Chapter 10

GENERAL PRINCIPLES OF REHABILITATION

JamesR. Christensen

Rehabilitation and Ataxia Telangiectasia

Rehabilitation hasagreat ded to offer personswith A-T andtheir families.
However, to utilize these resources wisely and effectively, it isimportant to
understand the goal sand basi ¢ principles of therehabilitation process, aswell as
thelimitations of what rehabilitation can and cannot do.

The major goa of rehabilitation is FUNCTION: to maximize the
functionor abilitiesof anindividua, in spiteof existing or developingimpai rments,
andtodothisintheleast intrusiveway possible (in away that ismost enjoyable,
with least cost, time and effort expended, and least burden to the person and
family).

What constitutes A-T Rehabilitation?

1) A team of rehabilitation professional s helpsto addressthe challenges
facing personswithA-T. Whiletheteam inyour own geographic areawill
most likely not include specialistsin A-T, they will be specialistsin
rehabilitation. They will havethe evauation skillsand therehabilitation
knowledgethat will makethe r recommendationsand treetment appropriate
andbeneficid. Theteam may indudearehailitation physican, psychologig,
speech and language pathologist, assistive technology specialist,
occupationa therapist and physical therapist.

2 The prevention of unnecessary secondary deterior ation. Whiletherapy
will NOT eliminate the coordination problems, ataxiaand involuntary
movementsthat arepart of A-T, it can minimize or prevent secondary
problems such asweakness, poor endurance, and progressive orthopedic
deformitiesof thefeet.

3) The provision and teaching of compensatory techniquesto minimize
theeffect of impairments. For example, learning how to best position
one's body and arms so that the effect of the tremor or ataxia is
minimized when doing a fine motor task; or learning how to repeat
only the important word of the sentence when one is tired and
consequently having more difficulty being understood.

The major goal of
rehabilitation is
FUNCTION: to
maximize the abilities
of an individual, in
spite of existing or
developing
impairments and to do
this in the least

intrusive way possible.
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Each person with
A-T should have
arecreational
program, that
he/she enjoys
doing, and that
has been
adapted to his/
her own
individual
abilities and

desires.
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4) The provision of appropriate equipment, such asbraces, awheelchair,
or an adapted computer keyboard with appropriate software. In
deciding what type of equipment is appropriate, and when to useit,
one needsto remember certain principles. Equipment isuseful if it will:
a) promote physical and psychological age appropriate independence
and function; b) improve safety; c) improve energy efficiency. Itisalso
important to remember that equipment should be used for specific
reasons, under certain circumstances. Just because one has a piece of
equipment, doesn’t mean that one stops an activity that he/sheisable
to do in an independent, safe and energy efficient manner.

5) The provision of appropriate environmental modifications, such as
grab bars and atub bench in the bathroom for safety, aramp to enter
thehome or learning to access public transportation.

The most important role of the rehabilitation team will beto provide
guidance and advicethrough periodic monitoring (every threeto Six or 12 months),
that will help you meet challengesasabilitiesevolveand change. In some cases,
theteam may aso provideindividud therapy.

Everyone should have atherapeutic activity program, but not everyone
needs” therapy” all thetime. Each personwith A-T should have arecreational
program, that he/she enjoys doing, and that has been adapted to his’her own
individual abilities and desires. The rehabilitation team can assist with the
establishment and ongoing modification of thisrecreational program, but such
aprogram should be doneindependently much of thetime. Thegoasof sucha
programareto maintainoptimal fitness, endurance, srengthandflexibility. Individua
therapy may berequired intermittently to make certain that theseissuesare being
addressed appropriately.

Fatigueisfrequently amajor problemfor personswith A-T. Itisokay to
work or exerciseto the point of fatigue, but thereisno benefit toworking past that
point. Remember, when learning anything, try tolearn it with the best possible
technique. Wehave asaying in our society that “ practice makesperfect.” Thatis
not totally correct. It should be* Perfect practice makes perfect.” Consequently,
RESPECT YOUR FATIGUE. When practice beginsto cause deteriorationin
performance, take abreak |ong enough to feel rested, and then start again.

Each person with A-T hasindividual needs, abilitiesand disabilities.
Consequently, therehabilitation program must beindividualized. However, there
aresimilar issues, which challenge al personswith A-T. Subsequent chapters
describethese chalenges, therole of therapistsin hel ping addressthem, and the
common recommendationsthat have been beneficidl.



