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REHABILITATION 
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GAZETTE 
So itmight haireconttnuedbrafewmore yean 
But the Gazene'sSt Louispost-polio conference in 
May and the Charles Kurall Sunday Morning 7!/ 
program in June were powerful ccrtalystr toself- 
searci~ingandaction 
A monthafterthe conference. Joe and Ispent 
a weekend"rewea1" with Vle boaidofdirectom, 
looking backandplanning for ihe future. 
Together; we reaffirmed the unique "slue afthe 
Rehabilitation Gazette. it isail Vlepeople whoare 
part ofthis internationaljournal and infomatian 
semice It isa iiuing nehuork, an intemalionai 

. . 
been he hub d that  network. 
To reflect o w ~ l a n s  for thenexl25,~ears. we 
changed the name to: 
C~etleIntemalionalNetworkinglnstitule 
(G.f.N.1.) 
We will chance fiom a lotallu uolunleeiopemtlon 

We wilicontinue topubiish the Gazetteandhope 
to make it quaneiiy. 

We will continue to be "theglue fhat has heid 'the 
polios'ofthe world 10gethei.and to work with 
persons afall disabilities sndallages. 
We will continue to seme all respimtorlventilator- 
dependent persons. 
We wili computerize the nelruork, the files, andthe 
libraryandestabiish an international dafa bank. 
We wili improw hfoimationgathering and 
sharingas an automaredclearinghause. 
We wilisponsoi-VleRehabililalion Grveneb Third 
Intemalionai Post-Polio CanferencearrdSgm- 
posium onLiuing Independently with Scuerr 
Disability in St  Louis on May 10-12. 1985. 
We wili organize themultitudcofseruicesofthe 
Gazette, existing and future, intoan institute 

Togethe5 Joe and 1 and the Board feel conlidentof 
the Gazettes fulureformany yeam. 
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Rehabilitation Gazette's Second International 
Post-Polio Conference and Symposium on 

Living Independently with Severe Disability 
May 6-8,1983, ShemtonSt. LouisHotel 

St. Louis, Missourl 

By Gini and Joe Laune 
Conference Choirmen 

A brief rummow of therevions which will be repond  in depth in thepublishdpmceedmgr. r h e  c v ~ o r b ~ c o m p ~ n y  oolunteeredin 
emeited:tinsominonce. D&Bf~roidet i~sth~mm~rdeprocedingsareonpogeao 



Agenda 
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4wp,,, opcnlngseurm "aintttcp 
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12:30 Lunch 
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EudineAM. Faurp. M.O., DiMon of 
R~rplrafoy Care. Chlldien's Memond 
HorpiM. A~iiBntPrelpiiorhertheua. 
Northwestern Uniwri#ty School of Medi- 
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The Planning 
In Januay  1982, our neighbors. Gayla and Art Hoflman 
and Coileen and Max SiarhloH, and Mickio Mafin. the 
Gmnnlibrarian, suggerfeda25th anniwrsaryparlyforthe 
Gazette in 1983. We loved the idea but we felt that i f  there 
were a real a n n i v e ~ y  party there would be so many old 
polio hiends that it should also be the RehabiUtation 
Gazene'i Second International Po*-Polio Conference. 
Thur the conferencewar concefved. 

The Program 
&wepIannedthep-m, Gin1 recalled t h e G d e ' r r o l e  
of o b s m e r  dunnq the last 25  "ears and real'iad that the 

-he promam this evoivement it shared the 
experiences of poUo survivors with corteffectiue home 
care, poritiue atetuder, heaith maintenance. attendantr. 
mechanical arslstance, long-term respiratoy maintenance. 
and family life experiences. 

in addition, the progmm s u m m h d  developments 
andrerearch rincethe 1x1 conference, caUed attention to 
the problems of worldwide immunmtion. and included 
time foraction piansanda rapres.on. 

we  created the promam with the invaluable guidance 
of Jack Genrhow PhD.. an amtiate proferror at Sanga- 
mon State UniverslQ in SpringUeld. Illinois, and a respira~ 
t o y  polio quad. The program also reflected the contnbu~ 
t ims of Judy Raymond, Miclde Maan. Robert M. Eiben. 
M.D., FrederichMaynard, M.D., Maxand ColleenStarkloH. 
Audrey King. Judy Heumann. andmany others whom we 
saw at conferenceand meetings throughoutthe year 

6 

The Volunteers 
With the exception of printing, iypammng, and recordha 
ail the work was done by wlunteers or donated by cam- 
mnies. Southwestern BellTdaione Comrranvfundedthe 

rented theshow 
The Laurier were chairmen. Gayia and Art Hofhnan 

were vice chairmen. Mlclde Mafin danned the sightseeing 

Mike created acceaTbiliQ map ol downtown and 
worked with AnnSheehan todesignthe bannersandscrap- 
book dimlap. The dlnnercommiitee voiunteerr were 
iolned by other volunteers who came from Ohio and 
Calitomia to help - Kem Mahan, Judy Raymond. and 
M a w  Stitt from Ohio, and Manon Greene from California. 

The Funding  

Once again, there war no federal or other sourced fund- 
ing. The faculty and the participants paid their own ex- 
penre iormadeamgemenato  havethem paid by univer 
rBer, horpihlr. social welfare agencies, fraternal organi2a~ 
tianr. and airlines. 

-- . 
mailing and rupplemented have1 and hotei expenses for 
paficipants and faculty who, o t h o w k ,  could not have 
altended. 

In addition, Justin Dart. Jr., and Art Hoffman headsd 
the ~inance cornminee that raised $io.ooo.  he  commit^ 
tee members were Ciarkron Camenter 111. Charier E. 
Claggetl. The Rt. Hon fie Earl of Dunraven, Lady Hamii- 
ton. O.B.E., Mort Reverend John L. May, Archbishopof St. 
Louis. D. EUioti OReiiiy M.D.. Wjlliam M. Landau, M.D., 
thhak Perlman. Th= Hon. Sir Peter Ramsbatham, GCMG, 
GCVO. James Roorwelt, andJonas E. Salk. M.D. 

Gayla HoHman headed tho Anniversaw Dinner  cam^ 
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Eori~aniilnlr. Sormc reastron8fmm irlyhnii. S ~ ~ ~ i f r l l  nildGri 
mony omwedo weoheorly Standing Gni Loiiiie 1Ll condJudii 
Roumond iR, whocomehorn Ohio. 

I i o i i  England. Monaa curnejiotn ~Vupu VoICi~ Odfon,#a. 

The Ho te l  
The Sheraton-St Louir Hotel $ a  model of both aehidinal 
and architechiral accesrbiliu Thn management and the 
rmff were understanding, f.endly, and helpful. All the 
rooms have 3V wide enhance doon and 29Ih"wlde ba lh~  
room doorr. There are 24 roecial "wheelchair" roams an 
tr, u r n  iuur u.rr rurr.J pap1 uvr,  r,mriJ b. J, grib 
a s  o r  ' 0 5 , <  I am". nrca 0.7, uc.n N I  
noblr nrt room- r a t @  0113 A W C I C M ~ ~  *!a. and 0% r cr 
faucet. Far the conference, one phone in each bank of 
phones was loweied and ramps were added to the main 
dinino room. Thedowntown location. next to the Conven- 
t C. m a  and W ~ C  .. , A,:, c c r p  ted <tar!%' VI 
< i n (  I T-c, Ctri ,~i St I r ~ j # .  h.5.. ...,: 1.1 r n , ~  or 1. ,.n.l 

F,,L.:. t8, ,!#<.J " >"!<, .!>C . "K,.,~. \NV .<>,% r3<<1,,\ . * 

that made the nearby area accessible.) 

The Faculty 
The international faculty totailed 64 Of these. 39 are dis- 
abled and 14 of these disabled use respirators. There were 
Zil~huiicianr 13 aredirabledand 1 is aresoiratoruserl and . 
lo~ro,r,,. r, ,nu,*, nu,. l.. u i .,l.*. I <  <I-r lpnrlnnrl 
a, i ,,?,<??I tb<'rmp.t3 :L ,f* ">~I,C. dt>" .< "r., 
.cnu,, !..!.l,rc.< 0, lh.. >l,<'"<, car, I n&K?r.% 21a.2 
disabled and loofthe disabledare respiratorusen. 

The Participants 
A total of 439 reginered. Of these, 201 were disabled (158 
by polio. 43 by other disabilities S C I .  MS. Cm, CP or 
blindness). The other 238 were profesrianal persons and 
families Mends, or attendan& of the disabled reglihanb. 

