The Benefit of Supporting ALS Programs in Pennsylvania

Overview:
At any given time, over 900 Pennsylvanians are living with ALS. ALS, Amyotrophic Lateral Sclerosis, also
referred to as “Lou Gehrig’s Disease,” is a fatal, progressive, neurodegenerative disease with no known cure. In
Pennsylvania, the majority of support services available to people living with ALS and their families are made
available through The ALS Association’s Greater Philadelphia and Western PA Chapters.
Addressing ALS in Pennsylvania:
For FY ’10-’11, the General Assembly allocated $325,000 for ALS patient services and The ALS Association
Chapters in Pennsylvania were able to provide a significant number of services to Pennsylvania constituents and
healthcare professionals as a result of this funding. As a result of The ALS Association’s efficient use of that
money to directly benefit patients, the legislature in 2012 approved a $300,000 line item for ALS patient care. An
allocation of $900,000 would allow The ALS Association to not only sustain, but also grow, patient services and
resources throughout the state, at a rate of just $1,000 per person with ALS in the state. With an understanding for the
many budget constraints facing the Commonwealth, The ALS Association is looking to maintain our $300,000 line
item and hopefully boost it to $500,000. Maintaining critical funding for ALS patients in Pennsylvania is not only a
good thing to do but a cost-effective measure that can save the state significant funds in the long run.

Providing Effective and Efficient Services:
Through donor, grant, and state funding, The ALS Association chapters of Pennsylvania are able to provide a
number of important services and service referrals to ALS patients that allow them to maintain a high quality-oflife, including the opportunity to remain active in the workplace for as long as possible, delaying the onset of loss
of earnings for the patient.
Services include:
• Medical and mobility equipment assistance programs. The Chapters provide financial support to
purchase, or directly loan, necessary medical equipment to patients and their families.
o The average cost savings generated from The Association’s equipment loan program is
approximately $470.95 per person per year.1
o The ALS Association also provides $250 equipment grants to enable ALS patients and their
families to purchase long-term equipment not otherwise covered by insurance.
These programs help to decrease the burden on the health care systems to provide support equipment
and ensure that patients who lack adequate insurance coverage receive the services they need.
•
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Speech-generating device acquisition and loan programs. Speech-generating devices are vital for
ALS patients who are losing their ability to communicate. These devices can cost from
approximately $5,300 to over $21,200. The ALS Association works with patients to support speech
continuation through two programs:
o 80/20 program: The ALS Association helps patients with limited or no health insurance
coverage by providing up to $2,000 in a one time grant to purchase a speech device.
o Loan program: the loan program helps patients and the healthcare system in two ways:
 Medically appropriate devices – the loan program allows patients to test which
speech device works best for their needs, saving health insurers from providing a

ALS Association Western Pennsylvania Chapter conducted analysis of most frequently requested loan items. Study data is available
upon request.



device that may need to be abandoned in a few months due to incompatibility with
patient needs.
Communication options for ALS patients in hospice or in nursing facilities – these
types of care do not qualify a person with ALS for speech-generating device
coverage. The ALS Association works with patients to ensure their communication
needs are met and that they are able to continue to communicate with their
caregivers, family, and health care providers.

•

Transportation program. Transportation that best meets the needs of ALS patients is provided for
clinic visits, support group meetings, and other activities related to a patient’s ALS condition.
o Our transportation program providers are able to provide services that are not restricted by
county lines, a vital resource for patients in rural and underserved areas.
o When The ALS Association provides these services, we contract with community-based
vendors such as Med-Van, based out of Northern Cambria, Transportation Solutions, based
out of Pittsburgh, and Point to Point Transportation in Exton, PA.
o Services provided through our program help to save state and county public transportation
programs valuable resources, which is especially important as gas prices are projected to
increase in the spring of 2012.

•

Support groups for ALS patients and their families. Support groups are important to ALS patients
and their families. These groups also help to save the state and insurers from psychological or
psychiatric care costs.
o The ALS Association is working to meet the needs of ALS patients in rural parts of the state
through the development and use of web-based support groups. The ALS Association
provides patients with limited mobility capabilities or those living in rural areas with
webcams, which allow them to participate in web-based group meetings.
o Web-based groups, while relatively new, have been highly successful. Web-based tools are
an exploration into applying innovative and cost-effective resources to better meet the needs
of ALS patients and their families.

