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From the Editor To celebrate its 30th anniversary, the Rehabililalion Gazelle presents this 
extraordinarv collection of life exoeriences written bv individuals with a 
disability ~ d s t  of the 40 writers have been disabled more than 35 years, and 
many of them are ventilator users. They include polio survivors and 

% individuals with other disabilities. - Their experiences were written as guidelines for professionals and 
' :;w;-*R;., , 
: ,:? &,*" *<:. . other individuals with a disability who seek to learn how rehabilitation 
: :&@'*I $? ,. evolves into independent living, to learn how these individuals "got here 

from there." 
They recall and analyze the factors that contributed to their success: 

(1) support systems - family, friends, attendants, and self-help network 
(2) education and employment; (3) equipment - commercial and adaptive; 
(4) transportation; (5) participation of vocational rehabilitation and other 
agencies; (6) creation of disability rights; (7) travel; and (8) hobbies and 
recreation. 

The story of the Rehabilitation Gazette is interwoven with my life. 
Because polio caused the deaths of two sisters and a brother, I have been 
involved with individuals with a disability since 1949. During the decade of 
the 1950s. I worked as a volunteer at Toomey Pavilion, one of the 16 
regional respiratory polio centers. Alter the centers closed, I started a little 
newsletter, the Toomey j Gazelle, in 1958 lor the local polio survivors. The 
newsletter evolved into an annual journal, theRehabililalion Gazette, which 
includes the experiences of individuals with all types of disabilities worldwide. 

Because of these life experiences in the Rehabililalion Gazette, 
thousands of other individuals with a disability have attained independent 
living through rehabilitation. The writers and the editors hope that this 
collection will be equally valuable to Ule present generation of 
professionals and individuals with a disability. cs=-- 

30th Anniversary Edition.Rehabilitation Gazette.bl. 29. Nm. 1 and 2 3 



Polio.Ventilator user. 
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Mary Lou Spiess ............ 114 
Tusr Drers designer W;fe and mother 
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Susan Armbrecht 
Phone saleswoman. Uses 
voice-operated computer. 
Polio. kntilator user. 

"There are some basic 
factors which have helped 
me to achieve my present 
independence. These 
are: adaptability and 
assertiveness; balance and 
bounce; coping and 
challenge. Besides, o f  
course, continual support 
and guidance from 
wonderful friends and 
family " 

