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Dear Len, 

An assistant of mine is mailing this to you in my absence.  I hope it's OK.  If not, give me a call and I'll get back to you. 213-821-7080.

Sincerely,

June Isaacson Kailes

Aging With A Disability: Another Advocacy Priority

by June Isaacson Kailes

People with disabilities are now experiencing problems that combine the problems of aging with the problems unique to a life spent living with a specific disability.


We have all been told that, "when you get older, you slow down physically, and you can't do as many things as you could when you were younger." For most of us who grew up with a disability and who already couldn't 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 exaggerated.  In fact, however, people with disabilities are experiencing unexpected declines in their energy and activity levels as they age.  We are exhibiting signs of aging much earlier than the rest of the population our age, yet exisitng public policy and health and human services are not dealing with this issue.


When I, a person with cerebral palsy, began to articulate my own concerns to friends who were medical professionals, I thought I sounded vague and slightly crazy.  When I explained, "I'm not walking as fast as I used to, my balance is not as good as it used to be, and I have more spasticity as well as aches and pain." I did get quite a few blank looks. So I decided to check out just how weird I was by conducting my own very scientific (i.e., informal and undocumented) survey of friends and colleagues with disabilities. My survey results confirmed I was not alone. 


After mulling the question over, I chose not to accept my self diagnosis: increasing brain damages secondary to (1) spending too much time on airplanes breathing inadequate, smoke-filled, recirculated air or (2) poor sleeping positions resulting in blood draining from my brain.  Given the unqueness and ambiguousness of these conclusions, I decided to seek some additional professional opinions.


Because I had some background in rehabiliation and neurology, I felt confident that I could make the proper connections.  I was wrong! The process was disconcerting, especially given that I live in Los Angeles, not exactly a medically resource-poor area! I found doctors who specialize in children with 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 most common advice I received was to concentrate on strengthening specific muscles.  Other than that, no one had anything very definite to say. 


I then sought the help of my out-of-town network and obtained some names.  I connected with the doctor whose name was most frequently mentioned when a business trip took me to the city in which he lived. Not only was he very helpful, but he had some very different but specific advice regarding energy conservation, exercise and mobility aids.  He felt muscle strengthening would not be that helpful because the uneveness in cerebral palsy comes from imbalance in the degree of damage in the motor cortex. That is, the firing pattern 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.  The time and energy were not worth the very temporary, if any, results. 


At this point, I felt I had found some answers for myself.  But if I had to go through this rather exhausting 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 who I saw walking so slowing and laboriously on crutches. Was walking so supremely valued by the medical community, parents and society that the long-term effects of wear and tear were better off ignored until they could be ignored no longer?


The 1987 publication of Roberta Trieschmann's important book, "Aging With Disability," (available from Demos Publications, 156 Fifth Sve., New York, NY 10010) confirmed for me and many others that we were not losing our minds.  Trieschmann substantiated the issue that many of us have creeping into our reality: people with disabilities are now experiencing problems that combine the problems of aging with the problems unique to a life spent living with a specific disability. 


The combination of aging and disability is an unexploerd, 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 long and thus little is known about aging and 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 nor how to prevent a disability from increasing via the aging process.


Prior to the publication of Trieschmann's book, peer input was the only validation and support people with disabilities had to assure each other that what we were experiencing was something real. Her book also alerted disability advocates that we must make room for yet another issue on our already overfilled advocacy plate. We have to insist that health and social services concentrate a substantial portion of their efforts on the issue of aging with a disability. 

Confirmation and validation


Trieschmann correctly points out that many of us considered 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 natural process of aging superimposed on other impairments that have themselves imposed a range of physical, emotional and financial penalties on our daily lives.


Apparently, aging not only related to chronological age but also correlates with the time since the onset of the disability.  Living twenty or thirty years with a disability, depending on one's lifestyle, genetic heritage and type of disability, produces wear and tear on the muscles, skeletal system and other body systems.  Most people with major physical disabilities of at least thrity years' duration note some tenderness and soreness in joints, muscles and tendons which have been carrying the extra load of impaired physical function from other parts of the body.  Heavy use or overuse of parts of the body to compensate for lost motor ability in other body parts can lead to problems over time. As people with disabilities age, the physical penalty increases -and with that goes an often inevitable financial penalty as well. 

Why Has This Issue Been Ignored?


Trieschmann explains that rehabilitation is commonly viewed as not a high prestige 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 world, research that's focused on practical issues such as helping people with disabilities lead more satisfactory lives is considered a "weak" science. More prestige is attached to cellular, molecular and biologoical research, i.e., the "hard" sciences.