They came hom around theUnitedStatosandaround 
the world: 24 hom Gmany, 1 hom Sweden, 4 hom  en^ 
gland. 2 from South Afnca. 1 from Japan. 7 homAu*l!a, 
1 horn India, 2 from El Salvador. 2 from Mexco. and 30 
horn Canada. 

The Respirator-Users 
Once again. Lifecare Services. Inc, solved the rentai and 
maintenance problems of rewirators with efficiency and 
reanurance. Their representative, who worked with ur 
from the initial olannino came to the hotel months in ad- 
,,,?, , , c  L, h , , < , , .  ,!.,,. <1*..3r,,,, ,v,i<i,<,::a.>,,r," 
,.rqsani,<<L, .lor<. I,..?. 10rr.>.,,,.r-.,,..,. .I. 

<l.<,#<"l , .a,? ,<>I5 h4<,$, ,I:< .cr . , "< . ,"~, , . .h~",~ . ,  " ,- 
ble respiratorr. Ljfecare brought 2 rocking beds and six 
lung, plus an extra lung for display outside the meeting 
cmm. 

Impact 
The letten horn the pa*cipants have been warm and en- 
thusiastic in their praise of thesignificanceof theconference 
andis enectson their IIII. 

"The conference war ruccerrful." iaid Richard L. 



Bruno, Ph.D.. of New YorhCity. "in linldnglihe-minded re- 
rearchers who are interned in b t  defining and then 
mrdyingthe pmblemr of old poiior." 

"What a wonderful event," said Selwyn Goldsmith, 
R184 of London, "a unique international congregation of 
friends, colleagues and adrmreis . . . a lovely gathering of 
rremle . . .valuable and enlovable." Another Londoner 

Kansas Earter Seal Society "been to a QaiheGg where 
can-. crutches, walheis, and wheelchairs caused MHic 
jams." "The planning andlogisdur behind those three  won^ 

deriul days must have been s'aaenng," said Richard 
Daooettaf D m e "  GUfamia. -- 

''I learned many urehl  things," said Nancy Flick of 
New Jeisq,  "that are proving most helpful not only profes~ 
Sonally but aim ~ersonaiiy . . . L had a sense of peership 
snd camuaderienever hefare felt" 

"Atotally ruccerrhl meetlng."raid Juan W Dart Jr., 
of Auan. Texas. "of considerable sionificance in the mahir- 
ins p roc i s  of the disahiliw tights &d independent living 
movements, and the cause of pragrerrive rehabilitation" 

"My entire group and 1,"raid Dadene Odynild of Ed- 
monton, Alberta, "came hack inspired and with many 
ideas. It was goadto seeandtalk to people hom all palls of 
the worldrhatinga common intererr'' 

Dinilriguere Sunny Weingunen. I'iroOi.erhnl. nndiprcd 
DO",& 



"Tremendously helpful and informative," said Lucille 
Owen ofToronto, On+atio. ''It's @"en me renewed vigorto 
tackle same postpolio diffi~"ltie5 I've been expenenang 
. . . It was a paldcular piensure to meet people whom I'd 
read about in the Gmette" 

"The malveious oeooie." raid John Dvcvr of AF . . .  
lington, Torar, "made the conference a festive time of dis~ 
coven/ and enlightened fnendrhb. I found my own self- 
worth increased in l i ~ h t  of another's accumolirhmens- ,if 
he cansucceed. Icanrucceed.' " 

National TV Coverage 
Sallv Mannr. a conference oanicimnt wrote to Chadei 

camera crew to St  Louis several days before the confer- 
ence tocover thepreparation.attheLautid and theopen- 
ing night and first day of the conference. C f f i  showed the 
10-minute feature on "Sunday Morning with Charier 
Kuraltnon June 19.1983. 

German Documentary 

DZ Ad011 Rabka of Sweden ananged wilh an old fdend. 
Hans Peter Melet alawverandmovie~maker InMunich. to 

g a .  I . .  w y i '111.. . 11. 

1 L . c .  ., ? '.d< > I. ..+<d cw >.eap8r.,r~. .%p~#.J<r>t  &p.%r. 
.#:#p,>#.t,, SLU Aml?r*?h*md Or lkxv,< 1) >n.,' !x>tn.#f 
home3 aner the conference to show the Geman viewers 
that even very severely disabled persons can be adve,  
high-powered, andruccerrhl citizenr. 

25th Anniversary Dinner 
On Saturday night May 7, hiends ham St. Louir and 
hiendr who had come to St. Louis for the conference 
gathered to celebrate wilh the Lauder lhe25lh annivemay 
of the Rehabilitation Gmene. Chairman of the dinner was 
Gayla H o h a n  and Misire.. of Ceremonier war Karen 
Forr of St. Louis'sNBC TVNews. 

on the Handicapped. 
Theioueand warmth at tho dinner were touchingly  re^ 

called by JohnDycurof i\rIington.Texar:'Iraw humanpo~ 
tenlialceiebmtedand neveirovividly artheSaturday night 
dlnnei when the Lauded extended family was returning 
lhelrloveor hardas they knew how. It war an unfargenable 
experience " 



Second International Post-Polio Conference 

Owning-ion: iL-RI 
RobertM Eiben,M.D., 
SheldonBemi, MD., 

Stonley K. %me4 MD.. 

Openim~ Rema.kr 
Gsnx welconled h e  oarhcioanfr as oionrers as the reore 

directed liver at hame demanrlrated that home care cost 
one-tenth to one-fourth irri than lhospital care and who 
were theleaders ofthe independentiiving movement. The 
respirator-dependent polio ruMvars who have lived ln- 
dependenfly and pmductiveiy foi 25 to 30 yoarr are roie 
models for all reroirafor-deoendent and aU reveielu di+ 

the I iandbook on Poiio which the Gozene is 
corn* I,. Armin Fischer at Rancho Lor Amigos 

Has1 
(5) readvate the gonerd pubit's awareness of pollo. har- 
ten worldwide Immunization and aleit haveiers tochecking 
immunlration *t"r; 
(6) ennch the Independent living movement by dem~ 
onrating the reievance of the lon(time independent living 
expedencer of patio survivors to all disabled and elderly 
nemms. 

41:; pirror< 
i,r l k ~ . c u ~ ~ ~ ~ ~  wu'q inr 111.. .r#vcr.rrr wr8.a Heeultsofthe1981 Puat.PulioConfolencos 

W.%,V,.. I 7,,< Cl<i,r. ,  CIP, I",@,nal, lrn. I'l*,-P,ls Ollteranr. n 
I ;I dl.& r e  !he dl~.cl l>l l l i l l l  ~i nnm, rrre ll.041d11 3 ltlr ('h ;A 1(1 rnd the I,, -T.I.Y )IIIILIJs:L.n !I n Onno., I - ~~ . . 

rrrplratord~prndent peisonr and far personal-care atten- heightened awarenerr of the aging problems oi poiio rur- 
danis foidirabled and elderly persons; vi~ors among the medical communib and djabled indi- 
(21 influence the deuelo~ment of a national and inter "iduals. Postoolio clinicr were rei uo: additional confer- 
nnlc~,ta ~ w t u ~ v  +nr a. .r.prvur,l:yr Jwc p d m q  m +",,,,.re. 01,. ,,. 1 ,*? ~ . , d  I'IX1,u8. la.~.n:r,~~.mi n nt- 
i t  8 . .  A t  " I  I,,: .,I ,,.I," $,L{h, P l n m l n O n  an< ri'..*,p, 
~ C I L  p m  nl Trlni!>#.~~t~prcreril\n<:i ,+re p ~ i ,  n r land %~.,.lur, I ~l,.r. 
31 lor .c nl.8 >on on ihr phjr oh yc.8 a8.ll ib$molnrm. sc.: IR..,.~~ i3.mn illrl,llr, (18 1.1, ( 

.rfei.s I ' u!rn.~<,n ihr a r y r  rvmp < Ip'l80 r.n "ori, r c ' ~ .  I).ar. I.,t ,.,rl lor 111 .I, 1 9  i..nl r.,prrx.,r o w n d . ~  
m i  I I , .  . " . I .  . 2 pIR,,IIUd,: r.oon<c h. I t  AIrm5rnAI  3 :!a r>~nt,r.ol 
,*',.e ,c<"?d,"g, ," ~ I I ~ I c * .  , p. ,<O?\ \.",.,,,3 "I ,<*>,h,",Y ,,,,.,",,,,,, .,I \ < *  \>,A ('r\ 8 , .  