I t  is not easy trying to figure out how 
I, a quadriplegic with respiratory polio. 
came to be living by myseil in my own 
aoartment. and what factors and lorces 

~~~ 

have brouqht me to this mesent state of 
t#uJepcn<i&l,ce Thtw aresome haw 
laclorr whtch haw helped me to ia<:ll~evr 
m) flrrstnl lndependenre.'l'l~r.<r art. 
adi~!,lab~l~ry and aswrt.veur<s. balnr,ce 
,11111 i>.)~nc(.: ropinq i ~ ~ i  rlt.~ll~nqc. 
HCF.(!I'S. (11 cnurar (.(,IIIIIIIII~~ suppurt and 
$l~~'lnllce from u r ~ ~ ~ ~ l r r l ~ o l  f r rnd i  and 
lillllll\. 

~ e i n g  a gregarious and m i a l  person 
by nature has alsa been very helpful in  
utilizing these qualities. From an early 
age I was brought up, though severely 
disabled, to be taken into the communih. 
argl rocounlet wllitt rvrry  uther "an. 
#l,+abled rb~lci w # ~ i < i  11" muther 
clraqqcd" nlr Ihatl. r l  dt,wn wtth slrl,lnr- 

tlve 1,r;a.e~ hvarl-xu-lwt, evrryuitrrc $ 1 ~  
went I was thus ik,rrrd l o e m ~ ~ ~ ~ ~ ~ l c ~ r  itnd 
ndiq~t ~ ~ ~ y s u l l  tr, all kinds of proi,.e and 
\~lll'!tluns tiring an ascrrlivc iwrion 
ilrrsell, she tauqht me not I<, 1% nlra~d of 
<peilklnS oul or finding ways lu  J C C O ~ .  
plcsh what war l.?nln1 1 lhnve always 
nlrrdrted will, I>CUI Ik whuprecunr tllac 
I a t .  cmahl? (>I ~o:)k.o~ dcc~s.on$ and 
using my mouth and 2 n d  to make mv 
neeis known. 
I iind that my A-B-C's are often working 

in coniunction with each other so no one 
~ ~ 

aspect takes precedence. Learning to 

'"bounce" back alter a particularly diffi- 
cult phase o l  my lile, such as the death of 
n.y tlluthcr, w a i  no1 a1wn)s iwllt ur $,as". 
1,811 1 < I d  11 Nr al. lhnvs uur owl, v.nys ul 
rrlllmlne to a more sl.lble stale. l,lll wc 
do i t  dif&rentiy I have never been one for 

" > .  
with my need to be o i  &e qo constantly 

I hsie alwn)~ Iwen invol&l in some. 
w,rl n l  work. ire it sell.ll$ tu>ay.vrltrh. 
C h r l ~ l n t ~  tisrtls, anti l,rcrirluly tt..~.l,la,~~ 
s31rs. 1 C,~IIIIII~ b~ #dl1. 1181 .d11)! awl 1 lvsl 
lll.~l I l l t i  laturul drltv tu be Illreracl.ng 
w~ch IIII. w ~ t l d  has .%SO "cen a malor 
fnclur my prcccnl independence. 

hlg having to dral wall! lllr in\al:ous 
latr effeclr ol 1pol.n b.8, Ibruugru 111111 &).a? 
C""W st,enqt,, <,,,<i dl,,l,t, I ,,;z"c! I0 C<,l,t. 

'The rhalleugc 01 n.Icr.u$ m" ik,ng-anncl- 
~ n c  d.31.v rwtir>t.r, s.lcl# as eetlne oul of 
m? iron lung in the morniG, norto 

work so that I can function less fa&gued 
in the evening. I am presently utilizing a 
voice-activated computer system which 
does my writing far me, thus saving my 
limited left arm. 

For me, variety has always been very 
I8nlurlnnl- * helher it b r  imd. muwr, 
ur allendant-. I preq~nlv l>ilvr ltsur <l~ l l r r -  
1,131 allcndmts who ror.tle illrc~!qhoul wy 
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week. some being around lor my work 
lint*, vthcrs coiely lor my play time. I alw 
llilve runsclou~lv dsvelourd a back-UD 
system for tho& wonde;ful occasion; 
that we all know about. Adaptability has 
played a strong part in  my not going 
totally crazy some days. A great deal of 
mv time is bv necessiw sDent in  organiz- 
ing and keeiing track bf my pramatic 
wclrld l.#kr, do 1 need 113 do bnndr) ' 
Whali- lor dinner lomnnow' Whc.'s qoing 
10 wash mv l lmr  Thursdav' So I value 
highly my"plav time? I ah continually 

very wise person once &id, "It's not easy 
having a gwd  time." But I certainly Q. 
Life would be boring, if not useless, i f  I 
didn't do so. 

It was a gradual progression from living 
with my immediate family, to living with 
my grandmother and brothers, to just my 
grandmother. to k i n e  on mv own. Durine 
ihese stages I graduaiy hadio learn, 

" 

often by necessity, how to hire and 
manage attendants. I t  is a fine art hying 
to get someone to do what you want and 
have i t  be a pleasant experience for both. 
There is nothing wrong with a little p s i -  
I:vrty nlut~valed man!pulal~on. 

I Am 1,rewully cm lhr l r~arr l  awl have 
hpcome nrlivrlv ir~uolvr<l I I I  inv reulunal 
independent li$ng center. I t  h& b&n a 
source ol satisfaction to feel I have some 

input into helping nlher persons w.th 
d~sabilll~er lrn<l their own sell.dirrcled 
lives. I1 seem% wry oalur.,l fur me lo run 
my life, but there &e times when i have 
t~;e<lcd gwlat~rc Ihnrugo lhe ">are 01 
liviu< ~ ~ ~ ~ l r ~ r ~ ~ ~ l r n l l y  I'nn ~"nstanlly lrnnn- 
inc Iron. c ilter\ !,ow to manave both 
myself and my world. l have &ays been 
" t i  to ;ask lor all tI8t. Ihrll, I can qel,c.lher 
Iron!l people ur ox~ncler I heed all 
IllesUOarrl 1 can e'l. 

I t  has never ackrred to me not to be 
in charge of my life. I do value and need 
,,,l,crs' ,,,p,,1. nut ,I ,call" IS #,by lhf" r,,, 
dval.nq w.lh nnn. ~n many wavs,lh~s can 
be harder I ulr~matelv have !he tola1 
responsiblily I think ihatb what indepen- 
dent living is all about. $6 
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Lawrence C. 
Becker 
College professor. 
Philosopher. Ethicist. 
Polio. Ventilator user. 

"My family always assumed 
that if I lived I would have a 
full and productive life; that 
I would go to college; that I 
would find a way not only 
to go to college but to have 
a career that I wanted. " 

in one incarnation or another. Gini's 
magazine has been an important part of 
my liie since the early 1950s, when the 
Toorney j Gozene was my favorite among 
the newsletters circulating h m  hospital 
to hos~ital. In those davs. the magazine 
was a iong way h r n  its current &ry but 
I read i t  eagerly. When i t  comes across 
my reading board now, i t  goes on top of 
evervthine else. 

6 e  ~r ior i tv  1 give to the Gazette would 
nlrpri<e my i;:er;ds. l thlnk,us ttua.h a< il 
surpri$e~ me tor lhr p~ tl>.rty-stx yeas 
I I~avr louehl hard aealnrt Iwlne ~rle!lr~- 

man, philosophe;,'teach&. husband and 
so forth - as hard as I have fought 
against the limitations imposed by my 
bodv And mv insistence on excluding the 
mo&obvio& fact about my liie from 
?very ~p!tl>ln #lfirrti,tion nime has %,me 
uf the i.llvc$ 101 t l e ~ ~ ~ ~ n l . I ~ o t i ~  OII  ti,? #"side 
and on Ihvuuls~Jr So mc~ch us. inrl. 
that aseverely disabled friend once 
accused me r i  tryny tu pass" Tl~ar 
remnrk slili slinqs - ntrl unly because 
lhr < (large of sell-deception ic hard to 
lake. hut nlw IICL~R~SP t l  suddenlv illumi. 
notrs lur me !It* ;al,it!rd~ly of my w.llking 
around arms alu~ngl.~>l(. I,reiilh.rtr: liken 
lroq arttnq like 19i2 wasa i v q  g.~.cl 
yenr. 

li,r the record. 1452 W ~ C  a "cry bad 
year l o r  an*. except that I suw~ved it Ilk 
a ld rn~~ar  k8r~l 01 610rV,and can be told 

very briefly In August of 1952 1 walked 
into the hosdtai in Hastines, Nebrash. 
wlth uhal l;nled nut to h r a  qrvrre rme 
ol l! igl>-q)~#~it i [polio l y  arm- l.o~lc<l l~rst, 
then mv rrs~,ira!c,ru tllt,svlo. lien tnv 

ot;l CII lhr rt,sp~ralon/ r~.hablhtat!on 
t'rr>lrr at St. Jurrphj l iu ip~la n Omaha 
Ihnvlny relained the uceol my irgs(hu1 
nut my arms) nncl ennuqh ;arr-.<orv 
rnusrles to 1,rc~aIl.c "I$ t r l y  own clur~ttg the 
day We a w  ti>uughl thnl I had n y . l ~ ~ w d  
enmlr(t8 strmngth lu  slrrp w,thotot 3 

rQYl>lralOr, but that turned cut 118 bc false. 
~ h i e e  months of s l ee~  amea convinced 
me to stop lying to the doctors and stop 
arranging to have my blood gases 
cheeked when they would be likely to 
I w k  reasonablv good. (Fifteen-vear-old 
boys are a cunning lat,especiaily in areas 
whcre lhey have only n v n q r  under- 
slandlng 01 pllysinlo$y, 'iu I u r l l l  hack 
into n <heit rrso$rinh>r for the ntehls. and 
that hasnot changed over the y-ln 
fact, the only major physical changes 
since 1955 have been a gradual increase 
insbenglh and stamina until perhaps 
1971, when I broke mv femur in a fail, and 
a Rradual decline in the clrenglh and relt- 
ahilly ol my i e q  ~PI>VWII Ill? mid 7 0 i  
and micl ' X ~ l s .  113 1'184 1 hcu;t~l I r l  !we i t  " 
wheelchair intermittentlv, far excursions. 
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thee-wheeler for trim around the 
campus, and a (foot--powered) E M  
Companion chair for use in the classroom 
and for travel. A wheelchair is safer lhan 
walking alone, is less tiring, and restores 
some of the mobility and independence I 
Imd from roughly 1'15- lo 1'174 Olhmrlse 
I am in gmd 1.raltl~. ,and all, wurkltlq 
harder lhan ever (I an, .+ ~ , r o l e ~ w r  dl 

Hallins College, where I have taught 
ph:loulphy Z#rlre 1.81,5). 

l'l.*n. nrr llbree 11t11,4< al U!e hear1 
01 m v  I~II! ilncl I w*, i l t l v t ~ ~ d  SI~O~CIV 
mainst ail a1 them: philosophy (it;&ld 
~r&vo~sh and d v & a  mr),iriarhtng 
(thrw was tu! much d scrmmlnatlun 
aea.nst the handlra~oedl. and marrlagc 
(;i would be unfair id anyone ~oo~ish " 
enough to agree). l list those in  the order 
in which I ignored the well-meaning 
advice. It doesn't seem possible to say 
which has been the most imwrtant. If I 
had done what rehabilitation psycholo- 
gists and some friends advised. I would 
now have a J.D. rather than a Ph.D.. a 
oarhlershio rather lhan a orofessorshio. 
A d  a fam'in the country 'rather than i 
house in the suburbs. Chadotte would (if 
she remembered me at all) lhink I was 
sbpid lor never having proposed. I would 
have travelled more widely, but I wouldn't 
have had the luxury of sabbaticals. I 
might have written contracts for books. 
but probably not the book themselves. 
I would. I suppose. still be 49 years old 
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in that other world, but nowhere near 
as happy, 

There is no secret to lhis sort of 
success-without-arms stow. Evew reader 
of the Garene knows that ihe ingkedients 
are f!rst. second. :m<l l i ~ ~ r  :t that 
somchow adlusls luvtngy to I L ~  had lurk 
and rewlutelv S ~ L C  OLLI IU keen their horl- 
zons wide, &d their expectatbns of each 
other high. My lamily simply always 
assumed that if I lived I would have a full 
and productive life: that I would go to 
eoileee: that I would find a wav not anlv 
to mik; a living but to have acareer &at 
I wmtltrl Hl>ikt pollo Itad changcrl war 
Ills w:ay III w l ! ~ r l ~  I wc,!>.<l hav,, !u work all 
that O U ~ .  lhe extt.nt tu trlllrh I woula be 
dependcnl on tlem, and me decree ol 
dlllirulry 0111 allThcy cup4 wtth lhis in 
a wily tltitl wac larqcly invls.ble lo jute and 
vrm1r.l an environment in which lherr 
wvreu't a8y r x c u w s  available to utr fur 
dolnq le% than wh;lt sa r.rarly ~wr$$l,le. 
Mv mother, in parttculiar. Itad a!# aslun- 
~shinq nmnunl ol patlcnce and gubd 
cheer. Site rrraneed lor me to have a 
conventional life:adiusted lor the lack 
of m s .  

My mother's resolve weakened a bit 
when it came time for me to go to gradu- 
ate school. I'd lived at home through 
college, gnlten ~raduale lellaw<hips, 
enrollrd dl Ill? lllliversily #,I Chtcaqo, and 
I Ihnaml~ inlcmedlnrss, lound a dorm 
room &d several students to be my 

ilttr~rlax~!s I r l o r r  she quite grasped the 
risds I nevcr clod 6mm1, !laem I just l m k  
thsm, mvreur less bl~ndlv Fvrrythinc 
wollted there. and almurt evrrytltl!lg 
worked cmrnthly - as it doll in ~ u r l n g  a 
ioh and slarlina out a* a leachcr. I 
screened out ti& unpleasantness and 
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took a day at a time, with an occasional 
nod to what is now called shategic plan- 
ning. From this vantage point the things 
1 did lrom 1961 until 1967 look pretty 
unsafe. But that's what middle-aced men 
are suumsed to think abaut therrvouth- 
IUI e$ioits. 

Charlotte Burner and I were married in  
1967. Life with her feels a lot riskier than 
life as a graduate student, but that is an 
illusion. It is objectively safer; subjec- 
tively more gripping. h unconventional 
life, in  a conventional setting, adjusted for 
the lackof m s .  What isn't an illusion is 
Charlotte's unfailing companionship, wit 
and ~ n l c l l r ~ t  (Tiant is true 1,ut swr>ds 
srupld. hecause .I trer tu ~ r t n l  .tp a love 
affair 11, the ioms reaulred fur an irrelf. 
"ant public event such as a testimonial or 
a political campaign or an article.) The 
fact that I am so compromised physically 
has compromised her life, t w .  But she 
has her reasons, and is rightly angry 
when I do her the injustice of imaginin 
Ihdc i ia~n the U~IIIIC of Iwr every i,nwng 
dwo,!!v~t! Tu make I I  111111 an ~t~. l l l r r~a. 
.rile I I )~I IAYCS to make trlmmlnc mv ix.unl 
seem comparable to mowing tke l&n: 
baring, intermittently apprwive, but ulti- 
mately routine. 

The rest was (and is) work. That and 
what the psychdlogis&call adjustment. 
The letter inviting me to write this remi- 
niscence suggested that I try to articulate 
something about the adjustment part also 

-something. I assume, beyond the 
obvious. I'm reluctant to hv this. since 
most of the readers of this)ournal have 
already worked these things out far them- 
selves long ago. But the truth is that my 
ahiiih. to cope has been shaued deci- 
sively by several discrete even& - 
scsrral dlrcrute ulteranres, nrttlally - 
that i havc never hrinre trwg! !<I wr~ t r  
down I'll lrv I<> m;,k* lhem interestlnc - " 
and short. 

Some things ore not urifhin your 
confraf. On a dav in Se~tember 1952. 
after my lever went d o h ,  my doeta; 
derided lo see wlletller 1 ~ o t ~ 1 ~ 1  SIIII 
I,rnnll>e.ot~ rr~y (IWII lie. walked lolo my 
IICIII 01 vision in the rnlnor ul the iron 

lung, made eye contact briefly, said g d  
morning, t w k  out his pocket watch, and 
without warning went to the loot of the 
lung and turned i t  off. I t  was as if he had 
pu&ed my head under water. 

Within a day or so, as I now believe. I 
independently rediscovered most of the 
truths, and ail of the errors, of an ancient 
and famous b w k  01 stoic philosophy 
called theEnchiridion. It was written by 
Epictetus, a Greek who had been a 
Roman slave, and propounds the idea 
that human beings can control the quality 
of their lives bv cantrollinr! their 
emotional n o d i t ~ t e ~ ~ e ~ . t a ~ . l i i c s ~ u u ~ ~ ~ t ~ s  lo 
evvlacs o t l l r  ll,lllgr nrr wllillrl y ~ t l r  
ro,ltnd alncl #,tl>vrs a r r  1101. Fptctchts said. 

bul your evaluation 01 them, iu~l your 
emotions. .)re ;hlwayr wnthtn your c ~ n ~ r u l .  
(If thal roun,d< la~!ul~ar. .I 1s Lverv rerent 
decade has sen, n i ~ i ( ~ n r  brand oi 
psvchotherdpy Ibnsed 1111 !he idea 01 
ratlnnal emotional rrslxx>se.) Practicing 
thls doctrine Ihm u l n v  ugly side eflerli, 
as tpirletur is honw enu~gh lo slate 
baldly but the overall results are [p*rwt- 
n s w  lor mtneone in an in,ll lhmg 11 t t lm~ 
(rut thal a l l ho~~s t~  i r  is rn l r  that some 
things are not &thin your control, you 
can't really know what the interesting 
ones areuntil you try them. That is a fine 
form of irony. 

Neuer use THE focl One of the first 
trips I made in a wheelchair was a farced 
excursion down the hall lrom my idling 
iron lung (I was due backwithin the 
hour) to see another juvenile male who 
had had polio. The nurses didn't h o w  
that he and I had been seventh-wade u 

enemies. They rolled me into his room. 
and he mac!&ily a.lowed mr It, unlt 
while hc d8rlaled (lo a lpatlrtkl Crrylady) 
a .elter In his e~rllrlald. 11 Ihroan wtrh 
the words "I &ess now that I've had - 
polio . . ." 
I wanted to throw up. Until then I had 

of course been considering the possibility 
01 writing several such letters. like a eood 
lhttle upp&lunisl. H.11 l l ~ n l  wme rlro;;r 
the iho~~;hl ,n~,t i  al. $11 )Is vnr~atons. 
p r n l n ~ ~ r ~ l r l y  (1111 01 i!ly nmd. 
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Don'rpanonizepeople wirh no feer. 
This is complicated. It begins with avisit 
from a woman paraplegic who had just 
gotten lag 10rarr.s and earned nuw lu  
llrave herrrll tu her lcet In the f111sll 181 
her triumph -<,mconr told her to \rhrcl 
down tu my rm,m (where 1 war q~splng 
llke u minnow tnmnhile on the bed, and 
sln,w 011 her t ~ r w  I;,I?ILI She dld, aqalnst 
her heuer i.alen~etbl. and we were both 
sh.icken b; the crueih, of the compari- 
sons that &e lorced dn the sick inorder 
to exhort them Into greater efforts and 
better spirits. rl complained bitterly 
because I had no shoes, and then I saw 

Pulring polio n l  lheperiphery This is 
the last one, mercitully I t  t w k  longer to 
learn, though I heard it repeatedly, in 
different words, from many friends who 
had reason to how. I t  is only half true. 
but still worth acting on. Stated as a 
parody of another f k a u s  philosopha 
Kantj, it is !hi? Ar l  as tla<i~gll bioq- 
rnphrr will ll;tvt. 11" cv.dcnce. not even a 
l11111. 01 llle fact that vou were ~rlol l lel l  

That puts some things (work, mostly) 
into perspective. It is aiso bracing, makes 
one a more pleasant conversationalist. 
and (whatever its cost In absurd 
Dretense) vields e w d  results, mastlv. . . 

a man.. ." ) I just cried and hlrned my i promise. 
hrad away. She ram" bacK ut r r ,  wllhuul 
the well-wi-her<. and helped rnc put thnr 
prjnciple I I ~ .  wurd% 

Rmns pas)  10 IOCP Thw WW. nut a 
d~sctrvery It was a slap in the lace. (That 
Ir lm m~ld. I was flmred b it and *till 
am.) An ancient married man bn a 
rocking b ~ l ,  w<th a tcvel g,or llxrrl wme- 
where ( I I ,  the fuor~r~ la l  uf my whurlrha~r. 
said "I rnov nut be able to keeo the wolf 
from the dwr but I can make kyself easy 
to love."The hideous brilliance a1 that 
principle- its danger and its inescapa- 
ble lagic- is worth a lifetime. 
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Charlotte Becker 
Librarian. Lawrence's wife. 

"You certainly have a right 
to a fife ofyour own. " 

hr aburher. I havc lranled i i  lew 
thinqi. Slncc the~e thnnys are d! l l~ct~l l  181 
summarire. 1 will enumerate wmc d 
them. 
I have learned that successful push- 

relatounrh~pr arc ltke SIICT~~WILI 
rnanlaqcs ylru wold at mcrglnq your nlle 
L M k s  i h ! ~  1s mosl ca-lly done *hen the 
rule h m k  are in aqreemenl from the 
very hqinninq, which ip why people lend 
lo marry jwople Irolu \i~ot..xr bdrk- 
ero.utd< ' l ' l ~~ r?  v.;ss, 01 ~ w ~ : e ~ ~ i c v ,  
&parity between my rule b m i k d  

Law. Mine was ordinary; he had had to 
write a highly complex and sensitive 
appendix to his bwk. I continue to find it 
difficult to assimilate some of this amen- . . 
dim. "Never make polio an excuse" 
translates, for me, to "Never make lmy" 
condition an excuse."How do you turn 
down an invitation to someonek utterly 
inaccessible house? (Our friends under- 
stand the probem and mnke dl nwitnces.) 
What do you say when you tl~.i,lq)ei~ 
hvlrc a day durang your nalfr* I,rt.;lk" 

Ine mast trounlew~#~v nllc; 8s D011'1 
itsk people to 90 olll #>I tltelr way tu 
~~CII~~IIIIIICI~~IC YUII ' I can dpply thtc rule 
I I I  p c r ~ n a l  relat~o!nrh~pr but nnl in our 
rellth)nshlp~ 11, lnstltutonc. 'l'tle (:olleee 
has hecn cktremely good lo Nu I)IIP 

n%s ~ n e  ahy I leave tllr l~ilrvry lwlce u 
d;sv lc,r tnv v#,llre Ih r r ik~  ~A<l~n~lrr.dle I 
w k t  to ti11  any the late& gossip a;' 
much as I want to gxve h~rn  a p ~ t  stop.) 
But the College also has its blind spots: 
Every time a building goes up which is 
inaccesiihle or reauires erindine a wheel 
chair over gravel paths thraGh a back 
door or across dangerous parking lots. l 
get ... exercised. 

One thine I had to unlearn was that 
wonderful Gld saw: a couple is the sum of 
its parts. WRONG! Larry's physical 
disability does not require that I be twice 
as sh.onu as a rermlar oersan sa that the 
two of us averag; out normal. That is 
only common sense. Larry's patience and 

his unllappablc slradtness do no1 ltccnre 
me In be a ibnllv u r  r dil, That l i  lpn,tty 
ohvinuc, tu,. 1,111 !not n* colrlh>rtal,lv lo 
live with, 

1 have learned that sucrcsh!l pushers 
w;tll. a very 1h.n lane which Ics between 
IB~L~IV a selllew anwndaee and bemn a 
sellich ccreeD. ~a;lbe yo; own idendtv is 
important for at le&<two reasons. If you 
don't, your pushee may well lee1 respon- 
sible for your being an amorphous blob 
-alter all, you're probably toe busy with 
his life to have a lile of your own. This 
means that if he's a decent sort, he'll feel 
bad about having deprived you of your 
selfhwd and he'll try to make i t  up to 
VOU. He'll do this bv killing himsell in 
ordm tc, wcceed ;~ucccfdln4 for hvu ) 

Theothcr rewon 19 that yuu rertalnly 
haw a rleht l o  a llle of "our own. ILven il 
you are ;tent on beingthoroughli self- 
less, having a life of yow own makes you 
amuchmore entertaining p e m n  to be 
around.) 
I learned that once I had an identik 1 

had to figure out how to project it. l had 
lo eslst,.iih a "puhlir image" A< .I lemt- 
111%~ w110 bl)?~tds i t  IhI (11 11111e iaroucld 
~ r r t ~ ~ r e ~ ~ ~ o ~ ~ : ~ l ) l r  cullver worm.,). 1 a m  
cakcerned with how'bthers perceive me. I 
Icr. comprllr<l to provide a 4uod example 
01 the balances 1.k Ihls IS ~ s p e ~ 1 d . 1 ~  
di1l:rult tw do wnen I nm nl Larrvs "roles. 
sional meetings and am no longer ;n my 
own content. For starters, l Learned that i t  
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helps to have my name tag read CHAR- 
BECKER, not MRS. LAWRENCE 

BECKER. That's the easy part. 
But what does a civilian sav to ohiloso- . . 

phers (or engineers or edttors or ad 
execs)? Whtle I am conversant with 
pl81l"wphy. I can't prctend robe a phllos- 
uphrr. Once ]us1 a few years alter IAV 
and i qnt marriea. l lound mysell lalklnq 

at one of these meetings to an aged. 
venerable philosopher about our muNal 
interests. At subsequent meetings, we 
resumed our conversation about the 
Virginla mountains, renovating old 
hokes, his nnlalrur str ng quirtct . I t  
turned out thn! I Itad made ir ends with a 
man1 in 20th ceottm i,h~lownhv 

Once I dlscovere6 &at even ihe meat 
est philosophers are three-dimensional 
ktngs.  1 lell li!:riy romlortab.e at W 9  
m??r.r#gs ,Ls a 111~raria11 I <.<*I# t;81< w~th  
schc, arr a b u t  the DIOF and cons ul  as!- 
line catalogs. l can i lso talk about cabinet 
making or opera or delphiniums or 19th 
centuty literature. ("Is George Eliot$ 
endinc to Adorn Bede a coo out?") l have < 

a persona! 
May I hasten to add that it5 not always 

a gwd  persona. I have learned that push- 
en aren'tsoints. When I was about ten 
Years old and iound out that i was short. 1 
also discovered - through an anfortun- 
;ale fluke - llsiil one way for shorl people 
I<, I*. III)IICC#I was t u  l,e lwrveme. 'This 
has its dmwhark- One nl them i* lnklnr 
chew shots. Pushers are ideally situate2 
lor t&inq cheap shots 

C11e:sp ~ h o l  are qreat good tun unlit 
van, 11rr t l t r~u 011 and then vou leei like 
hilt. one of my iiuorite, ani more repre- 
hensible,sho& was at a woman whohad 
just returned from a maniage enrichment 
weekend with her husband. She was 
extolling the virtues a i  couples showering 

twether. Gollx was she a sittinq duck! I 
oli~ne<l that. l l -~r nnr, il %,lo rho;er was a 
rare and guslty in#lt~lgera.r CItvnp shors 
arc nut XIJI acctdt,nts, the" ore intm. . - 
tional misdemeanors. 
I suppose that what I have learned is 

that there is no calculus which defines a 
good life, not even for pushers. W mud- 
dle our way through the days, w i n g  to 
learn from our mistakes and enjoying 
-immensely - the hnny or wondertul 
things which come our way. #iz 
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Bud Blitzer 
Retired businessman. 
Polio. k n t i l a t o r  user. 

'7 tried to make a mental list 
o f  options. I could come up 
with only two: try or give 
up. Giving up had such a 
terminal ring to it, that 1 
decided to try " 

Polio flattened me on August 15.1952. 
This was not. however. the beeinnine of 

~ ~ ~~,~ ~ ~~ " ~ ~ ~ ~ ~ ~ ~ ~ a  ~~ 

my struggle ior independent living. That 
started when I was still in  high schwl, 
and i t  cantinus to this day My story is 
about some of the new dimensions that 
chronic disabilitv added to this strueele. 

-u . 
and how some &ping mechanisms 
reavurd me alonq the way 

At unset i ww Lli ymr- "la1 Alter one 
munth 01 dcure rarr  a#>cl 14 months ol 
rehabilitation at Rancho Los Amiqos. I 
relllrrlrd tl(1n1e to my w:le and o h  two 
cllllllrc'11 in Lus Anyele~ will, is slr;onge 
ncw &s.wrlmmt ol musrlra. M1,l.t I could 
walk short distances wtth anetance. I 
was esseulinl y uhrekllo~r-buuno. I 
rnul#l. lhuwrv<r, urc my l v p  to propel 1i1- 
wheelcha~r, mostly oaclorilrac \Vhllr t l>~s 
kept me better inlormed ahoul wilere I 
had heeo tltan wllere I was g<wtg(a 
,ecLr,,l,g t,,?,,,? I,, ,,,y I,ie), at I h s I  I 
ra>t,ld irl,>v<. 111).~.11 nrot~otl My trach had 
h?rn ctuwd. l had enuuvh bjreop and 
finger llexian in my left am to 'eat mecut 
f w d  without a%$isianre and srrt1,l;le 
short nnres 11 d penrol and pad were 
wlthln mv r ~ n t l l  Wllil 111e IK.D 01 mv . ~ ~~, 
remaining abdominal and sterno muscles 
I had asitting VC 011700, which proved 
adequate to meet most a1 my breathing 
and talking needs through the day.At 
nieht I s i e ~ t  with a chest cuirass. So 
equipped,'[ re-entered the world I had left 
behind 15 months before, wondering how 

I roulcl possibly hold a lamtty raqeUler 
and prc,v~<lv fur them whnl i could no 
longer evrn l;Me rare ol mvi?l1 

dne thing I had going 10; me was moti- 
vatlon. II alirtvcl IN)  18th 1352 I lay in 
an lrnn 181111: at Rancho At wmr  I,OLIII II 

becdllw iklcre;lstndv clear to n w  tl1;11 lhls 
was not the measLand, while I could 
not yet know which lost hnctions I would 
ultimately regain, clearly I would not ever 
be whole again. 1 could not cape with that 
new realitv. Just wonderine il I would ever 
get out afihe iron lung pr&d over- 
whelming to me, so I tried to make a 
mental list of my options. l could came 
up with only two: try or give up. Giving 
up had such a terminal ring to it, that I 
decided to try. Although I did at times 
review that decision, I never changed it. 
and i t  became mv most constant 
motivator. 

One of the next problems I thought 
about was how to earn some income. I 
had always wanted to be in my own busi- 
ness and had, in fact, opened one barely 
six months before polio struck in 1952. 
But i t  was shaky then, and I suspected 
that my prolonged absence battling polio 
could do little to strenethen it. so I didn't 
see i t  as a reliable sou& of i kome to 
rehlm to. I considered getting a job, but 
having abandoned high schwl to join the 
army, I was short on education and long 
an handicaps. This did not sound to me 
like a fom"la for success in the job 
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ma*et Maybe if I could only llanfi on L,r 
a lhttlr wll~le lt,nger. I mlghr be able to 
alter the I,.~st#w%s 111 ,illnut, 11 more orofil. 
able and, at the same time, hiendlikr to 
my new limitations. 

After much mental huffing and puffing, 
a new business was born in March 1956. 
We would try to dw im and sell unusual 
kondr ut cr!.ln): surfvccr like l , ~m~~~uus .  
tnlrrured, wwd, etc rhrouqh nrchltcc- 
lural and lntcrlar desien .;t,rc~l~cn. I one## 
wondered if part o l  th; inipiration might 
have come hom lying on my back far 
weeks staring at the faceless hospital 
ceiling above me. 

The new business immediatelv beean 
generatine, its own motivators. &t &ere 
wal .;ttrv$;al. llten growth I needed 
growth lor many reawns One *as tlmt 
(18v attrndant r nlv eol me un at llotne and 
dillvered me to &;office. l ihen had to 
depend on the o l l . ~  ~reoplc to take care 
uf my peralnal as wrll as my butmess 
need- 0~ r l f  t l lr must baslc was hhelu 
going to the bathroom. Being prudish'by 
nature, I felt this required the services of 
a man. One day, when the company was 
still small, the need arose, but all of our 
three men were out. Luckily, my insur- 
ance agent dropped in  just in time to 
avert ; m~rlla~,: lrot I subsequently 
dec.dr#t to try to makc the roml>.my Ing 
cnouull u, lhdt thts would 1101 III~IIIIW 
again7 When we finally sold the cbApany 
in 1984. we had 85 employees. of whom 
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more lhml hidt ware a l l  lhr male ixnua- 
sion Mol,vdr#n~~ wnarllmes sprlngr fra~!. 
the mop1 unexprcted source.; 

i\s~de from long priion III~IF, I can 
Imagtne notht~nr: tctal rim urqanize m d  
wain the molnl brttrr than chrontc 

Bud with hi8 wife. Dnria, and their 
dog, Barnher. 

<l~sab!l N Hurln that uthrrr do routinely 
requires tll~,.~gltl and plannlnq. My Iralll- 
~ n e  rtartn1111 !he tron l u n ~  ~z u n n  ns mv 
h&d cleared. When I couid not deal wit6 
the uncertainties and realities of my new 

.\bl.29.Nos.l and 2 

situnlion 1 lorced my nutlll to think ahout 
other ll$tngs I bezall II\IIIJ lhls O~~ciplille 
ns n deleuse aualnst in~il l l tw and de~res- "~ 
sion, Wine, to make i t  mv maior 

' 

~,~~~~~ - 
about in each compartment. With prac- 
raw It began ro wo;k w **.I. thnt 1. 
umetlmes reswltrd lwlnq interrupted by 
vlrllorr. some 801 wllom had travelled 
considerable distances to see me. l 
suspect that most chronically disabled 
people develop that same skill for the 
same reasons I did. That may partly 
emlain whv there are so manv hel~iess 
looking people practicing law:medicine. 
tprychtatry pqcl to lo~,Gg~neer~nq.p l i -  
tics and i.rll;.t~ plannnq dc,~ns rre.tllvr 
artwork, luund~nq and runnnq illittttares. 
tearltuly, wrtt nq, aid l ~ l l h y ~ t ~ g  in Wash- 
inqlull. fusl to itnlnc ;, leu sllcn pcuple I 
klow mysell I ;#Is, dlrcowred an added 
benefit lrom the same unwanted wurce. 
In the e,ame of busmess. whrle mv comve- 
tition was out playing golf. I wasbusy ' 
thinking up our next new product or 
sh-ategy, and apparently it paid off. 
My highest equipment priority (after 

the ventilator) has always been the tele- 
phone. It is my contact with the outride 
world, as well as my front line defense 
against the problems of finding myself 
done and helpless. Evew telephone 
company with which I e;er dealt was 
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always generous with its help, even to the 
point of assigning people who t w k  a 
personal interest in me and often, on 
their own lime, made special devices for 
my use.Starting in 1954 with a simple 
wali-mounted hand set which required no 
hands, to a hee-oprated push-button 
switch panel through which I could gain 
access to all phone lines, and finally a 
swaker ohone. the" keot me current as , . - .  
the company grew and new equipment 
appeared. Those same two men watched 
over me for more than 20 years, and i 
owe them a lot. Other devices that made 
an impartant difference in my life were a 
foot-actuated b~det that eliminated the 
tuerd lor lnilel paper.= lwr-acr l~alni  
t i ~ ~ t n l t o ~ ~  tl~ac.ll~!.e re1 up by IlItt peuplv 
su I wucd dirl;llc lktlers and lake lelr- 
phone "notes," and more recently a new 
b~ertrnnic automatjr-dial ldq,h~ne and 
the a~~ .~ l r - I~~ ,qe r  mude cornpu1t.r I(,!> 
usme t., urck 0111 l h~s  o a ~ e r .  \I henever I 
couid ldentllv a repetiiiam problem, I 
found i t  generally baid to launch an 
aqqre~~~ve search lor a ru,tlt~ol! 

My 11r4 mitrrlaqe mded in r l  v o r w  25 
yenrchfler 11 slarled.O~r lnablllty IU 
ndiu\I our r?l.rl~ooship l o  the changrs 
~~\ILI!III(( Iron> 1nl.o was a major lactor. 
nlll IHI 1 1 1 ~  count 121 tills changp 1 dtcrov. 
,,reti tllal DCOI,~I! III w l ~ e ~ l r i ~ n ~ r s  can 
court, taa: and in all modesty, my results 
were spectacular,as anyone who knows 
my wife Daiia will attest. We've been 

married now for 18 years, and she has 
broueht ameasure of oeaee and content. 
menito my res t lw life that is well 
beyond anything I could have hoped for 

1 learned the benefits of neworking 
hom Gini Laurie. i don't know how she 
found me, but some time in 1958 an issue 
o l  her Toomey j Garene anived mysteri- 
ously in the mail. I began to read about 
how other people were coping with prob- 
lems just like my own, and i felt less 
isolated. Over the years IL-e exchanged 
ideas with he readers, and eventually 
met many of them personally at her 
G.I.N.I. conlerences. We now count same 
mong our mop1 chertched frlcndr. 1 
rn!lnot o v ~ r i l i ~ l e  my deep ri,prrctt#!tc,u 
ro GIII l o r  1116. henelils I v r  rcc vtvcrl irwn 
her lifelong commitment to helping the 
daabled. 

Wr.lcnp this pap r  recalled to me some 
ol ull.>l I en? Ik?li~)g 311-odd year* nqo ac 
I slr81~eIe~l lo ewe wixh ti>+ I W W  lnnrdeus 
of dis:dbilitv. l cohd not then pichlre 
mysell even lasllnq rhls lone let oone 
cr~ lo~ in$ s qmd qual~ly 1)1 l t l ~  My 
lllollel~tr werr istore about adiuslmenl " 
acceptance, and survival. Slowly, and with 
the help of family, friends, and even 
strangers. I overcame enough a1 the 
barriers of disability to replace my feel- 
ings ol deep self-doubt with a measure of 
self-confidence. At 63.1 am feeling more 
robust and energetic than 1 did two years 
ago, when my health appeared to be 

declining. My days are filled helping one 
of my old associates start his own busi- 
nes? in h h ~ h  I have an intcrcrl. lrylnq to 
$peed the dcvclcrpmrr>t u l  a workable and 
allonlahle nose mnck. dame a little rrav- 
eiing, sharing the simple p1;asures of life 
with Dalia,and still engaged in the strug- 
gle to live as independent a lilestyie as 
our limitations allow I still think iile 
 laved a dirtv trick on me when I was 
6h"sen lor tl;c gall of p l l u  AIIII ye1 i 
somelimes wonder what I wuulrl hi,vr 
mised !.;)<I 11 Ihew olhei%~sc $S 
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Doris Brennan 
Advocate. Founder of 
independent living center. 
Writer. 

- 

Spinal cord injury. C4-5. 

"Rehabilitation was the 
focus of  our lives . . . Trying 
to do and outdo each other, 
we also came to rely on one 
another for what we later 
came to know as peer 
support. " 

Lying on a Stryker Frame, weights 
anached to wires in mv head, unable to 
nnovv. those words, splkrn lo my muthcr 
awl !me hy i t  hc?pectarlt~<l ;htlern mundtd 
lh~<l~crc~tts i wa: naralvwal fron~t the nec* 
down because airee got m the way of the 
van m which I was riding. f had just 
recently been weaned from an iron lung. I 
couldn't move a muscle. Haw in the world 
could th~s doctor say "There's a lot she'll 
be able to do without the use of her 
hands!" 

That was in 1954 - 34 years ago. My 
life and times in the ensuing years have 
proven that intern to be prophetic. There 
was and is a lot I am able to do without 
the use of my hands! 

So, when and how did f become a 
believer? At the time of mv s~ ina l  cord 
injury, survivors were few-md f a  
I,vtxeen.'l'he acute lhori,~t;ll I was taken 
lo nlwr IIte .~rrident expe~tnl  nty inmi- 
nent death (la~lv - lor !he itvc months I 
was resident there. So thev gave me free 
re##) In eoioy my ' last in;,&tbls on 
earth" bv killing me w~th  *~ndr>va I ;ale i f  
and as I chuur ~V;LS lurned t i  .~rnl ;l$ i ~~~~ ~~ ~-~ ~~~ 

chose. &d had well over the traditional 
hospital limit of twovisitors at a time 
8,>!<, the tu~dnight h u ~  I did a lot 01 talk- 
~og. lh i l  i n  .I.! "I (~elglnl and developed 
lutr ul b ~ v l  ulres. but I crrl.unlv dldn't dr, 
much else without the use of my hands 
-0, leys. fur l l l i l t  matter. 

My family wrrv iwllrvers from the 
start 'l'hev had nrvrr had anv r.m,rlrra.r 
with disa6ility. long-term or ihori. But 
reality was their long suit. Given what- 
ever facts that were available from my 
doctors. they accepted the reality af the 
permanence of my disability, kept hope 
Ulat the return would be greater than the 
dorlors expecteal. . x t d  went on iram 
Ihrrc, h ~ l p n q  mc to wa l  with the draslor 
CII.SIIU~S "1). i~ fe  wuuld lakr Mv oarenlq. 
my order sister and her husbkd, and my 
younger brother KNEW I would be able to 

:.b1.29.Nos. 1 and 2 

cave  a meanlnqlul llfc w~thoul the use of 
my hands and lejis,and lhry wereqatng 
10 be lhcrr 11, ht.1~) make i t  hmom 

Since "news of my  imminen'l'death was 
greatly exaggerated at the acute hospital 
I had taken residence in, they decided I 
had overstayed my welcome and shipped 
me off to Highland View Hospital, the 
local rehabilitation facility Stories I had 
been told about the beautiful grounds 
and the balconies off each room and the 
various therapies I would underqo had 
ntr fant;s.riiq :, spa-llkr exstence wh~ch 
wuttl#l n w ~ i t  in my 'walrlr>g c,fl into the 
rullsrt' n~rcfl. healed. whue Aller all. 
& aniv emenence &h disabilitv came 
h6m tk movies. and 34 years agb, 
movies all had happy endings! In "Heidi," 
Shiriey Temple did what no doctors could 
do and hebed her friend walk. and Can, 
Grant saw beborah Kerr miraculously . 
emerge ham her wheelchair for a grand 
reunion in  'h Affair to Remember." 
Could i m c t  less!? 

The exphences of the next few yean 
in and out of the rehabilitation hospital 
and the friends i chanced to meet during 
these and the ensuing years gave me the 
answer to that question. i t  was yes and 
no. "Walking off into the sunset" - that 
was not to be. But a life of fuifillment, 
satisfaction and quality- that happened. 

Encouraced bv mv familv. soulred on 
by two great acfupitiona~ih&a~ists who 
became close friends, and buoyed by a 
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couple of fellow quads who "had idbeen 
there." my iimt encounter with the "reha- 
bilitation process" showed me that there 
co<,.#l la ille after dislb:lily 

At ilcr lime &I rnv hosp~taliwtlotb. IIlgh. 
land VICII, h a v w  "nli rrceollv I ren  
opened, was ch&gink from an old folks 
iniirtnnv tuu rehab 1actl.tv.A~ a ncsult, 
I l lrrr wvre uxlly d few y~uttg llruple scat- 
tered <,,I thr dlllerenl wnnls llncre were 
a few palio suwivors along with three or 
IOIII &.di, S~VEIXI parw and a iew 14- 
and 15.vear.old &id., wtlh ccrehr;tl palsy 
hr1utvatr.v iur nl. 01 us. the idrv of an 
holistic aGproach to the rehabilitation 
process was gaining acceptance, and this 
forward thinking brought about changes 
to set up one ward lor the younger 
patients. 

Rehabilitation was the focus of ow 
lives, and everything we did centered on 
that process. We worked together in  
groups in therapy. We also had group and 
individual sessions with the psychalo- 
glsts ,\.I lh,< Ioqatherners spuired 
~o~npe l~ l~ve~.eu:  and cmaradzrie nlnong 
the urouc, rrvlnv tu do and ouldr, racll 
0th;. we als6 came to rely on one 
another for what we later came to know 
as peer support. We even came to under- 
stand the idea of empowerment, before 
thoughts of "~atients' righW came into 
vogue. and nktivated hfthe rebels 
among our care-givers, we established a 
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Patients' Council to deal with problems 
and erievances. 
~i friends in Occupational Therapy 

lwked into their mixed hags of devices 
and embryonic technological hardware 
and found ways for me to use splints with 
attachments to feed myseli, type, play 
games, work with ceramic tiles, and most 
importantly, put on my own lipstick. 
(Only sameone who has gone through the 

ordeal o i  having lipstick applied by an 
array of nurses and aides who "can't 
color inside the lines" will understand the 
magnitude of this last achievement!) My 
dentist iriends came up with a wondrous 
mouthstick which enabled me to hlrn 
pages, dial phones, paint, and type. The 
mouthstick remains my faithhl compan- 
ion to this day and is the device which 
carries me through the many phases of 
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my work. Accompl,shmcnt~ added to my 
validation as pemn nnd hrcame thc 
butldine hlurkr of mv cvl.r-1n81,r.?vinq 
.. b,.~,...,~.... 

lioing oome for the flrrt time cauced 
mixell r,~#oltnns. 1 way reillly lor my ncn 
stel,\ wila.l. 1 booed would I,? school. but 
I w& also a little learhl of leaving the 
ralc and stlplr,rttve envtnlnrljnll ol the 
rronb husl>.~al During my rwo-i8,ld-a-half. 
"cars ~n th* l ~ ~ s ~ ~ ~ ~ a l .  I had yuttr homeon 
kekends, gone'out with fr'&nds to 
restaurant! and ~nalls and t~ s< c films 
and attend cuncrrli, u, hu.nl( "ollt !n the 
world" w,th mv new se.1 ~rcsente<l I IU  

fears. The idea ol "beingbn my own" 
awry lrnm me Irlcucl~ who h i w  under 
stzxxl. ;and accepted 111s new me waT 
scvw O!nrr 1 wn% hack home with mv , ~ 

family, all of my fears evaporated, a& I 
got on with the task of living. 
I would like to say that my plans to go 

back to schwl materialized at that time. 
but alas. I had no income and no D~OS- 
pects. f had never heard of the ~ureau of 
hcational Rehabilitation, and even i f  I 
had, in 1957 they were not offering much 
in the way of services to quadriplegics. 
Going back to school, if i t  was ever to be. 
wnud have tu uall lur u~#c,tllrr time In 
the meanwhlic. ltfc went uo. k n k ? .  
mu?.r. l .mi l r  and la.lh bcramr thr 
bottom line 'df my existence. It is said that 
"When God closes a dwr,  He opens a 
window" With that as my philosophy, I 

pursued my "windows" with pleasure and 
enthusiasm. 

Smcc schu~l  war not in thc card$ lor 
the t:me brmg tit* travelmy I~brnry atbd 
tak8ng b b k ~ "  became my cnmptls. 
allow~nq rnc 11, read and listcn tu l.tera. 
lure great anal II(I~ so great and 
chron~cles of tmrs 1m:l and preiml 
Operd. one of m" grvrt pnwlota, had 
lnee~l n mmetime- Daitlme ueforc mv 
accident, for who Au ld  spare three io six 
Ihuurs u l  a Silturday al lm~x) ln lhstea!.~~g to 
the Metrop,l~l~r> Op'w Ibrundcmts. Ic.1 
alone stark L W  on a sere" fur a three- 
-hour stint? Now time was mine to appor- 
tion as I pleased, and blocks of i t  were 
devoted to listening to opera, reading 
about opera,and falling in love with a 
great and gorgeous tenor. 

Around this time and lor several years 
heyond, our f;tm~ly wn? expand~ng wnth 
(new inrf,ltrws itrltl nsces. I look lu  'All81t- 
$#,1('' qc~trv t~aturully. imd purpos~d 10 
bcrunlc one ul the ' world-c L+ aunts"' 
Since the tradltlunal 'aut~lmg" p%stimes 
ol teachinq the nlcces and il+.f,llrw\ to 
rtds IMPS or swtm were i rnplu~bir .  I 
crt.atnl u,nw ttew trad~tionr 01 nlv ow! 
whlch rrl~t.d on "lime" and imaglnatlun. 
t ly wheelcha~r bvranle the focal p,lnt ol 
%>me great pretr~>cltt~g that had 2- 

involved .n ' Man frutn ( IN (: I. E ' and 
"007" intriwes with the goad guys, the 
bad guys, &d the ever-pkeni secret 
code tapped out on my trusty I.BM. and 

hidden in obscure comers of the house. 
Twenty years later, the secret messages 
still surface aecasionally,as an unused 
drawer or obscure n w k  is turned out for 
whatever reason. 

Mv close-hit familv and their unflinch- 
lnq <uppr l .  undemr&d.ng and 
arreptance gave nne a real sense uf my 
vnillr il!ltl w(.rtll i ~ .  n orru,ll alla as an 
integral member of air  lamilv I was 
never made to feel that I w&a burden or 
that, because of my disability, should 
revert to being treated like a child. My life 
was mine to direct. Decisions about mv 
life were mine to m&e, and right or 
wn,ng. l w.w vllowed the lreedom tu 
tmakv I'ILCU< e.s brio$ !#ty l#)tem~ttent 
la.sotrsl~/atanlz I v~~<uentrr*d lrlendr 
andacquaintances lor whom life was not 
w. p cam1 They were the on'., wtlh "$8 

lam~llrs ur tam~i~es who, lur various 

re;rwnr. couldn't oromde the ruDDurtr 
necess& to help'them live a life 'af 
quality outside of an institution, This 
real~zal;un became an tmlx.rlant 
"k.nd<,w" that has luorncvt large in my 
34.vear odvsev to land mennlna fur mv 

The '60s atal early '711s were a lime al  
dtscuvrry nlod the lugiltnnng ol activism 
lor me Cherturcs bv the Nallonal I'ara- 
~ lee ia  Foundation (;ow known as 
~ai."nal5pinal Cord Injury ,\ssuc~at~un 
IN.S(.U j to establ~sh achapter in the 
('lev*l.!nd area ptgued my interest, and 
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seeing this arvanization as a graur, work- 
ihg fo; =hang; I k c m e  oneof t11.e 
Ioundlnq m~rnkrs ' Ih rnogI~  membership 
~n the N3( I,\. I became tnore aware of ~~ ~ ~ 

national juucs and concerns relnlng l c ,  
d l~ i l l l l l ly  Uf COUrS*, 7?00nl~)1] (;uI~'I!.!. 
bhnh I had heell C V C C I Y I ~ ~  9 1 " ~ ~  11s Ilcsl 
nttme-raphrcl tuurs. kept me .~l,rciart of 
~rbple.t%%t~r% sltd how ~od~vidua~s wllll 
~ l ~ s a b l l ~ t ~ r ~  wrrc rnanaqihq lo i v s  liver 
uf quallry and ndcpender~re. More and 
more I snw pus~bi.ltie$ Less and l e s  
ua% I wlltnu tuacceol llmled o ~ l ~ o n 5  for 
cammuni~living fo; my many friends 
and acquaintances who were locked into 
institlltion~. 
As my involvement with NSClA grew, sa 

did my activism. Because we were the 
only dlsab*lly group atoutul, our phone 
numbers h~cante the uneo tu call lor 
~nlurmal:oo almlt ~i~sal,~llhr-related 
concerns. We were called to assist 
families ol people who had recently expe. 
rienced spinal card injury and to provide 
p e r  guidance to the disabled person. We 
were asked about the full scow of life's 
circumstancw and situalions'of people 
wllh <li~.~l,.ltlws and ther f.m!~lirs 
AMntqh WL wcre ahle h, a%wt many of 
UIP I)C#IIIIU who soueltl our l l c l ~ .  Iru~tra- 
tion; ke'pt mountiniabout the'vilal areas 
01 cc,,lc&rn w.th wltll.l~ wr muld no1 I,PII, 
Accesole. nlfc.rdal,lr. houslnq w d r  
dlrnvsr non-ex.ilrttl in the I'leue.;,~sd 
area, and Ohio had no paid in-home 

attendant services. Transportation 
options consisted o l  am&ianees and a 
private tran~prtation service that cost 
$50 a round trip,and employment oppor- 
tllnitiw lor m a ~ l e  with disabilities were 
lew and far be&en 

';lccomplishments added to 
my validation as a person 
and became the building 
blocks of  my ever-improving 
self-esteem. " 

.A growing nwarcuesr about what war 
happening III other  par^^ 01 the country 
tu adrlrer?. Illrse klnd? ol orol,lert>s and 
the lrustrations about ou; inabiliw to 
help our pecq,l~ .c,~.il.ly ~~ lu l~vated up lo 
IT tu l.nd w1111#1)11s to thew COmmllllly 
!nerd$ O l r  rtnct.ss in advocatrlg 1g.r and 
gertcnq a r~n l r  cur ordonanre 11, t l t r  rrly of 
C.eveli$r~tl gave 11s a h~.~dy Ie?ltllq lhat 
work##+! toqvrhrr, we rnt8.d #v8iakc il (l~ller- 
ern? We thrrclore loc!8~crl #>or cnrryler 
00 1 1 1 ~  oruolem ol trntlrttr and home 
senice; for people with Zsabilities, and 

independent living center. 

When the independent living center in 
Greater Clrveland. Sewlces for i~t<l*pm- 
dent L~v~ng(Sll. j  u a i  hnded ulnlrr i h ~  
flehabililnttc,!~ ,\rnendmenls ol l'l7R. I lelt 
my pnsll~o!~ as board rha:r and I8ulk on 
lhc pos:l.llll uf erecutlve rl.res lor. ])"ring 
the next tve years, we o~wr>t.tl the dm, 
to qrrnter numhrrs $11 a<.ceu~blc, allonla- 
hle llc,ur~ng untta l,ruu#hl abaul a slat* 
aul,sldy lor alteo<lanr services. etlalrlrrl 
lilrpa nunlhrra 01 people wllh d isa l~ l~ l~es 
10 nchleve l~~clependenl llfe\lylr:, III a 
commlll~ilv scltlne, il l ld ~)r~!l)oted 
barrier-Ire; de~ignthro;~h cwperative 
efforts with a variety a i  local community 
resources. W also worked with local 
schwi systems and developed an inde- 
pendent living curriculum which is being 
used in  hundreds of schwls throughout 
the country. 

In 1986, a new "window" of opportunity 
was offered to me. I was asked bv 
Luther;," Ent,l,loymmt ~w\warene& 
I'rnqra~~~ (lf,\P,\P) to dtvelop new proyram. 
mlng 10 #,pen cluors to empl#?ymcnt fur 
peoplr wrlh dlsablitties W>rn~rl$ woth 
WAI: whtrh s alu, i t  ron.;umr,r. 
r~mtrullr i l  progr;xn~ wttlt ;I lbuxrd and slnll 
rrht,cl!nq a rnalorlly of d~sahlrd p ~ r s ) r > 9 .  
we ttx,k a Ibrrr-orunued artdc* lo fleht 
the Droblem of "nem~ioment by ehcat- 

ing r&vai of bar& 
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Durina my time at LEAP. we have made 
inroads ;n &ploymenl opportuttltlrs lor 
pop le  whu havr rnrvrr helore wo&rd ns 
well a< D~ODIC who Ibave I,een out 01 the 
wor!do;ce ior many years because of 
11te1r ili*id,~l~lies U&g iu~d,v~dualized and 
grolq, prrr loleracrltn#, we 11elp IlnllrOYe 
s ~ . I - ~ ~ s t r e t ~ ~ .  iawi~ l  W~III t l r v ~ l c ) ~ ) i ~ > ~  career 
ioals,and prepare jah-seeker;lo;the job 
search and maintaining the jab once 
employment has begun. Our work with 
employen centers on marketing the abili- 
ties 01 our [rromam varticioants and 
informing ;m$oyers aboui tax incentives 
available to them ii they hire employees 
with disabilities. During the past year or 
so. we have became the local resource on 
current and proposed chanzes in the 
Uork Incvnt~vrs, i l~> t l  have heen conduct- 
inq workhtrps I<, axl,l;ni~~ lhr rllanqcc 
tltrouahnut Ohlo lor rv!liulrrlrrs wilh 
disabzities and their families. 

sure. I t  has opened dwrs to involvement 
wcth narlonai, stole, and lorel k*.nli,' 
and or$;ln12atamr w h ~ h  haw twrll 
'windows" ni enllehtrnmcnt and uunclr- 
tunity Along the Gay, I have met ar;d 
worked with national and International 
advocates who encouraged and inspired 
me to face each challenge as i t  came 
along and to believe that perseverance 
and hard work would win the day I know 

not what the future holds, but I know be proud of! Congratulations on your first 
much needs to be done before citizens 30 years! We l w k  fonvard to a future o l  
with disabilities will be treated equally growth and continued leadership which 
and justly For as long as I am able I will will bring about "first-class elthenship" 
he counted among the ranks of disabled to people with disabilities everywhere. 
advocates, working to bring about 
indeoendence. oraductivih! and full inte- 
graobn for all &ens with disabilities. 

~~ ~ 

'There's a lot she'll be able 
to do without the use of  
her hands. " 

It seems the intern who told us that 
"She'll he able to do a lot without her 
hands" some 34 years aqo had insights 

an i i~ l led  with o~mrtuni t i& to grow-aria 
learn iu thnta and to the Iotllt 111d1 wa- 
~~,.l'.lea in me <lur$nq my ~,arly clllldlcnd 
111d wllich TUFI~III- me lo he lev* Ilral ~~~~~~ ~~~~ 

there is a place and purpose for me in 
this lile, I say thank you far being there 
when I needed you. 

Thanks also to Gini and the fo l k  at 
G.I.N.I. for recognizing and encouraging 
talents that I didn't know I passessed. 
They are a world treasure we should all 



Ida Brinkman 
Wife, mother, grandmother. 
Volunteer. 
Polio. Ventilator user. 

'7 learned long ago to laugh 
at myself " 

Labor Dav of '53 marked the onset of mv 
polio. ~ e i d l e s r  to say, it is not one 01 mj. 
most cherished holidays - although the 
people that I've met since then have 
added a vew soecial bonus to  mv life. 

I was diadndsed with three W&s of 
lxlllu and conlpletrly paralyzed 
rxcept lor the I>,)( l # e  011 my e l l  lnnt. I 
ww lmrhrd >mmrd>alelv and o ~ t  .I,  an 
Iron lung Twmev ~avlllbn w& my home 
lor huo years and the patients, doctors. 
I$!I~SPS. therdpisl%. voI11111~ers. c I C ,  
lwcarne an ih>l~qral p u t  ul my famiir We 
shared th* oa.n!nl moments a% "4. ns 
the happy dnes. The volunteers helped 
mat? ntlr iwcc bcnrahle l ~ v  wlrplvcnq 
enterl181tlmcnt and nldlly l l l l l ~ b  "31 by 
belnu u o ~ d  I I F I ~ ~ P ~ S  I rra #we now that 
the &&,IS, traehs, blwd tests, and oher 
badly needed procedures, a s  well as hot 
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I * ,  
I 

Ida m d  her da~tgl~tr r  (IefI) Bolll l i~ii  Bluebird ITOUP in llle 19605, 

packs and therapy, were not always loving care we received. l send out many 
graciously received.And when I lwk  belated, loving thoughts and thank  to 
back to the many lone hours a1 work. the those who really cared and were involved 
psychology and wisdom that was poured 
into our care, l appreciate the tender 

with us. 
The wards were not entirely filled with 
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despair as there was a great deal of frivol- 
ih slwh as: rnotnretraos olaced in  the ~~, . . 
bottom of iron lungs awaiting an unsus- 
pecting nurse; full bedpans hcked off of 
beds (of course, I never t w k  part in  
this!); unmentionables being hung on a 
male oatientk bed (his wife was an 
u t r e k l y  jealous woman); notes placed 
an a patient's body under a nightgown 
when said patient was due for a complete 
ohvsical. And - since I learned lone aeo 
io iaueh at myself - I remember saili@ 
downtne hail ou a gurney in my btrlhrl;!y 
suit 'Ibe hall w;ls loaded wilh VIFI~OIE MV 
sherl h;td eortr!l s h r r  .n the iron lunv 
and with I& breathin$ability being n;. 
thry s~ t~>~ ly i>u r r ! r d  i r  01) tiown !he hall 
11, a batntttl) I d:dn't speak 10 nnymw lor 
a week. bol when thev o.nned The l l l e  

1l8enl ;mcl lbrokc our $1; Ihughler. 
I remvmh*r !he whccal~a8r draq r a m  

that caurt.d itlatty a yrud rnllrse to turn 
gray. And the tl#t~e rl (new black vldQ 
lurned oll my roc klnq hed m d  wnr 
unahle ro turn it bard on She proccrded 
to lum while, anrt I t t ~ n ~ r d  lrtark! 

Thrn there was the orlrae who would 
wave1 between four patients and feed 
them wh1.r *.ah pacenl was oa! a rocking 
bed Fach lhrd wil. rockmy on a #lallrr~nt 
n c l r  The reindl w n  i t  vcrv unrwtcltr#,n- , . 
ized nurse! 
I have had to change horn a chestpiece 

to a PW. machine. I was very angry at 

first. but it has Drove" to be mv salvation. 
I ieft the hospital for home &et home 

in  August of '55 after telling a very naive 
aide that I was to be towed behind a car 
in my iron lung. She, however, got even 
with me by putting a "loaded" bedpan in 
the van I was going home In. The group in  
my van that day looked at one another 
verv susoiciouslv all the wav home! 

1 ' kcAe  a bdrn again ~Gis t ian  in 
1960, ancl thr gn,d l k rd  hns seen me 
lhrouqh many a dlfltcult lrlal H* b.?s-ed 
lur will, a good hubhy whu has bccn 
la~thlul anrl tireless I! hmn't been an eay  
road lor h.m ilu*ruvr. he ha. carracd hls 
res~n~.b~ l . l iec  admtrnhly Our rhiidren. 
Da\..d Upan, and tiunn~v. rmaltaqrd In 
en,* III, ntllte nnmnllv under llle 
Eircum'stAces. They i i t hs twd  umpteen 
housekeepers and nurses and readily 
accepted their electric mamma. Loving 
discipline was a must.They ail learned to 
c w k  and clean along with nursing 
chores. W vied to give them a balance of 
gwd  times combined with their required 
dllt i?~. - - - ~ -  

Mv len lee evenhlallv regained same 
mo;ement &d hubby j a h h  rigged up a 
specla1 shw lor my left imt.enabllny me 
lo play shulllebuorrl will, the kid$ Slnie 
we hnd an ~ron  iunn and n rcrklne hed in 

I remember a grade sehwl teacher 
wlnc, ram? It, mGl  me, planninq lo repri- 
ntilnd me lor nor at l rndln~ t'TA meellngs 
She had no idea I was allrnbic,rt Thr a m  
lad" almost fainted! I checked the mirror 
as v x m  as -he nad qulw - she !nuit 
havc ll,uughl lhnse notes I wnltr wllh n 
pencli .n mv mwth  were lrom jtllrry 
nerve? or alcr,hul~.;m Unl w at all' 

Th;mkr i c ~  thc qwd I ord, our children 
Nrned out lllle allcr all nave, our uldcst. 
presented us with two bcattl~lun grand- 
sons. He is empluv~fl by the government 

our living rwm,  &had linoieum~lwrs 
-just perfect for hopscotch and roller 
skating. 
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and res~der in Virglllta Dean works lor 
my huhhy IN, a twl and dle shop Our 
dauentrr Runnle and her nul,hv own a < 
mic;ofilming company, and they gave us 
a darling granddaughter named Amy. 

In my early years of polio I did some 
TV monitoring with a typing stick in my 
mouth, sold some carpeting, etc.. helped 
out with PTA calls, and headed up a polio 
drive. I was called upon to phone elderly 
shut-ins that lived alone to check on 
them for their families. My hubby 
coached Little League baseball games 
while I typed up the rasters. We 
attempted many small trips and outings 
successfully. 

Today I am involved in a Bible study 
group ilnd I write tolrnany shut-,nr in 
nuralttg ho,,~rs I sm an avld reader, enjoy 
11111511. alntl DIBYE. and c a m  on a lnrce 
conesponden~ewith frieids and rza- 
tives. I praise the Lard far my beautiful 
family and friends and for the great zest 
far life that He has Biven me. "~ ~ 

Life is precious, regardlw ol the 
circumstances. so count your blessings, 
keep your sense al humor, love one 
another, and hang In there! 

God bless vou. Gini. for lovine us so 
and for going to hat lor "5, encGuraBing 
and helping us in so many ways. We love 
you!! @ 

Richard Daggett 
Advocate. Volunteer. 
Polio. Ventilator user. 

"My functional limitations 
prevented me h-om doing 
many so-called 'normal' 
things, but they allowed me 
the time to pursue some 
very rewarding ones. " 

I w e d  13 on June 14.1953. A few days 
later I eraduated horn the seventh grade 
and went with my famlly on a camGng 
trip to the eastern Sierra. We got home in 
time for me to sign up for a continuation 
of my swlmming and saxophone lesans 
at Downey High Sehml At least that was 
the plan.. . Things didn't work out 
exactly as planned. 

The lint indication I had that some- 
thing was wrong was waking Friday 
morning, July 17th, with a stiff neck and 
back; not just sore but really stiff. Putting 
my clothes on was very uncomfortable. 
so I just stayed in bed until mid-morning. 
My mother called my lather at work, and 

they twk  me to see our family doctor. He 
did some tests and said I should be taken 
to the County General Hospital. At 
General they gave me more tests. It 
seemed that every time a different doctor 
came by he would ask me to tv sittine 

In the evening they did a spinitap an; 
that night my legs began to ache. Shortly 
&er midnight I started having trouble 
sitting up. I don't remember anyone tell- 
ing me that I wassus~ected of havine 
paiio, hut by now I knew that whatevir it 
was I had it for sure. Over the ned few 
hours I was started on intravenous feed- 
ing, given a tracheostomy, and placed in a 
tank respirator. I couldn't breathe, swal- 
low, or move more than the big toe on my 
right lwt.  

After three weeks I was transferred to 
Rancho Los Amigos, one of 16 regional 
respiratory centers in the United States. 
After about two weeks at Rancho I was 
assigned a physical therapist. 

The first order of business was to 
stretch muscles that had tightened hom 
disuse. Since the only things that I could 
move were the toes on my right foot. 
there was a lot of stretehine to do. Over 
the ne.rt eight months 1 wa~gradually 
wenltnl lrum the reslsralor, jnd noliotlg 
*her ll~al my trort~roilu~tl" was rlorrd 
Rv earl" sumrnrr 111 19% I had hew f~ltcd 
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with leg braces and had my own wheel- 
chair, which I propelled with my right leg. 
MY leas continued to show im~rovement. 
and iilegan to U$P the wheelchaw less 
and less .Alter tug> bpinal fusions in thr 
fall "I ICJSZ 1 0  1,a.c #!a" ~,,c,~*%L"c 
scoliasis. I was disciarqed framkaneho. 

home teach;. I graduated with an honors 
certll~cate lrom the California Scholastic 
Federation and took several college level 
science courses. 

Althaueh I was fairiv hmctional. l had 
linlitcd IIP 01 my up&, enrem~t:es and 
c u ~ n , , ~ ~ n l  to wear leg braces. M y  blqqest 
prublrm was r~b l r~c led ~)tlln,oll.try IUIIC- 
tlon tvm un my be$( dnys I had n vital 
capacity ol lew than 25" c j l  i>onnrsl Tl8i.i 
made lull-t~me employm~nl < l ~ l f l c ~ ~ l l  I1 
was IU 111y ,II~VIIII~~SC 8,) contlnur, #n a 
shared lhun~s~r~~ arr.ingement wth  my 
pvrenrs. I neerlcd l.rll, w~th  cmktnq 
putt~ng on my bra<?$, ancl I did not drive. 

It soften sad that 8.1 rlo~afs have a 
silver iil,ing l ha l  might lv an rxikygrra- 
tion, but I I I  nlv capo 11 Droved to IN tnle 
My knctionailimitati& prevented me 
Irolll tlell~tg ttlnny m-called normal' 
tln~ogs. 11111 thry idlowed nle the time to 
ourrue sumc vrrv rrw;8rdtue ones. 
' Before I had mlio, my ~ G i l y  had 
always spent pert o l  the summer in ow 
travel trailer. This is one of my fondest 

memories of childhood. When I was once ~ ~ 

ayaln able, wr rewmed thls prartlre In 
I!ri;Z my lather t ~ k  early relremcnl and 
W P  purcha..ed all 4lrsream travel iraller 

Richard presenting G.I.N.I. recognition to 
Dr. .Jonas Satk is 1985. 

This trailer was large enough to allow 
longer trios comfortabk One year we 
we& <on; from home rbr eighi months 
and covered over 23. ,IN m~lrs. 

In I1l1;4 the carb014 il!oxidr level in my 
hlcmd lxean to r . w  $1 der:ded 
that I sh&ld use a &table respirator at 

more cuttvenient w!tI~ my equipment in 
the traller than 11 would have been trans- 
Ifrring it fmm car to mc,trl rcmm every 
night. 

Behveen trips I began active participa- 
tion in our church and several civic and 
disability-related organizations. l could 
schedule a number of hours a week in 
volunteer activities without becoming 
ovrriv tired.\t varluus llmcs I b~wrl i  as 
~,rrstclent of the Mcthudsl Mrni CI11h.a 
~nvrnhrr of the D~sab.llt#es 'Iask hrir ior 
the l us  A#~gelei Wallh I'lann~nq an0 
I)evclopmct~t A#wc:y and a delegate to 
the Downcy Cwrrltt,at~ug (:ounr~l I was 
honured by be#"* vlimt~.d C ~ t v r l ~  01 the 
Year lor IOXZ and received a rru,l!~t~ml of 
commendation lrom the California State 
, -. . . . . . . , 

It sremed luyncal to dvvnte part ol my 
time i n  Kancho Lor h\m~gus I was a 
~atipnt there lor almost threc Venn and 
iived less than a mile away. I began as a 
member o l  the Rancho Advisory Council 
and now serve as an Administrative 
Wlunteer. This pastyear(1988) was 
Rancho's one hundredth anniversary. I 

received treakent there. 
Since 1981 1 have been President of the 

Polio Survivors Association, an organiza- 
tion devoted to improving the quality of 
life for disabled polio sunrivors. Little was 
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known a b u t  the late etlerts 01 p,lio 
when thc awr.ratlott wa.9 incowrated in 
1.175 We \t;,rled wllh a curv group of 
nl,oul ~1x1) rnembrrr, musly rrsptrotur 
dependent 'attrnnl' 01 Riasnltu 1.0s 
Am~qm Ihvtn): III Ir,c,$ngelw County hr 
mc,r(. WIIU s ~ r v l v # > r ,  are e x ~ e r . ~ n c ~ n c  
problems, our goals have expanded to 
include rcsearch and relerrnl ancl our 
memhershtp has gqrnull 10 lnrlude peuplc 
arrocs the I'ntled Sl;8lrs and several in 
Canada and Europe. 

I int>l~c.rd inLrea-e in fatigue 10 llw 
early 19Rlls and k q a n  osl,~): ao  vlcvlric 
whecl~na!r to redtnt. the stram urn mv 
lees. The wheelchair allowed me to 
c k t e  bam my home to Rancho 
several times a week. 

Late in June of 1984 1 felt I was coming 
down with a cold. With me a cold usually 
has three stwes: three or lour days of 
rongeslluo atid d~rcomlurt, l h rw  ur lotlr 
days 01 gradual impruvcmenl. and 
a~arlher week lo net back to n<,rmai.'lh~s 
cold, or whateve;it was, just did not 
respond to my usual treatments. After 
about a week I still felt miserable and 
made an appointment with the pulmo- 
nary office at Rancho. The way I was 
leeling i t  didn't surprise me that my CO, 
was elevated. What did surprise me was 
that i t  had shot through the roof. My CO, 
had been running about 55, which is 
somewhat higher than normal. but it had 
not given me any problems. Now it was 

about 80. My blood oxygna level had 
fallen dangerously too. Obvioucly, I w ~ r  
tnrll UrlrlnV adrouate vcnl8lat1on 'The next 
dayionceagain became a Rancho 
in-patient. 

For hvo week we tried several respira- 
tory options, at first concentrating on the 
use of a positive volume ventliator (WV) 
with a "mouth seal." I just couldn't seem 
to tolerate it. It might have worked if my 
oulmonm function had been in better 
bhape. EV& using my chest respirator 
hli-time didn't seem to help.To compen- 
sate for my reduced vent~lation. I was 
given oxygen. After much thought I 
decided Ulat another tracheostomv would 
be the best choice for rezaining m? . . .  
pulmonary health. 

This decision was not made in a 
vacuum. For several mars I had been 
what could be deserrbed as a gwd  candi- 
date for a trach. While not overly 
concerned, the doctors had kept a very 
ciose watch on my CO,. This was coupled 
with a borderline vital capacity of 900 to 
I000 milliliters (about 20 to 23 percent of 
normal). 

Having made the decision. i was sent to 
sureenr I was relieved to leam that this 
tracheheostomy, unlike my aridnal one in 
i q i l  W;L$ going to lh d;ur cndcr general 
ane\tllr<io 1 #11(111'1 IOW furward 10 a 
rel,c;lr ,,I inv varller cxnerence vl th a 
tr&heosto&y done under local 
anesthesia. 

I was released exactly rnght week alter 
being admitleri to Rancho. Tnr nrw rrarh 
and the we?&% c.n bbrd, rt,uplecl wltll sume 
u l  the lale ?flrvts u l  pollo. hnve r;mrnl a 
change in lifeslylc I have reduced my 
actlv.lie$ I0 < urnpensate lor tt~y IIIWVI 
enerq Irvc'l I way pnjhahly p t t s i ~ ~ ~ ~ g  my 
l imll i  allvww Over the w a r *  I had been 
very involved with a v$ety of volunteer 
orgdnlzalons. I neednl lo iram to be 
rl l .>rf  selc<llve alld <ul~svn.r my energie? 
fur thus? tl~~tt.s that I felt were most 
important. 

As president 01 the Fbiio Sumivors 
Association I've received thousands of 
letters from other polio sutvivors relating 
their experiences. A few individuals seem 
to be resentful a1 the advice that they 
were glvcn Years ago. 'I hey were told a, 
hr  us actl\c as pos%ihle nrtd llcw utey 
ferl that lhis advice has rausv<l thmr 
current problems. While I can sympathize 
with them. I stn>t,qly d~sagree illl;thi< 
all.It.de Evru knub~ny u hat I know now 
1 do!ll!t Ihal I w ~ ~ l l d  have done ~IIIIIUL " 
much differently I enjoyed my activities. 
They added immeasureably to my lile. I'm 
a richer penon for the people I've met 
and the things I've done. A person can't 
dwell on whatwould have been, because 
none 01 us knows what would have been. 
You just have to do what you think is best 
at the time and move on. Life has many 
challenges, but i t  has many more 
rewards. 424 
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Soley Dietz 
Wife. Volunteer. 
Polio. Ventilator user. 

'%tience and determination 
became the key words. " 

Ihc year i9 1954, and with youthful 
exul,eru!~re we are delm#811~rd to hitch 
tu a l uck  star and, tuurther. lwale the 

conqukr. O w  dreams were big, and what 
a comfortingthought i t  was, knowing 
that we had a whole, long lifetime ahead 
to make them all came true. Each and 
every day neld great prornlse as our 
varied jndiv~dueil inlerecls - goll, howl- 
~ng,churrh iart:v~t,e<,hr~d~e, Irdvrl~ng- 
were j1~y1111Iy sltare~l ei,~>whtle we st~l l  
kept .ttvolvl-d with our q,;nratr wurk 
r l ~ ;~ l l c !~g~~s  . \ h~ l l  and i~~nl. l lntonq ltle i t  
rlr,+t ctrlalnly was n all ways. 

To mark uur second heddtng anniver- 
saT,  a apccclal 8r.p bas planned. a drive to 
t l r  eastern shore 01 hfaryland lo rprnd a 
wee* w.th iamilg anrl mill! Iilr svrroc. 
picture-que Iwin~ty lll;8r o~tl) Ihc 

Chesapeake Bay area can offer. I t  was 
customary. on occasion, to enjoy a gwd  
game of "Scrabble," and i t  wasn't until a 
few weeks later that we were to learn the 
signficance of my Sam's draw - 
'"N.Y. DOOM - without yet having the 
opportunity to arrange his letter tiles! 

~ ~ 

Upon returning to our home in 
Fredonia. New Yak, I was leeling quite 
poorly and was soon to be diagnosed as 
having the old-fashioned "grippe." Within 
less than twenty four hours, though, i t  
proved to be a totally diflerent story as 
the bulbar w l i o  virus attacked mv entire 
being, and ky Sam prayerfully l&ked on 
as the doctor, in a seemingly hitile 
tllitllllcr, attempted lo a%%lrl lllc $11 

wlnolnq mv harllc tuI.ve From there. tnc 
serer nf evenr$ were rrltlcal uncs that i 
was to lei~rn ialrnt~t three weeks later. 
when I ;iwokc I<> 111><l myself wclhin Ibe 
cotblltlrr (01 dl! #run lull# pnralyw<l Iron8 
Ihc tr.ck down ano unable to w p r w  my 
nerds due to an open lrathex Prnlse 
( ix l ,  wc do, thal 'back then' they 
wcren t ul engrr l u  ~oll<ltl?r "~,ll.ling lllr 
&,I,I~'' 

'l'hta disnnl,t~ve wrnt brought about 
emreme l r t .111)~~ of anglllsh and f ~ s t r a -  
tiou aa our prujected Ives  and fulure 
drennts werv srcminqly chalrereci W 
wrrv I~rera.lv in tne throe* 01 a 'dw,mb 
day" episod;. Where i t  would lead us was 
anyone$ guess, for the doctors gave no 
hope of survival as the whirring noises of 

the anrlrnt but ever laitl~lul iwn lunq 
krpt ronrtant rhythm, enahl~ng my budy 
to colllllllle lunctlunlnq 'l'nsrc wrr? 
nulllenlds llanvwlnq moments when 
tnrt ilules" were mtctakenly lrlt i~ l rmrd. 

CdUrllls meat ~an i c  ana lnlvtllu Sam to 
keep aconst&t vigil, insmcting each 
nurse's shift on the "Do's" and the "Do 
Not's" in iron lung sunival. 

The abilih, to swallow was no longer 
my pieasur; to enjoy and after m& 
painful, hitile attempts to remedy this 
sihlation a nasal gastric hlbe became my 
additional lifeline companion lor the next 
seven months. 

While isolated in a private r w m  at the 
Bu l i~ ln  (ienerid Hospital lor over lour 
mantlts. thrrc rnrna~r>r<l wlll81n my mind 
reCllrr4lR llluuellL7 that 'thls' was nut a 
wrman&t sittation, and that "swn" i t  
u,~81lcl dl,apprar and I would be up walk 
11 #around and bredthlnq on my own 
Rrallcm b I home wile" I w ~ r  IL~rrr trans 
ferred to a rehabilitation clinic. There I~ 
was to share a large room with nine other 
"victims of poilo:' which quite traumati- 
cally allowed me to see the extreme 
severity of it all. 

Rrhaps it is interesting to note that the 
clin~c wn5 not parliculilriy ovrjuyed 
about olrening llww dcx,rs to tnls s ~ W y  
snecimrn o l  thc lrmale sender. lor the 
doctors still consideredhe hobeless with 
the capacity 01 a mere vegetabie. Sam 
had to exercise his vocal chords consid- 
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erahly, qnpping jusl shorl ol tmlrry, to 
gel nle admitted illlo thelr ihlllrr rlrcle 
I! was a ' l u rn~ l t~  miol '  our vo.~otu 
lives, and one in which our vishn w& 
later to be sharpened into areas that may 
have otherwise lain dotmant. 

It was the beginning of a three-year up. 
hill strugde, durinE which time we both 
wotlld become adcpt at ca.ling on our 
~nner strenqlh lo provide an nltilurle l l ~ a l  
wuulo hrlnv hsr6 a s e ~ s e  nf ourcx,w nlncl 
meaning t&ur ~ersanal wo;ld. A labori- 
ous involvement where patience and 1 
drlmn~nal~<,n became the key wurds, and 
' v!clur.r.s ' *ere m~aiured ill smal inrre. 
mcn1s.I he ithllllv 10 l l la~ler once ilrnin 
the art of swallokng was truly a I 
wrlrutnr accvn~pl~dhment whm once 
aKalll lwte was mtnr lu  cnloy and savor1 
..b I watched the weeks turn !"lo 

months, l frequently became discouraged 
at the seemingly lit& progress that w& 
being made. Sam decided to make a list 
of my accomplishments to help boost my 
s~ i r i ts  on those dismal occasions. The 
"iist" has yellowed with age, but its 
power sllli exlbla lod,iy irs i l  continuer to 
g~ve  me d1rc1.l1#8rt .IIIII I ) I I ~ I S ~  wolllln (my 
lllll,lllr Silll(.tllilr" <,I .,I* 

~ i t e r  nearly a& full year of calling the 
" B ~ K  '(I c .  r ( ~ n  l u n ~ ,  mv humu, and 
vlrwlnq my suurld in a r r vc r~cd  mode" I 
thnlunh i ~ r  artarhed mirror. I lcll it auite 
di f l ic i t  to conjure up enough courage to 1 
leave the security of its conlining walls. 

i 
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I t  had become like a warm coemn. and 
everything on the outside was both 
loreig and tenllying to me, leaving little 
or no desire to venture out. Many tears 
were shed while being weaned from my 
seemindv safe haven. but thanks to the 
strict and sometimescruel-like re*men- 
faloon u l  bolh nurses and aldcs. l am 
today lrre Irom the cumhenume ''tank' 
and able to lee. pecure, ~ n d  made more 
mobile through the usd of first the Huxley 
shell, then the smaller looking Monaghan 
shell, the Emerson rocking bed, and also 
the intermittent oositive oressure hose 
(used by mouthjihich i l ows  my body 
freedom to be bathed,et cetera. 

This accomplishment then provided 
me with the oppartunity to pursue other 
challenges such as daily physical therapy 
sessions, where pain was the dominant 
iilrlor whde thr~hptsra :~!lrrnpled lo 
r t r r l r l l  n ~ v  mnlloniers ilnlln, nlollq with 
uwasa,!~;l. @lrney-ridei lu  the ux,!lunq 
warm almusphrrc ol loe Hubbard lank lor 
more hciplul excn ire aesskons. 

'lhe nlort mllm'na,!ls imtd t i i l f ~ r ~ l t  act 
tmk 1~1.1.e w n  thereolrer wlleu I made 
a hl#l a!tem(,l to b,d larrwell lo nly 
trach, pruvrllllg gre.21 cnnrternatloll alai 
Icq~uns <,I i~ns(,lt l~~!g momelILc llnlll I 
mastcred the art of iieitllng with mucus. !I 
*.a lndeed a scary rlloogltl 111;tI 1 m:qhl 
ws$:hly 'drawn' tn nlv i .wt~  luices' lnls 
victojenabled me to pursue success- 
fully the art of "gulping" or "frog 

breathing' (as it is commonly referred to 
within the esoteric w l i o  circle) which 
had previously been a frustrating, elusive 
act Four IIIIIII;IPS Isn't l t m ~  perhaps lor 
most, but it ntv;mt rruco.~l llme needed 
awav lrnm brr;llf~~nn eaull,ttlent *'hen - . .  
beine transwrted or in a crisis to yell 
for hilp! 

From this paint on, each accomplish- 
ment was considered a milestone as both 
physical and occupational therapists 
tirelessly and repetitively assisted in 
awakening new interests that had been 
thought impossible feats. That uncertain 
feeline when beine first olaeed in a 
wheeichair, and nknths'later joyfully 
realizing that my tolerance actually 
extended to two hours. An ancient elec- 
tric IBM typewriter was placed over my 
bed on top a high stand, and for the first 
time I awkwardly attempted to ''type" 
with a mouthstick, little realizing the 
struggling week of practice that were to 
follow would aetuallv reveal a whale new 
i)rocittvl~vr Ill? lo it,;. 'lhe next ars  lu  
purit~e were t n ~ ~ # l l t ~ t t ~ k  lpar~t#ng (what a 
special f e l l  to slay w~l l~ ,n  l l t r  linec, and 
rcadlng a book by hlrnlllg lllr paqes wllh 
yet an<,lher lype ulrnun~rrts~nk '1:) he 
Inllou~ed lhen onarcas~un oy lhc ilrtsque 
#>lllnrtllrity nf leplinq out a 'ml,lr,rlred 
leerlcr" Itlilt llnd l ~ c n  devcooed 41 rhv 
Clinic. 

After three long years of rehabilitation. 
I was eagerly looking lonvard to returning 

to humc llfr llxe tnomentour llme 
arrived when my \om prepared 11s way 
lor u% In cnnl.nur ultr ' I~clo,  sl.lr" 
srarrll, nccompanlrrl hy .an cntuurage ni 
Int,rrssnry lwr;llhlnS eqkltl,ment. 'Travrl~nS 
was then done GIII a ''sawed I ~ I "  chacsr 
shoved into the back of a station wagon, 
where I quickly discovered how a loaf 
of bread must feel on its journey to the 
market! 

There were considerable hurdles to 
meet and overcome, such as "live-in" 
attendantlhousekeepers (tododay h o w  as 
"caregivers") and a proper, comfortable, 
"sitting" arrangement while attempting to 
blend In with our livingroom decor. The 
latter, perhaps a womanly whim. 
consisted of such usable carriers as a 
"Simman's Adjust-A-Bed" (slip cover 
made to fit fashionably at sitting posi- 
tion). the ''Lazy Boy chair" (still 
comfortably used an occasion), and the 
best find of all, a "Contoured Lounge" 
that has both a vibrator (helps keep the 
kidney stones on the move) and a heater. 
This especially has allowed me to feel as 
il I had joined the "normals" once again! 

Over the vears we've met various 
ulnlacfcs iil;attempting hr locate and 
keep agreeable personnel to ease Samb 
heavy burdens and allow him to eany on 
with oeace a! mind while at the office or 
t rad ing on business. The sometimes 
exasperating situations that have 
occurred throughout the years are far too 
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many to single out at this time, but the 
important thing we recall is that when 
one "door" was closed to us, God always 
made certain another was opened. We 
started out thinkinq that older women 
would ne more relk;ble m a  colupelrnt 
iano there were a leh lhal we sldl roluy 
as C~DFC Iriends). Huwever in lilr earlv 
'600, we were tdbe enl i~hkned whmke  
"welcomcd" a nineleetk-ysor-old tntn #>tor 
clrclc ol 1mi.y. Frc,lll t11~,n on. we'vv 
continued to be I8.t'sicd wclh a varlehr ol 

~~2 -~ 
youth, each of whom is huly an "adopted 
daughter" in our hearts. Being fully 
invoked with each along the way, we've 
received an added bonus in watching our 
circle erow to include son-in-laws and 
grandkyds galore.. . all of which rounds 
out our lives and keeps us ever thinking 
young! 

Since that fateful happening in late 
September of '56. not anlv did mv lifeshrle 
chenne, but also bur peripectivhin lwk-  
mg al~vad l o  that 'drennl' lI>nl sm s l~ l l  
thrrr watllng to hz lougl81 Y o .  wllat 
;aooearcd lo he ant rraltrlu, wm mcrelv the 

adcent& that was to tak; us to nine 
different hmne locations. Each move was 
unique in itself, providing apporhlnities 
lor me to continue to discover and test 
many hidden hlents 

It was a caring, ygrutlg lulheran pactor 
lhal uac loau;ikvtl wy cnleresl in w.l i~,q 
uhen, u p n  i!ter!uns me, ne asked il I 

would contribute a "column" for a news- 
lr l trr ne was in*lisal~llg lor our local 
Sewirke): Rnnsylvisr~tit. church O ~ l l ~ r  
nnlnrtunlllcs lo ah;#rr rmv fn~ln took off 
<dm there, as my Sam's opmrhmities in  
I,l!*lnes$ kepl [uson the f i e .  Alone 1I1e 
way therr was <,cca$.on to qradtlatr from 
llumlrcr p31nl.n~; grou ~ p ~ r t r u n l l ~  tllrvugh 
rlln>ulut!nq werkly l ~ # > m r  Ride >to<l) 
w u o n c  renlilul im ' C~~ICIC~~I' huu,ewile. 
and he a r l w  III our C ~ U C C ~  carq(vers'' 
progranl ~ l l ~ ~ ~ s c  uclnvll.ri made lca<~hle 
thro.lgl8 a iwad-dpvrotcd spenkvr l,la.fte,. 
d ~ l d  'gcve btrlh" IU acol lce~ wror,t! 
nlu~rmar group - all a1 o k ~ ~ q  lhr fvrl#ng 
(I! ~,~,,~~"cI,vc"css to ,P1"I,I 'I'IIVSC lb~l  
Irw wars h l \e  also heel! enrched 
thrdugh my involvement with the 
Laubach and Literacy Plus organization, 
as varied nationals enter my inner sanc- 
tuary and, together, we share our lives. 
with verbal skills getting top priority in 
weekly huo-hour sessions ... surely satis- 
brig my insatiable thirst h r  teaching all 
these many years! 

It has most certainlv been a full and 
challenainn 32 years fbr bath of us, and 

i t  has ailowed us to pause, reach back. 
and count our many blessings and 
achievements that otherwise might never 
have been '"if" polio hadn't entered our 
personal world. We've added up consider- 

able mileage, going through two specially 
equipped motorhomes, and found that 
ta~tl l~ftg WAS ~rnlwslble d1g.t14 lhr uay i f  
wr k<pt God iq'l'crnu~t in l l lot l~hl .  rely- 
tlls wlelv on HIIII l ~ r ~ ~ r . s I r ~ ~ ) ~ ! l h  and . . . . . . . , . . , , . 

AlIhough ##by imbs still lrlnatn lllele%s 
and my \,,la1 capaclry nil, 1 runlloue l o  
WJ*P Paclo dav win a tl~;~nkful hcarl. for 
each is an added bonus that others 
prc<l#crrd would l lrvrr be My i l ,q~~rat~un 
F wpt al.ve rhn,~~gl> two chnnorl< a 
tlrrwlnal fr.r!ndshlo w.1" ksw (:lkr$rt, and 
k y  husband. ~am:whase unique special- 
ness, in  his faithfulness to a laving 
lifetime commitment, has provided me 
with encouragement and kept me going. 

It is now mv sincere wish that this 
"reachinn mi.' will provide a bit of 
:1lstsI11 bdth l o  ll.c>se wlr, .,re free from 
d~sab~ l ! l ~e~  and cu tla,~~,, lhke myself, whu 
! n ~ l l  .cam tn slawwe n s ~ l l e  01 an 
unpredicted "incapacitation.* Indeed. 
w.lh~8 cavh of us {here ic s ula>l? y e ~ n  
iong:lls lo lr free lrorn ihlllnnlllcs" 
t:nw.lthv should he iunu.l~crd often and 
wisely sb that our earthly journeys can be 
kept in perspective, keeping hope ever 
present in our hearts, lor.. . "but by the 
grace of Gad, there go I." $6 
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Gloria Finkel 
Wife, mother, grandmother. 
Bookkeeper. 
Polio. Ventilator user. 

'Tnside I was still the same, 
but I was ireated very 
differently by others. 
However, I have found that 
people tend to accept you as 
you accept yourself " 

Today, I am 51i y e m  old, a wile, mother, 
and grandmother ;and have hnd FIN, lor 
:I4 "err* I have IIP~~B asked tu  rrflrct urn 
11sse years i r ~ l .  lurtmps, slabre thr 
WIS~I)III that has ~nvb l rd  mc to reach the 
lxlltll in Ill? uherc I am luday Aher much 
snl. scarchinq. I have reached the emhrr. 
rs-lng conclus~an that much ol mv l,le 
h a  been qoverned thy .~c:k (11 ir8lrlligt,nr 
fear or. more surrl!,~.lly, '? l l~~nl ,  lhwk ' 
After graduali~ll: I n l~u  htgl? . i v l ~ t ~ ~ I .  I 
worked irq nu FKG lrr l>tucns~ lor unc 

year, enrolled in college, attended one 
day. and at age 18 left to get married. 
I swear I didn't have to! 

My husband-to-be, Shel, was wotldng 
his way through his l in t  year of dental 
sehwl and when he had a few days off far 
sprltlg twak ur mad? lhlr matuie deri- 
stcln Olhvrs lolowed Allh<,u<h I workrd 
a1 the h<,ipltaI durtnq tne dry whilv Shel 
attended school and we lw>!l. wuaed 
nights I allulq ?quare <lancer and leaching 
fnlk ilimcoq, wlth typcal larkof qwrl 
srllse we a~cldcd to have ;k hahy -- the 
naDDlCcl d e r ~ s i o ~ ~  we C V C ~  made! Our 
be'a>titul daughter was born in She* 
lh l r~ l  year ol dental schaol 

11) l l i l ,  Shr. graduated and, called 
u p n  by hlc country lo aavr Atlarra'i 
turth wac ron~m~~~.ilot~etl a lwute#tnnt in 
the Unlled Stale, ,\I, Force Allhuugh we 
nalives of New York Clly requcsled a 
slnte-sale au,&mmmr we ne!rrthelecs 
were ?!or to Valdosta (ieor~.n..$l, went 
srnwthly lur a whlle. We evn, be:iln to 
learn the "at VP ldnquiqe nrnl le.8r1ard lo 
sleep in all Illat qtlirr 

Ale* ~no~>t l>s  I;$l*r. o u r  whulc lhfp 
chansed. l gat polio. There really is no 
way to prepare for something like this. 
To anticipate all the tragedies that can 
possibly befall us would dampen our 
enioyment of the present. The Air Force 

The hardest and most ~ i n f u l  o a t  of 
the following months w& not seeing & 
ane-and-a-half-year-old baby However, i t  
also gave I!,? 2 very 5lrong mulcvallun for 
~~ltir+!out of the lunq. I pos<hle, u I 
could eo to Warm S~rlnes for rehabillla- 
tion a<d then home I w% very formate. 
Althnuql~all in" lbrvath~ng m&clrs. 
excrl,l a mlall par1 u l  my dtaphram. 
wrre uunr. 1 was able to hrearhe cnoueh 
usinghy abdominal muscles to get 02 of 
the lung. At Warm Springs, although both 
my hands and arms remained paralyzed, 1 
leaned to walk. 

When Shel was dischareed lram the Air 
Forcc. we wcnt back to and settled in 
k,ntgomcry.Alabama. I looked strange, 
vncl jtoll do. bul now 1'1" ucrd I#> 1 1  It wns 
vev d.fficul1, hrvinq l o  adltn-r ro a new 
role in life lns~de I wa~. i l~. l  rhesame, out 
I wac trealed vrry dtllcrcntly by orhcrs. 
However. 1 llavr luund lhat people lend lo 
arcrpl you as you accept yourself and 
ouc.r the yews I have made mimy grsd 
frncnds who while not l o r ~ r l t ~ n g  my 
dsabll~ly, rrlegalr 11 to all illltrnportant 
oar! 01 l l l lr  i rnt lonshl~.  
' The fact that my di&bility is not 
always visible can create some embar- 
raSlnK slluations. Even my daughrvr. 
wnu should *now better, a,nlwuws 
IorveLr. Kerenrlv in s dn,i~lrnt.ot store. 
shgdarted into; drrssiig room, leaving 
me with my two-year-old grandson and 
calling out over her shoulder. 'Watch 
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Adam." WII. I did. I watched him method- 
ically and systematically pull out and 
spread out on the flwr even, sack that 
111s l~t t le arms could reach f&n i s  Iklrge 
dlsplny maw Menttbh~Ie, the a;s.esgjr. a t ~ l  
olner r# l i t#~mrrs  urn! walrlllt,u mr 111 

lascinated dtsbelief as I iust st& there 
with an inane smile on my face. 

People always say to the disabled. 
"How brave you are! I could never do 
that!" Yes. they could. We didn't bravely 
chwse our disability. We had no choice 
and lrankly. I dunt lhkc it. 

M) rondiIl<,n presenls iU own untque 
~ro l l len l r  Over the years, I hiwe lvilrrwtl 
lo wrllr wllll lily I ~ ~ ~ l . a ~ l ~ ~ l l y ,  I'm IrII. 
lwled It dwm't look yreal but neither 
d ~ d  my handwrilinq. I h e  ollly ~pn,l,l*m is 
convlnrlng llty I)IC-ICIIVVI flandch<ldr(.n 
Ihnl. wllrtn Ihry go to ,chool. Ihc leacher 
will l l l~nk .t udd 11. when Cold I t +  wrttoq 
Inme," lhey pull nfl lhetr %hoes aull awks. 
put thclr nolehcx,k ntl lllc ll<x,r. n l l ~ l  st#( k 
a pcnct. hetween their ia>rsl 

I lltmk thls IS a place l o  ray that 1 
mav Lx. wrllnq aboul lndrpendent 11v.nq 
1lr1rll.r lase pretences hr 1- years. l l>i,v? 
ncver had tc, he a.one. I Iliwr Il;,d lhr 
qood fortune to have a husband who has 
ilways st& by me. helped me, and 
taken care of me. In Montgomery. we just 
live day-by-day and deal with each prob- 
lem as i t  arises. There are no euidelines. 
Since my daughter is now grown. I spend 
my days doing office bwkkeeping (at 

Imnlel, reading cwklnwk, sllopptng. 
f a~ t l~ f~~ l l y  watcntny ':\I1 My Ch~ldrvn.'and 
mv fdvor~te 01 all. keeulnV one "r more u l  . 
m i  grandchildren. 

Although my general health was gwd. 
I was bothered by the fact that, alter 
several attempts. l was still unable to get 
health insurance. Findly in  1970.1 wrote 
a lctler lo tnr imurim<r cumpimy in 
whl<h I sl,ilr~l I am puralywrl. uol sick. 
nor nave I hven fur 15 years ' I sol my 

'We just live day-by-day and 
deal with each problem as it 
arises. " 

wI~N! I evenhlallv needed it. About six 
+earsago, I was t d ~ d  my WnecoloQist 
ihdt I needed a hy~lrreclomy Llecau;e ol 
my pas1 rerplraltrry hlstury, he CP~I me lo 
Hlrm~nnham lor surcerv where i t  i,ululon- 
aloeist>as called i i  liwas a tekble 

hwked UD to an oxveen tank 24 hours a 
day far the rest of my lile. After surgery, 
[be e l l  me on the ventlatur, Idbe ,n 
thruat. lhr I v r  dap  and lhen ).dnked il 
out. I lelt I couldn't brcathc. Mv Monlco- 
mery internist said to forget it; that 1.2 
been doing fine for years, so I did. 

A couple of years later, my bands and 
feet began to swell. I was told that itS a 
common occurrence in  polio patients. 
Durint the day. 1 had difliculty focusinq 1 
my mlnd and bnuld d<r,e c,fllrrqt~mti~. 
At n l~h t .  l rclt#l<l~.'I %Irrp I IlluuKht all lhis 
was D S V C ~ O ~ ~ ~ @ . V ~ ~ ,  rsuroal.!, s n ~ e  I had 1 
been told nosing ha; w o n  when I had 

. . 
wo~ened:anA I waunb UD in the hos~ital 
nnrrqenq rCX8lll  wlth pneumc,nla. 
Anuther I~I.I#IIIIIUIU~#T~ was called in and 
alter . ~ ~ t r # ~ s ~ v t ~  Irrammnn I wa, \*nI 110111e 
will) A ~ Y  bmlc pmh.em (as I sul,\rrltn.ntly 
Ik.anlro1, undewroll~l.att<,rt, ~.r,rr.rognvcd 

Thcn qmd fc>rtt~jn, rn>~lcrl a! me hly 
local neuil,illx,r had a une p~raqraph 
filler ilrttrle about Glnl Laur:e. I "honed. 
she answered. and mv life was literallv 
returned to me. She immediately recdg- 
nized my condition and put me in touch 
with a doctor very knowledgeable about 
resviratoly uroblems associated with 
poco. Sleipiests revealed that I needed 
mechanical ventilation at night. Although 
i t  does not do the best job. I chose the 
rockinn bed because I thoueht i t  afforded 
me themast physical heedom. Several 
I.mcs durioq il~r d.8~ I iurr 4 nnall 
Hanlam Krsl,iricwr lor d?rp brealhs. 
5harllv aflrr l,vu~n#a~nu this repfmcn I 
experknced a d k a c c  chan&All &y 
swelling disappeared and much of my 
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energy returned. At present. I am looking 
for an alternative to the rockinc bed hut 

L now. thank to Glnr and G IN I ,-I can 
make an informed choice. That h o w l -  
sdRe is very r u m l o r l i ~ l ~  

,\Ism very cumlnrli~tq is k~>uw~nl( that 
I am nrol alone olll tlwrc. lhat there are 
valid reasons for (and solutions to1 many 
of my proh.vms, thal lhrre are lroles- 
s~unalr, wnv care and dre wil l i l~g ID sllare 
lneir exc~rzence atal k r ~ ~ ~ w l n l ~ c ~  
H O W ~ Y ~ .  i I& learned that &e ultimate 
rc,lx,nsih~l~l) for rnv huallh I t s  wlth me. 

In the %l,lrcl u l  rhar ny.  I'd lhke to share 
my wcll-,rran~ng, wurrlru molherh rase 
advlrr ,as shc U J I C ~ C ~  me lake my first 
>lcl,s at Inme the day I returned Imm 
Wdrm Sprin~s 'He car~ful. 1)011'1 f o r ? I  10 
always wall  r lo\e 10 !he well I rt,.llly 
hone Il,ls iutotl!rrlv uclv~re lhrlos mn!wnc 
auk there: I could never figure'it out 
myself. % 
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Jack Genskow 
University professor. Registered 
psychologist. Advocate. Husband 
and father. 
Polio. kntilator user. 

"It's never the problem, but 
rather the way you react 
to it that makes all the 
difference. " 

Where was I in 1958, and how did I get 
here lrom there? 

1958 was a year of beginnings for me. I 
iinisl,e<l rtly Inst Ions slay in the hnsl,ilal 
tinrer dnrl or>t.-llillI ~ r l u r~ l l ~s  (~clclrd 10 20 
~uunrhr oarlrr l. vud t~t.unx Itlv uutslde" 
as a person with a disab;lih, My college 
cla&al Yale sraduated ;and I siarlrd hack 
to schml. 1 left my lhrolher's farm. ullrre 
i lhvednltsr irisv~~je CIIP 11<160.t11. the 
previous year, and moved with a student 
attendant to the University ol Illinois 
~drn))ui lhr the summrr. InAu#url. l 
nnclvr<l in wllh my Ihd,  and started as a 
ul~~i>clmvre at the U n v e r s . ~  ol U sron- 
w;. Mdwaukec hlosl ~mporianlly my 
It~lurc. u.le, whom I'd known as n \ l#~derl l  
tlwrse.and I had our lhrit dale Rut I~ I I I ~  

after that we made a commitment that if I 
could earn a bachelor's degree, and thus 
could rrrobablv hold a iab, then we would 
get married, liproved io be asbang 
motivator! 

To set the stage for these beginnings. 
let me backack to Aumst. 1955.1 was 
19and work.r,# at my s&mer lobasa 
hursebsrk tr~rtructar a! a strl's camp in 
central Utscuos~n. I had ro~np l rad my 
i lnt   ye;^ un rcholanhip nr Klir Illuver- 
Wy atai i luoked lownrd ro rt.tuntlnl( AI 
rlbr \O.waukee cul,url,ilo high s thwl  I 
wvnt l l r .  I had her!) sl#~<lvnl body prerl- 
dmt. lettered .n lh~lbal. and volle$haiI. 
and elected to National Honor Sockty. 

So one day I was young, athletic, with 
many friends, three more years ahead at 
Yale, with an ideal summer business, and 
what lwked like a bright future. The next 
day I was part of the 1955 polio epidemic 
in an isolation hospital in Milwaukee, in 
an iron lung, and almost totally paralyzed 
from mv neck down. In those initial 
months. I focused so much on recaverin~ 
brrotl~lnq ablllty, chat I donl'l r r rnrmkr 
really qnennq i lty pl~y%nal pornlvsli l<y 
the tlm? i w., ofit 01 l i a c .  r u n  lung and 
onto a racking bed and chest resciratar, I 
had essentially adjusted to the paralysis. 
While there were low times, most often 
the focus was positive and hopeful. 

Behveen Auwst 1955 and April 1958.1 
was in six hospitals. I remember feeling 
that in the hospital i t  was as if I were a 

baby The iron lung was ltkr a seat Iron 
w<,~nl,. lrum which i was rebnnn nealn 
lntle ittlonl O ~ J ~ U E  Almust all Our OW!, (.ace 
was done for us - turning, bathing, bed 
l,aor rvun breathing - and we wrre the 
l ~ c u s  i r l  all t h ~ r  allentinl,. 'lhe q o : ~  ( 2 1  1l.r 
h ~ s ~ l t a l  treatmen1 wnsl~'l u, IUIII~I. 111 
help me take care of myself as i t  was to 
make ~t ei~sy fur utiberitu care lor me. 
Ih~dq,nlclr~>t Ihvln): phlluwph!es in medi. 
cikl lac, ltler wtre stltl in the blrure. and 
in some places, still are. 

College was delinitely the way to my 
future, but Yale would not accept me 
back because o l  my physical condition, 
and their inaccessible campus. We visited 
the University of Illinois campus, which 
was wloeelch;lr a ~ c e s ~ i b l ~ ,  hut rehab:l~ld- 
tlon d!rcclc8r I im Nu~e~tc tl~c~!~gl.l I way 
too srverelv disnblc<l to v o  1ln.r~ vxctrul 
lor a trial summer sessioi. He did dve' 
KO", # t y  l,n,tln.r. wnlc adnce, hu;cvcr: 
slq, v ~ r h l l ~ # ~ l (  mr, and hc rcal!ctica.ly 
<lvnlall#l nv It was lmmrtanl lor hnlh ol 
US to heap 
Then Illinois DVR counselors visited 

me at the f m  and decided I was t w  
severely disabled to benelit from services 
sufficiently to gain employment. So &er 
20 months insix hospitals, living an a 
I;mn belns turned  do*^ lc,r \rrvttrs lhy 
llllnuor L)\K aenied er~rrimvr 10 1wt) 
colcQcs, were 1h.a.d l o  vl,rn! we started 
in 1958. 

So where am I now, in 1988? Lil and I 
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Jaer,willt this family, (Iefltu riyht) [.it. Ken, aocl Karen 

celebrated our 27th anniversary this year. hwd volunteer, a registered nurse in 
She has been, among other things. hospitals and apublic health agency, and 
mother, chauffeur, homemaker and my intimate friend and partner. Our 
handyperson, schwl and Planned Parent- daughter. Karen, recently received her 
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MA. degree; she was elected to Phi Beta 
Kappa, and was a National Merit Scholar. 
Our son. Ken. was in the tap 10 of his 
high schwl class, and will graduate in 
December in engineering from the 
University of lliinois; heS applied to the 
Peace Carps. My family's been an incredi- 
bly enrichingnnd enablingpart of my life. 

Professionally, l have a Ph.D. in Coun- 
selingkhabiiitation Psychalo$y,and am 
a registered psychologist. This year I was 
promoted to full Profemr at Sangamon 
State University where I am in my tenth 
year as tenured faculty. I am on the Board 
of Directors or Advisorv Councils of 
comml~ltlly slate. ~lstloltal, allll illlemn- 
tiot~;$l ~ ~ r g ; ~ r ~ t , a ~ ~ ~ ~ ~ ~ s ,  ~rocl~~dtn# cha~r~nn 
tlar Arlvlsury Cuuncll ul thr Illnos 
Departmcnl of Kehab.iitat.c>n 5ervtce.9 - 
the aqmcy whah or;qinaliv turlled me 
down for services. I dlw \%orked inr 
IUOK\ lor 12 yearc w a ps).cla.lr,#~st and 
orocr;m dlrerlur I've held eleclcd of l~res  
in &te and national professional organi- 
zations,and in 1986 was awarded a Wodd 
Rehabilitation Fund Fellowship to study 
in Denmark. I'm 52, my health is gwd. 
and I enjoy the process of my life. 

And how did I get here? The key 
elements to me are these. First, a strong 
and dependable social support system, 
including especially my family and 
friends. My family and friends have liter- 
ally been there when I needed them from 
early support in the hospital to present 
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day mainstream living. The support has 
been as extensive as living with my 
brother's family or my Dad after the 
hospital, to as simple as a neighbor 
providing a quick home repair, or a 
calleawe giving me a lift to wolk. Lil, of 
course, and the kids, have been my most 
constant support. But many popie, each 
significant at some point in  my life, but all 
providing on-going support, have literally 
made my accomplishments and my life 
possible. 

Second. the kind of persan 1 was and 
the experiences I had prior to polio 
affected the way I reacted to it. I'd had 
a secure childhood, successhl adoles- 
cence, good academic preparation. 
o~oortunities for self-initiated and self- . . 
dlrecled acl~vtly, and a ge~terally poslltve 
E P I I - ~ ~ ~ ~ P  I dltl no1 lee. clr~wrrt*lcd asa 
nrrvm lwrrure of ntv ~hvst<n l  ~ii*nhillW. r.... ~ ,. 2 

and mvsense of worth remained intact. l 
learn& it's better to do things lor myself. 
i f  possible, than to wait for someone else 
to do it for me. When UW-M questioned 
mv anendine there. for examvie. 1 called 
& lJnivers& Provost personally and he 
accepted me: 

Third, supportive services. When I 
lived with Dad, a nune from the VNA 
came Mondav. Wednesday, and Friday to 
bathe me. a& to assist with my bowel 
needs. The Wisconsin DVR paid my 
tuition, and for part of the Handi-Cab 
service that took me to and from school. 

The March of Dima, whlrh paid most u l  
my hc~spital b~lls !lot rovcred Ity inqur- 
illtre. nrovidcd mr wit" a rock8rN ted. 
r l r s i  ;erpira~crr. aral olller medi.al 
equ:pmenl 'They havr continued tu ils9isl 
: i t  ~~rovidtnq hrealhong al#lr 

E,llrlh. a univerrry rxprriellre and 
rdurnl~on isre itnporlanr .nllurnres. At 
IN-U froend, I~iulled me up awl down 
flsqllta sr,ucr herween C I ~ ~ C I  and 
w,lnt!lunrs I tt~tcla.<t rlder. lh r re  brre  no 
electric chairs then, and I was pushed 
everywhere. While I did not socialize 
much with students away hom the 
university, they were a convivial group to 
interact with and the universihr was a 
gwd  setting to get used to functioning as 
i pcrson w.ih ;B d.u~hil!ty I was admltkd 
to qraduatr ECIIIAII at lhr ('n~vefs~t). 01 
Illil~ois after wc wcru nlarr.?d, nno 11 was 
much different: almost all buiidings were 
accessible, wheelchair buses ran Lutes, 
motorized chairs and wheelchair repair 
became available. Most importantly, the 
orofessional areas of study and faculhi 
were open without discrirhinatian, aswas 
availability of scholarships and assistant- 
ships. Lasting friendships were 
established. 

One reason I decided to get a PhD.. 
ralher lhan lu  stop ill .an MA. was I 
11not1g11t thal due tu nny di-nbillTy, l would 
havr I#, te  overaual~l~ecl Igr he camDett- 
tive with able-bddied job applicanf;. This 
didn't pmve to be true; l was hired at the 

PhD. level at once. Education is a great 
eaualizer. 

Fifth, while my degree of pamlysis Is 
e n e w v r .  I ;MIL lortunate in whar is lkft I 
have rr.la~!w<l urr c a l  Imth hands. twy "ht 
Inrearm anrl b~cel,i, mv neck and .;1#1l.- 
cient breathing t& be i n  my way during 
t l s  day. (If I becumv L~#~C<)~;FC~O"C, I stup 
1,rrntl~lnq. lhesc ab~llr~cs llavc enabled 

tc, tl-r a molor~zed chaw tu lnlk and 
communicate, write and type, use a tele- 
phone, and thus to earn a living. Although 
many of my muscles are paralyzed, loco- 
motion is only one part of the body's 
functioning; the rest olmine has worked 
well, and my health has been gwd. l 
strongly believe a positive attitude 
promotes g w d  health. 

Mv sixth reason is a o rocw  reason 
SO &OUS that Its a~mbst overlooked 
Succes?f,~I :~ldependcnt llvwg IrqeLr 
more su<rc<*lt~l indrpende~n lhv~uq. By 
livinq in a I~an? ,  i t ,  ;I communlly lewing 
rhjldren in the srlanl, going la porrllt- 
rr;rltvr meetlnp, chtlrc.l~, movles, shop- 
ping, a jol,, err.. etc , ' i lkr evrryone elrc." 
une has r l l r  opporrunlry ro llar!lr!pate 
an evcrvdav I.vina. j a ~ ~ a l  aul  voc.;,r~onal 
apporGni6es de;elop either sponta- 
neausiy or through planning, and by 
keeping oneself open to the possibilities. 
gmd things happen. 

Finally. I believe that it's never the 
problem, but rather the way you react to 
i t  that maks all the difference. @ 
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Iva Sue Grover 
University professor. Wife. 
Polio. Ventilator user. 

"That's the only therapy I 
ever used - living. " 

If I were to describe the last thirty years 
in a phrase. 1 guess i t  would be. "Never 
say never? Every time I say that, I do it. 
Unconventionailv. perham. but I do i t  

TI>:r!y y r im ago I wh$ 17 and n juvuor 
rchlrolllg lo Illgll .;rll<ml I got l u l l t ,  un 
hll#,wrvn 1955 and was uncof thr vew 
l u c h  ones. i had iust bean my lreshman 

They puliedme through =severe 
case of bulbar (some say I was t w  shlb- 
born to die), packed me into an iron lung 
that I couldn't seem to get the hang of 
unl:l one ol my nurccs pumped onmy 
chest un l~ l  i did, and acquiesced when i 
insisled 1111 I can~ i t ,~  hctw lo aspirate 
myself. 
By 1958 1 had spent nine months in 

lhr<e huspltals withuut scrln)( hume, had 
a ~rvcheoslomy lor urenthng, a yastros. 
rvmy Ill, eatmq, a ionq leq brace for 

walkine, and a very supportive nehvork of 
lamily Bnd lriendr When lhlngs cot tuugh 
they advocated lor me. ung bcturc advn. 
ratme was acceolable. 'The one thine ll,.,t 
I kne; was certain in all of the uncb;- 
tainty of those serious and olten critical 
times, was that il my family said they 
would be there, they were there! 

At home I was expected to contribute 
to the family effort. i t  didn't matter 
whether I was in a wheelchair. I would get 
help when I needed it, but my jobs were 
my responsibility As I got more mobile. 
my jobs became more complex and I was 
encouraged to figure out ways to do them 
when the usual way wasn't possible. 
Mother held her breath more than once 
as I did something that lwked precarious. 
But she usually kept quiet and let me 
try it. 

So in 1958 1 headed back to Granger 
High Schwl. I found many ways I could 
participate in school activities. 4-H was 
also very important to me. 1 decided to 
hang around lor a second senior year 
since I wasn't ready physically to go off to 
college. It was a wise decision. My grades 
were gwd  and I won a scholarship and 
enough grants to finance half the cost of 
attending the University of Puget Sound 
In Tacoma, Washington. bcational Reha- 
bilitation funded the other half. 
I majored in Business Administration 

and had the support of a wonderful group 
of college friends. I smggled a lot with 

what I would do after I maduated. The 
businw world scemed~wf~,lly i,ig. i had 
always loved lihrar8rs.w I wr.nl 118 t l lr 
Srh(x,l 111 l.tl,rarinnsh.o at the L'n,vrrsih. 
of Washington. 

in 1966 1 was finally ready to meet the 
world, both physically and psychologi- 
cally For me, psychological readiness is 
as critical as ~hvslcal readiness. ll mv 
head and hr&l don't aqree, il slmpli 
won't work. I'm a lorn I,e.leuer lhnl evety. 
o!r has their own l l l l l r lur  
mr thirly year* I Ililvv cuntnt~ually 

ernm~~~lered llr in~v lnh l r  questtun by 
mednil. ~ p r t ~ c t ~ ~ ~ ~ t ~ e r s  U%y do you still 
have .I" ups!> Irach?' Thr unly answer I 
have is, because years aqa I decidcd la 
live liie lo !Lr fullest. I continue to main. 
lain a fully #pen cmrh, othenr~ss I 
c o ~ # l # l ~ ~ ' l  du anything rlsv I<, ru~$ l r tb t~ t r  to 
w l c r y  but stt and breathe It hasn't k e n  
a ~roblcm for me. In far.!. that dectslun 
may be one of the reasons I am NOT 
experie~nrn~~g t~~~rlervcntilation now 1 have 
aulr-way valvr, tllol nilows me lo 
breathe in as 11 it r e r r  oorn and out as 11 
I t  were closed, but I useit swinulvslnce 
11 181.4~~1 me quickly 

I am an avid traveler. irequently alone 
since nlanv o l  nn friend* dnn'l have the 
kne l i t  of & academic calendar. Mv first 
overseas trip was to England and scot- 
land in 1969.1 have been lo Europe. 
Mex~ro Clty, Canada. and Hawall I'm 
returning lor (;nrt91mh% in Yucatan, and 
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To do that I learned to eat and gave up 
the leg brace after surgery to fuse the 
ankle of my drop foot. Next i t  was "togo 
to work." imnically that meant going to 
graduate school,so I added an element 
that l ~ a d  #lever occurred amonq lhc, psi- 
hl l~ l~es bclore. I alu, qave up the nerd to 
e ~ l  sick and whatever !ha1 hrouchl me. It 
was in  the middle of graduate school that 
I had my last pneumonia and I have 
rarely had even a cold since. 

"We may have been 
victimized by a disease, but 
we are not victims. The 
choice is ours. " 

When I went to work, my goals were 
similar to any other young person's. An 
aparbnent, a car, a stereo, travel, friends, 
and fun. Then one day the almost impos- 
sibie dream that had been set aside 
materialized. l met someone who was 
interested in sharing my iife,and I got 
married. The goal then became "to help 
build a successful business which would 
become my husbandb career, while main- 
taining my career as a librarian." We had 
ten advenhlrous years together belore we 
divorced in 1984. 

l attained all of that simply by pursuing macher had e paint when he moi led that 
a new goal as each one was reached. less is often better. We don't have to be 
Achlally, I usually started on a new goal superhumans to be worthwhile, a lesson 
before my current one was totally I am still working on. We may have been 
complete. But isn't that how life is? My victimized by a disease, but we are not 
husband often said. 'You'll never be satis- victims. The choice is ours. 
lied." And he was right. There is always 
something mare to learn,some new chal- 

4s 
ienge, something more to experience. My 
beliefs about many things have changed 
over the years. 

One of the ways I have changed is that 
I could never abide ~hvs i fa i  thera~v. 
Recently I've beguniaking yoga, a& for 
me it is the best kind o l  therapy. I honor 
my body and I also challenge it. But 
rather than it being a regimen imoosed 
by a therapist, i t  i& mehatian between 

my first bmersault in thir&;ears (with a 
litrle IwII, Irom my lcacherj 1 1  wasruch a 
nnov:!tg rxl,rrlmcc I sat n lhc mtddlc 01 
the! Iicur and rr.ed with ioe I war alraid 
to do it, but 1 did, and I fkli full of wonder! 

So here I am '33 YCAR Idler. ~ l t l l  Irinnl- 
~ n q ,  sltl. rehid,il~!al~ng ~ u s l  as ! l~c rr iu l l  u l  
datlv Iwiru Tlaal's t l lr onlv rhcmw I r v r r  

2 - , ~ ~ . ,  
used - living. Living means change. 
Everything we do has the potential to be 
a contribution or a detriment. E.F. Schu- 
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Robert E. Hitz 
Insurance agent. Music teacher 
and instrument repairman. 
Marie-Strumpell arthritis. 

'The application o f  effort, 
spirit, and determination 
can make independent 
living possible for many 
people who might have 
been written o f f  in the past. " 

When the Rehobifitorion Cmene was 
founded in 1958, the word '"rehabilita- 
IIOII" WAF s l l l  murc u i  a hope than a 
reol~ry Fanb~ly and lr~r!~<ls 01 serluusly 
dl~ablrd cwool~ were comuassionale and 
wanted t; be'heiuful. The kedlcai people 
charged with technical care were Ceaily 
bustrated when they had done their best 
to restore physical [unction in  a patient 
but still could not send him forth into the 
world to work and play, to earn and enjoy, 
as he would have in a more standard body 
Everyone involved in the problem of 

disability wanted to help. but they were 
largely shackled by the attitudes of the 
past. "The p r  fellow has a problem and 

can't be expected to do things to help 
himself or to helo others." 

Often the uhyGical dysfunction also 
isolaled !he b&run -*, that .t was lyl,irnl 
lor a d~sabled ptrsou 1101 l o  have cdntarl 
wilh olhers whu wrrr rtrueri.ne wlth the 
same problem. This reduce; thth; sharing 
of iniorn~alinn and the mt<ulri~qPment 
gni,lr<l by snaring the succr.&*e% of ullsrs. 

Uv uwlb t l l iab l~w L I ~ d l l  lwrlllv v e m  
beidre the advent of the~ehobil~drion 
Gorr~nc I got my irst crulcht., irnl an 
accurate dlaqousl~ oi Mar.*,-(tr~~r~q,r.I 
arrhrttlr in 1Y:tX. Nu one knew hub to 
alleviate the disease, but i t  could bevery 
accurately described. The cartilage in  all 
of the jointr of the spine and hips were 
wearinr awav and s w n  the infiamed 
joints huld'be raw bones movtne 
against each other. That painiul Gage 
would end when the joinb had grown 
solid. Then there would be no motion and 
the inflammation and pain would subside. 

During the years when the joints were 
acutely inflamed, both hips and spine 
tended to draw up into the fetal position. 
The soine wanted to oull fonvard into a 
suestk  mark rxlsit ik and the hius 
would have drawn up into a seated posi- 
tian. Neither position was desirable, so I 
wore a heavy metal brace to keep my 
spine erecl, and i used traction to pull 
the hip joints down into a straightened 
position which would later allow me to 
stand erect. 

Thus, the decision was made to live the 
rest 01 my life standing erect or lying 
down but never would i t  be possible far 
me to sit in a chair again. I have not 
regretted the decision. It was right for me. 

When the acutely painful stage of the 
disease was over, I had to learn to live in  
a RiClD body, doing all things standing or 
lying down. I only travel by ambulance 
and do not leave my home otteten because 
I cannot sit or negotiate stairs. It is a very 
different life. 
I am house-confined because chairs 

and stain bedn as m n  as I leave home. l 
operate my teaching and insurance busi- 
ness in my own home where I have lived 
alone for the last 10 years. Those stories 
have been recounted in earlier issues of 
the Colelte 

Our qoaI nuw 8.i 11, recognize the great 
contribur~tm lhal thr Cnzmw has made ~n 
la :Ill wars of dedcated ri iorl lo srrvc 
the causes of ail of us as we fight to gain 
more independence, and, as the y e m  
take their toll, to maintain what we have 
already attained. 

In 1938. when I had to face mv diaeno- 
sis, prognosis, and use of crutches and 
hm;es, when I had lu  face an entlrrly 
I I ~ W  i~ fe  111 kh l rh  every iacct IS eiI~,r.ted 
I,v 111" iim~lnlion irnmsed on mv budv bv 
&is implacable disease. clevelkd a"d . 
Cuyahug.1 CCIIIIIIY were (onsldered to be 
tn thc van uf relnal,~ ilallutl rilurls Bell 
(ircve, who w& b~.icl.!!g a13 iu~ter~tillt~nal 
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reputation in m i a l  workand rehabilita- 
tion, was lighting to improve the  
Association for Crippled and Disabled, 
which later became the Cleveland Reha- 
bilitation Center. 

My doctor sent me to that group for 
advice. The interview only convinced me 
that my problem was personal and would 
have to be solved by me. The rehabilita- 
tion people could offer no road map to a 
useful life. They couldn't even point to a 
starting place. 

Obviously, the place to start is where 
you are, but i t  was a lonely leeling to 
have people who claimed to know about 
rehab rotts up dry I had never known 
aoyorle wltll my problrm but had reel, 
whal 'bed-last" mean- to an alhr i t l r  
Terror of the bed was my first spur to 
keep active and to work to limit the 

cuncesswnr demanded by my body 
IlseIolnc=- wac the second acpr t  c,f my 
rehabtl.laltan Useiulnecs maintaus 
personal pride and is essential to earning 
a living. My chief assets were the logical 
thought processes developed while 
obtaining an engineering degree and a 
wide acquaintance with people who 
could supply information on almost 
any subject: 

My physical goal was to prevent distor- 
tion of the body and atrophy 01 any 
muscle that could be exercised. 
I had some help with the planning of an 

exercise program and even muscles and 
joints that seemed less important were 
re~wlarly flexed or merelv tiehtened and 
reiixedio maintain tone: 

Part Two of my program was to find a 
way to be an useful citizen a n d e m  a 
living. Library research taught me that - " 
most achievements only require excel- 
lrnce ma ikw sL11.s awl tal<nm. lhe 
wuqhl-alter iaclttvrrnrnr needs In be 
matched 111 the ab!l~tlcs s11.1 r~s t i nc .  

I vo~l.;tdrrcd hobbles and 
iht*rrrLs fur wh r h  I still t~nd 1 1 1 ~  requireti 
nh!l~l~(.s and lricd lo enqngr 111 111~111 

My hubby skills 01 i>lilyl,>g 1n1181~81 
lnSlrUmenLs wrr?  s1,lt wlfh I"?, w I 
tauqhl II~OPIP tu iplq rinr~net and six. 
privrtely 1 V#II.I~I sllli understand 
mecllalllcal ~IPVICL.F SO I learned to repair 
ihslrunccnm in mv home Bob enter- 
prises were succ&ful to a degree but 

were limited in scope, so i explored the 
field of insurance and evenhlaliy build up 
a successful insurance agency which I am 
still operating. 

TheRehnbililalion Gmerre found me in  
1958 and revealed a whole new view a1 
disability and rehabilitation to me. i was 
no longer alone. I read about other 
people who were forced to rebuild their 
lives on a new pattern. Their way of soiv- 
ing ~'rc>l,lr~ns cave mc ncw ideas. I 
~ l r v r i ~ ~ p ~ r l  concerns for their problems 
alld IIICII soIu110n I could ask oueslions. 
Someone often had the answers 

I lclt a sense of ro~~nnnr~my wtth 1hwr 
whose $lone- I rnal am1 trlwl I<, 11~1p 
other oeoole will, rilelr ~rol, lem~. fix 30 
years ihe 'Gmene has been giving us a 
;hn!>ce 18, he part of sumethmq 'ihe 
l;nzrrrr 11s encuuraqed the new thinking 
tlkal wr can i,vcrrome lhe linlltnli#lta of 
imperfect bodies. The application al 
effort. spirit, and determination can h e  
independent living possible for many 
people who might have been written otf 
in the pessimism of the past. 

Other publications are ioinlne the 
chorus and carry:np tl,~r stlone &sage 
tu those who I I P ~  IIF~I) anti IU those who 
swnd the,, e lh>r t  Ih(.I~tnu US. Hecause 
the message of the ~ & e &  is being 
beard, there is hope where none existed 
before. 

Who lolows what this '%ice of Hope" 
and confidence can accomplish now? 



Sherry Hurst 
Volunteer elementary teacher. 
Polio. Entilator user. 

'7 try not to think o f  the 
things I am unable to do. 
I prefer to focus on all 
I can do." 

In 1958.1 was snx ycam old I I>ad I,ull,ar 
pr~lla at the ayc 01 tllrer vvlrl <~~ne!-l~all I#$ 

Octoher 1 6  My lamlly lived i n h ~ l m e .  
li.xi35, at iltr little, hut they moved lo ,an 
A,!Io,>Iu ,\pr$l 1956, ~hor l l y  alter my 
transler from an ADllelle l~c,.;l,~l.tl to 
Cc,nralrs Warm Sprln4~. I spr,nl illr, k t t v r  
Dart al the next 1-0 years at i;on?alcs 
being stretched, fittbd lor equipment, and 
tnuqhl flow 11, h ~ ~ a . ! . ~ , ~ ~  will. al. 1 1 1 ~  UPW 

rol.tr.$l,l#~~tbs i#.;r<l lor (.(.l<>r##lyl ~iol ir~g. 
ea Wa.u I Ilr-1 Iha8l WIN, I ,#red an $run 
bung for two months,'was hradually 
wr;:nvrl lo a rucktnq bed for anolher 
tr>unlll and then qraduatcd" lo a regular 
k t 1  wllh no hreathlne 4%- c ta~~re  hv (he 
time I moved to Con;ales. ~oweue;, while 
at Gonzales in December 1957,l caught a 

cold thi~t rapidly drvelcqwd imtc, p18w~- 
rnonia and w a ~  placed hack in the lrou 
Illon Conzales wa5n't eaui~ofd to handle " . .. 
resniraton, cases, so we made an emer- 
pvvcy 1r.blo the Southwcsl Kespiratory 
('t,nter at the old Jell IDavls Horlrotal ill 
l l ~ ~ l s t o n  I !hi< IIIOVC~ a few vc.lrs Inter 
and be"& T.I.R.R.). And so, in January 
1958, my family began a long and fruitful 
parblership with the people at TI.RR. 

My parents redined early on that my 
mind was going to be my mast valuable 
w e t  in lile, so in September 1958.1 
sliart~,d first qradc. However. l W.LS t~~~a l , l r  
10 attend school Sn 88, imlrrnwtt aystc.rn 
was scl un hv the i>hor.v cr~mwanv and I 
began m$academk career in'a dne r w m  

ferred t i  Austin. 1 used the intercom 
system in comhillslio~t u~rll vwtr by a 
hnns lnu~~d  t+.+chrr t w ~ c . ~  a wrrk during 
sec~~ t t~ l  hvadt. WYII*!~ I was ready a, -art 
!lord yradr. we IknrneJ ol a pilot pr<.qram 
fur hondliapped klds at an el~t~,eotl.~rv 
schm. I" Auclin. i h e  srhw. oll*rrrl 
rlacsrs slrurlured lor r~~a>tiol~;n.ly 
8rn1&~~1re<I, lor hear$!tg ir>q~;~~rt,tl, tmd fur 
tltuir uhu wen urlhul~nl~rally ~mpa~red 
. - CPs, sptna blf~aa, post -p lo ,  elc 'There 
was alar a complete phvstcal lherapy 
deoartmrnt wilh a lu l l - l~mr tht.r.+ndsl and 
a dormitory-like r w m  where anbpecial 
ed child who needed to could lie down 

durinz tlte clay The orthopedic srudenLs 
wcrc div~ded ~ n l o  two c1awt.s wtrh a 
trachrr and a lull.l~m? nnle TItvrt. was a 
1118~111111m 01 len sludmts ~n na.1, of these 
clnuer ranging across lllree qrinle I r v~~ Is  
Tl1.s was great. I could $0 to \rlax,.. 
w~l l t  ulhrr dnds, and cllll l>iwr tmy PT and 
a rust to the altarnmn. 1 ' ~  \rl>lx,l 
system also provided transportation, and 
some ol nly i~.lpl l~~.rr I!W~CIICS UI the 
Ulird alnd fon~r~h krodrs at Casls are the 
rlalrs tu and lrum 9~hcol  on !he hu*. 

This program lacked academic chal- 
Ienqe hr  i n i .  1huwr.ver.an~l in lourth 
graclr I w;c. 81 owed to qu around 10 the 
"rt,cular'' wlne lor mv ulc,al studies. 'This 
wo;ked so we1 that ihe next year in fifth 
grade I would have heen .tllo;vrcl to vrlntrl- 
stream lor even more sul,ierla bul wc 
moved l h ~ s  tcme wr wrrr rrarsl~ned to ~ ~ ~~ ~~ 

Texas City not !mown at that time for its 
advanced experimentation in educational 
pruyranlr fur the nandlcnppd. My 
pnrrnL- were llccd u l l l  ;, IIII~IIII~I~ - no 
humcbound !enchcr\ 8 1 )  bmi Caw, nu 
special ed classes in the public sfhwls; 
not ct~nt~gll rltonry to allurd privale 
Illl#ar\. IIII~ ('IIuL.~~ educatic~nsl ex],?nl5r 
on tltelr "act 11, teach me lhen~selvrs. ma1 
the dactbrs discouraged any though& al 
attending "regular" public schwl. 

We were able to work out a deal with 
the schwls where I would attend schml ~ ~~~~~~~ 

as long as my presence wasn't disruptive 
and no special considerations had to be 
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made regarding academies. Well, I started 
school and did wonderfuliv We didn't 
inform the doctors until a&r my rewlar 
rllvckup which aa* ollr (11 the hesl I oad 
r v r ~  had. I rnlnr l n c > t t > r  exhntlslrd the l l r i l  
cuu~le of week.<, hut ma~t>\Iw.~m cl,~s.\. 
r w m  educationhas the best thing that 
ever hal,l,rl~nl B, ma The intellt.>~ml 
r l i ~~1~1 la1 .u~~  ul ht.nltlny r,rrnLKt.!lr,n wtrh 
Ih~r lv  olncr kids. lor rnc corllo no1 be 
matGhed. Alsa, &e saciailzation was verv 
trnporlant. I learned I could ye! along 
wurld slrurlured lor the allle-lrodled. Not 
unlv cot~ld I eel alot>c. lh.1 I coul~l lbe 
su~cesshl. ~ k m  thictime an, I attended 
public schwls with little, i f  any, special 
corls~deraton in 'lexac Ctty, Carlsoad. k w  
rrtro,  and Luhhnrr. 'lPx.~.. hly rrmaln- 
Ine srl lc~ll venrr wcrr ltllr<l w~tlb 111- 
uqunl 111,' and rluwm u l  n rrtnagrrs lifr 

HCIIII ul pjrenlr worked h,r much of 
m" cl~tldhurd. w lndlng adeq~atr allen. 
don1 care ha% been a par! ol our l.ves for 
many y e u r  Until my )unInr year in high 
schml. we tried vnraous n>uIlr.e% inrlu<l- 
I"$ a I IO I ISP~~~C~ iltle##danl tlurt!lg !t!y 
EI~III?IIIRN ~ l . l l t ~ ~ I  Y C ~ ~ S  nll#l n ourr-l.mr 
attendant ;or rnarn;ng and wen'lng hours 
iniun~or hlgh Then the first day of my 
iult~rlr "ear n h.qh sthaul (twenty ye& 
ago lhls week). I me1 Cel~s I iu i~er re~ My 
tw~ther had conl~r led on? of Ill? Ih11sl- 
n c s  collcqes here in Lulrlnck nlr>t~t  
Ilndlnq someone who wc,#~hl I,<. ~mtrrestfll 
I" a IIYP-io p?<lliott III rrlunl IUI room 

I .--\ - f 
Is 1958, Sllerry at a lPxnr Kerpiratory Center (T.I.R.R.). 

and hoard. Celia was from 0dessa.She would get me ready forschwl, as well as 
had iust graduated from high schwl, was herself. Then,she would d r o ~ m e  off at 
leaving home for the first tlme, and high school before going to her own 
needed a place to live while going to classes at the business college. In the 
business schwl.The arrangement was a afternoon. Celia would pick me up alter 
perfect match for both our needs. MY she had finished for the dav It wasn't lone 
mother is an R.N. and, at that time, before we had become bkt friends, and " 
worked the 11 p.m.- 7 a.m. shift. Celia Celia was more a part of the family than 
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Sherryworkingritl~ oltr of her students. 

live-in attendant. Even though she is hvo 
yean older than I, Celia and I did a lot of 
growing up together. As the end of my 
junior year approached, we started 
making plans far the huo of us to attend 

college together. Celia had always wanted 
to go to college but had never been 
encouraged. You see handicaps come in 
all farms. Some, like mine, are very 
obvious. Others like the financial and 

culrtlrnl otlrs Celln had cxpenenced, are 
mnr? sul,tIe Nk bandrd tuqether. helpilly 
eiah <,tIt?r to uvrrcume thr banien we 
faced. 

My senior year in high school was 
spent preparing both Celia and myself lor 
college. While she worked to pay off 
loans she had gotten in order to go to 
business school. l tutored her, somewhat, 
in the college prep classes I was taking in 
high school. Finally, all our efforts were 
rewarded. In September 1970, we began 
o w  lreshman year at Texas Tech 
University. 

In 1971, Celia and 1 parted as room- 
mates but not as friends. We had both 
learned a lot as p:c,nrrrz t l~vt lorst y+ar. 
W were itntr ~ ~ ~ ~ r ~ ~ l n l  in the rnmp~ng u l  1 
much 01 the camuus. mo because of our 
needs in class scheduling, much thought 1 
was qivcn to the aclual physlral place: 
men1 01 rlawes. Ihe ren~a~nnlrr 01 tlly 
v ~ a r s  nr 'Ierh rons~rte~l  g r l  a itlrcrsslou ul 
live-in roommates. some who were 1 
supplemented with daytime and weekend 
relei artendanw. I rec61vr.d some Ilnan- 
cia. acsl$lancc lrom ' lk~as Hehiti~:lilalinn 
CommiS.on. hut 1 1 1 ~  lllalortrv 01 111\. 

college expenses, inclukng i t tendkt  
ml;$r~rs rcxln, arrl boanl, wcre pmcl lor by 
.il i t l~ l l r  uans and my parents A l k r  lour 
w a r s  01 t~ndcrvradualr work I rrccived a 
bachelor's de&e in ~svcholaw. 1 
returned as agraduaie;tude$and 
earned a teaching certificate in  second- 
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ary education with psychology and 
English as my teaching areas. After two 
years of substihlte work. l again rehuned 
as a master's candidate in Enelish. While 
a graduate student, l taught fFeshman 
English classes as a TA. (teaching assis- 
tant). Later. I got a position teaching 
English classes at the Lubbock campus of 
South Plains College in Levelland, Texas. 
I finished 33 hours towards my master's 
rlrror's - . >. - - . 

At ll,~s time, I am uncnnployrd. 
hnre\,er, my days are qutre full as a 
v#,lontrrr in llw i.t~bl>uck lnclrpcndent 
Srhrx,. n ia r~c t  Cel a, now Ct1:a Gllck. 
askrd me three-and.a.half ycnrs a$" lo 
curnu h e l ~  her in her lourlh-wade r w m  
by using k y  skills to work one-an-one i n  
developing reading and language skills 
with her predominantly Spanish-spaking 
students. What started as a couple a l  
hours once or twice a week has grown to 
thirty hours a weekasvolunteer chair- 
person. I am now rhaiqwrwn of the 
~nlllnlccr I,rogrnlll at 0 1 1 r  eIelllrlll;!ry 
s(.I~(xII ant1 voltlnr~er manuerr \vork~n~! 
with the chaimersons of $&en other " 
rlrrnrnWp syhwls. This past $prong I 
was "om nated hy thp Lubnnck School 
Uslricl as volunteer of 111- "ear in the 
parentl'eommunily valunte& category I 
was one of twelve semi-finalists out of 
(IVCI a ihuusil#rl nal.os$al mlrlcs. I was 
the only Texan to be recdqntzed 
Cunqrecsman Larry Combcsl presented 

me with a Congressional certificate of 
excellence far my efforb. Being avolun- 
leer is very rewarding, and because I can 
set my own hours. this position suib my 
needs very well. 

'7 live one day at a time. " 

As I have l x r n  wr~llng thus PICCL.. I have 
~ I I  se~r(.h~ng lor whal deep words of 
ix ls~~rat~un I l!vc hv and could Dam on to 
o&ers. The only &ing I ean say, however. 
tr that I live our day i t  a I.ITI~ I try not to 
Ihlnk of l l t r  ll>l!nqs I a m  ilnnl,lr I#> do I 
oreier. nltlber, tu lucus on all I c.ln do You 
know in horse racing they handicap the 
best horses. Maybe if we who are physi- 
cally challenged kept that thought in 
mind, we would change the perceptions 
of physical disabilities in the minds of 
those whose lives we touch. I don't think 
of myself as handicapped and neither do 
those who are around me. 

Celia Click 
After twenty years of friendship, Sherry 
Hurst has imoacted mv life forever. At 
first sight, I saw Shew as a severely 
1hdndroppr.d mdlvldual who had a "cry 
swrrt pr rwnnllty hlr a tme, 1 helped her 
wtth all nrr oeriunal nerds,and she 
showed me her appreciatian by showing 
me fiat she has the same feelings, 
emotions, and thinking processes as 
everyone else. Sherry and I have devel- 
ODed a wondertullv close relationshim We 
&at each other equally,as friends 
rl~ould However Snerry Is\ ~n- l~lred 
to slrlve lor grr;#trr g,.tlc III lny 11fe Sin? 
ha$ alu, l x tc i~ t  IIIV tlte s*.11s UI oiltnence. 

have helped Sherfadopi an even more 
positive attitude towards life by including 
her in my lile and by accepting her as she 
is, unconditiondlv We are both enriched 
by our friendship! 4% 
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Editor, 79te Disabilily Rag. 
Advocate. 
Polio. 

"The world needs to know 
what the disability situation 
really is and the role society 
has in keeping us 
'confined. "' 

The first piece I ever had published was 
published in the Rehabilitolion Gozene 

disabled women. The article was about 
my rcalizal.nn lhar no maller how hard 
I wc,rrrrl in my c h o ~ n  held (then :I was 
IeacI,,,,~~. I ~<,t,I,l ,,eve, Pa", ~,,#>,,uI, ", . 
money to pay the expenses of living on 
my own with a disability i realized that 
arlrly war slruclurcd in such a wav that 
I rott8rl only exre. so lac; l reallred Illat 
'uvc.ra,m.ne ' had n o l l l ~ n ~  lo do allh (tlv 
disability an; everythinsio do with my. 
wcla. econontl~. SIIIII*" 111 Il>i$ W C I I . ~  

the soc~ni awl cro$wntlr slutl~q of 
dtrah.ecl I>~<II>IV 1s vr ry  p u r  

When I wrote that article (in 1977). 
I realized if I did not get involved to 
change wclety's percepttons of disabled 
people, then I would become a victim of 
the trite but true slogan. "If you're not a 
part o l  the solution, you're a part of the 
problem." 
I wrote "The Radicalization" huo years 

alter I had became involved with the 
disability rights movement. But my 
"involvement" with the Gazette began 
much earlier ~ ~ 

I Ihad pull" whcn I was very young. 
durn? thc pull" cpldcmic 01 the early 
19'1Ur. Bcln,! dlwblcd in lhoss day- was 
very dillereol lhan .I ir mdsy;il wn* 
nnnrl, I I I O ~ ~  idlalillg lhim #I 6s torlay 

I spenr a Ira1 (11 llmr kt~q 'rehabbed 
at Warm Sprlnqs. Georyla - the .n  
place" for peopc whu had had po.1o.111 
l h 0 9 ~  days !hi< puhl~cnl~nn was c;~lIc.~l 
7"onm l r m c ~ l r  and il w o  1,rovloea as 
.a ~ C W I I R . ~  10 II>OSC WILO wvre IU 
~ t i s n b ~ ~ l y  I read 11 w,n#t., but I was not 
~wvuvtu w~th a~rablrd puupc then or ihe 
<l~sabled cc,mmunm and. since mv 
mother kept pointiig out to me Gat I was 
diflerent than most disabled people, l 
made no effort to get involved. Warm 
Springs was very important to me. I knew 
that I loved i t  there. but I was a child 
(later a teen) so I didn't understand why I 
dldn t know ahoul ''peer suppr l  ' I did 
!not hn\r d19nl,.vd pccm ill 1.t8lne 1 Iw~t ld 
11 vrry lriillltlitll( 10 \wilrll Ibeck ilntl lclrlll 

kom being a disabled pemn among 
disabled people, as I was at Warm 
Springs, and being a disabled p e m n  all 
alone - as I was when I came home to 
Louisville. 

I realize now that beinq at Warm 
Spr,nqc was imw,rli~nt 10 imp brcause I 
was wilh T r y  ( run ) w q w  there But that 
ico.allcar~ In,m ucrrs whllc at home influ- 
enced my life more. 

Having parents who believed in higher 
education was another influence. When a 
friend in college said she admired me for 
going to school "in spite of my disability" 
("handicap" in those days), I did not 
k~tuw llvw l o  rcrpbnd lHc!nq in colege 
I sd  Idtlle I<, do wlth cnmeUlinq in ns. I 
wrnl l o  collece not hecnuse I w i n  an 
overachiever~not to prove I could '"over- 

family all went t i  colleee. I t  was 
expected. 

I went to a very small college, so I was 
not lost in  the masses (a gmd influence). 
Alter I graduated I tried to get a job 
teaching. No one would hire a teacher in 
a ul>r+.lclla~r (a bad e~pcrience.,So I 
Iwrsuallnl my rlalc VK agency lo (ray Ihr 
a m ~ s l e r i  deerec (lhnl una tw~ust~al- 
in those day4. 
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were new, and we didn't have one here. 
But there were peopie (family counselors. 
social workers, etc.) who helped me 
became "independent," who did not act 
like this was an impossible situation. 

My parents were not among those 
people, but since thev had the means. 
thry s8dpporled nar fj;>anrla!.y ilnr llrct 
coullc' ul years. (Rrlnq depel,cirnt un 
UIPIII W&S anollac'r lniuenrr in inv llle > 
Soon I was teachine colleqe. hut f 
couldn't earn enough money to be tinan- 
cially independent. I became involved 
with a disability rights organization to try 
to change thines. I wanted to become 
involve8 with <he solutions. 

This was in the seventies. l remember 
readingRehob Gazettes because I had 
begun to get involved with a disability 
organization and as I read I thought, "Boy, 
those peapie are lucky They have atten- 
dants, they have jobs. They are really 
inde~endent. I wonder if that will ever 
happen for me?.' 

I became somewhat liberated by this 
involvement, but I still bought into soci- 
ety's stigmaabout disabled people, and I 
had become involved with that organiza- 
tion with the stipulation that I would be 
on the Board of Directors of the organiza- 
tion - not a part of the general 
membershia I did not want to associate 
w l t l~  il~..abl&d people 

Il*~>tember. l h.al always bfen lold by 
my famlly lhal I u.o d~llcrcnt. 1 wn, nw 

like other disabled people. So I was not 
comfortable with disabled people. l did 
not understand the "peer" concept. 

Deep in my soul. l knew something was 
wrong, but I still did not know how to 
articulate - or understand - mv feel- 
ings. There was a void, a ionel ink,  
something missing from my life, but I did 
not know what it was. 

Two things ha~oened to me that 
showed me-whai i was missing. 

First. I read TheFeminineMystique and 
I lound that women had already discov- 
ered what I was just beginning to learn: 
thw had auroblem with no name. Thw 
felian isolation, an aloneness, they 

. 

couldn't explain. They were living the 
lives society proclaimed lor them but 
they weren't satisfied. Their husbands. 
thir kids, their squeaky clean houses 
were nnt e~l#~ogh ior then) 

Chores vcre miwl,q hsr them M&ing 
der~aions. on lheir O R I ~ .  10, thcmrelwc. 
was missing. Feeling happy about them: 
selves - just being themselves (not 
someone's wile or mother) was not some- 
thing they were allowed to be. The 
FeminineMvstioue and the women's 
movement helped women realize that 
they can make choices, they should make 
choices and not let society dictate what 
women will be. what roles thev must 
choose. 
I wondered what the world would be 

like if disabled pwple were given choices. 

The second thing: 1 gave a speech at 
'&men's Equality Day in 1981.k I 
worked on it. i tried to think of ways to 
yet my atldlencc involvro wiln 111; 
dlsai,~l~!y rlqhrs movetvwel. 

I~llll;81 could 1 sav lo make them realize 
that we are like thkm: what could I do to 
' tr.+.rmmeM 111* stereotype9 ol d~subled 
peuple i knew thcy had \Vl,al <I##) they 
havr Illat made them slroltu. t l~at made ". 
the women,$ movement skone - the 
thing we didn't have? 

It has camaraderie. I t  is love for each 
other and camaraderie. i t  is the knowl- 
edge that the" are all sisters and what - 
happens to one can - and does - 
Itnl>pm lo Ib?m all Whether they are rich 
'rr px,r eduraled ur nut. they nil lhave 
been di?~.rirt~~naled ana.ni1. l l lw  all have 
been held down. Theitruggle fGr equality 
for women is their struggle and they fight 
side by side. 

In my speech I told them they needed 
to bring their disabled sisters into the 
wumcn2 movement I told them lltal 
allrabled W(IIIIPII d d no1 have t l lo~c  I ~ e l -  
lnqs  nl ratnaraderle w ~ l h  .myone and we 
"ceded it 

l'lli.Ik what had l+~ln mlslnq lrom my 
lilr arrl my worr cui III* muvemenl That's 
what u,riery Inad lakon Irom me. 

Suciety b ;~1 tough1 me that di%abled 
people wvre rube lmked dowla ,,pun. 
Il!cahl*d l rvple are helplrs. they are not 
calnl,l*. lhev need lo i,r Iakpn care of 
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they are burdens, they are of little or no 
value (except to be inspirations). 

But disabled people was me! Ill 
thoueht disabled ~eople had no value. 
then? had no val& 1 no matter how 
much I overcame! 

When I was at Warm Sorines I l i e d  
with&ople like me. ~ook  I l&!ot they 
were disabled, but I never forgot they 
were like me and 1 liked being with 
people like me.When I came home I was 
never with people like me and I felt I 
didn't fit in. (Usually the environment was 
inacceuible-so I literally did not fit in!) 

When I gave that speech. I realized I 
had some reswnsibiiitv to "overcome" 
the stigma myself. I had to put my intel- 
lect ;u;d my en,uttonr toqether. I had tu 
llntl tllst cnmaradrrw Llr ~ ~ y r e l f  nmonq 
rnv oroolr And once 1 h d .  1 knew I would 
~~~2 r ~ ~. 
be alone no longer. 

