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From the Editor 
New cmphasl~ on aging eucress- 
h l l p  Lon# .,qu - beck ln I'tin - 
whvu I .!art( t i  ih#sCl.u.~ne many of 
~ U U  were I .  ) c  imr 1111. -11, tlr rdrly 
7, k NOW yOU are 5L 1'11.3" a,,ct 
ic1"IIII~ 11, tl,lX: ~ l l i l  dS,"Sas wYI 
3s ,"" ,earnn, 1o,t,pr *,,I, ct.sah,l- 
ity i n  this issue, you share yaw 
wi~dom and life experiences and 
mint the way for Gazettes o i  the 
tht.8n. r,, rrltrct your nredi LN 
CIII~II~~.,I!I~.* i,q nll.'c.,<hltl): 
the l . 9 1 ~  etl,..a LI wlwtand otl~c r 
disabilities, and long term care 
lor people of all ages. 

G.I.N.I. plans for the future. The 
Gazette International Networking 
Institute (G.IN.1.) in preparing lor 
the future with a Five-Year Plan and 
the gradual addition o i  more Board 
members, stall, and volunteers with 
disabilities. 

Our new G.I.N.I. Board president. 
I'd like to intraduce you to our new 
1Clant l'rer,clrll, and n,, I,,,l:-lt,,s 

Ir.rsd. Jrck L ~ ~ g l q  Jark har urrr8 
il ,,nr, <,I 11," linl..nl Co"lmu"t0. 15, 
1.1 Years rv r r  r, , , .  r 11s. r ~~ l l l l l l l t l  ,,I 

St Lou,! f ,llow.ng three yc l r i  as 
i >~#$~ t .~%< ! t tmCrr  tor C e s ~ r  Lhawz 
United F r n  Grkers in California 
and became a neighbor. Belore that 
he had headed the Inter-religious 
Center for Urban Plffalrn develop. 
ing low-income housing here in 
St. Louis. Since 1974, he has been a 
pastoral counselor with an indepen- 
dent psychotheraw practice. Some 
of you will remember him for his 
participation in several o l  our 
conferences, or for his article 
on Depresian in the cwene, 
%I. 19.1976. 

Jack is an energetic leader who is 
currentlv heloine the G.IN.1. Board 

. "  
helping us on the staff move into the 
computer age. we are glad he is with 
us now. officially. 

GG="- 
Gin1 Laurie 

Dear Friends, 

O w  fuhlre.as we now see it. will buildon the two deliniiip characteristics 
UI(I I Y i we has" always brnl art! wl. vonllnuc I,, be .. I .  . .. I r. . 
pmplc in.ltnn.<rd;h i,lnrr, and %e have al*nys doul 1 1 1 ~ 1  I .I * .)I, h . -i ,re 
"1111, ",b<lli 11 ll1b,nllallol1 

0;r future will, most cer@inly, see us continuing to foeus a lot of energy 
on mything and anyone related to polio. W will also continue to develop and 
disseminate information about living with venti1ators.W will continue to 
s ~ ~ p ~ m r f  aud prnrnnfe .ndependes ivlnl: amonl: and tta: d ~IIIIY oi lhoplr 
w.!l~ all k !.tl, )I 5 flt#l#vaz#$ t l #~ .4~ : l t t%r~  

Wnnl * I1 he ne* 1.8, us u l l  be the urv we w I1 &c.n to sr ,I1: ca.#llst#!cr 
a18d c t ~ l ~ ~ ~ ~ ~ ~ t ~ o ! ~ ~ ~ ~ ~ . t l . l l l ~  I I  SI ~SICC<,I o~rnh le r f i n$  RI. 1.1sp.: l a ,  trnmqler all 
UI ihc vast C; l h  I l t l l r~ry 1 0  I.III I ~ I I ~ I V  ! m 1 s I 8 ?  OY? r l t l ~  1 r h 1  s ~ w r a l  )car, W. 
wtti nmkr .I u\'a~lahtk I< .  all ul \uu thruulrn a mult.uier n ~ l c t ~ t ~  H*l.?r<l ivrsrn 
we will also enhance our own information database with as much lnhrmation 
as we can get from ather sources. Most especially, we wiii develop the sharing 
and storing of our own experience and ideas for immediate retrieval, and 
person-to-person communication, until the G I N 1  BBS grows into the most 
vigorous and systematicaily developed disabilities information system 
available. 

But i t  is also clear &at this infomation system will not be one thing in 
one place. if our movement is anything, i t  is a nelwork of people and organiza- 
tions. The G.IN.1. information system will, in fact, be our infomation linked 
to your infomatian. So part o i  what we hope to do is assist in developing a 
vigorous on-line network within and among any organizations that want 
to oarticioate. we hooe that will nahlrallv lead to some nreaUv increased . . " ,  
advocacy among us all 

But, linaiiy, our vision for G.1.N.l.S iuture doesn't haw to do with 
comouters or databases It has to do w th  the several hundred letters h t  
arrive at the G.1.N.i. olfice each day, many of lhem requesting help for the iirst 
time. W will continue to answer each letter with the best information avail. 
able. I am impressed that M, who are disabled, are many more in number 
than we sometimes realize. that there will never be an end to the need to 
share, and that we all can be most productive and most fulfilled when we 
work together to help each other. 

1 remember poignantly that the first source of information about living 
with my disability. and the iirst real source oi hope that i could dovirtually 
anything I wanted to, was the 1964 issue of the Colette that a PI gave me 
at Rehab in West Haventraw N Y  Everv malar idea about cooing since has 
in some way come from the Gwelte. %e hope we will con t in~e~o  be that 
primary source of inlomation and energy lor anyone who needs us. 

I don't know how we are wine to realize this vision linaneialiv rn are 
miring about a quantum leapin &r organizational budget. ~nyohe who wants 
to ~onlrlbute to the visionwill be more than welcome to do so. W also have 
a newi  ending need for financial support for our ongoing publishing program. 
W have several more topical b n k l e l l  that we want to publish if only we 
could. 

I hope you enjoy and benefit lrom this isrue d the Gwlee. Agitq with our 
disabilities is awry  c m t  topic with m y  oi us, and a proceu that none 
01 ur will escape. 

tack Quigley, D. Mi". 
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SPECIAL FEATURE 

AGING SUCCESSFULLY 

"Our evaluation is that i t  will he best No need to ask for a more sedate Survival Notes far not to waste your resources pace: had the time to pause 
on rehabilitation efforts. !Ve can send and listen. Pell-mell was followed by 

at 50-Plus YOU home and arrange for essential the sudden stop which meant 1 was 
services to he delivered you there, not elpected to throw myself out 
We are sure you'll he a lot more info the void of space, hopehlly to 

by Mary Jane Owen content with that anangement." land hack in my bed. Giving up my 
I wasn't expectingthe harshnesr hold on the questionable safety of 

of the judgment, hut the physical the wheeled chair, I fell forward. 
therapist's words forced recognition found the edge of the mattress, and 
that I had parsed toa far beyond with a vise-like grip, pivoted 
what was onsidered potentially awkwardly in the general direction 
salvageable. of the bed. Terror accompanied 

Mary Jane Owen has been %was all professional and those movements hut there could be 

inuolued in aspects 
precise. I couldn't find the strength little compassion for such an unreal- 
to react. I sat quietly, gripping the istic fear in a hospital ward where 

of the disabiliry movement ,,,,.I th, ricke* life and death were the critical 

since losing her sight in Wing to force my mind to quiet the balance points. The challenge of 

1972. Since that time, loud hammering in my head and the high stakes in the medical game 
dizzy careening through space which len little time to consider altering 

various additional fo~lowed every movement. out of predictable and and clinically appro- 

limitations lead her to the confusing noise of the therapy priate patterns of behavior. 

laugh and soy: get 
roam came the tones I recognized as I couldit have seemed a less 
"transport.' and I intensified my likely candidate for rehabilitation. 

three for the price of one. " grasp on the chair in preparation lor There I was. a middle-aged female 

She is now a wheelchair the lurching rush to clear the d w r  without benefit of those little tricks 

user and has lost both jam of the clinic and accelerate into and aids we all learn to use to cover 
the hospital corridor. the accumulating flaws which 

the hearing and balance ne C O ~ ~ S ~ O ~  or voices, equip. parsage of time brings. slumped 

in one ear. ment, and unidentiliable sounds aver in my wheelchair and unres- 
 hanged their cadence as we moved ponsive, dressed in a t m  short 
at hrealoleck speed toward my hospital gown, over which was 
roam. I had last my sense of space, stretched a dressing gown which had 
direction, and gravitation with the seemed rather glamorous over a 
irrevocable surgical remwal of my colorful negligee in my own apart- 
inner ear. Several weeks earlier my ment, gave evidence of 
radar system was atill excellent. I inappropriate effect. I n  this setting, 
had spent over a year in a rehabilita- the nimsy robe added a touch of 
tion center for the blind learning drama to the pictore of incompet- 
to "hear" open doars. pales and ence. 1 was immodestly exposed to 
comers in my path. 1 had moved coal clinical uamination. 
through my sunoundings with grace I had learned to cope with hlind- 
baed on rigid attention to other nesl, hut now all sound came to me 
than visual cues. But the surgeanS in flat confusion, In trying to explain 
drill had arsaulted both the hearing to a friend. I suggested fallowing the 
and balance mechanisms. sense of a verbal statement war 

REWILIIATION mmm. ISI~OL. z8.m 2 



rather like searching for a kernel of 
corn in a dish of cornmeal mush. My 
tactile and proprioceptive sense had 
been eroded by an early childhwd 
bout with meningitis and several 
spinal injuries, followed by surgical 
bsion in later years, had continued 
the movement toward modest hut 

tively adjusted, was now joined by a 
continuous clang r a h r  iike a metal 
hammer blow on an anvil. I was 
unsure if words I could make out 
from this din were directed toward 
me or someone eise. 

Small wonder young physical ther- 
apists. hesh out of training, with 
their lists of specific physical limita- 
tions and medically prescribed 
solutions, viewed me as "not appro- 
priate."My only sdvalion lay in 
being lwked at as an individual 
rather than a category. as unique 
instead of a part of a clinical 
dasriiication. 

As I lay hack against the bed. I 
could lee1 the plastic of the mattress 
as i t  bent to accept the shape of my 
body Sinking into its surface, the 
tenor which movement brought 
slowly gave way and the Mary Jane 
01 a month before mse to confront 
me. 

Durine the Chrismas season of 
198, I h,,< t1,ar <I,,,.., pc.,M8,, x,w, 8" 

,nicl.h.llnnq I ,CCIIIP~ I" l l a " ~  "\I 
track <>I t.>al cnmortml and $e.II- 
asrured person. Where had she gone? 

Slowly the depression was 
d i~~ iaced  with fmtration and rase. 

