HELP
PEOPLE LIVING WITH ALS AND

v
v

THEIR FAMILIES

boost funding for caregiver support
programs

improve access to broadband and
assistive technology for ALS patients

fund wrap-around services such as
transportation, housing, nutrition
and home modification

ensure access to specialized
services that people with ALS need
during disasters and public health
emergencies

craft policies on telehealth and
professional licensing that foster
access to specialized care and
remote clinical trials

support multidisciplinary care at

ALS clinics and other health care
settings (such care has been shown to
increase the length of life for people
living with ALS up to 9 months)

Source: ALS Association
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