Today? Today I live in my parents 
home - not with my parents (my mom is 
i n  anursing home;my father retired to 
the lake). There is samething abaut living 
in this house that is spiritual to me.There 
were w, many trtnl, h ~ r e  and w, In 
pal" here WIII.!! I Itved lhere. I was a 
bnckmm oerson I wrllt to school. 1 had 
somewhat bl a social life, but. lor the 
~uo\t t,.~rt, when I w a ~  nomr I w%$ ~n bed. 
I dlcl #tot sl,~od tlmc n the lhvillg rmln. 
thr cI~~u,le rmm. the klrchm I rltdrl't tell 
my frienzs abaut this. 1 tried to act 
.'normal:' 

This was a place that confined me. I 
couldn't grow to maturity here. 1 could 
not be my own person here, disabled ar 
not. I couldn't live my own lile here. So I 
fought to leave. 
I have come back "home" as a success- 

ful Derson livine inde~endentlv. k i n e  in 
chirge al  my o h  resources &d making 

'3ociety had taught me that 
disabled ~ e o o l e  were to be 
looked dbwn' upon. " 

a home for myself. I have my own 
'"Iamilv:" a man I have lived with for 13 
yews.a i~vr-u!  a l tc~~dml .  my rats. 

After ilvlnq on my uwu IN, aparunents 
lor !en y~ars.  I am tlnppy t o  la lac,me. But 
it is <liHerent. I have Wkrn a pl;a.e lual 
~~svr l  181 il.tve bad, bad rnrmurcs aalnl 
lrolarwr> ala'l turned it intr, a p ace wllere 
there IS Ihapl,ine\<, where thcre 1s II~III~II- 
menl. ano uhcr? tlsre IS Surrcss. 

It< been over trtb yrilrs since I wrote 
'Ill? Kad.cal zaltun uf ('as, " A lot has 
h u p l u ~ ~ n l  rlnrr the!,. I Il.lur iuy own 
p~~bltci~tto!~. ' 1 ' 1 1 ~  LJt~(lb!lzn RUS) ll :5 a 
magmut! vre;ated out of n inrt.<l r o  
rolmcrtw8th ulnrr disabled people, to 
re? if the ls~ la t  0x1 atkd Iru~lral.on those 

of us in Louisville. KenNch felt as activ- 
ists was leit by others. It was created to 
he a lorum fo; those act6vlrls. And for 
~,ilrents uho wanr lhelr tltsnl>lrtl rh~ldren 
tc, eruw ut, unrnnflned. And lor hilrkrmm 
people w io  have to h o w  they am not 
alone, or isolated, even if they cannot 
leave their bedrooms. 

1 am still writing about the disability 
emerience. I am more involved with 
advocacy than ever before, bowing that 
those hub things need to go hand-in- 
hand: the world needs to h o w  what the 
disability situation Vuly is and what role 
society has had in  keeping us "confined." 
I think society's view of disability has 

changed, and I think I helped. 
So has the Rehobifitation Cazene 
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Judd Jacobson 
Businessman. Owner of travel 
agency. Husband. 
Spinal Cord Injury. C5. 

"One must use one's own 
good judgment in order to 
pick and choose among the 
many options that are 
available now " 

I heard about Rehnbilitotion Gozene 
when i t  was first called- Twmeyj 
Gozeffe That was in  the late 1950s. It was 
mv first -sure to a SuDwrt erauo 
ahside of k v  own famil; Bnd w& . . -, , . , \ , . , , , 

I wac a C5 <luadr~plegiv struggling ill a 
world that wac m,t arcers~blc at~d urmg 
reh~hi l i t l ion terhn~oues tnat wcrc Drlml- 
live by today's standaids. Today I am a 
s~rrr~vi t .1 i;t&s~t~es\mitn wlth pretty, 
v1v.a tlms s w r r l , ~ ~  i l t ~ t l  I w o k  III a very 
artm< uvr ullla! .I, nlv hone c,vrrlwkire " 
a g<,ll cuumu I rnxn (ivr inyat!ll very 
lucky I am 31% proud ul my>c.ll h r a u s r  
I have nrvcr r<crlvrd m y  atobr.<tlts or 

benefits from the government or insur- 
ance. 1 did i t  ail with the suDmrt and 
guidance of my family and my wife. 

Yes, i t  was tough going and still is. 
Medical care is now readily available and 
that oroblem has been solved. Mv bieeest 
probiem today is recruiting and retayGng 
gwd inursltq imt(trl~nl 81 01ghr ~ l ,  

mv wile has cleveluped rheumalc,~d arthr.. 
tlr. She s still actnc hut not nhle to ir%<isl 
me. l believe this is the number one issue 
facing severely disabled people for the 
rest of this century 
I can only take credit for having the 

oerseveranee and creative abiliN to take 
idvantage at the oppomnities A d  then 

tecph&e as orlginaiiy suggested to me 
by my sympathetic local Methodist 
minister. 

My second oppormnity was a career in 
local radio broadcasting and advertising 
sales. i t  opened the woad to me. Our 
lo<al radio stallon was aware ol my al,il- 
~ l y  in puhlic speakinq and my volcr wh~rh 
Ilad wll;#t they $;add wm gmd "tone." I 
lhatlt 1111s 11110 a h1.1-time rareer which 
oncludeo organt,lr>g nlld operattnc lravel 
Iuuri lar thr racllu sl;811011 wlt~cl, I 
escorted. Irnawnel I was a uuari in a 
wheelchair wch an attend& escorting 
forty able-bodied people on tours to 
Hawaii, the Caribbean. Mexico, through- 

out the US. and Canada, as well as 
Europe. This career made i t  financiallv 
luss;blc to leave my parenl'r I,c),Iw and 
kcorne totally independent in i t  rpcl.ally 
destened dunlex where I nrovldecl mv 
atteidant's i m i l v  with a iree dudex. 
apartment in  re&m far taking c&e of me. 

411er th~rty.r~qhl years of radw broad- 
rnslluq. I rellrcd and starled a new career 
;s a l l  cnanrr of \linneu,ta Home Llevator 
Comoany I started this company from 

public buildings as allowed by'"& in 
the state of Minnmta. We are now one 
of the top men& distributors for the 
Cheney Company of New Berlin. 
Wisconsin. 
I want to make it clear that none of this 

would have b r w  lx,*sihle wtrhout the 
love ~,,<l s,!pl"#rl ,lf Illy lathe, a,,d 
n><,!lnrr Mv tnuthrr tmk all the i,l~vsical 
care of me for seventeen years. ~i iather- 
had no medical insurance and was forced 
to pay all bills in cash. 

One of the prime factors in maintaining 
my health and abilitv to wodt full-time 
h& been my stronghmphasis on daily 
hygiene and carelul attentron to ~ k l n  
hrrakdowns and muccle ctrelch~nq I have 
aIw had an annus rheckuo al !he Msvo 
Clinic 111 Korlt?sr~r ~ l n t ~ e h l a  WII~I,;YPI 
a i w w  rrl~al>,lclal~t,n Ie(.ltr~~cl#~tl fur sp~nal 
c##rd i!qtw':r war drvcluprd. I t r ~ ~ c l  111 



take advantage 01 i t  bv agreeing to a 
shorl husp~ l~ l~ ra ton  in ~oche i t r r  to 
lenrtl how 10 ISC it ant1 eval#!alv 11s rlfer. 
Ilvrrl*ss I have nu1 alwavi ia.cvl,lrd 
every new fad because same were 
obvl&sly very experimental and could 
cause permanent damage. Once the lead- 
ing rehab physician at the Mayo Clinic 
pleaded with me to sever my spinal cord 
at my pelvic level in order to eliminate 
spasticity in my legs and hips. Today this 
techniaue has been abandoned. One must 
use on& awn gwd iudement in order to 
pick and chw& ambnfthe many options 
that are now available. 
I live in a large home which was built 

for me with a large bathrwm that 
includes a drive-:" shower and wheel- 

hic hoist oRa holley that lifts me and ~ ~ 

transports me either to the wheelchair 
or toilet. There are no steps or even a 
threshold at any of the entrance dwr-  
ways into my home. I also have a large 
whirlpool spa in the lower level of my 
home with a hydraulic hoist to iifl me 
from the wheelchair into the spa. The 
entire home has a maenificentview of the " 
golf course. 
None of this would have been possible 

if I hadn't been forhnate in marrying 
Bubara Williams of Chester. Eneland. 
twenty yean ago. 1 met her on &ipu 

Beach on the island of Kauai in Hawaii. 1 
was esrurtlng a radio travel tour at the 
llttlr itnd slal! w~rkvt l  lclr W A  ant1 ihed 
in Hawall ill? ;agreed l a .  marry me and 
open hrr gnvn lr.~vt.. ~ g e t t c ~  in ljwatonna 
Minnemrn. w l l .< l~  0.i rdtled Tcave. Hedd- 
quarter*. IIIV \Vt. have an internal.anally 

J"ddwiU1 his wife, Barbara. 

famous division called Flying Wheels 
which is for the severely disabled and 
olwrul?s uejcted tour; ni. i . v r r  lhe 
wtnld Nk 31%) d < ~  .~r lqwr!de~~! travci 
Another d.vision for ll~r iablrb~dled is ~ ~~ ~ 

called American Rail Magic Tours. This is 
a nat~onally ;ulvrrllst.d cbcortcd lour 
bus.ness ~cl,*r;~led ll~rc,oqh Amtrdk. 'TI,? 
inro~rlr 1n.m tnls bus~ncis is nos my 

major saurce of financial support and is 
managed by my wife. 

Gini Laurie has been an inspiration to 
us all. However, her major focus has been 
on wst-raiio and the aeine effects we are 

Accord ng to the h y o  Cl~n!r. 1 an) 1I1e 
srroncl lkmqest iuwlvlng quadripleqa 
aowhere. \Iv frtund. Jim w m w u  rrt 
~ichester, bhnesot'a, has the longest 
record. He is a C-6 quad which helps 
account for that. 1 am hoping that the 
professionals in rehabilitation will m n  
start similar research into the aeine effect . . 
I,!> spcn.9. c on1 lnluries. 

(ilnl l idtrtr ic a wai<iny. lnlk~ng. earthly 
Fnilll ~ 1 1 1 )  hm alreaci) enrtlett h ~ r  halu in 

hesvrl~ ller work III cwr lhves *.#I YO t m  

lor gcneratlons t88 <<,me I salute you, 
Clnt and I ltnllr tllat you enioy gmd 
health r.<ltt ~II' lo the hour and iltitu~le 01 
YoLr de~):,rlure fn,m our pi;onrt Yo81 #I<, 
no1 dva.rue any 01 the pnlo ilml sullerm$ 
111.31 yllu have helped eilevt;~te to thr lhves 
(11 lllu~~sunds ol your .~cilla~rrrs 
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Dick Jaskela 
Teacher. Photographer. 
Polio. Ventilator user. 

"From that moment 1 never 
again approached a person 
o f  authority without a clear 
plan o f  what I wanted to 
do and how I was going 
to do it. " 

Gini has asked me, and I would never 
deny Gini anything in my power to grant. 
to write about my evolution during the 
past thirtyyears. The mundane facts of 
my 24-year-old lile in 1958 were that I 
had lived in a nine-by-ten-foot converted 
sewing room for seven years, that I was 
attached to a resoiratar 24 hours a dav. 
was confined to 6ed at least 18 hours 
a day, had the use of my hands and 
forearms and little else. I was being 
supported by my mother, a nurse's aide. 
and mv erandmother. a chanvoman. Oh 
yes. tl.Ploci~l WVI~~IP J P ( C ~ C I C S  contrib- 
ulecl lnr tnt1tul1cet1l sum ul $24amnnth 
fnr my l,r<l. lhusrd, c l~~th~nq,  sundrirb, iarl<l 

entertainment. And for this largess had to 
endure the indignity of a humiliating 
monthly inquisition to assure the Welfare 
Department I was not lavishing their 
money on lewd and lascivious living. I 
had a tenth grade education and no funds 
for a tutor, and the City of Ashtabula had 

loads bwks eve& two weeks) and bv 
tearhtnq rnlyrrll to draw and pain1 1'11; 
smarlest thing I tlld during thnl IIIII~ was 
to K ( i l  have a'iY re1 in mu nxvn 

Of all my pre-polio frienhs only one 
was able to deal with my disability and 
remain a friend. In 1958 he met a fellow. 
Frank Uvena, and introduced him to me. 
and mv life was set on a new oath. Frank 
was e h i n n  strainht 'W whiie attending 
01110 I'niveally (III 111~. G I R~ll, and 
( I \~r#~tg SCIII-SI*~ hrcaks, he woud leave 
111s lrxtb<~lks with me to read. I had nee" 
a mediocre student mare interested in 
q l r l ~  and sporrs thm arad~nurs ;and had 
nu c.ue as lo the drplh 01 m y  i u~~e l cc l~~a l  
ca~dhuil~es I t l i \ c~w~rr t l  ~IIRI I ~ t n t l ~ r -  
st&d the material in the texts and that 
I could hold my o m  i n  discussions 
with Frank. 

About the same time. Kent State 
University opened a ~ e ~ i o n a l  h p u s  in 
Ashtabula. In spite of my physical limita- 
tions and working class background (no 
one in my family had graduated from high 

schwl). I began to dream about attending 
"~ll,, " 

0 

The Ohio State Bureau of ba t i ona l  
Rehab~iitation (B.VR.) was confounded by 
the seriousness of mvdisabilities and had 
no idea of how to aciuire training leading 
to employment for me. When I 
approached them u ~ l h  thr lrropsttion 
01 a l te~td~tq K w l  5t:al<,, rhc" fell 8.1 ovvr 
U1~msvlvri lhr>rl#ng ~blectluns tu my plan 
'Illev (lultclerl utlt that 1 d.d no1 have a 
l h t ~ l l  S C ~ U O .  dploma and thrl !my graclrs 
were nut .mprr.cscvc. 1 rotl.d otnly or I I I  

the whrelrhnir s r  huurr n m v  . ~ r > r l  halt 
no means of Vansportation; &e class- 
rmms of Kent State were not wheelchair 
accrswble as thry wrre on the second 
l lwr  ut an c l e ~ a t ~ ~ r l c ~ ~  bu~ld~nq: a,d whal 
cuurse ol sludv would I nuaue awl 10 
what end, and.if I manaied to complete 
the ~IU~I~S.U.III~ w~ulcl I h ~ e  rnr w i n  all 
my l im~l;~!~a~os'Tl~~~y cvncludcd lhal they 
could t~cst ill\l#tv th? reuuired 
expendituie. . 

For the next two and a hall years I 
talked to everyone I came across about 
getting the opportunity to acquire an 
education because, like Jack London. I 
realized that if I wak ever to improvemy 
Ihl IU lhfe I would have to herowe i t  bra111 
~ncrchanl. F~nally srveml 1)10111111e111 lam,. 
Ihes derided lo ,MI tllvtr rtwurces and 
flnanre ntv wl6nirt!r~n fur one year. 'lhc 
Ilnivrm~ty rcluctnntly aqccd In adm~t me 
it, a pruvlrlanal studcnt .I I c0u.d eel 



nrdical clearance 1 went to Metro Ho91,i- 
lo1 in Clt,vel;l~~cl lc,r m evaluation and 
vartually evervow tl8ere I red to dlsuade 
me lrom my dwam I ~ o n v i n ~ c d  lhcm to 
not dmm me lo ratlure belore I nnd the 
chance lo rutct!nl clr fail on my own and 
the" wntc a hal-llenrled slatc.mml lhal 
ele&lv echoed their reservations yet did 
,at diny me my ot,lnrtuniIy 

At l h~s  po~nl  I l,n(dn to InLe crontn~l a l  
tnv fnle reallrrd 11 I wrrc lo make mv 
way throueh the maze of life. l would 
ha& to .?A lo steer my own course 
tnrm that I~OIII~II~ I n e w  aqa.n 
approarh~d u prrvw of ruthoroty without 
il clear plan of who1 I wi~ntrtl l a ,  (lo and 
Ilow I was gomq lo du it I d~sruvrrcd tlvsr 
'autltorll~r\" were qrcatly rrl lrvra wllrll 
I hau a pruqnw all thouyht i,ul. w thrv 
would not lhave the reynnc~h~l l ty of 
nlaklnq romplcalnl dnslonr.  

I! w8.s #my ymd furturw 111 ,I I had an 
athlellc ruu\llt. Lee Kanra. lrll yt'nrs lily 
junlur, who I~ad just qr.tdualed lrom ll~gl! 
pchool and uas about T O  ;alleno Kent 
State. He offered to transport me la and 
ITOL~L cla,,, carry me, my w l ~ e ~ l c l ~ ~ i r ,  and 
rrsl,lralor ~UI' AMI dowl, luu  fltgllli of 
slalrs every tliw lhr n cou~le  bI vean I 
am foreve;indebted to him lor his gener- 
oclty and runt.nc~~!bg f r~ r~>d \ i~ lp .  Alter one 
term, l wasan A's!tttL.n!. oad made 
several friends, and w l s  dal~#>e A uonder- 
hl, talented woman. 

" 

My lile had changed immeasurably for 

the better, and I was already a success 
as I had ournose and direction. l did not 
dwell on'& vague goal of employment 
in the distant future; l quite happily took 
each day as i t  came and only planned one 
school term at a time. if the process had 
led to nothing tangible, my new life as a 
nonentity, i t  would have made the effort 
worthwhile. 

"Do not listen to the 
naysayers; follow your 
dream. " 

Allrr my l in t  year at Kent State. HVK 
cuncludr.~l that I wirr <alva<ablc and paid 
lo< mv tult~un. b ~ l i q ,  nod allendant c.ire 
d w i 4  the remainde; of my education as 
long as I kept making acceptable grades. 
I attended Kent in Ashtabula far three 
y m .  One year, after Lee had moved on 
to Ohio State University. I was trans- 
ported to class by taxi. The taxi driver 
was not allowed, because of insurance 
liability, to carry me into the building, so 
he would deposit me in front of the build- 
ing. l would sit there until some 
benevolent students came along and 

volunteered to c a m  me uo to the second 
floor elassrwm. ~ i ih the i i ~ o r s  of North- 
rin.*tern Ol~io w:nlcrs, wind huwlng, s n , ~  
I>lc,wiuq and lhr smperature "car rrro 
I! was nl t1!n~es rlmllenc~ne. I alul owe a 
debt of gratitude to th;mky students 
who were so generous to me. l earned 
academic and writing honors each year 
I was in attendance. 
I joined Lee at Ohio State University for 

one year. W lived in  the center of a black 
ghrllo l,rc;a!~i? 11 *ah llr only p lac~  we 
ctruld allord the lower hall of n lwal- 
lamllv house Ihr $4U a munth The clrlve 
to an> from Columbus became too 
arduous, so the following year Lee and I 
transferred to Kent State. Our standard of 
living improved dramatically as we and 
two friends rented a winterized cottage 
on the shore of beautiful Lake Stewert. I 
earned my BA. in  1967 and my MA, in 
1968. 

The six wars I swnt attendine several 
untverrlt~es were wund~,rll~l ymrs of 
gn>*.11, rvilh the dory ot bu~lrltng Ir.r!al- 
sl~~i's, 1 1 1 ~  ~ p i t ~ n l  01 .oslng Ir.cnushlps, !la. 
tnr8I. 01 st~c~'ehse\ l l ~ e  ~ a l i s l a c l ~ ~ ~ ~ ~  <#I 
a ~ c u m p l ~ r h ~ ~ . r ~ ~ l .  tmakt#nq m~stakes thal 
hurl loved uln!i ( 1 1 ~  al(ony of ult.ch sliil 
haunts me tuday, Rtll 01). lhr g ~ x l  clmes 
I;cr nucwetqhcd the bad. mrl I *.cn~l<l 
eagerly no 11 al. aqaln 11 yl\rrl the cllarlcr 

\ I  1 1 1 ~  01 .I.(, lcarhlnq c lwes dl 
Kent Slalv Asltlid>t~l.) where I hcgan my 
rdtral~url. COIIII*I.IIII~ \It~denls, iemm)! 
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on committees. and writine articles 
hw;arnr regular events in my ruttlbne My 
m a 1  ltie ton,lsted of mak~ng fnrnd- 
sh~ps, dat.n<, atlendloq plavs, parllr9. 
p~cnics concerts, oances, and many 
evenings 01 < r~n~u l ;~ t~ l~q  ronvercllionr. In 
add<l#on I becit!n* 111v0Ived in polltics by 
<l#recl~rbg lwol ra!nllniec,s and cnnlribul- 
tllv whatever I c8,!8l#l i c ,  slitle ;and nallonal 
c&d!dates I belleved in. I also served on 
lhe Board of the Governor's Committee 
lor the Hmdi~appetl and gave I lKc  on 
~ p r o l ~ l r ~ ~ ~ s  01 the ddwblrd lo the n<,nd~s- 
al>lr<l nud talk? to the disabled and 
served an ih; Mayorb Advisoty Board 
See~oq that I lhl !he r e i ~ n  01 a,ay .11? 

I m y harxl, 1 ~ 1 6  c1drai 10 IIII~ uthl (1 I 
had anv buc.nccs arurnrn and ennand in 
lour bisinesses in ten vears: a sekce  
station, an auto parts store,= health club, 
and a photography studio. Only one was 
barely successful, so I concluded that I 
was not endowed with talent lor business. 
Being a prolessianal photographer was 
the most rewarding.My life was full, rich, 
and satisfying. 

From the discontented man living in a 
nine-bv-ten room being s u ~ w r t e d  by my 
muIhc;, grandmuthcr,~nd~eliare I" 
llvlnq alone n my uwn home (the only 
hous? ~n Ashlahula I wanlea). heme sell- 
$"~~x l r t inq  and cantrihutinqto s0cTety . .  . 
has 1,rro au rrrlrillg jottn&y I take <me 
1,rldc i n  my . I C V C ) ~ ! ~ ~ ~ ~ I ~ ~ ~ ~ , ~ ~ I ~ ~ S  d r ~ l  III the 
,,,n,,,,er I ha"<, c<.,,<1,,< tc,l L,," I t f *  t1as II,? 