expect. Some hour. later the physi- 
cal therapist and I were again face- 
ta.face. But now I felt saler and ten 

~~~ 

w nrrrn I c i  GI nu! hare lo .om 
.3no41c la. 881g a hlack l~cnrs,~o~!e% 
1~11 81 1 Ihrcaln~d tuxl rlanl and m\ 
rcam h a  c,tlal I hid lapped ."lo 
lc lnr  k88.lwl. IPC I ~h.~r,.tl UIII all 
(11l i r l  B l l C C I S f i l i  dt\.%l3l?tl W 8 . O  e . 
recognition o i  the value of using the 
enerB of anger in countering 
depression and apathy How did 
those experts dare to judge me, not 
knowing what I had been or could 

k a m e !  I had been trained not to 
let anything defeat me. 

MY words were uttered in rase 
andihey issued from my mouth as 
if farhioned into s p a  and arrows. 
They were not wlished into carehi 
epistles to persuade hut were iike 
the warnings of a cornered animal. 
frightened hut fighting to be taken 
seriously They were meant to shock 
and wound. The rush of gutter words 
~Iowed, the storm of raee began to 

she going tostrike hack? This 
unequal battle took place on her 
professional hlrf and i t  war she who 
would have to win in the end. 

There was a ternhie pause. 
Throuch tears a i  frurtration, fear. 
nod Ellame 01 hum ' u n ~ r O l P ~ ~ ~ o ~ ~ . t l  
i had ~ I U V  I*cmvccl I I~#O.C!.) . t l ' I ~ i  

I f l l l l l  V ,I, t i  ~cBII, Ilk? me I, x.? 
had met under different circumstan- 
ces. rm  redly a witty and bright 
woman with a lot o i  ompasrion and 
sympathy for others. I know you're 
not my enemy, hut i can't he 
di~counted- I do still count" 

mydemands. When she lelt, we were 

my discharge from the hoipi&l. 
This young womani eventual 

evaluation allowed me to enter a 
rehabilitation facilily where I 
endured the judgments of amedicd 
model of hnction for sliehtiy over 
IVI iulonlhl I~CC?USC niyclrs 01 
tro I I I I I :~~,~~ l,al kert.l#,lci .,I l t ~ ~ ~ l n u  
.I.IY.(.?, ant1 a llrrade i r  an ad"<,. 
(ate in m< asan. 0 n8owmcnt. 1 
mcr icx, , , , , , I  I, 11) I>,. r< IIIL.,~~~ ly 
If r rwm' nrznencc tho were n 
the heit position to judge what were 
pmper goals, devices, and treabnent 
modalities lor me and they did not 
want or need my active participation 
in that evaluhtive process. 
The rigidity of the medical mind- 

set frustrated me and prevented any 

cot~nw~lt  av!#cm in m\ o w  behalf 
i l l r r r  raj a,nllrl m d  g m u . ~ q  
aWJIC"C\<OI .I I%,"* .,,a!<. re131 an- 
st1111 w l l > t l t  1l8li a w a u  the ur.t:t#qc~l 
111- 1.nd thapters I #t?ed.d t#c~lf>an#l 
.n lhceddv c ! ~  811 I!#Y r ~ l v ~ t ,  l~ta!#on . .  . 
process. i was content to rely upon 
their clinical knowiedp base With 
the passage of time, it would have 
been beneficial lo move from the 
role of "patient" to that of "shldent" 
or "client" or even "peer." I I w k  
backon some of the banks fought 
over equipment and priorities, wish- 
ing i had been allowed to play a 
meaningful role in the final 
decisions. 

The walls of medical facilities are 
often not open to the realities of 
what exists beyond them. Too many 
disabled m o l e  and their families 
are hloeied {ram hhlre options by 
choices which are made by profes- 
~ion.1~ actine "in Uleir best interest" 
w ~ t h a ~ t  nllV ocvOlll.aall i.? f.,, ,he 
t!#tt~n." lllry na\r crerlro But 0 8 8 0  

,iurr no! h.1~ Utc nant! u l ~ c n  
rescued one from the edge of a 
precipice. 
I reconstruct my memories and 

form the suggestions for change 
which await an appropriate time 
for sharing. That time mill come 
because the oubnoded mindsee are 

"ever recoverour drive to ch&ae 
our own goals and priorities and to 
wrestle with life to tulfiil ourdreams. 

My favorite Man@ Python movie. 
which i heifeve is called "In Search 
of the Holy Grail," includes a scene 
in which a resolute knight is deter- 
mined to prevent paage of a 
transgressor. Outnumbered, he 
stands there, sword at the ready 
When his sh-ong righl arm is lappd 
off. the weapon is transfened to his 
left. With the lass of one leg, he hops 
about on the other; deprived of that 
one, he remains firmly balanced on 
his hunk brandishing his blade with 
the remaining m. 

By the time this last appendage 
IS forfeited, the audience is roaring 
with laughter. What can the intrepid 
w-or do now? Of course, he wili 
never be conquered. He wili butt 



thme who are attempting to sub- endeavor. rk are suwivors until the that plug, sonny, I'll pull i t  myself, i f  
jugate him. He cannot be defeated last moment.And those of us who and when [decide my life isn't worth 
and the theater is filled with howls. sulvive with the normal "afnictions" Ule effort." 
Who is the victim? Who the victor? of the human species are playing 4% 

Nawhere have 1 seen a better out the desire to prevail "in spite Address: Mary Jane Owen, Director, 
example of what absurd human or what the living process demands Disabilily k u s .  lne., 2032 Belmont 
desire to %Mve -to strug~le and d us. Road, NW #226. Washington, DC 
endure. And we laugh with joy and I fully intend to live to be 100 20009. 
terns in our eyes in recognition of Years old. 1 expect to Croak from that 
that noble, yet eventually foolish, last bed: "Keep your damn hands off 

Interchanging loci-ncine " i i m l ~ r s  i.! ,vr a,? \ o  infomnl lar ; f i r ia  nf 
rallc'-' ',ltuern i:s rderq n, ;,,d,\~,~f:al\ :rnm ti;* \,,:""a! 

the f'+r[!s of ?.?,, s,~s,..ns X \ ~ , C +  can I,>,J.~C:' nn :.z:nr. iii;.!. I .r 
,nr,e,7s,. ,l:,':",.s 8.1 r:cr 1 ; ~ ~ s .  hic ix i  I *? .  I ,r..-*te 17,--, .- 

Disahilih and $<.L ',,,% to,,s;,rr! <,n,::ar2na)s ~,s, "~. I  ~ - t w n r ~ . ~ r t c  I ~ ~ ~ , , , , , ~  a,U, 

hr. \!a? h n c  (liven ,,'r?,*n ::, I?",  .,,, ":,t,,:,y 
.'$q ,,?\"CZCY !? " W  r r . t , 7 4  

,"l.,'>,,>:,r~,,.~,T ,,W," 1.,;,.~,!-2 

"8 b,< $,,,.,!, ... < <*,:,b., P... <-.... 
he: t im;- : ;  r.mi'= from a 
hntn..,l . -,?r;. 1, ,.:x :r.-n<l< 
d:<>~,7..,1 ,, :< ,a  :.,,r'.,:< ,,,.:I,? 

\>ilr:.. "" ,",. v; *-< r.; 

,11,,!>Qh. >,'<I,? V",!nA ,,> 
,? t , , ,~ ,  , .,,, x ~ , ,  ,>.: z?.o"d. 
a"., ii.- .a 1t.d a??m"- ~3 

i?c:,,,,,.<< c,,.>,:x,.. .\ .,?b:r,, 
>\c,,, >,., .I,',,.,, ., ,,,. 
n r e i r  to ci?"re.  nn: if.?v," 
I><, ..,., , : , ; t , , 8 8 , ,  :,.;I ,:,r,,,l~,~.<,,t 
y:2e,em ,,r,, . ,%z. ,z,v:l:, ,l~:, 
C ~ . ~ , , , ~ ~  21 <8,rs!::,,le , A " ,  .,,. ?ce 
:,,,r,, !!<.,,l',, , ,,.? 



Mamage After 
24 Years of 
Correspondence 
by J. Robert Sudheimer 

"Independent living can 
be reached at any age 
in life, i f  one believes, 
and works." 

I was barn in 1921,on a farm in the 
southern part of Missouri the young- 
est of 10 children. 

miles from the ciosest sch&l. Our 
closest neighbor was more than half 
a mile away. 

Since I was injvred at birth and 
never walked, my growing up years 
were verv lonelv dea~ite a larne ' . .  
0 ,,,,,I,,., <,I ,.,,J,,,?!S .,".I >,>--r. 

nt .,<. In. i ~ ~ t e r c d  i~,~., ,~.~. 
k ~ r l U l .  fur ( r  IUBII'II I 11 ltilrn in 51 
~ o u ~ i s . ~ l t h o u g ~  ihe doctors there 

interest in reading and a love for 
books. 

Because of mv disahiliw and the 
remoteness of my home. I was never 
able to attend public schml. Except 
far two hours a day. during the 10 
months I spent at Shrine< my only 
education was that furnished by my 
parents, both 4 whom had only 
eighth grade educations. 

However,balh my parents were 
dedicated to teaching me the best 
they could. Many times I recall my 
lather saying to me, "Son. simply 
because you can't walk doesdt 
mean you have to grow up a 'hlack- 
head.'" 

When I was 23, my father bought a 
used typewriter. Now I loved that old 
Undewwd #5! 

Because I have always been a 
"quad:'witing by hand has been a 
slow difficult precess for me. 
AlUlough I had no tutoring, and have 
always typed with one finger. that 
firs1 typewriter opened up a whole 
new world to me: the worldof 
penpals! Pve no idea how many 
penpals I have corresponded with 
over the years, hut the number was 
large, and of many ages and in differ- 
ent parb ot the US. 
In 1957 1 began corresponding 

with a young lady in BuckHeld, 
Maine. This person was also 
disabled. Later that same year, 1957, 
this lad" in Buckfield "swaomb' . . 
penpal names and addresses with a 
disabled young lady in Bangor. The 
young lady in Bangor sent me a briel 
note ol introduction, describing how 
she had gotten my name and 
address. i answered her note and 
thus begun a correspondence that 
was to span 23 years, thousands of 
pages, and four Wwriterr!  

After spending the first 56 yearj ol 
my life with members of my family. 
lirst mv Darents and then with one 

Miuouri. There I found complete 
physical care, and absolutely NO 
0eMnal freedom! 

lhrr the !ears my Iris h r l  C)~tIlt.a. 
8n BanS . l~ ,~## t l  1 l$.lcl 1xrm8t~nll y, 
over cr., yran #lticurrrd me iacn<~f  
,,,"",a~r. lbwe\cr hnal ln MI. w r r v  
h,lh q,md\ 11111 ,;,r .,l>,,, ,he 
d:n 11\~1111 (.I i l ~ i l r ~ a i l ~  had never 
~ " n c  bzy~na the w.~ulclu l I 1.r. IICI: . . 
if. .  . ' stage. 

Nowever, in June 1978.1 wrote lo 
Cynthia and asked her i t  we could 
locate a suitable place to lie, and i f  
I came to Maine, would she consider 
becoming my wife? 

Sending a letter through regular 
mail, and receiving an answer 
required about eight working days. 
To my delight and. I must c a n f s ,  to 
my surprise, she said '%Y 

Then we began the riow ~racess 
d trying to locate a p1ace.k 
needed not only a rearanably acces- 
sible aparment, hut also an qency 
that would provide twice-a-day. 
seven-day-a-week care in our home. 

ads of gaining information. I found 
the name of an apartment complex 
in St. Louis. Mimwi .  that was for 
divbled tenants only 

That was in Anril. 1978, and the ~ ~ ~~~ ~ ~ 7 

apartment complex called "The 
Boulevard was scheduled to open 
in Aumrt. 
In Gay, began Ule busiest 12 

months of my life. First I learned that 
by becominga client of Vocational 
Rehabilitation I could receive fund- 
ing olM20 per month to pay a 
personal care attendant. so long as 
I remained a client of Vocational 
Rehabilitation, 

At the same time I was hying to 
become a Vocational Rehabilitation 
client, I was also writing many other 
leners and making phone calls in an 
effort to g t  one ol the apartment$ 
at The Boulward. At lirst I received 
only di~cournge~ent. B"tMiss0"~- 
ans are not likened to mules without 

nor. I was given an interview with 
the agency in charge of renting the 
Boulevard Apartments. 

During mosl of the time from May 
to September, 19i8. I was being 
assisted by a young lady wohing for 
the Ouh-each Pmgram in our county 



seat town. Shortivafler Ulisvoun~ and l met. she did NOT 
leave screaming. four weeks after 

. .. 
lady r l ~ r r ~ d  nrr ellorb on m) benall 
she met (llt8# ldt~rt?. U'81ll the hep ot 
mnnv i~ne,~at.n. h . ~ ~ l r , n . l l  111~ 

. . 
men, on s,s,estrec in i \ r , l~ ,a i  

Althot$gh I had a puver wh-I. 
rhv8r I cu~#.< l  i8ol ink? the batteriff 

w r  ilnl mecllng m e  m o \ d  i t l l t l  fhr 
apartmen1 acms  from IUIIIII: wllrce 
she lhvcd 11111.. SI.(>~I 1111wr 5. I.Jhi 81 

... . 
Ik*,l ad %t,"," x.*<;,o, Law e,"" 
September 2'1, I!Cr I moved ."lo my 
very own apartm-nt at i l l ?  Nllllr. 
v l r t l  r l lm l  01 \hwlional 
urhab,l,Wt.,,, I r i r s  plll.,"I 0" a 
Worn ,\dwrlmcnl lYalnln~ ommall8 

along. Therefore, i t  was necessary to 
wheel my chair into the alr termid. 
It was a m a t  deal of relief to see 

which time we were married. 
In December we moved to 

Ncqx,, ,  hlri,,r.ularo we 1h"ed ~ " t l l  
Aprl 1941 On ,he latter dale we 
mmn l  A~>IO our urrscnt l~ontc a ". - 

in the accaunting deparrmenl of 
Goodwill Indu~tries in St. Louis. 

In November or December, I 
attended a meeting of the St. Louis 
Chapter of the National Spinal Cord 
Injury roundation. There I met Gini 
Laurie for the first time. 

when I found that all my luggage, 
including my Hoyer lie, had arrived 
with me. 

talrly comiortabie two-bededoom 
apartment, ground level, in a family 
housins proiect, close to a small 
shoppine center, where we l i ~  with IOm and S w v  dmve me, b m  and 

IM$YIYP. 1 0  InnY(1.11a1w Commonl 
u h ~ r e  my apartment aluny wllll 
cot~r.clc~nl,l~: I #rlt#rurr I had m p w d .  

About a week later, I called Gini 
and asked her I1 she would do some 
research for me. When she agreed, I 
asked her to find a place, prelerably 
in Maine, where there was subsi- 
dized accessible housins alone with 

~ ~ 

was walting. 
Kim Matthews was director 01 

what was, at that time, the Maine 
Chapter of the National Spinal Cord 
Foundation, later to becomeAWH4 
1,Adaptive Living for Physically 
Handicappedheri-. soon aner 
we arrived at the apartment, a man 
komkcatianal Rehabilitation and 

ancestors. 
At the present time. Cynthia is 

working 25 hours a week as Commu- 
nity Services Coordinator for ALPHA 
1 Center for Independent Living in 
Brewer, which involws: advocaw, 

b6ce.a-day, seven-daysya-we& 
personal care, which Medicaid would 

va~e.mao~~~eme~~l ,  sk#ll$ !ca.!t#!tg 
and peer mun5ellmg I am chlel 
rmk 1,) ncbt I ~ S I I I  11) ~vork~oly II~~I- pay lor. 

Only a few days later. Cini called 
me and told me aman In braand 
towrite to. I wrote to this man.Klm 
Matthews, in South brtiand. Maine. 
Kim and his excellent secretary. S m  
not onh found the care I needed in 

an~ther yuony la l v  rrc~tu K18nr <1I#ct. 
mnvcd at m) apartment to help gel 
mr .mtnlsrrc-cl ;mui n, l l l fd in Y :'%I1 
that cven~ny. $luncLy, May 5 1'1811 .. l~tlrrc irnm (ommun~r) lkalth 
%w#rrw t I  l t ~ r l l a~~c l  .~rr.vcd lo put d 
ttreo, nappy Mluulln llillllll ). bl l l r t l  

Alx,t#I two U ~ C S S  helore I <,we l u  
Malt>c Cylt1lt.a cnlltrl nud iudornnea 
me shc had b e "  ~!leree 3" .,,rr\<l. 

1,1. *~.nrtrtac 8~ 1pst ncros  the "all 
1l0"l mlllr Ilr ",,I" d,ll rl l l lv u.3 

. . 
time u an accessibility reviewer lor 
the State Handicapped Accessibility 
Directory under the direction of 
Malne Independent Living Center in 
Augusta. Maine. 

Cynthia and 1 have had o w  share 
of problem. Uk still do. But we have 
had our moments of victory as well. 
W were !,"vilezed to helo advocate 

bruanh, but an apartment as well, 
can anyvlle r~n t l l l g  ,I,,> #'"I'"'Y 

Iorlnqr when,"" \ I w 5  1 3 4  I 
Lx,ar<ll.~i a IM'! 71: 1.151 Louis 
h und I tr lrrifotl auB lhru ou ijy 
Ilclln to brt.nno' \then I blo inre- 
x r i ~  I , ,  81." r r t ~ ~ ~ r a r  l r ~ r ~ ~ u  and my 
attendant that nlurnl t l~ l llrl8rvc I 
Ik.lt . I .  rflefc~r h r v  Columbrr m r i l  

fur the e"ac!mrnl of ~ n ~ n e s  excel- 
tknr Hn~~~c:.hn.cl Cnrr i'rclyran.. 
MIII# 11 was nlall* lnlu law <!I 13-I 

the apartment manager insisted that. 
upon my arrival. 1 look at this apart- 
ment and decide il Cynthia would 
accept it.Although both these apart- 
ments were in the basement, mine 
next to the bash room, Cynthiak 
next to the elevator, and both were 
daa, wewere ready to move in. 

Next incident of conseouence was 

shortly affer we were married. And 
here in Bangor. we helped to f f f f d  
the Maine Action Cdi t ion lor 
Disabled PeMns (MA.C.), a "on- have reit when he set sail! When I 

allowed the skycaps to lilt me from 
my motorized wheelchair and into 
the narrow boarding chair, I h e w  
my future was entirely in the hands 
01 total sbaneers. The olane mieht 

pmlit organization providing bans- 
portation and advocacy for pewns 
with ail types ofdisabi1ities.W have 
each served a term as president of 
MAC. 

n a e r   kc^^^^^^ d#rc~*n>i 1, on14c>c' 
r r a n  racuulr' 11 m8;nl bP hll~trptl ' 
1 11t1d1.i 11. ~ m ~ ~ r t l ~ r ~ t l  as.4 robbed 

Vk are not uncommon people, 
just a couple who found Ulat dream3 
can and do come true. it we work 

I might be nbanded in Boston! 
Not only was my future survival in 

the hands of sbaneers. I had onlv 

describe my emotions when the day 
arrived that Cynthia was to come to 
b r t a n d  to meet me! There was the 

hard pra) .larcl.atld inlrr 48,  iloo 
d l 1  Cll,, irlll.w i,u,na,, ir,,,* l111l1.- 

anden! L#r.n< can bP reacned a! 
the written word 01 a sbanger that 
I actually had an apartment. I had 
only the promise of a man I had 
never met that he would meet me at 

realization of the wishes and dreams 
of many years, well seasoned with 
fear that I would disappoint her, or 
lhat she would dislike me on sight! 
In short, all the mixed emotions one 
might expect to feel. 

any age in life, if one believes, and 
wo*. 45 
Ad&-: J Robert Sudheimer, 194 
GriKin Road.Apartment 301, Bangor. 
Maine 0441 .  

the Partland airpart with new batter- 
ies lor my chair and a lilt-equipped 
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Home Care: 
Humane, 
Cost-Effective 

by Basil Chenevert 

  for tun at el^ there is a 
growing awareness that 
home care can be a 
uiable, humane, and 
economical alternative 
.. . . I haue no doubt that 
home core is responsible 
for marked improvement 
in my physical condition 
and attitude." 

b early 1979.1 was diagnosed with 
amyotrophic k t 4  sclerosis (U). 
more commonly how"  as LOU" 
GehrigZ disease. i have lived beyond 
the nverage predicted ~uM"alf01 
those with U, and Ulis period of 
my life has been given comfort and 
meaning by home m e .  

Home care has had a dramatic 
impact in several ways. Shifting my 
care from a hospital ward to familiar 
surroundings gradually changed my 
depression and despair to hope and 
determination. Rehuning to limited 
participation in life with those who 
were most important to me made 
every day meaningful. 1 also found 
that these chances had a wwerhll 
1nerapdt.c e l ~ c i *  l l c n r  nrillc~.cl tman~ 
oi ihe imrdral ita,l~.rm5 I had been 
I.xprr#ru< ng belore 1 wen1 home 

Il"qu.ill.ll,ll~l) a irru,ni.',eD 
10 l,,qi..lne. illell cu. rklll ano 
uoniql cswd ..a-qnnne ~0~1131111.111 " . .  
that hospitals offer is critical at 
certain stages 01 any serious illnes. 
Progressive hospitals now recognize 
that when a patient's il ines is stabi- 
lized and recovery begins, fhis 
moverv can be accelerated if the 
lUlllrlllr rC<llpw.t,"r puxer- w o k  
with lamsly -upporl ,n i.tm~l,nr 
rdrroundarm< I ' l#mao~#r  nre alw " ,  
aware that, despite elaborate 
precautions, hospitals present a 
higher risk of cross infection than 
exists in an average home. 

important than emy access to 
m e d i d  skills. 

brhmatel". there is a mowing 
awarencs !&t humecie can i c  a 
v4an.r II.IIII,II~C and ~ ~ c . n ~ c ~ t ~ ~ . v ~ l  
aI!eru.#tl\e lhe hcwp#t31 WS~ML~!I~I? 
lor my caremcouraqrd md ellec- 
I.\rly ~promc~lcd Iua!~.t'v*n 'llr'y 
"rg,,,,re<l ,~~, l ld l  II,IU by .V' i  
n ~ n r s  m d  tormp#u*. M) p l ~ y r u n  
made house d l 3  when needed and 
had the flexibility to allow enperi- 
mentation in my care, even 

appetite improved and I regained 
normal weight constipation and gas 
attack decressed; kinklag 01 my 
intestine became less frequent and 
ultimately ceased; and i discontin- 
ued sleeping pills and pain killers. 
I have no doubt that home care is 

responsible lor this m d e d  impmve- 
ment in mvohvsical condition and 

been allowed in a hospital where 
rigid procedures are dictated by 
smcialmtion and a heichtened 
awurenctr ul malpracl ce w. wrsbll- 
IN Oi tollsr 1111 I,IIII,,B~: i,cc.d,,,,, 
8 %  Ill.. lreell~ln 111at wrnlits t'untln- 
uetl .seran.on w.th mv im8l) 

My q m l  icrttc!#v IS 1, ql8 ~yhtcrt 
Ily .I tlr.#,lon 01) wlir and I maJe 
m IY-n .\f that f#nlr, ! M L ~  (.m111o).rr 
c'IP.rt.1 *mllloy*r, ,he "pyurtlln ty 
ut i* .Ch~np irom convenf~o r. 
ho~p~tn.tmf~c~t> c t~v~.raqv a I ~ ~ ~ ~ l f f ~  
l t t a l l l t r t l i l l t ~  #lr)(anlrul.un ,IlMO) 
\<! ch,wgu  only hevat~r~ tmr r q u -  

~r clovl,.r itad r~tored and the new 
plan aulumal8cnlly m~ocdoclc~rr 
irom a 1 tr+ $la.dic. vnlter mail. 
nl,l*. Ila llnly trratmen, a 
callvmlun~ pldn wou d tavc. l s ~ l  
10, 4" 1n.y c..n "a< litl,l,,lal carc- 
