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For 75 years, first as Eastern Par-
alyzed Veterans Association, a re-
gional disabled veterans’ service 

organization with several thousand 
members and for two decades as Unit-
ed Spinal Association, a national orga-
nization with 59,000 members, living as independently as possible 
in the community has been the organization’s overarching goal. 

That has always meant obtaining adequate healthcare and ap-
propriate medical equipment, accessible housing, transportation, 
education and employment and recreation opportunities. 

Our organization’s advocacy, with and on behalf of people with 
disabilities, has resulted in .accessible mass transportation, tax-
is, curb ramps, buildings and vessels. We have opened the eyes 
of policymakers approached directly by our members, who have 
articulated their needs and asserted their rights for generations. 

Our successes have been celebrated and emulated, but a prob-
lem remains, somewhat untouched, and since the 1960’s, has 
begged for solutions.

A portion of the population of people with disabilities, which 
includes many of the quadriplegic members of United Spinal, 
need personal care assistance. Many do not need 24 hour care, 
but some do. 

As a rule, Medicare does not provide long-term care services. 
Medicaid does. Medicaid is a poverty program, i.e. to be eligible 
for Medicaid homecare services, one must be poor. That require-
ment is fulfilled quickly by middle-class Americans who, through 
injury or disease become disabled and begin paying for their own 
personal care assistance.

Yes, there are waiver and buy-in programs available in Medic-
aid, and they differ from state-to-state, but all of them are based 
on a poverty model. So, the amount of assets a person can have 
and remain eligible for the program is limited. Some of the pro-
grams allow wealth to be accumulated, i.e., they reward work and 
entrepreneurship. Many include asset limitations, however. 

Since 1975, school systems have been required to educate kids 
with disabilities. Why then, 46 years later, are we disincentivizing 
the most brilliant severely disabled people from entering the labor 
force? 

Even the most committed people with disabilities who want 
to be successful and work are disincentivized by their inability 
to accumulate wealth if they need homecare. Adult-onset, severe 
disabilities require the exhaustion of personal resources before 
homecare services can be provided. 

The time has come to uncouple the link between poverty and 
the need for personal care assistance. Eventually, all but the rich-
est or those who have personal long-term care insurance policies, 
who need homecare, will be Medicaid-eligible and government/
taxpayers will foot the bill for their care. 

Why not allow middle-class and wealthy people with disabil-
ities to purchase insurance (from Medicaid?) based on ability to 
pay, preserve their assets, and keep people working? Middle-class 
ple using this type of personal care assistance would only suffer 
premium increases as they made more money. They would work, 
pay taxes, and finally, be able to live successfully in the commu-
nity. 

For generations, Americans have accepted the status quo. Se-
vere disability = poverty. People with disabilities are living longer 
than ever before. The opportunity to support one’s self, given to all 
other Americans, is denied to those who need homecare. 

When you think about it, eventually almost everyone who needs 
homecare ends up on Medicaid. That is costing taxpayers unneces-
sarily if an alternative could provide homecare and allow, and incen-
tivize people to work. This alternative could eliminate subsidies for 
healthcare, food and shelter, saving taxpayers money and emanci-
pating those with severe disabilities.
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