Dick L W ~ I B R  111s van l i f t .  

experience brought wisdom? Well I have 
learned a few thinqs that I would like to 
pas5un. Do not islcn I<, the naycayerr. 
lulctw your dream Ii you lail nl 1.ril. pick 
uo the i,ieres 01 vow "ride aocl slnrl . . , . 
aa in  with a new endeavor. Do not shy 
abav fruru askonl: lcrr nwalancp whrn81 
t i  truly inrrdrd, uul never ark lor help 
when .I is not ahr,lulcly necemry hnd 

a cause outside vourself that vou can 
contribute to o h  person vaican helm 

tude and things: good people, and 
good fortune will gravitate to you. 
Simplistic? Perhaps, but i t  wo*; it 
worked far me. .iig 



June Isaacson wr,rlll ol thins$ I could s?!lll away lor, and rtrunqly impreued upon her that her 
pirrrs bI education that 1 cm~ld ~ C ~ U I I P  allllllde toward nor wt)!lltl be the most 

Kailes 10114 I,rlure mv ppen I1 I n l~ ly  had n ~t~qx,rtant thing ol i l l .  ' Whrn you 11nt 
coml,ulrr buck then I woultl llave bern ci311.e humc fmm the Imcl,rr~tal 2nd th8n.c ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ - -  = ~ ~ -  
lighiyears ahead! 

Director of independent living seemed so tenuous ... the nurse used to 
At the end of second grade I was trans- say to me that my attitudes and thoughts 

center. Advocate. Wife. lerred from a "special school" to a would be the most important things for 
Cerebral palsy. regular public schwl. In other words 1 you to grow with. Her words were: 'I1 I 

was mainstreamed (but the word hadn't Dlanted wtataes. l would w t  wtatoes. 
been popularized yet). This transfer was but if I danted flowers, we"wduld eet 

cysertjuene, is a suru,uol ih~t~at '~ l  by d WIS'. second srildr Ivorher flowt-1s.' \Ye got Ilowr,rs: 
and not hy my ~mnnts  u l ~ .  were apprr. .>Iw o11vn l ~ ~ ~ l l ~ ~ r t d  my lathvr's restroc- skill when one / / I J ~ S  with henclve ~IBOIII S L I C ~  a mow I (II~I nut IIY* imcl slrune over-nrotrrtovt Iranlnvs. 

significant disabilif)! 
because one is constantly 
conh-onted with 'you can'/ 
get there from here.' " 

In 1958 my role model was a young adult 
in my neighborhood who had CP. He 
combed the neighbohwd going house to 
house selling pencils. In 1958 1 was nine 
and I knew beans (shit!). The diflerence 
between now and then is that I didn't 
h o w  I knew shit and now 1 know. I 
thought I knew more than my peers 
because I learned to type at the age of 
eight as a means olcampensating for my 
motor loss which greatly slowed my abll- 
iQ to write. This opened up a whole new 

receive a!,). counseling prrpnral8on far 
s ~ ~ r l ~  a itlnvc, thus all [my tears. ~pprehen- 
.;lur>s. hurlr, and i,lIlrr rea, t ~ t ~ n s  were 
nwsr vrrhal.te<l, it thuuqh lhe" were 
prespnl in m.xt.y 01 my trot~i,lrrl tl~ut~ghts. 
From Illen on througn h,ql> r r h w l  I had 
IIO cr,lllact ulth other, u111> hod dlsah~li- 
tlrr I Ibelevc 11 wmll<l h;>ve bccn he1~~1~~1 
to have had friendships with other k;ds 
with disabilities, just to share some of the 
unique experiences that no one else. 
including lamily could really identify with 
or understand. In 1966 1 wrote a telling 
line,'At this time in my life. I am mare 
certain about my limitations than my 
abilities." 

My mother was always the more liberal 
and permissive parent, thus I would have 
1~ glvc crrdll tol lrr Ibr my early ntovrs 
tuuard .ndrl,rr>rlvr~vr 

Uuole II(IIII rn~ther. "We tmk esrh Jov 
as ii came? She rememben that i t  was ' 

I see my learnrne how to drive as a m$or 
turningpoint i n k y  seeking indepen- ' 

dence. l secretly feared that I could not 
drive and i t  was urgent that I find out 
whether the fear was valid or not. Hence. 
the day I turned sixteen 1 commenced a 
campalsn to try 10 #L.I my dr.ver's license. 
I h15 wna ll;lrlv clvnlt (1 by my lnlher 1 was 
Imnt~v \I !!liar potnl. mv mother ilal 
umw!ll.r#4 lor wh.ch I shall l,r rlrrnallv 
l(mltl~#l Sne scnsed the ~ I T ~ ~ I I C V  "1 my 
ovvd and Ferret.). look lllr lor drlvnq 
.r%wns. mmetlllles !119111q a p~ r t~ t> r l  of the 
grocery molwy 11, htod  the^^ Ic%wns. I 
uhtn i~~rd  n .icrr>$e w ih n l h r e ~ m o ~ ~ t l ~ s  

It was only after I got to college and 
beyond that I felt the camaraderie and 
special support that comes with sharing 
feelings and experiences with other folks 
w lh  d~sah.lcrie* I ll811>k h r  me 11 proh;d,ly 
would llilvc tlcrll l>vll,lul 11 lhpre hnd Ibert~ 
more <III*II rummun~cat~on nhout lny 
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disability as I was growing up. I t  would 
have probablv forced me to learn to deal 
wllh !my lecliqs awl people\ q~~estic>~tr 
a1 carller ogr It would h.tvr (prollnl,ly 
alw helped ~u bc so~~~ew la t  otl,>rr 
tuscranl rat lpruplv who starwt 

llclorr polnq away ~oct>l.c-ge. I only 
sllpcrln.~a.lg accrlrt?a in" ~ ~ ~ s ~ l b ~ l ~ y  In 
most \Illla1 on- I nr l t~o ly  rlencd 11s 
e\lrlenLe alla I,ecam(. lru~lrated nlltl 
anlluy~d hllr~l nn"une drew ,111r,~11~.11 10 
il I llaa rotlvtll#:ed myself Illill I! WAS 1101 
I~UIICCR~I~ ilntl. Ihcreforr II was t l ~ i l ~ r I ~ .  
lnq wllrll sonlrnnr re l~r r rd  tu ir In 
c rmclllvry and ll~glt ~IIIWII, acrlnq as  11 
my <ll.;nb~l ry d.d 1.o1 er.rt sometme- lelr 
mr wllh Irrllnqb ell i!blcr ur4ty and leilure 
lhrraucr lois .ICI\ f srll-aecrplloo w.n #lot 
illwavc rwvtrlrlnq. I haled and rrs?#wd 
pruplP who wullld slue dl in?. . t ~ ~ d  I 
thl,uqllr thry werc ~ncon\~deratr .~nrl 
crue. I u l lm uanled 11, rrlal~atv ~n some 
oun;alun,! Imn8oo and w,naertmrs would 
act this &t to embarrass the starer or at 
In* wry  les t  retuna 1 1 1 ~  r ic) stares. 

I never a:an~i%rcl nly d~sabll ly herause 
uf my strotbq i lrs~rc ro be accepted 
treated eqttally, and considered ' imnnal " 
Sucalyb nlrsayc. wac clenr i c ,  rmr Illat 
thls slalttr uuula not he gwru lo anyone 
w.lh ;s 11 rablllr): I lelt that o , l v  bv mert. 
illq al.8ndnrdc which I c ~ ~ t ~ s ~ # l e r e ~ l  tube 
tl l#ar dl nnrmally," rr,t.lri I lolally be 
nrrrpled hy 1l.e worl~l 

leqc was r hlt rwm~ny expertene* 

for me, a period of real self-exploring and 
identity building. The decision to leave 
home was mine. Parental reaction 
followed its usual pattern with my mother 

June i n  1953 

saying, "Go," and my father warning 
about the competitiveness and horrors of 
New York City The separation was untrau- 
matic. For the first time 1 was not l i v i n ~  
under the shadows a1 two $rry verb,>l- 
and communily active lparc#lts I lhrramc 
me and not m-ib!al-*>k ~lauchlrr, rhc a r l  
cveryonr i~dvr~nrrd and resp~cted lor her 
arllievrrn*ori, bur rhc girl bhnm few 
rrnlly knrw 19, tcuk the !!me to snow 

My c<,llagc years changed my leeilngs 
and ~* l I -p r rc tp t#un~ about me awl iny 
diqobtlty Stepplnq lntu pos~rioor c,f .r;xl- 
t'rsntp in colleqr a.u, helped me lo learn 
uhu I uec and what I wa. rapal,lr r,l I 
avoiaetl. at l l rs l .  ?xtrltrlv* cr.vltuct wllh 
students who had dlsablilt~es as I leared 
such relationships might be stigmatizing 
and imprisoning and I did nd want to be 
considered one of "those." Gradually I 
develooed friendshios with students who 
had diiabilities andbegan to realize that 
my de#li.~. # n . y  rrr#llt*cl in pulf~nq a srri~tn 
,>,I ,,,y*t.ll d,VI "1s ,,,lcrp",mnal ,elat:#,,,. 
si~tps Supprcrclng lhc realit" $11 tmy 
dlsabll~ry only led to prilalerlt nlnrl e x a t  
grrated Ieelill(s (11 li#~lure and ~nler~oriry 
By llnl ~p~rllllltlll): myself to loin in actlvl- 
I#?\ wllll 01ll~r people wllh d#~dhil.lhs, l 
rr~nlurcrd a io r l  01 scll-:mposed marginal 
IIPIIIK, nr,r Iu ly belonqinq lo eilhrr gr~111). 
people with or wirhnul i l ~ s i s l ~ t l ~ l ~ r ~ ~  
'hrough conttnuc<l lrtn><lsl>tp ou~lding 
ana eventual diltlnl! "I wmt studenlr 
with disabilities. I ievelaoed a clearer 
~~tal*rrhnd.ny of them and. I l ~ r o ~ ~ g I ~  
Ihtm. a bcrter undersle~nl~ng 01 ~nvsell. I 
learned lhar mv del$lnl ; ~ o ~ r l  concealment ~ ~~~~ 

were not answ;rs to really coping with 
disability. Only through a realistic recog. 
nition and evaluation of my disability, and 
integrating i t  into who I was could I truly 
accept myself and ascertain my identity 

Leaving New York for California was 
another major milestone. Leaving New 



Yurk meant leav~nb! many close lriend- 
shlps, male and femalc It meant leaving 
peo!,lr who could be reiled on lor many 
Iml,l,y ruc.al acliv~lles and support when 
~wridnal dtllicut~cs arose. My parenlr' 
renctwnc agaln lolloued ihc usual 
pallrm.kith my mother saynd. Uo your 
uun thlnq.' and my lathcr ~ssunng earth- 
quake Itre. smug, muu s ~ d c  ana treeway 
warnlngr in h.s uwn luvlllq wdy 

l'l#mqc I ue leorned or ,a) I ,n$a~d words 
01 wt\uom. A%<~rlne$te%< IS a surv!val 
skill !%hen one l~vrs  wltll slynllicanl 
dlwl,~ltly, Wcausr un< Ir constanlcy 
cunlrontc,d w.th 'you can'l get ilwre from 
hcre." I:,u nerd a, lee1 lllle illxblll 8sklny 
lor what you need. 

When one lives with disability, peer 
suooart is essential because no matter .. ~ ~ ~ ~~~~ ~~ 

how ewd "our lriends without disabili- 
ties &, thky cannot truly understand the 
total experience unless they have been 
thew - 

In terms of disobilitv riehn: The sober 
ihg part a that .t I.; piinltilly slow, 110111111g 
lhappens overn~qht I all, llnr ttnl)nl#~.11t 
Qpe and hernure I kllow that lnle is short 
th s rnall-lvarr81 proqrcss 1s lrustratlnq. 
Only ula.!~ I lu d back ten y c u ~  can I gee 
inkltng~ u l  pruqres and how many sels 
01 lr!l yearsare there 11, oltr i  Ill?' 
PI lurce myse.1 in  look ,+I lllr I,.# 

~ t t c l t ~ r ~ , ,  enerw i\ #lo! II~~IIIIIC. ltnw is 

"ncapturable-but i t  can be planned. 
therefore i t  is imperative that energy be 

Junewith her husband. 

focused on activities that get the biggest 
bang for the buck. I used to think nothina 
abo& spending hours lwking far the best 
deal no matter how small the item! 

We were all told that. "When you get 
older you can't do as many things as you . .. . 
could do whwt ~ I I  WCIV VOIIIIYI.~." but 
mitt," 0 1  18.; tlltl~l'! (4p~(.I lllal would bc 
exayderalrd tu a v a r t w  ul ucyrees when 

we have lived with disability lor a gwd  
portion of our lives. Given this emerging 
reality 1 feel that one shouldn't put oft 
what one may not be as capable of doing 
as one gets older. Don't put things off like 
vacations, enjoy them, and take them 
frequently - especially those that take 
"high energy" #i 
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Todd Keepfer 
Teacher. Husband and father. 
Polio. Ventilator user. 

"Dr. Anderson left me 
with prophetic advice, 
'Todd, your most important 
consideration is your 
breathing, and it will 
always be. ' " 

This fall will he my 25th polio "anniver- 
sary" five years short of the 
Rehobilltotion Gaefteb 1958 debut. 

Nineteen fifty-eight was a very good 
year for me. I was a junior at Penn State 
majoring in zwlogy and entomology and 
thriving on the excellent hunting and fish- 
ing in the Nittany Valley The fall and 
winter of 1960-1961 were periods of esca- 
lating highlights in my life. I bagged a 
bear durinx Pennsylvania's short season 
and voleclcri n rnke lbui* a week later. 
My I i a l r C .  Pat an0 I were engdqed 
t I  irtlc d d I realize whal R l n i t i ~ l ~ ~ l  and 
supportive wife i had chosen!) l visited a 
local agricultural research station and left 

hours later with jnh in hand I vadt~atvd 
lrom l+nn Slate and kgnn work. 

1% and I ~urrhared n mtali inohile 
home and were married on February 17th. 
'lhus hegat, lwnrly two years u l  cuimut. 
ins lo work fur b#jlll d us. f)ur.ny thls 
11111e 0111 flmt sun Scott. was horn. 

While un our first varalion 111 I'lfi2. 
we stayed with a college irivnd who was 
work~nq w a i,dm ranqt,r un thc Blue 
Kidw I'arkwa) I became enthuped almut 
r;,rl$rr wom.appl.4 and w~ l l t ~n  threr 
nonths acccptcd a p$iloou ;ss park 
ranqer in the (ireikl Smoky Mvunralns 
N.m<>ttal I'ark 11, Tr~nnt r\cc 

181  heplrmbvr 1963. I came down with 
IIIV 'flu 'or wmelhanq. Pa,ns in my hack 
wuncn4, a hrral clinic dtdqnn*r<t kidney 
~nlecl:on, prescrlhea sulln dn~ga,  and I 
wa? ient home 'I he next dily i was worse 
anal nrlgltln8rr i n~~s le< l  I gb lo Fort Sand- 
ers llusj,ltal in Knuwllle. Tennes-ce. 
l l terc I dradually became weaker and 
trgan 1,) have d~lllculty hrenlhing.l 
s ~ n a i  tan conl~rmed som~lluou vrrv 
;rang .&d as my breathing faired I &as 
rushed to the University of Tennwee 
Hospital, the only place where an iron 
lung was available. 

After week in the iron lung the hos~ i -  
tal stail beqan a r m p a i p  11,' 'wem1' t;s 
Imm the luug I ~),~oitk*tl when llwy t r t 4 .  
I could 11o1 hrcallr utb 8nv own The stall ~ ~ 

was not experienced with polio and i t  
was decided to fly me to Talmadge 

Memorid Hospital in Augusta, Georgia. 
I was under the care of Dr. Frank 
Anderson. 

Dr. AndemnS knowledge and consew- 
atlve approach were lundkneurul tu my 
recovery He immed:ately Igrld tus that the 
Iron ."nu was nnv tw-I 1r.rtal and ro 
expect spend'months in i t  and recover 
slowly 

The lonq recovery prncP%s began. 
Uurtnq all this lrallma and I!dnltc,il LILY 
wife \IIIVPO rlnrc lhv, s8wwrl?d Ijv farnib. .. .. 
h-iends..and often concerned ''st&~ers;' 
Pat lound a r m m  near the hospttal and 
stayed wllh me continually M'ilhoul her 
slren~.ti~ and inreselt<r I won~l#~ l l r r l  hnvr 
had &e drive'to endure the long days and 
nights. I gradually began to leave the iron 
lung lor physical therapy and heat wraps, 
breathing with a mouth-held, positive 
pressure ventilator. 

Gradually, I moved to the rocking bed 
and evr~~l!o;~lly spenl day and n q h l  
l l ~ ~ l ~ b ~ l ~ g  up and iluwn Somctimr early in 
196-1 1 bas able 10 soend snort neriods 01 
time without brea&ine aids and slowlv 
began to sit up to buia up my tolerance. 
Having dropped tram 155 pounds to 89 
pounds-there was little padding to sit 
on. Next. I was introduced to the chest 
shell and soon left the rocking bed 
behind. I learned to feed myself with the 
aid of "feeders" and lap board. 

Finally. the early summer day came 
when I was able to spend a few hours 



"oubide." This gave Pat and me some 
hope even though the future seemed 
very uncertain. 

After a few lenmhv setbacks we beean u ,  

to plank uu gotng 'trlnl*" - home was to 
Iht. ~mr*nts III Kvw Jersey Her parrrlta 
51111 Itad twa, rl l~l<ircn st home alni hinl 
kc.1" .S~.<,rt wltlle wc rerovrrrd. No* lllcy 
pruv~#lvd ~8 lbot~te lor ].ale swnvner 
1364 wt! mad? the lung Iraln r.de [rum 
Georgia tu New keey with equipment in 
tou 1 wa% brcath~ny ulth the ch~11 shell 
at 1119111 and w~ lb  a postlive prewlre 
res~,,,;,,", ,1,.r,,,g tile d:,y 

Hrlure lknvlng Au*lsla, Dr Anderwn 
let! me b ~ t h  pruphrtl~ advice, Todd. 
"our mocl tmnorlant cons~deratinn 1s 
your breathing, and i t  will always be. 
Don't every forget that and don't let 
anyone convince you differently." 

A year passed. Ow second son, Jim, 
was born and I had "recovered." 
Recovered? I could sit up all day, feed 
myself, shave, groom, and breathe with- 
out aid for a iew hours. All other needs 
had to be met by others. 

What was I to do for a living? Friends 
and staff from the Great Smokies and the 
National Park Service had been very 
supportive and now they came through 
again. They offered me a teaching posi- 
tion with the newiy.created Job Corps 
program in the Great Smokes. In Decem. 
ber 1965, we returned to Tennessee. 
Twenty-three years later I am still a 

teacher with the Job Corps program. 
I enrolled in night class at the Univer- 

s ty  01 Tcnnes~ee, aiminq toward a dagee 
rducaln,n. Ihose early days at wcwu 

were new @round 'and I w . s  hlrsrr l  by 

Todd witlt his wife, Pat. 

'9mpossible" by carrying me and my 
"stuff' around. They assumed 1 could. So I I 
aid' 'lnelr cupport made my WIII<I~~ 
pus~ble. Our Ihrsl Jul> (:or(,- rcntrr 
clolcd and we t r i t ~ ~ ~ l r r r ~ ~ t l  10 one I" NOrth 1 
Carolina. 

By the early 1970s I could "outbreathe" 
my chest shell and respirator and discon- 
tinued their use. Everything was fine but 
when I wheeled myself a few feet I 
became very t ired People began to I 
noltce lhnr I was 'uorklnq at' breathinq. 1 
went toAtt~~!sla lor a quirk checkt~p ar~tl 
was r111l ~ltere several week .ntrr Uv 1 
blood gasses were so "out of whack'..that 1 
a spell in lhe irou lung wds ncsded 10 
re91 imy nlrulal 'th~.nnustat " I h e  carelul 
litllng imri rtlunllur8ny 01 a new chest 
st~ell was needed belore Dr. Anderson 
w ; ~  satlsl~ea that I crluld reluro Ilo,!tr 
and lake care 01 mysell 

Upon our ret!#rll II(~I!I~. we lvund a 
molor~re~i  wllrelcho~r ill our livine rmm. 
given by hiends, acquaintances, &d 
anonymous others. The impact of the 
motorized chair was tremendous. I was 
able to go many places without help and I 
did not exhaust myself pushing about. So 
my problems were finally solved, right? 
Wrong! Over the next few years I began 
to have trouble sleeping, began waking 
up with headaches, began falling asleep 
during the day, and even started talking 
nonsense. To m&e matters worse. l didn't 
realize how bad I was and I insisted I was 
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fine. Dr. Andem" had ~assed away and 

pressures an: padding and &ping le& 
until my b lwd  gasses were more normal. 
We iwked fanvard to spending the holi- 
days with family and friends. although 
my condition had begun to deteriorate 
again. The day after Christmas I "zonked 
out" and was rushed to the University of 
Pennsylvania Hospital in Philadelphia 
where an iron lung was available. After a 
stint in intensive care in the iron lung. I 
was "weanec to carefully monitored 
chest shell use and released. 
By the next spring. however. I was on a 

downward slide again and after consult- 
ing several speciaiists, whose solutions 
nmgr<l from ilvtl>lil,ll~ttg p l l rec>~~ nerve 
bl~r~ltdaturs to L~IIIIIII~ DIwd thtnners and 
heart s1 mulane I lurnea 1,. Cnrllon 
ll!shop, my rccpiralory equipmr~lt ' p n ~  ' 
Ibr advice HIS ac1va.r was. ' f idl l  qt111 
mrs\tug a r t n l w  nnrl gel hark III the #run 
lhme ' I  bcltcved Illm. uut a ductur'r 
pr&cription. the l u n g b s  delivered, and 
I promptly slept lor three and ane-half 
days. 

At last mv troubles were over. rhht? 
Wrong agai'n. Alter about three ye&, my 
"bad gasses" symptoms returned. This 
l ~me  ur hnrtllt,i,!r.y found a younq 
pulnlondrv E~L~'.JIISI wht) was inlerested, 
il gwrl ilrlenrr. open m,llded, and i! prob- 

lem solver. The solution, which seems to 
have matntalned my health since Ihet,. 
was l u  ncrrasc the lunq pressure i.#,nmd. 
crably dsc pupitive presure fr?qucntly h, 
expand the chc-1 wall ;am1 use supple- 
mental oxygen al nlghl 

Over lltc yr;lrs 11 hm not heen the lack 
01 .dlletlslvv phvilrnl lhenq,y, Ill? absence 

"My primary inspiration 
through the years has been 
the love and support o f  my 
wife. Without her the story 
would be quite different. " 

of muscle strength, nor the lack of exer 
cise that has hampered me, but as Dr. 
Andemn wisely cautioned, i t  has been 
!my brc,ath~n~ l~;ntlat~uns. 
How haw I made I I  lhls la<! People say 

I am brave. stronn, determined, and surh. 
I will admit only id beins stubborn and 
patient. My primary inspiration through 

helped me relive m&y things and where 
my travel ended. their paths cany on, 
giving me a continual source of inspira- 

tion and satisfaction. Our lamilies have 
always been here when needed, and that 
s a qreat undrrstatmment Frw~>ds. ol#l 
and unexpectea. have hclprd su bHcn 
Clas<n$nles ;stt<l  t,rolerwrc at \I'csIern 
Carolina ~niveri ihi, where I earned a 
~maslrrk <lc.dree 8 1  counaelt!lg I!> l'jX5, are 
vxn~~~plcs <,I th' rnrlng pruplr whrr #rrilclr 
Ih~n@s wulblc Above all. vlthout the .. . 
suppurl.rxyt~rtlsr,and lonq.llme l nm.  
clal wlstan<e 0 1  the Marctl ol Dlm?~. I 
would not be able la write 1h.s story n o r  
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Audrey J. King 
Psychologist. Advocate. 
Polio. Ventilator user. 

'7 was encouraged to be 
independent and self- 
sufficient before I was 
disabled and this attitude 
did not change after." 
Aqust 1958.1962. Onowo: It had been s h  
years since I'd attended a regular school 
and six years, almost to the day, since I 
became ill with ml ia  as a nine-vear-old 
in Eneland.  NO^ on a summer day my 
rmolln>r pu-hea me in my whee.chatr to 
a ncwty cotnpletrd nc~ul>l,urhcx?d hiqh 
schwl to ara 11 I could attend A l l t c~~ch  
the s~ecial elementary school for cridl 
pled children had lor several years 
emphatically refused to accept me 
because I was " t w  disabled," this princi- 
oal welcomed me with own arms. A 
;amp was built at the school entrance. 
ulatam t lases rolalsd down. ~ r l l m l  
srcrutanrs 111et LILY <laicy halhrwm ne~uli. 
and rlacsmal~s t)!~sl>r<l lnr lrom class 10 
class as well as ia and lrom schwl every 
day. 

I t  was a difficult adjustment. Aner years 

of hospitalization, the move to Canada. 
and the loneliness of education by visit- 
trig Ntor or correspondence, I was shy 
and lilled will, a~lc,l*sre~~t sell-mnsrious. 
ness and dot~ln The srh<nl wiri lnrw and 
my erratu e<l\a.aIaon l!;d (,laved lnr 
ahend IN, R),IW stllqrrls autl bcltt!>tl in 
ulhrrs Nevt~ll!t~.c~*~, I was ! l~r~. Iv#l  I had 
l~ttally maJr bar* tu the "real 'world 
and wasdr.trm~ncd to slay Ihcre' 

Uul uilhln a few months I w b  lalllng 
adpep a1 srhml and having it diflicull 
time wakt~te tun 111 the ~otur~~i~tes Evsrv- u .  - 
one, including me, believed i t  was only 
school exhaustion. But summer brought 
a wonenlnq 01 the symptoms, angl I WILS 

?en1 llolne early lronl5umlnrr camp, 
n#sl>r<l lo ln>s~,~tal. ar~rl i,lared in an 
oxygen tent, ;hereupon' I promptly 
ssnppcd hrealh.nq I), my hurn~r, li.woke 
onre dqain in an iron lung and wlr!~n I 
rslt~rltrcl l lol~le severill week. later. I 
reluctantlv took with me a cuirass for 
nightly veintilation. h a teenager I 
despised this dependency and was morti- 
lied when friends discovered my dark 
"unmentionable" secret. Nevertheless. the 
improved oxygenation it brought gave me 

~ ~ 

renewed vig6G. 
About this time my parents bought me 

one of the first electric wheelchairs. 
Overnight my personality changed. My 
shyness disappeared and my confidence 
grew as 1 now became more able to mobi- 
lize myself. 

Seprember 1962-1967, Ollawa: Carleton 
University was only huo miles from my 
parents' home. I t  was surprisingly acces- 
sible for the time, although no 
sympathetic stiff could be found willing 
to assist with bathrwm needs. 1 quickly 
learned to he a "camel." My father drove 
me to and fro. lifting me from car to elec- 
tric wheelchair, which had to be left on 
lhe campus because i t  was not easily 
portable. My mother eventually t w k  a job 
with the university so she could also 
chaulfeur. 

It wasn't until my second year in 
~rsyrla,lqy that I I&anw#l I Ihd  pac$ed a 
'solenl' proballon pt.rlwl Several lnculty 
memhers had anDaren1.v b r l ~ v v r ~ l  I wnuld 
never be empldiahle a& had accepted 
me only conditionally. Somewhat shaken 
by this, l shldied even harder and 
achieved scholarship grades which 
enabled me to complete my degrees with- 
out financial dependence on parents or 
government vocational assistance for the 
dirahled. 

During 1967, my last summer in 
Ottawa, l was hired by the federal depart- 
ment of Health and Welfare. It was a 
surprise to learn that my alway3 suppor- 
tive oarents didn't find i t  convenient to 
drive me across town Mice a day Just as 
room and board had been expected 
during my periods of student employ- 
ment, so too was some self-reliance and 
responsibility with respect to organizing 
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transpnrtalmn. I placed an ad and m n  
l ~ t ~ t l < l  u lrllc,w eonptoyee liv.ng nmhy  
who was wllltnu l r l  lill me in and ullt u l  
his&&d drive me every day for a 
m~dest amuunt 01 i1mtvi1 cdnrtantly 
worried abuur wI!?IIIP~ 1 wa5 PRVIIII: lllnl 
ellnuqh and 8vhc.rltrr he was qellllll! tired 
ol helping mt It u.w dn importanl l lrr l  
tra~llutq rxpcrtenlr That summrr war 
the lhcg.nncnq ul pn,vlrtq holh lo myself 
nod II.~ world that I really wils lruly 
em~ l t  vahle Whal a ws l t~v f  stc"t,tn)? . .  - 
stone ;"to the future'! 

Oc,(rbt,r l$'iT-197'). Toronlo My father 
had ret~red l run~ 111- (:n~nariianhmy in 
I!fI.t, and wm now wurkwc for Ill? 
Ontario government in ~&nto.  The 
iamtly 1,iin w;, in move lu  Toronto w h ~ n  
my martvr's \111111vs *.ere llnlshcd. I WIUIC 
hundreds ul irttvr.; to srhnol boards, 
;I~CIUU~C. an" ~ndustr~rs III lilronlo reek. 
.!I$ r~~~l l loymcnt always n>e#l!l#>!un$ my 
t l#s~l ,~l~cy Few P.BCCS r e p l ~ ~ t l  ln~~~i ra l ly ,  
lhr, a51 lrller I aelll was 10 thc place 
whrre I wonted tg, wurk !he most but lelt I 
nad the leacl chancr ol Iwmg h:redihe 
(Jntar,o (:rippled Ch~ldrrlA ( 'vr l l r~ (now 
rull,vl the H t~g i~  Uirhll lan Mt'tllral 
Crntre I I was lhirrd w~thout hrstratoon 
and have worked there to this day! I 
loved it so much that at first the week- 
ends lmslr~led rile rtwrrru,usty 

As the months went by. I trgnn to 
ltnnllv rea.1~ be lcve I u'ls clrvrr and 
capable and competently able to achieve 

whatever goals I set. I also began to see 
myself in comparison to other disabled 
people and realized how very severely 
disabled I was. It shwk me to think that 

I had never been aware of this and had 
never perceived mysell in this light. 
Neither had my parents. It frightened me 
to think what mieht have havwned had 
some well mean& rehabili<&ion proles 
sional made me aware of the serious 

.b1.29. Nar. l and 2 

physical limitations I actually had. Would 
the knowledge have prevented me from 
achieving what I had aceom~lished? 
I cont6ued to despise the cuirass and 

always wondered if I redly needed it. 
Toronto, being a major North American 
medical centre, seemed like an appropri- 
ate place to check this out Before I knew 
tr. I Itad survived malor spnna. surgery, 
havtng b e l l  rold I would not live murc 
than a IN veari ilnlew I had mmv svlne . . 
slnb~l~zed . . b u t  inla! well no1 survive the 
rrr(ur?d alrqcry, or 11 I did, woulld proha. 
blv I,,. penn.+nenlly dcpnclml on lh111- 
lime wnt~latloll. I s !~~. \ 'ed  the surdcry, 
and the orthoprdlc sur$eon unllatcrnlly 
de~~ded  I had k e n  psycltnlwicallv 
d r l p t ~ l ~ n t "  on the venrllalor all lilere 
y r a r i  llr wr;aled me oil #I and I war 
w n  grttlng rmc,rr~mq neadachrs whch I 
dld #lor rh?#l rcu rlflll8P irr symptomarlc of 
undrrvent,lat~un orw whlc.I, he did not 
conc~drr slqn~l~caul 

I wap thr.: ed l o  LK. free of the 
encumbrance of my equipment. As s m n  
as I was "up" again and back at work full- 
time, my sister, mother, and 1 returned to 
Britain for a vacation. the first o l  many 
such vacation travels. 

I manaqcd both b l l  t~meemploymenl 
and an inrr'mtny rumm~trnrnl lo 
~ n s  eneaeements and communllv wnrk on 
di;abi;d;ssues without nightti& ventilb 
tory assistance far seven more years. In 
retrospect, the symptoms were increas- 
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addressing the needs of the disabled. 1 
have found time to write and illustrate 
several b w k  and articles and occasion- 

ingly obviouc I lvll asleep at work. 
ultnetlme5 even in lhc moddle u i  as-rss- 
nlrnlc. lhl*!rad ut seeknng 11t.Ip 1 
vurnpla~,wd rv thr h b l l r  11t~;~ltl~ drlmrt- 
tncnt nlwut slat aor and our uln,lr 
depdrttnent moved to cuperlor ulf8crs 
wllh vlnduwsrrsa re~ul t !  

Final." w l~ ru  I begntt ill lbnll .?sleep in 
the m~ddlr  01 rclephunc cut,verralic~n~ 
and wlt.~. < ro r~ lnq  the slrrer, l Jec~clnl lo 
ECP ~ C K I U I .  I *as adrn~tt(.(l to lh#~s~)llal 

ium together, and I bought a van with a 
lift. which eliminated the need to be 
h-Asferred. Usually I had depended on 
the parallel Toronto public transportation 
system for wheelchair users which had 
been in existence since 1975, but having 
mv own van meant that friends and 

dlly I l tr l  I me LC, ~I(IIII varrwn, and illitkv 
qr*rl.lnq io rd i  ac ucll as ~ a l r r  will, 
i r ~ w ~ l s  m d  lam'ly ;ar.<I t.nluy my SIX nieces 

%rice llclall~ atialcll~ng to p,%l.ve 1rrr.i- 
sure \enl.lntlol~ ear1,t.r lhls yclr, loally of 
[my 11ng,crt1b4 18rd3lcn1s w.lh the r t ~ ~ r a s  
have I#".% I" cl,ial,pvarea. I m IIIII(.I~  IF^ 
D1CoCL 11111l.11 Wllh t l l l l  IIPCPS9;3W ~ l t l ~  

f k i l y  members could drive me with 

~~ ~ 

immediateiv in  severe cardio-respiratory can~truct io~which was closer to shop- bf my eistence and have amuch mare 
failure ... A d  oat a moment t w  .mn! 
The solution was, of course, a return to 
the cuirass. 1 was utterly depressed lor 
several months. No howledqeable ~hys i -  

p'l>(alld to my p.are 0 1  wvrk Belore 
~tlou~nq ~ n .  l ~mprovcd the acresr~hility by 
l lavin~ llle Colllnalur lower rouoler\ and 

~x,..in.+.. clrrlrlx~lru imcl inealthv atti- 
Ioclr iilloul 11 lllii~l I (Idti 15 years nqc,. 

I consider tmv .11e durlne the t,i>rl lhree 
Iizht ;witches, install an automatic d w r  decades to ha& been an kter&ing, 

cal or emotional support e&ted. ?he ahener, imci JIIS v\er ihr tmr~arw~> .1111i 

he81 My rrluthrr, now 71. WJI, at11 abie 10 
drve me and to lilt mv. but she w ~ s  

rhallc~~g~cg. and exrll 0,: cxl,er.rxtcc 
'llwn. arc people lro811 181y I!IV-54 hospi- 
tal davr who wo!ll<l Ibc #$o.lr a-Ioni%hed 

cuirass did not lit, givingme pressure 
sores, and attempts to make new ones 
were unsuccwful. No one told me such 
machines required maintenance. let alone 
how I was expected to accomplish this. 
I realized fairly quickly that i f  I were to 
survive. I had to seek mv awn resources 

~ ~~~~~ ~, ~~~~~~~~ 

becomine increasinalv arthritic and to kniw that I amstlll aime. let alone all 
extremeiy hard of h;&inq. that I have been able to accomplish. How 

I would love to meet them now and share 
with them my news! 
I believe the continuous suowrt of mv 

A new gwcrnment 1,roLvam for 
0ulnr;~ch .\llendent (;)re' camv into 

exlrltwce ahnut 1111s timl.. and I was abie 
and find mv own solutidns. I have fartu- to obtain three hours of attendent assis- family over the years has bee;l'absoluteiy 

tn l l~e per diq llc,! i.cl(lllqh 1co enable lllr 
to llvcon nlv <>w> bol enough lo ire*,ny 
mother Irolt8 1c.r many years ol Iby;~. 
phyqirnl sul,purt ana cnouqo tc, r lnhle 
~ n e  10 stay with her and i~a.rrw~n$ly 
rtq,lwrr her dependency nee<b. IMB turn. 

b~ndamentd. h, i l i  that I have acltievetl i 
tias enr.,umq<rtl ru be lndepej,tle~~l .!l#tl 

sclf.suf1~ ,,.#I! belure i wa? dlsn1,lcrl. aud 
whltein Canadians i d  inte-tional this attitude did not chance after 
p ~ ~ ~ - w l l o  rC$pN.tlc>ry twers 

R ~ L c ~  I : , J  imll I'IX my bruther and 
two sjslrrr ioicnn.d and lell home lo raise 
their li$rrl~l~e+ In 1971 mv I,IL~PT tl~eci. 

Although I was supported-physically, I 
was not rendered dependent or over- 
protected. I was upected to accomplish 
and achieve iust as before. and this was 

as she ages. 
Within the last few years I have been 

actively involved in  many government 
and community committees which are 

leaving my mother and h e  to manage on 
our own. W bought our first condomin- 
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what I wanted. These were our inherent 
family values. #Z 
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John Leibold 
Attorney. Advocate. 
Polio. 

"Perhaps it was not only 
fear, but also pride and 
ambition the same factors 
that would have motivated 
me had I not 
disabled. " 

Memories ondMus;np ofJohn W Leibold, 
September, 1988: For years. I thought my 
principal motivation for becoming an 
extraordinarily active disabled person 
was fear. Fear of having no one to care 
for me, fear of being unprovided for by 
others, fear of nursing homes, fear of 
being left to rot. But as I think of it in a 
more philosophical mwd, perhaps it was 
not only fear, but also pride and ambition 
-the same factors that would have 
motivated me had I not been disabled 

I had polio at ;age 16,almost 1:. with 
one year nl bi$I~ wl>zul lu complete. 
I comnteted i t  wlllle a1 Chiloren's Ho~~,.lrl 
in ~oiumbus and at Georgia Warm 

' 

Snrines Foundation. Thereafter. I was 
sdurdt~onally dormanl lor a tmle hhile 
itltrn>pcing lo arhlrvr maxnrnum rccuper. 
iallon 01 hrallh,slrcnnrh and muscle . " .  
activity 

Two years after my high schwl gmdua- 
tion, l commenced college education, 
taking one quarter by correspondence 
and then finishingmy bachelor's deeree 
and my law degree in resident attenhanee 
at Ohio Northern Universily. l then served 
some three and ane-half years as an Ohio 
assistant attarnev general. and nine wars 
as staff attorney inihe Ohio ~ e ~ a r h i e n t  
01 ll<lt~cil!i(>~n I [hen left slate &wa.e oncl 
el~l*n.#l lllr prvale practice of law !,I lhly 
01 1369 and have nrnrtt< n l  a,lo s , # r r  
that tlme. Far six&act, while m state 
service and in private practse. l also 
served as asolicitar for a village near 
this city. 

My office building Is attached to my 
residence by a safe, warm, and secure 
enclosed p&ageway I have two eleva- 
tors in my home and one in my office 
building. I have a garage attached to my 
residence where I house huo wheelchair 
vans. I carry travel lifts In both vans and 
use a hydraulic lifl in my bathmom. I 
have remodeled mv home a number of 

larger, and more accessible. 
When I contracted polio, I lived at 

home with my parents and one brother. 
I had huo older brothers and an older 

sister who were married and awav from 
home. I had a very prevalent, Dervasive 
fear that nly lr!n~i~il,rutners Bnd cisler) 
wtruld #lever ram! mre ul me, and u> 1 1r11 
.I ahsolt~lrlv tmot.raltvr I<, nel out ,m~d 
leam how to m&e a living Ey myself. 
That is what initially prompted me to go 
to college. 

Near the end of my law sehwl career, 
I had an oppartunity to become involved 
in politics by campaigning far Bill Saxbe, 
who was then running for Ohio Attorney 
General. I campaigned lor him, and 
through that effort as well a s  through 
friendships established in law schwl, 1 
was able to obtain my first job as an Ohio 
Assistant Attorney General. l have 
remained involved in Republican politics 
ever since. 1 have several times saught 
Republican endorsement for judgeships 
but have not yet succeeded. 

Shortly after commencing work in my 
first job. I married Mary Alice Leeper, and 
that marriage lasted 23 years. W had no 
children. The marriage ended In divorce. 
and I married Beeyun Ding. This marriage 
was blessed with two beautiful children: 
Chase Ding Leibold, born December 21. 
1982, and Yvette Hope Leibold, barn 
September 16.1984. This marriage alsa 
ended in divorce. 

I consider myself to be very fortunate 
to be an good, friendly terms with both of 
my lormer wives. I employ Mary Leibold 
to perform some accounting-+ tasks 
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in my law oflice. Beeyun Leibold is part- 
owner and operator of a Chinese restau- 
rant in a shopping center fairly close to 
mv residence. I visit the restaurant lor 
meals at .east onw it week and an add~d 
h fne~~ t  s lhat I sre tny children wllv~~vver 
I v ~ c ~ t  the rrrraurnnlt. l have my chlldren 
10, vt~tat ion B ~rtc>~ltb or "lore each 
summer every weekend, some 01 the 
I~olidays. md  whelrvcr r l w  I wan, lo 
sr* tllem. My lurmcr wife. Rrry~t,. and 
I c~",wrsle iu1.v lur thr care and hnef11 
of our two io&y children. Whenever she 
has transportation problems or babysib 
ter problems. I exert my maximum effort 
to give assistance. 
I employ a housekeeper who also 

provides some of my care and a driver- 
aide who provides a large amount of my 
care, as well as other driver-aides who 
are back-up care persons. 
The achievements in my life of which I 

am ,nust proud arc:(], m i  wo ch~ldren 
and (2) the fact ll8al I wrote and lobllted 
lhrnuqh llle ilhln Leq.slillurr !Is l int  
slaluls requlr nc accesi~b.r. ~,ubltc Ituild- 
ihlcs ill lhe sti~le 01 Ohm I h e  latter rf lorl 
w&$ ~utiI~al?d ;at Ill? \dqgesl~m 01 thc' 
0 1 1 1 ~  F.nrtt.r Sml Clc. *I\ ' h i ?  arcess~b~l. 
itv law ~rovided the folndation lo8 

Easter Seal, having sewed ntne years on 
the Board of Trustees of our very large 

imd a e l w  Columbus Eastcr Seal .%cl?ty 
I l~ave llpen very acl:ve I" rrrvlng & 

Iruqtee for a nutt~her ol d~sabil~ty related. 
toott-l,rc,tlt rorlx,ri~tinns in Columbur and 
(:e~tlr:~l tlhio I l>.we lweo moderdteiy 
a(.ll"* I,, I*,, aW,clltlllll, 

"I am extremely grateful for 
having had such loving and 
giving parents. They blessed 
me with the gift o f  a strong 
constitution. " 

I am extreme]" matefui for havine 
had such loving8Gd giving parentsr~y 
parents lek the family farm and built a 
home in the Village of Ada. Ohio, so I 
could live at home during my college and 
law schwl vears. in those difficult days of 
stingy vacaiianal rehabilitation progr-m, 
i t  would have been impossible for me to 
attend college and law schwl without the 
suowrt. lave. and care of mv mother and 
fat&r,ln addition to these $Its, they 
blessed me with the gift of a strong 
constihltion. 
I believe I am correct in my recollec- 

tion that my entire monetary assistance 
ham vocational rehabilitation during my 

cnlieqe and law srhml career rulalled 
1121111 My ialher died while 1 was irb law 
schmi, and 11;s brother, bred Le~cx,lo 
provtded vlme ltnancial awslanrc a, 
vuahlr t t r  to <:on~plele my law \r iax~l  
ancl oru !I!* extrtt\c\ 01 trlk.lle lhc . , " 
bar exam. 
I thinkit is no secret that I am a ~ w s -  

EIVC. ~P~~CIUUI .  and thorough in my 
practtct ol law and lhat my aqyrcssivc. 
nccs spill5 over inlo ninny acpecr 01 my 
perwnitl r t > ~ l  prlvnlr lil? (:omlrtned with 
#>the, ]perw,\al trails s,,cl, us a cO,,,~,"~. 

sam 1,) alltmpl 1" achcve prrlrc!~<m atttl 
a ~omoul~.nn In be orcoarcd Ihr and to 
~rovide for every fo;es;eable contin- 
gency has probably served to make me 
both a trying and difficult spouse and 
perhaps a ty ing and difficult employer. 

Mv law oractice has evolved to a kind 
of special&ed practice in  civil litigation 

trials 
I feel I have denied myseil lots of 

plea<urer and jnyc 01 1.le by h e w  an 
overi~rltiever. #me who must nlwnvp excel 
and surpass. i wish I could be mo;e laid 
back. I wish I couid enjoy small talk more. 
I wish I couid enjoy cocktail parties more. 
I wish I were not so serious. 

And yet, through all of these conflicting 
wishes and impulses. I am lwking at the 
possibility 01 enjoying anew law partner- 

Rehabilitation into Independent Living 



ship with a young and vigorous attorney 
who is chock full ol ideas lor related and 
unrelated enterprises I am thrllecl nl the 
prospect u l  nrw l~r lds 10 conqurr and 
new lrnal battics I<, Inhr. 

1 ha; been attack4 by Ule insidious 
arlhrris, and I have p,tlll; hvre and there 
I have lallen oul ol nt~y wltceichatr autl 
broken holh of tny 1t.g~ (two years ngo), 
and have write a#r>br.quences ill sleerng 
ltly I ~ ~ ~ I - ~ ~ l l l r ~ l l c d  ~leclr lc w l # ~ ~ l c h a ~ r .  
Rut I glun'l drtecl any P ~ C ' U ~ B ~  ur sub~tan- 
In1 wrakcn~nr: or otter (81 111,. ramltl- 
ralmns ol p o ~ t - ~ n l ~ o  aylrlromc. 

i Iwl t la l  ltlv larr>lly I Ic. has s~ lb r * t l  
lholll Irom my att8tudec a$soriac~l wlth 
#ltsnb~ IR. as drscr~bed in this atntub~ogra- 
p l y  and aiw from llle dn~\av>ds ul my 
proiess.~lon I h;we ;I r lrory deslrc in  
repdin 4 UIII~I~III~ lnv11a C X S I ~ I ~ C ~ .  

IIII)IISII 1 d01!'1 want I! I I ~ P  cost oi I O E I ~  
tllc c uFmr,u wllh my d ? l ~ q l ~ l l ~ ~ .  t l~ ld rcn .  
Thetr 9qucaIs and lnt~ql~trr .,re such 
dellqhli In me \\lln> 1 \,I\II lhclr mnlherl 
resl.ttlmrll . t r t t l  iny b~t~r-y(.ar-old dauqllwr 
l,e,,r* tht. I.,<, %,,,,,<I "I I,,), c1ect,i,: 
r l .er lc l~;~~r v r ~ l  sirrams. 'Daddy. I).#dcly'" 
itl, IIIc' ~llwrqunlzat8on oi my I.~I~~I.Y IIIC 
seems oblit&ted, and eve j t h i n i  
seems well. 

4% 

I John with his children, 
Chase and Yvette. 
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Bente Madsen 
Advocate. 
Muscular dystrophy. 

"Life as a disabled person 
seems for me just as good 
and full o f  experiences and 
challenges as for everybod3 
but it is much more difficult 
to reach the same 
independence and quality 
o f  life. " 

I was turu in Denmark in !he summer 01 
1919 as my parents' lorst rll:ld. l wiw 
about hal1.a-year when my iparrr,ls 
d~scovered thal somethlne was wrong 
wtlh me ia~lddimt11 three yeanola wnen 
llte duclors age*<! Twy told my parent.$ 
111;11 I wuul<l <III.c,I al l  ir>fr<!.~)u anhi 
I,rv;bthlnq prublemr a'furv I w;rs l ~ v r  
ycam old My parents cuu d nut undrr- 
rtand that lhcy knew lhnl I could not 
walk and neeaed oelp lor almncl every- 
th~ng, hut 1 w,?s nnpvr w k .  1 wnq hriqht 
and ha~mv and dld it01 lnnk liae a r l ~ l l d  
who was gaing to die 
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When I was abr,l~t svvrr~ yeam old, it 
w;,.; t.*rc-.+.iary 11, urr ,I cor..rl l,eniu%r I 
l l r e s ~ ~  In develon d sral~oc~s. bul I did no1 
leei that my spinal atrophy was worse 
because I was able to manage the same 
things as before. 
I have two younger sisters who do not 

suffer ham spinal awophy. My mother did 
not wolk but had to stay at home espe- 
cially to take care of me. My father 
worked as a hospital porter. At that time 
the county did not support families who 
wanted to have their disabled child at 
home. I went to the same public school 
as my sisters later did. 
I did well in schwl and had a lot of 

friends there. l liked to sing and for many 
yedn I %nr s~np:np n i k  rllnir. I wrolr 
mugs nrul I lhkvrl MI Itsaw Ill lllr isntslc o l  
lhr GOs wlth m" frtenur 

My ch!ldnrxld and vouth were not 
d~flercnt from mv friends. lhev tre.tled 
mr in the way in tcsy trcalrcl 
PYPIV~I~I~Y *IS? I Wi ld  111 1111'lr llOlnt.6 ilnd , , 
they were in my home. I participated in 
all the activities, went to the parties. 
concerts, and I must say that I was lully 
integrated in life. 
In mv childhwd we never talked about 

my dikbility at all. I had newr met some- 
body with a disability before I leftschwl 
and got a job as a clerk at the Ortho- 
paedic Hospital in Copenhagen. In this 
rreriad I did not feel like a disabled 
person and therefore I was not active in 

the orqanizatio~~ 01 d$rnl>lrd 1 did not like 
Ic,  I>+' lu~cthcr with dts.ll, *<I - I enmrd 
Inv anvu monev and w~ic III,I drt,~x~tlcr~l 
or; the social &stem. l did not ;ony 
about the future or about the sibation of 
disabled people. 
I had never been sick with an infection 

or itad brr.athmq pmhlemr helore I was 
2 1  "cars old hut luen I ~ ~ _ t l t l r ~ ~ l y  caught a 
cold. I did no1 1h;lve Iutlsrr ix,wor cnuuqh 
torouglt anti #lurln):a 1t.w doyc I qtrl a 
pneun8orna, camc to the nlenslve ward 
wls'rr the" lrcatea me w.th a rcspirntor 
and a tuhe throueh the now (nasal IIIIIP) 
iur two or !inre* week* 

After a 10011111 1 1,vq;m tu work agaln 
11111 I tilt1 !I1N 1 ~ ~ 1  WUI. II Was JIPI~I>FI 
ih~~iuss~ble to wake up in the morning. I 
Ihsd a hradache, I rnuld llol eitl heviatse 
I fell sick I rn t~ ld  no1 roncentratr (III 
anythingil could not remember anything. 
I fell asleep while I was talking, my 
periods stopped, my hair fell off, and I got 
incontinent. I was tired to the bone but 1 
could not sleeo because of niehmares of 
the dead. 

h r  all these aylnptoms I got a lu lo l  
m~< l t r~ tw  Igol  in>e#ltr~nc fur thr b lwd  
t,rrwtlre which was hteh hr rau~co i  the 
breathing rrroblern, me"didic1ne to make i t  
easler lo&cnlhe. lor the I.eart, ~ P ~ I C L ~ P  
lor m" sirk~>e\, imcl (> l l~ r r  d l ~ l t l ~  01 mrtl.- 
c~ne  mat 1 U , ~ I I ~ O ~  remvtni,+.r nnv lor~cvr , - 

During that year I was treated with a 
respirator and a nasal tube lour times 
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Bente with hvo of her anendants, Klaus and Peter, on their trip aemsa the Unlted Stales. 

ill~llll Iuu~I'L.~ dayseach I wasat thc lomy and a permanent recplralor as a 
hurplta. most of in;,! "car. I he svmploms powhilily lor survi\al 
come snner  and smwr after tlle reqntra- One dav I woke tlv nl another hosnilnl 
tar treatments and much worse. At i&t I with a lr&heostom$ and after some 
was uncnttarous N.~llcalv luhl OIL* or my werks 11eIt thd  i > ~ y l > ~ z l ~  In.i(i~~t to work 
larnly al ally llrnc $<II.I! was u.n>vng anrl I agsm It was a wondl.rftal vxl,r,rlvnct. I 
d ~ d  not  ow ;lnytl>l~q alx,ttt B III~T~CU$- lmd been Ired lrom my wvtk oecauie of 

too much illness and days off. Then I got 
the disablement Dension from the countv. 
I got no eounsel&g about ventilator use* 
and I did not know any ventilator users 
so I had to find out everything myself. I 
was so ~ ~ D D Y  to get enoueh air and I felt 
that I couid manage evejihing. 

When I later asked the doctors why 
they did not tell me about a kacheos- 
tomy and a permanent respirator, they 
answered that i t  had been difficult to find 
a u,lul!on lor me Some ol 11.v dt*.lorr 
lhouqill thal it was ~ttllx,%\ll,lr 10 .lve a 
Ill? 01 o#~ i> l~ l v  wllh so118i#l B~~ODIIY nlr l  as o . , 
p r m a e n t  &pirator user. Other ones 
thought i t  was possible and wanted to 
give me the chance. 

I was afraid to breathe by myself 
because it had been so terrible an emeri- 
ence no1 In lhc iahle lo Ibreatlir and I ioved 
my re.;l,iralr,r atld the lre.~r>y 01 gettnng 
ilir nwttgl~ w#thuut thlnklnq abou! every 
I,n.ath. to slecp hithout nlqhtm;srer 01 llle 
dead, and lo lkpl ho* my lll~cly Ixga18 It8 

w ~ k  ><dl" i ls l~>g iny rrsl)lri>ror a11 !he 
Imle I IeII I!III(.II bvllvr. hntl nlllch murk, 
wwrr  nnu Pnerm I ( U U I ~  la16 loud and 
clear without c&lnz tired and alter one- 
;ar~rl.a.naII yedrs in ihe hospilnl sy4em. 
I 1 ~ 1 1  that .lie *;a wntlinq lor ins i t q . , ~ ~ ~  

I did inn1 have nnv n>rul;!l onrl,.rrl$r at 
all althouqh I had th go to a &cia1 nurs- 
cng ls,,ll<l#lr vcnula6r tlscrs'l loved at 
1 1 1 ~  rt1115111g home lor sox years and lhat 
was iny flrit contact wtth lhe vlrlitl 
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system and here I began to be active in  
the Danish As~ciat ion of Muscular 
Eystraphy and the National Organimtion 
of Disabled and i began to give lessons 
about iife in a nursing home. In this 
period i found out that it was difficult to 
be disabled and you had to fight far your 
own rights in life even in the Danish 
welfare system. 

In 1980 the Danish government decided 
that independent living should be possi- 
ble far everybody Then I wanted to zo 
out oi the nursdnq Ihumr atrl iv? IN) m y  
own dparlmcnt as I d 11 bvlun. (IOC* I 
hov? Ilved tndenendenliv with suowrt 
from mvown helwrs 2ihours a bev.  he 
countybays the salary of my helpen, but 
I hire them myself and i have the possibil- 
ity to fire them ii i t  does not workout. In 
mv situation i t  is necessary to have five 
hilvers working 24 hours a day 

around me 24 hours a day. Ther&re i t  is 
very important for me tobave helpers 
with almost the same age, intellechral 
interests, and appetite of life as me. 
I have the full reswnsibilitv of mv life 

and the function of ihe helpers is td do 

takinfiaFe of my equipment.) 
i am active in the organizations and 
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gve  l ~ h l r e s  to <lrxa,rs, ntmes, and 
tt.urhers on the prycl~ulogiral, roclal. and 
rducat~unal asvccu ol IIVIIII! will, a 
d sablllry I plan courses, parrlvtl,;ll* on 
pane.? ;Qoul i,reathlnq pn,bIelllr, imld 
work ns a ro!~~,relor lor ncrwnc. with 
muscular dystrophy and breathing 
problems. 

"My childhood and youth 
were not different from my 
friends'. They treated me in 
the same way as they 
treated everybody else. " 

Besides giving iectures, I like vely 
much to go around like people without 
disability to enjoy movies. theaters, exhi- 
bitions, restaurants, and jau-houses. I 
like to travel and to find my limits. During 
my carecr as o rril,lr;!lor iker I have 
found 021 that lhr,rr :are a 1g.t $11 tl,~ugs 
v w  cntlnnt do hecause uf v w r  i>l~vrt~.al 
hisabilitv but nathine vau;annot 20 
becauseof your trachiostomp It is most 
important far me to know everything 
about the mspiratory equipment as well 
as the helvers abiiiw to solve vroblems 

where i t  is impossible to use the respira- 
tor (swimming pwldseabath, some kinds 
01 transportation, public entertainments, 
etc.) 

From my point of view, disability means 
to be dependent on public authorities 
and other people 24 hours a day to live as 
everyurlt. r lsr  It is necrsary to havr the 
courage and cneryy to light fur your 
r luht~ as well as it ic nccewarv to be 
o<en about vour ~ririvate iife to the 
authorities. 

i l f ~  as a dlcablcd pwson srnl l .~  for n w  
just good and lull of cxperlmrv\ iml<l 
chalienees as for averyhodv, but it is 
much &re diflicuit td reafh the same 

spontaneous & I want to be! 
Whatever I want to do I have to plan 

and organize down to the smallest detail. 
which is funnv but takes a lot a1 enerw 
and time. & 

e.g. using h e  ventilating bag ii the respir- 
ator breaks down or to use it when and 
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Lynn Martinka 
Retired business accountant. 
Polio. 

"Education is one o f  the key 
ingredients in overcoming 
any and all obstacles." 

Back in  the fiflies, those disabled were 
considered seeond-class citizens with no 
real potential or pumse to serve in socl- 
ely. ihroufih the illslglll "I several SIRC~.~~ 

~areq~vers and clurr la!n~l!cs of !I>c,~r 
d~si~l,lrd. the vast number 01 us created a 
voice to be heard and reckoned with. i 
can still hear the whispered advice 
ultercd lo my parntr?, ic, lpul ##,a in a 
place wnere I call la carrtl lor along with 
#IIIIP~S cullcrine the 1"s ul  wtnle: ur all 
use of their baiies. 