4 .<*?m 8 d,., me<'c>l 8"1~.?1>4t8\!8 t >  C"C ("ed ..3. P ~ ~ ~ I ~ ~  ?,'.Z<?, wq,. 1, ,(,.I, ,,,df, .,,<,,,,, ,",?> ,., !e, "<,,,,$"<ru 
c . h 4 .  I i I ,a;lm .c. r l  11 -,l .,.::I oljfmr . n ~ : n o ~ ~ . r  rnc.rcr>ir.. mura - .  - 

polio survivors /specifically, anange for the pubiication of horprial and communiw facdltier became available: in- 
creased compe660n improved *= portable volume "en- 
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watar; more scholarships for the miining of pmnn~i in 
lechniquer of care were erbblished: and Alba'r anicle in 
the cmeee on the use of mouth iniermitfemporitiue pier- 
sure for sleep biggered a deluge of lenerr and 

. . 
the individual to have some daylime tiredness, headache, 
and even insomnia. 

Dr Allen I. Goldberg war involved in the planning d 
the Surgeon General's Workhap on Children with Handi- 
caprand~heir Famiif-, which war heldin December 1982 
at The Children's Hospihii of Philadelphia. The conference 
war convened by Surgeon GenemlEvereaC. Koop, M.D.. 
to considerways of auirhngthe family to care for iespiratoi~ 
dependent children at home. 

Dr Frednck M. Maynard referred to the sesioianr on 
~ o b  held at the Amencan Academy of Physical Me&!ne 
and Rehabilllation in Howlon in November 1982 and the 
conferences held by nursing aqanhatianr in M~chigan. He 
mentionedincrearedinterert inventilator-dependent spinal 
cord~tnjured permnr at centen and hospitals, and also the 
chmge in Michigan in the wiliingnesrof third palder to pay 
for their homecare. 

Drs. Yarnell and Bemi, who with Renah Shnaidei 
organized the Oakland conference, felt there war a rignifi- 
cant need far kaininti o i ~ r t ~ o l i o ~ ~ M v o r s i n  basic hraiih . .  . 
care and for providing information on the resources of the 
cornmunib Dr Yarneil has set up a polio clinic and Mr. 
Shnaider is developing a ruppoii group to meei once a 
month to braaden the bare of mformation and funnel this 
infannation back to the clinic. 

~~d~~~ K~W. MA., with the onhino o arch 
of Dimes to organhe o Port-Polio Workshop on April 22. 
1983. At the workhop. a commitmeni was made to com- 
pile an Ontario regism/ of posfbpolia peapie and their 
familiy physicians. 

Worldarlde immunization 
Thouah vaccines have dramaticallv reduced the incidence 

in I&.: DC spencer of  ond don who has treated polio 
throughoutthe Middle Eartar wellasEuiope: andDr Lusk. 
whore ~pecialty is infectiour diseases - wamed that polio 
is rtiii endemic in much of the Third World and that there 
are many sociopolitical problems involved in woridwid~ 
immuni7,5tion. 

The magniiude of tho disease ir understated because 
d the underrepamng of parakgdc iai- and the high p o ~  
portion of unrecognized carer. DL Spencer quoted the esti~ 
mate by Profersar Huckrtep that there are 5 miiiion new 
cases of poiioin the world each year The National 1nSa"te 

hrAUergyand Infectious Direaresestimates 1 ofwery2Ol 
children bomtodavw#II suffer 0amlWcpolio. 

Unimmunized adults planning to kavel to areas in 
which ooiioir endemic were advised to be immuw.ed with 
theSalk (Wledl vaccine. 

''Vaccine is available," said Dr Lurk. "technologyand 
knowhow iordeliven, ofthe vaccine isavaiiable; what a p ~  
pears to be lacking s cammitmeni of polib.4 ieaderr. 
Therefore. i t  ram3 to be reduced to a 'people irrud ." He 
uraed wllo rumvors lo use their influence to eradicate the - .  
disease. 

Recent Poliam~elitisRe;rearch 
JoreohKaufert. Ph.D.. arehabilitation eoidemiolodrtatthe 

of aging and changing family ruppoii systems. There war 
much lower reporting of agerelated changer wihin the 
nonrerpiratory group: about 20% reported ngnificant 
changer in energy levels, and about 25% had significant 



been linked to the genetic backpund of the patient; the 
otherisan accelerationof theagingpmcesr; andthethiidir 
reacllvation of oo1io. AttheNational lnrtltuterof Health we 
have rtaned to rtudy port-polio patients to understand the 
mechanism dthir newiyndrome." 

The panel and the audience concluded that  port^ 
polio muscular atrophy" rhouid be used rather than "pan 
p.Uo syndmme." It ir very, very slowly pragrossiue, It ir a 
deaenemtive orablem. common in the oenemi aomoooou- -. . 
lahan. No o k  can irer3ct who ir go& to deuelop the 
weak"- and who won't "There is no doubt." raid Dr 
Spencer "that people with polio get weaker ar they get 
older So doweall. Pw~lowhoaroalreadvweaknoticethir 

Positive Attihldes and Wellness 
Jay Bullock, an occupational therapist at The Johns  hop^ 
lnnr Hospital summed up her experiencer. '-A positive at- 

IRightf GiniLaune ulfhDr 
ondMm. LouroS. Hairteod 

of TIRR. Houston. 
IFarnghtIRenohShnnidei 

ofOaWondandAuptc 
Alh. MD., olNem York 

citu 

titude to health is maintained bv ~pln#?i>i~,g a pragam 
adapted to your needs and accepting the fact that some 
aspects of lifewill changeas we age." 

"In terms of ooiitive mental attitudes." raid DL 

relief or improvement in the hiturn; I21 conhal and self-di- 
rection - contml aver the way you expetience disability 
and willin~noer toasume seli~direction, which renecasplf~ 
Meem k d  self-confidence and is related to rurvival and 
succex: I31 good health - something to be tended to by 
proper diet, exerase, and rest and by avoiding excessive 
drinking, making. andrirn~arrocia~ habits: 141 theabsiy to 
plan ahead and think for the future: 151 Bexlhiliiyand adap- 
tabill* - a willin~ness to reorder nrioritier: 161 humor - 
erpe"a1ly the abiiiy to me humorin your own sihlation: 
and 171 being open for whatever comer along in life -not 
blaming people but rather forgiving people and yourself" 

"My reflections relate to allltudes." said Mickie 
McGraw. art thaapirt at Highland Vlew Hospital ul Cieve~ 
land. "my own and thore of the proferrionalr around me. 
Ill Learn about compensating It is a part of coplngandthe 
way one learns to live with limitations. We have all done it 

behreand we can doitagain. (21 Do not automatically rel- 
egate au of our manifest rymptamr to post-polio pmblemr. 
Our nandirabled werr emerience iimik and lorrer of their 
own. We are ipedd, but we are not alone. (3) Relate to 
l y l .~ l i l " .  ,e+, I. p,r>.:, U .,i,,'< .L,O,> .< ,.d rlblll,y 
.5etttr.rxil#l". ar. ,.rp*\iranii, II.>Lrinclld.c, il.,, 

, . . I 1  . 8 ,  1 . p,,,. 
1.1101; U.,tlI. .3C,...",", I, ,.a,:.< . < I  .,>',*.*.I.. 

n ld  r'  ' <onco1 rnd p,n<mr< n.,, ail I.,; I t ,  8 ,  n ,'a,, ron 
,,,l<.I 7 . 1  .r.< 'I W l  u,,,..1 1.11.1 1 11.1 l1.111.: Ill.s- 

.a,,,, d<.J u:kr. .It J;L .,r pl \,l,l "L Inr, lllll l, Odr 
ip"ha.l,,rL.1.r,b y Ih<,L,abl,,: .ii.lap, ,,,i.h..-. 
r< \ , ,n  k , >  r. lbw'!nmw, ,".,",,.,.on< w.~,,,~."h.<~~ia~,-. 
A . , , h .  .u'<:r,,%\v ,.,.RT\,, * i  :> ,v,*c,i r,,,-,,,r 
of this conference.'' 

'"Wellnerr is nota rtate."said Di Zola, a saciol@t at 
Branders Univerritv "that is an absence of direare. It is not 

oi welineis muat~n  some way be concerned beyond an 113- 

dividunl'slife~s"/ie, beyond individual behavior lr has f o i n ~  
vo1ve sociai and political spheres. . . . For all of us, the n a ~  
ture af wellnex or health must involve a certain kind of so- 

l lcal lh Malntomsnce - General 

I rt., ?+a 0 >.! PO > > \ c  <!rc~m.' 5 8caI <cad !)r 13. "0. 0' 
5 , ;  a , .  ' I i  1 11 ,I..,.'",.. 11.a. . 181.1 . . 
causer forpragrestive weaknmr thatoccurto the porrpolio 
person as a result of the aging process and as a result of 
some of the residual deformities that occur recondanly to 
the diability rather than as the onset of a new syndrome. 
The new syndrome is there but these other issuer are far 
mare common." 