.II#Y alfnlll3t lu flnance home care 
ournelveswould have quichly wiped 
out oursavlngs. 

Home care offered me the freedom 
tom* a number of changes that 
not only improved my health, but 
also allowed me to reduce the frus- 

SUN~V~I wiii BISO b;.nefit other home 
Care patients. 4g 
Address: Basil Chenevert. 819 
Winchester. Lincoln Rrk. MI 48146. 



Long Term 
Care '88 

-March 8,1988. LTC88 plans to 
launch, as well, an impressive media 
camoaien in certain oats of the 

However. the rules of eligibility have 
been so rprtrietiwiy shuchlred mat 
thee benefits are to fewer , " 

country 
The campaign is completely 

"on-oartisan. i t  is not denimed to 

~ ~~ 

than half of thme with incomes 
helaw $11.000. 

Private insurance for long-term 
care coveraee can he Dart of the 

?he cost 01 nursing hame care 
ranges lrom $15.000 to S70.000and 
averages esppprarimatety $25.000 per 
year. Coverage for home care and 

'Zang-term care is an 
issue of concern not only 
for the elderly but for 
disabled indiuiduals of all 
ages.. . and their families!" 

. . . . 
address long-term care needs. 
~ ~ 8 8  is on those 
seeking elective ollice and those 
who elect them to recoenize that 

personal care services for disabled 
individuals of all ages is largely 
nonuistent. 

Current catasbaphic health cth 
initiatives h, Medicare ~rovides 

a rerious national pmhlem exists. 
Collectively. we ought to have the 
wisdom, the compassion, and the 
foresight to seek a solution to this 
crisis. The US is one of two indus- 
trialied nations (South Africa is the 
other) not to have filled the long- 
term care gap. 

W& advocacv role for health 

% qn l.<~,.l .,tt[,,O\. ,,,#.,LtS .A, <c>\e,. 
"2'. I i .,, lllr ra r r .  1 >.p,m1 1,111. allcl 
wrne rxlraord narv dcxtor and dnlu 

The Paralyzed Veteras of America CMI - b111 ~IIII.R~#~V I<. 1l~on. 0vt.c 
nyv t i i  t I/"O p",r", 0, tr r <a,*- 
nr..ona h e v h  cnrr rxnrnrrc are 

has joined forces with the American 
Association of Retired Persons 
(AARP), them-CIO, and more than 
100other health care,disahiiity. 
religious, and advacacy groups to 
promote a nationwide educational 

care, campemtion, pension, and 
rehabilllation programs provided 
by the Veterans Administration (VA) 
gives some protection for many 
01 its members. However, even VA 
o m s r m  do not orovide full orotee- 

for long-term care provided outside 
ho~pItal~These bills are not 
covered. 

i4k  %< 3 r*",~~,~,a,.,t* ,~,~;,,,.,.,,,<,3, 

111 i*ulg irml Core n,. .\ 
"ey,#"J ,it" ,",,,.,I I,,, ~,<l,~,,t,,,. 
I>, 1. ary 1,>r,,< ,I ,I>+ <an,13,,q,, ,<> 
,??I. a hn,edrr cons l,,, m,, I?\k 
gc>>1 89 to .,I,* < 1<,,,1y ri,.,t .s>,,:.tt cm 
,,,,V ,N.,,t ,we 0, < ,n;c,,, "0, ,,,,1y 
tor ihs eldo y olt hlr d4r.m eo 
#"d.".<i#,,.< <.I .,ii .,dC,. - .,,,<I ,I,?,,, 

campaign on the need for a govern- 
ment policy for iang-term care 
pmtectian. The cmprating organi- 
zations have a combined 
memhershi~l o i  over 60 million. The 

. - 
tion for ail veterans and are not 
immune irom budget cuts, reduc- 
tion. and attack. The real need b r  

campaign i. called Long Term care 
'88 (LT88). 
The lack of a comorehensiw long- 

long-term care goen far beyond PML 
membership; it is a lamily issue. 
Dirahilitv can strike at anv aee, and 

term care poiicy is a critical isue 
facing Americans of all ages, yet is 
has not received maim ouhiic atten- 

. " 
the impact and cost of disability 
can affect every generation within 
a 1amiiv 

families1 
PVPS National Legislation OHice is 

cwrdinating briefings and seminars 
for memhen of Congress and their 
stalls on Capitol Hill. Over the n c a  
ten months PVA is planning to 
distribute camoaien materials 

. . 
tion. Mare and more Americans are 
faced each day with the staggering 
impact and cast of catastrophic 
disability and iiha. Current 
government programs fall far short 
ol orovidinc oratection to meet 

The stak facts reveal the stqser- 
ing human, emotional, and financial 
cast mat ~ ~ t ~ b o ~ h i ~  illne= and 
disability have brought to thousands 
of American families. Each year, an 
estimated one million Americans 

among disahillty &d health groups 
and elected officials and candidates 
at the national. state,and local 
levels. At the same time WA is 

". 
there needs. 

Long Term Care '88 is using the 
oresidential or imies as a sorina 

become impwerished due to the 
costs m c i a t e d  with long-term 
illness. 0i this mouo. "earl" one encouraging its chapten and its 

memher~hi~ to ioin this effort. 
~. " 

board to launch the campaign. 
Presidential candidates were asked 
to participate i ns  series of forums 
held in Iowa and New Hampshire 
during October and November 1987 
to discus their positions on long- 
term care and the needs of disabled 

hosmtaiaed each year and requre 
the& as a resu~i 01 accidents: 
neady hailamillion of these are lelt 
mrmanentlv disabled. 



ships and with elected officials at promoted or inionnation distributed, br more information on Long 
conventions, forums. town meetings, please let the National Legislation Cm contact: 
and the like. Same even pian to go Oiiice know. PVA has a iirr of a vari- oiAmeriea, National 
daor-to-doar in primary stater. ety of campargn materiais. briefins procan,, 801 Eighteenth Street, NU: 

If any organization or WA chapter papen, and brochures that can be DC 2Uu06. 
knows of an apprap"te accasion or suitable lor any occasion. 
event on your schedule in which the #g 
goals01 the campaign might be 

Highliqhts: the American public views long-term care I 

Lonp-t~rm care i s  a problem 
~ i l h  i~n ivr r ra i  impart. 
l' "er 8.13 pi.r<,.:;, I,' r r . p n i l ~ n t 5  

hay.. z , > , :  e.<p?,:-,,<.. - 

Long.fe"" rare is a major 
linanrinl Con<?", I", 1amiiier. 
.'..'.I, prcPnldCr- . i  ,!i..i 

il-: ' 1P  i !.~PIv :""lh"r "I,,, 
!,',.:<. ,b>,,<.t....rn ca-e >\~>,l,d k 
c.::a,lr8aN:.. :r"vas,z.,"< I,,, ,,."<, 
" . l r r n i  :,nd "?I::! .:lclln,r 
,,,,t 'I,.< 

1 ' 1  ;.l,rrr ,ha" n innr~to~o; l~  
'i8,<>, :oirr. ,re' lh l l  li,,:.nq 
! r , ,  he '  , r n r n % S ! ~  

t,:,. ,r> pav <>r 5$<,,,t4 C,>#,S! : ,te 
.', ",a>n7 -?"r8',r<, 

.i+i:.r 1 r rn  "'tar !a",",r5 vbn 
l , : ,v~."~u?~?~ p,,,<i'l?::? 

.*mericanr are x i i i inz  to pay 
incrPnx~d t a w s  lor a 2o,?m- 
mPnt i o n g t ~ r m  care prc~nram. 



Living with a 
Spinal Cord 
Injury for 
17% Years 
by 
Robert J. Throcktnorton, PhD 

'Toda)! a person with a 
SCI con expect to haue a 
normal life span providing 
helshe has proper care, 
follows a daily regimen 
for living, and has no 
other health deficits. " 

At present 1lYA71,~nyone Ihwny I I I  

t,,? 1,4,,r?!d ?,..,?s I,.&? " 1 ~ ~ 1 0  
rhalsr 0, n.,c v,,3r ., .,,,,.a1 cclrd 

;lot machine in Las %gas, kvada. 
k, in &US. population of 258 
million people as many m 32,000 
persons per year might receive such 
SCf that result in paralysis. The few 
statistical ~tlldies which have been 
done on the SCi indicate that 56% of 
the i4uries are caused by vehicular 
accidents -mo~tly automobiles. 
20% from falis. 12% lrom gun shots, 
9% from 9po.t activities. and 5% 
from all other causes. 

Before 1945. the ormoais for the . . 
rnai~r n JI pcnunr h11t1 a \('I was 
"dc..ttl> wlth~n "ear c vm wlh  the 
I,">, <>I v.,rc. th,""~?,, w.th TI.,. 

d rcovery ul pen8cll:nand r n d l n l  
l ~ ~ . ~ c ~ t ~  > ctew.q~< tf durmg Uorid 

Xbr 11 ill.,, ill1 L~,V"UC<~ l'~"I1". 
person with a SCI can expect to have 
anorma1 life span prmiding helshe 
has wooer care. follows a ddlv resi- . . . 
men lor living &d has no other 
health deficits. 

10 

Over the past 17M years. the 
author of this article has found the 
foilowing behaviors and habits posi- 
tive for survival and health: 
.Don't smoke because of reduced 

brealhing capacity; 
.Avoid alcohoiic beverages; 
.No chocolate; 
.Reduce consumption of soft drinls: 
Increase consumption of water and 

fruit juices; 
.Drink milk or eat milk producls 

early in the day to help reduce 
ludney malfunctions; 

.Reduce calorie intake by 500 to 
1.000 calories; 

msleeo on a sheemkin: 
Learn to sleep on one's stomach: 
Reduce salt int&e; 

mDres with loose-fitting clothing; 
.Reduce amount of beef and pork in 

diet: 

m Increme amount of fish, chicken 
and tu*w: 

M n r e  rvrot r  p m . ~ ~  and yellow 
,?$# f.,I%l?.< a $tap t. 8 8 ,  <,,,?'< ,i,vt i" 
rnDn \ e  ine tone of the r* n and 
reduce further the chance of devel- 
oping aprersure sore: 

.Eat ice cream and desserts infre- 
quent& and preferably early in Ule 
day; 

m Edit the bulk of onek f w d  at breah- 
fast and lunch and end the day 
with snacks, JOUP or liquids; 

D r i n k  water on a 24 hour basis- 
h v r  a l rralr  $01 ,, I,, ,Is Ix~dndr 
1ncpr.ce.ImysunvalmaSlI 
in I h l~~u  r n.a~lzr d*llv rout ne. 

Address: Robert A. Thr~kmorton, 
1267 Dougla~ Dr., Lar &gas, NV 
89102. 
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ENGLISH SCI RESEARCH 

Ageing and 
Support 
Services 
for Living 
Independently 
by Gerry Zarb, 
Research Officer, 
Thames Polytechnic 

'Fhysical ageing is a 
normal and natural 
process; the important 
question concerns the 
effects o f  normal ageing 
when they are combined 
with long standing 
physical impairment. " 

I! hls bern rllqqr.,tt~cI. Ixlllt hy 
~prc,L%\lc~!mlr iud ~plna l  inlurco 
IPOPIP ! I . c ~ c . v ~ ~  !hat spual cord 
~nlur) Can IC.~CI 111 ~pr.'#!~?cc~cr. 
.%SI~III;' A l,nor, o . n ~ m ~ n ,  qu ,ad 
~r 1!11I,2U vcln u l h S i l  uod\ Id 
year, to wrwur ' I,I.~~I.A. 
t.., y tll,n.n~a,l,,tlr imm ,he rlLay 
~'r l l l10ui ier w.rlv $ l r o ~ ~ ~ r v n l # ~ #  rv 
I<> 341ppor1 1111. ,11111111 01 ~,rPmdl"rC 
aqc 8 1 1 :  11 r itn#lx,rtmt lo p. nl la1 
IIC wrver that mdns 01 ~ 1 1 ~  orcl~lvns 

" 

combined with long standing physi- 
cal impairment. 

.4r lh11613ge however. 11 19 wry 
d t l f~c~ l t  tn . s e i -  huu pa,valnll tla, 
k t ~ l s  , e l  1~r~11~16~118.. r, ~x,rw<I wt 11,- 
munyrf !I,,. \$'I lx,pl#lrt un yzncr- 
all" To83 *s. b< unr <>I ihcdntr 01 
11 .~  v . 1  cuncl %lno.col 1111. nn, ln l .  
ull8cll *#I1 c u # ~ v r l  01 nwmehr wth 
D rrpre.cn131 "Cramp." 01 0 or, 
Irraln\ dmun lrnm l.~n!lt.r llnl ruts 
.at ~lc~kc 'h la~sL '~~I I t~  autl p r s  b v. a 
,p:t,a m t  n lhr N trln 1.1 En :..~ntl 

'Alldl l ~ l l n x $  3hnuld. Ila.rl.bln. .)oly 
1". n.s?rcllJ .? vcr) lpntatiw indl- 
cal,#,n what am? ,,I ihr I I f~ccroI 
JCC,"C ~ 4 t h  C I  "llllll he. " - 
me mMt commin~y reported 

efiect of ageing has been a general- 
ised reduction in ~hvsicai rueneth 

particular parts of the body Also. 
because of the reliance on the l i m b  
and joints which remain waking, 
lwther reduction in physical func- 
tioning may have particularly 
significant consequences for older 
lesi0"~. 

For example, several people have 
remrted di0iculW in tran~ferrine. 
wrntn:, end sland~nq wtrltt,t~l ..,< 5. 

lance 1 I.,. ,< .~~,,ally"!!r.l~~,,~<l t,, 

rc~18~t!#t)r& 801 slrcnc!thnnd e n e r n  
but sometimes also to weight gain. 
The physical consequences 01 these 
orohlemr are varied. The mosl 
common problem appears to be 
damaging shoulder joints whilst 
uansiening; falls have also occa. 
 iona ally led to fraehlres or 
d * loc.~ l t .~~~r  >I)IIIP IICO~~. 1111~enl~. 
r..lhsrl* 11 IXLIIIC~I w.th pressure 
Urrs U I I C ~  d l ~ r  s f n  r l l  in~t813~lc~~c 
yo*,. 'I.,,,< ,,:,y Z,.", I,? l>?,,I, n 
n,v.l! c j l  rnlucc.l mob~l8fy.the tmd- 
enc$ 1k.r rkln lo In, , # a , n  r L\II) 
d.,,,,*<'-cl hllltlll,rl #,I ir, p m n q  
4s .>.w a ta,,<>r 1vnat s q<,.,c, cI".,, 
hohc\er. < clnt !I>,, ~,n,11 ..r.# 101 t ~ ~ r n -  
ing certainly maLe ;he management 
oi presure sores more difficult once 
thw devela~. 

are n d ~ o n k r  able to check their- 
skin for marks as often as they 
would like. Even if this has not 
achlaily led to skin d m a g ,  the sifu- 

ation is asource of anxiety for some 
people.& will be discussed further 
below, the reduction in enerpy and 
mobility has led to some qualitative 
changes in life style. People have 
reported having to rind different 
ways to get in and out of wheel- 
chairs and cars, or on and off the 
toilet, etc. Most recognlse a need lor 
more pemnai and domestic assis- 
tance than previously required. 

Several other soecific orohlems . . 
;.re w~rthnutlnq *,,I,,;, .; ha< lwen 
lreqa~ct>l.y mcnl onrd Tb r  8s i t r~ l  
<ll"),l<l,lY *,,IC,. 31II111!1.,\ ,I,(. . " 
sinde most common cause 01 
impairment amongst alder -ns 
generally Once again, however, the 
ellects 01 arthritis combined with 
spinal cord injury can be wide rang- 
ing since the aifected joints - 
usually hands, wrists and shouldem 
-have to take an eaba load. 
me common of 

circulation makes control of bod" 
,"m,T,atL,c<. ,I 79, ,,,#,~l, ,,,cl,e ,l,f,,. 
~ 1 1 1 ,  ' i l l l5  nny 1- ., (,arl.n,lar 
prdblem ILII h ch les on- w lo may 
"xp?,.,.,,<?, <.xtrt.,,,t. v*,,a1:<,,,5 .,, 
Ixxfy lrnlp~rrt~8re an,! ,r blmd 
pre\-u~(. &, lnry gel o drr 
S< mr 11 ocr l e i  u n ~  arr nrrem- 

,,><IV ,~,,#,tC. tcs tl,,~~,~,,",..~ :t,,d ", . 
embolisms, Again, this is not uncom- 
mon amongst older people generally, 
but may be exacerbated by 
increased difliculties in maintaining 
previous levels of movement which 
require some older lesions to 
swnd more time in bed or in their 

they have onen been told that this 
is unavailable. 

Finally, some people have reported 
a noticeable increase in pain as they 
have got older. Sometimes this is 
athibuted to a specific canse, eg 
persistent pressure sores or arthritis. 
More olten, however, no specific 
cause has been identilied. 

m U T A T I D N  C*2Lm. 198iNOL. P, NO. 2 



what ageing means at the more 
subjective level. 

It has become obvious during the 
early part oi the research that 
people tend to evaluate their present 
experiences against what has gone 
before. For example, newly everyone 
contacted so far has uperienced 
noticeable common difficulties with 
activities of daily living. How this 
affects the wav they view their lives 
is, however, e;lreieiy varied. For 
someone who has been used to 
livine indeoendentlv on their own . . ,<,, l,~.,It,,,$ 'I c,,  1, )OW. .  ,I.,, 
,,..,I. 1," ,<,,.,r,y ,>,. w,t1> I<,,,,,?,., 
~8mn c la..&? kt- hash nd uo. cruum- " . ." 
ing.'witing a letter, etc, is a mwce 
of great frustration. For someone 
who has been used to assistance 
with these kinds of activities, the 
personal and emotional conse- 
quences will not necessarily be as 
intense. 

Furthermore, wen people who 
ha"!? remrted settins deoresqed 

. . 
have become usid to thechanges ' 
they have experienced. people have 
regained a new sense of equiiihrium. 
However, the observations made by 
a lew of the people we have 
contacted aiso somest that . . 
~pru'<,ned p r  bdr <.I  ina#vaum..s 
rn#m,r pn,hlm.$ <;u l  ll.n#, l .~~c>ly  
< <?,#i,~.,,,, t.k,?! < > I ,  O<.W prof,'* " ?* 

,I <I, 5. r -  I., *,me L a w < .  I,, < may 
CI" l.8 lh" ~ C I  .."I, ll, llluX# ,,,at I 
,)#,;tl,rat."t. <I  ,,,,4e< 48,  1,ie sw1e - eg 
1, O*III$ for J I t r - n  ran ;attendant 
m<n ."* ,,I0 5°C l l<~, t~ , l  <~~~#~,,,,,,<,,,". 
till,, <I ,  YC.,, ,,,I<, a ,rsl<lc,,, ,I hl,nle 

Kr~1rc l l~~~ t ,1u l~c t I11 r  ~ . r  lnc, l  
m 4; changes in life styles or living 
arrangements are contemplated, 
"earl" evervane contacted so far has 

. . 
viduals concerned ieeiing signifi- 
cantiy weaker than hefare. 

12 

Whilst 10s of energy is essentially 
a physical problem, its significance 
in subjective personal terms can be 
much wider than simply feeling 
~hvsicaliv tired. . . 

r'rtaslrll~oo .1 onecnmmnn 
,..'C!,'." WII c I, I,%.nln..al) I".? 8 ,  

mcnlonrd mln! wuo r have 

constant tiredness which makes 
everything they do seem slower than 
heiare. Some people have also 
mentioned tha they have become 
increasineiv irritable and less mati- ", 
vated to get out or socialise. This in 

"The extent to which 
ageing will actually affect 
changes in life stvle will " 

also be very much 
influenced by what kind of 
support mill be available. " 

hm can lead to feelings of loneli- 
ness- particularly lor people living 
alone. A few have experienced vary- 
ing degrees a1 depression. 

Often these kin& of experiences 
do not only affect how people feel 
about their mesent situation: several 

on. Most often, however, it is not so 

met. For some, this is because their 
usual carers am themselve.5 emeri- 

lack of confidence in existing care 
support senices andlor a I f  01 
residential care. 

be very much innuenced by what 
lund of support wiil he available, and 

whether or not this b compatible 
with how older lesions wish D 
organise their lives. This question 
will be a cenlrai aspect of iater 
stages of the research. 

Most 01 the people contacted so 
iar have expresed an awareness 
that their need lor support either 
has or will increase as they get 
older. A central aim of the research 
is to e m i n e  the resources which 
are. or could be, available to older 
lesions in order lor them to live 
indeoendentiv In this context. livins 
independentiy simply means that " 
individuais should have the 
r-urces to live their own lives, in 
the way theywant and. in aresi- . . 
dence of their own choice. 

Current debate about 'community 
care' as i t  relates to the aging 
disabled population is cenlrally 
concerned with enabling people to 
remain in their own homes for as 

. . 
goes. However, it is also necessw to 
remove the asrumption that care in 
the community wil l  only be main- 
tained 'for as long as possihie.'For 
community care to he campatihle 
e v e n  in principle - with older 
lesiann'definition of living indepen- 
dently, adequate resources and 
senices would have to he provided 
for as long as particular individuals 
want them. As one person inter- 
viewed put it:- "When 1 say I want 
to stay living in the communify. I 
mean more or less until I die.. . and 
if I can't, i'm going to Mck and 
scream." 

The increased need far personal 
m e  asristance remrted h" ma"" 
c *  t l  I c? .~~s  8 % .  In u bra t  cxtcnt 
11, 1Lf.O" "1 It., ,111)r.cal n>,,.c. 
t,.D,.,.Ct>< I ,#H,,,! ll.!we"er 8, (9 

dim impomit t&tress that, an 
increased need for such support is 
onen just as much a comequence of 
social and material factors. For 
example, adequate housing design 
has a direct hearins on whether an 
individualh home environment can 
offset any physical eflects of ageing. 
or, add further abstacies to livlna 
independently. 

It is also important to note that 



an increased need for care support 
often result-, from the effecls of 
aqeingon an individuali, normal 

~ - 

career -usually a spouse or other 
relative. Unfortunately. the need lor 
support to ageing careen is often 
overlwked completely in me plan- 
ning and delivery of support 
sewice$. 

. 
nursing, home helps etc.) nor being 
available at times to suit peoples' 
needs could. to a great extent. be 

addressed concerns the assumption 
that people do not mind how such 
asirtance is oreanised as lane a$ i t  

vidual needs'deiined by older 
iesions theme1ves. 

EO:Excerptrd.w+h p m i s ~ o n , t o m S C , l n ~ -  
n ~ A ~ o o n o n " e w s ~ e m r 1 : 3  & M .  Is7.The 
Sknrrrletterisanarel lent murce,  b 
s u k " b c . % d t ~ S U ,  M o m a  Hnure.76 Sf. 
h i  Lan..London NiO10i 

'me rrsrarrhnpo.t.PPP"",I"d555~", 
im~iimtioionr o,Vp<nol CoMinjury 1 Reim- 
rp.<t<"eY"dyby C.Creo*,M.MMM,M. 
Olivcr.V.SaiirburyISiluer.G.larb is  
P"b,llh.d b y l h m "  Polytechnicand avail. 
rblehomiU for $84 iniilidingporfage. 

Spinal Cord Injury 

S>rineornyelia 
Slipport Group 
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\!inted 

U.S. SCI Croups 
United 

1989 CONFERENCE 
Mark vour calendan for another areat aatherino .. .. 
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at me Srara!cn nntp n St. -0. son May 31 to 2.le 4 1989 

As an added attmction. the Midwest MPO is scheduied at the same time 