Furthermore, rehabilitation medicine continues to focus on acute management of newly acquired disabilities. This focus becomes increasingly weaker when looking at the person who lives with a long-term disability. The gap between the needs of people with disabilities who are aging and the programs in existence to help minimize the impact of the aging process is immense. The research area of "living and aging with a disability" is either not on the list or 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.  What about people with other types of disabilities?  The scope of the research must be broadened. 


Obtaining serious input from "users," people with disabilities, is also not on any list. The pattern of professionals determining what services will be given, what research will be conducted, and what type of training will be offered is something that we must impact! We cannot be quiet and invisible any longer! 

Research Issues


Research professionals must be convinced that people with disabilities are a large and growing market and that there is a great need for answers to such questions as:

-What is the role of: nutrition, exercise, stress management and other lifestyle issues on aging with a disability?

-In what way do decades of living with a disability alter the general aging process from what it would have been if one did not have a disability?

-Does the presence of a disability accelerate the rate of aging and/or alter the manifestations of the aging process?

-If the rate of aging for a person with a disability is accelerated, then what specifically is accelrated?

-If aging is different as a result of disability, is it a generalized syndrome that cuts across most disabilities and/or are there specific patterns or problems associated with certain disabilities?

-Is the rate of aging and its manifestations different for those who acquire their disability in early adult years in contrast to those who acquired it in their later yers, in childhood, or from birth?

-Is the degree of muscle and skeletal deterioration a function associated with the amount of extra labor, duration of this extra labor, one's general physical conditioning and health, and one's genetic make-up?

-Can the medical records of those who died during successinve decades after living with disability be examined to determine if there is a combination of variables, a pattern that differentiates survivors from those who died?

-Can the medical records, including films, of people with CP be studied to determine short-term and long-term patterns of change?

Prevention Research Issues

-What proactive, preventative steps could be taken early in life to prevent or slow the effects of aging with disability?

-What steps can be taken in the early years of disability to prevent or reduce future musculoskeletal problems?

-Is "use it or lose it" a sound strategy, or would voluntary curtailment in the intensity and scope of activities at an earlier age translate into fewer musculoskeletal difficulties in later years?

-Are there trade-offs that need to be decided upon early, i.e., the rigors of walking with crutches in terms of upper extremity muscle deterioration as opposed to using a wheelchair, particularly if one's career depends on upper extremity muscles?

-At what point should an energy conservation and/or an increased disability prevention program start?

-What is the effect of exercise on preventing disability for specific types of disabilities?

-Is physical conditioning even more important for people with disabilities? Perhaps a decline in energy and strength is accelerated by performing in repeated athletic events (activities of daily living and mobility) without being in proper physical condition.

-Does active and consistent participation in sports for people with disabilities accelerate musculoskeletal difficulties or slow them because of overall physical condition and health? 

Nutritional Research Issues

-Do nutritional issues need increased attention for people with disabilities? 

-What is the effect of sports nutrition, positive or negative on people with disabilities? 

-Are peak performance diets even more relevant for people with disabilities, since living with disability often means continual body strain and stress? i.e., Those without disabilities who have been athletic all their lives and who have continued to eat and exercise properly seem to age less rapidly and are healthier than their non-athletic counterparts.  What implication does this have for people with disabilities? 

-What is the effect of excess body weight on the development of increased impairment? 

-Is there increased impact on a person with a disability related to a high fat, high protein, high sugar diet?  

-Is calcium supplementation even more important for people with disabilities?

Advocacy Issues


In addition to demanding attention from the research community, we must also muster our advocacy battalions to address the following issues:

-Integrating an aging and disability focus into the pracice of allied health profession;

-Reworking and coordinating fragmented social legislation which, although not intended to, keeps people poor and requires that they remain so if they expect any assistance;


and

-Demanding an array of community-based long term services that embrace the values empowerment and self-determination and assist us in continuing to work and to stay in our homes. Community-based long term services, although frequently viewed as just a "seniors issue," is our issue also.  If our function declines, we still want to work and to remain independent, free to manage our own lives in our own homes.


In summary, our new awareness of the effects of aging with a disability is accompanied by a growing urgency for information, answers and services.  We must be heard and must forcefully demand that the medical, health and social service providers, as well as public policy makers, spend time and dollars on filling the many gaps in knowledge and services surrounding the issues of aging with a disability.

An earlier version of this article was published in the United Cerebral Palsy Association's January, 1990 "Networker."
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