A dermatologist. DL Doneff summaized basic skin 
concepk, emphaswng common senre and simple, inex- 
oenslve manaaement. "Oilv skin is associated with oolio 
and many other neurologic &ares. . . T w o  impodant 
things: flalnngdoernot always mean dry &In; and virmdly 
all 'campiexian' problems are due to oiliness and blocking 
of the pores of the face anduppertom by oldoilandcellu 



FmnkCunierinteruieKLe 
S u m  Armhr-htduhg 
ihebiminsof lhecanfemnc~ 
,brtheCBS Npmpm.  
Sunday Momingwlth 
Chade3Kurait. 
Oraumgb,BabTlntm.Jr 

tar matedal. . . .Your bert inend here - in fad "our hart i n a ~ t e ,  wedevelopedamodified iechnique forthore who 

bnp that water immidiately wi tha moirtunnng c m m  or 
oily cover (a motsfunrer containing tactic acid and/or urea 
orvaseline)." 

Dr Cameron of the UniverrlW of Wertem Ontario 
called attention to the fact thatwearepenpefuaiiy reminded 
of the mnous health harardr. One of there is smoking. 
another is aberity; and the third is salt intake. ''People 
smoke for a varieiy of reasons." he sap. "including peer 
oreirure. thetiamuiiizins eHectr of the tobacco and, even- 

you appear. then you don'i need to do anyihing about it. 
. . .You should not add salt to your food, although you do 
na need tocut it outcompietely" 

LindaFennig, MA.. R.N., of the DallasRehabWatim 
Insmute emphaazed preventive health practicer and health 
manfenan- needs. ConcenOa6ng on the prvblemr of 

salvesortheir sexual pahen  andabout84%of breast  can^ 

cerr can hemredif they are detected early.. . . Forwomen 
who have experienced disabiti~ the abifibtto perform self- 
breast examination may be significantiy altered. . . . At our 

said. "to mainbin endurance and the overall tone of the 
cardiovaxuiar rustem axe oood for &+olio wo~le. The . . . .  
hertir nuimming, which exerciser the mwcier andsheser 
the heart appropriately And, don'tworry ahoutthatemper 
ature of the water . . . Andher imnortant form of exercise 
< 1 ;  " A  . .a. J1 ,' (8" 'i >1. .s.'t:,lh I no: iL" , x2r 
1\11 11.. , ll1 SYJ. cllll:, ,&,I ,lS  : "halmnnl 1 ..-1.1'1,1.. 

u,,',t,.e..:A.,r.<? ,o., ",,<.'.' K" A , < . , . rh" : . < '  

!,",,.. i>,m, ,I g ,,,.,>~.i. ,,.,g 4 ,V,d",,I C",,,, 

ri,2l~,..ni,. l,,,,. u... :,,a, TIIII.~ ..I ,,I(I~h0l.,(..:i1 Fa'. 
8 , :  . < . , # X , W ,  $1 ,<>L, :ne,.n ,"*c:"5.*>?q O. , ' ' <~~V .C  

RespintonNentilators 

The efficiency and the specific we  of the various types of 
r e r p 1 m " " i t  - iron lung or tank, culmrr, 
chertpiece, or cheskhell. piastic wmp or wncho, roclung 
bed. volume or pressure rerpimtarrluentiiatorr, and 
nnp~rmnhsit - were dismrred in d e w  bv Mr Kiiiam of - ~~~~~~- 

Lifecm. Dr Johnron, andDr Alba. 
"The mouth." said Dr aha. "IS one of the best forms 

of using poritiveprerrwe, ar I dircurredattength inVolume 
24 of the Rehahilitdon Goleue. . . . The mouthpiece that 
1s pierenUy the mart convenient is the Bennetf Lipaeai. 
Adoli Rabka is working on a fomfimng one that has 
Dromlso." 



Home C u e  Rasema far Renplrstor-Users 
I l t fw cnmprehenq \ u  progr~nlr 8 1 8  F:Jar.J. Cs8 and 

A,,~TT, t%..r- ,,~c,c,, rn 5~~~ cer ,b~% odin.k,, =", 
Dr N.w"ll-!c'II Tnt I! ,PI U.; ill".< nr ,l,,,or"?vsls . . 
respirator maintenance. a team with medicai rupeluirion. 
teiephone conrultation, anda Bedble approachto meetin- 
dividualneedr. 

t i  !ws drnik 2 r&p.r~t#w> ' u d  11, Spn?e., ' 5 !< 
th.1"" ,I*,U,.,".>~ ,,.,'.,5,. <,,re,*\, ,a.,n, ,P tr,c n-p,;si 
Al. ~ h c  nroblrrr. .>'crors iiorlar. a. J ~ t \ r . .  cr..vo$ I I:, cn - .  
not exlit in the home. The ureo at home must be the ex- 
p& in their own care. If they're not, they're not safe to be 
at home." 

B'a Taintex added. "The key to living independently 
with a respirator is to recuve adequate orientation and 
training about "our ~enonal care need. relative to the res~ 

RapIrator-Usns-Pollo 
"The early wamingsignalr,"raidDr Alba. "of need for ini~ 
sating rerpiratoy aid or for innearing aid are increared 
fadguabiliy, MUng arieep dunng the day, and increased 
swelling of the anus. . . . When you have these warnings, 
you should hook up with a iacal horpibl and have a roc  
piratoy ~ualuation or go back to a center that can do it for 
you. If you have resplratoiy involvement. you rhould have 
an annual appalnbnentfora checkup." 

RapIrator Users-Children 
DL Aiba described the prowam at Goldwater Memotid 
Hmoitai for eioht resoiratoi~deoendeni children. To mo- - .  
vidertimulationtothechiidren who have IiHe oinointemc~ 
tlon with their enuimment, other children ham the area 
and "grandpaients" from a riolled nursing faciliy are 
bmught in as valunteen. Tm mainstream education, a 
minod aide accompdor thechild toa nearby school. 

DL Faure derdbad the owchoiodcal advantaaer and 

&en's Memorial Horpitd in Chicago. These are in the pro- 
c a r  of being expanded around the muniiy 

Rosphafor-Users - Amyot.ophic Lateral Sclerosis 

. - 
mi to keep them as weii as weyone elre. We don't have 
any additional sympathy because they are dying. . . even- 
tually we areaii gotngto end up dying." 

, - 
it as an "umhiiicai cord" and they do not want to learn 
mouth positive prerrure or hag breathing. 

Dr Panonsconmrtedtheemetienceraf oemnr who 
are ventilatordependent because of high level spinal cord 
injuy and those who have poiio. Tho momlily for spinal 
mrd injuy ir high. maybe higher than port-pouo p n o n r  
becaure of the problems of neurogenlc bladder, preaure 
sorer, renal failure, rerpiratoy complicationr, and discon- 
nection of the mechanical ventilaior horn thehacheostomy 
tube. As an exampie. Craig Hosptbl discharged 41 spinal 
cord-injured penanr on ventilaton between 1974 and 
1982. . . Thim percent were alive 3 years after the injuy 
and 17%. 5 yeanalterinjury "There wasaciearpaltem." 
he said. "to suggest that those who diedspent more time in 
bed than did the rurvivorr. and thore who died spent 
a seat deal I- time out of the house than did thore who 
ruluived." 

Hirtoticdiy, persons disabled by polio in the United State 
have been bacheortomired la than those in other coun- 
hies a those diabied b" roinal cord iniuner. A valletu of . . 
opintons concerning tracheostomier were presented. A 
brief rummay of someofthe opinions expressed: Dr Alba: 
"If an individual has r e ~ a t e d  difficultu In handlino sene- 
tion. we may have them kacheortomized.. . . From the 

- 
',c.? , ' \  '- - !  