When The ALS Association provides support services or makes referrals for services, our organization works
with local community partners and businesses to ensure that the funds used to support ALS patients are also
reinvested in their local communities. These programs thus create economic benefits for the state and relieve the
state of the need to fill the servicing gap, saving the state additional financial and staffing resources.
Supporting Veterans:
While the cause of ALS is still unknown, studies have shown that military veterans are twice as likely to develop
ALS as members of the general public. Thanks to the advocacy efforts of The ALS Association, the Veteran’s
Administration has classified ALS as a service-related disease and has extended important benefits to active duty
personnel and veterans diagnosed with ALS. This is a particularly important issue for Pennsylvania, as our state
has the fourth largest Reserve and National Guard population, 32,494 members, in the United States and has
8,064 active duty military personnel serving in a variety of military installations throughout the Commonwealth. 2
Additionally, Pennsylvania is one of five states with a veteran population of over 1 million residents, and has a
significant number of active duty service members stationed around the world, who call Pennsylvania home. 3
The ALS Association works with a number of partners throughout Pennsylvania to ensure that those who have
fought for us are able to access critical services and support as they face their battle with ALS.
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Strengthening Pennsylvania’s Healthcare System:
Studies have shown that one of the keys to reducing the economic costs associated with ALS is education of the
health care community. 4 The ALS Association works collaboratively with healthcare professional and healthrelated social service providers throughout the state to strengthen provider knowledge and resources to provide
effective care for ALS patients.
Services include:
• Establishment and sponsorship of multidisciplinary clinics (MDCs). MDCs are regularly
scheduled programs that bring healthcare providers and equipment providers to a central location for
the medical equivalent of an “all-inclusive” experience for patients.
o ALS patients who receive their care at a multidisciplinary clinic have a better prognosis than
patients attending a general clinic. 5 Patients who are healthier are able to remain in their
homes longer and out of assisted-care facilities longer, saving the state as much as $91,954
per person per year. 6
o Multidisciplinary clinics help to reduce transportation costs for patients and public transit
providers, and effectively allocate healthcare provider time, and resources.
o MDCs also allow caregivers to spend less time away from work and other family obligations,
rather than going to appointments one at a time throughout the month, often in different
locations.
o The ALS Association and its healthcare partners currently operate six MDCs in
Pennsylvania. Previous state funding allowed us to expand MDC services, particularly at our
Pittsburgh clinic. Without continued support, these programs face a reduction in services or
closings, necessitating patients to travel to multiple doctors, and increasing the strain on both
Chapter and state-funded transportation programs.
•

In-service trainings for healthcare professionals and site-visits
o When an underserved or rural community lacks healthcare providers and cannot provide
necessary care, patients may have to travel over 200 miles to reach facilities that can meet
their needs.
o The ALS Association staff also work with healthcare providers to conduct in-home site
visits. While these visits are important for all ALS patients, site-visits can be of critical
importance for patients in rural parts of the state who are not able to travel to their primary
ALS treatment sites on a regular basis.

Supporting Caregivers:
Caregivers are incredibly important in the life of ALS patients. Primary caregivers for patients in Pennsylvania
tend to be a family member; most often a spouse.
• Nationally, on average, 87.9% of ALS patients and other patients with neurotrama are cared for in private
homes. 7
• Caregiving families have median incomes that are more than 15% lower than non-caregiving families.8
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The ALS Association’s Respite Care and In-Home Care programs, which assist with the costs of the
home health aides to allow caregivers to remain in the workplace, prevent or diminish loss in wages to the
caregiver.
These programs also allow caregivers to continue to provide workplace-sponsored medical insurance for
family members, keeping ALS patients off of Medicaid and state assistance programs.
Nationally, the value of the services family caregivers provide for "free" is estimated to be $306 billion a
year. That is almost twice as much as is actually spent on homecare and nursing home services combined
($158 billion).9
In Pennsylvania, the value of the services family caregivers provide for "free" is estimated to be
$13.4 billion a year. 10

Educating the Public about ALS:
The ALS Association works to educate members of the public about ALS and how they can support others whose
lives are affected by the disease. The ALS Association provides community education by:
• Participating in community health fairs;
• Maintaining educational information on its chapter’s websites, which are cited by the Pennsylvania
Department of Health’s website for information on ALS;
• Publishing newsletters and participating in other community events on a regular basis.

Continuing the Fight:
The ALS Association provides important programs and services that help to defray costs and the need for patients
to receive services from state programs. Investing in essential programs for ALS patients and their caregivers,
healthcare provider education, and community education creates economic and social benefits for the state and
helps to meet the needs of families impacted by ALS. An allocation of $900,000 would allow The ALS Association
to not only sustain, but also grow, patient services and resources throughout the state. Understanding that financial
resources are limited, an allocation of $600,000 would allow the ALS Community to continue to receive a high level of
support and care. Maintaining critical funding for ALS patients in Pennsylvania is not only a good thing to do but a
cost-effective measure that can save the state significant funds in the long run. Please reinstate funding for these vital
services. A small investment yields significant cost savings to the state, allows the Department of Health to operate
even more efficiently, and improves the lives of hundreds of ALS patients throughout Pennsylvania.
This year, with funding tighter than ever, ALS patients and their families need your help to reinstate financial
support for these vital services. It is a win/win for families living with ALS and for our state budget. Please join
the fight against ALS by increasing the ALS line item to $900,000 in the state budget to support ALS patients and
their families in Pennsylvania.
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