at the Convention Center across from the hotel. 



A Triad of Venerable Polio Survivors 

Dessie Brooks 

"I had polio at age six.. . 
I am now in a wheelchair. 
At this 93-year age, I don't 
mind it.. . I liue a normal 
life staying happy with my 
'disaduantage. ' " 

I am 93 "ears old now andwell do 

I did nomal hard work 1 married 
and bore two perfect children. 
Then. when I was 70.1 developed 

a curvahlre oi  the spine. It's palnles, 
but I am now in a wheelchair lor the 
rest 01 my life. At this 93 year age 1 
don't mind it. The pain is not acute 
any more and I have no stifhies in 
any join&. I hawn't had a headache 
or cold lor 60 years. My mastectomy 
was painlesr. My cataract implants 
were painless. Doctors say I heal up 
like a 16-year old. The only medicine 
I take is Ecomn (enteric coated aspi- 
rin) formy heart, which is normal. I 
weigh only 80 lbs.: Vm on a sensible 
diet and I drinksir rlases of water 

Mri. D P S S ~ F  Aooks, nqe $3 

Occasionaliy, I have u boutique in 
my apartment in this rest home and 

I remember that tme ur lonq rgn c .acl> clay whtvlt kvti1, ro>y t~%wes I SL c r LIT$ I 8 t k s c . t  ihr r ~ ~ r c ~ ~ l . . m  
I I I I .  a x I w .ubrlr%!ed I have no iaral t~rlnkles I ~ l o  I.*'* $1 CIA' !tt,'rdcllcL ny and 
,I! (krn 11 rcnwl w rh a lever -1 n88cl \I 11 1 . l ~ ~  .*.I my .1wt8 ll.$#r \ly urlqdm I how m l  c*lrr.mcrs will 
11 i arcrecs I wmt in ix.d ior ,,,,r I , I  , e n < o ~ r ~ +  u IIII.I,IXI~ n ~ x . t ~ t  IXIII(S 

w t ~ ~ l c  )car ' I l c ~ c ~ ~ ~ . y  inr  III.,,~IIIO i d  i t  - -but I ~ L  haw naroennl: of 1Ihw.a ~ t ~ r n ~ e l .  ip 5tavlnx happy 
!he ~UFII)IS cave rneu;lrSvruo~~l I , I I I I w ln  my d.irdvmta~e5 A S  , . 
Fepsin, and the only treatment was to the right side under my a m ,  but l W  
alcohol rubs. that dws not cause me any trouble. Add-: Mrs. Deslie Brmh, 

The damage polio lefl was a half I do all my own housework in my 1840 Park Auenue,Aparment 109, 
Inch shartnes In one leg. I lived. wheelchair which is run by hand. Costa Mesa. California 92727. 

Lenna Fwgermn 1 was pa ra lpd  from the hips 
down and on the left side In 1908 
(at age 3). The doctors did not h o w  
what i t  was and thw said I had onlv 
an hour to live. But I came out of 
that and they said i t  was infantile 
p~alysis. 
I was treated at the Mchin 

Orthopedic tlorpital in St. Lauis. me 
"c fimt time. I was lhere for sir m o n h .  

t C Later, I went lor three months. They 

i had nine or ten different uercise 
! machines and rhev made braces. 

I wore shw braces, sandal braces, 
and back braces. 
I was hught to be swong and 

indewndent. My therapist put me on 
7 h  n n d ~ n n n  i121grrson. nzo,ricd a horse as w n a s  I was able to stay 
b r  6Ovmrr an. I am a native Texan and I always 

had a horse to ride because my 

lather thought that was the best 
exercise in the world. 
I can do almost any kind 01 hand. 

workor art and I was trainedass 
musician, both piano and voice. 
I am a member of Daughters 01 

Nile, Eastern Star. I have devoted 
most of my life toshriners Childrens 
Hospital, especially to getting ramps 
and wheelchairs. 
I use a wheelchair which I push 

myself because i t  m&er my arms 
strong. I find crawling the besl 
therapy. 

On August 27.1987 my husband. 
Tom, and i celebrated 60 years of 
m i a g e .  $g 
Addres: Lenna Furgerson. 2848 N.E. 
14th Drive, Gainesville. FL 32609. 



Yvonne L. Greatwood 

"'Other journeys spite 01 the r e w d  warnings of a 

as a teacher were not like New YokState Rehahilitatinrepre- 
sentati"e, 'You'll never be passed as 

mine. Mine was slow a teacher." I went on preparing. I 
motion. I succeeded as Vied the City ~xamination in 1937 

and wasmarked 0% physically and a substitute, but success ,,,,,all, 

was not a guarantee o f  I t w k  a second college degree. 

securiry " other students' journeys as aj 

teacher were not like mine. Mine 
was slow motion. I succeeded as a 
suhslihlte hut succes was not t 

I twk  poliomyelitis or infantile guarantee of security In the schwl 
paralysis, as it was called, at three year 1%-45, after seven years of 
months of age on October 4.1910. being an the substitute list, a p r i o d  
My lather was a railroad man, my of six months came with scarcely 
mother was a teacher. W lived in an a call. l hoze. I was called for one 
imig,t neighborhmd in Buffalo, 
New Yo*, beside railroad track. 

At eight years of age, I received six 
months of trealmenf at the McLai~ai 
Sanitarium in St. Louis, Missouri. 
which cONisted of exercising mv 

day during a severe epidemic to 
the polio isolation annex of the 
Children\ Hospital on Delaware 
Avenue. That day changed my locus. 
My concern widened to include all 
students who are disabled. I broad- 
ened my howledge in these special 
fields. 

In 1945. when the Citv Examina- 
my life. br five years the improve- tion lor ti hers o l  secbndw 
ment continued. I danced. Schwi English was given again, 

Adolescence reversed the oicfure. I oasred first on the elisihilitv list .. . 
My ~'"'.'ly,t"l I,",, ,lnljll,c.tl a,,*.? ",Ill w n i  ,~,,~lll,rll. p, lu tunrry  
b I d  I xeircdh'lh ataneand a leather In 1vC.i rccevraaperma- 
~ r a r r .  I touehl In overcome m\ I~~.I#IV~II~I~~~I OY~TW<~~XV.I I I I V  

. "  
cation." I len the "home" severely 
wdened, scarcely able to walk 
around our little block on hvo canes. 

With no hope lor a medical cure. 
I prayed. In  i932.1 entered Canisius 
College, a k u i t  institution in 
Buffalo, to prepare to become a 
teacher in a public high sehml. In 

Religious Education at St. Paulk 
Cathedral in Buifaio, where I had 
been taken as a child to a great heal. 
ing sewice. I accepted "the call." 
Three years later. I was told by a the 
dean. "I knew from the Erst day you 
Were the wrong pemn." I went on to 
study at Union Thwlagical Seminary 
in New YO* Cit" one of the four 

in Washington. D. C. A;-called lail- 
ure again, 1 was "called to he the 
Director of Religfour Education at 
the Lewinsville Presbyferian Church 
in MeLean,Virginia, one o l  the last- 
est *rowinc areas in the United 

in IJ61-6r. I r~udled lor 1 you .n 
SC~~llnll~l nl III? IJ~vllllly LICIIIXI 111 

lllr l~n~versiwol Vd#nburgh and 
rrave.ed s I." a< the Hol) L*nd lo  
r1.8t.L ll81tlg. uv, r " AT ':I y,..lrrol 

RA? I returned to thr l l~~ l la lu  lbard 

with the world.And then I came in 
C0"taCt with teaching i n  a public 
schwl again. 4s 
Addres: rvonne L. Greahvwd. 1515 
Great Falls Street,Apt. 403,McLean. 
VAZZIOI. 

" " 
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COPING 

Accounting 
on a Computer 
by James R. Carlisle 

" . . . the comnuter ape 
has opened up the Gorld 
. . . . My Apple IlPlus 
system allows me to . . . 
operate an accounting 
office, although I have 
very limited physical and 
vocal abilities because 
of a severe cerebral 
palsy condition. " 

KeVinq in on life through a 

cate with friends, and wen to 
operate an accounting office 
although I havevery limited physical 
and vocal abilities because of a 
severe cerebral pdn/ condition. 

Born in 1936 when this sort of 
technology was far in the hrhlre. I 
was destined to institutional living. 

. . 
special education for the disabled by 
hltaring me through the 8th grade. 
And mv father, usins his mechanical . " 
training to adapt equipment for me. 
Was one of the first rehabilitation 
engineers. 

for a long time, only my immediate 
famity understmd my distorted 
speech: and even now, just my close 
friends and working meiates 
understand me. Durinu hiCh schwl. " "  
theone teacher who tutored me in 
dl subjects learned to distinguish 
my spaken words, and my parents 
finally allowed me to peck away at 

administration, not believmg my 
mothe& grading of her son even 
thouzh i t  was conservative. gave me 

wing.  
After graduating from high schml 

with honors, the Division of Voca- 
tional Rehabilitation gave me a used 
IBM typewriter, a mechanical adding 
machine, and a canespondence 
course in accounting which I could 
have taken five years to complete. I 
finished the necessary aslignmenb 
in nine monlhs and went an lor 
another year taking advanced 
accountancy lraining. I was then 
ready for employment, but DVR was 
unable to sell my senice$ 

Since i needed an office. my 
parenls moved Into a different home, 
which was a former parsonage, so 
that I could use the pastork shrdy to 
set up practice. This was my place 
of business lor many years while I 
~lowlv accumulated clients. 

11.1~ I($ IIIV c ,r.\ Carnr when I had 
1,4111 11 ,1)91C I , IIIIIIIC<~II~II 111 111. 
mr chur;ns I nanc,a serrr,,n '1 hls 

turned into a paying job after a few 
yean and i t  also brought insame 
other clients from the conereeation. 
My past reputation in high;ci;ml 
gave me a gwd share of work 
oreoarins income taw returns for 

, . 
Althoueh the two machines did cut 
a(*.." it.+ ir.pcr qh~l118n~ * wr- 
u l l l l  i t  war 5 .TV 111111 I ill-.l."ll"q dl 
nme f ~ ~ ~ r e s ~  n the rewr  li I.) twnl 
fll;ic i l c t ~ s ~ # l # # t \  1)) k?y.ng them n! I 

~ ~ ; , l . ~ # l ~ l ~ . r  srrl 111.11 b II~IIIIC~ the 
wrnq h n i  lo tnr n o e w r t ~ ~ n  rl>lI.r- . . 
asarn. 

Thus, when the age of pemn.31 
computers arrived. I decided a 
computerized office was a necessity. 
As I began exploring the computer 
world, 1 was impressed with the way 
me multi.key hrnctions that I oUen 
used could be performed by purhing 
iust one command kev and how 
boakkeeping 1igures need be keyed 
inonly once. With this singie input 
operation, dl information could be 
totaled, balanced, and stored. Such 
one-time data entry saves me many 
haws of work. 
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Having a computer as a partner, have conlinued to work for me many upon by able bodied individuals for 
my abilities to sove a xra\nne clien- years aner graduation, while 0th- prolessional midance in securinz 
IC.C iorrcas~~l  103 pint uhrrr I I ~ I C  1 1 ~ ~ ~ 1 - c i  ~ l l l i r r~81l  I.~r.ine%i lltrlr i.n,~i.c.*I II..LIX~IIIII.~.V~ 
18t.rtl~d lo  rcnl c ~ n a , ~ ~ ~ r c ~ a l  ~ C C  car?crs h.,pef~ ) x ~ t n  s r ~ d  all- $2 
~ p e r ~ . ~ l ~ t l  r~.~un~,rt,y acl,l.~.~.ri.~. r ~ t ~ .  t ~ ~ a r c i  c..r I,? rc.+ i31~~r.11.~ %.,tir,.- J.U~L~., N c.~v.I~I? c aci~slc ~ ~ 

oflice sMt, thus contributing to the challenged. Accounting senice. 3480 upper 
comunityb economy I recruited Now I am kept so busy solvlng 149th St. W.Rosemount, MN 55068. 
employees from the office education 0th- people% accounting and h a -  
el- 01 the local high schaol. which tion problems that Ido not have 
save me the opportunity to teach time to worry about my own impair- WI. 2.%. d p j n t e r  

young people about accounting as ments. br one who has been 198i~XR). ~ a * e  K $ s ~ c ~ .  I,.. ~ditn,. ,615 ~n + ~ i  

well as aboul working with the 
phyJlcally dependent all lile,it is St.XM32l0.MinnealaIi5.MN554.M "See 

mrmuni. Publlcalionr. W," lor rubr<nption 
dieabied. Some of these shldents certainly a pleasure to be called inlomaiian~ 

Coping with 
Progressive 
~uicular  
Dystrophy 
Is an Art 
by S. Hacham-Zadeh. MD 

'71 is my credo that I, or 
any disabled adult, can 
understand his own needs 
better than anvone else, 

So I learned nbt to be 
deeply concerned with the 
prognosis o f  physicians. " 

When we write about our own life 
mr iences  and how to cow w1Vl 
,111. problems la insds I provr- 
l,"li>!,,l ," IY.,,,, I,( 4 8 ,  ?.,C I, ,,I,,* r 

I .,.o a mccl ral u.,~tor (M 1 w ih 
~mnp.rale muwl. ~r dyrlr0pc.y 
MI1 1 u l r  lx~rl t  III lrn!i ;,IICI ~ r d t l t ~ .  

a!*! imm lor 1 n n c r i w  01 knetan  
!Ic,d~cn. r l .m> l  th:$# ~rlile.cl .!I 
Israel, where i completed my reri- 
dencv in dermatolow Now I am a 

" .  
are patients' treament, teaching. 
and research. 

The first smotoms of muscular 

powere; wheelchair &d require 
assistance lor personal care. 

Hooefuliv mv own exoerieeeee 

I',,rn. Ir 111. <q111-.1~01 in I,,). "lllltl 

!hat unc 0, thc m,,il mp~r lan l  
l i l ~ t l l l l  l l .  \Il.lllll.: l l l Y  ile.rl(lll.lllly 

(my a1 11n i s m  rope was t ~ ~ u  fact 
teal my ~p!,r t :.u? l ~ ~ ~ i  <.I 1~111<11. 

t l ~ l i  ,l.i.I. *,,I:,,, 11 Y ow11 1,111: y an.1 
in normal schwis. among heal& 

students. My achievements were 
measured against the e~ectt t iont i  
hnm normal students. Therefore, 
I was able to enter a career among 
nomall" hmctianin~ orafemionaln. .. . 
To *ch,:"c u1nr i!," ct,11t..,.n,c \ 

~81181)w l  tllr.tl> 1 l8r1 .a( hlrvr 1111 t l  i d -  

11 I tlrr olaced numen us and dl:." 
problems in my way These had to he 
continuously solved, and problem 
solvlnn bas become second nature 
to me. br instance, even a proper 
a,,tl :o,,\trr,..1,.c i ,,"$ and * r  , np 
setup at home .ma wore r~t icl~rcd 
m< rn tlt,.,#lt~ ,I w t  clnl ial)lr I,% k . . 
supporters. strapping, and auxiliary 
equipment. 

In Iran and even in Israel auto- 

means to purchase it. 
AS a matter of lact, normal facili. 

ties. in almost all asgects of daily 

ule cost, to give us disabled people. 
the opportunity to compete an an 
even basis. 

Hawever, self-confidence, a firm 

I7 



belief in the possibility of oercom. 
ing obstacles, pnistence, patience. 
stubbomess. o~timism. and !he 
empathy and Aderstanding of many 
people amund me, helped. Strangely 
enough, I somehow really never felt 
disabled: I was often surprised and 
astounded by the people around me 
who thought I could never achieve 
my goals. 

It is my wedo that I, or any 
disabled adult, can understand his 
own needs better than anyone else, 

. . . 
oi physicians. 

It became nahlral lor me to 
concentrate on the thin= that I 
c,t# d Ju md nu! sorry im much 
"'I."' "1. Illllq. 111.1, 1 <011.11 ,I<., t i t )  

Ihls !a. be~nmc ir:rnd nllurc end 

Ol course. 1 love and value my 
familb in whose midst I live. and 
b m  whom I receive w m  support. 
Of course, 1 appreciate my 
colleawes at work, who always beat 

ana 1.3 strvv lc~r s~~rrrswr acn,eu,- 
tmt.,#b,e%,en lhuu4h tncy nu" he 
amall and lwnt 01.1 111 IIC I~IIIV 
temporary 
These successive achievements 

can huiid a oattern of behavior. 
which is exiemely important in 
overcoming new and increasing 
problems, which will surely arise 
almost daily So, the integration of a 
disabled person into a normal soci- 
ety depends on hvo parts: !he strong 
willpower of the disabled to face 
diiliculties and, equally, on the 
prsiistent, positive support. and 
empathy of the sunounding society 

Under such circumstances, an 
oble human being can evolve from 
one who is disabled. 4.5 

7- 

Address: S. Hacham-hdeh, MD, 
Senior Lecturer in Dermatolw, 
Hadassah University Hospital. 
p.o.h.12000, il.91 120 krusalem. 

I developed the habit of permitting 
my mind to guide my weakening 
muscles, rather than having my 
~UICI~S dictate to my mind. 
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SALE O N  BACK ISSUES 

Inventory w are cutting the prices on Back Issues of the Gazette 5096 and more. 
Instead of paying $8.00 per issue, you now can have each issue for Clearance $&OD or LESS. 

Sale We are hoping that our need to reduce inventory will fit your wish to 
obtain the Back lssues of the Gwette that you don't have. 

To help you determine which issues to bw, we've organized a TOPICAL 
INDUL to all the Back lssues which fallows. Look up topics you want to 
know more about and order your copies NOW 

For as long as supplies last, you can purchase Back lssues at the 
tollowin4 ilrices: . . 
Single Issue.. . . . . . . . . . . . . . . . . . . . . . . .  $4.00 each plus $1.00 postage 
0 I "  . . . . . . . . . . . . . . .  ;i 2:  cr<, ,  ll.,,i < I  11 11,~~61np*. 
I '  r o r  I . . . . . .  12 ill ca< 11 lpl\ls $1 i l lx,s!?ct. 
I ' . ~ M ~ ~ I F I C  s n  (21 IS<.. s . . . . . .  *firl 1 I,~lIs w,olt lXlllnlC 

V% look forward to hearing from you. Tell your Friends. 

\\ Let your Rehob Center knolu Order todw 

Acup~nclure.Ml. 17. 1974 
Adoption.hl.25, 19XU;hi. 24.1981 
Adoptlon & Maniage.%l. 6. 1983 
Agisg withDisabi1ity 

AU.%l. 27,No. I. I986 
Muscular Mtrophy.W.27.No. I, 
1986 
FQ1io.hl. 23.1980:Mil. 27. Na. 1.1986: 

MI. 28. No. 2. 1987 
Special featilre. hl. 27. No. 1. 1986: 
hl. 28, No. 2, I987 

h e r i n d  
lndianSignSvrtem.Mi1.21,1978 

hputeer,Ml .  16.1973 
hyouophic Lateral Sclerosis (U). 

Yol. 16.1973:h1.26,1985:hl.27, 
M. 1. 1986 

Home Care. MI. 2 8 . M  2.1987 
A.. 

Artists &Amiss. hl. 16.1972 
Moulll& FMf Pain t lngAr i in r ,~c . ,  
hi. 9. 1966 

Aspirator 
Sell.Yol.5. 1962 

A5sociation 01 Mouth and Fwt Pai0fi"J 
ArLiLs, Mil. 9. 1966 

ALfenden(s.Yol.5. IY62:hI.22.1979 
Approach, Unique. hl. 28. No. 1.1987 

B 
Bioleedback.MI. 17, 1974 
Biamcdical Engincerlnq.MI.8.1965 
Blind 

Typing.\bl. 19,1976 
Burinerrer 

Hurnebared.Mil. 11.1968 

C 
Camping.hl. 6, 1963 
Cerebral Palry 

Chal1en~es.MI. 25. 1982 
Charcol~Marie-Toafh.hl. 17.1974 
Chess by Moi1,hl. IJ. 1970 
CifizensBandRadio.Yo1. 10. 1967 
Communication 

Word Board.Mil, 16.1975 
Community Sewice Rojecls.Mil, 13. ',,?" 

ZZ,,, 

Computer.Acmunfingon.hl. 28. 
No. 2. 1987 

Computerr,%l. 26.1985;Mil. 28, 
Nu. 1. 1987 

Cooine.Soecia1 kasre.MI. 28. 
k0.5; (987 
hagramming +aIning.\bl. 22.1979 

Correspondence Couires.hI. 5.1962 

D 
Depr-ion 

Copin#.Mil. 19.1976 
Diaiyss,Ml. 16.1973 
D1eLr:SCI & MS 

Special kafure.Mil, 22.1979 
Disabled Paopleh International. 

MI. 23.1980:Ml. 28. No. 1.1987 
DiasbledYlernns 

Suecia1 Rature,\bl. 16.1973 
Dli"ins 

Ellsworth Enuoy.Mi1.26. 1985 
fhtConfrols.MI.22. 1979: 

h127,No. 1,1986 
Pushbuten. Mil. 22.1979 
Quad Driverr.hl. 8. 1965 
Qusd.Eq"ipmen,.MI. 11.1968 

E 
Educatlon.Mil.8.1965 

Correspondence Cou~s.MI.5.1962 
Higher €ducalion 01 Quads, 

Yol.5. 1962 
@ads at Colleg&rk.\bl 10,1967 
Telephone. by.Ml. 5.1962 
\bcalional Rehabililalion and. 

\bI.Y. 1966 
Education & Employment. Mil. 12. 

1969:M1.21.1978:hl. 17.1974 

RUUBIUTATiON m. 198IiYOL. 28. NO, 2 19 



Employment.Vol. 9, 1% 
Disabled Ilbmen,MI. 20.1977 
Homebased Businesses, Mil. 11,1958 
Quad.Ml. 19,1976 
Qua& at Colieq&rk.Ml. 10.1957 
Quads. 101 Fmployed.Ml. 18.1975 
Wriling,Ml. 28. No. 2, 1987 

Employment oiDirahled Women 
Speciai kahlre.\bl. 20.1977 

Ernpluymellt & Education. MI. 12.1969 

h. I, I987 
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hol Control. MI. 22.1979 
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Mi. 27. No. 1. 1986 
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i>"' 
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MI. 15.1972 
Reading Aids. MI. 5.1962 
Remote Conkolled Typewriter,Ml. 9, 
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Resp~ralion.Ml. 21.1978 
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Self-Operating Electric Hoist. 

Mil. 20. 1977 
Shoer.Ml.23.1980 
Step-Vnns.MI. 19.1976Vol. 18.1975 
?;uspnsionArms.MI.21.1975 
~aiigates,Hydmulic.MI. 13. 1970 
Talking Eyer.Ml, 15, 1972 
TypingAids,WI. 12.1969 
Urlllary MI.28.No. 1, 1987 
Van Conversion, MI. 28,Na. 1.1987 
Vans &LilS.Ml. 16, 1973:Ml. 17. 1974 
VA-Tested Van L1fu. Mil. 24.1981 
Kntilafors. WI.25.1982 
Wlieelchair .4ccessariiiMI. 12.1969 
Wheelchair Lilts, MI. 20. 1977 

Wheelchair Loader,Ml. 19.1976 
Wheelch?ir Pilots, MI. 15. 1972 
Wheel~hsirs,Mi1.8,1965;M1.9,1966; 
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MI. 15. 1972 

Wheelchairs. New Mil, 17,1974: 
MI. 16. I973 

Wheelchdr. Chin-Conbolled. 
MI. 10, 1967 

Wheelchair. Curh.Climbing. 
MI. 10. 1967 

wh~elchd~,la&ope,affd, 
MI. 28. No. 2.1987 

Word Board.Ul. 18.1975 

G 
Gardening, Wheelchair. 

M1.28.No.2. 1987 
Gardening. Hydroponic. 

MI. 28. No. 2. 1987 
German Breathing lieafmeni. 

MI. 17, 1974 
Grief. HeipingwiUi,Ml. 19.1976 

H 
HamRadio.Mi. 15.1972 
Hearing~lmpaired Adults 

Oral.Ml.22.1979 
Higher Education a1 &ads 

Special Feahlre.kl. 5 .  1962 
Hobbies.MI.9. 1966:MI. 17. 1974 