PionningGermvil ,I dnili,,lrnrutvailheLnii,iii ie l r rc ihe  
conierence. Hnnr Perm lLie8er nlhii~nicb, AdofKnrtko ofsto ik~ 
holm, andG,,,iLo"nr 



prxcticl v!owpoinl, a ihoiiage of caretaka to do poshlral 
dminage and ructioning may be the rearon for gaing to a 
bacheaitomv" Dr Brown: "At the Univenib of Alberta 
11.:. L. 3"> ' n, '-oi  t',,#.,, v ,  r~,p,,",<.~ p " , > m ~ .  ,. 
2 2  ' 0 " .  1 > \  u: 'I..* 0,Ll . .OK rn.@ r r .  " ,,re-. ,"'~"l, ,>., :,,, u, ,"*,, "c-wc:,,,, , v ,  ,, ,. < 
&st 5 years. Nowithstanding the benefits of irecured air- 
way; complications such as iocdired stoma1 infection, b m n ~  
chitir, formation of granulation tirrue. and persirtence of 
hypoxomia and hypercapnea can occur" Dr Johnson: 
"Toomany krcheortomiesaredddd. . . . Even a highquad 
who has a perfectly normal diaphragm will often be 
*acheortomi2ed in an emergency room even though ha 
may not needit." 

Frog Breathing 
Giossophayngeal breathing IGPBI is familarly known ar 
''kg breathing" because it resemble the gulping of the 
hog Audrey fing dewtibed h w  she had ieamed GPB 
afler DL Aiba told her about repating the word gup k a 
resuit, she has ngnificantly increased her vital capacltg 
Gani McPhmn showed a videotape, "Frog Breathing 
with Gay McPhenon." (Details for ordering the videotape 
are listed in the Equipment Section under Repiratad 
Ventilaton.) 

Survey* 

"Without preiiminav information." raid Dc Halrtead. 
"about whois having problemr and what kind of problems 
hey are haumg, it ls going to be difficult to disseminate to 
the medical community and the lay press in a oedibie 
fashion the retiournerr of the probiemr polio rurvivurr are 
halnng." 

Poiio $"Muon can help secure this information by 
rending for and Biling out one or more of the rmeyr  being 
dirtnbuted by: . Laum 5. Halrtead. M.D., The inrtitutefor Rehabilitation 

and Rerearch, 1333 Mourrund Street. Houston. Texas 
77030. In addition tocompilingandanalydngdata hom 
their quertionnaires. Dr Halrtead and Dr Wethers of 

Ohio State Unlvenity are hying to raise money fm a re- 
search symposium for clinidanr and rerearchen to ex- 
changeand acceleratererearch on polio problemr. 
Richard L. Bnmo, PhD.. Department of Rehabilitation 
Medicine. Collegeof PhysicianrandSurgeon., 630 West 
168th Straet, Box 28. New York, NY 10032. if you live 
inNew YorkState, send far his quDsdonnaire. 
Harriet Bell, 510 Majn Street. Suite A446, Roarwelt 
Iriand. New York. N.Y. 10044. 

Poet-Pollo Acdoo Plans 
Following Jack Gonskow'r ~ m m a y  of the pailoirelated 
rerionr of the conference and a report of the Adon Com- 
mittee chaired by Father Lewis, the conterenceparticipantr 
concluded that: 

Poiio ir sdll endemic and epidemic in many pub ofthe 
world. 
lnruffident rerearch is being conducted regarding the 
many unanswered quertionsabout the long~tem effects 
of poiioan poiiosuivivorr. 
Available knawiedgeon current hoaithpmbiemrof polio 
ruwivon is not suffldenfly disseminated among health 
care professlanals. 

To develoo achon ~lanr.  the wmciosntr voted unani- 

and agencies to promote immuniration propmiagainst 
~0 l i0 .  
insisting to govemmenk in counmes where poUo ha$ 
bean mnhoiied that havelien to nonpoiia-conholled 
cauntner be immunized. 
UWng ihe Unitedstate gavemmetttotnforce its polio 
immunuauon policg 
Making governmental representatives aware of polio 
and port-polio problemr via the Conference proceed- 
ings and hearingsonmearch, information. haining, and 
funding or programs to address these problem. 
Ciarifying the cunent policy of the March of Dimer 
toward oolio suMuon . ~~~ ~~~~ 

Forming local sumon ~ U D I  thrauqh inde~endent l i v ~  . . . . 
8 " :  mllnr, lorn : r i ~ h ~  I' n: iris, u m n .  : ~ r \  a. 1' @ 

h m n r  FA-.,. 5r $1 5 : r.3 nor ril.n? l l i t n n  iPn . F..,!, , .,d .,,,:<%,.I," ",?.., re? ,,,,r<,,, "0, <, .%,,,C J., . . 
abi1ityp;pulationr. . Enlisting the support of Disabled Peoples' international 
Rehabii(teti0" intemational, and rimiiar orqanlzationr. 

The above rerolutionr are a general ch& lo tho 
Steering Camminee The Commiuee will report back to a 
Third international PostPollo Canfer~nce to be heid in 
1985. Rehabifitollon Gm& will serve as the international 
clearinghouse and coordinator of perran. interested in 
ihatinginformation and formingsupportgroup~. 



Symposium On Liuingzndependently With 
Severe Disability 

Ed Robe*, onr of Re  founders of the first Center for inde- Peg Leonard, a lon@me G w e e  Wend, died iu* be- 
pndentbvmg m Berkeley. called his arristanh. "the key to fore she war to have a*=nded the conference. Her paper 
my life." He explained. "I have always had multiple assis had been taped by a friend because Peg had been having 
tantr . . . reveraioeoolecominsinandoutof mvltfe.. . . If orablems with heivoice. "Havim been homitali2ed."rsid 

warn is around $225 million - probably the iamesl of ib 
kindin the woild. 

UnpaidPemonal Assistants and hevention of 
Burnout 
"Unpaid arrislank." raid Jack Genrkaw, "are people who 
care for disabled pnons for reiationshm reasons -tamiiy 
tier, fnendrhip, love, mantai commimonb.. . There are 
9evemi companenh of burnout - low enem chronic 
fatiwe. emotional exhaustion. deoreion. hsl~lessnerr. 
and ovenentmpmenL . . . it is inYdiour,itcreepPPpPP yo" 
. . . it is a general erosion of the rpitit. . . . Burnout occurs 
when one  eno on doesallthe ieceivinswithout iecoonition 
of Re needs of the person giving." He suggested several 
rtrategies to prweni burnout: keep cammuntcationr open. 
deveiop an effective ronal support system. share what 
you're really feeling, rotate duties, and get away when Re  

peg, .,for three yean. I appreciate the 9upe"a"hi of good 
home care ar compared to a communal rehip.. . .The 
pviiege of being therole patient means one has certain re 
sponsibiiitierto exercise exheme thoughtfulness." 

Paid P-onal Assistant. 

Adolf Rabka of Sweden conbasted the wual aoencu-run 

"the way anendant sewices are organbed is at lean = im- 
po#ant as the number 01 hours of arrirtance. . . . If some- 
body is to be trained. it rhouid be the disabled person. 
Motivating and directing another person take some 
prychological and educational skilir. which have to be 
learned." 

Gill Whitworth described the unique attendant care 
system Dr Spencer organlred for a few respirator-depen- 
dent oaiio survivors throuoh a London homtal. "It is  ex^ 

mmeiy impolrant." she stated. "to maintain your P " ~  
vacy . . . A  lot of w are puwng up with a lot of thing. i t  is 
a ouedion of how much oualiw of life uau emect and . . - .  
demand." 

Jan McMumhy. who ha3 been workingar anaftendant 
for six yean. defined an aaendanfr work. "Do anything." 

REHABILITATION GA2- 



thino. then vou havea~oodchance. . . . Inoarentino. most she said. "that makes It possible far your employer b live 
indeoendeotl~ in the home. . . . The mao important things 
about being an aitondantare joy, ptide. and maintaining a 
sense 01 humor . . T o  be an aaendant you just haw to be 
an exbemely rerponrible person and have a professional 
regard for conhdentiaiiv, . . .My employers have trmned 
rnp I rnrn an extension of the omolover'r bad" and ~~- 

that% why iris such a close relationship." 

Mechanical Assistance 
"The probiem,"ciaimedThealorDuk~. "is notwhatkind 
ofadditionaltechnalogywe need but howcanwemake the 
technology a~i labie. . . .My definition of low 
technology ir that it is below $1,000: above that amount it 
is hish technolow . . I n  the fuiure, micronrocerror 

and workopportunitier." 
John Daihaur dercribedihemicrnflrnvlewerwhich he 

has developed for his quadripiesic brotherinlaw. iThe 
vleuei k featured in the Equipment Section d this imue.) 

Boh Gorski shared a list of the comouterized data 

. . - 
aduantager of working at home Working at home ir lw 
rheisful but it cuts down on interndon with other peopie: 
there ma" be addltianal tax writs-ofk but iniumnce will be 
higher 

Dr Oidroyd dewribed the small tabletop robat he has 
been urino in his work at Washinston Univeriim. "Mu  in^ 

,, 
I , ' ,  , . . . ,  . . ,  ' 3  . , & , J  ... I,II..I 
. ~ w L ~ ~ o P ~ ~ I . ,  . ..svtt , ~ o l ~ ' ~ o : c ~ . ~ : r . ~ n ~ ~ ~ o d ~ ~  , m . , n ,  , . "  " 0 .  : . 3 ,  I... bl,~ 
people can use them productively in simple kitchen and 
bathroom chores." 

