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AGING WITH A DISABILITY: EDUCATING MYSELF

by June Isaacson Kailes
(A shorter version of this article was published in the United Cerebral Palsy Associations' January 1990 NETWORKER.)

People with disabilities are now experiencing problems that combine those of aging with those unique to a life spent
living with a specific disability. We have all been told, "As you get older, you slow down physically, and you can't do as
many things as you could when you were you older". For most of us who grew up with a disability, who could not do as
much as our peers without disabilities, this warning was rather meaningless. Others with disabilities who did listen to this
warning certainly did not expect that the aging process would be accelerated. However, people with disabilities are
experiencing unexpected declines in their energy and activity levels as they age. We are exhibiting signs of aging earlier
than people of our age without disabilities. Yet, existing public policy and health and human services are not dealing with
this issue.

When I, a person with cerebral palsy, would speak my concerns to friends who were medical professionals, I felt that my
descriptions sounded vague and slightly bizarre. When I explained, I'm not walking as fast, my balance is not as good, I
have more spasticity and many more aches and pain." All I received were blank looks. I decided to initiate my own
informal survey of friends and colleagues with disabilities. My results confirmed that I was not alone. After careful review
of my situation, I decided to seek some additional professional opinions.

Because I had work experience in rehabilitation and neurology, I felt confident that could find the appropriate resources. |
was wrong. The process was disconcerting, despite the fact that I live in Los Angeles, with its plentiful medical resources.
I found doctors who specialize in children with cerebral palsy (CP), but I was not able to identify anyone who specializes
in adults with CP. After a costly and probably unnecessary MRI of the brain, the advice I received from several health
professionals was to concentrate on strengthening specific muscles. Other than that, no one had anything more definitive
to say.

I then sought the help of my out-of-town network and obtained names of additional professionals. When a business trip
took me to the city in which he practiced, I connected with the doctor whose name was most frequently mentioned. He
had some very different but specific and helpful advice regarding energy conservation, exercise, and mobility aids. He
felt muscle strengthening would not be that helpful because the unevenness in cerebral palsy comes from imbalance in
the degree of damage in the brain's motor cortex. That is, the firing pattern of electrical impulses in the motor cortex is
asymmetrical, and it is not going to change. Therefore I could strengthen muscles as much as I wanted, but eventually
they would return to being unequal in strength. In his opinion, the time and energy spent in exercising were not worth the
very temporary, if any, results.

At this point, I felt I had found some answers for myself. But if I, a disability policy specialist had to go through this rather
extensive search for advice and information, I wondered what was happening with others who were asking similar
questions. I also wondered what would happen to the upper extremities of others with cerebral palsy whom I saw walking
so slowly and laboriously on crutches. Was walking so supremely valued by the medical community, family, and society
that the long-term effects of wear and tear on upper extremities were better ignored, despite the consequences of
accelerated deterioration?

Confirmation and Validation
The publication of Roberta B. Trieschmann's or (1987) important book, Aging With Disability, confirmed for me and many

others that our concerns were real and legitimate. Trieschmann substantiated the issue that has become a reality by
many of us: People with disabilities are now experiencing problems that combine those of aging with those unique to a



life spent living with a specific disability.

The combination of aging and disability is an unexplored, undiscussed, and unacknowledged area. Why is this such a

new and unanticipated issue? I am told that in the Past People with disabilities just never lived that Iong, and thus little is
known about aging with an early onset disability. My peers and I are the first generation, of people with disabilities who
are approaching middle age, retirement, and beyond in great numbers. People with disabilities have been taught how to

live with a disability but not how to plan to age with a disability or how to prevent a disability from increasing via the aging
process.

Before the publication of Trieschmann's book, peer input was the only validation and support people with disabilities had
to assure each other that the accelerated aging we seemed to be experiencing was something real. Her book also

alerted disability advocates that we must make room for yet another issue on our already full advocacy agenda. We have
to insist that health and social service providers allocate a substantial amount of effort to issues of aging with a disability.

Trieschmann correctly points out that many of us consider our disabilities to be static (spinal cord injury, polio, cerebral
palsy, spina bifida). A progressive component to our disability was not anticipated. Now, however, we are experiencing
the nakrral process of aging superimposed on other impairments that have imposed a range of physical, emotional and
financial penalties on our daily lives.

Apparently, the process of aging relates not only to chronological age but also the age at which one was disabled.
Depending on one's lifestyle, genetic heritage, and type of disability, living 20 or 30 years with a disability produces wear
and tear on the muscles, skeletal system, and other body systems. Most people with major physical disabilities of 30
years' duration note some tenderness and soreness in joints, muscles, and tendons that have been carrying an extra load
because of impaired physical functioning in other parts of the body. Heavy use or over use of certain body parts (e.g.,
one's arms) to compensate for lost motor ability in others (e.g., one's legs) can lead to problems over time. As people
with disabilities age, the physical penalty appears to increase.

The Absence of Rehabilitation Research

Trieschmann explains that rehabilitation is not a high-prestige clinical specialty because it does not focus on dramatic
new discoveries leading to "cures." Nor does it focus on the development of new procedures that 'solve" problems, as do
specialties like surgery, cardiology, radiology, and oncology. In the medical research world, re- search focused on
practical issues such as helping people with disabilities to lead more satisfactory lives is considered a "weak science".
More prestige is given to "hard sciences" such as cellular, molecular, and biological research.

Rehabilitation medicine continues to focus on management newly acquired disabilities. Hence there is little knowledge to
offer the person who lives with a long-term disability. The gap between the needs of people with disabilities who are
aging and existing programs to help minimize the impact of the aging process is immense. Research on "living and

aging with a disability" is a very low priority The only groups given the slightest attention in the area of aging with a
disability are people with spinal cord injuries or survivors of polio (e.g., Trieschmann, 1987). What about people with
other types of disabilities? Future research in this area must be broadened.

One way to accomplish this is to apply some of the core principles of the independent living movement. This movement
emphasizes self-direction and control in contrast to more traditional model in which the "client/patient” is highly
dependent on experts. We ourselves accomplish service coordination to the greatest extent possible. People are not
labeled "cases" to be managed, as in case management." We are people who need to achieve and maintain a sense of
empowerment in order to oversee our own service acquisition and coordination. To people with disabilities, playing a
role in self care is the key. The authoritarian role of the physician in diagnosis and treatment is de-emphasized. In the
independent living movement there is a healthy distrust of the traditional belief that medical providers always know best.
The movement challenges those doctors and other health professionals who have a tendency to be dogmatically
prescriptive and judgmental in telling people with disabilities what to do and how to live their lives.

We must insist that factors that mitigate the effects of aging and early onset disability be studied and the findings then
applied. The relationship between people with disabilities and their physicians, as well as other health professionals,
must become a partnership based upon mutual respect and shared problem solving. We with early-onset disability must
make our needs known in the areas of service provision, research, education (especially prevention), and advocacy.
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