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Resolution to support legislation to improve ALS research and assist ALS patientsSUBJECT:

CLA RECOMMENDATION: Adopt Resolution (Buscaino - Rodriguez) to include in the City’s 
2019-2020 Federal Legislative Program SUPPORT for legislation and/or administrative action 
proposed by the ALS Association that would: waive the five month waiting period for Social 
Security Disability Insurance (SSDI); protect access to noninvasive ventilators; preserve and 
increase federal ALS research funding; and provide increased access to home health services for 
ALS patients.

SUMMARY
Amyotrophic lateral sclerosis (ALS), also known as Lou Gehrig’s disease, is a progressive 
neurodegenerative disease that affects nerves in the brain and spinal cord, causing loss of muscle 
control. ALS is always fatal, has no known cure, and in most cases, the cause is unknown. 
ALS often begins with muscle twitching and weakness in a limb, or slurred speech. 
Eventually, ALS affects control of the muscles needed to move, speak, eat and breathe. Each year 
more than 5,000 people in the United States are diagnosed with ALS.

The Resolution recommends support for legislation and/or administrative action proposed by the 
ALS Association that would: waive the five month waiting period for Social Security Disability 
Insurance (SSDI); protect access to noninvasive ventilators; preserve and increase federal ALS 
research funding; and provide increased access to home health services for ALS patients.

BACKGROUND
The following pieces of legislation regarding ALS, spearheaded by the ALS Association, are 
currently being considered by Congress:

S. 578 (Whitehouse)/H.R. 1407 (Moulton), the ALS Disability Insurance Access Act, would 
eliminate the five-month Social Security Disability Insurance (SSDI) waiting period for people 
with ALS. Under current law, people with ALS who qualify for SSDI must wait five months before 
receiving those benefits. ALS is a particularly aggressive disease with an average life expectancy 
between two and five years from the time of diagnosis. Because of this, the five-month SSDI 
waiting period is especially difficult for ALS patients.



H.R. 4945 (Morgan), the Safeguarding Medicare Access to Respiratory Therapy (SMART) Act, 
would remove noninvasive ventilators (NIV) from competitive bidding for five years and require 
Medicare to update national coverage policies. Competitive bidding places ALS patients, along 
with patients affected by chronic respiratory failure from other diseases, at a high risk of no longer 
being able to access non-invasive ventilators that are critical for their health.

S. 3091 (Coons)/H.R. 4748 (Cisneros), the Justice for ALS Veterans Act of 2019, would increase 
dependency and indemnity compensation (DIC) paid to surviving spouses of veterans who die 
from ALS regardless of how long the veteran had ALS prior to death. Military veterans are 
approximately twice as likely to be diagnosed with ALS as the general public. Currently, 
supplemental DIC increases are only available to families of veterans who live for at least eight 
years with a service-connected disability. Given the average lifespan of ALS patients after 
diagnosis, many surviving families of veterans who died from complications related to ALS are 
denied these supplemental DIC increases.

S. 2741 (Schatz)/H.R. 4932 (Thompson), the Creating Opportunities Now for Necessary and 
Effective Care Technologies (CONNECT) for Health Act would expand access to telemedicine 
and telehealth, which can be particularly beneficial for ALS patients.

Funding for the Department of Defense ALS Research Program was doubled in FY 2020 from $10 
to $20 million. Additional funding for the Department of Defense ALS Research Program would 
be appropriate given the increased incidence of ALS among veterans compared with the general 
public.
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RESOLUTION

WHEREAS, any official position of the City of Los Angeles with respect to legislation, 
rules, regulations or policies proposed to or pending before a local, state or federal governmental 
body or agency must have first been adopted in the form of a Resolution by the City Council with 
the concurrence of the Mayor; and

WHEREAS, 29-year-old Los Angeles Firefighter Eric Stevens was recently diagnosed 
with amyotrophic lateral sclerosis (ALS), just weeks after marrying his college sweetheart; and

WHEREAS, ALS, also known as Lou Gehrig’s disease, is a rare neurological disease 
involving the neurons, which control voluntary muscle movement such as chewing, walking, 
talking and breathing; and

WHEREAS, each year, more than 5,000 people in the United States are diagnosed with
ALS; and

WHEREAS, currently, the life expectancy of a person diagnosed with ALS is two to five 
years, but this is variable and there is evidence that increased care and research has extended 
patients’ lives; and

WHEREAS, federal funding is essential if a cure for ALS is to be found, as is federal 
legislation providing access to healthcare, medications and medical equipment needed by ALS 
patients; and

WHEREAS, the ALS Association, a non-profit group focuses on combatting the disease, 
has prioritized a number of legislative and administrative proposals that would assist ALS patients 
access care and fund research; and

WHEREAS, these proposals include waiving the five-month waiting period for Social 
Security Disability Insurance (SSDI) for patients diagnosed with ALS, providing access to 
noninvasive ventilators, funding for research and access to home health services; and

WHEREAS, these policies, if enacted would benefit ALS patients and help fund research 
leading to a cure for this disease;

NOW, THEREFORE, BE IT RESOLVED, with the concurrence of the Mayor, that by the 
adoption of this Resolution, the City of Los Angeles hereby includes in its 2019 - 2020 Federal 
Legislative Program SUPPORT for legislation and/or administrative action proposed by the ALS 
Association which would: waive the five month waiting period for Social Security Disability 
Insurance (SSDI); protect access to noninvasive ventilators; preserve and increase federal ALS 
research funding; and, provide increased access to home health services for ALS patients.
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