"Deabledparentrmustdeveloparbongfoctitudeindealing 
with the public." stated Val Pafish. "The public is  often^ 
timer rhacked. awed. oukaged. and bamed when they see 
a disabled couple mirins a family . . . Children of dirrbled 
parents gmsp early in life ihat there are many rolutionr to 
daily dlificultiei. ThLr positive approach can only enhance 
their outlook on life. . . . The important factor is the love 
that is feif and shared,'' 

AdopHon 
'The adoption of 15 children in our 25 yeam of mamage." 
said Gmce Sandnerr, "has been a really exciting expeti- 
ence . . .When we rtalled, nobody else wasdoingit . . . If 
you find an adoption worker who heats your dirabiliw as 
just another facet of your life~styie and not as the dominant 

. . 
1,' .<,I,, wohl..ms a,.. ,,, cx,.ni,olr I ,o-,J.l'n "".".,I 
p,, ',I",' 10.1 I , .  ~..JcIII,\ 1<11.-n 1 <,,,*. 11 ,  i .YICP .. 

il".,> >,,,\~ . p 4,- >d< w r g  8,. *P,..,,,,< .>, 

2- 

EdRohrm, ro4ou,.,i, niti,cpmt ce,,,rrju, indcpendeniLi","g, 
"Pen",,o!Duirtoii,sa,e ,!,r keylo m v  ,a " 

9965 Quaker Lane. Maple Grove, Minnerotn55369." 
The disabled father's ralein raisingan adapteddaugh- 

fer war dlicusred bv Max StarkIan "she has never ile 

,.,,: ,*<'.. . n, ' t a r  ,\ 8 ,  a,~.,'?,"l,>#.,A<, ,L.,  ,,L,JI - 3 ,  

I.. mp l r r l  I I I , ~, > - - 8 ,  ,,.,! "*,< :., ." ,.... .i',rg< 
0 .  C i n l  l l  1, ,111 .,I ,.. ,I.. ,I I : .  . I  *no l . . I,, , * 

well." Colleen Starkloff suggested finding an agency to act 
ar an umbrella, then developing a resume and diihibuting 
lttoohusicianr. iaclal worker;, and otheroeoole wharni~ht 

and hopeand expecting." 
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Soxuallty 
Yvonne Du@ dircursedthe difficultieroipeaple who were 
disabledin Kndingoutanythingaboutrex. "Mymothertold 
me about the birds and beer at the usual time but told me 
not to bother because I wouldn't be able to do it anpay 
. . .That land of faire intormation can bun ur. We should 
make sure that disabled children have a reaily 
good factual reit education p r w m . "  

FDMllty 
In his prerentation on ferxliQ for spinal cord-injured per- 
sons. Dr Haistead recommended research on the imoair 
me., oi s n e n  prod,.n>n nnc on *a,< n'oprmlnnq ,+e , "1 I?""" I. ?#.a1 ,) <," ."' A'.  . i ,,"r,.,.rd i., "8. 

i l ~ e a .  1irbrn~8 J ,:ih.~## -iih. nm>~r..>i#c J . I J<~o#  i 

issues involved in manipulating nature in ways ihat impact 
on pwple's liver in veryiar-reaching and yetvery persona1 
ways." 

Tho lnd~p~ndenl Living Movement 
G I ,  L.,,nr , ~ I , 1 1 <  ill, oP.'n.I..o". 0, .hc **prTBl.L.i~i 
polo s ,nr \n7 1, r o  , m . ~ , , e , l . . r , d  .n 1 l @  .l<"rndrn, - .  
living movement. 

"The foreshadowingsof inde~ndent1iving;'rhesaid. 
"werein Cabiomia in 1953 when Los AngelesCounQ real- 
bed that its Rancho Lor Amlgm Hospital had 158 res- 
pirator-dependent polio runnvors unnec-tiiy occupying 
$37-a-day hmpiiai beds when they could be cared for at 
home for $lo* day 

"Coniequently, a hame~caie ry*em war re1 up. in of 
fen, the rvnem war 158 one-wrson self-diiectedinde~sn- 
dent living centers. Other polio centers amvnd the counhy 
copied this moneysaving plan and sent their patients 
home. man" of them with about $300 a month hom the 
March of Dimes to hire and haln their own attendants. 

'"This utopia lasted about six years until July 1959. 
when the ruccers of the vaccinescurtailed donationr to the 
March of Dimes. The centers were cioscd and home care 
fundingstopped. 

"Dr Leon Lewu. the medical director ofthe Res~im- 

"Thur in 1960 the& warpavedior the independent 
living movement started a decade later in thesame area by 
one of DL Lewis's ex-mtientr. EdRobem. 

;bled person;oiait ages ~ u i  iheir system of sewices might 
have stayed in California if there had not been dweioping 
rimuitanemrly a rpitit for human tightr exprerred in c o ~  
aiitionr af all hiper of dirabjiitier and in spectallred and 
generalized disabiliQ~ubiications." 

Phyllis Rubenfeid recalled that the American Coalltian 
of ClUzensdth Drabtlitierwar foundedin 1974 by a m u p  

rilr!~~ri(liirr~irld i i i i l r l lcol l~o~~,uonui~l~i i l l . io i i~i~,~~:~i l i~ 
oizdM<alinRaii Rrildri~, I'h D . Pmjert nn th? Hondjm~ped 
rnscience. Rnir#icnn A ~ r o c ~ o t i o n j o r i h e A d ~ o ~ ~ c e ~ ~ e ~ ~ t  oj 
science 



of disabled people who recqmhd that all people with dir- 
abilitiur murt work together to recure independence and 
~ i v i l  righb. The of the Rehabillbtion Act of 1973 by 
President Nixon and the demonrhatians in 1977 to imple- 
ment section 504 rverethe catalysb that strengthened "the 
movementtoreek full, civil, and humanrightrforallpeople 
withdirabil~tier." 

The histay of the independent living movement war 
told bu one of the faunden, Ed Robem. "One of the rea- 
sonr,''he said, "that the movement is becoming 50 power- 
tul and poUhcai today is that we started it to hdp ourselves 
become independent . . . In 1970. when John He~rler and 
Iitarted the first Center for Independent LivinginBerkeley, 
we never dreamed how far it would go. . . . From the  be^ 
glnnlng, we were wlJocal. Nowthe 23 centerrin California 
arefhe martlmpormnt politirainetworkin our stateandthe 
state a pumng up about $45'~ million for the renters' core 
money.. . . It all begins with a vey positive atlltude that 
says disabilily is not the mon important thing. . . motiua- 
tion is, the bellel in younelf . . . ff wecouidorgadze alldir- 
abled people and elderly and children and all who are d e  
valued, we could be one of the most powerful forces on 
eanh." 

The philosophy of the inde~ndent iiving movement 
war summarized by another of the movemenis leaden, 
Judy Heumann. "Thephiloraphy afthemovementis acivii 
rights movement." she raid, "a movement of hecdom for 
all people. . . . Weare workingtodoaway withthe past  his^ 
toy  ofdiscrimination adainrt disabled individualr. We murt 
empower ouneiver and all disabled pcople. . . W e  must 
make rum that there is no disabililv siauo thatwe consider .- . 
to be inferior h any other disabllily group. . . . The centen 
are vehicles toenabie people to becomehee. to provide  in^ 
nouative ommamr to enruiethat no one needs to belivinq . - 
in an instiI"tion," 

Jim DeJongdexribedtheimportanceof therecentde 
veloomant of the National Coalition of indenendant Livins 

Tru *.v~rr .  of i r movrrnrnf un. w ,  8~lv.l I y Ha, 
7,l <.a  nno im,97<lir 'TI > I. ll.,.,llilil '%,,..!,"'."a I. 

tne - r t , e  r.o.*r, ,n..i J , I  :,.,r<nsr a.,ta,o,.,< I , .  r ,, 
ri~hb.  . . .As it grows, we must watch out that there are 
enough peopleto develop within ranks to replace the lead- 
em. that we do not seil out and become bureaucratic, that 
we realize vocational rehabilitation ir a component of  in^ 
de~endcnt Uvinv and that we are not oiaeonholed and 

. . 
in baniers, in oppormnitiea . . . Wc sre political because 
we speak of the quality of Ufe . . . of economi~ priorities. 
. . . We areilolitical becauiethenrofessionr outthereare in 
cemin ways iighting over us and our turf, because in some 
stater we are sghting over who has control over the  per^ 

sonal care attendant because wemust beawareof thepedi 

IL~f~~S~lwnGoMsrnith. 
Engfond. "A unique inter- 
"o"o"ofconsnsatianoI0" 01 

admireir" 

herhusband, Ron,lmm 
New South Wales. A u ~ f f a .  
Rmjna an imn lung .t 

of i'iH,ng one dnenie grurtp agasnrr anot1ier . We are 
political because we muit organlie info s political cow 
stituzncy with votes to whom the government must ba 
rorponribieand accountable." 