Today, some thirty plus years later. I 
look back down the long bumpy road I 
traveled with love, determination, and 
hard work. I became educated, selC 
supportlog, and tndcpendtnl .Zlter relo- 
r,11111(! 1 ~ 1  the Soulhwr.st. leaving fnnltly 
awl l r ~ * ~ t d  1eitrlt.l vel oroud and mcuur- 
aging. I established; liiestyle less 

demanding physically, yet a challenge of 
my talents and abilities. 

Recentlv the onset of post-polio 
mdrame'~lonq with damagecaused by a 
heniqn tumor ;cmoved lnnn !he au#ltr&y 
oemc. 18.1- led me back tu bc~nq semi. 

dn,e,~dr~~l and no lnneer ahlc In matntain 
eT(;~lovment. This broiuht me to mother 
maiur;dlurtment in myz~frslyle i (nu 
lonqer had l.nancial freedom or camlns 
I X W * ~  I,eing dependeol on o r l a l  Sccu. 
rlty anrl Dt~ i l l> l l t l~  ICl>von lrom my 
rmployrr. ,\ l ~ r ! > ~ l ~ t l  blldqel III*.~~I hous- 
in$ and mcdlcal rxynsrs  havr 11,  IR 
close y mon~tured. Mcnlally, I lharl Ilntl 
a tlew ipllr[m\e 10 my llle alter king 
~rlt l l loyhl l t ,  in,, exr~l.nq heid al  bu,~nes* 
acc~~r>l . t t r l  l o r  a11 01 ~ t ~ y  &dull .#Is. lh ls  
I w k  tlrne lo corls~tlrr #lay SIr~"4111 and 
enerq level$ nut uoly inlw Ilut in Ule 
luturr as the normal prwrs* $11 i1441.q 
look 0,s ml. I lound the answer $11 v<,lun- 
t rv r  work ill a field unrelalcd tu my 
prr.v$u~~s work lx~ri l~t>ns. 

I wanted mv tfmr 11, he soent doing lor 
others while &joying and ;rowing i& 
new ilelds lor my;ell. Slwr ~vilaq in 
Ar.mllis w h ~ r r  thr horse IS klllg. I have 
alwavs lmtl Ill? tleslre It1 rlue anrl I#, Ire. 
hee bf all disabilities. The power and 
strength of the horse takeiover and i can 
run, climb hills, or walk peacefully 
through the sun with the wind in my hair. 
Mrking with the group for Therapeutic 
Riding has brought new joy and a special 

relalionsh~p of animal and human 
contact. Thl,, along with my close awwi-  
stion in thc h l ! u  F~.lln 5uoporl (irou~,. 
tills my days and keeps me-active boih 
mentaly &d physically 

Education is one of the key ingredients 
in overcomine am and all obstacles. Just 
because the &$is impaired in some 
way does "01 m,a,, the m.nd 1s alar 
Ol,la~~l.tng the lncls. lh*8, tnktnlq lhat 
knuwl<rl#r and applymg 41 clrtl~orlrlrates 
the power 01 Ill? human rlx.cl+.j rlrtvrm8- 
naticm to cunt~r~ur lo iina new wa!a 10 
nl,taln the goals Jcs~rrrl l- another 
Irrl(nrI4l.l lortor. l l  l lut~ntcl nnvcrll dead. 
e01lnI UIIP project. l stuplr<l lo look 
around lor at~othrr means lo s1.1 ll~r end 
rl.sull I u,lllrerl Uvvrr qtve the imprc%sl#,n 
ul g l c  Ira1 Krvl ,  luok~ug IcBr the help ur 
answrr to trlr 0101~1~111 It (s OUI there 
somewhere! 

One impartant lesan I leaned early in  
my teen years when everyone is hying to 
be a part of a group, all lwking and 
actine alike, is that i t  is OK. to be differ- 
ent. '6ke that uniqueness and develop it 
into .III outsland~nq asscl. Knowml: who 
and woat yclu arr I\ Ihr ln~ndat~nn you 
hu8.d # w  .\< v e u l ~ ~ ~ u  v m ~ r  lhm:l,tlions and 
developing yo& t&ts within that realm 
will enablr; you to rt.;nI~ your gt>illi 

l'mlr.i<#nnal rehabl~lalu!~ svw~rrs 
were not rcadllv ava~lal~le ur as vartrd or 
today to cover iil the many concerns of 
the person who is trying to find their way 

30th h n i v e m  Edition .Rehabilitation Gazette 



0811 in ulvlery I found it to be a trial and 
trsl elforl to see wir.tl or how to best 
ss%isl each dnd evPw lnd!v~dual ~rablem. 
This laid the qroundkrk and 1o;ndation 
for today's many specialized groups who 
learned from our mistakes and errors to 
better serve us now Yet, I still find a great 
need to educate and train those inter- 
ested in searching for better and new 
menns lo rear0 our lnoepenucnt goals 

\\'e ltavc comr ;o l o ~ ~ q  ha) !I, estahirh- 
IOC uurselvrs us i,nrduvtive and 

must not resl on our laurr s 11 is through 
nur rontinuine( effnrL~ tcr supprrt each 
otllrr III u>lv:ttu i,rol,lems and seekine 
help that we w:ishare the benefits oia 
better life lor ail. 

L~arning to funclion again alter lorins 
i a t y  or ill1 body lnwea :s a team eliorl 
M.1 n>at~tta~ll~t~(! corttrol and heine in 
c h a m  -ecreates"a positive feelintihat 
keep, the splrlt a i w  Close fa!n,ly and 
Irlendr arc needeo fur etl~<,t#rnSrlwtlI 
and "ram. lounh tlmcc and rweh  uvlnur 
are ;art 01 the );racess where thrs " 

" 

support is critieal to the success and 
degree of progress made. Seek out and 
surround yourself with positive, upbeat, 
and h a ~ ~ v  ~eoule who will insdre and 
motivai;you tb your greatest potential. 
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Karen McKibben 
English professor. 
Polio. kntilator user. 

'7 fear disuse and yearn to 
strive to the utmost of my 
capabilities. " 

I don't know exactly why I chwse to 
ouote t om Tennvson's Ulvsses when I 
wutc nly lli~ll s~ l .m l  claws valed~clnry 
speech iduqht ~ 1 )  III I11e IIITICI. III? ~ 1 ~ ~ s -  
inq of the '31 sav~d thr uprnulg u l  thu '60s. 
I unc undoubudy altracted b the rcw. 
Iht* nptimiqm and wistlu. tdentlsm 
txlwcsml III Ila>r* v r r v  V#~:tori.t~b lines. 
.%st lhkrly, I l~uugl~.  1 sunply rcarc l~r~ l  
thruuqh my high schwl l ~ l ~ ~ r a t ~ l r ~  ~vx t  lor 
an apprnprlalc quotal.on lo exprccs !he 
cLslan:$ry senltmenl< 4s my cln%%mares 
msrrhed 1111 on!#, wltnt tltrv lhoprcl wotlld 
lw ;, glori<ltt~ t,,,t,,e 01, <,d#I,,.,t,",, ,1ny 
211 e,~l,let~,,-",~ar.~,l~l, ;,,,<I ,i,c,, ,,a,,.,,ts 
are fzled wi& optimism and a cLrtain 
amount of idealism. Accordingly, I warned 
my c assmalrs nut lu  s lp  inlt, compla. 
cency. How dull 11 IF I<, p i w e  l o  #make 
an end.lo r ~ s l  ~nburn:sheJ not In sltule 

in use!" And then I concluded by urging 
them, "To follow lolawledge like a sinking 
starJ3eyond the umost bound of human 
th0"Zht." 

For me, however, the lines might have 
heen a b ~ t  murc qt#!xvt~c than I I ~ I I ~ I .  fur 
h~<h  srh<nl valerl~clury speeches Uy 
own nart.rular lulurc seemed rather 
eircimscribed afler a bout with ml io at 
the age of eight had made me q&dri- 
), eclr nud l~nrt#u~ly dcptnurnt un 
rcsplrafur) squlpmrnt. St 11. now thal 
thure llncs can hr   laced in Ill? ronlext 
at 25 y e a  of exp&ience, their selection 
*vrmi .t:is n IIIII~U~IC i>qx for the 
Ihlurc than a pn,phrllc expnrslon u l  the 
resllesc strlvlne lor sell-full8llment that 
would be deveioped throuzh my own 
small quest, a quest for an indepen- 
rlpnt lifp . . . . . . . . . . 

1111. ol>l~mism ilnderlying IIuI quest 
may wt'l have been 4 Ikxacy <,I thr 195115 
Seen through the m8fIgattnq hare uf 
memory the decade seem- to ep.lum~m 
the hrl ir l  l l ~a l  ,111 proh.ems.gloha1 and 
Iurru,r.a.. c im I>* ourrronlr. With the 
karshalinz of funds by the March of 
Il!mci carnpalyn and o inat~ur>;gl ic,,nnltt- 
mcnl lo rrad.cate pollc,. a vacrllav was 
indeed developed and the pcrludlc 
el>ldrrrnivs were l~nally r l oppd  When the 
81#11vas11~1>g (11 i t t t r le i~  .#$em ~eenwd to 
IIIICBI~,~ lllr II.~II)II wllll ,lllllill ~IIOII. 
cc,mmunltnes vpt~,n~st~cal.v 1111111 sl~t.1rer.i 
and dc! 85~-d evacuallun p1.1"~ When tht! 

Soviets shocked the world with the 
launching of Sputnik, the American 
people set out to meet the challenge by 
studying more math and working to fulfill 
President Kennedy's commitment to land 
n I I ! ~ I I  UII the m i n  wlthln t m  years. 
Fvrll my home town 01 Loc Alamoi, New 
Mpxcrn. WAS Im~~tdet l  ~III lhe ~ t ) t t u ~ i s I ~ ~  
mission 01 developing the at& bomb in 
order to end WWII. 

Seen also through the mitigating haze 
of memory, my own pemnal experience 
now seems to be characterized bv the 
same kind of pervasive positive Aih1d.z. 
Wlsn tltr 01 sn 101 ~ x ,  11, ,I, 19i2 lelt mr 
a!!!rl\l <o!nl,lt~ttly pamlylrd and dcpen. 
dt nt on an in," lung evcw<me seemed to 
believe that this ~rcb lem Gould be over- 
come. Certainly, by 1954 when I was 
finally admitted to Rancho Las Amigas, 
the medical professionals seemed to 
exude an absolute confidence that. with 
determination, paralyzed muscles could 
be r e < ~ i ~ w ( l  r?!r:!~w~l or d l  leas! lhr;~e<l 
11110 11%(.111. p w l l ~ m s  4nzl 11 ~ ~ ~ t ~ r r l r ~  
cuulrl not be reroverco lullv. then a llttlc 
hand sureen, and a s~ ina l  <usion could at 
leait ma& "lml was;selul more uselul 
And always arl .~nl$r~ttr i#rr.ay 01 i~~ecloti~l 
P l l l l l l l l l l r l t l  <'<11.11! 119~d i t l l t l  111>1>111\*d 

'Tlhs, the iron lung was replacLd over 
the years by a series o l  progressively 
s!#~nller and wmetlmes mure vlcectve 
rerplratwy erlulprnenl pmqre%s.llq 
thnmqh a rork~uy hrd uitrl<m* %l>rlls. 
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Huxley positive pressure ventilators, and 
now Lilecareb latest volume ventilator. 
The original, standard wheelchair was 
replaced in 1959 with the first of three 
increasingly efficientversions of motor- 
ized wheelchairs. And there was a 
seeminelv UnendmR succession of adav- 
tive devices, same more whimsical th& 
useful, that were tried and occasionally 
adopted. i t  seems that in the 1950s and 
early 1960s Rancho had institutionalized 

the idea of progress to a greater extent 
than even Tennyson and his fellow 
Wctorians. 

Although iw dogmatically decreed. 
the Idea of oroeress also seemed to . " 
permeale LIIY lilr!#llyi 1 1 1 ~ .  11111 just is an 
oltlr$ik. redpnsf B, lhr l,rnl,l?~rl oi lxllio 
but n p~neral lamlly anttldt. My 
lalhrr. a physlrlst uhose appruach lo atby 
pmblem ic rnerl~aniral, hewn to makc 
dcv~ces of v;8rlcwr kinds l y  mother, a 
home *rotamust w11ow al,l,roi,rll lo any 
prohlem is urgannzaltunal brgao l o  
an;lng< house and lamllv affv~rs III order 
lo tncude all the plraphcrnaltd and 
added dutie. that lnl lo hrouqnt into the 
hc,ureh#~l<l As ;I rest111 .tnd cIe.;p~te the 
1ml.tlf8nq 1prop~rttt:i 01 ~ . h w . ~ l ~ a ~ r s ,  adap- 
tlve clt~vlrcr, and qundr1p1cg.a I r~.mu~nrd 
r 11111 1aml.y mcmbcr,lravr.lnq ultn the 
ti.llllly uo V ~ C S I I O ~ J ,  altend nq communll) 
events, earntnn (,,,I Scout hadeep. and - .  
quarreling wit; my brothers. 

Since in the 1950s and early 1960s 
schooling for the severely disabled was 
strictly a private affair, my parents, in 
coo!xration with the ~ u b l i c  schools and 
Illr :caal lcephuoe company, arranqed 
fur a speaker system that enahled rn* lo 
attend publtc srhml hv vnwr 11 lnol III 
body. From iourth grilgle tllrot~gll III~II 
srhml thiq sy*lelu rrlnhlcrl 1t.e xu rnde 
adv.mtilgc 131 tllr cbn>rnunlryi advanced 
cdan;o$or~al proqnm j r h w l  work had 
al-ays h m  attract~ve hut alter pollo, il 

became a Driman, source of self-fulfill- 
ment and hope idr the future. Looking 
back. I'm imprwed that so many people, 
even complete strangers cooperated in 
the belief that, with help, someday I could 
find not onlvself-fulfillment but also a 
way to contribute to society 

Thus, when I was graduated from high 
schwl in 1962 and auoted Tennv.wnZ 

~~3~~~ 

lines about not wanting to "rust un- 
burnisher and yearning "To follow 
knoulrclge lhke a s~nkl~lg \tar." I was not 
1ns11~err.  I did mal s!~ du lu  this very 
dnv fear disurr awl "earn tu strive lo the 
uthost of my capabbities. However, at 
the graduation ceremony I undoubtedly 
did not realize how much of this optimis- 
tic enthusiasm was imparted to me by 
all those who had so enthusiasticallv 
contributed to my welfare. Indeed, & the 
years following graduation, l began to 
doubt seriously whether I was capable of 
doing anwhine without a whole commu- 
nity Lolding r& up. 

Because Los Alamos is a small, isolated 
communiw, the only college classes my 
support system could provide were a few 
night courses attended ~r imari lv bv 
teachers needing re-certification &edits. 
For the Lirst time since third grade I began 
to attend class in person.And, if that 
were not intimidatine enoueh. l found 
myself competing fa&-to-lace not with 
my own age group but with experienced 
adults - ail seemingly quite comfortable 
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in classrmms and confident, or at least For me. the choice became clear. 1 
complacent, in their abilities. It tmk a could stay in the relative comfort and 
coupled years 01 these cold, night security of my family and my hometown, 
classes lor me to realize that maybe, just accepting the limitations to the dream of 
mavbe, l could indeed handle more ehal- an inde~endent life which that choice 
lenges at colleges in nearby communities. 

Relying once again an my parents. 
especially my mother's unrese~ved stam- 
ina, for the 35-mile commute, one way, to 
the college of Santa Fe and the 100-mile 
cammutt one way. to the Un~wrsily 111 

RPW M~x:co, I al lw t  hegan l o  ex{rrle,nce 
tlte iu>xlelv and exhilaritl~on 01 all 
academiclife, a life where inteliechlal 

would mean; or I could take the risks of 
leaving home, moving to another state, 

". . . it is the struggling and 
the striving that give value 
to one's existence . . . " 

sdll-rr11ara.r wa, lc>strr<d and thorougl~ly 
lasted liy lhr tlrnc I rece~ved my H.4 on 
Enellsh lmm the Unlver-.lv 01 U r w  
~ & i c a  in 1971.1 beean to>ealize that I 

and encountering the unknow~~. Frnrlng 
that U1e lornner 111ea181 Ilaat 1 w ~ ~ ~ ~ l t l  "nmt 
usbun~islsd." I clrurse to "f<,llr,w k~nowl- 

d d  ndeed yearn p r i . l o ~ ~ ~ ~ l l s  b lullow edqe .ikc a i~nking star: ntal ;n!lr!al 
k,~owleclg~ I.re a sulkl#~l( slar."The quix- qr.idtialr sclrx>l ;st i l t r  ilt,wrr.;~ry u l  Call- 
orlr <lrraul 01 uu ~ultlr~pendtnt llle heqnn Lmwa .)I R~vt.rildc 

take on an intensQ horn ol my owl, '&win 19% 1 am st111 51 the Kiverride 
desires not )uqt my romntunity's laq,? campus 01 the Cniversiry ol Lglilorni~. 

H ~ w e v e r  now 0 1  un, a *  I i~ l t o  thr havlnq eansd i k  1'11 I) and I~girlt>ing my 
1!171*, a18d Ill? a!r>nw~l>en u l  uptlmfsm thin1 yrilr u l rcrurrr III lhr Fugllrh 
wm last sl~ppjnq into the hopelerq qua* dqa~rl#nr~nt there. I #kc all qllests, mtnc 
tnlreal the \ictnam stru~qle, lerv~nq only lur tndrpendence ana rcll-lulf~llmcnt was 
a kind ol hiller iana lo~~e ly  i o l l r t ~~s~ t~  10 lrauqht wllh slru~g.es, wilh unreawnahle 
Ilngrr $11 yu!mg o*arts More s~gntllrantly, prole%wrs anlcl rrqttlrenlents, will. III~IIII- 

11 uns IIII* 10 rrigllw that t lcp~nd nq on 1a.111114 ~ t~dr lw~ ldvr r *  ~lsell I).rhill)~ I 
olheri <;flrlra,l nlilke dreams come l r ~ e  nugtlt havt. Ir)~lnd ICIEI LU SOU#I it IIIV 
I11e ~)rlly wav to l ~ l l ~ l l  dreamc 19 lo lpulrsue rer>l!~nlnl(. Ilk*: Llyses's wn in'l'rnoy- 
lllrlll with a n  Ulywec-lke comlr#ll,nr!tt sun> porm, ln the hxrhor and 'tn the 
Ill;lr cr~ur~ts not cuc~r. h ~ l  s t r u $ ~ l r ~  sphere 01 common duties." It tm .s a 

noble lile althoueh I do not think I could 
have undentood"that way when I wmte 
the high schwl speech or certainly when 
I decided to move to California. 

Probablv. too. I still believe. althoueh 
with less rewor; in questing and app&ci- 
ate that i t  is the struggling and the 
striving that give value to one's existence, 
not the goals or small achievements one 
might accomplish on the way Conse- 
quently, the lines I did not quote in the 
valedictory speech, because I could not 
quote them when I was eighteen and just 
starting out on my quest, now seem more 
meaningful than the ones I did quote: 

I am a part of all 1 have met; 
Yet all experience is an arch 

wherethrough 
C l e m  that untraveled world 

whose margin fades 
Forever and forever when I move. 

4z 
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Su Hara 
Former teacher. Director 
of disabled students' 
residence program. 

"The electric wheelchair 
changed my whole social 
relationshio to whomever I ~ ~ 

was with. instead o f  doing 
something for me, they were 
doing something with me. " 

In 1958 my mother was vouncer than I am 
#now. I hadn't heard oi rhntaci lemcc or 
Irllrruwavcc rrr velcro, and I'd never rep#! 
a curb ram" I dldlt.1 know I wc,tlld Imch 
history in i igh school for thirteen years, 
direct a disabled students' program at a 
university, or spend some time in France. 
Maybeeven mare important. l had no 
idea that I would someday discover a way 
to live on my own. 

I was a mphomnrr in college then and, 
as I rccal . qtlilr a*ttletl lutu a rcm,nablc 
pallcrn of 1.~1115 wllll Ihc C.IICCLI 01 PI:" 

I'd had polio three years earlier and i t  
was in  1958 that i decided to giveup 
hying to walk, even in therapy sessions. 
The decision sounds momentous but i t  
came about gradually and eventually 
seemed obvious. In physical therapy I had 
been using long leg braces, with a corset 
lor stability, one oithe two crutches tied 
to my right hand because of poor grip, a 
helmet in case I lei1 on my head, and 
alw.xvs rwu tneraplrL5 llo<st~h<lantlill 
s&lllilurr To this dny. I mnb'l dtr t<lr  11 ;dl 
ell that was rid~rtnlotts or o i lrrrsurv , 
attempt to uplore all possibilities. 

So in 1958 the business of living life 
kom a wheelchair was resolved. The 
whole matter evoked the memory of 
those lirsl few days after my polio diag- 
nosis in 1955. I t  had been only a week 
into my hospital stay when I realized I 
might not walk again. 'Yes." my doctor 
said. "you might be right." His enduring 
gift to me was a prayer that made great 
sense to me: "Oh God, give me the 
strength to accept what I cannot change. 
the courage to change what I can, and the 
wisdom to know the difference." I soent 
the next five months in the hospit$ 
trying to "change what I could." recover- 
ing enough movement to be able to sit 
up, keep my balance, and eventually 
switch to mv"ewd" left hand to feed . . 
myself. 

My parents' response to the complexity 
of severe disability was the same as for 

anv: Whatever it twk. the" would see it 
thioush. Once the pekal;ence of mv 
sltusllon bc:nme rv~< lml .  thry built> 65- 
ln j t  ranlp rc, lhr I ~ m ~ s r  a<l<lt.rl a bedrmnn 
lo the t lo* .~~~t .~~rs .  Iraded 1hc.r car lor one 
that would accommodate a folded wheel- 
rhnir, and iur man" )t,ars d ~ d  ,111 nf ilty 
lwruna 'arc. ' lhe~r common irnir and 
ernrrosiN wa .  ilnd 15. one oi Ill? malor 
;nfiuenc& in my life. 

My family and l somehow made i t  
Ihrottsl> that early perlad withnut much 
01 roe rlrcsc h e m  held lo puhllr vieu I 
Graduated irnm ilieh r h m l  w~th  m v  r1.w 
k d  at the last mirkte decided to hi- 
golne Ir, culrge III tlw lo low~ng fal: 

[By In58 wc had drvetrp'd a workable 
rr,urlne I sav *r' hecause ur much 01 
what I coul i  do was intertwined and 
dependent upon the strong support of my 
fancily - tmy parw~ls, nny lilree yuunger 
$liters. ;anrl lbruthrr Family and frfendi 
<lrovv rnv llbr da~lv ten mllcs to the 
college campus; fusually asked one of 
the olncr sludsnls lo mcel lllr a1 lh r  "!I* 
arcecs!ble dmr 41 l l l r  l,;ak #.i lhc nt.1111 
bulld~nc, atal i ) t $ i l >  tnr I" inv Ilrst cI&% I 
took 02 ex& with profe&rs the first 
year. lbelur~ I cuuld &!le well enough 
wltn my lkll hand. hrlunalely. l liked to 
rrad and mv memnrv wn.; sham a, l ' id  
all right. ~&era l  m&ibilities never 
occurred to me: h i n g  on campus, inde- 
pendent travel to school, owning a 
motorized wheelchair, or of course what 
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the personal computer of the hture could 
rlu iur wr~tten acsimmenrs. 

It was lhat sane year lhal I tm*  my 
lhrrt ".all* tlteilt -alone. ;\ sood friend at 
a ~innesota college invited me to visit. 
My usually suppoFtive parents resisted 
this one but I really wanted to do it. It 
was a bold adventure in  those days but 
i t  was so successhll that 1 did i t  mare 
than once. 

It twks ix  years to finish my bachelor's 
degree as a part-time student. I majored 
in historv and swnt a oart of the last 
year student te&hing at Nazareth Aead- 
ems a Catholic girls'schwl two blocks 
from home in LaGrange Park, Illinois. 
To my great surprise, when I gingerly 
approached the principal about a full- 
time teaching position In 1962,she acted 
like i t  was the most natural of ideas and 
hired me s w n  thereafter. She suerested 

"U 

that I also start a master's degree in coun- 
seling because she loresaw a need lor 
more counselors on the stall. To me this 
was more than asuggestion. It was an 
unexpected invitation to carry my own 
weight on the staff as a hli partici- 
pant, without regard to mydisability. i 
could not have wished for a greater 
compliment. 
I Spent ten wonderful years teaching 

and counseling at Nazareth, finishing my 
tmarlrri <lr.l(rcr d1111111( ~ ! l n l # n ~ r s  rt l  

I ")"In Un8verslt) intcaqo. Opporlunn- 
tles lor r r s p ~ n s ~ h ~ l l y  were a luay there. i 

became chairperson of the Social Studies 
Department, the cmrdinator for Public 
Relations, the chairperson of the Faculty 
Council. And I laved the h id schwl kids. 
They responded by willing~y pushing me 
w1.r-re I inreded tog", dl-lr~h"l.ng claxs 
!~talvr~al*, i~v~r.$ ' $< r~hes ;a( ~ l w  ch8.k. 
bodrd. The osllv arcommo<lar~un 11. mv 
disabllihi that ki necessarv was to ' 
watvc lhc joh 01 cscorlinq ~ ludrn ls  down 
the stair< durinq low dr~ l l *  

111 the late '61 r,  my stbftlr Peg returned 
[rum l r r  first trap to Eurupe and sud she 
saw no re.mnn that I mt~ldn'l [plan a rim!- 
la, trip I cnuld i ~ ~ ~ r e l y  l>?l w e  1, - ti.;tt 
klllll 01 trdvc. hat1 s~cllll.ci H# rc.lll01r Wy 
slilrrs and *,me lrfmdb ancl I u.rnt 1~ 
It3.y. Rance. and lrr lmd in 1967 1:lhl. 
and ag.iin in 1',7l hlore tr pr lo Frvnrr in 
the 1.1dli r~i!nlted LII the lun oi st,:lng my 
a r l i r h ~  (ILL nccris III France oublmhrd in 
newspaoer travel sections in'the United 
states &d Canada 

The 1960s had been rich and hll.My 
personal care had always been assured. 
thanks to mv familv but its permanent 
relentlessnek demanded cdnstant vi$- 
idno. lo a 'ontmt~ra iactempl lo haiitnce 
the work load, porl.ckll.xrly lhor !my ir lolh~r. 
we tr r.d I~ve.ln he a,rs - - wr frc,ln 
Noway, huo who had graduated from a 
horn? ior rh~ldrsn b.ti~out parents, one 
irurr# a r ~ s t d r ~ ~ l ~ l  s~ntml 10, ad"! 
rrtnrd<rl o~.oolr - w~tt j  varvine decrees . . . - "  
of success. I t  was never easy to integrate 

a live-in employee into family life and 
U)III~~I!~CS #I was more rruuble than it 
was worth By the end u l  that decade. 1 
thank we were al s!lentk wonderlnY how 
and where I would live I outlived my 
~,drrnls or lilelr capvctry lo care fur nle. 
in il7O I beqan 1,) l w *  nru  ti,? rust of 
nurslnn homer'l'he future in that r c m d  
seared9me and depressed me. 

" 

It was at exactly that time, 1970, that 
my sister Liz letl home far graduate work 
at the Universitv o l  California in Berkelev 
Once in ~e rke le~ ,  she noticed about a 

' 

dozen students in  electric wheelchairs on 
the campus and one Jay askrd une where 
ihe had gclllen i t i q  chair. He told her ahout 
Ill? Cr#>l t l l  dl.dble'd *IU~P"IS (I~OSI~V 
qua&ipiegics) who lived in a $ng of ihe 
Ir,sp#ral on campus and aoallt thr lhmnd 
~r,w Prays#cally Il~sablcd Sl~~alcnts' 
Procram at thc unwrrslhr'l he ldca uf 
disibled people living aiay from home. 
hiring part-time attendants, and getting 
around under their own power gave her 
an idea. 

I'd been teaching for nine years hut 
when Lizzie returned to the Midwest for 
Chrisbnas,she proposed her idea: that 
I become a student again and spend a 
summer in the Residence Program in the 
hospital at Berkeley. The decision to try 
that in the summer of 1971 was the major 
turning point in my life. 

Three lacton in those ten week revo- 
lutionized the way I lived: a borrowed 
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electric wheelchair, four part-time atten- 
dants, and a conversatio" with John 
Hessler, the lounder and director of the 
Disabled Students' Program at Berkeley 

The electric wheelchair chanced mv 
whoie ~ c i a l  relationship to whomever I 
was with. Instead of doing something for 
me (pushing my wheelchair). they were 
doing samething with me (going to a 
movie or whatever). I felt incredibly and 
unexpectedly free. That feeling was inten- 
sified by a second factor - the local 
custom of employing several part-time 
attendants, rather than one. l no longer 
needed to get xu bnl  rarlv III onler 10 

ailow a andle attendant lmr 11) slc*,i> and 
u ~ l  hark in time to eel me uo in the 
&ornine. Now I couyd hire alate atten- 
dant f ~ , ~ e v c n ~ n ~ s  nud .I  mnrnitlg 
nltendanl for any early huur I wil~lted. 
alnl i# #ll l ler~ot %el 01 atttwJanlr on the 
weekends WIPII one w.15 absent. 1 could 
call un aneul t l t e o t i ~ v ~  to s!lbstitule. 
Mu1l1p.e anendants ~orrezved any free- 
dcm and !odrpendencv t o  a cr~ln;l l  way 

hlv ronvermlion wllh Jonn IIcsler thal 
~ u i y b a ~  in 1970 was the moment that I 
decided to move to California for gwd. 
John assured me that this new way to live 
independently was not a fly-by-night idea, 
that there were ~ e o ~ l e  fiercely dedicated 
to the concept ;habe o m  liv& would be 
on thc llnc 11 the idea 1a1lt-d I wa* 
~mprecsed that peop.e u ~ t h  more *were 
dkab illas than mtne were i.ving such 

Susan with sisters, (let, to ngsu an0 
Liz, in France. 

independent lives. I was convinced. 
The rest of the stmy is simple. l 

returned to lliinois to teach one more 
year and applied for teaching positions in 
Caifcrrn~a durlnq that tlme. i was thrilled 
when Igol *ord lhnl Holy N:IIII*S HI#, 
Srhooi $ 8 1  Oaklitnd Illred ine I I I I O Y ~ ~  lo 
Berkeley in  July 1972. found an apart- 
lr>ent hirctl i~lrrn~lanta and a couu and 
rentcd a van It, get tu wu*. I llrsl thought 
I cgruldn'l live comn~etelv alone so 1 found 
a vounq woman to'shar~mv aDartment. 

-Afte;three years, when my iwmmate 
moved an. l knew I could live alone and 
did. tbr meals. I asked my morning atten- 
dant to prepare simple dishes that I could 

bake or steam on a table to^ oven and 
hllnler rer on low table$ rhal I'd dcslped 
fur my kltchcn. Since then nlrals llavc 
become even eawr with nlv t,ltrn,wnvr 
oven 

1 alu, changed jobs tlvar ymr I became 
the ~ w r d ~ t t a l ~ ) ~  01 P h y s ~ c ~ l l ~  Oirabled 
i l !~<lrnts Reitdcnce Proaram at the ~" ~~~~~~~ 

university, the "ejpiace I'd started horn 
in 1971.The program was moved to the 
rrr~dence hais. ll,icv i h t e p a l ~ l  w l l l ~  
other lllllYrr61ty i ~ tu l< .n~ i  For rnlrwvn 
v r t r a .  1 rn~uved lac~l~tat~ne the transntlun 
io indeper;d;nt l i v in ,  murh as i t  had 
been dbne lor me. - 

At the present time. I'm the acting 
director of the Disabled Students' 
Program at the university. This means 
teamwork with a stafl of 25 and service 
to 450 students wiUl a wide variety of 
disabilities. 

Lmking back over 30years has been 
an unexpected pleasure. It's been an 
enraura nary t;me ro be a prsan with a 
#ltsab~l~ly l t i  ixw a tlmcol opportun~ty, 
oackccl wlth l~v!ne. strueele, anxietv. salts- -. 
iaction, ideas, exzteme;;i, stress, love. 
fun, laughter, and we can't forget 
technology 

Many thanks to Gini Laurie for her idea 
of a retrospective and her unflagging love 
lor her lriends and readers. And congrat- 
ulations on keeping the family together 
with thirty years 01 the Rehobilirotion 

cuetree! #& 
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Yukiko Oka 
Former teacher. 
International advocate. 
blio. 

"To help other disabled 
persons would be the best 
way to repay the kindness 
and care that have been 
shown to me." 

Thirty years ago. I was a lifth-grade 
student of the ~ r imarv  school. Disabled 
children have brrn tusclally asked In go to 
a il,ec.nl schwl Forl!~t,ah.ly, I wiL, 
allowc<l to recclvr a inorttlnl ecluc iari~ut at 
a Rulnan ('.~lholic provat.' sclncwl rvrr 
s~nce I ontrred prtmary schwl My 
educat~nn up l o  the graduate s rhwl  level 
w;ai in an intrgrnw<l rttvirnnment, whlch 
L'RW ~ n *  an ooourloll,!v ic, crow a$ a 

~ " r n ~ u r ? d  r i t h  my nond~rablnl 
lr~cnus I wm ohvious that I had s~~n!?  
I'm latlon dha. to severe naralvsts ol rhe ~~~~~~~~ ~ 

left limbs and slinht ~ a r i ~ v s i s b i  the right 
limbs as a resultbl ~ l i o . ~ o w e v e r .  

disability was quite naturally accepted as 
one of mv traits bv mv lriends and even 
by my.;eli hy h e  t;mbl ceachc.tl adole$- 
cence Thrt.. ,I qradui~lly bscarnr it cause 
ol an inlcr~ur~ty rc,ml,lrx I ruuld rwuver 
lrnm thc dcplll 01 pr-i.rrli<tic leellnl: wllh 
ttly parent$ e,lccu.raq.uy word? that 1 was 
a cl>;knnt~n$ and alrractlvu Indy 

U 1111011c any pi8rl1~11Iar d.r(.~tl#lll ill 
mind. l I ,~,k p?ttllolh $"en hy my nl[ar- 
vtwr and frwtldc nllrr grallllnllon. Mv 
ih!comc at tllill t:me wm qultr gad,  a- 
Ivct~~rer ol an Fuglish mumr at ll!? Jnpa- 
nest Rrd Crow Cr,nrrill Nursrr (s,llrsr 
and as an rsistant at the graduate srltml 
ol thc Un~vvr<.lv ol me Savred Hearl. itnd. 
sometimes, as & English-Japanese trans- 
lator and interpreter. However, there was 
always some dissatisfaction with my life. 
Although, l could fully participate in soci- 
ety and I felt deeply indebted to a lot of 
people around me for what I was, i t  was 
impassible for me to express my appreci- 
ation to every one of them. How could I 
thank them? Then I lound that for me to 
help other disabled persons would be the 
best way to repay the kindness and care 
that had been shown to me. 

h k i n g  for an opportunity to tell 
fellow disabled people that they were not 
discriminated against but loved, l was 
introduced to a volunteer group, Japa- 
nese Red Crass Lanrmaee Service 
Volunteers. ~ogetheFwith other non- 
disabled volunteers. l too had been a 

volunteer English instructor lor seven 
years at the English Club of the National 
Rehabilitation Centre lor the Physically 
Handicapped. I t  was a surprise and shock 
for me to encounter institutionalized 
disabled wrsons. The majority of these 

their h o ~ e  to become Gdew;dent again 
in their own communities..The mordl 
understood their situation, the stronger 
my desire became to work far them. At 
the same time mv realization of haw 
blessed I was to have been brought up 
in an integrated circumstance became 
stronger. 
The S i  PmPacifie Conference of 

Rehabilitation International was held 
in Seoul. Republic of Korea, in  1977.1 
attended as a simultaneous interpreter. 
Rehabilitation emerts from Asia whom I 
met there ameedthat immrtanee should 
bc placed u" my inrrr.z*r<l involvcmcnl 
in the work wllh other d~.;alllnl 1,rlsons 
and Illat tlisah.ed p ~ ~ p l r .  51101111 1101 he 
lu#l;ltr<l IrOlu the real of FOC.I'I) 

In I'IdU I ~italr up my lnmd to work ill 
thed~sal~ttty l1t.11 My mother who 
wanlcd me 10 relntu IIII~LII.II. dnd finan. 
c~a l  serur.ry in  the la#nut~* ~univrraily, wa$ 
5lrl,llsly nqnlnP1 my decls un 11, reslqn 
lrott> r t t v  1:r~tversiIy 01 thc Sacred l l e ; ~ l  
lur wl>lro 1 llmd worked l t ~ r  n ~ n f  years 
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I was the first employed by the newly 
established Japan Council for Interna- 
tional Year of Disabled Persons (MJP) as 
a public relations oflicer to explain the 
theme of M)P through the TV. radio, and 
newspaper. Everyday was full of interest- 
ihg rv*tbl and exrllng pro)ecLr. I 
u r $ a l w  11 severnl JC~~YIIIPS wh.~I, 
~~n.t~<lrcl A seminar lownrdi ;at! OWII 
Society" Two wheelchair attorneys - 
one lrt m Irpim and the other t ro ;~~ the 
U 5 - - d~q~.#~s%.r*~l II(IW 1" re.nnuvu arch,. 
tecrua. and allnud~nal bnrr~crs in Ihe 
society. I was also given opportunities to 
attend many international conlerences 
which included the 14th Whdd Congrws 
of Rehabilitation International, Winnipeg. 
Canada. 1980: Second Steering Committee 
Meeting of Disabled Peoples' International 
(DPI). Oakland, USA. 1981; Third DPI 
Steering Committee Meeting, Toronto, 
Canada. 1981: and First DPI World ConIer- 
ence, Singapore. 1981. 

At the end 01 the 1981 M)P, I found 
myself very tired - too tired to get up an 
Sundavs in order to eo to church. men I 
became unable to work lor two months 
because of fracture of my left foot caused 
Ily d l l y  hard wurk I! ~huuld have been 
Ill? ,lyn qlvtn by God to me whncou d 
8not allord to talk u ~ t h  Htm at d I thtouch 
daily prayer. It was not difficult to leave 
the lap.,#; .:ounrl. lor M)P s t r ~ ~ . r  I w2.i 
fully r< ,~~v l l hn l  IIIxI <;o<I wonlnl me tu 
have il i!a.re rrloxvd 111< Sevvral months 

were soent to recover from fatime. As 
soon &my body regained eneCgy, I 
received many offers to participate in 
disability-related programmes. 
The first and unfarpttable programme 

was the Second World Council Meeting 01 
Dlsal>led koplcs' lnturnat~unal (I)Pl) ;n 
IiIR? T w  flvr..day amlerencr wtlh I9  
<lrlvuates held .n i o b o  and Hirosh~ma 
gav&ncentives to th; stalemated 

disabled pcoplek movement in the post 
NDP year Since I had been actively 
~ l n .  Ikc I rqul  lrum ~Uprrparnr. I) 

sf .$KS II lh'1 t wa? a *eat h < . ~ n ~ ~ ~ r  lor me 
1%) ur2an.n ~ h c  pcare demnnstralton ol 

disabled wmns and the announcement 
ol !I,* Ira* statvmvnt in H~roshima. 

UI'1 urcrd dtsnl,lvd proplr aI over the 
world lo tuwlr III ~ r p i ~ r ~ ~ x i ~ l ~ ~ n s  of the,, 
owl, rind 11, )I)III the IDPI 11) the a~mmon 
slrllgglr lor lull pnrltclpxtton and eqtralnty 
wtlll trlluw dirabled '11zcns. In orclrr lr, 
realllc the UP1 gualc, 11 wdr  scar l~l l lx)r- 
ran1 that women ~ 8 t h  #il%i8l,~l11v 
participate in activities together with 
men. In this respect, as a woman myself. 
tltrre were many lhcnqs I could do 1%) 
lhtrlher develol> 111'1 ant1 lo wtwk wltla 
umahled oerwn* cut the k~a-t 'ac~lc 
redon, which has more than 60 percent 
ol Itbe wurtur d~iabled population. Uurin9 
my IUUI-~CJ~ S C N ~ C C  at the I)I'I A-ia- 
Par l~c  Kreional oll.ce lile rvecor>al 
netwo& o? the self-help gro;ps of 
disabled pemns was expanded through 
the conduct 01 the leadership training 
seminars in Thailand, Australia, Banglb 
desh. and Japan. 
When the DPI Regional Office got inlor- 

mation that the UN Economic and Social 
Commission lor Asia and the Pacific 
(ESCAP) was interested in appointing a 
disabled person to a newly established 

disability, and As id-  turned to be posl-' 
tive and made me accepted by ESCAP in 
1986. The experience at the DPI Regional 
Oflice was of great help to make ESCAP 

Rehabilitation into Independent Living 



a regional focal m in t  in  the field 01 
disability 

For the last hvo years I have been 
implementing an assistance programme 
to develop national disability prevention 
and ichd(;.lll.ll.~ll Ipr0qraml4leh. t11 wh.~h I 
prumal y tnq,l~a*~ic e s ~ o l ~ ~ r l ~ i ~ ~ ~ !  and 
strcnethrn~nc oredn~zatlurw nl dlsabled 

~h&oGtr ies visited were Bang- 
ladesh. Bhutan. Indonesia, India. Republic 
of Korea, Lao PDR. Nepal, and Pakistan, 
amone which disabled Dersons in Bhutan 
and ~ z ~ a l  started to f a h  their own self- 
help groups. 

My contract with FSCAP will expire at 
the end of May. 1989. I t  is my sincere 
desire that expertise gained in =CAP will 
be hrther utilized to empower disabled 
persons especially in Asia. 4s 

Ingolf Ostenvitz 
Consulting psychologist. 
Advocate. 
Polio. 

"Gini and her friends have 
shown me and my friends 
a way we will continue to 
follow I am obliged to them 
in friendship and gratitude." 

I was born an October the8th 1910 in 
lbtsdsm wh,rh l~ec in the C,rrmao Llemu- 
crotlr I<r~,uhlir. Mv narents were larmers. 

Terrible also was the isolation io a 
single bedroom. Friends and relatives 
were only allowed to come to the 
wind~a. I 1e.t lefr alnnc and badly allfcted 
by the virus II IC dldn't becumr hetler. 
Ill? w o ~ ~ l t l ~ ~ ' 1  have made cmqc an\, more. 
I wished death to come. My resp ihon 
became worse, each breath was an effort 
and, moreover, pain was in all muscles. 
Lying on my back staring at the white 
ceiling, the warm summer days were 
endless. l hated my bed and my inability 
to move and envied the pop le  outside. 
To be alive and to move, how wonderhl 
must that be. 

Shortly before New Year's Day 1960 1 
was placed in  a rehabilitation hospital. It 
was regarded as the best institution for 
polio survivon. Rehabilitation included 
a lot of ~hvsical thera~v. bathing in hot 

In 1953 my parent; moved to the Federal water in eider to oveFheat the 6ody and 
Kcpubl~c ;iCcn>muy Hrn I nnrw<l ;)I! Ic,rrr;ilr at, iart~l~oa ievec. I enlcycd the 
apprrn1trcsh.p rhutt~col n ! + $ ~ l ; ~ ~ ~ r  ;I? Irrotrl>vnt Ir.cn#~sv 11 wn, a wav I n  get out 
llnr iqer ol 15. u l  or* I tsorclalv r#81ovv<l thy w.Wr 

In September 1959 1 cot otlio. io. had therapy I rka~iredthai (was still able to 
pan #u'nly legs snd I >&cn'l ahle m move sa.m'althou~r. I could only move my lrfl 
them. At the I ~ u s ~ ~ ~ o ~ l .  n.wnys the sane uru. nucl 1l.r r.sh1 underarm. My e d s  and 
ourrl,on. ' U'hv 0111 11 lhnve In c;tlrl, me'" rnv t r ! ~~ l k  ~ m ~ ~ ~ . l r s  rrmained oaralv~rd 
A question fo;which there was no M; general condition becamk betier and 
answer. I became depressed and aggres- also my state of mind. 
slvr id 111e s;mr ttmp brcaureul IIII% I evpcrcnrcd a lot of suppr l  and Ihve 
I<rr.blr f;tlc, wl~iclt ,:nllaemned mr 10 hy my $.rl lrend Kenatc who v~sllrrl me 
slat .n bed. ~~rbal,lr to imake a cinelr almost wen! weekend. 5he stme* in a 
mdve, while my friends could enjby the hotel. ~nfo&ately the hotel &~n ' t  
good weather and go for a swim. accessible: l really would have liked to 
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make love with her and to take up our 
Semal life again. She was very attractive 
lo me. I lovr<i l lrr clusenuss dnd lender- 
nesq Her iwdy wns r l l t  and vvry lrmale. 
I he tmr;llvr~q and lhc. iunv stav in hocnl- 
tal had miderne unsure ;I w& still 

' 

spumed on the desire butberent relax- ' 
ing or satisfying for either of us. Our 
friendship lasted until my discharge after 
one year. One day she declared that she 
could not imagine living together with a 
man who is paralyzed. We never had the 
uppurtunnly 11, try out how our 1hn.r 
sexually could have beeo i>erlomt.d. Sl~l l  
todav I lhi~,knl her wttll rralltudr and I 
haves loving leeling for 6er who had a 
lot of love and car& me in hard ttntrs. 

The lntcni ve phystotherdpy lrratxnenl 
didn'l hrioe mt.ril chance I i r ~ n l e d  ru 
handle a /heheelchair an: went out for 
little excursions in the hospital area. My 
left arm was quite intact, the right upper 
arm remained mainly paralyzed, as did 
the rest of the bod". With the remainins 
functions I learnedto dress. Geltinq from 
the wherlrl~atr lrltu hed and the other 
wav arclllllcl hll I wb~n' l  p~sslhle U*llll?r 
d.d I m;sllaec lo usr the loilet *I~III)II~ 
help. I hadio be lilted onto a suecia1 
c h i r  and placed w.th the clv~i; nl,uue lhe 
tolet In the beqlnnill$ tl81s prucrourc 
%;~tlsIled me 1 dlrln't ( t a w  to do my b u ~ i -  

I 
r 1 d., 
lngoif with his son, Tllmann. 

nes5 in bed. which had always annoyed 
me and wasvery unpleasant. Concerning 
intimacy you are totally at the mercy of 
the frequendy changing personnel. 
Georges Simenon once wrote that he 
could only let himself be washed by a 
very familiar person. I can understand 
this feeling very well. One is deprived of 
one's physical integrity 

With many tricks and with a lot of 
practice I tried to manage my activities of 
daily living and I succeeded in dressing 
myself and getting into a car. But i t  was 
years until I was able to pull my wheel- 
chair intoa car. 

A crucial expedence in the clinic was 
the acauaintance with a voune man who 
also h i d  w l i o  hut not &gravely as I. His 
a n c  wrrr ilur dff?l.tt~J H i  atle~.~ch.d a 
srhmi III urdo I" make the 'Al,llt#r." the 
ol~nl~i#rat~un tnnt s reoulred 11, ;tlIc.nd a 
Aiversitv. His aim was'ta shldv. How 
often had I been dreaming of &at, even 
before I had polio. I often talked to him in 
order to leam haw one could attend a 
schwl in a wheelchair and aftenvards eo 
to university. I got to lmow all the deta& 

how to altcnd lo n ho;%r<l~~~g. rrl>ml lor 
<l~sabled ano i ~ c ~ ~ ~ d . s i ~ l ~ l e ~ ~  I)IIOIIS 1 w m  
sllll in hosotetl rhun I sent a mstcard ol 
applicatio; to that schwl.T& headmas- 
teiof the schwl arranged the financing 
for me by the social semice. Today. I must 
say. this young man in a similar situation 
was a good peer counselor. He was a role 
model. What he had achieved. I wanted to 
arlnirvr m we1 And u, my way was crirr  
It was d pleasure lo have I ~ u I I ~ ~  a11 a m  
lh~rmg the !#me in hnruilai I read a lut 
and brushed up mv g&eraf education 

I he  honrdiui srh"o1 had a very strict 
cnune. I ww ilrpresrd hy lhe liirl llrdt 
we Ilad to a, lo hcd st '):,I1 1, 111 11 war 
nothing li& an iindependeni lifesvlle 
although most of us were grown up. I felt 
locked up. It wasn't possible to live some- 
where else because there was a lack of 
accessible apartments. W also had never 
heard of personal assistance. It was 
beyond thinking. "Those who need help 
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to be mobile and for the activities of daily lint time i t  became evident to me how tion during which the lefl kneecao was 
living belong in a nursing home." And datngennus rehah~lilalion institutions are 

lor lhr ~ p e ~ ~ l a l  development ol disabled 
trot,lc.,\~ai8l and deain the educ~torc 

removed, the knee could be ben<again. 
and I was able to sit in the wheelchair. 
Two days after my dismissal I went into 
my car and within a few weeks I had my 
driving license. I felt the old power 

that WAY nlu, the way the olioclal rchabnli- 
limun ilgrncirs tlmti$l,1 dnd artrd 
,$I tho1 l ~ ~ n c .  I'1li'l.l nad mv llrsl bieb to dYsruot the ;stablishment of 

contact with dini. l got hold bi her peri- normal human relations behveen dis- 
abled and nondisabled people, not only 
in my ease. 

Looking back I don't have much regard 
for them. Today I know that the rehabili- 

adlcal, I;>ornr), f;urlte, sprln)(-stlrnmer. 
1963 Only my krwwledqe 01 Ihc Fngllsh 
lanymaqo was Icn lpoor. With qreat efiurt I 
could rt,a<l wn.r 01 i l  I w m  e n l h u s . ~ ~ l ~ r  
abwt the lprlvate mqaqement Ihr pollo 
suwlvors TIwr- wrre 1188 s ~ ~ r l ~  ar l~vl ies 
in Germanv url<l, will, e18w nlntl ad t~~ ra -  

rehming and was looking foward to 
the time of my studies. 

In hospital I decided to register lor 
psycholw. My giri friend, Barbara, reds- 

t ~ l ~ o n  wds orgInni/ed ih a wrong way ittl,l 

l l l~  al l l l l l t l~ 191 IIIP (.<~u(.~~uIE $9- B ~ C S L I ~ ~  

of a structun that didn't mcel our needs. 

te;rd fur i,l,a,n,w III 1I1c sitme rily, 
4lunster. Lnlc,rlunalrly, wv hnl  lo Invr in 
dillerent dorms. ihe seoaratlun uf mc,n 

tion, we labked at the ~G ib i l i t i es  of the We felt thevague desire for an indepen- 
dent life. We had no philosophy, no 
models, and on top of that, no social 
power to fight for it. Everybody vied to 
make us believe that we should be mate- 

and women was narmai in student resi- 
dences in 1966. I t  was only at the end of 
the '60s that a radical change took place 
because of the shldent revolt. 
I lived in  a midence which was onk 

w i a l  act!v.ttcs ~1 slnylc people. 
A1 ltrsl nl 1l.e I,oiud~ng srhml I needed 

orware tu lur ! !~ III Fl$ult.;ll. Wv lr;brll?r 
7~~ ~ ~~ ~ 

was the daughter of 6 e  heahaster 
I helped herwith chemistry because [ul because,after all, we were privi6ged 

as we had the opportunity to attend 
schml. Primarily, our life was directed 
towards high performance at sehwl. In 
spring 1965.1 made my 'Abihlr" as the 

partly accessible via a steel ramp. I h i d  
acar which I could drive myself but I 
couldn't pull the wheelchair inside 
because the car was too small. According 

before I got polio 1 was a chemical assis- 
tant. in these haun taxether we learned 
to know each other and fell in love. She 
was a cheerful girl with long blond hair 
and an attractive body. I was proud to 
have such a giri as a friend. Unforhmately. 
lor so-called oedaeoeical reasons. the 

to the rermlations of the social service, l' 
&st 61 my year. 

About 14 days after this great event. I 
had a serious vaflic accident on mv wav 

wns~l'l all<8wcci In huy a htqqcr model 
a l l l>uu~I~  11 wutlld Ilave #:"<I very lhllle 
and would nave fa!rccl mv ila,lli.ilv - 

educators e l i d  to"d;mpt our relation- 
ship. They dldn't succeed. On the 

to univenihi. A friend drove aeaiainsi a a totallv incom~rehensibie act byihe 
lamppost and I sustained sev&l frac- author~lies. I made srranqemen& ~ l h  

otllrr \11111?1115 im#! we x m l  lcr  the $em#. 
o;lr- I~,er!t#rr TI)-v helt,ed me to t&e mv 

rnlllrilry tnw brought us ciuser and 
clusrr loqelher. Mt coula only seeeach 
c)tlwr nt i?rl;itll l lme~. 'The rewlallonc 01 
I lw schcx~l l?ll W O ~ P  Sever.!. I#me? 
tllry ihrwrenrd tu Ihr ,w imr ( ~ t t  TIIF 
I~~B~~~cIs at schwl ruplura.'l inr and 
prutected our lrrndrhlp l lvrr lor lhr 

1un.i and lhad to IK. 1 3  Irucuotl Tltr 
dreamr <,I lreea<m and sludyng wcre 
over. I had 10 SIBY in hos~ttal lor nlne wheelciair out of h e  &rand to get up 
months. This wa; a sinisier time and the many steps to the university build- 

~ n g s  Olte18 we stud ed on our own, which 
*.r- Itaarr r l l*r l ivr hlnreover, ronny 
I ~ ~ l ~ ~ r c s  were i x ~ r ~ # t g  aral d~sairp~~tnl~ug. 
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We aften had our doubts about osvchol- 
ow and I was tovine with the ideaof 
study~nq r h e m ~ r i ~ l l u t  I dldn'l glare to 
rlta~tqe. my nlhlecl i r r a t ~ w  I tlu~ttgl~! I 
Iackcrl the rruu red n,~,l,tltrv l o  ~ o r k  III 

a laboratory %day I h o w  &at with a 
ccrtsln amount ut p'ru,u;ll i&%*isl;ttrr 
I cuuld havr s tu~ i~wl  c 11+11$191ry. A l  11111 
tome rhcre wm nu wav 1~ eat ut.rw!la. 
assistance. Either yoimaze ii on your 
own or it was not possible. That was the 
philosophy. 

In 1970 1 graduated in psychology I had 
occupied myself intensively with behav- 
ior therapy and nondirective counseling. I 
got a job where I could work in this lield. 
I had to leave Miinster and moved to 
Mainz where I worked In a therapy center 
for disabled children. Barbara stayed in 
Miinster in order to continue her studies. 
For the lirst time I lived completely on my 
own. I had a new car and so I was able to 
pull the wheelchair inside. 

In 1971 Barbara and I married. Wek- 
ends I drove to Miinster (which takes 
about six hours) where we had an apart- 
ment. It was a strenuous time wlth a lot 
a l  work. The center where I worked was 
only partly arccss~l,le I alect<lr<l ro slorl 
~ o r h n g  III Hrl<lt.ll>rrg blr the ' St~ f r~ng 
Kchnh~l~l;lt~on" t Foundatwn Rehab~lllla- 
tion), a center for the vocational 
rrllabt.!tat!on of aicabled adults Here I 
hag1 b~.tlrr 'ondtt.on- lotdl nc.crs$il,~lily 
and I r<,uld decide ~18ysell the way I 

wanted to work. I wollted as a consulting 
psv~holoeist with the emphasis on 
bsychothirapy training in social compe- 
tence, and vocational counseling. 
Together wlth other disabled people from 
Heidelberg I founded "Gruppe 7 7  (Group 
73). We set up a transportation service 
and. later, an attendant care system. That 
was the time when we hied to aoolv the .. , 
findings and cancem of our American 
lrivtat~ t our courky A pol~ttral repre- 
i?rbl;ll~on of our inlrrcslc and tIw 
<lcvtlopmenl 01 sell-detenra~t~nl .il**ryles 
were our aim5 Wllar a woralerlul uvrl 
1crt.l~ tlnw lor m y  # l + ~ v r l ~ p m ~ n l  

10 1L71 our daughtrr R' nn. was born, 
two yvarr later our con, I'llmann. From 
1975 un we all lhed in He~delber~ and n 
wonderful time began. Barbara d k d e d  
to take up anotherstudy; she wanted to 
b~rc,s~a n pllys~cmn. Tuday she 15 a m e -  
col~ytsr Studylnq. wo&lnq, and eaucalmq 
thc c hlldrcn 1s a tor ol work We col tnt8rl. 
support from our neighbors, whooften 
Imked after 1I1e cl>~lr l r r r~ when Rarbara 
xv t~ t  T U  llr. Icchtns Tn<rcfore. lhcy 
I r ~ a ~ ~ ~ e  vrw suc~al>lc. Lk,th are onen 
minded, act&, and passionate athletes. A 
nice experience for ill of us was a h-ip to 
California last year and since that time 
the English language is spoken very much 
in our familv. When I see mv children 
running around, l wish I w& more 
mobile and could run together with them 

across the beaches and through the 
woods. 

Another step in my career was the 
work In the management of a big center 
far vocational rehabilitation. In 1980 1 was 
offered a chair at Hildesheim. Mv field is 
rehabilitation psychology and social work 
with disabled people. In my teaching and 
research work I feel committed to the 
inde~endent livine oaradiem. This 
approach is vew G r e s t i i e  for the 
sllllll.!lt~ and miny gradudtes work in 
ambtllanr and aitrrnatve sei-ices. 

Tuaethcr with some frendc we have 
lolnded a new initiative for disabled 
people called Avanti. We fight lor more 
#tarl,tltty anti a ~ ~ e s s ~ b t l ~ l y  and arc setting ,#I, d i r n l r r  lor inlormatlon, cuunsc.ln$, 
and attendant care cprvires. 