Hame Csre.Ml. 28. Na.2.1987 
Hameha~d Eurineses, Vol 11,1969 
Homemskiq,Quad,Ml. 11.1968 
Hourinj. MI. 8. 1965:MI. 9.1966 

independen! Living.Yo1. 19.1976 
Housing & Hnme SeMces. Mil. 15,1972 

I 
lndepndent Living. Vol. 22.1979 

Affihlder & Lilertyler.M1.24.1481 
Centers. MI. 24.1981 
Europe. MI. 23.1980 
Hourin~.Ml. 19.1976 

1.0" Lung 
Fbrfable.M1.21,1978 

IRS Regulations 
Attendens.%I. 18,1975 

L 
Legislation 

Rehabilitation Acfol 1973,%1.17, 
lOld . 

Riphk,W.21.1978 
"51M Demonstations'' 01 1977.Vol.28, 

No. 1. 1987 
Long'krm Care, %I. 28. No. 2. 1987 

M 
Madage. MI. 28. No. 2,1987 
Maniaye &AdopBon.Ml.G. 1963 
Mexico 

Travel & Living.MI. 12.1969 
~ o u t h  lnteminent msiiive ~ressure.\hl. 

24. 1981 
MuuUistickTyping. Vol. 13.1970 
Mllltiple Sderosis.MI. 18, 1975 
Muscular Dystrophy %I. 27. No. 1. 1986: 

MI. 28.k. 2,1987 
Myashnia Gravis, .\I. 25, 1982 

Navajo Nation 
Rehahiiilatian in.Ml. 20. 1977 

Nutrition 
m ~ l o ~ u ~ v o r s , ~ ~ . ~ ~ . N o .  I, 1697 

Nuhitian: SCI & MS 
Spedal kahlrr.Ml. 22.1979 

0 
One-Handed Typing. MI. 10. 1967 
oral mritive presure, MI. 24. IYRI;M~I. 

25.1982:Ml 26,1985 



Q 
Quad Arlisls & Pianirls 

Special Feature. Yo1 15.1972 
Quad Homem%inq.Ml. 11, 1968 
Qllads 

Employmenl,Mi. 18, 1975: 
%I. 19,1976 

Hiqher Education 01. MI. 5.1962 
Quads and Their Families 

Special Feamre, Mil. 6. 196.1 
Quads st C"ileg&* 

Specid Feature.Ml. 10.1967 
Quads in their communities 

Special kalure,MI. 12.1969 

~ecreaiio" 
Artists & Pianisfs.Mi. 15.1972 
Camera Mount.Ml. 28, No. 1.1987 
Cmpinq,VoI. 6.1963 
Chcs by Mail.MI 13, 1970 
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No. 2. 1987 
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Onekmed fishing. hl. 13. 1970 
PainBng. Mouth & h t  ktisls. 

MI. 9, 1966 
Photography Quad. Mi. 12.1969: 

MI. 18.19iS 
Tennis & Skiing, hi. 19.1976 

Rehab~lilalion 
in the NnvaioNalion.Ml.2o.lY77 
Munc,thmugh,Ml. 11.1968 
Woodrow Wilmn Center.hl. 15. 1972 

RehabililaLionAct of 1973.M1. 17, 1974 
ReIigio~l,~l.21, 1978 

Ynqa, Zen & Sufism. Mi, IS. 1973 
Religion & Dlrabilify.Ml. 26. 19R5 
Reityion & Rehabilitation. hi. 23.1980 
ResoIratow Rehabilitation, MI. 23. 1980 
nights 

''504 Demonstrations" 01 1977. 
MI. 28. No. 1.1987 

Le~islation.Ml. 21. 1978 
Reiiabilitation Actal 1973. 

Mil. 17.1974 
\bcafIonal Rehabilitation, Mi. 20,1977 
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During my four years i n  amain- 
smam hieh schwl I often led a vew 

supnnslr. During this time I wrote 
at "iRht and weekends, th0"Rh not 

by Theodore Solomon 

"Very little success comes 
eas)! But there are other 
rewards to writing: self- 
discoverv and self-thera~v . , 
. . . and learning to respect 
and love the language:' 

Ever since I can remember I h e w  I 
was different from others. I had oolio 
when I was a year old and learned to 
walk with braces andcrutches I 
couldn't run, olav fwtball or hase- .. , 
ball like the other kids, hut my 
brother. Morris, taught me the "law 
of camoensation." I decided 

" .  . 
histoty- and learned to type. I 
wrote my first poem at kiibach. 

lo#lc.ly itb Ixrru-r i w a  r e  1- 
co!tn#o#o\ nljcml thc w a ~  I x . ~ l k d  In 
add I on 1. nlv .~rual nudrs I react 
and wrote verse and had a poem 
accepted lor a national antholow of 
high schml why 

I anended the University of Toledo 
and decided I would be awriter. It 
wasat this time that I studied the art 
01 poetry in earnest. 
Then I developed tubereulorir and 

roent 20 months in a sanitarium. I 
also l o ~ t  much of my hearing from 
doses a1 streptomycin. Oddly 
enoush. mv confinement had a msi- 
five ejl&t.'lt was here that I bedan to 
write plays. using many of the hospi- 
tal experiences, but also exercising 
my imagination. 

This was apprentice shlff. When 
I left the hospital I plunged into the 
new field of television, wrote a 
,",lple "I W,Il,,S. ~ l l , l \ t l t !  ,ll,h.1 

.round I had aread! rrre \nl a 
III~II I c ~  (11 ~I.IWI.( "5 lor i n r t r y  .and 
nclx I earned umc s o r e  i klww I 
uottlcl t>ot r irn n ..v nqal wr#tlnq.so 
I s n # ~ l # ~ l  I > t ~ ~ k k ~ ~ ~ j ! # ! ~ u  and UI.II~ 10 
w o n  I wrole p s r i  i t r t  .hurl rfi,nr. 
h,r .,I1 101 10) ld,ors I ~CCI,AVC~ *nit 
t n ~ !  l l n o ~ ~ ~ ~ w ~ y  l a .  ~ , d ' r l ~ r  inn4 
savage of ail reprimands. the printed 
rejection slip." 

1 moved to San Franciscmd 
worked mr ouh8Ic an" wulr a l e r  
sltcjrt .curit\ \lb,r a war a>d a hall, 
wtl. &I my WO~ICICY V ~ X X ~  +,$I 8ri  

my car wiih its handbrakeind lelt- 
fmt  accelerator. I drove back to 
Toledo. 

fulltime. I hxnedout sewral short 
stories and a children's novel - all 
of which were rejected - along with 
B three-act play that was written 
earlier and was currently maLingthe 
rounds. By now I had enough rejec- 
tion slips to papr  the wall. 

But my money ran out and I went 
back to work for Cwdwill Industries 
-which was mv second iob there 

Eventually. I i o t a  job with the 
Ohio Deoarhnent of Public Welfare. I 
stayed tiere tor 13 yean and worked 
my way up to the position of clerical 

c~ns~stent~y I mandq~d IU cYrnp~etc 
SC%(.rd l lOr tC I  d"(l aS<.mCII I c i l tO l l  

".."cl cll,r.,l( ,1,1. ,It.*, it.,, yvnrr 
The$? made the roundi bur nwcr 
l o .~~ td  111. I to l r m l  Wrr I 
,Ils,'",.raletl, n.r. I, 8 ,  I>, llll." I 
became mom or 1 s  usid to the 
idea of rejection slips. I was earning 
a good living and saving money. 
I met a lot of nice people at work, 

and I also bought aeomputer. I 
managed to operate this new gadget 
and even learned BASIC language. 
I had a great time composing a 
oranram. workinine at nieht and . , 
~~I!UPIIIIIY IIUIC* d!.r#t 4 the. II?Y 
I nc\cr Ih~rsol wrd.nc. tnouqh llkc 
h l . d u X I ' w a # $ ~ r  <8la,k11 2.Iqu8r 
Ihun~lred,ul ,.me I cl8d q ~ t l  slnuk811.1 
hut in i1.c ntafler 01 xrltmq i an 
~ ~ # ? ~ # r n l ~ l e  rw!nk#r 111d k-191 811) ntv . . .  
daily "exercises." 

I,,?: yran 0 1  rrlfl l lg were not 
narrcly n nlalter of rr8fw khq !my 
hr.a nrt a5lone ha I To be 
%t$rt, I !!I., l k :  lk~ts <)I ~~!.<take,...?t!d 
.bnrinucd id remakc %,me ut lllr 
r.an>r our5 But. i r l w  Lnrw (ha! i 
was learning. I read. I wmte, I shun- 
bled about, but I knew I was 
improving. I learned to have faith in 
my ability so with lhat howledge, 
and a determination to write seri- 
ously, and enough money in SvingI, 
I quit my jab and returned to the 
lonely retreat which has been the 
other half of my life. 

Armed with experiences of the 
years, I would learn to wi fe  science 
fiction stories. I read how-to books 
and other writers' stories. I t  is the 
same process I had gone thmugh 
many times before-with short 
stories, plays and wuy. During the 
next year I wrote six science fiction 
stories and had one acceoted for 

.. . " 
ing another novel. First " m e  the 
preparation. I spent five months 
reading and studying more than 25 
bmks that I needed tor technicd 
background and ended up with three 
or four hundred pages of notes. 
which included outlining and char- 
acter studies. 



I formed a strict discioiine 01 wit. 

story is moving slowly hut steadily 
with much rewriting -a lesson 
learned a long time ago hom a piay- 
Wight who once said. "plays aren't 
written - they're rewritten." 

I have to admit none of i t  comes 

first drafts of a story are usually 
pretty bad. 

As awriter i t  is   me times hard to 
see the finish of a story or the light 
at the end d the tunnel. But faith 
helps. And I begin to see the light 
now So stay tuned. i may yet hlrn 
out to be the "Grandpa" Moses of 
the literary world. 

i f  all thin sounds like a lone trail 

world ammd you, and leaning to 
respect and love the language. 

OMr the years I'ue come acrosr 
maw hits of advice from other w i t -  
em, but one of my favorites is t a t  of 
George Bernard Shaw: 'You learn to 
skate by falling down and m&ng a 
loo1 of yourself. indeed, in all things 
you learn by idling down and 
makine a f w l  of yourself.'' 

I Y  0 .  I I a r t  a lo lame md inrlunr or rvw l  ranll!ll( IN'ULII ytmr 11w1ur lap the 
I b p i ~ ~ o l  ~CII-<< ~ I ~ O C ~ C C  I t \ d r r ~ l r -  a I8v !,q 8 1 8  1110\1 t a . ~  i h ~ J i h e  way wyr 18.~1 i . , k ~ u p r h e ~ a t t ~  b 11) 
,I<#: ~ur.>l>l?!~! k~$uw. a, wr~!?r. 11 1s \irv lhllic success cntllr< I!.%\V Sa. necr urotc K.,lu, l.#ull the ,.mi " ~ ~~~~~ 

hi&k."The problem arises in trying But the;e are other rewards to w r k  he&, camenter!.. 2s 
IO nr.dq? r l8e  q.,i3 tlrlhllll ' q ~ d  . I #  SCII-IIIICOVPW and set-toerap) 7.a 
s b . ~  a ~ l  flerh nl: I uul *, ,ha that romes ir.im ~CII I I IS ytur AJdrcs Tnmdnn: $01111111111.112.~ 
characlem come .<I vc ~ n d  lite acltnn !l~t~t.dl>ts and teel.!tw ,M t ~ ~ p e r ,  Marlow nc,ac> iijletlc~ 0 1 1  a36i7 
is filled with suspense. This almost devekping all yowiensis while 
always We$ marry steps. and the ahserving other pople and the 

a degree in hotel management. I through theyem to he aggressive Employment worked as an expediter for a major and advenhrous, to M~ 

Wanted manufachlrer, managed hotels and because 01 my cerebral palsy I had 
resorts and became a nursing home to. I'd like to share that and chal- 
administrator. l e n ~  others. Mv disabiiihr is not 

by Wallace Dave 

'Being unemployed hasn't 
been easy, but I'm not 
about to give u p  I m  50 
years old and I'ue made 
my own way since age 10.'' 

inspctor. br the past nine years, I have also done volunteer wo* 
I was Cityrlsseswr and Zoning 
Administrator in a small Wisconsin 
city untii they repiaced my job with 
two part-time employees. rm  unem- 
played now, and lw!dng for the neat 
exciting adventure. I'd like toget 
hack into the hotel management 
iieid.And I'm shldvine for mv lice". 

most of my adult liie. I've visited 
hospitals and talked with disabled 
kids. I put together and produced a 
telwision show lor children caiied 
"It's Great TO Be Different." I've 

. -  . . .. 
sure exam in nursing home adminis- even pl'aying'santa Claun in the local' 

I was born with cerebral palsy and tratian just in case I find an opening deparment store. 
battled wl ioat  aee 13.Aiier eradu- in that iieid. Mvabilihr to suoervise. foster , , . .  
ating from high srhaal, I appied to Being unemployed hasn't been t e r n * ,  overcome obatacle~, and 
college in Riverside. California. w, but I'm not about to give up. employ ommon sense in decision- 
which wouldn't accent me because rm 50 "ears old and I've made mv makine are attributes I've worked 
i couldn't pass the written entrance own way since age 10, never having hard to develop. My commitment to 
exam. I'd gotten straight AZ in Alge- to askanyone far money Public learning and creativity are valuable 
bra. Bh in Trieonametm and C's m assistance is out ofthe auestion. Mv assets. i how that mv ahillties will 
I ~ ty l~s l~ .  I,#,! I t #  u on'! get .su prclil1~111 15 lllnl rollll l l t l - lr  1'11. 11>111 % l r l i t  a ICSPOOIIYC cnnro . ( I  *me .<> s,:c, "CC~ , ,SC~  Ih*" rc Ic,s<<! ,,t: I .,l #.~~",~"J,,I eo aild unucrqsa I ",I "I ,I,< 1;u:,. a. r .act, r. I la , ,  ir. 
, l # t t ) r l l  ( X . ~ # I #  Inr other f c l t o ~ <  I.", nc 1 1 1 ~ 1  SWCI. re'ac~cd rc 141<1!lV-,:hZ'~ X,r an . , ~~~~~~~ 

I went to the Division of b c a .  in life where my three daughters intewiew, 2 s  
110tm. KIIIIIIII tal l  ,n and D K ~  lor .<re gs3un and I venl I<. k.rrk morr - " ?  
an inal exam Thr i1\Hc,.t~#~.c~lor itsr f l l r  II'Y 01 worcl clton I I I ~ \ *  1 0  .~adr,~..s w,,~] as.v ,, cjvv 1 1  1,) lt,,~ ,,,, 
ll.l l).l~ll l~~l.l l l lt I t  .!el hlana!entml rupwrt a lan8lv dusmurr i d  lire tu ,rrlVl wh I g.lric \\,91.nns,n - .. 
School instead of college, where I di&mething where 1 can help other 54961. 
maintained a 93 average. earning people with a service. I've learned 
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of them pow~hlltl.r<. Our culltlrr $ We Also Exist WVV+,~~Y ~ . ,~C, , , I .~ ,~C~~~  w,,~, f,y.,~nc,l 
all.!udcs in rr nn-I lm *:lh male 

Beneath ,,,,I l~.,l,af~.~,~y,lal~f, is, .I,,, ,I,f 
IZD 7" that ,here are no nvrmsl or 

Our Necks IIXII,II~IRI IXI.IIII"I\. 11101 FIII.II\. <It"., 

n i t  de~end r n  thr rcre of rhr ocnh 

by Kalle Kankkbla 
or Lhe sizeaf the breasts. It is not 
~""manly" to be passive: i t  is not 
'"unwomanlv" lo be active. 

individuals. As in the field of suud- 
ity. everyone assuredly experiences 
dilli~ulties m n e r  or later; some 

me UN declaration concerning the 
rights of the disabled pemn gives 
the following definition of the word. 
disabled: "a person who on account 
oi congenital defects or other physi- 
cal or mental characterintics is 
unable to satisfy his or her require- 
ments in respect to a normal 
individual and/or social life." 

The disabled person is cared for 
and rehabilitaled, but he arshe is 
not amroached as an enlirelv whale 

manage them and others do not. 
hpediments to a happy life may 

take the form of rwiaur psychologi- 
cal Iaetorr such as prejudice. 
ignorance, complexes, etc. In addi- 
tion Lo problems that are common 
to dl.disabled p m n s  have parlicu- 
I ~ ~ ~ ~ ~ I ~ ~ ~  01 their own. of these. 
the primary problem is the experi- 
encing of onei own body and the 
feeling and acting by its means. 
added to which is the extra pessure 

and c'&np~ete human being, if is my of society and onei immediate 
experience that one never, in surroundingr. 
connection with the rehabilitation. Our sociew suffers on one hand 
0 . c .  l,,, <.I,\ ",.",I I,, 1 I,, ,I >\',,I, I . X  fl",,, a 1111II). ~.x,lill,ly nllll 0,. ,I," 
'11 d l  b r  arc irnlaI br#!tq. ~ ~ t l l ~ l l , . ~  Olher lrom den el JI rcnlal ry h(#lly 
!ha uc n.wr cnr same r c x d l l  111 cur r#alr.avor in hr vlme n~nd ut 
requirements as do other people James Band or Marilyn Monroe. This 
- requirements that vary far each is destnrctive. Rople develop laulty 
individual. behavior oatterns - eentleness and 
u. I. ,I,, ,1111 .t., u.x,,.I,I~ .,I ,.lr,..l 1 , < r e  r e  SL~IO(.IIC~~ lly 1111 C I . I I I I  11, "I 

11 81 w t c  inJcpcnaent .st thr rest 01 <IIIW, 5. X "  >m"lhc.:csr. lt ib01.0- 

ti.,. ,>rr%,,,',l,r, %x ,< .,,<""~,,~~<ll" ,e< !<, I" ,,,<.rc. .,,.,">,,.,,,, I* h sole 
h - a i  being himan, and th; sexual to love and be loved. Acrobatics in 
requirement is necessary hr loving bed do not of themselves make 
and beins loved. Saciehi wishes to anvone haoov. Manv neverelv . . 
~ 1 ~ 0 1  G J ~  !~mrt!~t the s ~ n ~ a l ~ t v  ot < l ~ r r  I ~ . I I  codp rs have 1.1und e hap&)) 
pcru.nr ulr ~d -ah 11, rr Cxpcrlq ;.- dn.1 ~ : , ~ r n ~ . ~ t # ! # . # # <  I I*, twqe rc~?r 1, 4s 
uvlf .r\ &rm.l,lr .11111 01he.r 8 1 ~ .  lr .I..YI IIIIIXUI.~~~~ 11) D" ah.? ((1 Ine IUYCIIICI 
c ale, 01 d >,bled persms *re @: n. bilrl ihr p r u , ~  i j ~ a .  llvc.. .ah %I. 

n in S rcspc,l ,lllU CYCII W C  !%I% 3.1 hl he i b  (. I 0  IIYP 111#1111'1 frts Iy 
~ I ~ ~ ~ f . l ~ d  c I,, $1 <Ie!t\ . % $ # r  #.WIL + ~ t ~ l .  11 .r I.s~.,I>Ic~ fh~nt rh s .$ 3 r.th svx 

diltulties of disabled persons than selves. It is our obligation to do so. 

REWILTAXON G-. l98iNOL. 28.NO 2 

p e M n ~  plans of marriage as ''I~I- 
1shness:'lt is easy to say to a 
disabled person that i t  is madness 
to have a child because it would be 
impossible to l w k  alter i t  properly. 

Yet a pemn grows and develops 
erclusiwiy through his or her own 
experiences, and to these necessar- 
ily belong the unsuccessful ones. 
The disabled person is the best 
judge 01 whether a permanent rela- 
tionship withanother person is a 
wise choice. I am convinced that a 
disabled person considers decisions 
with respect to marriage and chil- 
dren more seriously than does the 
average individual. 

A sewelv disabled oemn is 

. . 
dependence as well. This may take 
place in instifutional or home 
surroundings. Even when fully 
grown, a disabled p m n  is bound 
by this sort o i  control. 

Nar should i t  be forgotten that the 
physical environment with its many 
drawbacks may also be a cause of 
great sexual dilticulties. Many 
disabled pemns have difficulty 
getting around and so lack the possi- 
bility 01 meeting other ~ i t h  
whom they can form close 
kiendrhips. 

We musf live every moment and 
not waste our lives. V k  must acquire 
howledge wherever possible. We 
must educate ourselves and remem- 
ber that we exist beneath our nech. 
We must overcome warped sewal 
roles. We can discuss sex aoenlv . . 
especially with our partnem. There 
is nothing to be ashamed of. If difB- 
cdties arise, altemDts must be made 

We must speak, demand, and act lo  
the best of our abilities. a .- 
Address: Kalle Kankkbls. Wechellin~ 
tie Bay, 00150 Helsinsi 15. Finland. 



Life After 
Quadriplegia 
bv Matt Green 

"Do you want detachable arms? 
'%,I thinkso. I don't know" 

"How about a reclining hackrest? 

"Sounds OK." 

"You'll have to have detachable leg 
resb." 

"Whatever." 

'What color do you want the 
upholstery? 

What color do I want the uohol- 
stery1 That was more than I could 
bear. "Black," I said, and then 
muttered to mvself. "It'll match mv 
mwd l '  I couldn't believe the sales- 
mm was asking me to choose a 
Color for wheelchair upholstery I 
didn't want a wheelchair in the first 
place, and picking a color for it was 
like acceotine the fact that I would 

, . , 
to walk out 01 that hospital on my 
own two legs. 
On a blowy March day I lost 

C O ~ ~ O ]  of my Car 0" an &t ramD 
Bermse I *,&n t uearlnq awe! "c I 
I rlrl, l)l,1 0 1  ,111: n..,, illlll I,.! lily 

hr.0 on the r-1 as thtcar rulled 
I woke up wedqrd h c r r n u  lllc 

<?at .<(tt l  the clr8~ r \  <Iwr d r t t l  Ikx~k?81 
Ihruuth the ~hellered e.&w a u m e  
peopii who were lwking in at me. 
asking if 1 were afl right. 

'Bure:' I said. "I'll be out in a 
minute. L'm OK. Thanks." "Should we 
call an ambulance?" "No. No need. 
YO" eo on:' 

Htw I c#~t! ld~~'t  t u ~ n t .  #my  arm.,<^ 

~LXI I blatkeJ o ~ t  eeeln and nerl 
rememhrr my WIIV .cnkat~I! clohn 
at me as I lay on astretcher in the 
emergency room. I still couldn't 
m m .  

The neurOsurgmn arrived and 
twk  over. 

26 

"How long has i t  been since you 
went to the hathrwm? "Don't b o x  
What time is it?" "Eight." "About 
lour hours." 

So the doctor ordered acatheter 
and that was my inbaduction to the 
world of wheelchairs and cyato- 
grams and rehab centers and PTZ 
and O T s  and leg braces and finger 
~pl lnts and consewation of energy 

Conservation of enere. When I 
first heard my occupational them. 
pist use that phrase, I thought she 
must not know me. I don't have to 
consem anything. least of all 
energy I co;ld doanything. I learned 
h6t that I had to learn alot, not the 
least of which was how to comewe 
my enera 

"I am blessed with a good 
wife. .  . . She laued me as 
well and in rhe same ways 
wirh my disability as she 
had before. I am happier 
now - seuenreen years 
later - than I euer haue 
been in my life. '" 

men I lenwork that blustery 
March day, I had been teaching for 
four years: I was doing a gwd job. I 
was afm the Chief Negotiator for the 
teached m i a t i o n .  It was like 
having a second eight hour a day job 
for dl the time and concenh-ation i t  
twk. I went from being very bury to 
having all the time in the world in a 
matter "1 a 16.w v.l<>,,fl.. 

hl! I.r% reac!.oni were prubahlv 
lnl~r,d I w> \ l~+d  I l lrd d.cd 31. lcte 
,rsc>. I ~ > " i < i  UL, I,, OX !t8?3~11 tt> 
t sm ronr.dcr lne p m v b ~ ! . ~  01 
,,5,,,",a wl,c~virl,.,., I, it,$,  it "t" 
I spent must JI "a! lltllP .I, ,I,? 1,131 

w c ~ k  r ~heacaden! rdrrsnc mv 
1.1. and everything else that papped 
into my head or crossed my path. 
I am thanW that that Dhase was 
short-lived. 
I am blessed with a good wife. A 

saint. mv mother called her.And she 
was. ~t ihe hospitd eve'y day 
Always supportive. Not thinking o i  