Forum for Intematlonal Erchutghans 
Each speaker summarked the &hrr ofdisabledpenonr in 
hidherown counmi 

Ausfmiio. "The consumer movement raid Rasina 
Groire. "is in the embyonic state in Aurtralia.. . W h e n  
some of us went to tho Disabled Peoples' International 
Congress in Singapare we were inspired to make a total 
commirment to the new concept of independent living. 
. ..There will be much achieved in Australia in the nee 
few years." 

Canada, Manitoba. Therera Duchame described the 
problems she encountered when, after being horpitdked 
for manu vearr, she wished to m a m  and move into the 



Canada. Ontoria ''In t e r n  of indeoendent ilvinqcen~ 
te~."said ~"drey King;'Canada is not$radvanced& the 
United States but many a1 the problems are veviimilar: A 
lot 01 omfessionais are h-h-ans on the ohmse indewndent 
ouing, . .. There aren't enough dirabied peopie involved 
actively.. . . Whatthepmfwionalssaythhdisabledddddii 
btaiiy dillerent hom what disabled people say they need." 

El Saluadoi "The peopie live mostly with their 
families."r.id Eileen Girnn. "and they are taken care of by 
them. . . . Most of them live in vew bad conditions. Thev 
don't have any wheelchairs, 30 they havetostay at homein 
bed and they are conridered ar rickpeopie and not able to 
doa lob. . . . Rehabilitation renicer and education areonlv 
inthe capital City" 

Enginnd. "There are dilemmas." stated Selwyn 
Goldsmith. ''in both cultures. . . . in the United Stater it is 
about equal treatment and normalization: on our side. it is 
about special hoarmenr . . W e  have been shifting our 
olientationr in Britain.. . about pmgcamr of home re no^ 

vations and about assisting people to remain in their own 
homer where they can be supported "4th the services 
coming in from the outside mlher than the rewice being 
provided in-houre." 

Gemony. August Riiggeberg ananged an iniema- 
tiond independent living conference in Munich in 19R2 
a rerult, h ~ r  organiration, W, kplanningfoadaptAmerican 
concepts of independent livlng centers to Germany "We 
have learned du l i n~  this conference." he raid. "the imnor- 
tance of tnlematianai exchange of experience and people. 
. . . We in Germany are well prepared to receive disabled 
aeo~ie and we arevem much interested in rendnqdrabled . . 
people LO other countoer to learn what independent i~ving 
means around the world." 

India. "The mavemenf of rehabiUtation started about 
30 years ago." stated Mrs. Chaukar "and i t  is gaining 
mamenmm but the efforts are eancenhated only in the 
large =,ties and have not reached the rural anas. The in te i  
national Year d h a  Disabled awakened tho intemt of the 
government in the weifareof dirabledpeople." 

Japon. "Sihlaiioni are difierent in each ban coun"y 
but most r6U hawe a large 1amiiy system." WdY"kk0 Oka. 
''This yea, Judy Heumann had seminars in the flue largest 
cities in Jam" so we areinformed about the Amencan cen- 
ters and the concept is ideal. However I think we shouid 
reekan Aria" m e o f  independent living." 

Mooco. Mrs. Eileen Van Albert the doyenne of dic 
abled persons in Mexico. has lived there for 21 years. She 
has watched the ebb and Oow of disabled persons moving 
to Mexico because of the chea~ attendan&, then IeaMnq 
when c a t s  wereinflated. 

South Alnco. "We don't have any govemmenthmd- 
ins.- sad Kathy Jagoe, ,'so peopie tend to go it alone. We 
are having our first Congrerr of Dlrabled People in Sep~ 
tember this year it will be the fir* time ail disabled people 
af all racer d get together and ria* talking about issues 
ihatafiedallof us." 



Sueden. Adnif Rabh dircu-d the mao between the 

sociaUy irolated.. . M a r t  of the leaderr of the disabled 
movement in Sweden are nondirablad. . . . Too much re- 
rearch is camed out on issuer relevant to  us without  con^ 

rumer contml.. . . I am appalled at all tho begging and aU 
this gratehlnes to the March of Dimes and similar organiL 
wtionr because you happen to get a respirator . . . 1 am 
s"m.isedthat"obdy at Vli5conference haspropored a rer~ 
oiution that what you need is national health insurance." 

Polio Clinics and Support Groups 

One offhe most important mandater of the St. Louis con Mew'r Medcal Center 450 Stanyan Svee Sari ~ ~ ~ ~ ~ i ~ ~ ,  
ferencewar toset up ioral rupportgfoupsand to make the California 94117. Once-a-month wl io siinic Suppon gmup 
general public and piderrionai communiv aware 01 through Renah Shndder 350 Mmon. Apruneni 101. oakland, 
Some of the *=$strants started ruppon group after they Ca"fom'aq4610. 

returned home. Some of the meacr l  perronnel, who had CALIFORNIA - LOS ANGELES. Rlchard Dagget~ Reddent. 
started polio cllniur. augmented them ~ i t h  supponpupr. POI" Suwluom i\riaiation. 12720 La Reina Auenuo, Downex 

,hem be and for Cal~fomia 90242. Well-eisbl?rhed organiiation. Wnie for  dues 

other ~o l io ruMvars  in  thesumounBngarea. and m~et ing~nlormat i~~.  

international ~ ~ t w ~ ~ l t i , , ~  ~ ~ ~ t i o ~ t ~ ,  4502 C ~ O R N h - i D S  ANGEES. RanchoLor Amigos Hm~lral. 
St Misroun 63108 ,31e361- 7601 Earl ImpenaiHlghwa~ Dowsy, &IlfornLj90242 Rancho 

will thedeatinghouscofin on has malnhined a pollo dink dnce tha l95O'r. The Pulmonary 
Ciinic, directed by D. h i n  Rahor, M.D.. meek rverg Monday 

national, and international support groups and clinics. If between and a ii 

you know of any w u p S  or clini- b w  "mated. pleas= ad- ,.ilabie for telephone conlv~btion. PONO C I , ~ ~ ~ ,  directed by 
vise so the information can be shared in  the next (sue  of ~ ~ c ~ u ~ i $ ~ ~  pew MD., mppiseveryoth~week. 
Rehobilitation Gmeneand through the network. CALIFORNIA - FRESNO. Norma Dawydn. a931 Ear, Plan 

Avenue. F~erno. California 93727. 
ARKANSAS. D8lbenO. Le~r.Rehab~~.anSeMc", Arkanra. CONNECT[C "T EltsnorThompron, BarlrrhiroRoad, 
Depurmpnt of Human S ~ M C ~ .  1401 B r o o k w ~ d  Dd~e. PO. S,ndyHmk,C onnec ticU,064822 
B ~ X  3781, Lime ~ ~ k ~ ~ -  72203. 