Glni and her friends have shown me 
and lily fr~rr>tlsa wiw wI\~(II wc will 
rolltiru~r 1~ f<.lluw I nrn ubl.qed 10 rhcm 
LIB frl, !ldilllp and yrat~tudc #S 
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Vera Overholt 
Elementary school teacher. 
Polio. Ventilator user. 

"Because of  the watershed 
o f  polio in my life . . . I too 
can sympathize with all 
types o f  disabilities, be they 
emotional, spiritual, or 
physical. People need to 
know that someone cares. " 

I have fond memories of Cleveland in 
1958.1 believe this is due largely to GiniS 
contribution to the children and adults 
who had contracted polio and were in the 
t'leveI:~nd Uel~opol i l~n H o ~ ~ ~ i l a l  at Illis 
t!ne 5111. wt8u..l ni*,avs I,r.lle r st1,81lv 
smile and some story about her cats. 
Nothing was ever t w  much trouble or a 
bother lor Ginil Needless to say, we loved 
her. We still do. 

We children would l w k  fonvard with 
anticipation to her visits. She always 
I,rouqh! fun and rxcllrrncnt wllll h r r  
T1a.r~. was an aura 01 mvstlqur ano orlql- 
oal~ly about her. She qavc her lile lo u ~ .  

I think we would have given our lives 
6". h.. ,-. ..., 
I was vlmust four yvarb c,l#l when I 

rontracled polnu in 1952 1 spent one 
and a hall years in Aultman Hospital in 
Canlon. Ohio 1 was allowed lo return 
home lor .I  uhile, hut the d ~ l o r s  rrlrnwl 
tme Ic ,  Clrvcl;m<i Mnn,lx,lnru~o lHusp.taI lor 
l!~rthrr thrroov md bracts i remrmher 
the hot, ste&~acks and the ambitious 
nurses franticaily wrestling with the hat 
packs machines. l do believe the heat and 
steam did lwsen my muscles so therapy 
could work better. even thoueh we hated 
those horsehair blankets 

I wac sir years old in (:leveland I 
nerded lo go lo smnt,l How I Ikmked 
I#nrward in  clae I tst  tlav i r i  SVIIW~I 0t1r 
schwlrwm looked a httle different from 
the regular schmlrwm tullay lhcre were 
roui crl hrds insread 01 dei6s. Our 
rearher. 1 x 5  Bur*, w z  lrom Gennanv 
Miss Buck was our friend as well as o& 
teacher. I believe she was instrumental in 
instituting in me a love for animals. 

We had asmall alligator in  our class- 
r w m  and other small pets. I llnd even 
today I do things in the classrwm as Miss 
Buck did.like bringing pets into the 
sehwlroom. 
I was farhmate when it came to family. 

I had 10 brothers and sisters. All of them 
arc very talented and supportive I belunq 
to a monq hl~nnon le lam.ly and have ,+ 
mnlher and inlher who d~dr.y love me 

Thw m resmnsible for the aotimistic 
outiwk I us;ally have on life in general. 
They are hopeful and helpful - why 
shouldn't I be? Since I had so mmy 
brothers and sisters. I now have 27 nieces 
and nephews. They &e a big help to me. 
They make wonderful haveling eompan- 
ions. They help me in my speaking 
engagements, often participating in the 
program itself. They help me prepare my 
schwlrwm for the first day of schwl and 
do many other things, t w  numerous to 
mention. 
Mv father knew the oublie school in 

~ark i l le .  Ohio, had tob many steps, so he 
#lunated the land lor lhr Ihto~irltng uf our 
own prvntr rhurrln rchwl  YOW hls little 
e.rl cot~hl ru to scnwl. I had a bed in 
k h w l  un<l eighth grade. As time went 
an, we moved to Minerva, Ohio, a town 35 
miles away from our former location. I 
had four years of high schwl with tutors 
at home. These were ewd "ears. l was a 
very motivated person andwas honored 
to be inducted into the National Honor 
Society at Minerva High Schwl. 

NOW I wanted to eo to collene. Mv 
sister. JaAnn, t w k  k e  many &citing days 
lo t l l r  cluliroum al Kent Yale. She >vou:d 
carry my b u k -  and -81 bes~de m* and (llg 
(1IIt mv oaraohernal~a whenever 1 !~r#rlvcl 
it. (T&lu, john!) 

I can'l lilt ltly . ln!~s 111111 11ave varled 
brealhung 1p101~11~11~s 1 l r q  brealhe almost 
all 111" I~ tnv Thank Cod lor the lroq 



breathing invention. (I learned it in Cleve- 
land.) l now use a chest res~irator at 
nighi. I had decided way b&k when I was 
in the eighth grade that I must get off the 
iron lung. If I did not. there would be no 
lone distance waveline for me. and I !mew 
I wanted to go to ~ur&e someday But 
ftr*!. I had to team lo  use my rh&t 
reaplr.n!c>r. It tmk ~ e e l c c  and week* 01 
trial aml rrror I'd hcum thr naht with 
the respirator, but hzfway thriugh i t  
I'd have to go back into the iron lung. 
Eventually I became acclimated and 
accustomed to the chest respirator, and 
i t  has became a dear hiend indeed. 

After I w;ls weorled of1 the #run lunz. 1 
cuuldqu abroad. In 1975 h e  planned d 
ereat trio to Eurooe. 'Hvine \Vlleels" 
wrote u; a lovely'and p;acgcai itinerary 
which my two sisters, Lena. JoAnn, and I. 
could follow easily. They were absolutely 
fabulous with their directions. We sailed 
an the Queen Elizabeth ll and new back. 
A terrilic four-week vacation. 

A little now about life todoy. I have 
been teaching 18 years in elementary 
education. l have been luclty. I I i o n g  to a 
Mennonite church which hired me when I 
was 22 years old. The school is small. I 
have an average of 18 shldents each year. 
The families are good, old families. W 
have no drug problems, etc. The parenb 
usually uphold the teachers and the prin- 
ciples of the school. We have a high 
academic standard of which we are 

r'" P"t - - ., 
d I ,'. '1 

:t 

Vera, on Ikft, wit11 her motherand fire sisters 

~roud.  This excellence is achieved, bv 
ind  large, by having small classes wiere 
each pupil receives individual attention. 
I do not have the severe difficulties to 

battle as the teacher in the oublic school 
system. We have a lovely school, set back 
in a woods, so we have a natural setting 
for OUT nahlre walks. l use my golf earl to 

go on these hikes. It has become a yearly 
event. We pack our notebwks and 
pencils onto my golf cart. Everyone gets 
in line and off we march to the wwds 
and up over the hill behind the school. 
W sit in various places. Same children 
prefer to sit by themselves to write, for 
that is what we are going to do - write 
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plevy They wrtte what they see and 
hear ihe poem- mu51 rhyme and they 
must h..v? correct mner But t h ~ r  ic nu1 
terrilyine to the children. These third 
t l~n ,~ ;g l~ i . l t l~  grader* have done it many 
t ~ ~ n r s  brlorr llln,uqiroul the year in the 
r l m n u m  Tncy love .I. l do, luuf Alter 
evcryune lhw wr:llen and read fthelr 
p l rmr) ;ll<>tal lo the ria.%?, and rney have 
p m a l  io$llert~on, we p ay a gamc ol ball. 
I am lhr illnplrr My ph~loropi~y of drhml 
1s when ut. work, wr work hilrd, anri 
when we play, we play hard." 

When I sit back and wonder how i 
managed and coped all these years with- 
out the full use of my limbs and lungs, i 
almost panic, thinking of all the things 
that mlght have happened had i not met 
the right person at the right time, or even 
been at the right place at the right time. 
But I don't think it was merechance 
either. God has been gwd  to me, a real 
friend. Because ol the watershed of polio 
in my life, I have become astronger 
person. Because of the manv kindnesses 

Mona Randolph 
Volunteer. 
Polio. 'kntilator User. 

"Without Cod, His words, 
His committed people, and 
the resources I was given, I 
would be neither alive, nor 
well, nor living happily " 

My planning, in 1956, wa.. lor a December 
wedd:nq, not an enlorced vacation in an 
iron IIIII~ In my numbed bew~lderme~,l, l 
I*l#evni excellent i~o%l,t!al rnrr cut Ka~~sar 
('lly 811d l~artl work ill ihr lal,crd W.mu 
Fprltlgs. Leuryna. wuuld l*l ntlr 'Iullqt~rr" 
palio. 

Yet, recovery was limited and tortoise- 
speed slow. Seven monUls dter being 

family and church hiends comforted and 
encouraged me. Dad was a devoted, fun- 
loving provider. Mom was and is a 
dvtmhn. I r r w n ,  c u n l ~ ~ ~ ~ ~ u u s i y  lay~ng 
dclwll her ItL. lor lam~ly avlri lriend$. My 
o!dv brulhcr was and still is a great lriend 
on ;vhom I can dewnd for un&c\tandine. 
prilctrcal he.p, and qmd numnr. 

Uurlng the npxt 11, y e a s  l iv~oq with my 
parent< i worked pnrt-rlllle nl l!#,nlr (tnvl- 
tallull lbuslllcss. PallltlllS Commlsons. 
elr., and srudwd vurac!ousiy. Thanks to 
lam~ly rhaufleur services, we alw shared 
ct~llt~rrtl, (.tv.(.. itntl wri i t l  drlivll~cs 

Mv must actlvc iilr. l~uwcvrr, w,m ~n 
my ;magination, where visions of being 
"independeny ran like magnilied back- 
ground movies. 

In the early '60s an excellent rehab 
uublication. the Taomev i Gazere, iinbo- 
duced me to other redpolio survivors 
wi>u were ruc~tcdtny at rcal task 1 h!r 
bulh humbled me and brouqht new hope 
Unt~i  then i ,.Idled nnlv to lormer 
friends, ref us in^ to ack;lowledge much 

;>I pwpie everywhere, children and v rn  ken!. whet, I was weilneti lrom tite in ~ O X ~ ~ ~ I ~ ~ ~ ~ L  ~ 1 1 0  rltsal>lt~l lrui)ic 
adttlti al~kv. I t m  ciln syntl~ilt l t#~e wllh all IIIII~. I II~v(.IcII IU ti~orgla. Sjx ita8ltlln Al'pruprlatlrlq my own rraln, was 
bw.~ 111 <l#,alu ?tit,- Ix. lhrv t ~ ~ ~ ~ ~ ~ t ~ t ~ r ~ a l  later. I could breathe w.tllout autstunce, rxtrumciv dlll.rull.'l'hc soark1.n~ sell. .,-.. .~ -~-, 
soiritual. or ohvsical. koo ie  need to the warm Springs experts had crafted 

' 

delusional regaining ca~p le te  Gobilihl . . -  
know that someone care;. Those of us pemnal appliances with which I could had melted inih= ~Grgia-sunshine. . 
who have been affiliated with Cini Laurie feed mysell, and I had adapted to a Despite lingering grief aver having to 
know that she most certainly does. wheelchair. impatient, believing i could relinquish control of my life, and guilt 
Cod bless her. % resume the life I had h o w .  l begged to over having interrupted my lamiiyb lives, 

be graduated home. I felt constrained to be unfailingly 
There the loving welcome of my stable cheerful. 
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Disdaining what I mistakenly labeled 
self-pity, for years I deprived myself of the 
health-promoting procws of grieving. But 
dark mmds accompanied my vain 
attempts to appear "O.K." Frequently, 
subterranean pits of despair would 
bubble up noxious clouds to obscure 
my vision. 

After a seasan of mourning a broken 
mmance, at Christmas time, 1968.1 
developed severe bronchitis. Depressed, 
fearful, and lonely, I began a newly seri- 
ous search for God. Realihl as described 
hy Jesus was w appeai~ndti,at i i,t,garl lu 
dcswe thc ffinqshlp and c rnmsel ol ,has 
Great tnther i.lvioor Staa>dby Gud. A I~le- 
~ h r r a t r ~ l ~ t q  rlldktnl: eplude, during 
wll~ch i was n,nvlnie<t He heard nny 
drspcrate plea lor hrealh. peritladed 
me to accept the Lord< so.rn!$n covenant 
offer Hvrr \via3 qunlr C ~ ~ U U Y ~  ldentir$ sell- 
esl~vrr~.  and purpl~c tu la91 a liietin!,e 

,\s a rad~ral hel.evw. l vwwpd every. 
thong dlllerenlly Hersus? i<rvcrencc lor 
the Lord i% 1Iw irglllllill~ of w~sd~m."  I 
had mwl> 1,) lean8 and unlearn 

Ironicallv. I soon met and conversed 
with some~hysleally disabled people 
(even liked them) and attended their next 
meeting. From that group grew a National 
Paraplegia Foundation (NPFj, chapter 
which was effectively active in this area 
for several years. 

Other major changes began when my 
dad was terminally I l l  in 1972. He 

ananned lor us to move bom our home 
ol PO y r w e  to a more accrswi,lr nnd 
cas~ly nl.uutaincd co-op louu hclelrr 
1119 dedli, lcll a orye gap .n m) Ihlr. 

Mans and her huslnnd, Mark, on their 
wedding day. 

The next year when Mom was consider- 
ing remarriage, we faced a dilemma about 
my care. She would need to travel with 
her husband-ta-be, and I was not a very 
portable child. 

This was my big moment to make the 
giant ieao of faith wt of the nest, A lorn- 
Shefished dream came into sharp l o c u ~  
an experiment in Interdependent Chris- 
tian Living. After much consulting with 
Cad and counting the cost, l determined 

to stay in Kansas City Negotiating with 
Mom, I tried to persuade her that she 
deserved retirement alter 16 extra years 
ofmvsecond"babvhaod"andtaaceeot 
my 61e:lesslng lor a &w itfe. 

Besides the obvious prbmitive survival 
instinct, my primary motivation for inde- 
pendent living (and the propelling force 
behind it) has always been the desire to 
translate my belieb into daily living. The 
success of that 1973 experiment became 
a point of honor to win for my Lord. 
While it was sometimes hard on the 
nerves not to know where my next bed 
pan was coming from. that first year was 
good for my faith. God keeps his prom- 
ises. He is faithful. 

Livinnout rnv faith also has reauired 
much s;eking, berserverance, and adapta- 
hilly on my pitrt The practical prohlemq 
ul Ilr,lp. i:nr#$. ing, and housing nrr tltc 
wmelimrs ~vlln r~allN 01 r?91~)1191l11c " 
adulthmd. 

Securing basic daily care has always 
been a large problem. A variety of part- 
time helpers, aged eleven through eighty 
have kept me fed, clean, and dothed. 
Some have also graciously helped with 
extra projects by being my hands and feet. 

Forty different people have lived with 
me since 1973. with various lweis of 
commitment to the household and my 
care. One faithful friend stayed six years. 
Most of these indi~duals have been 
responsible and enjoyable people who 
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appreciated thc pear* and harmony of 
our h o m e h r  pn.l>l?tn p0p.e have 
been a m d  lor nrowlll ui character 

~ e & u s e  of &is continual change. I 
learned to adjust to people moving in and 
out. Disorientation and insecurity could 
be expected, accepted, and ignored in 
the knowledge that "life is dynamic, 
not static." 

Income was from Social Security 
payments as my dadB disabled child 
(newly available in 1972), plus some 
benefits and dividends Mom let me use. 
plus gifts and sewices from generous 
familv and friends. and contributions 
lrom'able housemates. Even though part- 
time helpsometimes cost 50% of my 
income (the entire SSD amount), amaz- 
ingly, my needs were always met, l was 
always able to tithe, and often had some- 
thine left for a "kind act to others." 

MY fourteen years' housing history 
includes moving four times, buying two 
houses, selling one, renting a town house. 
and helping friends buy a home where I 
lived with them. Of all these rwf-aver- 
the-head solutions. l prefer the security. 
freedom to alter my environment, and the 
g w d  feeling of investment that are bene- 
fits 01 owninR a home. 

Tltrr? Ianvi Ihe?~, some disapp,intin$ 
henltl. ],rol,letnr After LO years of happily 
tlotl~e I Y I I I L ~ ~ U I  #IC\ ' ~ r l . 0 ~  s ~ l ~ n ~ a r ~ r t v  ' 
(ironlung), in 1f76.1 had to rehlrn to it 
for sleeping. Bouts with infection have 

been tempararily inconvenient, discour- 
aging. and debilitatine. " ". 

But improvementsTn strength and 
cmrdination have allowed me to shelve 
some equipment so impartant a t  first, and 
an electric wheelchair has opened anew 
era of mobility Since 1980 1 have partici- 
pated in two weddings (besides my own). 
explored many new places, and gleefully 
"danced." 

An impartant person appeared in 1979. 
Mark Randolph had attended some of our 
dinners for ever-stanring bachelors and 
evenhlally was added to the draft list of 
"lifters." He was an unusuallv wlite. 
intelligent guy (a computer aiplicailon 
engineer), with a bizarre sense of humor 
(like mine), and was a lonely newcomer. 
so I offered friendship (strictly platonic, 
I declared.) 

Althuuqln we were very dtllerent in 
aptltuder anal il!teresL- (beudcs thr yulf 
hetween mv sevrrr dl rah l l !~  and has ~~~ ~~ ~~~ 

robust strheth). we com~lekented one 
another, feltdccepted and appreciated 
when we were together, grew more and 
more comfortable with each other,so we 
began "dating." Finally we admitted to 
ourselves that we were IN LOVE. Oh, no! 
\that lo do nhuut ltl 

Alter l o ~ r  years lugelher. l knew he 
wcnlld .;nn,ri<e me if he evrr asked irte I # >  
tuilrry IIIII; Ant1 1.e djd. On my 30111 brtll- 
day At~*~ct Lti. I!lXt~,heslartled me *tth 
The U g  Que,t.or> M. wyrr ntlnrried the 

day after Chrismas. December 26.1986. 
in a small familv ceremony at my broth- . . 
er's home. 

Though I can't say our marriage has 
been constant bliss - I have had to  
endure some old but now new frustra- 
tions over not being able to serve my 
husband with my own hands; Mark has 
had to come to terms with sharing his 
time, energy, and income with a needy 
person (we last my SSD income and 
Medicare when we married) - I can 
say we are successfully adapting. 

Life now is full, rewarding, and mean- 
ingful. New areas of service are opening 
all the time. (Having found it hard to  have 
to receive so much sewice, which I could 
never repay. I greatly enjoy sewing 
others.) l feel more complete and joyful 
than I ever have (even 0.P). and we're 
both still happy to be together after all 
these years. 

While it may seem overwhelming to 
chwse  your own lifestyle and to imple- 
ment your choices, it is definitely worth 
the effort! 

So, remembering haw I got from there 
to here. 1 have no secret formula to  
divulge, no delusions about beinga self- 
made specialist who pulled myself up by 
my own hand-splint straps. Without God, 
His words. His committed ueaule. and the 
resources I was given. I w&ld'be neither 
alive, nor well, nor living happily in 
Kansas City. .iFg 
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Susan Ray 
Writer of educational and 
promotional materials. 
Advocate. 
Polio. Ventilator user. 

"My doctors once admitted 
that they had some early 
doubts about a respirator 
user traveling. But we and 
other self-directed guinea 
pigs had settled that 
question for them. " 

History Since I was only four years old, 
my memorlrs ol lhe ac"tr stGe of p l l lu 
are tllm lrlilnq my ruusln tu cvcn up my 
a r k s  h lure  I went tu thc hoso~tal . . . mv 
aunt trying to comb tangles o;t of my ' 
hair after two or three weeks in the iron 
lung.. . my parents crowded in with me 
in an Army plane with a special tank 
flvine from Lubbock. Texas. to a new 
poliohospital in  Houston.. . my terror 
wlle~t Ill? pcuple at that new hospital 
l w k  my i ~ ' t l  oween lunnel aw-y. 
hav~nq a b lwd  tmnsl~sion heriulse I 

wouldn't eat the hospital fwd, and then 
Mother being allowed to bring me a 
home-cooked meal each day.. . talking 
with but seldom seeine the other children 
in tanks in my ward. .:the ~ v i k o i a i  
pr:esl who laugh! lo slnq : teniy. 
Htrnn/ Spider ' Fugen~a. the nurseh 
a d r  who hrowhr us m~ikshaker at ~ ~ ~~~ ~ ~ 

bedtime.. . &fifth birthdav Dartv. 
the huge Am$  transport PIG t&t flew 
me in  my Emerson tank back home to 
Lubbock. 
I was unaware of my parents' fern - 

fears that I would not live or, if I did, what 
kind of lile there wouid be for me and our 
family I took for granted the fact that my 
mother. babv brother. and erandoarents . " .  
moved to ~6ustan - not knowing how 
long I would he there - while my lather 
had to stay in Lubbock pastoring a grow- 
ing church. And I had no concept of the 
frightful epidemic raging in the country. 
i took polio in February 1952. Our local 

hospital barely knew what to do for me; 
but they did. thanktully, get me trans- 
ferred in iust a month to the brand new 
innovati& southwestern Paliomyelitis ' 
Crrltur. The probcm was tl>;~l h i  rumrner 
this new hulldlnq and rarug staff wtrr  
bemz ovenuheltt~d will, l r ~  or twrlvc 
newpatients a day! My mother volun- 
teered to help in my ward, doing simple 
things we chtldrcn needed. 

111 July. my doclor 1o.d my parmls she 
Inad rearhcd a relurlml der~ston - i had 

to eo home. It was aedainst their ~o l iev  to 
release anyone whocould not breath; 
unassisted. But someone had to go. 
Mother had had hours of ward emeri- 
ence. and I'm certain mv father showed 
his usual '"can do" attitide. So we 
went home. 

For me i t  was a gwd  decision. O w  
church. with the heio of othen. built a 
parumayt, with a h i i  lllnk n x ~ # ;  bar me 
and my tank. Undciy, a8ldlng wrld~ny tu 
hm mcrha#,~rni sktlls, bull1 mc a ch.ld- 
sued rltr lr 10 sll in while u~lnp, the chest- 
sne.1 (vttlrars). U th puppets n8,d other 
divers~unr, Mother t.tuqht me 1 0  t~lerrl le 
thv rurklnq hed (1 Itagl almost blar*rri 
uut on on? III the l~usptlal.,And when 
Ulddv hu l l  a small rockmn chair. 
I ~oveh it! 

Soon time came to rehim to Houston 
for a checltup. But how to go? "Why don't 
you build a little tank to fit into our 
station wagon?" said Mother, hail joking, 
half desperate. So Daddy got the help of a 
sheet-metal shop and a mechanic Mend 
to build an "iron lung"! Alter a final all- 
night work session, they made me try it 
in a black, unpainted state. Then they 
hurriedly pait,trci 11 yrllow to apwa& 
me,s~ld wr l l ~ l k  011 or# the60U.m:le trip. 

Al c ) l ~  W ~ I  the tank suddenlv 
stopped, causine vanic. But i t  was a short 
I'nvltc. for  ad& iound the $wilcll u w -  
~l#.!~lnlly mmea olf Wlwn we anlvrd in 
Il~~uston. the dwtcrr~ ~pnmo#~ncerl me 
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looking fine and my parents lmldng terri- 
ble. When a reporter asked Daddy what 
mediri,. ;nivtre he ll.,<i lor botldu;g ile. 
tank, la rc.;nlc,nl. "011, we gldn I l l l~nk 
to iak lor anv I lust talkv<l 11, all lhr 
mechanics a;ld inachinists I knew? 

Mulhcr w s  ccunvcnwd alx,tl! a lhad 
hab~! I d  d ~ v c l o ~ ~ ~ ~ l , n  s ~ r t  <,I ~ . I I ~ I ~ I #  
nr I'lc~tlrr wafcl8ed me and v~cla~med 
'"Thank coodnws! This five-year-old has 
learned iu lroS-bn.:dhe on her own, when 
I spnd hours try#"$ 1" teach adu.ts'" 
With that encouraccmenl mv'i,iai hnhil" 
changed our life. instead bf &n minutes, 
I could breathe alone for one hour, then 
twc,, cvru three 11 ~~rerlt!d. 

Trav? for peasure became pxqible 
We !r~s.ted mandparrnrs end lcx~k a brtel 
vacalon. Frend- and atratngers (I'd 
herontr i! l#r;ll reicbr~ry) helped us huy 
r l ~ d  rcmodr. a iww slal~on waqon 1)acldy 
btull llettcr travel euulomenl.At~d III l 9 j j  
we went all the way'to'~lor1da 

I had heen coastlo mmr.  up un Piket 
Ppak aalrl dnwtb 11) (>nrlrl,arl Cavern lonq 
before .llly011? lwlrd UI RCC(.SSIOII!N Slall- 
cli~nls Many a slarllrd waltrcrq. qlqht- 
c r ' l r l K  eulde, and lellow lourlsl ltavr 
gladl) lent up a hana. My dm:tura iorsc 
admlttcd that the" had stwa.  early rloubL? 
about a resniralnr user imvvltml tsut we 
and other self-directed rminea 2 4 s  had . . 
settled the (111~6!!0#! for.lhcm 

I uir. ihrky I(. IN. llwnq in Luhhork 
when I t t ~ r ~ a < l  s x  in I'lii. hecnuse tlnibt 

schwl system was a pioneer in home. 
bound education. Dear Miss Katie Bell 
Crump ramc every day fur .nu hour or 
two 181 lesson5 and lrll i,lllrr asslynmenb 
lor Motherand Wtlh mvr~zht arm 
supported by springs and $in& I can 

4 \ v* ., \ L  -: 

4 

banquet. Thia trwel chair is still her 
C U l l C " t  one. 

move i t  over a limited area; so Daddy 
built a desk with motorized panels to 
~nuv.: my paper around for culortnq. 
drawtnq, and learn.".: lo w.te 

In 1!15I, we m n v d  to Sari Antonio.Al 
that time the school system there had no 
prr,vlan,n 18) ech~vuk! ha~~l~c;tl,l*.rl chjl- 
#lren. and had no ntercst in tryny. Su my 
rmulher wcnl to our nrlqhbohmd schml. 

got the textbooks and advice from some 
of the teachers, and began teaching me 
hersell. That is the way I completed high 
schml in  Grand Prairie, Texas (near 
Dallas). The principal granted me a 
dblama because he knew I had done 
the w o k  well. 

I tmk a lrw rolleye correspondanre 
r0tlrst.s Rut s~ncc I waq already recrnvlng 
oomrtunllles lo k e i n  n writlllv career. I 
fgli no need to concnue colleee studlef. 

As a child I showed an i n t e k t  in 
.*si uptltudc for writing, and my parents 
erlcuuraqea U11q a d ~rmnasinq area lor 
mv tuture Wnm I w.1~ 13. n t r ~ i m  ~ 1 1 0  

worked with electronics &ired a second- 
hand IBM lylxwrltrr to a small remote 
keyhn.tnl Dnlldv bu~lt. and lhls opened 
a wIa0.e wurI<i lor me. I am now C S L L  w v  
third typewriter. With more than hue& 
years' experience, I'm a recognized 
author of educational and promotional 
materials for the Southern Baptist 
denomination. 
I also have many other interests and 

activities. A product of the '60s. Vm still 
a crusader lor disarmament, the environ- 
ment, cam~aien reform. the riehts of Indi- 
ans and fkm&kers ,  etc.. etci I'm not an 
activist far disabilily rights; I feel 
I promote that just by being me. 
I love Spanish, although I'm ashamed 

to admit how little I speak.A highlight of 
my life was the six years I belonged to a 
Spanish-lanwage Baptist church. There 1 



first taught children (in English!). Happily, 
I've belonged to three churches that let 
me do whatever I felt I could do without 
m a i m  a bie deal of it. Mv favorite exam- 
ples i e  the-times I would mind from 5 to 
15 ch~ldrcn. somrllltles ran~lnq frlrm 5 tr, 
15 ymrs UI OX(.. #lur!#$q one-I~-Iw~-h<>ur 
church burcncs- #,lerlmes HY tne end i 
was tired, hoarse, and Addie-headed! 
But nu one lrl.rtrd over !me. they j1191 
cheerfull). Iuarlnl v n r .  1111(1 111" c.11' hly 
ellorts were JoDrec ate<l, l b l l l  not uoduiv 
nor embarra&gly so. 

Equipment Eooiution My first travel 
tank is now my faithful home tank. ltavel 
tanks are now liberglass and plywood. 
One rides in a small homemade Wailer: 
the other stays in our remcdeIed,seco~d- 
Ihatrl it\' rravbl trader. 

Cars have gu~te frum lhal lira1 wmd- 
~ancled b r d  11, slatlvn wanuns wllll 
dwrs rehinged to open thewhole side; 
to two-door e m  with the front passenger 
seat removed: now to a customized van 
with Golden Lby lit. 

W v e  had several species of trawl 
chain. Since I no longer rock, my home 
char now rase$ and .s,wers, w.th neck 
and *nee iilLr nltnrhed lor drecs~nq Alas, 

the mouthpieceln reach:~ith a ~homp-  

son Bantam res~frator, we gained so 

My iwtunrrd w l i n g  desk became a 
~pil~~ll!nl: clr..ik ant1 nuw, wlth a revolv~nq 
lhwo added. is an emhrolderv sewinv 
desk. Years am I abandoned b  age-" 
turner for a mouthstick. I have.a phone 
gadget and a tape-recorder gadget. 

'7'm not an activist for 
disability rights. I feel 
I promote that by just 
being me. " 

W built our new house with special 
touches from my special, raised bathhlb 
to a "loading dock" platform in the 
garage. 

For the future. who bows? A word- 
processor? A pnkumo-suit or nasal mask 
for travel? My long-dreamed-of device to 
augment my arm movements? 

Musirus. I've been called an oldtimer 
since I was sixteen. That's when I went to 
Huuslun lor a rhccmp and a new nurse 
wc,ll.~l !lot accepl my wurd lor whsl pres- 
sure and rate s~tlines mv tank sl,o!>l<l 
have. A long-time a& dulled her aside 

and said. " h k ,  Susan Ray is an oldtimer. 
and these old-timers know what they 
need!" 

Ever since the days of the Twmey j 
Gnzene, Gini andRehobilitolion Gozene 
have meant so much to us "old timen." 
But I'm happy that they have given us a 
new name. "polio survivors." I t  fits us. We 
and our families are determined. mob- 
lem-solving, survivor types. I sense that 
mayhe ut arc u l~t t le dlilerent iron, nnirny 
wllo lhavd become dl~ahled III recwl 
v e a s  \Fe were n~oneers. Aud I haw 
h e  mixed feeliigs of any oldtimer who 
worked to make life better for those to 
follow and then regrets that they have 
less of a rugged, pioneering spirit. 

Of coune, things are changing for us 
palla survivors. I used to feel a milw 
rcassurancv WIIPII I lnrartl about pr&ges- 
sive pnralv?lllg (.~8lltlll(.ll3 wlth a tutnqe 
01 lear Ol>. h(,w r ~ n t  thal tw:n~e was' 
Although I've not cad any defizte muscle 
loss. I Kave had a cauplbof scares horn 
the specter of post-polio syndrome. 
I cannot estimate the dollar value of 

the help March of Dimes gave me from 
1952 until 1986. But now that Medicwe, 
n.y lilli!ers illsurance, and my llarenls are 
I,nyulg lor rented equtpmel,l, l i ~ l u  IIII)~~ 

sculelv aware ol Ule hul l  uosl 01 imvlla~nc 
medical. l wander howkuch of tha<cost" 
is justified. 1 feel somewhat capped and 
threatened by  the prices and the system. 
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Susan enlbroidering while using oral 
positive pressure. 

With my lather retiring, we have moved 
to be near my brother and his family We 
have a good home-health aide and can 
afford to pay her. My parents have 
worked at saving lor my future care. 

i m more fortunate than many people. 
bath disabled and nondisabled, in having 
a g d  larntly imnl 11,I.s ul [rends, ltnanc al 
necurly, a llrolllll~llvr and salslylnq llle I 
lee1 v ~ ~ v t w  of !t>r uncerra~nltec that man" 
other disabled eeople feel: yet these do' 
nu1 dumtnale m y  lhlc Mhatev?r the 
fut~re.  I *now lhal 1ml .v  ir,?lld\.:llal 
Ihr Lard w4.l see me Ibro~#gl~ 4g 

Thomas W. Rogers 
Polio. Ventilator user. 
Insurance and mutual funds 
salesman. 

'A multiple assistant 
(attendant) approach keeps 
you busy scheduling, but the 
benefits o f  working with 
several different people are 
stimulating. " 

A* I ~lellul on the iaqt.35 years it all 
rLemr lo be an evolatir,n "1 adapl~ng lo 
rhanrcr.tmt. Icl imr clarh, lhrl I l~nve 
beenhxkemeiy IorNnate tb have had 
slrong parw~li, boln 11nd11cti8lly n~<tl 
~r~ycl~ulug.cally who rrrr ohte lo absorb 
!I>< ln8lla. rho<& of m v  iwl~ocundllh.n 
and the annual cost &inks to an early 
boast by the March of Dimes. 

I had two brothen - one was married 
and living away and the other one was in 
college. My younger bmther married and 
eventually moved to Minneapolis while 
my alder brother lived in the Chicago 
area. Although not living in our home- 
town of Moline. where I resided with mv 
parents, both brothers answered e v e j  

call for assistance when necessary. My 
younger brother is a doctor and to this 
day we still keep in close touch by phone 
and seend time toeether twice a year. 
My aider brother Las since passeh away, 
but he was a frequent companion after 
he retired. 

Moiine. Illinois is a town of 40,CQO 
where I have lived all my lile as had my 
parents during their adult years. Both 
parents came from extremely tight, large 
lamilies who all heloed when thev could 
and a lifetime ol friends and assiitants 
who have helped along the path - each 
one enriching my life. 

My father was an engineer by proles- 
sion and my mother had a spirit of 
independence and a belief that anything 
was possible. Together the two of them 
provided a rich, fun, merry, fascinating 
life at a sacrifice to their own lile styles. 
but they never let me feel that i thwarted 
them at any time. 

Fblio hit me in the fall of 1953 and left 
me a breathing impaired quadriplegic. 
After a succession of three hospitals I 
flllally came home ahuul a ye.,; is t tc l  il hall 
;after uncel havlnq heel, weikllrtl lrlllll an 
Iron .une to ,I nr.kinu hnl llc~ronll lhls 
time I developed great in frog 
breathing and was able to go all day and 
only used the bed at night far sleeping. 

Originally we used nurses lor the 
morning routine but found we could train 
aides as time went an. We advertised in 



the paper stating elearly what we needed 
and have ~enerally been pleased with the 
results My favorltr n!r,nllllg nurse 
answered an ad in 1154 and been 
with me ever smce st,? \l.nrled out work- 
inr! six days a week and today i t  is more 
"lien 1hve"ith part-tlrlwra l~ . l~ng in on 
her dayc 011. .Zs thr years wv!nl <,I! 11 
became more d~l l~cul t  lur mv DarrnUi to 
put me to bed so I often us& ;leighbor- 
hwd high schwl students to handle the 
job. Once proficient i t  never t w k  them 
more than 20 minutes. 

Mv famllv had a cabin in  Michiean 
wh& theispent their summen after my 
father rniad and I nent with  then^ This 
gave cmy tttlne 4 chance 11) S~C~NI hrr 
summers w ~ t l ~  hsr la~ttalv Vh. d81nllcated 
the help situation up there whiih alwr 
served-as vacation iime and a b r e d  for 
those in Moline who care for me. 

In later years my parents went to Ror- 
ida in thewinter. f int for a cau~ le  of 
weeks and then lor three or lo& months. 
I would reman al hum? ax~d use nursing 
sruden~s Imm the local culi*gr, yotnlty 
collece m~~oles .  or non.nurs!nl! co l l r~?  
stud& w<o would move into"the h&se 
and provide the on-going support that my 
parents played. This was the proving 
ground for living on my own. Now both 
parents have been gone SIX years hut I 
am still In the same house living with my 
support staff. 

Today I have one full-time morning 

nurse who works four to five hours. five 
to SIX days a week. She tdes care of the 
iaundn: ;c my are ,MI lhe hole and part- 
tlmr supervisor of #nay v~~llvpe \ttnlellLq. 
She seep tlml thev arv w r l  versed !MI all 
the medical probiems. One full-time 
secretary wlk, uurk 60 to 65 hours a 
week takrs car? "I allemtnns and early 
eventnus when we work tlrether blv 
office is my home. One blrt ime niqbt 
aade who i; a rollvgr wnlor arid l>;k k e n  
w:lh inr lor 2' J yearn. 11t1 lime 1s 111t111 

111 I,III to l l  a m ilc throws me in bvd alld 
answers nqht calls. In addit.0" there a r r  
slx part-tlmerc that lill in on reliel. If I 
cant lind a suhstotutr - u hlrh ,F very 
mre- the rc:t~lar full-tlnwrr will wok.  

Ilrloandlb.,t 1l)ndlt .Wmhburtlwd 
high school boys have the strength to 
push my wheelchair wr I start them with 
that activity and driving and they grow 
used to handling me. Later we can worlr 
them into the morning routine or evening 
routine and they become the part-timen- 
to f i l l  in for the regulars. Some of them 
have been with me as long as ten years 
and now, after college, have full-time jobs 
and family- but still they will lill in  for a 
couple ofdayr a munth  noth her wtlrce 
ol help :s the nuntnq promam at thr 
local rommunllv or lour "ear colleges 
that are offering nursing ~ u r r i c u l u ~ .  
These students aften need a place to live 
and are interested in the experience. 
They move into my house with a 

bedrwm of their own and work the night 
shift. This requires only one-half hour of 
their time and being called once or hviee 
anight. For this I pay all of their f w d  
costs when thev eat at mv house ~ l u s  
they do the gricery shodping. ke;p their 
mwm, handle !he i;n<h, elr. 'Ihey isla, 
lean, to 1111 IN, fur 1Ite 18tonuttq nurse on 
dav. lhcv <lo nu1 hove ctascr ur arc free 
onthe weekends. When anvone leaves I 
always a% them lo try to lind n replace- 
mml. l h ~  is pilrlirululy helpful in Ill? 
col.eee erc,uo TIIW can iusl~allv tell 1,s 
proskci  exactly ;hat they thi ik of the 
job and i t  alleviates the fears of a new 
recruit to hear i t  from their peen.They 
are aware of the situation and will screen 
the prospects even before they recruit 
them. They will know whether the candi- 
date is capable o l  handling the job much 
better than you do in  one or hvo inter- 
views. Mv oresent student is a comouter 
maior b i t  'has amazed me with his 
capabilities 

Durlltg the summer I st111 move to the 
fam~ly ic.rlaqe in Mlchlgan and there I 
have a nursc who has been w th me 
about 15 yean and a secretary who has 
been with me about 17 years. They 
enable me to run my business from 
Michigan. 

Education andBuslnes. Mv education 
cansjrted 01 one year ol calige enqinecr- 
inq w h ~ n  w l i o  h:t hut a$ smn as pocs~ble 
I went lo work slt ldyin~ ~~~~~~~~~~, ht~$i- 

Rehabilitation into Independent Living 



ne<s law, and statistics from a teacher 
lrirr>cl at Ill? lh,rdl rommunlty rol l l~gr 
wlnu druoocd bv once a week to r lwrk 

My ~ntercst r~vn lways in llnanclal 
alfalrs and I started selling mullla1 funds 
and incurancu fur Waddell and Rrrd. Inc. 
of Kansas City They are still in the busi- 
ness toany a i  09 A L \\'~.l!ams l r t r  - 
1,ullt sr.ltn$ trrm lnrurance anrl m!ll~ldl 
futnd\ TIICY bu!I> ire slrlctlv ~onlnllssloll 
emplover;: and you are paih only for 
whcit i.8~ produ;:e - INII they will help 
yvu lprrt'are lur your lest lor 1icellr.n~. In 
a d r t ~ l ~ ~ ~ ~ ~  thev wall lhrl~ wtrll s;tlca iniile- 
rial and the &t 01 sell;ng. Both companies 
p r l ~ r m  i a  rrid service thew cllcntr su 
you can be protni 01 your product 
(:onrurrcntly whir I wns with \'Addell 
atal Heed I was rcud~!~l: law under the 
auslucv% 01 n local lawyer arrl w l~o  
hnppws 10 I* my larorilc person. He dr l  
hls k s t  to make nap n I.~wyer, but I lound 
!he world 01 flniltlr? iu.1 ttm BII~BCIIYB. 

In 1966 1 wanted to branch out, with 
the help of an uncle and a friend who 
were both in the security business. I 
opened my own firm and became a 
member of the National Association of 
Securities Dealers. Today I work about 60 
hutlrs n ~ e e k  ~ 0 t h  unc lul l- lme arid onr 
I,nrt-!lrrlt%nrct;ay My full.tlmr gal hic. 
Iht,ett w ~ l h  rmr LL "ears and IUC~IIY Iiv(.s 
next dwr.  My p&t-time gal is 85years of 
age and has been with me over 15 years. 

30th Anniversary Edition .Rehabilitatbn Gazette, 

We are not the fastest nor the most profit- 
able but we lind what work we do very 
interesting and it does m&e me self 
supporting. 

Comes Bridge. chess backenmmon, 
hearts, poker, and almost anfither card 
or board games provide a great deal of 
fun. Early in my polio years I took bridge 
lessons and found the eame lascinatina - 
and an area where I can participate as 
well ar any a b l t - l ~ ~ ~ l s ~ l  lxruln \\'$th ald 
ol n card r a ~ k  I play c~rclr .XI tpncl ievrn 
ttmes a month and wutlld tllilv iumrc i f  mv 
business didn't usurn my timi. I t  is a 
marvelous way to meet -people and spend 
an enjoyable evening. Through the game. 

,%I. 29. b. l and 2 

I have met hundreds of interestine woole -. . 
who have become my hiends. 

Heolth. 1 have been blessed with excel- 
lent care and tremendous support. l was 
19years of age at the time when polio hit. 
6'3" and 190 paunds. Up to about five 
years ago I felt I could do most anything. 
Lately I need a portable respirator during 
the slow times of the dav. Three nights 
out in a row reauires a 6reak. ~he'boctor 
has prcscrlbed hurc pills and Ilia 
inctrurled me to he more careft11 111 wllat 
I rat My sl~ro year, ltave dlcappeared and 
I wetyll as much as 1 # I I~ helore p,lw but 
it isn't placea very well alnl 11 m.&es 
brcath.nq and handlnng murr d~llirult. 
Unlortut.nlely I have a htalllly n l~tr l i l?.  

Mv son1 ,I ,  .ile was to make LI u!ll~l 50 
~av;ni obtained that mark. l asked the 
Lord,kr a ten-year mension and the 
calendar tells me that is half gone. I am 
drafting another ten-year extension which 
I h a ~ e  will be a ~ ~ r o v e d  in live short 
ye&. l want ta'&avel around the country 
.!I ;I inob~le ho~n* adapted tc, m) pculjar 
cards Tu do that I will 11;lvr I#> iurln:l 
wme of mv builncs acllvlh That ilteans 
1 will haveio retire from the daily broker- 
age business but, hopefully, I can retain 
some of the activity A rut is hard to 
change. 

Tmuel. In addition to Michigan I do 
spend a month in Florida in April in the 
Sarasota area. At present I travel straight 
through in  a Dodge van with a Braun lift 



with the aid a1 mv nurse and two drivers. 
It l ~ k e r  ahout 24 hours. My nurse slays 
wltn me in tlorida'lhere aqam I have a 
Iwal  naI who helm in the mominns and a 
drive;who have been with me far"several 
years. Each oriqinally ancwered a news. 
paper ad Florid.! h.ri herome the center 
01 mucll 01 mv l>tlsl~~e%$ actiwtv 'I) it IS 

larqely s i,.~siitr\< trip wuh vaEa~lntl over. 
lone* 1 1 ~  drcvers fly l,i<rk iallrr al,m<li,lg 
a wee* wtth ~mr .did rrttln! Iby .lir lo<lrtvc 
nc l$c,~!nr I i t a r c l  10 l y  tuttt.1 1 fount1 
I,rvall~tnl( a lhtllr ttlrare ~ l ~ l l ~ c u l t .  Aller 
vrqturtnq the van I wanled it in Horida 
and that prompted the non-stop l r ~ p  I 
lust lay hark in my wheelcha~r w~th  a 
wrtnl,le Ri8!1lib1n ib911ive lXrrsttre 
kespirator and we are there in  about 24 
hu&s Therc IT ,<am on the l lm r  to lpul 
a matlresc down far the spare driver su 
thal he r;m obtaiu wmc re.91 a l r w  The 
drivers trade alf frequently I ha"; made 
one @ip to Colorado Springs using the 

~ - 
same technique. 

A multiple assistant approach keeps 
you busy scheduling, but the benefits of 
working with several dilferent people are 
stimulating. It also helps them and you by 
preventing bumouts and over-exposure. 
From this group have come some very 
close friends who have kept in touch 
over the yean. They all have dilferent 
approaches, but they are all living inter- 
esting lives and together they bring you 
a rich tapestry 

3% 

Rev. Robert J. 
Ronald, S.J. 
Jesuit missionary priest. 
Polio. Amputee. 

Xcceptance o f  disability 
does not mean liking it. In 
fact, it doesn't even mean 
accepting it. What I accept 
is not the disabilir)! but life." 

1988 is also my thirtieth anniversary. In 
September i!Rn, just ilvc days k f o i e  
turnil~g 26 imal svvrm days belure the 
-tart 01 imv srcund "ear a1 Chines? stud- 
ies in ~si&hu.~ai&n, in preparation lor 
missionary work. I woke up in the middle 
of the night with severe pain in  my spine. 
Within two days I could not walk. Though 
polio changed my life in a million ways. 
I amnot so sure i t  changed me. I1 I am 
better or worse, i t  is not the polio that 
did it, but the ways I responded to the 
wlio. 
No one ever reswnds to reality as i t  

rP;,lcy is but as 11 in interpreted to be, and 
my ilr.;r lnlcrprrtatlon 01 polirr ww quile 
tmild and 111-~nlomed. I had never l,rlc,rv 

been close to anyone with polio. While 
never believing I would recover fullv, 
neither did I ever imagine, even for; 
moment, that I would stay severely 
disabled. After all, i t  was President Rwse- 
veil's disease, and i t  didn't seem to have 
stopped him very much. This mistaken 
expectation was reinlorced by the first 
person with polio I met. Mr. Watts, an 
American ~ i i o t  lor the Chinese CA.T, 
Alrlclle who had golren p l l u  two or three 
years earlier ~II;III I. camc ~ 8 t h  hir wile to 
vlslt me u x ~ !  allrr my admlsqion to Ill* 
Scvenlll !)a" Aclventist Hnsp8l;nl 11, Taope~. 
L'o~!r.l~lent y hc nad orc.ul~br<l the same 
hoitrltal room. and llih < ootl llun had 
orod~nally heell ju i l  w Ibnrl us mlne then 
was.Nn>v I IP(~L>~? u a l k ~ n ~  with 

~0 ~~~~ 

l o r e m  crutches and leg braces, and I 
immediately jumped to the conclusion 
that at the very least I would improve 
just as much as he had. 

Six months later when my doctor told 
me in no uncertain t e r n  that I would 
always have to use a wheelchair. the 
impact hit me hard. l remember telling 
someone later that same day that I would 
never be able to return to Taiwan nor 
could I ever became a priest. By this 
time, however, l was back in the US. at St. 
M q ' s  Hospital in  San Francisco and had 
already made the acquaintance 01 some 
poiios in wheelchairs who were doing 
quite weli.So i t  was not t w  long before I 
began to see that I t w  would still be able 
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to do many things. Evenhlally I was tell- 
ing everybody. "If I have to sit in a 
wheelchair, l might just as well sit in 
Taiwan as in California." In other words. 
I decided 10 pock ttp the 1,ieces 01 my IIIC 
where I Itad 6.11 (111 wheu lmlio P U U C ~  

Krllrct~rm 01, uhal i~aotlnled 1 ollrr . . 
thv !c,llbu.$ng u#talv<~r 

Wllrn I bedan I<, s r r  (~nlerpret) polio 
anrl my d~sabll~t~csnx irrrlrardhle 
damaye, saw mv,ell nr clr\lroyed, my iile 
mlned my abl  1113 l;lknl itway, my ambl- 
110"s lhwarled thcsv Ihcil(.k 1110u~hts were 
reinlorred wllh r.qt~;~lly r>l.a.s nrmlional 
reacllonp ol yrlef. n n q v r .  ;arnl #ml?r~or.ty, 
wh!ch impelleo me ~#, rns lx~,~# l~r~r ly  
neqallve behavlorol r~slwnat;~ (11 inc,klm- 
inq rrsenlment, hdstnl~ty and withdrawal 
As lone as mv attcnllun roncenlraled 
only a; the Gsses and limitations and my 
feelings were similarly oriented, there 
was no energy lek nor any inchnation for 
me to break out of the vicious circle of 
sell-pity, hopelessness, and distress. 

Today my physical condition and limi- 

io me.At its worst, polio was an evil 
destrover and I arc hclples pprcsoner w ~ h -  
"or hope 01 e-cnpe Nou, ho*rurr. (nl io 
and 11s .im~lal~c~ols iarr sreu lbv in* ~ l > ~ e l l v  
as an unwelcome but tolerated presence 
that causes me a great deal of inconve- 
nience, hut is not allowed to interfere 

with what i want to get out of life. 
Ranaldk Rule One: ''Every barrier has the 
potential of beginning a detour to some- 
thing gwd." 

. - - -  - 
. 
. . 

,\IC,. 8 $%I,< .,,.I.,, , ,,I 1 .:c,{,. .,. 
ed y . . r i . t  c: . l < c \ i l  .I .CJ~I.I. '.I. .i ' l  I 
do\,,, I :, ,I,? c l l l r r  .I,? *,!11 11 I IG  I< ,,,..ly, 
'I"">* ,we wI><><,s 1'"t .Ill. <<>, .I g,>c I $I,,C 

11.11" Rblhvr. p.m and nwsr of la><< 
curnplntiy abfurb ihc allvnl un Only 

whrn shuck and ~ n e l  subrude doer the 
Iwrwn Ibrgln to thlnk abwt the other leg 
alltl st,~rr TO face i~h.  seam This s the 
v s r ~ ~ r ~ a l  lorst slep rouard evrnhlal reha- 
b~ l~etmn.  The second slep is Ilndlnq a 
new goal lor one2 lils tnat is worth slriv- 
ing f;r and which one believes is 
attainable even with the disabilihi. The 
real is ~~1st IOLF 01 hard wurk lnlerspers.4 
wtln all !he frtends and hn and rewarding 
a ~ ~ o m ~ l ~ c l , n , e n l ~  litat rdn he qoueered n 
tagethgr with all the aecasionalbustra- 

awiy from trouble to see around it .- 
Acceptance o l  disability does not mean 

liking it. In fact, i t  doesn't even mean 
accepting it. What I accept is not the 
disability, but life. I have committed 
myself to living the fullest possible life 
and to doing everything in my power to 
make swe that my disability does not 
stand in the wav. 

~ehahilitatioh is hard work, but my 
rehab11 14 on has relat vely easy because 
I d  d no1 havr ro expcrlence a lo1 01 the 
d! f l~cuI l~e~ or ohslnrIe9 thdt u, man" 
other poiias have had to contend wrth in 
their rehabilitating. In many ways polio 
found me with a "silver s p n "  in  my 
mouth. Among my blessings are the 
lollowing: 

Financiof security Belonging as I do to 
the Society of Jesus, a large international 
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body of priests and religious, my medical 
urpenses were all taken care of, and i 
could purchase whatever s w i a i  equip- 
men1 i i t i  ttr~tleci ~n order io sludy ;nb 
work w#tlb the Ira$[ nmounl of rectr:ctnnn. 
1 a lw rere~v*cl .L-sl-lance from thc 
Na1101>ill FOU~L~BIIOII 10 help in my reha. 
I,, i l i ~ l i ( ~n  ial lhe \\'arm Sprinqs hundal~on 
wltl at, nml,le rril~oeech.l, froln lhr 
govmll!lel~l whet1 11 cans tlllle lor me to 
s181cly rrl~ah~lttaltorl vut~ntellr~g. Ftoally. 
nny IU~I as a rrhiab,l~tal~un consul~ant in 
Tawan prou~dc< a salary sulltrienl lor my 
ordinary iivinq and lravellnq rxlwtlsrs 
trnononnl ond pryrltolog,c-ol ~ p p . r l  

From in" latnly, nlv ksull s8lpt'rtorsand 
cu l l ~~a~cs .and  all the medical and 
paramrdtrai perwnnel. l alwa)s rece:vrcl 
enro!lraeeuwnt lhev arceaed m v  mut- . . , . 
rations &d paved the way for me to do 
the things I wanted. Even my mother who 
IS always urq.ny mc to sluw down. lake 
better rare 01 111yse1i. and presewe n>v 
eneresh ili~. il(.l.e~)led, i l ih~1I I I  wllll " . . 
mountains of resewations at times, even 
my wl rirr rchemcr 

I Ildue no idea what cause my itfe 
rult ld have t&en had I not enlten m1.o I " .  
strongly suspect it would have been a lot 
duller and I would not have done half as 
many things or gone half as many places 
as I have since getting polio. in fact, every 
single thing in my life that I now enjoy, 
my job, my travels, even the priestly work 
in the parish where I live, is being done 

a- a ConYequence of my poll" It ha, 
opened dwr r  and provided O~)IXIIIIII~II~F 
I nevrr wou d have had nn alrdtllaw 
abie-bcdied run of the mill Jesuit 
Ho~aldk Kulp IBree 'Even bad things 
that happen can !!cake gwxi thlnq- 
l i l t ~ ~ e n .  .i vou keru muvtne." . . " 

"Though polio changed my 
life in a million ways, I am 
not so sure it changed me." 

WrR At the time I got polio I was 
alreadv halfway through seminan, studies 
on thiway to becoming a priest..Forhr- 
nately, most of the things a priest does 
can be performed sitting down. Thus I 
was s~ared the necwitv of havine to 
chanke my oeeupationai goals. ~t"the 
lime I wd% #lrda,lwd. Cilurch Inw Curbade 
the (1rdtrlitt1018 01 p~rsons with d~sab.liw 
u, I !wrderi a s~eclal dsoensarion lrom 
Rome. As relatAd to me, ;he only question 
Rome raised when the matter came up 
was. 'Will he be able to do priestly 
work? Since the answer was yes, the 
dispensation was granted. It was also 
quite unusual lor a disabled pe rm.  
parl8cularly m e  in a whee.cha~r to be 
awqned to a loreign in8scinn .md l,rul,ia- 
blv nnd I no1 nlresdv 1,eru T I I W ; ~  
hifore polio, i would never have been 
sent back. The mission superiors only 

requested the doetor's assurance that 
there would be no special medical 
complications or problems for me in 
Taiwan. Ronald's Rule Four: "The measure 
of value is the contents of the package, 
not the wrappings." 

Componlans As l laak back now over 
the first years after my rehun to Taiwan 
and especially the fo&years I studied 
theology in the Philippines, l feel very 
embarrassed at all the trouble and incon- 
veniences i must have caused because I 
always insisted on going everywhere and 
do~n: rvrryth~ng thsl my lelll;w Jc.su~ls 
were ciolnq. Arl!vally I nub vrry gralrlul 
tu Cud lor hlwdirw in? at the timc lo the 
oecasianal grumbim~ and resenment 
Ihal ollters sometme- expreard 11nau.w 
ni wy l)r(.sc.nce (rrr I i~nvr  r~ttcc brrn 
l<,id I ,  becausp h;ni 1 kn<,wn. I would 
~robabiv have missed out dn a lot of 
wonderiul experiences. Forhmately. I 
always had a number of special friends 
who always championed my cause, taking 
me Dlaces and Pusbine mv wheelchair 
wi&out hesitation or regret. Nowadays 
I nttl much more S ~ ~ ~ F I I I ; ~  ro pltent.il 
~na,nvenie$lrr, lor LIIICI( and cr,melimes 
Slav dl hnnne wltm i would rather he 
gadding about. But the truth is I still have 
111* sane tnlrsl lor travel .and iloiu# 
II.IIIKS lhat 1 had then) i a t ~ t l  itm ~ IWBYE on 
lllr lwk#lut lor neru,ns and occnr~onr 
that will make my amblt~ons possible. 
Up to now, God has provided very consis- 
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tently and well an unending series of 
opporhlnities and friends to help me 
participate in all the activities that have 
enriched my life and enabled me to do 
so many things far others. Ronald's Rule 
Five: 'You have as many hands and feet 
as you have friends." But beware of 
Ronald's Rule Six: "Frazzled hands frac- 
hire friendships. Don't overstretch your 
strength or that of your friends. Even God 
rested on the seventh day," 

Openness, flexibilim optimism. oduen- 
tun qonlcners Rulurc pal o ever hit. l was 
blerscrl wlth n itmperanlrlll Illat was 
men lu  adventure, not .~lra##l of chance 
& unwlllinn to trythings difficult or &w 
or tinnc. \lurphG law I l ld l  sap. .I1 
aoytln~r~l: t i t 0 8  go wr(8t.q. 81 prtjbably will," 
ha.; nln.rv5 fnr tne brrn I<,,lowed hv 
~onaldkkule Seven: "Far everv dobr that 
closes, another one opens somewhere 
else." This new door may or may not lead 
to the same place, but if it doesn't, then 
Ronald's Rule Eieht follows: "No matter 
where you find yourself, you can always 

samethinz you create ?or yoursell out of 
lhr reslu~bsrs you ma<e to whatever 
r.n.llln~lnoct,s rllrruund you ' 'l'nere may 
ur mav nut be a w t  eo.d at !In* eucl of 
eveni;ainbow, b;t ~an i ld 's  Rule Ten 
states: ',There is a rainbow in every 
shadow, because every shadow needs 
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lighl ,MI urder lo be cast" lind to give us the srrcnKth to face disap. 
R ~ ~ l ~ q ~ ~ ~ ~ , s  follh Whcth~r or not one poi~~lr,arnts and pan wtrh inner peace 

be.lcvcs in a ~ermnal Cod. it is im~n%%i- i~ocl d ~ t ~ r m i n a l ~ o n  alwatls 10 make tne 
ble for anyo& to face the biff icu~tik of best of what we have? Idan't face my 
life with dignity and constancy without polio alone. 
having a philosophy of life, a rule of I do not lolow what the future has in  
conduct, a valued purpose of some kind. store for me. l have managed to get a lot 

of satisfaction and eniovment out of mv 
~p 

"No one ever responds to 
reality as it reol[y is, but as 
it is interpreted to be. " 

"polio-ed past. I look fbnvard to marcof 
llw same even 11 the so-called ix~rl- lx, l~o 
symdrome sllrs up trouble S;!y% Rc,r.alrlb 
Rulc Lleven "ltc not the ml 1h;iI makvs 
your f w d  tasty, but whatyou put in 
the pot.'' 4.E 

For those of uc who l>ellrue 31) Cul, at 
lcacl the i'nrislial lilal. Ynlwrlt, Allall. 
the hunreme Lord ell Ilwvc!,. Illr. ~ L S  

value because i t  has a destiny beyond the 

t h i n i i f  can buy or how much paw& I 
I,ave over nli~&s. 1 believe tlmi t l ~ r  ~nl ly 
Illmy Gad cs ark:ng #,I nlr I\ to do thr 
besl wllhUII.ll I Ilil\~ I,, ~11alr"(.rclrcUm- 
stances I find myself. God does not 
guarantee that the "good" will not suffer 
I ~ t l  lhvl greater 4mu will evc~bn~ully 
cumc grul of wl,;xlrvrr I- s~tllc~rwl Whlch 
IS the ercater ita~ria.lr hlr 1;od to run 
interfeienee in our lives so that we never 
stub our tws on anything painful, or for 

.bl. 29. Nas. 1 and 2 



Phyllis Rubenfeld N ham mkaculous iarn.packwI30 yeam' 
I ramrcl a rturtoratr n 1184 awl ,I 
ir\e,n~ndr me tu thm* back tc, the late 'SOP 

Assor late professor.  WI~CU I came oll ul home inslrt~rtic,u, alter 

Polio recr.v!ng only 1' : hours uf i n r r ruc t~o~~  
Irvr wrc.k fur Ive h~qh schwl subl6,vrx 
and w ~ h  throwu intu ~ ( ~ l l e ~ e  I WL'. 
not only expected to compete with "Y parents ha"e 'lways 
people whose school had never been 

been the moving force interrupted, as mine was for two years 

for me. " when I was hospitalized, but was also 
emected to socialize when I had been 
re..&ttveb iwlaled during l h~s  time. 

i J ~ , d e r g r ~ ~ d t ~ ~ 2 ~ ~  SCIUM>I w;ns d t l l .~ t~ l t  at 
heal lhrr 1I1e ttrsl huu vears hlusl nta,wl- 

. .  . 
pr&ers w, when this process has been 
slyn~flcanrly interrupted, raichlnq up 
ollen IS dilllr!~lt 111 ~ ~ u l ) ~ i ~ ~ l ~ l e  The desire 
m he part n l  tIw wcta. rmult~slreant a lw 
creiflled tenrlun, slnce soc.alla!nl( 1s 
learned behavior Given tht9 adven~ty. 
wnal made 11 pm:hle 10 qu ahcad? What 
made it mcs.hie to dream 01 attendinn 
a graduate school of sacial work and " 
hPromi8w i k  snclnl worker to hr.p tllose 
nrnghlmra wlao .lved in the aaltlr ghetto 
as I  lid .LL Rrowt~sv~lle. Rrm>dw? 
MV mrents were mv'sboneest suowrt- 

ers, in their minds th& wasnothir;dl 
cuuldn't dr, My colleqe qraduatlun sas 
w l t r  an honor' Inr them vnLe they both 
were from lhland and nelther cornoleted 
more than third grade. With their support 
I gadsated from Brooklyn College. 

