LINDA'S LIFE, IN HER OWN WORDS

- "To try and explain the impact--on. every area

of my life--is.too overwhelming to even think about.
It's 1ike setting up a giant set-of dominos .and .
sayug"let 'er rip" .For the rest of my life--confined
to wheel chair--electric at that, to have any mobility-
having only regained minimal use of my right hand.

[ have a feeding tube in my stomach, an indwelling
catheter in my bladder (causing fregquent infections
requiring antibiotic therapy-oiten only-painful-
inter muscular injections Ixshift x10 days is the
only medication that work...and when the bacteria
build up a resistance to that...???), using a por-
table computer to communicate- tedlous is an under-
statement-time consuming-some can't see it, some

are unable to read weli-if at all, always aware

:of an.under currentof. impatience, the physical

and occupat1ona} therapy Need1ng complete .care
“in bathing, dressing-needing to be mechanically
transferred by a 1ift and sling--bed to chair and
vice versa. .Relying someone to do everything for
me--from watering my plants to making.out an enveIope,
to combing my hair. The indignity of no privacy

with personal hygiene ie.- having someone else changing
a tampon to being given enemas every other day to
evacuate my bowels--and again--relying on another --
who ever is assigned..whether you like ‘them or not...
whether they are good or marginal worker...you get.
who you get. -1 will never again know the luxury

-0f an uninterrupted nights sleep...I have 12:00
midnight tube feeding, 1: 00 am, 4:00 am,. 6:30 am
turns...because I need soméone to change my position-
in bed.I have itches (endlessly) that are out of

my reach. I like nights the most because sleep pro-
vides some escape, evenings come in second-because

[ can occupy my mind more and days are my least
favorite~--because I am forced to deal more with

the full impact of my lTimitations. The list goes

on and on...That doesn't begin to touch the emotional
impact. That is-so far-beyond measurement.

People commonly believe a crisis tightens family
bonds. In the short term that may be true; in the
long term, all too often, the reverse is true.

My daughter cannot deal with this situation. She
lives with her father and step mother when not away
at college. He makes it acceptable for her to feel
justified in not coming. 1 rarely see her. It

was tremendously painful to play the major role
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