her losl as much as mine. She was 
the main r-n I was able to chanse 
my mlndset, to decide to make the 
most I could of my life. I discovered 
elat there was life after quadriplegia. 
I discovered that there were laughs 
and gwd timw and genuine, de;ply 
felt happiness and joy far ihe 
disabled. She loved me as well and 
in Ule same ways with my disabiliw 
as she had before. 
I am ha~pier now- seventeen 

~ ~ 

years later -than I wer have been 
in my life. But I am getting ahead 
01 myself. 

Two yeact going to the Rehabili- 
tation Center at St. John's Mercy 
Medical Center in St. Louis County 
helped me imm-urably. My physi. 
cal therapist helped me get my 
fingers movine and then mv am$ 

. . 
smggling to regain conbol of my 
bod' It was what I needed. 

It wasdt apicnic by a long shot. 
There were many traumas and sad 
moments. The worst was the 
exchange mywife and I had with the 
urologist. We asked the normal ques- 
tims about adjusbnents i might 



need to make in my routines. But ment I could never have got my first did by myself. I needed helo - a lot 
1I1c.r~ ~ 4 %  one wen that we * r r r  
PII~CCIIIIY nmcS:rnto .dnul 

Uhal  ahout ser " I .,\krd '7otl'J 
better 1 ~ ~ 1 1  lhmk tnr, mull, abo8ll 
111..1 " 1.1 .li "l Ill5 l.l.no $.?"IS 

If", h e  d d", 8<',C,,, 1,,s <t.,,!c',,r+ 

I reh~~ed  to see m p i l f  as an asexual 
being. 

And there were also others who, 
however unintentionally, seemed 
bent on discouraging me. I remem- 
ber well a convenation with a well. 
I~(~I~I.III: ~YIII. I . ~ k e d  d l  ner 
rhrf.~.gl. the h,nr.Ia < I !I 681ard rml, 
.,I my nurp lrl hrd as rhe taldrd 
*I",#,, , , .y  &,I.%,,> I<), ,I,* i,,,,,,~. 

\I'hal~l 11 you irrecl to I,?" "i an, 
n e.,rncr 'But wnal arc \ ~ t u  en nc , " "  
to do nowv 

"I am a teacher," I repeated.And I 
intended to retvrn to mv lob. i t  did , . 
not occur to me that I would do 
anything else. I know that she meant 

'7n 1974 our first daughter 
uas born . . . Our second 
daughter was born in 
1986. " 

to help me, but the effect of her 
comments was devastating. She onty 
wanted to make me aware 01 the 
ucc len l  s m .  r m o l  tin. Dt~t~tom 181 
\ l ~ ~ ~ l . ~ ~ , , . , l  Re I,.,,,,I,,~,I~"~ 

I r.'!l#n>eU to mv n.eh schuol and 

teacher and have been employed as 
a teacher on a regular hasis since 
then. 

complete the degree requirements 
as m n  as possible, but I wasn't sure 
I could manaee eenins amund 

course$. my wile went with me evely 
11 81. BJ  lor tar#tpuI and %at bal l  nq 
~lll,rl l l ly xll l lr I i,,en#lcrl c1airr 
\ \ l t n ~ ~ l  her help and romurdg. 

. ~ 

master's degree. 
Shortly dter that I applied for the 

iob of Chairman olthe Fbreim 

wanied to leam more about the 
teaching of writing and so decided 
to get a second masterk. This time 
I promised myself that I would not 
haue to askmy wife to accompany 
me every day With the aid of an 
electric wheelchair lift in a van, I 
laund that i t  could he done. 

When I finished that degree I went 
to work part-time at the local 
community college teaching compo. 
sition while still working lulltime at 
the highschwl. 

1 a l ~ l  ran lor the Board of D i i i i -  
tors in mv suburban St. Louis c i n  

. . 
shortly aner the election themayor 
apwinted me to a seat on the 
Architectural Zoning and Planning 
Cornision. It was perfect for me 
because lrom that position I was 
able to work toward makinesome of 

. . 
I found oinelve. really wanting to 
have a family W tried every angle 
we could think hut were initialiv 

the'proudest, happiestkoment of 
my lile. It transformed our lives. 
&though we mat we 
would be happy with or without 
children, neither my wile nor I can 
imagine what our lile would be with- 
out them. I say "them" because our 
Second daughter. Virginia, was born 
in 1986. 
I recently finished the coursewol* 

and the exams for my PhD. I i w k  
forward to writing the dissertation 
- i f  I can find the time. I recently 
started an independent computer 
consulting service and husinesl is 
hwming. 

11.5 been a balancing act between 
dependenceandindependence. 
There is nothing I have done that I 

nothing w&ng with accepting i t  
happily and graciously 

7t's been a balancing act 
between dependence and 
independence. There is 
nothing1 haue done that 
I did by myself " 

A nend of mine recently got a 
new wheelchair. ItZ a beauty: canary 
yellow, with black Vun, super-light- 
weight and very maneuveeehfe. 
i want one jusl like it. $2 
Addresl: Matt Green. 1221 Tahiti 
Drive, Crestwoad.MO 63126. 



FRIENDS AROUND ME WORLD 
Memories of a I 
Czechoslovakian Tropical Sea \, / 1- , 
by h a  Wkoun, PhD 

In 1935 the spa Janske Lavlne became because I worked. lived, and ate in 
the Iirst Eurmean soecial institute the same buildmq. It was es~ecially 

agreat portrait of him hangs In the During the lunch time I was ahwed 
central building. 

The second dav after mv arrival at 
Janske Larne I w& transported toan 
interlor thermal pml \nth a tropical 
temperahre. I imagined that I was in 
the Caribbean. But ii I smck against 

under the i t  was 
coral barrier, but asunken therapy 
couch. If something wreathed my 
legs, i t  wan no sea snake, but only 
aruhber tube with which the 
massages were made. 

I enjoyed Ulat small "tropical sea" 
where I lelt nogravity,no paralysis, 
and lived warm dreams. So I was sad 
when the time approached lor me to 
return home.Then I was ina  wheel- 
chair and my lamilyi aparment on 
the fourth flwr have been a 
prison for me. 

At the last minute an elephant 
saved me from islation in Prague. I 
had drawn a cartoan of an elephant 
making a subaquatic massage with 
a stream of water lrom his trunk 
instead 01 lrom the usual rubber 

" ,. " 
pmi-ional ideal, i t  was a gwd 

to bathe in the masrsge pml  while 
the masseurs had their lunch. 
One day, a little affer nwn, one of 

the masseurs let me linish the suba- 
quatic massage treatment of a young 
boy so he could go to lunch. While I 
was ",ding w th  him the adminis- 
trator appeared at the pool 
unexpectedly I was horrilied. He 
h e w  I was no qualified masseur. 
Nevertheless. he beamed with iov 
and asked me to give a masraieio 
a healthy skier. 

The lady appeared immediately 
and jumped into the pml. She 
weighed at least 120 kilqrams (264 
pounds) so she was not completely 
submerged on the massage couch. 
Her thighs. abdomen. and convex 
beauties were like islandsan the 
sea. This brought problems because 
the subaquatic masrage should be 
below the water level. When I 
learned that she had never had an 
underwater massage. I told her that 
she would be treated with an experi- 
mental masrage. 
I managed to cover up my lack 

of experience until the perfidious 
hlbe tripped my unstable leg and 
I ~quirted the lady's curled h i r .  It 
hung limply like seaweed on a dry 
rock. I exwcted thunder and i i d t -  

adventurous massage that when we 
finished she even thanked me and 
wanted to give me a tip. 

AI~CT that experience I ~ h d i ~ d  the 
massage rules of the upper body and 
its anatomy Shortly anerwards, hvo 
masseurs left and the administrator 
offered me the job of massaging 
children. 
I worked there until the masseurs 

became profersional phy1ioUlerap- 
istr and then special Kenny 
therapists after the visit of Sister 
Kenny. Because I had no professional 
training I had to leave my beioved 
masrage pool. From my wheelchair, 
I learned to work at a "dry" table 
testing and stimuiating childrens' 
m ~ s c l e ~ .  

Eventuall~ I oualified for another 

" ,  
artificial "tmpical seam where. 
thanb to that brave and stout lady 
skier. I had the opporhmity to help 
many polio children \nth the empa. 
thy 01 a polio sunrivor. 4z3 

iiving solution for a wheelckair user ning but ;he was so dazed by my Czechoslov&ia. 
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Our late friend, 
Jurgen Weise 

M \ ~ . n # k c  15 a~r.n: P ir.uc l h r ~ ~ l u h  
lhnd v.rh I.!$ w11c. Kc:nrlr Botn 
*ere I,$, , l i  tiuq a pal* ,,?A, I I".,. 
$.a He wnq w, nrppy la w e b  ,! 
c,(orl.r, 1\#11 l h l . x ~ # ~ #  wlth n h  r h  ur 
a,* lam, ,a, here, ,,I, " s~,,AII 11,swv. 
pots. He suffered a sudden cardiac 
arrest. A lew minutes later mey 
arrived in the hospital - but he 
had already died. 

*r nave hern mcel ng < r'!~lkindu!# 
IIr. [,cI.I#N' $l.q 011 1 1  TI., 1h.trr.a 
wa3 8 , )  ,,I,"< I ,I,+ la,, ' 4>5 , . . , ,  I,?, 
days in Rosenheim,just one day 
before winter started with snow so 
I was able to attend. 

"The other day she brought the 
mpy oiRehobilicr~tion Goretle Wl. 
28. No. 1) to show me the picture of 
the Wise family on page 30 and 
asked me to translate the text. The 
cnene had arrived the same day 
when she returned from Israel and 
she told me that i t  had meant 
comfort ta her to find the pichlre." 
Cemud Weis, Ebenbe'gersrr, 33. 
8200 Rosenheim. West Cermony 

East German 
independent living 
hooes 

schwl and some dark &d lonely 
years at my parents are my only 
training. I attempted to paint by 
mouth. So I discovered thin talent 
And I got in touch with Viola Henne 
01 Vancouver. Washinrton, who is a 

m.n slrr I ,r dirrc r o  pct8pr end we 
~ l t ~ ~ < l ~ ~ l  r., "C c .  <<,I.tY l,..M\"",. 
bv, : I.< we ,"",?d 8 ,  \\'saw <I,, ,I.? 
island 01 Rugen in the Baltic Sea 
... Tine is working as Christian so- 

EWILIT~ON w-.. iai!voL. ~ ~ . N o . z  

cia1 worker at the Creibwald County Myagfhenia gravis 
Church. I am alu, shldying Christian 
-ial work. but as a mest so I GII and multiole 
get nodlpldma but 1;iant toleam to 
help other people better. I believe sclemsis 
that independent living b the direc- "TheRehnbilitation Gazelle In avltal 
tion to go. It is very encouraging to link to my communication with lhe 
lolow that we all look for a way in outside world ... . I am especially 
the same direction. TheRehabilrro- interested in reaching olher oeoole " . .  
tion Gazette is an encouragement who also have myasthenia gravis 
because i t  broadens my mind in andmultiple sclerosis ... . I like to 
search of mvwav ... . We have a -  read. eniov music. ohotosraohv love 

" ,  
about reading by mouthstick and WesrBruna, Apr4, St Louis, MO 
about page hlmers.And Tine wanb 63117. 
to lolaw what is the sihlation of 
disabied who belong to minorities, 
especlally of American Indisa." Taiwanese wants 
andvws ~ r a n k c  ~ m r n ~ k e r s n o m  I, penpals 
Wome 2331, GermonDemocrnri~ 
Republic. ''When I was 22 years old, during 

mv seniorvear in the National 
Chenqchi university i was alflicted 

O.T. student 
in Iran 
"I am a senior student majoring in 
occupational therapy at the Scharl 
01 Rehabililation Sciences. I would 
like information on the newest appli- 
ances and techni~ues in foreipn 
counbies and w o i d  appreciafe 
having cataloseu." R Color, School 
ofRehobiltrat;onSciences, 31Farnax 
St. Sh ZomocniSq., MirdomodBolu, 
Tehron, Iran 158754391. 

with ; serious illness. CVA caused 
by artery-vein malformation left me 
with my left side paralyzed ... Aner 
nine years of combat. I am winning. 
Now. I can walk and work and have. 
only a mild wealmw remining ... I 
am workng as TA of Management 
Intormatian systems at the Univer- 
sity However. I am ready to t&e 
another step into an advanced 
degree. I would like to have some 
penfriends."MisBih Rong Hum 
PO Box 1305, Murho, Taipei, 
Tor,"an. Republic of China 



Nick Izsrru=or, Nigeria 

Nigerian wants help 
'I don't want to be a useless 
Derwn in this world. I want to 
pumur nly n,,c*,1,,* I,, ,,,NC),"* 

.,I t la  ixll)lr<ll!l c \chm hut rn. 
(1 %tan, re.allon wilo u . ~ ,  ~,a).irlq (I.) 

s t h ~ I  1k.o.. crib .I r t i  I LR* h th 
iprayr 11111 y.s :rent mc~nsz.v,inr- 
$1, p UI ,nv.lc mc lo c o t ~ ~ ~ . ~ t > t l  IIIII?~. 
m J ,!I I .  i s  If t .s 
also possible to employ me in busi- 
n w ,  I will learn any handwork 
which wiil e m  me a iiving. I was 
born in 1965 and disabled in 1976.1 
have only one hand and I write with 
and do everything well with it."Nick 
Iiuuazor, Amoubiuu Orodo. Mboiroii 
L.GA., Oiuerri-lmostare, Nigeria. 
West Ahica. 

Polio in the 
Philippines 
Ibl#crrup~nrf d c > t ~ l l \  81, f l r  U.5 and 
C.,#tah !!lily *la!> lu  "ad.,pl oncc,! 
the fu l,,w nr! er!e.mc.r< and c.;cia##qr 
Irller-and v.t#,i ixx,kl.Ilurh#ny,ur 
w,,.,,,~"l-r 4s I rr.irJ 'IheRen"b,l,,"- 
I on (;alcrtr and Ihls r8tnt11~~al ltbi8u 
Network wiil publicize ihe responses 
YOU receive to enourage others to 
become involved in shanns. 

hard to believe that we remain the 
only ruaurce lor polio in the Philip- 

Ivnes I f.nd i t  s mply inra.tl#l,lt~ tinnv 
aboul wn. 1,111 (11 2.111 kxi, n the 
e'le.lllclllarv erades aDnrdrr in ndve . . 
mild to mo&rately severe wst-polio 

~ ~ 

paralysis. 
"We ma*e more and more braces 

every year and at the lowest cast we 
can manage. Wherever possible I 
avoid double long leg braces as fo l k  
here just don't eat as well as the 
averqe American family and lack 
energy reserves. 

'bnnifer now walks wiUl a single 
formr#t, cn.!rl# If wad~n ' l  brace 
klcii i ke that the" move . ~ m t ~ n ~ l  J I B  

!hear hollol!lr nlr l  hat~ l l i  lhrr? 5 nu 
Ic'n;l<n hrre b r  wherlcnarq. In the 
l'., , \d" cot, [lid,,, ~I,c<,,, ",~I.,lt :. 
,3,,,,1 i,.%,,,.,> !Y?il ,,,.,,,k G,"i I,,, 
some architecture. Here nahlrai 
barr im loak like the US. three 
hundred years ago. 

"Ulildrenk polio here in Mindanao 
is as common ac when I was a !4d 
in Milwaukee dudng h e  502. But 
Rotary international with their inno. 
cuiatars is doing something at last." 
Ralph FKienzle, Jr., PA.1.M. 
Jasosaon, Misornis Orienroi, Philippines 
84111. 

'At our Lady of Ylctory Training 
Center we try to give physical and 
occupational therapy. nutrition, 
compassion, and d is i ty  to the 
disabled p w r  o l  Davao Cily 

"Our Center busUes with b u s i i w  

g?l %#me pali?nD t h r ~ u ! ~  Surgery 
"Our oukerv cmpoy; :n I~..~IIIC. 

who won. .!I ~ v ~ s \ l # # l f ~  181 wh~r i .  
chairs. they do a marvelous job. 
Boys kom the clinic work as carp". 
ter5 and weldern. 

Utlt t h  ckenq u c a  vrry y<xltl 
L>UVEP 01 I I C < ~ I I I :  lllr ihc <ids * h ~  
C611'1 r+,dtl LI K l t r  Yo4 can havr 
I? lmyi work~nq iclgtilc r PIIIC~III~. 
p"p"""g .1,.,1 il,,%k,,,)! tne pru1try 
~lr<~\l.,llai,le I I markc, 

Our 5 SICIS III . I ~ ~ . ~ ~  III$,OIVP~ 
I" Ih,, v.,rk 1," a<< ,,en, I, 19%, 
11h111.d a Y U U ~ C  m m  n.m,e.cl H l c fv  

near dea&. &ad fallen out of; 
coconut lree and was paralyzed, so 
I put him in a hospital far bealment. 
That o s t  8,000 pews. But after he 
was discharged he had no place to 
go. 1 knew Ulat if I just sent him back 
to his shack, he would die. So Sister 
Maria del Rey and I rented a house 
for three months. 

\ I  ti.? e l ~ l d l  WO day xe had 
lolw uther d \anled ) o i ~ f I ~ \  I#v#n~,: 
W l i "  "$ H" cr.,.c ,,d of the m,nt,, 
we had 20' ~ " y k n o ~ i  wasn't too 

we were supposed to move on, but 
I didn't have the heart to tell these 
kids to get lost because we can't 
take care 01 them. Thank Cad, we 
Sisters are an the same wave-ien@ 
-we w e e  there is alwavs roam 
101 one more. 
"Close to 700 patients have been 

helped in the house at the new facil- 
ity which opened in 1985. Someone 
has donated a hectare of land near 
the a imr l .  We want to dweloo that 
tor long-term disabled and thdr 
families. Out there they can do f m -  
ing or small business, something 
likea kibbutl. They will enjoy some 
degree o l  independence and can 
lead haooier lives."Sisrer Ceciie 
Mod M.D., Mnrykn?noliSiriem 
(Wl, PO Box 62, Douao Cim 
9501. Philippines. 



Polio in Taiwan 
'Tor four months this year I was 
in the United States to attend the 
Annual Meeting of the President\ 
Committee on Employment of the 
Handicaooed in Denver. the Interna- 
tional mio ~ t w o r v s  4 i  miio and 
Independent Living Conference in 
St. Louis where I made a orerenta- 
tion, and a training workshop at 
McCanon-Dial Systems in Dallas. 

"Living in Taiwan helps me to 
a~~rec ia te  all the advanmes i left at 
hbk. Every visit to the s i tes also 
maLes me appreciate all the fine 
th ins of iivine and workine in 
Taiwan. 

"During the year. Operation De- 
Handicap (ODH) sponsored two 
events for famiiies *nth children who 
have Duchenne muscular dysbophy 
In Aorii over hveniv families with 

mil&enr were 
checked by some volunteer physical 
therapists. Each of these occasions 
was avaiuahle chance forthe 
parents to exchange ideas and to 
encourage each other. 

"In September. 43 disabiedwent 
on a three-day excursion by plane. 
board. and bus to the &scadores 
l-ld,<i< (>It II,? ccb<,%r <li 1a,w,,, 

\C. drr $1 I1 ~ L I I V C  in hr.p$nl( 
t ha*~  wna arc FxLrrlenctnc new 

copies have been dismhuted and 
i t  will SM. have to he reprinted. 

"In Januarv we held aseminar 
about scoiiosis for polio sunivors, 
since that is a problem that many of 
them have to face. 2.500 ouestion. 
naires were sent oui to i ~ i o  people 
concerning another prohiem faced 
by persons who use crutches, 
namely injuty to their hands from 
the constant gripping of the crutch 
handles. 

rgnatius b a n g  and Davis Chi and 
Dr. Chen Chiu-Fen were intuviewed 
t a n  Ihr rad~os coupleof time9 Many 
t reph~ne calli a ~ t l  l r l l rr t  imvc. 
hrrn rerrzvrd Dv lIDllaa,ul thnr 

'We spent more money th'l YY 
than last because of increased activ- 
ities. Mar& hait of the money we 
need is presently being donated 
rieht here on Taiwan. but we still 
require the assistance oi our friends 
abroad. 

"Ma" 1988. the Chinese Year of the 
Dragon. ~ r t n q  you a i that you l#c,ir 
dl, I ipray lor Uny pc.cc und o b  be 

Peripatetic 
paraplegic Pakistani 
"I was paralned horn the waist 
down after a car accident several 
"ears aeo. After rehabilitation. 1 
;r9,0,ttr,i a ,,c3r,, .,I ~,i*, W < I * . , D ~  a 
~ C ~ P I  operator 1 Arab hat~unvl Hank 
.a,<! drn Ill* a la ,  ih d l # * '  D C < > D ~ ~  , . 
what someone with self-confidence 
and desire can do and to research 
the lives oi disabled oersons in other 
countries I went on a 45-day 
mission. Ivisited 48 rehabilitation 
centres in the United States. Canada, 
United Kingdom. France. West 
Cennany, 1taly.Austria and nine 
other European countries ... . I would 
appreciate any inlormation so i can 
start an information centre to give 
hope to those who are presently 
overlooked and who do not lmow 



TRAVEL 
Danish 
Ventilator 
User's Tour of 
the U.S. West 
by Bente Madsen 

Alter the 1987 G.IN.1. International 
Polio and independent Living 
l'btllerencr . n i t  L,>,s 4, year mv 
!\w.~tr(.~~daot\ 1 ~ # ~ 1  I CCIII~~II n en, 
all c:rt,v*. v,.yr u+ w m t  1,rrt lo a 
very 8ttlc ILW cd..cd c'i,~rk*~..w I! 
the t . % c  1s .,I MI~S#~.II.I~I dtact 

5,2"?<, ,I,?,,. lh,, .3 <<,,,I,? 01 $18~5 t J  

using the ventilating bag. I have 
never ridden a skyiift before so It 
was a very funny experience. 

While we were driving along the 
Arkansas river we saw some people 
oannine eold and Klaus and k te r  
gt ! roe 2 ,lJ Icmr at u $ 8 , .  'It.? y 
~alkro dll.,ul golct all 11. 1111 r . ~ r t t I  

u l ~ m  w . ' c a r ~ ~  lb R,t# dcr n Coo 
rado they bought pans for 
goldwashing. I have never seen them 
so concenh-ated before as when the" 
were lhA% "q ." ,I,, 8, I,",,< I,,, *t,l,I 
Wr mc I r. ,%I r! Ihl.w.sltcr "nc' n i 
1.111, I" .,,<I LC 11," men, I,, , ,avr 

river. 
%spent a lew days In Colorado 

Sorines and one dav we mde a . . 
ccqx!:r' lraln t~,l'~kr,lknx whch 
8 ,  I 1  I1 lrrt h gn I h.l$~ngvt~r i x I 8 t  

i i t  %o<h a In n Ih~l<.re Ihmt I i-I# 

On our way lrum Cuiuradusprings 
to LN Vq.1 we lound boui true and 
tourists' ghost  town^ and one day 
we decided to ride a presewed raii- 
way line IromDurango which is a 
town in the south of Colorado to a 
tourist ghost town calledSilverton 
on the other side of the pass and 