Ilndrr&~aduate acl~ool wn? not wlthoul 
mucl. d ~ l l n t ~ r y  regarding arc*%% One 
~nc~denl reu,;iws I>IOS! vlvld. Since 1 am 
unable to raise my arms, 1 was tald that 
I could not lskr <i>rrn~strv and ti~at 
. people ruc 11 2s rnysclf sh~u ld  lnot be 
~n collece " A D ~ O ~ ~ S S O I  01 mine ove~iward 
my rathGr cryptic response to the Dean 
who told me this and oflered an alternb 
tive (today known as reasonable 
accommodation). 

There was a snag in entering New York 
University Graduate School of Social 
Work I was tald by a counselor from the 
New York Oflice of Mcational Rehabilita- 
tion that I was unoualified to attend 
social work schwl because 1 was unable 
In j l>mp'T~ I ~ I C  day I do not kwxv wb.,t 
jtllllplr.g has todo will, w l a l  work 
Frrlln4 that 1 had nntltlng 10 Iwe. 1 threat. 
ened to Ill? a li~wstn~l I <lid nut h o w  the 
1rnpllca1ion.i ol tny Inreat. but it worked 
I w&s ddn>iltr<l lu  social work schmi 
and qrndwared at the top ol the rlir<q. 

tbllr,w.~bg Kraduaunn I bernm~ 
extre111?1y tnvolved in the Iwace, black 
wwrr ,  wcllare ri?hl\. iacal <l~subnl~ty rqhts 
ml~vrlnmLF and triivrllr#l rxttnslvely 
ll~rouyhout the iI1111ed States. Europ,  the 
Mlddle t a ~ t ,  and t l ~ r  Weit Indlec. well 
as a1lcnd:ng ;t <lo~toral program al Parh- 
err College Cult~ml,ta Un~vrrc~ty. In l%44 
I rec~n.el1 .ln FJ TJ I" Soerml Educnt~o~~. 
In November 1988 l w& promoted and 
tenured in the rank of associate professor 
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at Hunter College in the Department of 
Academic Skills. 

What allowed me to move &om an 
underprepared student from home 
instruction to an associate professor? 
My parents have always been the moving 
force for me. When i feared failure in  
school my parents would discuss my feel- 
ings with me, usually concluding with a 
lecture on the importance of not feeling 
sorry for myself and focusing on the 
positive rather than the negative, and 
encouraged me not to complain but to 
studv I can,? to lr.clcve them. 

My pol.lir;ll ~dt,oloyy and activllies 
ranle lrolll my  lathcr. He war very inter- 
rstcd in lx,ltt8rs and dlcrusqed runenl 
cvenls r l l n  me. When 1 i)arltcipnted in 
peare ~lrmonctral.ons, h>r rx.8u>l,lr. i 
dldn'l le.1 rn) molhrr hersu\r sht: wili 
almorl I mlqhl I,P 1)116h?d 1 dtc1 1t.l my 
Idtlter. lhot.ql~. 11e rtudr nr! prunlsc that 
I w ~ u l d  hod (>!tu, 3 Inend and not tnrlrt 

bcine tgx, iorlenmdcnt and he wlsned 
us l ~ e k . ~ ~ h e n  I ckne home and told my 
mother. ahv was upsel. hul happy lhal I 
dldn'l libll My parents trealed in* wllll 
rcsnwl and a deeD ahidmu I ; i t l I ~  tl~;r! 1 
cocld do what 1 ;anted t;and they 
encouraged me. 

My attitude towards t~avei also comes 
hom my parents philosophy 01 lile. There 
are many buildings that I may not be able 
to investigate thoroughly or even get into 
because of architectural barriers but 

rather than raying. "Why go? and hnad- 
~ n q  because m). lnabllity to do what 
others do remmdr me ol mv dlsabllilv. I 
go ahead anyway and enjoy what I c& do. 

Looking back 30 yews isn't easy 
because there were many difficult times. 
But there have also been great times and 
many substantial accomplishments. I 
have learned that one must take chances 
and not be afraid, and perhaps because 
a1 my philosophy, family and friends 

.\bl. 29.Nos. 1 and 2 

conllnlle to be nllpp~rtive. When I look 
at my pi!rt.nts. who were immiqraltrs, and 
thtnk how lrrr~hr!ne 11 nltlst have been 10, 
them to come and Znd their way in the 
United States and how well they handled 
it, I h o w  that I am a prod~lct a1 their 
strength, determination, and refusal to be 
licked. With this backgroulld to build on. l 
hope the " a t  30 years will be more fruit- 
ful in terms of family, friends, and career. 

$ez 



Dottie Santa Paul 
Activist. Employee of actuarial 
firm. 
Amyotonia congenita. 

"I pray my life will glorify 
the Lord. " 

In 1958. which was when the Gazelle was 
born. I was ten y e m  old and living in 
(iloucesler, Mairarhuselts. i was ~n UIP 
l ~ l t l l  qmde and artvr~#lr<l l,ul,lir svllcnl 
A lax, lrnnrmrted nlc lu  scllwl al Ill* 
expense of ihe city. l had a wheelchair. 
and the other students would all want to 
be my helpers. I remember the kids as 
being friendly, and they never treated me 
badly because I was d1fferent.M~ family 
was suppartive and acceptinx, and I 
ntrver i l ~ ~ e ~ l ~ ~ n ~ e d  tlelr m e  10, me. 

My nluther senn.1a.d lar i l t l t l  wide lor 
someone or w m e ~ l l c r  uhtcll n r t~ ld  
im~rove my medical condition. She had 
a itrong n&r-glve-up faith which I in- 
herited. I got tired of all the places and 
doctors because they never seemed to 
help. My mother died just before 1 turned 
13, and the searching pretty much 

stopped. Mayk that was in part lxrause 
the last place shr luund tr, lakr me wils a 
 lace that rcaliv did h e l ~  me and a! lc.nsl 
/n my eyes, mahe up foiall the others 
I t  was a rehabilitation center in New 
Hamnshire. c - ~ ~ ~ ~  - 

My stay there was over a year and was 
averydefinite bansition time in my life. 
It w&'t w much the physical l l n i 8 l  W;LF 

lmpurtant It w a ~  that my world uprtbe<l 
uo 1 k e a n  to be aware at d.sabll~lv anal 
accept ;hat my disability wasn't g i n g  to 
be outgown. At the same time, as I 
watched what others achieved, I came to 
realize that mv disabililv did not have to 
hold me back:Althaugdnot realizing at 
the time, I can l w k  back now and see 
that time as when I really started to grow 
as a person. 

My dad remarried, and i came home 
to an atended family MY new mother 
helped w!th my care: 1 h id  twu new 
sisters, makinq three in all. 

Mv hieh <chml was not acrcssihle 
so I to classes through tele~horie . . 
intercom. 
The first year in high sehaal was hard 

because it was a searching kind of time. 
I did not have the stimulation of beine 
at the center, and although I got nut 
uwae, il w;bn't nearly endagll lor lily 

rnrr<l. nl 11s time. I alw had lnk'anl very 
ra.e;tlivr ~IIIIIW abu t  mv ' lllsevsr " I 
picked up theidea and became 
convinced that I would die before I was 

20 years old. I thought. "What is the sense 
o l  m ine  to do anvthine if that is truel" I 

so I never stopped hying, but at the &me 
time I entered into a secret depression. l 
don't think anyone ever really knew my 
leelines at this time. I shared them with 
no one. 

At  the time i t  seemed like a long time 
that I lelt that way, but now as I l w k  back. 
I wasn't then, and I'm still not. a Derson 
to stay depressed. l tot  throukh chat time 
(w~thm, scars Wk nluvecl lo ;I k t te r  
house in a hctlrr .arattc,!> w1lh118 w.alkiltg 
<l~rlna,ra lo lhe k a c h  I not a IhI 
more. Whenever I couldugget someone 
to take me to the ocean, I'd be there. It 
was so beautiful, so healing. 

The students and teachers came 
more and mare: not so much to helr, with 
academics as to be my friends. ~ h e i  were 
truly #real friends and st11 arc Tlwy Igrrk 
lmr 01s c,l 1,lauri I hrqnll lo altcnd 
rhc~rcl! LWIV SUIIO~V, .tnd tbr)t hna n 
later im~ac ion  my iiie. 

~azene when I was about 16:~s I read 

Rehabilitation into Independent Living 



lxople in the ( iael l r  and l o  (iini to learn 
more. Everyc~s was n 11*11>f11. a l ~ l  
cnrourdgq 111t., nvld 1 i h r ~ v ~ t l  011 

qell.!nq ktt~jw 181.w puplc. 
I,, l!ll:6 I &?8<l,,alt.d i,<8,,, lh,ql, sc1,mI It 

wn* Itor Ic~r n wl>,lc My l r ~ ~ r ~ ~ l ~ s t i l l  came. 
I l$l lr#l rnv tlmL workut~ uu il cc~rresm~ld- 
ence cairse in bwkkeepins, writin; 
.CIII~IS, and wme c r v o t ~ ; ~  &itlng. ;md 
#l<.t,,g wmc cr;,ll pro]*,, ,s I ,,,.,,I" )?welry 
an81 mv mother wa!ld n:ll 11 to her l o -  
workers. I t  wasn't much money, but it 
seemed like a lot compared to nothing. 

My dreamlgoal grew in me. Once I 
remember sharing it with my dad. He 
said, "I hope you do. Dottie." But I dadt 
think he really believed i t  would happen. 
What I wanted then was a motorized 
wheelchair. I figured I could do about 
anvthine if I had one of those. I wouldn't 
have tc~ ;nil for people 11, push me every- 
wI.",~ B,,l ,! wa\ I<, I,? ;, wl,,le h"I",~ 
~1.81 <I~!s,,<. w",,I<I I,? g,a,,lt.<l. 

W. tnrwed aqatn The house was twcr 
imrl in wmc uayr more acccsslble - 
E U L ~  as lo <el in and oul. LIul in other 
ways 11 was rsi arcerstbl? Iltr 
bcdrmms urre tunstatrr. atwl w v  dial 
carried me. l realiv wanted to b; out on 
my awn but didn'i know how to make i t  
happen. We checked andvisited various 
institutions,and I ended up going to a 
nursing home in November of 1969 when 
I was fi. I was quite an optimistic person 
and both my aunt, who has MS.. and my 

grandfilthvr were l l ~ v r r . ~ ,  I rnlrrrd wtlh 
B I~upt.ln!l nll.l?lde !hat I wu~~l r l  Ihwe lots 
of ptlopIv ( .~ ! l la~ I  i~ l l t l  111.31 lllln. 11 wm 
pn.tly ;acrri\~l,lv. ~ r a i ~ ) l ~ *  I'd gt.1 out rnorc. 
I(811 from 1111. flrsl dav 11 was clear that 
lh l i  wnl an8 ir~rl8tutlun #"deed wllh ;all the 
rvarnentatlun and rules I,, eo w~th 11 

John, her Hanee, and Doltie. 

Still. l decided to m&e the best of it, hut I 
have l o  say il wits nhwcutely the mosl 
dtl l~rull 21; n~tottllts 01 ~ I V  1 1 1 ~  II is IIOI 
ens" I<, IF 21 v w r r  vld anrl lhvf wllh 99 
other m a ~ l e  an averaee of 40 "ears older 
than ioukea. 

In January 01 1970 a qenrrous cousin 
made it ps4l)le to ~p~~rclsne i s  inntgar for 
mv cllik~r It wil% lhr Ivur w l ~ ~ l l  ant colll<l 
p i t  on and off, so thdGh not alithat 
durable for outside distance. It increased 

my mobility 100%.Also. inJanuary 1970 
I started to "attend" college using the 
same intercom method as in  high schwl. 
This was a challenge indeed with my 
roommate listening to soap operas right 
behind my chair. I persuaded the powers 
that be to set up a desk under the stairs 
in the stairwell. That's where I studied, by 
the light of a little window with bugs all 
over it. I didn't care. At least I could be 
alone for a few minutes at a time. The 
students and teachers were again great. 
but since the collep was in  another city. 
I didn't have the degree of contact as in 
high ssehwl. 

In the spring of 1971 adisabled friend 
started to encouraee me to live on my 
owl& She loved on her own She mas 
%tn8r,i! I r r am who knew n 101 of the r~ghl  
t,t.rn,lr She was a lw tnltlirallv illvc,lvrd 
in &sabled issues an2 gave m; a taste of 
all that. My dreamisoarwas strengthened. 

I" the l,,ll ',I '71 sf>,,,e t,,eces ~I~,,t",l I" 
couw Io)(t.thcr lor nlr, nncl my guirl rrally 
Im~k shaoe Thcre wrrc w man" facturs. 
I I Iu~~~~.  ;hat 11 seemed wnen 1 4 0 1  one 
lh~ng.somelh nselce would lall lhrouph. 
Tnv bc.! three uere ( I )  nn .fil,srr##rltt ( 2 )  
atlmdnnts, and (:I) nloncy The first two 
woula keq, lidl~tng t l l r ~ t q l ~  i s i  I fought 
C l t ~  HdII lo s.Lplx,rt ine Thts lust wasn't 
dulw I!> thu cnry where I lved Aller ,I  long 
rlrt8qyle. l l.nally perquafled Ibr u l y  118 
suppjrt me. Inqlend ol ICPIIILS Vict(ry I 
l e l  d~srotlrrqrd l,eli#!~sr I tlltltt'l have an 



attendan1 Ute", and the aprrlmellt I had 
secured with my I n ~ t  peluty x a ~  about 
to be lopt 101 a r k  <,I renl Davment. (I 
couldn't get any money f i o i  the city 
until I achlally moved out.) I t  seemed 
impossible. I felt my strength and 
momentum ebbing. Still, l decided to set 
aspecific time, and if i t  didn't happen by 
then, perhaps I would have to give up. I 
prayed. I hlrned i t  ail aver to a Cod I was 
vet to h o w  I said.'You do it." Fourteen 
hinutes before my deadline I got a phone 
call fram a seminary student. She agreed 
to be my live-in attendant (and amuch 
greater kiend) without our even meeting. 
She was the beginning of a miracle. That 
was in December 1971, just belore Christ- 
mas. In the following weeks everything 
fell into place and on January 15.1972.1 
moved lrom the nursing home into an 
incredibly beautihi and huge house over- 
looking the wean. Harmony and Deb 
moved in with me. None at us had any 
money, but the landlady was great and 
gave it to us very reasonably, plus the city 
housing authority gave me a monthly 
grant that covered 90% of the rent. At 
that point I thought I had died and gone 
to heaven. 

I thought I couldn't have been happier. 
Six week later. on *bruiuy 29.1972.my 
friends intrduced me to the best lriend a 
verso" can have. Jesus. It was the beein- 
;ing of a new life. 
I grew fast. I became involved with 

the senlinary communily and developed 
many new rclatlonships. I l~nished cuilcgc 
wllh a I33 in wroal work Church wa* my 
crntrai cummunlly then as it is still today. 
I was alw lnvulved in %)me daablllly 
orolew leachtne Sundav school and 

(Ner the next lour yevrs I learnel a 
qreal deisl Our lltrle ldtnily #rew and 
rhange<l I had many people from all over 
tlnr wurid live with me.lhey were also 
my attcndanrs, and all of turnt were graal 
iriendc. All of my inl.ucra.rs were positive. 

Whrn I qrrdualed lrom college. 1 was 
able el  ivt~rrl~are io \cr#.t~d hatai W van 
with ~aba r  the elephant painted on the 
side. All my friends drove it. We went 
everywhere. I started to travel. Had my 
first bus ride,my first plane ride. 

In 1976 God called me to move to Calf- 
fornia. That is a long and exciting story 
in  itself, especially with the Lord as my 
travel agent. I had never been here 
before. but I loved California instantk 
The ~ d r d  gave me meat roommates,bne 
alw d~sabled and lrom la%sachuselLs, 
anld we are \I111 lc,grtlber today, nnd our 
other lnut~s~n~atr was w~tln tus for ovrr 
eight years. We had a meat house and 
a ;hole cornmunlty 01 frtends. 

1 wen1 bark lo school and qut my 
rnar l r r~  III h d t h  rrrvlce, edlninistration 
mlh  an cmpl>a.lsls I,! srrv.crs lo the 
disabled, espw!ally in indrprodeol living 
Llv.ny near t k r k e q  was a qrrst m e t  11, 

this since it is probably considered a 
Mecca lor disabled wrsons. 

111 i9d0 I started borktng in  San Frat,- 
rlscu. commnt~nq everyday on tue BART 
(Ray Area Kap~d'l ians~tj which 1- arcesi. 
b1e.A year and a half later I rlrr lv<l 
workinq w~ti. I,KEI)t (l)lsnl,~l~!y Rtghts 
Ldur ; i l~o~~ iaal 1)vlruir Ftlnti, n Rcrkeley 

i t ,  I'lxl my rournmulc, my ilanc2 and 
I purcllds~d a house near a shuppnq 
center and B M I  station. Since Octoher 
1985 I've been working in an achlarial 
llrm in hmel ry  I c ~ r ~ ~ ~ t ~ t e  evcrydisy 
alone "11 R4RT I equy my lob very lnuch 
One ul  lmv nur t  uselul wark'toois' 1s a 
bamboo stick with a bent nail on one end 
and a rubber tip on the other end. l don't 
think I could live without it. 

This year I took over the reorganizing 
of the International Conespandence Club 
for the Disabled (ICCD). 
I pray my life will glorify the Lord, and 

I truly thank Him for all the people He 
has put in my lile over the years. As i see 
it, the most important ingredients to 
n ~ e s \  a~ayunrj l~ lp,  dtsabed ur nut. 
a r r  lallh I I I  Cud and ~urxl cummitred 
relat~onrh~os. Thev are intr~catelv woven 
together in'my life: and I wouldn't be who 
I am a.lhnut &her one 

If I cnn help auyonw with the transillon 
to induln.ndent lmnq, or 11 anyone wuuld 
ihke delatir un the ICCD, or lust to cone. 
spond as a friend, l would love to hear 
fram you and will answer all letten. 3 #tw 
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Walter Sawyer, Jr. 
Income tax preparer 
Polio. Ventilator user. 

'Sometimes we worry 
so much about the future 
we miss some o f  the 
opportunities to enrich our 
lives today " 

Congratulations to the Cazene lor surviv- 
ing ibr thirty years and performing a 
valuable service for ail your readers. My 
past thirty or forty years do not seem 
exceotionallv worth writing about but 
alte;receiviig your reques i can hardly 
refuse. 

Biogrophicol information: Name: Waiter 
Sawyer. Jr.; Bom: 1932; Education: Started 
1 i t h  year of school. Later t w k  H&R 
Block Tax Preparation Correspondence 
Course; Respiratory Polio: October. 1947: 
Hospitalization: Four months in local 
hospital;Two years in  iron lung center. 
Baltimore: Physical condition upon leav- 
ing center: Total paralysis from shoulders 
down; could breathe unassisted all day 
using neck muscles, rested and slept in 
iron lung every night. Had some move- 

ment in arms and hands but couldn't do 
anything except hlm page3 of bwks and 
magazines. Could not breathe while 
sitting up, so days were spent lying nearly 
flat in bed, reading, listening to radio, and 
watching TV that the community bought 
for me. 

I r e W  hame in Ianuary1950.1 was 
di.cl>arl(ed lrum the center &$d sent 
Isonne to love with and he cared lor by my 
lamlly My lamily at lllsl tlnlr cunsistecl u l  
hbthcr, Father, ilnci a yalunxer brotl~*r 
and sister 'Tllree uldcr slrtrrs were I.wng 
awny Innn laomc wllh lam1 es 01 l l le~r 
ow#$ Mv brother ielt home 111 1!156.and 
~ n v  last s w t ~ r  ielt in m~d-s~xttw MV home 
w& a large, isolated farm house a id  
nearest G i g ~ a r  was one-half mile away. 
Visitan were nearly non-existent except 
when one of my sisters came. 

The Changes Begin. In early 1957 the 
National Foundation oflered me a chance 
to go to a Respiratory Rehab Center in  
Buffalo. At first I rejected the idea 
completely. Then a very dear respiratory 
friend in Florida urged me to go as she 
had just recently been to one 01 them and 
they helped her a lot. And she assured me 
the centen now were nothine like the 
hated Baltimore center. ~lso"it was quite 
obvious to me that my physical condition 
was rapidly worsening and I could only 
breathe three or four hours until having 
to go back into the iron lung. So in July 
1957, knowing absolutely for certain there 

was no way they could help me and 
e-ting the worst I reluctantly headed 
10, Buffalo. 
I was a teeny-tim, bit wronR about what 

could and eo4d nit be donei t  such a 
center staffed by skilled. knowledgeable. 
and caring people using up-to-date respi- 
ratori eouioment. Within i w r  months I 
was weaned from the iron lung and was 
~l'.~ng chrst s11r.i rv*ptratur, r u c d l n q  bed. 
IPPU by nnouttt and lramcd to 'grltp" or 
' lrox brea1i.r' wh~le ubservinc nllolller 
~at ient  doinz it. For many years I never 
Brtuai y urvu guipmq ve;ytnta.h, bur 
sitar my neck mucctes srr weaker than 
t1tt.v were. i am lclrrcd 1,. relv un vulolne 
m&e and more 

After several weeks of physical therapy 
and some rather painful stretching, my 
stilf joints would bend enough to permit 
me to sit, so I was fitted with a supporting 
corset and by using lPPB was able to sit 
up again after ten years of lying nearly 
flat. When I became able tosit erect 
enough to use my anns, my chair was 
lilted with ball-hearing tip feeden, and 
with their help I was able to feed myself. 
write, and hunt and peck on an eiectrie 
mewriter. After beine there one war. I 
dice again returned <ome,a co&letkiy 
changed person. 

Naw i t  was time to do something 
worthwhile, but what could i t  be? Local 
Lions Club bought me a used IBM lype 
writer A friend suggested that since i 



could type, perhaps if I had a mimeo- 
graph machine I could get work m&ng 
copies ol forms, letters. proqrams, etc. At 
 tit;;^ ~ t l n r  vnonry war w&s;th~n jus~ 
iran.? fur III* Sawyen, but somehow 
LhIO w.ls f011111i to I,UV the machmr and a 
few sup~lies. hhlnaielv i t  did work out 
okay: i&d  the stenciis, and mother 
cranked the machine to make the copies. 
We continued doing this up until just 
recentlv but have now discontinued this 
as near& every business, church, and 
orqanzit~on has it's own copy mach#ne. 
'I'ni, hurtnet? never made a lot ai money 
but whiit it dld maltc. eswclallv :n the 
'6Os, was very helpful in'payini house- 

~~ - 

hold expenses. 
The end of 1959 we moved hom the 

lm because of mv father's faiiine health. 
We moved to a v i l iqe of some th&e 
dozen houses and siiil live there but not 
in same house. My father died in 1967, 
and In early '70s the Sayer  finances 
turned a lot better.and In 1972 mother 
and I desimed and had built asmall 
house iltai ww rwled to our need? and 
destres !loIh?r 81#<i I -till lhve in# L! :and 
she. at are A1, conllnucr tu lake car? - .  
of me. 

In the '60s. needing more work and 
ihncurne than provded by thc mlmeu. 
((raphony, i sold maqazlne subscr~pt~ons, 
<rvrrlnu cards, im~rlnted DaDer Lrrms. 

The weddin business was very ~ o o d  for 

quite a few years, hut then the company I 
dealt with changed from usine small eata- 
logs with reasongbk priced i l k s  to very 
li.rgp un!alc>gi w>tl,y;lce- lo malrh' Tl#ij; 
rvrllltl;8lly pill l l l ~  "811 of Illat I ~~~~ I# I?s~  
arid I <l~sronttn\wd thc ulher bcti~ncssrs 
for various reasons mainly because in 
1970 1 got Into a new activity that i am 
able to do. I like doing, and i t  does make 
a nice profit. 

"To do all these things and 
so many more without 
hauing to ask someone to 
do them for me makes 
living more enjoyable. " 

In late '60s I prepared my sister's tax 
rehlrns and decided if I was able to do 
hers, maybe I could also wepare tax 
returns ;or others. I t o o k i h d ~ & ~  Rlork 
conespo~tden<:e course (*ititl,. nud 11 was 
Ihr hesl onlvr.;rlnrlll I evrr tmarlr S.ncr 
then my tax preparation bustnw has 
pow and grown, and I now have more 
burmess than I can handle alone 

In i'Il~'1 i rerewed a small illhentanre 
ham an aunt. and when I &kea rn~~ae  
Mends about the best way to spend this 
little unexpected windfall, a disabled 

friend sad  thcre was only one thinq lo do 
and tIlnI was to yet an elmtric wheel- 
rhmr, and other ds~b led i r iend~ aererd I 
got very lucky and found an elect& E&J 
timt harl only been used a iew mon!l~s. 
jusl l.kr new except lor the 1,rwc n~ntl !hat 
was an unbel:wahle $425 hew unvs were 
nearly $2,000. So I bought it, and what a 
fanlest:~ rllangr it inah in my l!fel 

W I*IIII i t  Illlie p~atiurm under the ~ c i l t  
of the char, set mv mcitlve oressllrs 
Bantam on it, andiitaehed a 50-fwt 
extension cord. I can move around in my 
room, go to the table to eat, and even go 
outdoors to sit on the porch or go down 
the ramD to the sidewalk for a chanee of 
srrnrry'or visit wilt, next-dm, c~eld~lx,rs 
Ry connertinq lhe Ranl;ttr$ to the cl>d!r 
battery. lhe ~ X I P I I S I ( ~ ~  r(>rti can LK. 
dtscnnnerte~l. ma1 I can travel beyond iL$ 
ill-lml 1111111 and s l l l  have the Bantam 
opr;lrr lluw labulour it is lo he ahle In 
#III aunll smpic 1lll.e thlnqs ni cmov,l$g my 
chaw so as to lace people i nnn rnlkang 
wth: movlnq iu9l e ~ ~ o t ~ g l l  to reach wme. 
thlnq that is only iu$chrs from my f~nqen 
mnvlng Iron, sun to shade, movinq r.ut of 
n drair whtlt. uutdwrs, movins lrom IW- 
wrwr ro comDuler here in mv rmu, ' X i  
do all of these things and so many more 
w~thr,ut havlnq In iak ulnlrola to do 
them lor me make, ~v tng  inor? rnlvvable 
and le-6 dr,rrao~cl.!te ant1 tlc~cndent urxm " 
those around me. 
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Three years ago the Sawyer Snanees 
had improved to the paint where we 
could spend some money without the 
danger of having to go hungry so we 
bought a new Dodge van with a custom- 
ized six-inch raised r w f  which permitted 
me to sit erect in  my wheelchair. We do 
not use the van an awful lot. but it sure is 
nice to have when we do goout and our 
only n.grer is m>l l>uyl!~g ;i ten years 
rarl~cr ,Sumutc##~t.i we worn, so much 
about mc Iumre we mas ihc chance to 
enjoy some of the opportunities to enrich 
our lives today) Not having a lift in the 
van; we use a folding ramp of piywwd 
which works line. 

The latest change in mv lile hao~ened 
a lew years ago d e n  something :lied 
the late effecE of polio came along. 1 
used to think i t  didn't really exist, but 
now I am a believer. #G 

Clair Schnitz 
Tutor. 
Polio. kntilator user. 

'To me, 'independent living' 
does nor mean living 
alone. " 

How did I do it? I am not sure. I h o w  
there was some doing on my part, espe- 
cially in the later years, but mast of that 
I n c t ~ / ~ h ~ r ~ f ~ ~ r  yEar lourney here frwn 
lhrrc ha3 been accomplished not us 
much hv dome as bv Iett n~ l~leb lure e 
good a id  praiucti; and Geative, flow 
through me. But then letting is a form of 
doing. I suppose. 

At the beginning I spent a great deal of 
time- about twelve years after the onset 
o l  my disability - just existing. Perhaps i t  
was a nrresqdry tinw nl gnev.;tq or ncal. 
lnqor sinll,.y .I limr 111 mntllrlllq(l wac. 
almost twrlve wl,e#a I had a,ll<,l. i some- 
times even suspect that s;ch a'wriod of 
time in limbo- though maybenot one 
quite as extended as mine - is required 
lor the psyche to adjust to life's new real- 
ity. During those years I t w k  absolutely 

no mspansibilty for my life; I just rested 
and mad, observed what others did, and 
wondered. l was well cared for by a 
loving mother, protected, and pampered 
by a wonderful father, provided with 
friends and interests by sharing siblings. 
And still I felt helpless and lonely, 

Gradually, however, lifeb flow was 
building up behind the dam of my passiv- 
ity and began leaking through i t  - at erst 
in  tllly. ~l~frequenl drops. ~II<;II in streams. 
and llnaly in r r.~al>.rtr( lunrnt. And now 
tnll llow moves ratltcr lrcclv, naturallv - 
always bubbling, sometime;kven ra2ing 
unexpectedly. not unlike the proverbial 
mouse that I was and am. 

Enough philosophy! Letb get down to 
particuian. 

When i had polio in 1954 at age twelve, 
the prcgnohiq was no1 g d .  In I;al, my 
pare~la were I<. lr l  II1;oI 1 pn,l,nl,ly w081ld 
not l ~ v c  imur? lhan w u  year:. due to thr 
Sevcrlty of my resplratuty involvemcnl. I 
nlncrrlaln thal ihls medical oplnlon had 
rubtlc rllecld on bath my inilinl rmnbil~. 
Wt~on and on lamilv nitlludes isltrr tmv 
return home from h e  hospital. Hospital 
rehabilitation included weaning from the 
iron lung, learning to use a mouthstick 
for hlrning pages and typing, and sitting 
in a wheelchair. However. wheelchair- 
sitting far a couple of hours four or live 
tl!ncs a week - optional at 1,eit - was 
rtcrealio~#;#l or t l ~ ? r ; q ~ ! ~ l ~ r ,  !nu! n way "I 
.~v.nq ti,, rvrryllav ilr illan. was bed 
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and Bmker Loafer, a kind of cow indwr 
lawn chair lhat was qreat lor cablortable 
corner-s~ll~n~q, hul an lmped~mrnt 11) 
mohil.1~ and ro~nvenient da~lv 
knctiohing. 
I l w k  back on the M e r  Loafer as a 

symbol of my life at that time. Home from 
the hospital. l spent my days lying back. 
stationary, reading, enjoying only that 
part of life that came to me. Rehabilita- 
tion did not include even the slightest 
psychological preparation; never once 
did anyone mention the necessity of h e l ~ -  
ing m i  prepare for a creative, prbductivi 
life in spite of a severe physical disability 
The attihlde was rather one of sheltering. 
protecting, caring for me, making me 
happy. (Of all the obstacles in my jour- 
ney's path, that attihlde has been and is 
still the most difficult to overcome). My 
hieh sehwl education was seen as a oas- 
t i ie.ewd for me because i t  kept my' 
mindoccupied, not because it could 
prepare me to meet some diflicult chd- 
lenges as a disabled adult, and even when 
I started at the universitv in rnv late 
twenties, some saw my ;ducadonal 
eflorts as a hobby. 

My paralysis happened long before 
disabled vaunesten were mainstreamed 
in public.sch&l systems, so I completed 
@a<I..r I r  tllr(>tngil IW~IVC in the home- 
I~o> ! r~ !  progrnru ~ I ,~v I c~ ;  ;, ''private' 
tracher w l ~  cam,. twlcr n week lor an 
hour and a hall, I learned to be an inde- 

pendent, self-motivated shldent, skills 
that later proved valuable in my univer- 
sityshldies and my tutoring work with 
individual shldents. However, that mode 
of education isolated me even further and 
held back my social and psychological 
development. 

Clair nnd hpr mother (at left) 

After high schwl I continued vegetat- 
inq lor ; ~ ~ h ~ t l ~ ? r  $ 1 ~  Ib~q y r ;~ .  ,, lpertmt 
llli~c cnrrtcl l , an vntl woe!$ ., TUX.% H m a -  
b~~ tu t l un  Cunlm#ss.on (TK C cuunsclor. 
a member 01 mv church. rrached out to 
me and qentiy pushed me inlo th.nking 
ahout whal I inlended todo with icy i l e  
At that time TKC t>rowded me WIIII n 
headset and telephone that I could dial 
WLIO a muuthstlrk and urged me to seek a 
t~lrphunr sales ,<rb By cnance, or maybe 
throuQh fate. 1 ~erured earl-tlme work 
doin6eievi~ian-viewi$ surveys. The 

first break in  the dam had come: I was 
never again to be that passive little girl 
waiting patiently for the world to come 
to her. 

After that first work emerience, I 
Ircame the lniltalar 01 my own future 
plans, and I found supwrt a , d  help al 
rvcry turn Iron, Inmi." Irte~~da, nty ruun- 
SPIOI~ a! TR C .  and rnv protejsurs 51 The 
lltt~vers~ty 01 Texas at E l  Pm. When I 
laeded a por1ab.e aierlric lypewiter that 
I could oprat*  wllh s m o ~ ~ t l ~ ~ t i c k . ' l  KC.  
lent me ow:  whrn I wante<l t o  lake 
ColleKe courses to qudlhi for the public 
s r l a~ l s '  tutoring 11;. TR.C pct~l.;ncd the 
tllllversl@ trn my beha I. iound prolccsurs 
w.ll!ne to oartlcmatc tn the cxwr!mcnt" 
of m~elephone:intercam highkr eduea- 
tion, and paid for the telephone lines, 
books, and hlition. Family, especially my 
mother, saw that I was ready by class 
time and set UD for note-takine. 

By the time i had earned mfdezree in 
F.n~ll$h. 1 had ala, developed a mnderate 
part-lme tutor~nq husinei,, whirl, Ills 
continued to the oreseol. Al Ilrsl I worked 
exclusively with college shldents in 
t.ng.l\l> IC;!~~X)SIIIUII. IIUW~YC~. 8" the last 
few yc.ars I h?\c wurkt,d in lan$uage arls 
and remed~al readlne ulth vounzer 
people at the eleme&ry &d s&ondan, 
i cve~p .  I work out 01 my parents !tome. 
and my <IU~FIIIS C C ) I I ~ ~  to me Ai t l~~tog l~  
mv ltalnrit~e ear!tn,lc? fall far shorl LI 
sipportinime, I lo& my work. I love my 
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shldents, and I love the feeling of self 
worth that teaching gives me. I t  is a 
profession that keeps me in constant 
touch with other w o ~ l e .  easing the 
U ) I I I ? ~ L ~ ~ S  ovc ruhe l k~n~  lso~dion inher- 
PUI I L L  scvcre a.sab~l~fy \ly w ~ r k  br ln~s 
wr the weate~1 hnpplnes. 

In the midst 01 all 01 th s ~ r o w t h  and 
surces5, ho*rvrr. < m e  some severe and 
<l~llicu.t phyuml set-back< nswcialed 
w th (nllo alrl ilg1111: .<II~ e my I~III~A. 
r e h d h ~ l ~ l i ~ l ~ ( ~ ~ ~  .!I 19il. 1 l~n t l  I I S ~  "ILLY lhe 
chert <I1~.11 .7s a resplrntury all1 - sleep. 
ing III I and urlnp 11 fur a leh houri ill lhe 
iaflvrru,unr In 19;O.thuogh. I Iht,gan 
lhavtnn ser.ous health ~rohlcms - hwd- 

sewre lhat I w0u.d lall asleep tlt#rl!bg a 
meal) - which e!rntually Iklt mr lralr i  
tallzed inn  conlalose slate. 41 that tlrnr 
my respiratory problem was corrected by 
using a larger chest shell, higher pres- 
sure, and oxygen during my free- 
breathing time. During the next twelve 
years I fluctuated between periods of 
stability and mechanical hyperventilation 

~ ~ 

and hypoventilation. 
After having pneumonia in  December 

of 1981,my condition rapidly deterio- 
rated. By September of 1982 1 was in ICU . . 
in d rottlit acil~tt hly (.0!~~111#0r~ ww mucl! 
nlOrP se.rl0llr 111.- I I I I I?  411 lilct. tllr 
dorlori toI<I m v  lmtslv tlli(t I wmld l~ve , , 
only a few days. However, once more I 
rallied and was transparted by air ambu- 

lalncs to Houston's TIXX, where I went 
Itark inlo the iron lurid .\dusting to the 
lank llron lunv I was nut trul ~l~111~1111 101 
me &long asrbelieved my stay in  i t  to 
I,* tempa;ary. but whvn d<;clora irr reipl- 
rdtory U~erap~st, latkvd n l > c ~ ~ l  the 
~n\%h,llN 01 mv cont.~~~~~c,e tc, ow it for 
sleeping.? balk&, crying, &d swearing 

'Rehabilitation did not 
include even the slightest 
psychological preparation; 
never once did anyone 
mention the necessity of  
helping me prepare for a 
creative, productive life in 
spite o f  a severe physical 
disabilit)! " 

that I would rather die than rehm to 
using the tank after twenty-eight years. 
Understandably, they m n  stopped 
approaching the subject. Physically weak- 
ened, l went through a time of depres- 
sion. feeling that the life I had begun to 
enjoy was over, that I would no longer be 
sh-ong enough to study or paint or teach. 

By the time I left T.I.R.R.. I was ventilat- 
ing sufficiently with the chest shell, but i 

hid no rcsplratory reserves and knew 
thnl El Pn.m horl no ,run lunq ava~lat,lr I I L  

rinse I were 10 catch a cold. T i ~ s  knuwl- 
edze,combined with myparents' 
enrour;jgnnrnt led m i t b  the oerision tu 
slart sl*rl>oog in tnc tank at home 1 8 8  

Drcer~>brr ol 19R? The Imorn!emelbt ~n 
my health was so immedis'te and obvious 
thi t  the adjustment was relatively easy 
for me. Admittedly, sleeping in  the tank 
has complicated my personal care, but 
rather than limitine me. i t  has braueht me 
a new independence that results from 

the last lhir&<ears and, more kecentlv, 
by gmd heailli m) llle has been marc 
edl) ~~~~~~~d by the use oi qmd 
eqlr:pn.e~~l atal by t l r  ava~lahtltty of 
< e w , c e ~  b r  the ~l.snl,l?d My really usrlul 
{)I<.C(.'. "I cqu~pmc.nt raoge lrunl n strnple 
cut-uul cardbtrard bux and rubber bands 
that I US? BC .I paperhack-m>k holder lor 
the imn lunq lo the manelous lerhno.ng- 
:cnl miracle 01 nly Silr 'n 111II Hcr.l!wr 
wlteelvhatr, WIIICU I Ihnw hven t~s~ttg lor 
ollly a yr.W !low TI)? r r r l  i r l  Ih' is1 s 
lone and .ncludes muuthst.clc~ that mv 
moiher makes with plastic lubine and 
muuthpteces c&-1 , "a  local denl81 lalr: 
a speaker phone, a Kad.0 Shnrr ~>urln- 
button on oll control lor lhshla atat TV: i# 

Hoyer patient lift; and a computer. ~ h i r t y  
years ago I never imagined such equip- 
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men,, ~nurln lea that I would have access 
lu  it A9 ill, sldc,  thvrr arc a lew tech- 
nzauvb l h ~ t  lmve orov~t l  h?l1,ft11 !#, mr  
inlecurlng and ;sing ~ o o d  &lltive 
~ P V I ~ C . S  .16 iloneqt ~ W O ~ P ~ L ~ S -  elf my OW 
pnysoc.;~l al,,ltcies and nr, Js, a crrrann 
IIIY~~II~IVCII~M llle ah.lltv to a ~ o l v  everv- 
day items to those neebs: and Ldnstani 
assimilation of infomatian on new prod- 
ucts far not only the disabled, but for the 
general consumer as well. 

As for services for the disabled. todav I 
have bee morning attendant care seven 
days a week, a benefit undreamed of in 
the early years when my mather had sole 
responsibility for my personal care, an 
obligation that she undertook alone for 
twenty years with very little respite. With 
the help of the eflicien1,dependable 
women who get me up in the morning 
and of aides from a ~rivatelv m i d  nursing 
agency who put meio bed &'night, I am- 
ai,lr 1;) ker,p a req8litr ltvinx and work.nq 
srla~lule. Fur~h~n~>t,rr .  I enjoy the u-e ol 
a local wheelchar rrvnswrt wslem that 
Wes me to medical ap~inhr;ents, shop- 
p~ng,or visiting. !hank tnthls service I 
am able 10 get DUI 01 the nowe: at lrasl 
once n wren I meel a (,.end lor lunch. 
take in  a movie, or just l w k  around fhe 
mall. Attendant care and transportation 
are primary keys to the independence I 
now have. 

Finally, no account of my journey from 
that helplw, hopeless beginning of life 

with a severe disability to my cunent 
slate nl stid,ilily dnd productmty would 
h? ron>olrtv wt!lant~l a dsrucslon of mv 
ultimat; suppart system, my family. l . 
slmpl" wo"ld nut bc herc &rv ,I i;ol b r  
the i~letlmr ol love and drvot18,n ##vet> 
me hv mv oarents.'l'hpv haw ~rovatiml 

and day-to-day care to those even more 
basic needs - a sense of security and a 
feeling of self-worth. My mother t w k  eare 
of me unaided for twenty years, but 
rather than leaving me totally dependent 
on her, she taught me the importance of 
gwd  physical eare and led me to expect 
that kind of care, necessary requirements 
in taking responsibility for my own eare 
and far training personal attendam. 
Because of my parents' loving, unquali- 
fied aeceDtance of me and mv disabilitv. I 
have a fi& foundation of sel~acceptar;& 
that allows me to be open, out-reaching. 
cooperative, and, when necessary, even a 
little assertive - all valuable in success- 
fullv dealing with other ~ e o ~ l e .  

&r me those words -- dcallnq with 
other I)POPIP"- s~~c inc l l y  dcl~ne the 
Ienu ' ~m<lrprnde~~l I,v~ng.' Wilhnut 
uthrrs I canrlut live: wttlo them I not only 
can Itvr., bul mn be pr<>dt,cr~vr alld 
lult.lled. lo mc, "~ndepmclrttl Iwng" docs 
nnl mean l lv~ng alone It dues mean 
lrktng romplele respms!b.l.ty for mrjelt 
and ilvnkirx eflept:vr US? 01 a11 avallablc 
resources,%oth human and mechanical. ll 

means &*king fur ancl &valrfully arceptnng 
II~II, fn,l81 c,tl~en ilnd joytn#lly r(#vll~g hack 
wl>ial l r a n  ll tr>rans Iw<o#ninc a t)arl 01 8 " .  
loving whale - familx friends, care 
providers, sometimeieven strangers. As 
paradoxical as it sounds, Independent 
living for the severely physically disabled 
results not so much from selCsufficiency 
as hom the ability to work well with 
. . . . . . - 

Gettlng herc lrom there has been a 
lone uumcy, a journey that cantlnues 
and sllll holds the prom:~e ol new chal- 
lenges and greate&ctories. 4g 
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Floy Schoenfelder 
Office manager. Accountant. 
Wife and mother. 
Polio. k n t i l a t o r  user. 

"That is the secret o f  
successful rehabilitation. 
They made me feel 
needed." 

"Please. God," I prayed, "if it has to 
happen to one o l  us, let it be me because 
I can take it better mysell than to see my 
husband or our little boy crippled and 
oaralvred." 
' ~ h h a d  been married anlv five vean, 
and I)~u~,is was 1101 yet thr& yes& old 
n,I,,, w&s rl,~,~e",jc a,lc~ ~~,,,,,~~.,,g 
pruplt in the U,l~lnl S~nlr?. nnrl ul. uvpr 
the w ~ r l d  Llkc other rnulhrrs. I had 
harr.rd about mv child. At thal Inme we 
were I vine in a trailer parked on Bud3 
parents prclprly on the oulskirl-. 01 
K.w~d l'ilv. 211.1111 Unkorn Hoth n l  ins wvre . .. 
working to save enough money to go 
back to Los Angeles. 

God must have heard me because 
within two days I had a classic case of 
bulbar-soinal wliamvelitis. I was totallv 
paralyre'd andflat o i m y  back in a hug& 
whc&~nq ,run lung in the husp.tal corr.. 
dor. lhry could not get my Emerwn tank 
lllrouen the dm, a1 anv roon,. 

"If ;he lives, she wiljbe iust a vege- 
Irl,lr I h*innl rhe dcrl#,r soy lu  rny 
I~~~<l,anrl awl mulhrr I thought. Oh  no' 
I'll make mrdlcal hlsturv and be back to 
work in a few weeks.'' 

After more than thirty years, l am 
working again, though my profession had 
to change lrom hairdresser to office 
manager. I work in our home office lrom 
my Kwer wheelchair, type with one 

, " ,  - 
as active as a carrot, but I can use my 
hands and forearms and I wasn't hrnin 
dama3ca." I use a Hwtablc \I,lume Vc~~t t -  
lator h ~ t h  a mouth-hrealhine dev:cr lor " 
sleeping and resting. My wheelchair. 
power bed, electric mewriter, computer. 
1ifter.a sling lor the shower and live well- 
placed telephones around my home and 
office are all just tmls that help me do 
what I do. I don't "do windows." 

My lather, a retired teacher who died 
two years &er I had polio, was conlident 
that I would walk again. I have, in a way. 
I have to let my "lingers do the walking" 
a? they say in the telephone bmk. My 

mother,alpo a tearh~r, was able to lace 
the truth ol iny prman*#lt ~,aralysls Siw 
dlcd veam Iss r  knowln2 111,11 she left mr  
a brother nod lour s~stefi wlw can't 
dcl enoush for 1 1 1 ~  1,;~lry of the lamily. 

I dm s.lrr 1 V<IIII<I 11111 arcumpllsh 'u, 
murll wllll iu Illllc'' wlthuul tile phystcal. 
~nerllill. ntal splrltual support al all my 
lalnlly and lnends. My husband never 
doubted that 1 could IhgI11 my way ihiak 
to ucr lu lne~~. 'X, n<:co,~l<,li%ll al Ieasl 
some little thing every day has been my 
special effort. Even to let the dog out is a 
triumph. I do not enjoy being waited on 
except as necessary I have achieved my 
goal. to the point of exhaustion and now 
ihe doctor advises me to rest a lot to 
avoid the late effects of polio! There is so 
much to do that I find i t  difficult to t&e 
time to rest. 

Ten months after my onset, I chose to 
go to Rancho Los Amigos Hospital in  
Downey, Calilornia for further treatment 
and rehabilitation. l spent three years 
there. When I was discharged with a 
Monaghan respirator and chest shell. l 
had last aver 40 pounds of body weight 
from a petite size 7. My appetite was all 
gone and i t  t w k  me twenty years to get 
back to my normal weight 01 104 pounds. 

l h ~ d  1hr"ught ruses tu dccumpany mc 
III)IIIC Ile w&, st111 my be91 lrlcnd. lhouyh 
I ullcrcd to let hlm no. Mv mother would 
W e  care of me, sh;said but Bud would 
not hear of it. His answer was "This 



happened to us, not just to Floy, and she 
is not going to get away so easily!" He 
had brought his parents to West Los 
Angeies so his mother could care for 
Dennis while he worked. Our son was 
already m the second grade. "We need 
you to help raise Dennis." Bud said. That 
is the secret a1 my successful rehabiiita- 
tion. They made me feel needed My 
husband has done the greater share of 
my personal care ever since. We have had 
many ho~~s~ke~pers  and caretakers, but 
thrauqh med~ca. l>roltlem.; lauglller and 
lean. Bud hm alwavr been liner* for me. 

~ypos i t ian  in m; family seems quite 
secure now and I doubt i f  they could 
manage without me! Who would make ail 
the purchase orden and invoices for our 
aircraft repair company? Who would type 
ail the checks lor the bills and employ- 
ees? Haw would my helper. Doris, plan 
shopping lists and meals without my 
input and who else could answer the 
 hones day and night and keep up with 
me accountmg ano currcsp,,~dettce' 
Anbone who lakcc over my dcl~vlllr- 
cerldt~tlv wall haw a *trucsle "" 
i remgmber our first post.poliovaca- 

tion. It was summer of 1958. Bud wanted 
to take Dennis (who was horn in Los 
Angeles) back to South Dakota again and 
introduce him to the pleasures of hunting 
and fishing. We had a big white station 
wagon and a small dog. With my hreath- 
ing equipment and wheelchair, could we 

110 

vavel? He saw no oroblems. 
.My brother, alwivr exlrcmdy protrc- 

IIVV of me, was shocked Surcly, you 
nrrn'l golny along1 VI~LI can't SII III lhr car 
all thoit. l>uurr" 4, what rlsr ir new?'' 
I scolfed, and what would I be doing at 
home"" I really .n< a litlle apprrhcnr~ve 
but llud pro!,.ded the hrsvado 

Floy taking a day-Hme msl with oral 
positive pre-ure. 

We had a marvelous trip and I saw 
Yellowstone lor the first time. In Rapid 
City it was gratifying to show that first 
doctor that even a "vegetable" can have 
hn. He showed absolute amazement at 
my progrw. 

My husband flies small planes. and 
wanted to share this ioy with me. He 
Ieanst.ri to leap up u" rhc w~ng with me in 
IIIY arm5 arid rirup wc II~II) the navgatorb 
sral Wt! c.a> lc!avs r t w  <lla!r nt 1Ite a m r t  

don't need a uh&lchv~r On rny l&l liiyht 
my brother. ol lrn our co.p~la wurr~ed 
that I would suller hom lack ol air uo 
there. He has been "0 too hiqh with6ut 
an oxygen mask a few timesrso thinks 
la knows how I lee1 i am used 10 bwng 
short 01 breath, and iound I d.dn.1 need 
oxwen anv "tore than the others MY skill 
at i;og hrhathinn sustains me. We h& 
1,;,<1 ,,,a,,y ~r?a,-lr,,>s over !,,"%I a,?&< "I 
t l~c  webten8 IJn~rc,<l Slatv$ I tnkv my l:ghl. 
wctuht fuldnnv chmr if  we want tu urr out 
for iunch and-my respirator for overnight. 

During Dennis' growing up years. i t w k  
part in everything as a spectator. In ail 
their activities he and his dad needed at 
least one enthusiastic "Ian." We went 
through the Cub Scout stage, the boating. 
water.skl!og years, the murorcyclr ph&? 
the auto-bu~ld.nq rac~nR.lrophy.wlnnmy 
rnludrq Alter colleee came the Armv 
Rr~rw*s for l)e~>ni< where our wn 
.rixrr>ed tho1 hlb lhv!!#g n l ~ d  carlllg family 
wns veal lu  cum,. IIUI~>V IU \V* Iliad 
purchased a home tn Nurlhr1dy6. a 
runurb al Los Anqelrs 

When Uennls hunled lor a job, I helped 
wilh resLme wr l t in~  He look pilot traln. 
ing wlule *~ol>l.wr<l by local a~rrrall 
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industries. Later he and his dad rebuilt 
a WWll lighter plane for fun and profit. 
I was idways avai.ilblv for ubseitng. 
mak~ng IISLF, crit~r~,lt~q, and l,ancl.n< 
uul irec advice Rcl.,rr R t ~ l  rcllrcd 
ham Chrysler service management, he 
ol, l~~ned itt iAlr~.rdI ,\~rfra&e and hwer-  
I,t;.nt I~CPLISV iby gvong tu n~qht sthoul. We 
rbtablisllrd a 1mnt.v Dartnersnlo burlness 
and our son experkiced marrkge and 
divorce. At this paint, i am not married 
to a grandfather! 

Although I had graduated from high 
schml with excellent grades,and held 
hairdresser and cosmetician licenses in 
both South Dakota and California, I never 
got to go to college. We lived just a few 
block from UCLA for over twelve years 
and i wished I could attend. However. 1 
could not go alone. I t  seemed that the 
university may as well have been a 
million miles away. Now we live two miles 
ham Cal-State Northridge, and I have 
~rqoyed a l e r  courses l;y golng ~ 1 1 1 1  
frtunus who lakv is 111(111g 10 !my mc.vl1ant 
ca. lliter 1 o ~ l e d  lor ircc.lance wrltlns 
and mare dikficult subiects like accoint- 
In8 and iliSI,t ndvlgall"n, whue my 1r.endr 
~s t~d l l y  lad(, the 'sand.hoxu ~.la%rs I 1.w 
to sl!nlv not1 11 s fun m he able Icr read 
more &an the clock on the aimlane's 
inshument panel. 

In 1978, along with several other post- 
w l io  oersons and the guidance of a local 
busn&man. I helped20 establsh and 

noywith husband. Bud. 

name Polio Survivors Foundation, a Cali- 
fornia nan-profit corporation. I like that 
word suw#v.,r%' i , ~ c I  .!III IIOIILIII. IU 

GI I\ I I<,, t,e111111g 11, SIIrCall ,I.$ ,,st, 1" 

other areas I i,ovt vt j l  I I . I Y ~ Y  JS a dl,-. 
tor of PSE It is primarily for The members 
oi $Bur Ihwal ar&c.at~n" and seeks to b ~ l p  
"l1,t.r !.,,~~,"",S "I c*tasI,",,l,,~ lrnI,#> W,,t, 

emergency needs. Hr .du, <l~slnl,t~lr. new 

and used medical equipment to any who 
have use far items donated to the Foun- 
dation.This activity is volunteer work but 
very rrwardlnq to me h?<ause I belleve 
lhnt 111~ rrnwn we are l~vtog 15 to help 
pa< 18 uther Over the "ear? the drrccton 
have had many interesting fund raisers 
alsl we have been au~rrrksla. 

k t  year. 11 urc!lne<l tu me that I 
should urt tr w dewndrnt on Bud. I 
wanted to attend the 5Oye.w reunion of 
my high schaoi class in Rapid City, and he 
was busy the same week at the Reno Air 
Races. Why miss something that meant a 
lot to me? My helper, Doris, was delighted 
to fly with me and we spent a full week 
having a great time. lUe toured the Black 
Hills in a rented car and spent a whole 
day at Mount Rushmore. We visited many 
of my old friends and even called on that 
#luctur, now III ltlc ulnrtrs, who sad I 
would h+ a vrgl,tab.c. ' lh~s tame he 
suueerell inv hand wlth tears in hts eve- 
1.m sure he ihinks of me with pride a; his 
medical miracle. 

NO matter what has happened to you, 
I w k  for ways in which you can m&e a 
difference in the lives of other m o l e .  I t  
is easier than you may think b;ca&e just 
to listen is perhaps the greatest skill you 
can develop. Notice how many people 
knock themselves out to help vou. Be 
thankful and appreciative, b;<do let 
them help. I t  makes their day $S 
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Diane Rice Smith 
Poet. Drives car with foot- 
controlled steering. 
hlio. 

'Zooking back on where I 
was in life 30 years ago, it 
seems it was a giant leap to 
get where I am today But 
that's not true. Getting here 
h.om there took a million 
tiny steps. " 

It is drli~nitely "in" to be an old polio III 
1988. Ware  lholf Kesewch is bcln)! donr 
all "vpr the w ~ r l d  (III how we've C O D C ~ .  ~~~ ~ ~ ~ ~ 

what our motivations lor rehab wek. 
what we've learned. The mail and phone 
keep us busy with interviews. We're 
celebrities .. . well, almost. 

Futting thoughts together has been 
good for me. It has brought a wider 
perspective to my rehabilitation and to 
what I have learned in the past thirty plus 
years 01 disability 

Polio at age ten changed my life 
completely. Physically I would never be 

the same, nor would my view of the 
world. But that's not all bad. With dis- 
abilitv came a forced Dassaee into zeas 
many normal people take years longer to 
reach. For instance, patience has to be 
developed early on, or lruslration is intol- 
erable. Waiting to be led. bathed, dressed. 
brushed, comkd, turned, lilted, driven, 
srr;itrllecl ;at llrsl seems endleis. 11111 

~~auc.n'.v CU"W\ wmehow, hnd wattng f o r  
anyrtl~nl( kconlei  18,sl a part ol lllc 

doubt. mv cr>l>;ng ;,hilily w a ~  
cnhanred by my n t l r r l l  rrlt;rhil.lation. I 
slr t l l  live months at \Van" S~,r~r~ps, (ieor- 
cia TI!? W~rm Snrinni ohllur~~l,llv of . " .  
gisabilihr was "not to concent% an 
what have Itlrl hut on what you have 
left. Yo matler how 1,hy?.rally lmlted you 
may he, th~r<,arc mal.y ways lo do 
l l ~ ~ t ~ g s .  attd we'll help vuu cxpl8,rc tla,pe 
ways" Further, they taught lhnt yuu I ~ I I S ~  

expvl  the k s t  01 yoursell and wok 
toward thar Y t l u  iprohal>ly ran du 
an)lhlng you want. Ihot~qh tile ways you 
wl.1 do thcm may or ctolclue end, not 
t l l ~  nlPRn9,;~ the oblecl 

My ihnnlvement was ~ n c ~ l l y  arms and 
sla,t~lrl*rs, lho.!gh I nlw wear a long leg 
brdrr, w lymg  shoe^, butt~nlng a !,IUIISC. 
and bn~sh,ng l u l r  were challenging yoals 
that kcame tna c,r ilrhievements. Spcr,al 
h,md hraces wvrc drstg,led l o  acsisl me. 
a< a porlnblc lrrr lrr Tlsse de\ ice~ 
are qlil l indtcpenrlble Remforcrd lrv 
tc~rsv arcnmpltchmcnLf, I lbrgn!~ ~ r l l i n g  

new gods and reaching them oflen. This 
has continued throughout mv life. 
I had school at home by piivate hltor 

Finallx I attended school my senior year 
wth  hcip up and down sleps. and I 
derided to lake a lew post qraduatr 
rla%ses !he ~ r x t  vrar In further mv 
socialization. 

Going to college was a major entry into 
the real world lor me. I went trustinq it 
wn!ald work uut. and 11 #lid heiallilully My 
s1let01 fears al how 1 woold iuhv.;~otllv . . 
manaqe bere allaycd q ~ ! ~ c k i v  lhy lltr 
perlect rmmrnaa. llnknown tu nlr until I 
ar rwd st hnutlrrn Illinols Unrvcrjoty sht. 
hslpccl whnl I ~~rrc led l s r ,  hut never 
it$tr\~cle<l UIB xnv inrw lotma independence. 
Tn* rxntlar:lt~#>n of I IV I !~~  my oun was 
~rlcred~l>lr As the year ~ , rn~wwe<l  1 fell in 
luvr wllh surnr.<.ne back horn? ntld 
decided to get manled after one year at 
college. 

My fianc6 alsa a polio survivor, and I, 
built a house to l i t  our special needs. 
hilowing six months of planning and 
building, we moved into our venl h e -  
tianal hbmewhere I still live. 

Bob and I had fourteen W e m e b  
happy years together before his death. As 
all disabled people know, adaptability Is 
an essential characteristic. So, again, with 
the help and support of family and 
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friends, I adjusted t i  another way of 
living. Though I continued to have a live- 
in helper. I was on my own in new ways I 
hadn't known before. I was making all 
decisions, planning my life, and coping 
with loss. I took part-time jobs- phone 
oriented - read, studied, and began to 
de~relop further my interest in wlitics. 

In 1979. then Conmessman Paul Simon 
offered me astaff position on a Special 
Etltwiat!~n S ~ ~ I r ~ , ~ ; t n t l l ~ ~ ~  I was 1;) be 
~I.V<IIVCII 11, 1 1 1 ~  Fqua F<iucala,n of 
n~sablcri d~vns~un 1 hlr .~llcr was no1 ultlv 
flattering, but something I longed to do. 
After much consideration I accepted the 
job. My dad went to Washington, D.C., 
with me,and I besan working in  aHouse 
of Representative's office. I was 
surrounded by an attornex a budqet 
advisor, and various othe; very e&ri- 
enced personnel.Even though I expected 
the best of myself. I was surprised by my 
ability to hllill the job. However, after the 
sk-week trial period I could feel that 
burnout wouid come early for me. The 
ohvsical demands were more than I was 
ibie to handle fulltime. Reluctantly, but 
n~nl~slcally, i cho%e lo rotnr lhc,lr$;. I1 war 
a ci~lflc,lt cI,",~? I>LI lit? ,,<I,l <,I,", ~,,,l I 
runl8nrw I" he sralrlul lor 1h;tl vxat.rtn>cr 

The next ere; event in mv life 
happened i n ' l ' ~ . t  uhllc I w,<$ allendlng 
the (, I N I. Inlernal c>n;ai lh i io (:ooicrenre 
n SI Louts. I me, n u<,msu wlltlrr ~~ ~~ ~~~ ~~~~~-~ ~ ~ - ~ -  

involvement was very similar to mine, 

and she could drive a ear! She described 
the foot-operated steering controls, told 
me she drove in Las Angels freeway 
traffic and assured me I could do it too. A 
yearning to drive had been a part of me 
since I was sixteen years old. And now 

1, ,' , 

r - ;. -- 
i 

t % 

I 
.- -.- 
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I 1 
there seenred to be a possibility Thir~kiilg 
of the unique ways i had discovered to 
accomplish many daily living aclivities, 
excitement mounted. I use a buttonhook 
to button my blouse. 1 hold my handsplint 
strap in my teeth to give my arm wider 
range in cmking, hair drying, and lilting 
objects. Why not driving with loot-control 
steering? My new friend supplied me with 
the number of a man who could adapt a 
car hr me. I called him in California, 

bought a ear, and within five months I 
was drivinq! In three more months I had 
my driverSlicense and was driving 
anywhere I wanted. l drove nondisabled 
friends to appointments, picked up their 
children at school, and took mv turn driv- 
ing to group functions. And I dbve myself 
to St. Lauis for the 1985 G.IN.1. Conler- 
ence. a triumph I will never forget. 

Last year my live-in helper of 21 yean 
died suddenly I had been very dependent 
on her. And now what wouid I do? Opting 
to try i t  on my own - this time the real 
thine - I have been livine alone. exceot 
for &ree houn help each"morni&, f o i a  
y0.w Thuuqh I m!& Gcncva I feel lrrcr 
lhan I ever hnve I am wurk~nq harder, hul 
I I ~  worlh 01 ,\her ill1 Ihew Venn I am 
living independently! 

h k i n q  back on where I was in life 30 
years aqo, at ceems il was a slant leap lo 
grl wnerc I am lnday. But that\ not INP. 
Grttlne here lrom l h ~ r e  l m k  a nuliiotl 
tiny scps. I t  tmk  disappoinhnents, hurts. 
ih,ser, lr1!1tr>1>1a9. q)lrtluai l(r0wl11, and ~t 
lo~ lk  livu.g in lnup I! Iw* comlnq lu  
Ienm wllil ~c.or~t.cs in rnv Ilir, and 
acceptanchor many thin& l didn't like. 
And mast important, it tmk risk. Without 
risk I would still be in a hospital bed. I 
wouldn't have walked, gone to college, 
gotten married, gone to Washington, D.C., 
driven, nor would I be living alone. I 
would not be "in life." 

My motivation has been just that. "to 



IP I!! l~lr ''1) I>? pa11 01 the community, 
the ch~rch, Lie world. to rxprrss my 
Iem~n~nlty and sm>a.th/, to relatr 11, men 
as a woman. to rrlille to everyone ir- a 
w n u l ~  person 'I<) lhe ,#I? '' 

Dtsab~l~ly has tat.ghl me tllat life iq l!~ll 
a1 cumornsattonr I r t s  is l,;ala#ced in 
many "ays by being open to life and 
being aware of how we are all connected, 
one to mother. 

Last year I compiled the poems I had 
written over the past twenty years, and 
w~th  urging and cd~ t~o~s  help i r ~ t n  my 
lalher-in-law a bouk was pr~ntcd. It was a 
rare. Il~riI11,lc emerience to see mv name 
on lilr covc;ul is hmk Mople achally 
buughl 11And they uvre no1 all fanally 
and 1r.ends. But une of the llut~ys that 
gave me the most ~at101atll~n *as an 
ar l~r le that appeared in the local paper 
ahout the bmk 11, the slory there wa$ 
no1 one rnentru u l  !my diwhility 'Thal 
h,ld me clearly lhat l~r,ally I wn* $eel8 at n 
l x w n  scparnte and d~st~nr t  Iron, nty 
d~sabll ly \Vho I am loday s certainly 
ba5ed in par1 on havinq heen dtcabled. 
But ll,? whole I~~NIII c i  inside and lhe 
t r~ rk  I* ~c,LI*~ W O I ) . ~ ~ Y ~ % I # ~ #  there w~th- 
out being glowed br stopped by the 
exterior new of disability. 
i am happy to be where I am in  1988. 

and who knows what a million more tiny 
steps will bring. 
I am healthy. I am content. And I am an 

old palto celebrie- well, almost. 
$iz 

Mary Lou Spiess 
Tutor. Dress designer. Wife and 
mother. Advocate. 
Polio. Ventilator user. 

'7 decided I would go 
anywhere, anytime, with 
anyone who wanted to 
take me. " 

'lhe year is 1!128, the place, a small towu 
in Uortllenl Caltlornm "HI. Mom and Dad 
Her? I am - all seven mundr 01 me." ,\re ~ ~ ~~ ~ ~ ~ r - - ~ ~ - ~  ~~~~~~~ 

vou read"? You've named me Man, Lou. 
but you &ally should have named me 
Jane, Calamtly Jane, !hat is Ur~r! of the 
details u !my c a l a m ~ l ~ d ~  a r ~  in!w~ll~)rfn~nl 
Sull~cr it tu sav that I swnt a vrral deal 
of time in  bedkith resbiratoG illnesses 
was huspiul~zed lour i:mes with a broken 
arm which myslenously relusea to heal 
and remaon< delormed lo lhis dav and 
had an esophageal reslrietian wdkh 
caused untold embarrassing Vips to the 
bathroom during meals. Albeit rather 
minimally, I was disabled as a child. 

OK, now to the important stufl, how my 
parents handled all this. Their attitude in  
my presence was always matter-of-fact. 

So you we have a problem We'll dral with 
it logrthpr I was nettlwr rc,ddle<l (whwh 
wouU hove been easvl nor icnored If I 
were not in bed, I w&to do &v chores. 
I1 I wrre in bed, unless "very ill, my Inom 
saw that I kept up ut11a iny s t l m ~ l  work 
There were re~nons~ l~~ l i l~vs ,  lhcrr wcre 
no excuses, and through i t  all I knew I 1 
wa. loved R,r exompie, upon brrak~ng 
my arm a second t.me. Mom told mc she 
WOUI~I ~ C D ~ J C ~  one 01 mv chores sween- I . . 
in& with; one-handed b b  and. of course. 1 
I c&ld drop nly pmnu kwns lor lhe 
durat~on I sa~#l.''% thanks I .I l~gure out 
how lo do litem.' Cues3 hhatr You con ~ -~~~~~ ~~~~ ~~~ ~ 

sweep one-handed, and 1 had a ball play- 
ing music written for the left hand alone! 

My parents. 1 feel, ilad alrnopr every. 
thmy 11, do will, lunwg t l  rnh~ l t t i *~  11110 I 
chal.enqea i t ,  ,my y11111g 1 . 1 ~  TIIVU?~ i f  
cost them dearly l~nor~ctally and ernutlun- 
ally I was I,ev*r tnarle to lecl gullly or 
rrrlr.vln1 T, ~.lurlrnte the sprclal joy of 
my young I~ le .  clurcly lol.owed by drop- 
DI I~R out "1 8cac.a lrees and srallng clili*. 
"w swlnglng and swaying on u ~pt;>lornl 
three stories up in our hmkynnl flr l r r r  
When someone nskrd t r w  mum huw she 
could let me do that sh/answered. '"1 just 
don't lmk? This, of course, was after Dad 
l~ad determmed that I was reawnably 
sale Shc taught hersell lomy 'you cam" 
nut 'Vuu ran'1,'rhe laucitl me to sav 
"cando' not "1 can't. %sides giving me 
the freedom to be me, they lovingly, but 
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firmly, disciplined and expected my best. 
Anything else would have caused a far 
greater handicap! 

That was the end of mv first rehabilita- 
tion period. Who were 6 e  imwrtant 
l,layrr6 Uy teachers, uho were wi.Itt~g lo 
u<lqfl, my bruther, wno lreated n w  llkr a 
nurmal, annovlne older \islrr. "arm&. 
who neither &ed nor coddled: andhe 
Mends, who &parted them in a myriad 
of ways; and God, without whose sustain- 
ing love none oi us would have 
triumphed. 

DurinE the nut few years (1946-1955) 
I did whil must youngbornen from 
r<l#~calerl fam~lnes dlri i worked. studied 
(fL\., Elemenlaw iducatlnn 1, manled 
i ~ a i  Spies, 195f). and had achild 
(Michael, 1953). In late 1955 while Hal 
was finishing college fallowing a hitch in  
the Navv I was homemaker. child-care ~~ ~ 

provide;: teacher, and preg'nanr But, after 
all, I was only 27 and invincible, wasn't i? 
Wrong! I he&me host a) a whole amly oi 
pulw vtrurrs. Nol quile ;all ' c.il~l-d<)i' are 
good. Suii~rr il lo say thin! I whlketl n t ~  
ihe counly hospital cn November 1955 
and ill spde 01 all nly drrcrmlnation did 
not walk 081t I was su f ~ r t ~ n a t e  10 have 
exrei.erbt, carme ductars and nurses. iulus . . 
an ever pkesent"1amilv. Mv mom s im~ iv  . . 
move<l io uur town for a ;ottpie uf 
~llamlhs. Jhe. Hal, and Ulrkry were at the 
huru~lal dad" whale I fcntuhl lor mv l.le. 
~hdrches prayed and G& was there. All 

of our families, some at great sacrifice. 
gathered in a donated house nearby that 
Christmas. With all this support to add to 
my own faith and will,, I had to pull 
through! 

young children, at any time. W had 
entertainment, and lots of impromptu 
high-jinb. The staff sometimes took us 
on outings (or facilitated others doing so) 
and gave parties. The rehabilitation 
worker out us to work: i.e.. "You have a 

mary m u  vnrh gnoddaugbter, Kale. 

Alter live mon1h.i awl lhr loss of my 
hshy. I wa* trvnslerrrd to Fairmont Hospi- 
la1 near Oakland. Calofumla. The medical 
care was basically goad, but routine. 
What wac ouri1n"d.n~ war lhe general 
atlllude 01 the atnli Tile witrdi vrrr our 
home We c otlld lhavr vtsllrlrs e v m  our 

teachinn credential, get down to the chii. 
d r e n ~  wan1 and helfthoce did<'' Wraie 
way lllgll. Muther sVenqth of lllr stall 
un* tu use !hose whu wrrr lnak~nv it at n 

home, when thev returned for check-uos. . . 
to counsel patients who had negative 
attihrdes. 

One of the weaknesses. l believe, was 
inadequate caunseliny! for  atl lent. family. 
am1 lhrlmetown doclor l~eh;re release 

. 
fn.118 the hospilal. He nvrded more infor- 
tllntlun on l.ving nr home Ue also needed 
prod.? rourlsr.lnq after we were lmmp 
w preswrrs iuuidn'r bu~id up r m  lhagh 
and hluw lne fam.1" aparl Ancltltrr was 
orrltpol.onal l l rmpy All l l r y  ruuld thlnk 
<>I was lyplng I I.alr<l rypnq Why lype 
when my l m t ~ ~ l w r ~ ! ~ ~ ~ g  ww as qmd a. 
the.rs, :!el ,,.any tlmcs laster lh;rn typmg. 
Sh~w tun Ituw, surrlv, but don'l dwr l  on 
il Ulml I wanted to do was svw. rmbrol. 
der, draw, paint, cook, and teach.. . al i  
things I taught myself early on. 

So now I was home, almost totally 
paralyzed and tied to a respirator for the 
rest of my life. MII. I figured i eouid raise 
and othetwise enjoy young Mickey Later I 
would listen to his joys and woes - help 
with homework. At least I would be there 
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for him and my husband until Mickey was 
raised. The doctors had given me 10 ~ ~~~~~~~~ 

years; l ligured fifteen or"hventy. As for 
me. l'd do artsylcraltsy things, write 
letters, read, watch n! do puzzles - a lot 
of hm things I'd never had time to do 
after I grew up. 

Disaster, none of my clothes fit! Oh, 
well. l would not be going out anyway I 
gave away my dresses, accessories, and 
high heels as well as my sewing gear. 
Sewing and desisning dothes, mostly for 
myself, had brrt; a l~lelonq paw un 
'Thank Gud fur my nenm - she iust hung 
onlo the stull, and we181 lmklt lr for a 
sewing machine. What she fo&d was a 
concerned salesman and a Singer kath- 
enueizht. 1 wore it out over Ute next 25 
years! Of course. Mom returned my 
notions and labrfcs. and we learned how 
to make clothins that works. i now have 
an Elna Stella. 

Getting out tmk  more nerve. We were 
aware that i would be heated like a freak 
bv ina  folks come to the house was OK. 
l'ncy chobr to see me Culnl#ll! Ihonle frnm 
a tea one day, mom said shr'rl ac#vl 
another woman upma a rcsDlrator whde 
dressed to the n ine~ .~~o ,  sa; I, if she can 
do it, so can I! Soon after a fellow church 
member offered to take me to the 
Chrismas Tea at our church. With 
a reassurance practlce beforehand, we 
journeyed forth m h a  station wagon- 
no problems. Alter that. I made the most 

important decision, other than deciding 
to live. of mv wst-wl io life. I decided I 
wouldgo &her;, anytime, with anyone 
who wanted to take me! What adventures 
1 have had! They have been limited 
orimarilv bv time. monev. and reswnsi- 
bi~ities, K &e everyoneb; but noi 
because I was nu1 klll~ctg tu  try 

At horn<,, my rrhal,~lt!nla,n worker was 
an older man who prl(l(rrl na prrlertly. 
Had he not pushed mr. lo ttsr tmy lrarher 
tramin8 a- a tutor, l should prubahly 
t w r r  1h;five qolten up the n e w .  tu do so. 
ilarl la pusl~v<l icn hard. I'd have balkrd 
Instead he uu1rl.v at~d silect.vciy mucked 
down my seii-imposed barriers &ti1 I 
said,'Yes," when a teenager asked for 
help with algebra! In 1957 California 
would not allow me to return to the 
dassrmm. NOW I wouldn't want to 
l'ilur~nq has the jvys and rewixrdc (not 
monelary) u l  teachln)! ~11110111 1110.4 01 
the hn%<les. l have mllucnccd t l s  Iv rs  of 
over I000 sbldents and their families aver 

parents' home while I was at Faimont 
Hospital. i t  served as home for three 
years Everyone shared respunr1l~1l8ltes 
wh:lr Hdl finished collcqe. \%an Vt*? 
w;~s q ~ x ,  we nlnved inlo our awn home a 
lew blocks away By then, l could handle 
Mike with my Gic;,my housekeeper, and 
my neighbors. These wonderhl people 

reported to me, when necessary, to k e p  
him safe. 

For thr next sevrn years re had a rela- 
tively ordinary middlr-rlnm I~fr. c l ,~~n. l~  
on hnoav. lreouent drlvei, dtntl i~c~lidi~vs 
with exteided iamliy, wohlng wnlh 

. 
Secn~ls, r l ~ t ~ r c l ~  youth, V~ke's r rnw l ,  and 
iflttnl<i,nl: <.;Li*e.$ l~ l l r~e lv fs  Mlkv 9p~nt .1 
ihI 181s tune wilkln$ robots fur M ~ m a  
(I lr !tow has ;I!, !4, in Aqricullural 
Vechan!cs . W ltclle<l nud ittksd visiled. 
pfcnlcaed, and expurnl. 11111 arldom 
tlverntphl -no iron lung, no sl*rl,. l 
loun#l III tlaose ewly years that two 11111196 
ore essential lhr altilily to Iauqh, erpc 
c~aliy at yuurself awl tine ahillty to make 
u th tn  rc,mlorlab.r w!ll> yuts On the 
latter I would In to mat? tIw llrst move: 
people are aften afraid of hurting you. 

1966: a banner year! We finally made a 
portable lung from an idea we read about 
in the old Toomey j Corene, now the 
Rehobifitofion Gmene" What a whole 
new world opened up! I have not used a 
cht.6t-l)trrP 4nce 1957 Inslead, I usr 
mouth-ix,s~l~ve from a PVV. Our son 
lnvcnrro drive-I!$ imr." a h m  holds a 
dangling hose, so I can come and so from 
i r  .slidG ac I go about my wow #my 
power cha~r. I t  made me lar mow ~#l<le- 
~ w ! # c I ~ ~ ~ l  1 s l ~ l l  use the inln lung at IIICI~I: 
homemade "coffin" when t ravka .  &ei 
the past twenty years "Mammy's Mummy" 
has made i t  possible to campitravel up 
and down the West Coast and as far east 
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as Michigan. I've traveled bv ear. truck. 
boat, h o k  hailer, aerial t r k ,  &in, rikr 
ferry, Piper Cub, and jet airliner. I've sat 
by fishing sh-eams and "hiked" mountain 
trails - wild ones. We've camoed in  the 
wilderness and hobnobbed with the 
wuallhy at mafor holrls (arr*w~l,~.tly 
runfercnccr,. Whul f . t u  we have hadl 

h l r ~  nq lo a ([uq' 200.0011, in the 
late 'hlls has been nw.1 frrrlnq Our new 
church gave mc mv flrr l  potir'r wheel- 
chair \V!lh that.lhe abol~ry I<, fro* 
breathe all dav, and 11ll.equippd rlty 
bur-es. I wac able to lakz r;wr nf m v  own 
errands as well as much of the lam& 
I,us~ne%s for mnnv y r i m  Rciuuse I Could 
I,,. #III iny ow88 I Iwc;slne far mere acllve 
~n t hurcll rvllllllllnlw affa~n. lhroueh llr 
late '70s and early '86s Hal and i we& 
very active members of state-wide advo- 
cacy programs: writing, speaking, 
testilying, anending hearings, reading 
draft regulations and laws, and serving on 
endless committees. We've enjoyed help- 
ing people make their facilities accessible 
to persons with disabilities. It's been a 
great combining of skills, and a great 
advenh~re! Disabled does not mean 
incapable! 

With age has come the need to slow 
down. How we are eniovine the next . ,  " 
generation, especially our foster daugh- 
ter's little Morgan (I8 months) and our 
own little Kate born last March! Now is i t  
time for artsylcraitsy things? i doubt it! $&z 

Joyce Ann Tepley 
Social worker. 
Polio. Ventilator user. Wife 

"The unsung heroes are 
my parents. " 

Like so man" of us. l got w l i o  as a child. 
I will never (orget the"nihhlmare evenine 

disease. I &as "ink years old. i t  was the 
summer of 1952. Just the day before. i 
was feeling fine, riding my bicycle,and 
running with my friends in a game of tag. 
By the next night. i could hardly m0ve.A 
few days later my brother, who was only 
eight months old, was also admitted. The 
acute state of the illness was more criti- 
cal far him because he was so young. and 
because the virus affected his rieht arm 
!~,a.nr hts rhroal. Cnrlunately he >,ds slrong 
 nou ugh ihal his hr~alhmq wxr i#c,c 

afferled. O l~r  oareulc urrr iohl* la1 taks 
him home sodn after onset with inshuc- 
tions for physical therapy. 

The treatment then was rest. "hat 
packs," and splints. The "instruments of 

medical t o m "  were hightening, but 
bravely I endured them because the hope 
was held out to me that I would over- 
come lla. d~srarc I rememher ht,w 
Ultllnl,llal,l I lrlt a few week, i.iI?r when 
I rotlld r a w  mmv head Iron, 1 1 ~  1r.d 
Shortly &er &t I was able to at uo in  a 
chair ior short periods of time. My am 
were unaffected. Even though my legs 
and back were paralped. i could comfort 
m~sel f  with the knowledee that I was 
lucky enough not to ha& to live in an 
iron lung, like some of the kiends 1 had 
made in the hospital. After a couple of 
months I was transferred to a residential 
children's rehabilitation facility called 
Rainbow Hospital. It was quite a distance 
from home, so i t  put more of astrain on 
my parents. 

At the time. l had no idea how difficult 
the ul><l.e urdr3l was fur my mother and 
lather TIN." never showed me the fear 
Ihey ha<l that I would nnl he altlr 11, walk. 
1lr.y prurccled me from tlsir l~rnilnctal 
wurrlcr. Ihc)  were ;llwnv\ encuuraqfnq. 
Tney made er>on,>otm ivcr~fnces in !)me 
and e f f o r l . ~ l r ~ v ~ ~ ~ #  fur ~ Y D  hours eacnday 
the" rarnr to see me. lhpv did no1 wilot 
meto feel neglected. 0%; the years I 
have received much recognition for what 
I have been able to do with my life 
"despite my disability," but the unsung 
heroes are my parents. 

After months of physical therapy I 
graduated from a wheelchair to a back 
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brace, long leg braces, and two canes. 
One of the hospital experiences that 
stand$ our ,n my memory wm IPam~nq 
how ic, fall lhru get up by vnysell Iron1 
t h e n # ~ > ~  I have ellen oawn mi,tnv tunes 
over the years but never gotten siriously 
injured. The practice must have formed a 
protective pattern in my brain that bas 
served my body well. My medical team 
was terrific. If i t  was not for my 
orthopedic physician, Dr. Myron Pardee, 
the nurses and physical therapsts, 1 
would never have reached the level 01 
functioning I have been able to maintain 
for so long. I had a "crush" on Dr. Pardee. 
He was so kind and reassuring. I was 
lucky la have a competent and caring 
doctor throughout the eight years of my 
rehabilitation. Dr. Pardee retired a few 
yews ago I hope lhat It*  knows what a 
d~ lk re t~re  he made III urw lhttla plirl's life. 

I)urt,lu the liill and wlntcr of 1:rYZ mv 
life settl;d into a camlortable routine bf 
ertlnq, rweptug. i~hysiral therapy, and 
s r l ~ w l  held I I I  the ln,sl,ital 1 waq able to 
uu humc lor a lew da\s a! Christma- tlme. 
h a t  a homecommgihat was! I was aver- 
whelmed with presents. There was one 
part~rulnr pre$ent I recelvcd from an 
u n l u l o w ~ ~  benel.alor that I st.ll treasure 
One of tile l l 1 ~ 1 . l  nur9e9 uced to read us 
Rwgedv ~nn"and Andy stories. I loaked 
loGar(i to 11 rnrh lln,; she w b ~  on duty 
W had o Chr~cttnas tree in~nounded w.th 
prrsmts in the ward TIIF p r e r m l  were 

collected from a volunteer m o u ~  who 
walntvd to make sure we carh gbt *,me- 
thmq lor Christmas. There was one box 
thal stwd out. It was t11- hlggest ol all 01 
them 1 had my eye an 11. Mir- I surpr.sed 
when it was handed tu me lttst llefore I 
lelt for home. Whcn I upend 11 on Clsisl- 
mas mornlnq it was a Kaqqeuy A n u  doll 
Her lace IP now stained. her red haw I* 
f.aded iler or~ginrl rlothes are qulle wonl. 
1,111 altvr thirty-ilx years. \be sllll has her 
lheart p a ~ ~ l r d  on hrr rlr.il thal says 'I 
love yuu " She was a comlort to me. 

Llv the svrlng 01 1953 the hc,iitnl had 
do& its j i b  well, and I was ready to go 
home. It was just before Easter. %r the 
first time since the day I got patio I was 
scared. I was leaving the shelter of the 
hospital life and going back to the real 
world. I could feel secure in that world 
because i t  had changed very little. 
However. I had changed a lot. Though my 
family did everything they could to help 
me adjust to my new physical limits but 
still live a full life, 1 struggled for a long 
time with astrong feeling of not being 
goad enough. I felt different and 
damaged. Though my physical rehabllita 
tion was impeccably goad. little attention 
was paid to my feelings. I lolow now, after 
years a1 psychotherapy, that I suppressed 
my grief and anger. I remember being 
cont~nually compl~mente~l aboul tny 
h r ~ v r  smile and rhecrlu. dtrposltlun 
O,>ly my d.nrie5 knew how depreaed and 

ashamed I felt. I was different. I had heard 
that some nelghburs wrre lrarft~l &l,out 
l ~ n v ~ ~ ~ g  thew ci!tl<lre~~ (>lay w~th  m?. 
PP#>o,e xlarrd ; k t  nne i eventuallv beaan lo 
far& myself to overcome my shyme&. 

While I was trying to learn to walk 
without my braces, my brother was leam 
ins to stand upusing my wheelchair 
vedals for suvDort. His right mn was 
;ompletely paralyzed an; his muscles 
wvre IIIIII; ntrol~i~ied He d ~ d  not know 
anby d~llcre~tt. anri b v ~ ~ ~ l :  n typical boy, he 
t w k  a lor of risk Lvrn t l t u t ~ l ~  we had 
phystcal llm~ts. our plrenls &ntrd 8,s to 
havea iaonal rh~ldhood We suam in lhv 
sumtnrr s~,<l wml  sled rlding on the 
wmtcr W were exl,erred lo do cermn 
churer. A q u d  cducatlo~, was empha- 
slrrd and l>ruvided for in  the 1a.l 01 1953 
I rtllered tho ll>.rci ~ rade  in our parish 
arhms Some years later I lram?rl !Itat 
mv wrentr had lo do vrmc lancv 
eG&incing of the sehwl principal to let 
n w  ~n TllGy had not had a disahied chdd 
III c l~~; .e i  l>ef<,rr, ntld 11 was uny belore 
thc tlme 01 mittnstrrarnivle (l!lr irsrenlr 
did not want us to go to a""spec~a1" 
schm. for cripp.ed rhtldren "Tney 
wanted UP 10 deal with real llfe 5.111811011~ 
nnd no1 be shellered. In retrosoecl I am 
grateful for the sound edueatidn I was 
given, but there was also a high expecta- 
tlon put un me lu  deurlup luy tu~enlal 
ab~l~ticc s~ncc I d ~ d  nu1 have a ilrnug 
hody I therefore ovcrcampemalnl iand 
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pushed tnyself too hard. BecsuPe I wa3 
the onnly d~sabled child in rrhml for 
man" V ~ R .  mv sell-con~riotlrtsss . 
incrgked. 

By age 11 I had strengthened my lefi 
lee enou~h to walk without a a  brace. Mv 

only a knee brace for mir ight  leg. [h id  
not need to wear my corset anymore. My 
family was hoping1 could continue like 
that lor the rest of mv life. Mv grand- 
mother. a devout ~aiholic, G K p r ~ y i n g  
lor complete recovery. I tried to believe a 
miracle could happen, but that summer I 
was olavin~ on a  ark menv-eo-round . , - 
wllet~ sovnrunr C~IIII. aluny'and spun 11 
very 1%1 I wm not holdmq on tiqhl 
v~uuyh and cot thrown off. I l.nn<lr<l on 
my Ikll knre My Icmur kd, l,n~kt~n. and I 
spent the rest of the sumlllrr III traction. 
,\lter lhal lengln nl lime #!I bed. my 
muscles hdd ntrol,hocrl mure, and I 
heramr t m  f r ~ ~ l ~ l r t ~ ~ r l  to uv walkiuc 
without mv brace. So I weni back to" 
wvnrlnq aiull-lenqth hrarr l 'hr sncc 
brace d ~ d  not work out ellher It rut into 
mv shtn Llv ace I2 I w.~? wearm two full- 

l&s. l was only using one cane ta walk 
and did not need the wheelchair 
R"Ym",P~ -~ 

My back was developing a curvahlre. 
Dr. Pardee wanted to do a spinal fusion. 
Many children I h e w  in  the hospital had 
had several tendon transplants by then. 
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I do not lmow how thev survived i t  
because lnny m e  S ~ I ~ Y C N  ordeal 
enough I load to lay flat on my back on a 
Strykrr Frame lor inc,ullts l y  lather got 

.bl. 29. k r .  l and 2 

permission to build one in his spare time 
at wo&. so that I could swnd mv 
canval&ence at home. once ag2n 
my mother became my nurse. I finally 
rchhmed to sehwl wearing a heavy p la r  
tic back brace lor the next hvo vears. 
This time my classes were upskirs. The 
unly acron>n~<rlnr~un made wn% an 
e!qhth.qm<lr boy ~lclgned to cam/ me 
down the two n~ehlc 01 slnlr* derlne I r e  
drill. I was embakesed 

Alter my 1nm:ly g#,l nneihrouqh the 
surdcry, my hrrrll~rr had to have a I~II put 
I" hcs shoulder because there wac 1," 

muscle to keep i t  from disloeatink!. W 
received cu,miderable help frum [he 
Mnrrln $11 D m c s  and Snr~+.ry fur Cr~ppled 
Cl~~lrlrcn. I f  11 was ttol lur them. mv 
Darents would have been ban&& Each 
yrar my mother participated III tile Math. 
crc Mitnlt III rur ne~~hl>ortn<x~I One ul 
the srwlres providw 819 W.LC two weeks 
st (:amp Cheerful tlur~tng In* summer 1 
urn1 when I was f ~ ~ l ~ r l r e n  and ftlleen It 
war the h.qhllgI11 of my chddhmd and 
the beq~nllltlg < I my a d u l t h d  SIB mt rh  
of mv ndl,lrst,tlce I *.a hnt~t,tr#l ttv leel- 
ings of itladcquacy and l i c r  of r e f .  
cn~#l~dcncc. L(ur at ('n#up I fell normal I 
won lhc U ~ C I  (.'allq)~ri \ward in my larl 
year there. 
I worked "err hard in  hieh xhwl to 

ma~nlaio an A jveraze. I win1 la a brand 
new, d l  girls' Catholcc sch#xll Reloq the 
lhrst r!;8a wc 401 to set tlnr trad~tsons. 



Again I wa* lhe only d~rabltd rhdcnt and 
l r l l  1 1 1 ~  1,reswre to keep up I \uffere#l a 
lot from b r~ l l s  01 branch!l~i. but I wuuld 
n i t  slow down. Besides schwl I was 
taking sw~nmtnq lcrsvlls kwilar lewns. 
Hunyarjoc Irkons. voln~r>trvrinq far the 
Red C r o u  at tine Wteralts 1los1,ital. and ~~~~ ~ ~~~ 

participating in every school play and 
choir performance. I did the same thing 
when I went a thousand miles off to 
rolleee. NOW I would not attemot to walk 
&Zd do& stone stem withdut a railine. 
nimerous times a day.-The campus was - 
small and fairly accessible, but there were 
no elevators or ramps. It was 1961. At 
least i did not have to battle snow storms 
In Florida. 

i t  was a big risk to go away so far to 
college, but my parents continually 
encouraeed mv Indeoendence. I was 
growing7n competence and experience in 
bklrlg care 01 lnycell I rcce~v~r l  mine 

lhnanclal help lrt,!u \hrat~onal Rehablllla- 
lion hut mv oarrnts i~ilod lor almo~t 
evefythine:li requirid quite a bit of sacri- 
Ice th;ir paris~ncc it was a ijrlvate 
(:~tlnc,ltc rollege. I qraduated w t l l  a 
dr~nrr tun 9>.1.11 work and was listed wilh 
W-O'S Who m American Colleges and 
Universities. I h e w  from the start that I 
wanted to have a career in helping 
people. My family and the church influ- 
enced me to choose something that 
would return the help I had been given. 
My vocational rehabilitational counselor 

Iriwl to wrsuade me to follow in his loot. 
sle(,y. However, my wcial work ~,rofe%wr, 
Sr Elnine had the greater tnfluerlvr. l 
Ili,vr itever regretted the derslun 

I wrnl cm l c ,  gntduale srhml in Tcwv 
~ 8 t h  a mental hraltl> s l ~ w n d  m d  in 1967 
starred m y  cnrrer ~ork l r>g lor& menwl 
health cl~ntc III Dallas I II,IVP heen in 
Ilallas rvrr  slllce In t l lr illvalltinle my 
brother l w k  a .!ttle lun#vr to I t ~ d  his 
"niche" in the worklny wurl<l. 0ra.e he 

tbon ;n Puerto RICO and busy ralslne a 
family. 

From age 15 until my early 40s I have 
been stabilized in my disabilily I have 
hied to think of i t  as merely an inconve- 
nience. I was active i n  the disabled rights 
movement us prrstdmt ;and ioundnq 
h a r d  mcmlrr of our Dallar (ettler lor 
independent ltvlnq. Thruuqln tllal experi- 
eln* I learned to tare prlue IN! rl>ysrll ;LS a 
rl1sal8lrd iwrwn 1 am now 45 years ulrl In 
the lml  l8ulr yeas l have experlenctd 
qreater lat~que, rnwe musrle wedners. 
p,tin in my arms. !ncrviu?d rurvalurc uf 
l n y  splns. and labared brmlhinq. I qot 
~tlvcllved in the local plsl-p,lll, support 
gru111) ilml ww encouragetl IO ~ n a k *  wme 
necrssaw IIIPsI\IP chmgc~. I fmtlvd III 
my slopdy old iteel bra&$ for mare 
supportive plastic ones. I can now wear 
tennis shoes lor the first time in  my life. 1 

baught an elecbic three-wheeled vehicle 
for long distances and cut way back on 
my sch~lule lo allow cmorr lion* l o r  re-it. 
'Ihe musl d~ f f ! c~~ l l  cllant~c I have hiid 10 

make 1s vetttnv ~ l red 10 uo#w a rewiralur 

who have helwd me make mddreak  
come true. ~ i r t  of that early &courage- 
ment came from a little magazine called. 
the Toomey j Gazette, published from a 
lady's house in  Chagrin Falls, Ohio. Even 
thauqh I lived nearbx I did not get to 
mrciCln8 laur~e i l ~ ~ i . 1  lOh5 when I 
atlmded the pultu cun1errla.r. (:ongram. 
lattons. C~n!.fur over thlrw vrarqol 
faithluiservice. This mo&~ ;D little d r l  
appreciates you more than she ;em 
ever say. #S 
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Ray Youdath 
Newspaper circulation manager. 
Husband, father, and grandparent. 
Polio. Ventilator user. 

"Without her (my wife) 
there is no me. " 

Trying to describe my life, motivation, 
and the sffrets to my "success" could 
lead me to paint a picture of great 
accom~lishment.A beautiful, devoted 
wife, &ree big, healthy children, their 
spwse* nnd I;~hulo~~s~~,~andch~ldrpn, a 
mmlnrl;ll~ct lh#l!rn.,a p n d  I<, $11 hy,ulnd a 
mtltrwll boar to smed around 111. lakc 
in truth. I was jusi very lucky 

The day before I got polio I was on top 
of the world: out of high school, a new 
1950 Fard convertible, and a family ever- 
meen nurserv I was six-foot-six. bmad 
ihauldered &d good lwking (or so the 
girls toid me, especially my mother and 
sister). No one felt more blessed. Then, 
wiio! I sDent the l in t  sixmonths in an 
iron lung. I was slowly weaned from it: 
iurl trl~ned the I~PPII 101 a breathins 
~l!;lrlllne. Cln lo M;ln11 Sprlnqc. After 
svve,ra lkuitles~ tr~c>nIhs t h q  ?en1 LII? 

home. This was 14 months after onset of 
wlio. Pmeno~i~:  sit in  a chair with over- 
head ieedbrs. I wm tunable to use t h ~  
bathrmm dres-. or get in and oul ol lmi 
mysell, and, nithlrally, not drive Utvr  fuur 
years. lurk ~x,pped ILS h-ad tul, 

A Iriencl rrnr a therapist tu evaluate 
me. Hc uns taught at tllr Vnllurnta Kehab 
rPnl*r in Sanla Mollira Thrlr treatment 
w.ls unorrhudox 'Thvv hlleved in hard 
exercise, even to "en, weak muscles. I 
went In CHt: lor 18honl1,s 01 rln!trh. 
lnq, mndil~c;at~~n, and ban1 wa~rk Thcy 
were l l l r  ruht camhinnl~c,ta lor mc I 
improved Gough to use the bathrwm, 
get in and out of bed, dress and undress, 
wIhout help and, best of all,drive. I 
d~dn't have the strength to pull my chair 
into the car. 

At this time I learned a couple of 
llnporlant lesrnn i t 8  i le. I w& still *ell. 
cbnsclous ahol.1 glllllg utlt in public. I 
met a girl will> rmnduated imm \ 'a~tnr I 
wouldget in  m); car, she wouid put my 
wheelchair in, wheei amund the car. 
jump in  (strong a m ) ,  and put her 
chair in. I'd start the car and awav we , 
wouid go. 

One aftemwn, in the lobby of C.R.C., a 
tail, sharp-lwking cadet she knew fmm 
Annapolis, dressed in white, walked in to 
see her. He professed his lave for her and 
vowed to jump off the Santa Monica pier 
il she would not marry him. She told him 
to jump! 

I was impressed. 1 learned a big lesson: 
a wheelchair is a handicap only if you 
let it. 

Naturally. there are many real obstacles 
in  the life of a severely handicapped 
pecan. Although I tout my optimism, atti- 
hlde, and fast boat, the main ineredient in 
my "success" story is a zal n&ed Mari- 
lyn - nny WIIC She made it easy h r  me 
In live wtth my handical, We wrnr many 
~,lacw anu dld manv tl>~nvr 'I'hls mav 
sound unusual, but i wouid be sumrrsed 
whcn I wollld srr our releclion in;, rlurc 
wndow W8llt Mar~lyn. 1 never t l t ~ ~ ~ ~ g l ~ t  ~i 
mvseli is Iht,lne I" a chaw 511~ alwavs 
mid= me feel chat she was iuckv toiave 
me. Her attitude never changedShe not 
only did ail the wifely things there are to 
do with three children and a house, but 
also all the thines an able-bodied man 
would do arm& the house and vard. I 
woc~ld have lo hr  a Retnbranal ;.li, 
wurdc lo pnllll o word plclure showing all 
Ihar mv wli* means 11, me. W'ill~ot#l 1a.r 
there no me. There is one handicav 
Iha gauc me problem-. tnc, lht1lc. edka- 
I~olt' I ww lucky to a 1 ~ ~ 1 '  ot the 
Cl*vrlnnd Plaln Uealrr 0 r ~ r  vuu per 
your wheei in Ihe door. vou have a 
ihance to prove yourseif, but just getting 
in is tough. I started as a phone person. 
Ten years later I became circulation office 
manwer. Th ins  would have been much 
easieFwith a college degree, plus oppor- 
tunities would have increased with other 



departments. Salary is important, but 
more so is medical insurance and build- 
ing for Social Security A college degree 
by itself isn't enough today. 

About 10 years ago, burning the candle 
at both ends. a lung infection and an auto 
accident t w k  its tzl. Since most of my 
muscles were borderline. I started losing 
some functions, the wont of which was 
breathing. l wound uo having to use a 
rocking &d. Now, traveling &came a 
problem. l began to realize how fortunate 
I was for 27 years of mechanical-free 
breathing. Through trial and error. I 
found I could use an exsuffulation belt. 
laylnp. on my sde wltll ilr 0,edder 
tucked under my abdumrn. wltll my 
corset o!,1 cim eel thruuuh lh r  n81rht 

I am a Cant& thinkecand s d e  may 
take rxceptlon t~; my next rhouqhta. 

llc lnmd is maw ilnporlant that we 
tltltlk The marc we tlnnk we are hound 
to eet worse. the worse we will get. Nahl- 
ralh, you can'l bc rtupld aral IRGIIV 
ubvoour thtnqs. ll I had l~slenrd lo the 
experlc all the time i would nrvrr haw 
gotlen as la, as l have'l ne tunes I have 
ltslcned, rguinpt my beller udqment, 
have cost me d~ar ly I alw he!teve tight- 
nerq Inas a Ijtgger elfert imsc-lmllo 
than la re rwotxd Ala,, t l lr ll~lr!litu 
system is designed to slow down while 
dve1,mg. I I b i v e  wl~en brealhlng or 
contrul,t.d tnrcovn#cally at a nlqh rate all 
~ug i~ r .  lhr next day the body will demand 

. . . . 
, , 1 

- i 
Ray and hi8 farnil?; (left to right) mother.in.law, wife hli~ilyn. David's wife. Dare's 
daughter, aon David, son John, John's wife, Debie's son, daughter Dehie. DebieS 
hushand. 

the same amount of oxygen. The more i t  Manchester terrier) curled up asleep in 
gets. the more i t  will demand. Today's my lap. I l w k  outside at our pond and 
technology should allow a monitor to watch the rain dance an the surface. I 
judge the body and slow the sped and think to myself, is this the day a scientist 
depth of breathing at night. So much for will lind the thing that will get dead 
my soapbox. nerves to work again? I'll be sure to 

Although breathing is getting to be watch the evening news to check. As I 
more of a smggle, i have little to said, I'm not short on optimism. 
complain about. I am now sitting at my 
desk, with my goad friend "Tiger" (a 
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Driving 
Ellsworth Envoy. b1.26.1985 
Fwt  Controls,bl. 22.1979; 

b1.27.Na. 1,1986 
Pushbulton,b1.22,1979 
Quad Drivers,&]. 8.1965 
Quad, Equipment, b1. 11,1968 

Education. b1. 8.1965 
Correspandence Courses.bI. 5.1962 
Higher Education of Quads. 
bl. 5. 1962 

Quads at Coileg&brk,bl. 10.1967 
Telephone. by. %I. 5. 1962 
bcational Rehabilitation and. 

Photo@aphy. Quad,bl. 18.1975 
Rrtable Iron Lung.bl. 21,1978: 
%I. 27,No. 1.1986 

brtable Roclting Bed Plans.bl. 25 
1987 

h i h b i t t o n  Driving,bl. 22.1979 
Ramps.bl.8. 1965;bl. 12,1969 
hi. 15.1972 

Reading Aids, %I. 5,1962 
Remote Controlled Typewriter. bl. 9, 

1966 
Remote ConUols,%l. 11,1968:bi. 19. 

1976:bi. 17,1974;bl.16.1973; 
bl. 10,1967:bl. 15,1972 

Respiration.Vol.21.1978 
ROHO Cusbion,Vol. 19,1976 
Self-operating Electric Hoist. 

b1.20.1977 
Shoes.bl. 23. 1980 
Step-Vans.b1.19.1976:~1.18.1975 
SuspenrionArmr,bI. 21.1978 
Tailgates. Hydraulic, bl. 13.1970 
Talking Eyes.Vol. 15.1972 
Typing Aids.bi. 12.1969 
Urinary bl. 28. No. 1.1987 
Van Converrion.bl.28. Na. 1.1987 
Vans & Lifts.bI. 16. 1973;bl. 17. 1974 
VA-TestedVan Lifts.bi. 24.1981 
Mntilators.bl. 25, 1982 
Wheelchair Accessories. bl. 12.1969 
Wheelchair Lifts.bl. 20,1977 
Wheelchair Loader.bl. 19.1976 
Wheelchair Pilots. %I. 15.1972 
Wheelchairs.%!. 8.1965;bl. 9,1966; 

b1.11.1968 

Rehabilitation into Independent Living 



Wheelchairs & ACE-ties. 
b1. 15.1972 

Wheelchain. New.bl. 17.197% 
b1. 16. 1973 

Wheelchair. Chin-Controlled. 
Vol. 10. 1967 

Wheelchair. Curb-Climbing. 
b1. 10. 1967 

Wheelchair. Leg-Operated, 
b1.28. No. 2,1987 

Uhrd Board. b1. 18,1975 

Families 
Quads and Their Familles,\bl. 6,1963 

Fishing. One-Armed.bl. 13,1970 
Friends Around lhe World, Regular 

feature i n  all volumes 
Frog Brealhing.bI. 10.1967: 

Vol. 25,1982 
Quads Vol. 19.1976 

H 
Ham Radia.bl. 15,1972 
Hearing-Impaired Adults 

0ra l .b l .  22, 1979 
Higher Education of Quads 

Special Feature.b1.5,1962 
Hobbies,bl. 9. 1966;bl. 17.1974 
Home Care,%!. 28. No. 2.1987 
Homebased Businesses. b1.11. 1968 
Homemaking, Quad.bl. 11. 1968 
Hausing.b1.8,1965: bl. 9. 1966 

Independent Living. b1.19.1976 
Housing &Home Services,bl. 15,1972 

I 
Independent Living, Vol. 22,1979 

Attitudes & LifesMes. Vol. 24. 1981 
Centers, bl. 24.1$81 
Europe, Vol. 23.1980 
Hausine.bl. 19. 1976 

institutionaliziaon 
Soecial Feature.bl.26.1985 

Special Feature. %I. 25. 1982 
Iron Lung 

Portable.Vol.21, 1978 
IRS Reglations 

Attendents.Vol.18. 1975 

Kidney 
Dialyais,bl. 16,1973 

Legislation 
Rehabilitation Act of 1973,bl. 17. 

1974 ... . 
Rights,bl. 21, 1978 
"504 Demonstrations" of 1977. b l .  28, 

No. 1.19R7 
Long Tenn Care.Vo1. 28, No. 2,1987 

M 
Maniage.bl.28, No. 2.1987 
Marriage & Adoption, b1.6. 1963 
Mexico 

Travel & Living. bl. 12, 1969 
Moulh Intermittent Positive Pressure, %I. 

24.1981 
Moulhstick Typing. b1. 13, 1970 
MultipleSclerosis.bl. 18. 1975 
MuscularDystrophy,bl. 27.No. 1.1986: 

b1.28. No. 2,1987 
Myasthenia Gravis.bI. 25.1982 
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N 
Navajo Nation 

Rehabilitation in,Vol. 20,1977 
Nutrition 

Polio Survivors.bl.28. No. 1.1987 
Nutrition:SCI & MS 

Special Feature, bl. 22.1979 

Parenting 
Adoption,bi.24,1981;Vol.23,1980 
Adoption &Marriage. Vo1. 6.1963 
SCI Mother. Vo1.26.1985 
SCI Pregnancy & Delivery.bI. 26. 

i985:bI  27. No. 2.1986 
Photography 

Quad.Voi. 12. 1969 
Polio 

Aging Prablems.Voi. 23.1980 
Polio Support Groups 

Guidelines. bi. 26.1985 

Polio Survivors. Voi. 26,1985: MI. 28. 
No. 2.1987 

Nutrition. Vo1. 28. No. 1, 1987 
Polio Survivors 25 Years Later 

Canada & U.S., Voi. 25,1982 
Polio & Independent Living Conf., I, 

h1.23. 1980;Voi.24. 198L;II.bi.25. 
1982: Nbi. 28, No. 1,1987 

hsit ive Pressure&ntilation 

Q 
Quad k t i s t s  & Pianists 

Special kaNre ,b l .  15,1972 
Quad Homemakin8,Voi. 11.1968 

~ u i d s  in their Communities 
Special Feature.Vol.12.1969 

R 
Reading Aids. %I. 5.1962 
Recreation 

Artists & Pian1sts.bl. 15.1972 
CameraMount.bI.28.No. 1.1987 
Camping.Vo1. 6,1963 
Ches by Maii.Voi. 13,1970 
Citizens Band Radio.bI. 10.1967 
Gardening.Wheelchair,Vol. 28. 
Nn 7 19x7 

Ham Radio. Vol. 15.1972 
Hobbies. Vo1. 9,1966: b1.17. 1974 
One-Armed Fishing, (bl. 13,1970 
Paintine. Mouth & Faot Artists. 

\hl.c1066 
Photography. Quad.%!. 12,1969: 
bl. 18,1975 
Tennis & Skiing, b1.19.1976 

Rehabilitation 
in the NavajoNation,bl. 20,1977 
Music. through,bl. 11,1968 
Wwdrow Wilson Center, b1.15, 1972 

Rehabilitation Act of i973.bl. 17,1974 
Religion, hi. 21, 1978 

Yoga, Zen & Sulism. bl. 16.1973 
Religion & Disabilihi. %I. 26. 1985 
Religion & Rehab'ilitation.Vol. 23,1980 
Respiratory Rehabilitation, Voi. 23, 1980 
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- ~~ 

"504 Demonstrations'' of 1977. 
b1.28, No. 1,1987 

Legislation.bl.21. 1978 
Rehabilitation Act of 1973. 

%I. 17, 1974 
bcational Rehabilitation, Vo1.20, 1977 

S 
Self-Aspirator. b1. 5. 1962 
Sexand the Disabled,VoI. 10.1967 
Sex& Disability.bi. 16.1973 
Sign System Indian 

Amerind.bl.21, 1978 
Saeiai Security 

Disabiliw Benefits.bl. 27. No. 1,1986 
SSi. \hi. 18.1975 

Spinal Cord injury,bl. 28, No. 2.1987 
Centers. bl. 21.1978 

English Research on SCI Aging. 
Vol. 28. No. 2. 1987 

%is & Skiing. bl. 19.1976 
Syrlngomyelia 

Special Feature. b1.28. No. 1,1987 

Ten h a r i  in thc iiarette ll<;usc. 
51,ev.ai K-a,,,,", w.. I1  i%% 

Trdrhr.<x!omv nlrnr8rw Valtr. 

Nntiiator & Wheelchair.Vo1. 17, 1974 
Ventilator. Europe. b i .  28,Na. 1,1987; 

Vol. 23,1980 
knti lator User, USA. bl. 28, 

No. 2.1987 
Warnings lor Ventilator Users, 

b1.27. No. 1. 1986 
Wheelchair,bi. 19. 1976;VoI. 22. 1979: 

Vbi. 25,1982 
Travel & Living 

Mexico.bi. 12.1969 
~raveiiing ~ u a d s '  

Special kahlre.Vo1. 8, 1965 
Twentv Years in Ule Gazette House 

, . 
~eaching theBlind,%i. 19. 1976 
One-Handed. bl. 10.1967 

v 
Vacations, %I. 6.1963 
Van Convenion.Voi. 28. No. I. 1987 
Ventilationi\kntllators 

Adapting to  Ventilation Changes. 
Vol. 27. No. 1,1986 

Advice to People wiUl Polio or OUler 
Neuromuscular Diseases, 
%I. 23. 1980 

Aspirator.Seif.bl. 5. 1962 
Frog Brealhlng.Vol.10, 1967: 

Vbi. 19.1976:Vo1.25.1982 
German Breathing Peatment. 

Voi. 17,1974 
Homemade Culrars Sheil.Vo1. 24,1981; 

b1.25.1982 
Iron Lung, Fibergtars. AusMian, 
%I. 6.1963 

Iron Lung, Portable,%i. 21, 1978: 
b1. 27, No. 1.1986 

Learning to  Use a Portable b l u m e  
Ventilator, bl. 25, 1982 

Mouth intermittent Positive Pressure 
Ventilation for Sleep,bl. 24.1981 

Oral Positive Pressure,Vbi. 24, 1981 
Oral Positive Pressure Adaptations, 
bl. 26.1985 u Portable ~ o c h n g  Bed Plans. 

Urination bl. 25, 1982 
Pissing Cross Country. Vol. 21, 1978 Positive Pressure. English Views, 

Urlnator Vo1.5.1962 
Automated. %I. 22.1979 RespiratorsMntilators- Face Mask, 

Mouthpiece.Vo1. 25.1982 
Respiration Equipment.bi. 21.1978 
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RespiratoryRehabilitation.Vbl.23. 
1980 

Tracheostomy Speaking Valve, 
W 

&I. 27. No. 1, 1986 Wheelchair & Ventilator Travel in Mexico 
liavel Special kature.&l. 17,1974 

kntilator User. USA. Vo1. 28, Women with Disabilities 
No. 2,1987 Employment Experiences. Vbl. 20,1977 

Ventilator Users. Wmings for. Intermittent Self-Catheterization. VoI. 
Vol.27.No. 1.1986 27. No. 2, 1986 

Ventilator and Wheelchair. Special kahlre, Vol. 2 7 . b .  2.1986 
Vol 17.1974 Wwdrow Wilson Rehabilitation Center. 

Ventilator. Europe, Vol. 23.1980: %I. 15.1972 
Vo128No. 1.1987 

Underventilation: A Warning, 
Vol. 28, No.2.1987 

Veterans 
X-Y-z 

Disabled.Vbl. 16,1973 Yoga. Zen & Sulism. Val. 16.1973 
Vocational Rehabilitation 

Rights.Vol.20.1977 
ka t iona l  Rehabilitation & Education 

Special kahlre,\bl. 9, 1966 
Vocations lor Quads.\bl. 19,1976 
Vocations & Avocations for Quads 

Special Feature.Vo1. 19. 1976 
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haependent l i  specialists, 
tehabi l i ta t ionmi ,  
k=watorgr therapits, 
ikntllatoT users, and 
dividuids with the late effects of polio 
and other W i t i e s .  

Tbisuniqueodiectlmdlifeapedwesd40~cowm35yearsd 
r e h a b i t i t a l i o n i o t D b d e p e n d e o t ~ - - a t o t a l d l ~ y e a n r d ~  

Theh. g d & i  wiU M p  others to follow in their lootsteps and to live life iulty and pr0ductne))r 

I 