dong the way the rails were placed 
on the extreme edge of the cliff. The 
cliff went vertically down to the 
river about 10 feet below i tell you 
I was nervous but I farced myself 
to lookout of the window and down 
at the river. 
i celebrated my birthday i n  Grand 

Canyon crossing the Canyon in a 
single prop plane. 1 will never forget 
this flight, because i t  was such a 
fantastic experience tosee the 
canyons from the sky I do not h o w  
why, but I like very much to fly. and 
in small planes too. 

i t  was hot in Arizona. Really hot! 
I 1 1 1 % ~  nrlcr Jr.lnd %I mucn <OK? in 
my wno~r illr n ddrm: 11.e. clay< we. 
re. ,< .  ll., h. \!1. <I><.!,, .,11111.11 1 U I ~ X  

q..~r.~nruunu in \r ionaano vls lea 
\I nt,mcnl Y.1111.v it  c \tc.cc.t,r 1 'nrvr .  
alttl l+.trd~r~l h.re.st wllcre * c  m d  
IWU llnnrs ~ , h o  were t'lconly o l l~ r r  
pmplc. .,, ,It<. ,It,S? r, I,, ~ clv ,,, I, 
*.,< n r,ra,t,1r CIW, CllCF I' meel 
two Danes 'i thedesert of Arizona. 
% saw same old Indian dwellings 
and crossed Indian reservations and 
deserts bigger than the eye could 
reach. 

I bought a beautiful indian carpet 
to hang on the wall. 

In Lax Waspeter and I decided to 
s~lend $5 each on the slot machine. 
&us did notwant to spend his 
money on a slot machine at dl - he 
wanted a cold beer instead which he 
got. Peter won $30 and I lost my $5 
but i t  was funny to be agambler in 
Las k g -  for an hour. 

Alter almost a week in the desert 
I W l b  WO"<~PI~ 11 (<I W C  II ' i>01111\ 

n11.1 cnr R r ~ l  .. O<tx!1 nrtl 1 0  !,?ST? 

the I r ~ r l .  n..l u.1 dua n 
\ C l a d  lo! any ~pr.,blt,n>s w1cl8 

rriplrnlory <<IIII~III~.I~I 11 2.1 . I  U,C a 
vcl.l:ca,< r I," lrach 1" I mc h<<.tLIC 

I I IIIIISCUI~I dyhlropc>) Il un< ., 
*ondrrb~l ir8pntld i~ren.bud) 11, d 
"1 1I1d h e  llud mddc mc impns%~hlc 
11 I< CSY 1, he ;lcltr*l.lcul s ~ ~ r # ~ r  
the Un.lc~l St.lrv. Ixr.~mic .*( ihc 
kh~cl ao<l hr'piul pl,<,p.e clcv.ir<rr 
parXlng iparcr lor u~~at~1r. l  at~d l l t r  

very suitabie motels evewhere. 
i t  was easy to visit all the tourist 
attractions - much more easy than 
in Denmark. 4s 
Address: Bente Madsen, Betty 
Nansens Alle 61.7th. 2000 Frederik- 
berg. Denmah 99. 

REHnBILIrATiON W T l 7 .  ImINOL. 28. NO 2 



The Land 
of the Bible 
by David R. Morton 

navian Dongherhi. CP, National 
Director of Stauros, an ecumenical, 
"on-profit organization, conceived 
the idea of a Bible study tour to 
enable persons, with various disabil- 
ities. to receive three hours of 

of its ~u r r i~u lum.  
Two years of planning preceded 

the tour which was scheduled from 
August 31 thruseptember 13,1987. 
Father Daugherty had the assistance 
of Donsid Senior, CP, professor of 
New Testament. Jennifer Corbett, 
OSF, a regintered nurse, and Carl 
Hand. CP a maintenance uoert. 

ttrt) MS u=ut u ~ l  pdr lbleeir 
an#i wtjll.. 10 lllr ,nun)\ t j l l ~ r t  ..I 
n rculune perurn, mldc Ire IIXCI 
rrr.,,,qrn,c lllr wllll Y.,,, \,I, *,,il"C 

sllr 11.111 111 r r r , . s r  , , n , , y  .III,.,,~.II 
or.,hicms oc I ~ ' n c  i7 .nd v#d,>l* , . 
v#tI# r.tr I.II\ d ,.ll, i81.~< r.l(#:~t~q 
Irlllll ll,a,l,lllw IIIpalmP"! dll l l  > .,,ti. 

! u d e ~ l n ~ % ~  .~od tltc#r 
.4,t,~,t~l~,,cr< t i . , t ."2. ,< , [ , i? ,H~. , ,~ , , ,W3< 

r. 8th > t # t ~ < t  wth h n  Am> ~ t i 8  y of 
perm I! o n i ~  blur !vclrr.rrta#rs per 
il,qlk, ,\I,<,,.V2O,..<,.<S,,> I"<,, " 8 .  

I1R.C I,<. "ild <I", =.me,, *hrr - 
cc 3 !r md i l t rr~. \#I ,  qn$ Thr .t#rl~nc 
It,,., 4.6 ,I" ,ei,,,ate 1,,*q,.+. 
c,'llldlllrl hll a,,r,nq ll", u,,,pmrn, 
TO, <on,.,.,.e.r *n,r.u,1v Ir.,,l.b.n.ll 
crc*,, t,H.,,,.  ,,<I .?.,".. ,<, JtK !,, 
\rw \or *  to Cndrlcr DC liud c in 
1'ar.q to LoJ f t  i e ,  \ v w  IJ* %p.te [ I t ?  

C*<l.ib It, ,n.,npnnmL" ,I r ln3,'rr- 
< l.ill," ,f in* p d""Z lnvntc.,,"~ 
presented a problem for persons 
with mobiiihi im~airments. Thus. the . . 
use of winais became as common as 
breast feeding. 

sister Jennifer had chosen our 
acc ,mmau,t <In5 3 y*w I ,.i".l,,'" 
$11 0 8, .ill,".,, *,,I, thl "%<tll"l,CC 

<#I iL,l rl#,#~sl, 'iO,,h ,..,, Ik,,~~i,.l,.,%~ $1 
company Neve ilan Hilltop Rewrt 

was our main base of operations. 
Despite the pieasant %"noundings 
and rhe warm hmpitalityof the stall. 
accessibility was a problem because 
most bedrooms had narrow bath- 
'"m dwways. 

'Trust me. its relatively easy" 
became the rallying cry of Don 
senior as our tour oramessed. His . .. 
unrdr h o ~ n i ~ d  n orr nr,o\ rn ue 
~11141r~111~~1 111#1.1 llxc 1111111r11 5 I n i . l r  

<i.,lJ kr,ielm,,oothcach, 
beaches of the Sea of Galileerand as 
ut8r b,\ ~h r ra lw l  its uny i l l r~ugl la 
..lr(c~nrr~~qr <row uhoc nc hnd 
1~c.t .,IW I# a \i>cjrl.l.r ~IIIIF we1 IS- l t l  

UP tralfic in Cana just as the 
M O S I ~ ~ S  headed to their evening 
prayers. 

Before Don came forth with his 
i m u s  quote, Sister Jennifer would 
scout OUT n u t  site for the best 

spats for our picniw aiong our 
route. Her choices for picnicking 
places ranged from the shore of the 
Dead Sea to the tap of Mount Tabor. 
Also. Sister Jennifer preceded us to 
obtain tickets far the areas requiring 
an entrance tee. 

Carl Hand's mechancial and 
electrical skills were constantly 
demanded. He rode with the bus 
during the day and he made repairs 
an the Armgos and tightened screws 
on wheelchairs and crutches late 
into the night. Our goup would have 
"came anart- verv ouicklv if Carl . .  , 
had not accompanied us. 

5Ve now know that "sethng the 
wheel" umn the land should not he 
attempthd with h i g o s  and electric 
wheelchairs as the rough terrain 
takes its toll upon them and that 
three teams should be alternated 
dally for loading and unloading the 
bur. ~~~ 

Desllite these ~mhiems. access to 

was.its crowning achieveme"t, Israel 
can be accessible! $2 
Addrm: David R. Marto", 454s 
Forest Park, Apt. 309, St. hu is ,  MO 
63108. 

October 1988 
Israel Tours 
Lois Bonanni, director. Accessible 
Tours, learned accessibility from 
her son, who is paraplegic. She has 
directed tours to lsraei for wheel. 
chair users as well as for visually 
impaired and blind persons. She 
uses a deluxe bus with a ramp and 
tiedawns for 8 wheelchairs and a 
regular driver. The lbday tour in 
October '88 starts with three days at 
a hotel in Tel Aviv. Five d m  are 
spent at a hotel in the sea01 Galilee 
region with visits to Nazareth, Mount 
of Beatitudes. Capernaum, Tabgha, 
SaKed, MI. Meron, Goian Heights, and 
a kibbutz. Siidays in JemaIem 
inciude visits to the Mount of Olives. 
Garden of Gethsemane, Church 
01 the Hoiy Sepulchre. Hadassahg 
Chagall windows, Bethlehem. Dead 
Sea, Wailing Wall, Mount Zion, the 
Citadel, etc. write to Lois Bonanni. 
Accessible Tours. 344 Main St., 
MI. Kisco. NY 10549. 
ne ewrienced nyingmeeis 

travel agency pians a similar acces- 
sible four fromoctober I9 to 
November 1.1988. in addition to the 
usual sights listed ahow, the tour 
includes virits to Haiia. Caesarea. 
and Jaffa. Write to Flying Wheels 
Travel. Inc.. PO Box 382. Owatonna. 
MN 55060 or call toil lree 
1-800-533-0363. 

English Tours 
of Israel 
Tows planned by an English trawl 
agency are bwked in S-star hotels, 
including Hiltons in Tei Aviv and 
Jerusalem, which have rmms large 
enoueh br  a wheelchair and bath- 

, , 
and a spa lor'trealment of arthritis 
and psoriasis. information from 
Travel Suoreme Ltd..Tara. Vicarare 
Gardens.White wa1tham. Miden- 
head, Berks. SL6 3J3, England. 
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EQUIPMENT 

Wheelchair 
Gardening 
by Joan Hughes 

Belore I u d  uhre.chsr I had 
I~rct l  B krrn ~ r r . l r ~ r r  \\'#th lnr is lp 
01 mv hllrhnna 1 nave hrcn nn.r n r  
maintain that interest. 

My husband reorganized the 
garden completely He obtained 
avariety of large containers and 
hmught ss much of the garden as 
~ s i b l e  uo to wheelchair level. W 
,<,,.re <I #,,tk .1,<~13<,S., C\,M," $,n,,<l 
I om1l.e $3 " 5  1 8 1  s ~ . t ~ h l ~ ~ ~ ~ n l a  nco 
nnd IIII~. J U U . ( ~ >  oltl ~ ~ 1 8 ~ 1  rclt.il $01 
dee; drawers. ~emaving the draw- 
ers, he raised each one on aplat- 
f m  to my level: in those drawers 
I have succesrfully grown peas. 
mnner beam. lettuce, cauliflowem. 
courgettes, and outdwr tomatoes. 
I have a raised deep drawer under 
my kitchen window that I have made 
into an herb patch with mint. chives, 
thyme, sweet basil, and sage. 

We found a large old-fashioned 
stone sink, which again was raised 
on concrete brick. At each end. 
I made a prelO mlnlnlurr surd." 
In otl8rr r w c  $.!N r. tl8t.r.. ;arc, rn*c.< 
vnr.llllr L wrrr.and inrubs 

Inn m<,.trrrd rorln,r 111 tin. 
4 n n l ~ ~ ~  1 lt.hv.1 sc18r.ly cllcl ~III.~IPII 

lab? Un I I I I , ~  myprtt8ng. 
plrnl "2. .%no 13.~1.1(1111114 111 l i . l~~s~(. i  
I,o\L?!. 1 1 1 ~  11(111!.,1 1: I1 "ti ,,,at .l" 

"Ill L.DICIPX n an0 unr nl the 0.3 
ololn\h#nnra IorX.. art: Inr r It,, 

planting than are the conventional 
garden twis. 

1 have just acquired a large, deep 
aluminum cold frame with a sliding 
top in which to raise my cuttings. 

fell. Under the table is an old bread 
crock containing my potting 
compost. 

This twe of eardenine need not 

cheap purchase. matever container 
you buy. male sure that holes can 
be drilled for drainane in the base. I 
make my own pots i;am the shlrdier 

a hot skewer.Wrning: never 
attempt to convert any spray or 
presurized container.) 

The garden means more to me 
now than when I was fullv active 

, 
harvest the fruits of my 1abor.Joon 
Hughes, 27Monchesrer OldRood, 
Bur)! EL9 OTR, Loncashire, En~lond. 

. . 
Hcdjrlrl 01 odapmlc#>nj fur urdinaq 
xarmn nr t~nlsat ld ocr. lor nsa*tns 
e1r.L 1,1111 1V%C\< Illr 118 ill, (1 i I ." 
irom crak Hospital, Materials 
Management Dept., 3425 S.Clarkson 
St..Englewmd. CO80110. 

Wheelchair 
Hydroponic 
Gardening 
by A.C. Carris 

Hydroponiw is asystem of growing 
plants" nutrient na1utions 
wttlt or hthoul dn int,rr ~II.,!IIIIII 11) 
par  de  t t ~ ~ ~ l a ~ ~ ~ c a l  n8plr.rr Ihr rc  
art' 8tt.tnv svnemr, but I cldur urc l  . . 
only two- the wick and the pump 
wtems. 

The Hiick svstem uses nahlral 
phenomena to draw up the nutrient 
to the plant roofs. The growing area 
is placed over a reservoir of nutnent 
in whichthe wick reach down from 
abave and dmw up the nutrients. 
The wick system seems to produce 
larger r m t  systems than the pump 
method. 

The oumo mefhod uses anmali . . 
pump to bring up the nutrient, which 
drains slowly back into the reser. 
voir. The reservoir should be closed 
to light to prevent the buiidur, 01 
old>., Ber.aorr ~ 1 8 ~ :  II~I!I,~> lpr~\sl l rr  
a,: I# w t i 1 1  I~!~S,,I. PlPCS n e r i  l" he 
( 1 8 8 1 ~  prcsure ( 8 ,  and not cI11t.d l r # ~ r  

. . 
drainage. 

A timer with 30-minute intervals 
is used to urn the p u m ~  on and off 
twice a day fiter there 
b little to do but visually inspect 



A.C. CanJ and 1S"hurplear cucrrmbrr 

whether the system is working. My two units are about four leet 
instead of soii, the supporting media square and the gmwing area about 
eanbe many inert substances. I use 10 inches deep.The growing bins 
pa lzed  gravel and sponge rock. should be raised for wheelchair 
I add mat moss at the too to heio users and accessible hom ail sides. 

unwanted soil insects. 
I have successfully g m w  the 

following plants: cucumbers (bulp- 
less type), string beans, corn, 
radishes, swiss chard, beeta, 1ethlce. 
onions, tomatoes, snow peas, 
wppers, etc. I have avoided plants 
that rquire nandy E U C ~  ss 
peanuts, pofatoes. long white 
radishes, and aspaqus. The pea 
gravel would make i t  difficult for 
those crops. In our mild Caiifornia 
winters I craw beets. chard. and 
radishes. 

Change the nutrient once a month 
by pumping out the old solution on 
the lawn. Renew the water that evap- 
orates wery day or two. 

If the outieb in the erowine area 

obstruction. 
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Your plants will grow about one- 
fourth later than planb in the 
ground. The system can be used 
indoors with light hom a southern 
c~pr.jure md I yrow88q I I ~ I ~ I  1 8 8  n 
m~ld;..malr yo, can grc* meu 
,i,,,.A> ,>,,~~IC",,S i><,, ,~ l . , "L~~ ,<~~  . . 

in the winter. 
The nutrient will w r t  most metal 

containers. Fibemias is used over 

sufficient i f  the n;trient dws not 
have to be lined far. A valve on the 
nutrient tank would be uselui far 
saving the solution in the event that 
the pump has to be removed. 
A.G (;omis, 16238G~ear~imhe. 
Pornmount C/L 90723. 

Rehabilitation 
Engineering 
h a  rehabilitation engineer. I act 
as a mediator between science and 
the individual who has encountered 
an obstacle at work or at home. 

The more I know about the p m n  
and what helshe wanb to do the 
easier i t  is for me to recommend an 
existing product or to design a 
soecia1 solution. 

The e\a.,at CIII  pnr<,r\ Ar unaque 
b.r #.wit iahltv.aual and L*.y~o< wcti .I 

wrwn.1 n t ~ n  u l is purwbe l i  la 
gain an understanding ol thi nature 
of the pmbiem, mess the social and 
physical environment, and explore 
the individual's motivation and erpe- 
rience with adaptive devices. If 
applicable, the interview occur$ at 
the site of the obstacle. Extensive 
nates.videotape, and photographs 
may be used to document the obsta- 
cle and, if appropriate, a job analysis 
may he perlormed. Research may 
include computer data base 
searches, telephone networking, and 
a review of iiterahlre. 
I generally consider the following 

points: What is the simplest solu- 
tion? Is a device commercially 
available? Is there available an adap- 
tive device? is the only choice to 
desis and fabricate a one-of-a-kind 
accommodation? 

 NO^ is this simp~e-to.comp~u 
approach cost effective, but expen- 
ence indicates that i t  is the most 
~uccessf~i, Individuals are more 
likely tousedevices which are 
simple and familiar. 

I also consider haw easily the 
device can he repaired since time 
lost due to repairs maybe a serious 
hardship. 

in some instances. I must 
research. desim. and fabricate a 

advantages of levers to enhance the 
sh-engtband range of motion of a 
physically dipahled counselor so she 
could merate a taw recorder far 
the purpse of writing reports. 
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Calculated against other report a r;pp 
w P O ~ Y ~ ~ ,  Leg-operated 
this device paid for itself within the m 
lirst ,,twitins period (one Wheelchair 
month) byreducing her remrt writ- e.. "A  

ins time by two thi;ds. within one P=' 
7 - 

week of using the device she was Thepichlre shows some of the detail - 7 
generating reports at a faster rate of the guidance system that Profes- r P ~ * 
than her nondisabled co-workers yrr Ross Young o i  the University of 
and, far the first time, with complete Missouri (now retired) designed for 
indewndence. me. Basicallv. he took the normal 
kil designed equipment or modl- Everest & Jknnings control box with 

' 
fieatiom are essier lor everyone to the "joy" stick and repositioned i t  
use and a change that eases the under the seat 01 the wheelchair. 
work of a p e ~ n  with a disability Utilizing a mechanical device, he 
eases the work for everyone else, then connected the control stick to a 

I 
Individuals with disabilities, clamp which fib around the calf of 

1 
employers, and rehabilitation my left k g  and a wire rod which 
personnel should utilize the skills of attaches to a tongue extending hom , 
rehabilitation engineers to enhance the back of a platform under the left Rlc,,n,d ,, I,,.irlc,.s ,cn-oDnr 
independence and productiviry Keith foot. This piatlarm is mounted on a 
Sofka. 2314LouisionoSt. St Louis, hinge which aiiows me to move my 
Misouri, 61104 i w t  up and down by presing down available, those in my left leg and 

or letting up with the muscles in my fwt, toa~eratethe chair.At the 

General Periodicals for People with Disabilities 
Accent on Liuing. PO. Box 700, 
Bloomingtan, lL 6i702. 

Achieuement 925 N.E. l22nd St.. 
North, Miami, FL 33161. 

American Rehobiiitation. 
Rehabilitation 
Sewices Adminirtration. 
330 C St., S.W. 
washinnon. nc 20201. 

The Bumblebee 412 h d w a r d  
Blvd.. Psadena, CA 91107. 

CDRRepora Council lor Disability 
Rights. 343 S. Dearborn, Chicago. i L  
60604. 

COPHB~lletin. 1814 Welwyn, 
Des Piaines. IL 60018. 

TheDisobled Challenge. I615 So. 4th 
St., #M-3210. Minneapolis, MN 55454. 

Dirobiliriesstudier Quavteriy Dept. 
ot Socioiom, Brandeis University 
waltham. MA 022W. 

The Disabiiiry Rag Box 145 
Louisville. KY 4U201 

I!ineror)t PO. Box 1084, Bayonne 
NJ 07002. 

" .  
Koieidoscope. 326 Locust St..Akon. 
OH 44302. 

Mainsmom. 2973 Beech St.. 
San Diego. CA 92102. 

NAPHNotionoi Newsieeer. 
221 W DouglasRd.. #I$, 
b r t  Collins, CO 80524. 

New W,id for the Physically 
Disabled. PO. Box 1965, 
Reseda. CA 91335. 

Poro~iegioNeliis. 5201 N. 19th Ave., 
Suite 108, Phoenix, AZ 85015. 

Rehobiiltolion Gorere 
Gazette ~ntemationa~ knvorking 
Instihlte. 4502 Maryland Ave, 
St. h i s . M O  63108. 

Sporfs WSpokes. 5201 N. 19thAve.. 
Suite 108. Phoenix, AZ 85015. 

U6,d h r n  Warhi"@on. UCP 
Amcialion, lnc. 66 E. 34dSt.. 
New York.NY10016. 



Potpourri - 
Artists 

~ n t r i e ~  in the following categories: 
p., ,.,,,,q,ora,**"q cvrm, ,  ?, .t',,ll~. 

l ~ t c  lr.llllllcs co ... as? 11wl 
~pl,",.>~r~p!~\ al>fl l",rrry F!!rrlt,. 
5 1 ~ # ~ # # 1 < 1  % .t.bm.lted .n SII~IQ lorn 
and drr cl#t#, l y  \I:," 1" I>% lU~t.~#i\ 
a l l 1  on,., i,m,s l,.,,, Il"rn.m.,l r 

I~al~ni~.i.r.ll.~tt l'encer. Ih,x .I 16. 
(iuyrK,., lb,;l,l 1I.!,.I1,,1~i. IK l i A 8  

Attendant Care 
Artending in America Report of 
survey of attendant services in US. 
Far copies, wr1te:World imtihlte on 
Disabilitv. 1720 Oregon St.,Suite 4, 
Belkeley. CA 94703. 

Barrier-Free Design 
Tlle Barrier-Free Design Centre in 
Toronto provides consultation. 
education. inlomation. and libran 
sen, .rs I", .I I,.? 0, 1rrr I,, p,<ll"$- 
< c>,..*.< ,1111 :,ttl,vltl<,a \ l i  t.4: 1,1111, 

,",. la,, >L tr. 1111, Llr.,ntoilti' 
IE8, Canada. 

Charcot-Marie-Tooth 
Disease 
C-M-T volunteers have organized a 
national or*anization for research 
a,,,, .?.it V..il, .,pp.>r, gro,,p5 ti,, 
,,I#.,,".>,<," <<,:It , < , > , % , , # , , A ,  ti,",,. 
daclut 1 ,r R n ~ ~ t ~ ~ n i  MII.~ t.,r 
Atrophy, University City Science 
Center, 3624 Market St.. Philadelphia, 
PA 19104. 

Children 
Disnbied lillege Children by David 
Warner. Clear. simole information on 

h.,I,<3,,.,1 ll,,n",,.t,,",, center ,<,, 
il..nd rapped cn are" Yottlil 
,hi.:HCY t'cw ~ ~ ! o r ! t ~ . ? ! . o ~ #  se,w#rv 
I?lll..rilrr ne*'iir,lr.rs I<, I,? put un 
n n  ..ns lhrf \I 'HC !. PO Hox 1192 
N3si. ,,*,,,., I C ' Z  ,i:i 

fir. nr,t.r;il,b h.rmc r.n<.,,rnny fi.r 
) ~ n . r  ( ~ m h  .etl ~ l u l d  BV II~,~lcler 
hnrli. in?$ i s  Rue, RC %<. 1,: K.cll- 
mond Street East,Toronta, Ontario 
MSA IRI, Canada. 

Clothing 
The September 1987 issue of 
PoroplcgicNews published a 
comprehensive survey of manufac- 
turers 01 clothing for people with 
disabilities: "The Clothes Line" by 
Susan Rabbins. $2 from PN, 5201 
N. 19thAve.,Suite 111,Phoenut,AZ 
85015. 

Computers 
In the Chips. How to use your 
computer to make money. By Anne 
Cardora and Suzee J. Vik. 304 pages. 
Paperback. $10.95. Simon & Schus- 
ter, Inc. Rockerfeller Center. 1230 
Avenue of the Americas, New Yo*, 
NY 10020. 

Technical Aids and Assistance 
for the Disabled (TADD). One of 10 
centers in the National Special 
Education Alliance, a project 01 
Apple Computer. Inc. Directed by 
Margaret Pfrommer, i t  evolved hom 
COPH-2. Provides both information 
and training. Located in Illinois Chil- 
dren$ Scllwl and Rehabilitation 
Center. 1Y50Wst Rmsevelt 
Road. Chicago, lL 60608. Phone: 
3121421.3373. 

Center for Computer Assistance to 
the ~ i ~ ~ b i ~ d .  rrovldes 
computers and adapted mitware. C- 
CAD, 2501 Avenue J, #IOO.Arlington. 
TX 76006. 

BWaster Seals have created a joint 
program to enable p m n s  with 
disabilities to purchase adapted 
computers. The project, located in 
10 cities. includes training and tele 

Rehabilitolion Gmeffff plans to 
feature specialized computer tech. 
nology. emphasizing personal 
eaoeriences. cornouter users with 

Employment 

. . .  
Schware and M.E. Carbine. A 
concise, well presented 48-page 
workbook d value to private rehabil- 
itation agencies and independent 
living centers as well as employers 
interested in return-to-work strate- 
gies and baining. Mishay R. White, 
102 Irving St., NW. Warhlngtan.DC 
20010. 

Equipment 
Cane Wintenzer An anachment wiUl 
a five-point steel ice spike iits any 
wood or metal cane. Flips out of the 
way when not needed. X1554. $9 
plus $2 shipping from Thos. Oak & 
Sans, 901 Main St., Salem.W 24156. 

Equipment Loans 
New YorkState Deparment of Social 
Sewices provides low interest loans 
for purchase of adaptive equipment 
and aids. Loans ham $500 to $2.000. 
Write Equipment Loan Fund lor the' 
Disabled. New York State Department 
of Social Selvices. PO Box 1935. 
A1bany.W 12201. 

" .  
Hesperian Foundation. PO Box 1692. 
Paio Alto. CA 94302. 



50 Plus 
AARP As smn as you are 50, we 
suggest lhat you become a member 
a1 the American Asaciatian 01 
Retired Persons (AAJP). br 55 you 
will receive the publicationModem 
MnNrily and be eligible for many 
free boakleb and selvices. The 
address is AARP 3200 E. Carson St.. 
Lukewood.CA90712. 

National Eye Care Project maken 
referrals to volttnteer opthalmolo 

. . .  
no insurance coverage, or will 
accept Medicare of other health 
insurance as payment in full. 
Call: 1-800-22-EYES. 

Ourreluer Gmurinq Older By PB. 
Doress and D.L. Siegel. Considers the 
special physical and emotional 
health concerns 01 midlife and older 
women. 515.95. Simon & Schuster, 
Inc. Rockerfeller Center. 1230 
Avenue of the Americas. New Y'h, 
NY 10020. 

Friedreich's Ataxia 
Espob 36-page quarterly journal of 
Asaciation Francaise de I'nmie 
Friedreich, 19. rue Vincourt, .buy 
le-Moutier. 95000, Cergy. France. 

Income Tax Deductions 
Certain capital expenditures 
thal do not increase the value of a 
pemnal residence generally do not 
increase the value and thus gener- 
ally are deductible in full as medical 
expenses: ramps, handrails, widen- 
ing of doan, lowering 01 cabinets. 
adiusment of eleclrical fixtures. 

costs can  qua^& 

International 
The next world Congress of Disabled 
Peoples' International will be in 
Bogota, Coimbia, in November, 
1989. DPI, General Secretariat. Boa 
360 33, S-100 71 Stockholm, Sweden. 

DPWSA has been reorganized and 
renamed Disability International. 
I rr A general tllemhcnnlpmelf. 
~ n g  us1 D c r n ~ n v ~ . ~ r l d # . r # ~ ~ :  I'IA 
lllillrlllnll )I, 1,1111, 1r.nion I1  \I,"<. 
ill !cl I'rcqides l,c~.gnee lhra $red 
\rlrr,wr c11 Artas r c  I nlll 1 141.1~ (urh 
j t  , \W \ v ~ s n  ncto$>, i L  *, 
lhlfrn~ef iunal study leI.llu<hlps 
lIr.rht.n. I r o ~ t  IIIII~. \ i ? ~ l <  \Clrltl 
h l l . . l  a 4 I I 41rt \l 
\cw 6.rr hS I1 I IC  or J~ds i kmann  
Wrfd 1nstihIte on ~isabi l i jy 
1720 Oregon St., Beheley.CA94703. 

Multiple Sclerosis 
Symptom Monogemen! in Multiple 
Sclerosis. Bv R T  Schaoiro. MD. 
Llnderslandable and &actiral. 128 
pages. soncover. $10.05. order lrom 
Demos Publications, 156 Fifth Ave.. 
Suite 1018. NewYork,NY 10010. 

Muscular Dystrophy 
venrifamrs ond~uscu lo r~ys~ophy  
By Nancy Schock and AgathaP. 
Colbert, MD. Discusses the manage- 
ment of longterm use o l  mechanical 
ventilation for persons with Duch- 
enne muscular dystrophy $6 (plus 
51 partage) G.IN.1.. 4502 Maryland 
Ave..St. Louis,MO 63108. 

Polio "Bible." 
If YOU are a ~ o l i o  SUWIYO~. vou can 

. . 
and getting a copy of the "bible" on 
the subject, theHondbaok an the 
Lore E k t r  o/hliomyelilis /or Physi- 
cions andSuruiuors. (br details. 
send a sell-addressed. # l0  stampd 
envelope to IPN, 4502 Maryland Ave., 
St. Louis, MO 63108.) 

Polio Conference 1989 
Mark your I989 calendars lor Inter 
national h l i o  %two*\ Filth b l i o  

to June4.At thesame time,Abilities 
Expo-Midwest will be at the adjacent 

convention center. Write to Joan 
Headley. IPN. 4502 Maryland Ave., St. 
Louis.MO 63108. 

Publications, Free 
Rehab Briefs Excellent 4-page 
summaries of selected toolcs in 

Publications, New 
TheDisobledChoflenger 
Quarterly newsletter dedicated to 
helping people with disabilites lead 
fuller, more positive lives. Ideas 
and resources submitted by readen 
with disabilities to asis1 others in 
independent living. $6 lor people 
with disabilities: 510 other% Casette 
edition at same prices. Lake Kissick, 
Jr.. editor. KissickZ Consultants, lnc.. 
1615 So. 4thSt..#M.3210,Minneap 
lis. MN 55454. 

Rights . 
o~\~,b,e,, Klqhh 1;trr,1e by byhares D 
(illitlll an. li. LLD. L?q,\..%l#w~ .llttl 

I,,. h cms rrl,~rt~cl to ?.rc.u o r y  
~dt t$ .~r  ~~~..~.~~.p~(.ymenl ana ir,~nr- 
ix)rfa!l<.n i,e.,r y urlll.,, i.nr, in1 
I:! pac*s ,< x .,' ]>ap?,, l~,,T 
$11 '1; h!wI a l t ~ l ~ l ' s h  2I.lO OSI. 
>,c. 1 ! I ."<"l",~l.<,.;l,l 

Self-Help Directory 
Direclory o/Notionolself-Help/ 
MuhiolAidResourc~. inhrmatton 
on 900 organizations, deaingh- 
ouser. and toll-free hotlines. 520. 
Barbara Giloth,American Hospilal 
Amciatian, 840 N. Lake Shore Dr., 
Chicago. IL60611 



SSI Changes 
The Juiy 1987 amendments la 
Section 1619 of the Social Security 
Act provide incentives which 
encourage blind and disabled recipi- 
ents, under age 65, to work. without 
lasing Medicaid benefit5 Check with 
your iocai office. 

Sports 
Produds lo Anist rheDisabled 
sporrtmon. By Judy Pachner. 36- 
page catalog of fishing adaptations 
for all types of fishing and disahiii- 
t i e s . ~  few other adaptations for 
camping, hunting. and boating. 
1 L. Pachner, Lld. PO Box 93, La*e 
Zurich. l L  60047. 

DisobiedOurdoon. Quarterly pubii- 
cation lor fisherman, hunters, and 
campen. $8 year. Disabled Outdwrs. 
5223 South Lorei Ave.,Chicago. 11 60638 

Nrmont Handicapped Ski W d a  
tion, PO Box 261, Brownsvilie, VT 
n5037. S~eeiaiired ski instruction 
located a t ~ ~ ~ ~ t ~ ~ ~  mountain resort. 

SportsRecreation 
Acceu. toRecrearion. Free catalog of 
imaginative and practical equipment 
compiled by Dan Krebs, who 
is because of a water 
skiing accident. Write to Access to 
Recreation. lnc., 2509 E. Thousand 
Oaks Bivd., Suite 430, Thousand 
Oak. CA91361 

Stroke 
The RondAhead:A SmkeRecouery 
Guide. A comprehensive s ide-  
bwk.  $14.50 postage paid. National 
Stroke Amciation. 1420 Ogden St.. 
Denver. CO 80218. 

Travel 
cruise Guide for the Wheelchoir 
Trouefer iisb accersibiiity or nonac- 
cessibilityof50 cruise ships. Free 
hom Cruise Line International, 17 
Battery Place. Suite 631. New Yo*. 
NY 10004. 

Rental cars adaoted to ail m e s  of 

weekdays. More information: Fred 
Mlzman. Manager. Community and 
Consumer Liaison Divisfon.APA-200. 
Federal Aviation Administration. 
Washington, DC 20591. 

Conodion Rehobilitafion Council 
hr  thenhobled: Trauel Guide Free 
s i d e  to nationwide sewices avail- 
able to persons with disabilities. 
Information Services, C.R.C.D.. I 
YongeSt..Suite 2110,Toranto. 
Ontario M5E 1 6 .  Canada. 

Airline LavataryAccess.The fallow- 
ing airlines have added a narrow 
wheelchair lor use in  reaching the 
lavatory: Air France. British Airways. 
Scandinavian Airlines. United, and 
Quantas. Check at the time of 
making re3ervations. 

HANDI-TmL: A Resource Guide 
rornisabied ondEideriy liooeifem. 
$12.95 plus $1.50 postage. (Canadian 
or US, funds only.) Order from: 
Canadian Rehabiiitatian Council for 
the Disabled. Suite 2110. One Yonge 
St., Toronto. M5E 1E5. Canada. 

A w r i d  oroptions Guide to fntema- 
tional Educationai Exchange. 
Community Service and Travel for 
Pemnr withDisabiiitier. 1985-1986. 
By Susan Sygaii, a knowledgeable 
and enthusiastic waveler. 192 ~ e s .  
>. 11i.01101i 51. (,\*.I 5. 10111\ 111. 

t i? , I ,  i r r  1, ..I,, !l"i>:..r, Intlnl.,- 
t ,  ,,,,a. l,~\.rY,il,,,.li:i I L X " C  

Travel, Wilderness Trips 
From May to December Wildernes 
IIIOUKY I1 leads trios out of MinneaP- 

people as well as those with disabili- 
ties Brochure from Wilderness 
Inquiry 1i.1113 FifthSt..SE.Suite 
327.Minneapolis.MN 55414. 

i4$ageur OutuardBoundSchhhi 
runs similar trips withcourses in 
canoeing, and compass and map 
navigation, etc. 8-day trips about 
$700. Write to theschooi at 10900 
Cedar Lake Rd.. Minnetonka, MN 
55343. 

Blue Soruce Lodee and Guesr Ranch 

. . 
trips, and art seminars. The lodge 
was built lor wheelchair usen (three 
staff members arespinal cord 
injured). Daiiy rates ($75 single. $125 
double). 7- and 10-day packages 
include meals, lodging, and outings. 
Write to Rus? Milleson. Blue Spruce 
Lodge. Route 3. Box 114. Trout 
Creek, MI'S9874 (Guest2 can be 

Ventilator Users 
Frogbreathing oideofope $50. 
Order hom Mrs. Doreen Keisey. 
Respirator Therapy Supervi501, 
Aberhart Center. U Of Pllberta 
Hospitals. 8W-112 St.. Edmonton. 
Alberta. T6G 287 Canada. 

Writing 
.A  Readen'Mters' Guide IoPeri- 
od;<alt in rheDisabiii,y Field. New 
edition. US. and international peri- 
odicais. Detailed information far 
writers. Bibifagraphy. $10. Prof. J.L. 
Baird. Chairman.CPWOS.English 
Dept., Kent State University. Kent. 
OH 44242. 

Manuscripts sought lor anUlology of 
short prose with theme of disability 
Fiction, autobiography - all types 
exce~t the excesiveb sentimental 
or ~"perficially religious. Send 
manuscripts to Prof. J.L. Baird. 
Addresr above.) 

sin. Trips include nondisabied 
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WARNING 
TO ALL WHO WERE WEANED FROM AN IRON LUNG BACK IN THE 1950'9: 

I f  you have trouble sleeping and morning headaches and feel tired and unjoyous, 
show this article to  your physician. 

Underventilating is Insidious. You may be '"alarmingly Ignorant:' - 

Underventilation: 
A Warning 
by Richard L. Weiler 

l k n  01 a condiion which was slbwly 
destroyins me and of which I was 
alarmingly ignorant. 

I am a polio survivor (1955) who 
relied on mechanical ventilation 
for approimately ayear alter the 
disease smck. six weeks in an iron 
lung and the remainder of the time 
in a chest cuirass or shell and a rock- 
ing bed, Alter this, i t  was decided 
that I could breathe adequately 
without mechanical "entilation and, 

taken a 1iretime. 
After six months at the Georgia 

Warm Springs Foundation, I rehlrned 
home to Nebraska to complete high 
schwl, Mter that, college and law 
schwl at the University ol Missouri, 
Columbia. Since 1968.1 have been 
employed by the State of Misauti, 
Currentlv with the A n m  
General's office. 

I t  is hard to remember when the 
limt symptoms at breathling difflcul- 
tier began to appear. hut il was well 
helore any public discussion of 
"post-polio syndrome." I began to 
erperience difficulty in sleeping at 
night. I started having vivid dreams 
and sometimes nightmares, and l 
seemed to wake up olten. This, of 
course, led to fatigue during the day 

Sixwars aeo, mv local doctor 

ago, I woke up in the middle of the 
night with a tremendous ache in my 
chest and stabbing pains down the 
left arm, Fearing a heart atlack, I was 
rushed into the emergency rmm 01 
the local hosoital. Tests disclased no 
damage to t i e  heart but my breath- 
ing difficulties at night were noticed. 
Upon my physician's advice, I started 
usin4 the chest cuirass or shell lor 
breathing assistance at night. 

Aithough the chest shell provided 
some relief for the next several 
years, the problem started accumu- 
lating Sain. My sleep patterns 
became very erratic (I would sleep 
heavily lor an hour or two and then 
spend the rest of the night awake 
or in a shallow dream staxe). I had 
III,I,I.II,>! I..,.l,cl,o ,lrr#l,,r\r ldll,lllY 
llic dnv 'dl  llrnrs I r0d.d n ~ !  kccp 
,my ")'< "I"" ,.""I d I.IIIC I lb ,tot 
l l lrl. l l l l" ., CI1  *I,,,,, ~. l l l t l l l l , , l l \  ir ,,I, 

al.tr~lrs aqgre\atrd the ~ ~ ~ n d l l l d n  
x ~ t  ~ # # ? d (  h IIII*. r . t l ~ l ~  \f ilmes I 
U'll.,, he U trrt1 11 ,111, CIII (I 1111. 

day i1t.11 1 \ou n han,.y speak dlhllb.! 
Rnal.\ ,n ihcla. I I*: adn lh r  

suggested a sleep test. Resulfs indi- 
cated that the symptoms were 
caused hv a carbon dioxide huilduo 
I*C.%I.S.~ "I 8 "  ,d.,i#D.#,* ,? ,.i,lA,,,*,, a, 
1niy1.r l lw d.jt.1 5, ~~VG.IIIIIIC~~IC.I a 
rct-rn I<. the ron u n c  at n cnf I!+ " " 
suggested that daylime u e  might 
be necessary alw, in the future. 

This was a real shock lor me. My 
health had reached a point where 
continued employment seemed in 
jeopardy Now the doctor was telling 
me that the cure might m&e i t  
impossible to continue employment. 
I decided to seek a second opinion 
from sameone mare lmowledgeable 
on post-polio problems. After solicil- 
ins information from various sources 

my condition and followed up with 

a 1ettcr.A~ a result, 1 checked into 
a hospital in St. Louis in early 
December. 1987. 
I have heard weight lifters say "no 

pain, no gain." That describes my 
five dav stav in the hosoital under , 
the supervision of Dr. Schwartz. 
They took so many b l d  samples 
that I think I am qualified lor a Red 
Cross pin. I was introduced to p s i -  
%e pressure ventilation using a 
nasal mask which promptly blistered 
my nose. However, the gain was 
bemendms. first " i ~ h t  I used 
the nasal mask and positive pree- 
sure. I s le~ t  better than I had in 

. . 
entire night. 

I now wake up in the morning 
refreshed with plenty of stamina lor 
the entire day The morning head- 
aches have receded and the periods 
of mental fatime have disameared. 

myself both a1 home and 
Even the blond pressure problems 
have disappeared. After e"aluat1ng 
the situation, Dr. Schwartz discan- 
tinued all of the blood pressure 
medicine. 

Any polio survivor who required 
ventilatorysupport In the past, or 
whose current ventilation system 
is not allowing sound sleep. should 
seek the advice of a knowledgeable 
medical soecialist. 11 vou are not 
sure whoihat might be, contact the 
Gazette 1nternatiana1 Networking 
Institute (G.IN.1.). 4502 Maryland 
Avenue, St. Louis. Misauri 63108. 
I will bet my last dollar that Cini 
Laurie can provide you with the 
necessary information. $8 
Address: Richard L. Wieler. 2401 West 
Broadway, #904. Columbia, MO 65203 



Gazette International Nehvor!dng I n s t i m  
BOZMaryiandAvenue 
St.Loui%Missouri U.S.A.63108 

Telephone (314) 361-0475 

Gazette International Networking Institute (G.I.N.I.) 
Reaching, informing, and dignifying people with disabil it ies throughout the world. 

Origin In 1986, GIN.1. began ofiering infants, children, and adult. disabled 
Rehabiiilolion GOZ~III ,  an iinter- membership in the G.i.N.i.arganizatiii. by neuromuscular diseases or injurjes 
national journal hr independent living  embers ship benefits include a sub- affecting the respirator system. 
by individuals Mth  disabilities,was scription toRehabiiitation G a m e ,  lVUN.8 members receive a b i i i -  
started by Gini Laurie in 1958 tar polio GlN1.Z informarionservice and nual newsletter featuringventilator 
suMvors in imn lungs to share their library and discounts on G.i.NI. equipment and adaptations. glosso- 
information and weriences. conferences and membership events, phalyngei breathing techniques. 

The GmetIe grew from a local new* Other GIN.1. publications include psychosocial aspect. of long-term 
letter to a renowned international theHandbook on theLofeEITec~s o/ ventilator use. sleep disorders. organi- 
journal and evolved to include 0th- fiiiomyelitis forPhysicii i i idssssi-  zations concerned with wn~ilator 
physical disahilifier and the aging o i  uorr and Ule proceedings of G.IN.l.8 users. travel,efc. 
all p e ~ n s  MU, disabilities. polio and independent iiving cod* 1.VU.N. Membership loms we avail- 

In 1983, the Gazette celebrated it. ences. Order forms are available from able from G1N.I. 
25th year as a journal and information G I N 1  and on the centerpages. 
sewice, and was reorganized to expand lnformatioo Senice 
it. rewices.me new organization milo NeWo* and Nehvorking 
was named Gazette International GI.N.1. has maintained a mrldwide GINi. is a primary saurceai speciai- 
Netwoklng institute (GINI.). polio nefwork since 1958. Consc ized information and do-it-yourrelf 

G.I.N.I, is incowrated as a "on- quentiy.when an increasing number equipment. independent iiving, polio. 
profit [SOI(cX3j] organization. Dona- of polioruwivorr began to repon spinal cord injury, and ventilators. 
tions are tsu-deductibie. new symptoms of pain, fatigue, we&- n~he library. ~ i t h  materials amassed 

Publ icat ions 
nes, and breathingdilficulties. GI.N.1. over 35 ye=, is arpecial collection 
took Ule lead in organizing the first of book, periodicals, monographs and 

Published since 1985,Rehabiiilolion candinafed look at the problems report., pamphlets, clippings, and case 
Gazelie embodier and reflects the with its 1981 conference. histories. 
ima@native. practical. down-to-earth G l N I h  rubsequent biennial polio Using the library$ unique resources. 
life experiences of its readen with mnierences continue ro educate G1.N.i. answers questions on disabil- 
disabilities physicians, promole research. ity-related subjects, such as archi- 

It is a lorn o i  peer counseling and and ~ ~ ~ i d e  information and psycho- tectural and attihldinal baniers, civil 
therapy by mail, an invaluable source logical rupport to polio survivors. rights, housing adaptations, wheel- 
of ideas. inventionr, and adaptations in 1985, G IN  I. formally estabiished chairs,vans and lifts, etc. Questions 
that have been uied and found urehrl the international Polio Network (IPN.) about copingwith disability are 
by others. R ~ n a l  erperiences in to link polio survivors and fa en- answered by referrais amongGI.N.l.$ 
the Cmerre'r articles motivate other courage the formation o l  post-polio international people network. 
readers to live lull and independent groups. 
I~WI. G.I.N.I. pub~ishes t h e ~ o ~ i o ~ e m o *  Independent Uving 

The Gmene is an inmlnable tool .wews, aquarter~y bulletin for IPN. Gini Laurie is well known as the hislo- 
iar creative rehabilitation, providing and and r i m  afthe independent iiving move- 
health care pmfessionuis with addi- gin, the and international ment. She has watched and encaur- 
tional inright into the interest. and directow 01 post.po~io grSuPPP aged the growth of the independent 
need8 of individuals with dirabilities, clinics, and physicians, living centers since the last 1970s. 
Readers include doctors, nurnez ther- 1.p~. membership forms are amil. The lives of disabled individual. 
apists, social workers, rehabilitation ,+hie from GINI. *role models are chronicled in the 
counselors. government afficiais. pages ofthe Gazette and parallel the 
educators, and the relatives and Ventilator Users Nehvork evolvement of the independent living 
friends of persons with disabilities. Polio survivors who started using movement. 

The Gmetle reaches 30.000-50.000 home mechanical ventilation in the G.IN.1. provider information on all 
readers in 87 counwies with fransla- 1950s formed the nucleus of G i N I b  a s ~ c l s  of independent living indud- 
tian$ in five languages. I t  is read by international Ventliaror Users Network ing anendants, education, employ- 
people who are disabled by ALS. (IYUN.). menf, equipment, family life, sex, 
amputation,arfhritis, cerebral palsy, I V U N  l i n k  ventiiatorurerr with sports. and uvvel. 
head injury, multfpie sclerosis, murcu- each other and with medical personnel 
iar dystrophy. polio, spinal cord injury. interested in home mechanical ventila- 
and stroke. tion, mere ventilator users include 