OISTRICT OF COLLIMBM. Bob Gonu. Edtor Disabled USA. 
- SAN -C'SCO AREA Stcniey K Yamail.  he ~mide~t. rcnmmince an ~mpioyment~ f  thc M.D.. Depamnrnf o i  Phyr id  Medicine and Rehabliwon. S t  



1111 20th Street, N W. Rmm 600. Wwhington. D.C. 2W36 CANADA-ONTARIO. Audrey J. Klng, M A .  Oniano Ctiwled 
Reqular monthly meeting$ thmugh local independent living Children's Centre. 35ORumwvRoad. Toronto. M4G 148. 
sonbr CANADA-ALBERTA Nell E. E m .  M D.. ERCP.. Medic4 
GEORGIA Ann A. Ba i l~y  MU., Roos-It Warm 4cLngr lnati- Dirartor Rerpiratoiy Home Care Prcsarn. Aberhari Horpjfal, 
Lute for R~habilitation. PO. Box 1000. Warm Spnngr. GeoMa Univnrihi Hq l ta l .  Edmonhn. Albda T6G 213. Ona~d-y 
31830. Clinic. seminar 
KANSAS. Alice h r y  BlodgeR Kanrar Eartar Spa1 Sodefy. 3701 CANADA-MAMlOBA. Jospph Kaukd. PhD.  Depahento! 
PI-Drive. Topka. Klmsas66M)9. Smld and Pieuentiue Medicme. UniviriihjofManlbba Farulhjo! 
MICHIGAN-ANNARBOR. FledenckM Maynard, MU., Phyi Madicine. 750Bimnahma. Winnipeg,Manitoba R3MOT5. 
irai Medidne and Rehabilltalion. Universty o! Michigan Horpihl. 
Box 33. 1403 E. Ann Sheet. Ann Arbor Michigan 48109. PorC 
polio evaluation oronam at the M".riib, Hapitai, allied with 
supportgroup at lam1 independent IiMng center 
MICHIGAN - TRAVERSE CllY Grace Joppich. R.N.. 720 E. 
Orchard hive.  TraverreCiQ, Michigan 49m4 Lecturedon po5o 
to nurring 3,"dentr and ananged enenrve pubiicihj about i"P~ 
Ponmo"P 

R 
MISSOURI-ST LOUIS. G ~ z . ~ .  i n i e m a r o n a l ~ e w r ~ n g ~ n a ~  
tua. 4502 MwIandAvenue.St Lour. Miraun 63108. 
NEBRASKA - OMAHA Temnce M. Connelly, 402 Eauerly 
Dnvo. Omaha. Nebraska 68114. 

. .. 
ral omferrion and oollo ruwivorr. to d~ueloo a dmmina  o m  . -. - .  
mmandal i r tufohva~ms. 
NEW YORK - NEW YORK. August8 Alba. M.D.. Goldwater 
Memotid Hospital. Franklin D. Roorevell Island, New York. NY 
IW4l one~day r.spira,oiy and genem1 wclu.tion. Phone 212~ 
750~6777 beueen 3 ~ 5  p m.. exceptTueiday 
OHIO - DAYTON. Connie and Gregg Johnson. 5301 Rexlord 
Dnue. Davion. Ohio 45432. 
UFAH AA. Barton. MU.. 465 Bringhunt Clrclls. Prouldencs. 
Utah 84332 or Mn. Robem !vow 270 West3900 South. Nlbloy 
Utah 84321. 
WISCONSIN - MADISON. M c i a  A. Giarp. R.N.. Rehabilita~ 
6on Clinic. Uduerny o l  Wixonein Hospital and Clinic;. 600 
Highland Avanuc. Madison. Wisconsin 53792. Monthly Polio 
Clinic in ihe Rehahililaaon Center and iuppon gmug lhmugh 
laa l  indepsndent livlng renbr In first year, 25 palio ruMuorr 
evduated. Stafl: ~rwhiaoirL nurrerliniclan, regrteradrerpiratonj 
thma@rt. and physical lheraplst. Evaluationproroduras. xoliaris 
and chpil xrayi, mure1s Lerting, mobilify .valuation, joint con- 
hadun maarurrment, pulmonsiy iunchon shldier including a r  
ienal blood s r l i  and rpiromeeg equipment evaluafion, and 
innuenra and pneumonin u.ron.tion. Flndingr and rrcomm."~ 
dationr are discused and included in wdlten rummw repon. 
Followuo aoooinmienir scheduled as needed. uruallv on out- 

po1ioexpenencrr. 
CANADA-ONTARIO. M.G.P. Cameron, M.D., F.R.C.P.. Uni- 
verrify Hmpital. 339 Windemam. London, Ontano N6A 5A5 
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Poliovirus and Immunization 
By Mon'ieeM. Thome 

Paralytic poliomyelitis. which once snacked more than For unknown reasons. pemnr over eighteen years of 
10.000 penon$ per yearin the United Stater, has been v i r  age are more susceptibir to uaccine~induced poiiomyelitis. 
ballv eliminatad in this counbv since the development of Parenk who have never been immunired or have been 
succ~siful vaccine and immun;ation methods.  he diseare 
has been tormallpox, which also affects only hu- 
mans. m d  har apprrently been eradicakd around the 
world; thiriraworthy goal for polio, butthurfarunobtained. 

Porn is iiansminod only hom human to humm. 
ihrougl, the shedding of the v i m  from the aJmentay *act 
of tho affected indiddual. Unlike smaiipox. which is an 
illne;-r whore victims are always readily identifiable, large 
numbenof oeisonsare ~x~oredto~oliovimserandemeri- 

. . 
tian. crowdad living conditions and low standardr of pe r  
sonal hygiene. In ceriain hopical and rubhopical areas. 
pamiytic poliomyelitis is still a problem of endewc propor- 
tions. The Wodd Health organization Expandad Program 
on Immunization, which began in 1974, har ar one of its 
goals the immunktian of all the children in the worid 
againrtrixdiraees. inciudingpaliomyelitir, by 1990. Cuba, 
puerto Rico. and some Central and south American na- 
tian. have already ruccesfuiiv overcome the direare 
through huge, weli-ownlzed immunktion pogramr. 
showingthat such hiurnphr arepmrible. 

There are two types of polio vaccine currentiy in use. 
both"~ualent."orcontaining thhhepoiiivirue Oraipolio 
vacdne IOPVI, which came into use in 1961. and inacti~ 
vated or '"killed" vacdne (PV]. given by injection. OPV 
also may be referred to as "Sabin" vacnne, and IPV as 
"Salk."afferthzirdwelopen. 

OPV has revem1 advantaeer: beins @"en orallu it i r  

only piudally immunized. and who have young children 
scheduledfo receive OPV should, accordingtomost mediL 
cal enperir, receive a full coune of IPV ar a precautionay 
measure. This ir olra m e  for penanr planning lo tmvel to 
anirreawhnepolioirstiiia problem. Any penonivlth a d e ~  
ficiency of the immune rystem. either genetic or d i u g ~ i n ~  
duced, as in cancer chemotherapy, should never be given 
live mcdne, norrhauidanyane who is pregnant 

The latest ~o i icv  for immunization wain* paraimc ~. 
poliomyelitis forthore iwiding inthir county is: 
1. m m u y  immunimtion of infant.: 3 doses of OW. 

at age 2 months, 4 months and eighteen months. 
approximately. 

2. Primuy Immunizetion of older children and adoler- 
rentr: 2 doses of OPV at 8-week intervals, fallowed by 
a third dose 6 ~ 1 2  months later 

On entenng schooi, another ringie dore af wscine is con- 
sidered desirable ar "insurance;' ta provide complete im- 
munlty According to the Amencan Academy of Pediahncs. 
anyone who has not received a fuii coure of oral vaccine 
may rtiU berurceptibletoonearmare paliovimstyoer, and 
ihouid receive OPV to complete the schedule even if IPV 
has been received provionourly 

a is dimcult t., find figure;- far immuni2ation 
levels among the adult popuiation. Those who received 
OPV ma" still be well l?rotected. However one author esti~ 
mates th$i 35 to 40; of US.  adults over 35 years of age 
have either "lapsed" immuniky or have never acquired im- 
munihl. Surveys or interviewi which rely on an-' memoy 
are not useful, as most individuals can recall only vaguely 
their "childhood shot.," Since vaccination for polio is now 
a prerequi8te for school admiMan in ail lifiy slate;-. It ir not 
sumrising that a survey in 1978 showed that 92% of chil- 
dren entering school had received three or more doses of 
vaccine. which is mmd news. With the continued rerearch 

. -  - 
i m m u n i ~  to any so~called "ivlld" poliovirure~ to which the 
individual might be exposed It is also hoiiwed to glve 
quicker protection and much more lasting protection than 
IPV However rince it is a live vaccine. use of OPV cmlnier 
with it the small but uey  real risk of actually inducing 
poiiomyeltiiin thosenceivingit, orinnon-immunizedcon~ 
tack of the vaccinee. in the p s t  ten years, figurer for vac- 
cine-associated carer d pardytc poho haw auerawd 
about seven per year in spite of this "k. such medical 
groups as the American Academy of Pediahncs have 
studied the problem carefully and continue to recommend 
use of O W  in infana and those under sighteon. 

- .  ~. , 
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25th Anniuersary Feature 

25 Years of Experiences as  Polio Survivors 
Canada 

Edited by Gin1 Lau~ie 

This rpsciai feal"re resulted hom our request for  then^ Pemrsan. .dginally a large hrberculmir facility, is an ox- 

And-Now" stories and photo. of Gmtte readen over tended care facility for the elderly with sir wards. Peamon 
the last 25 years to dispiay in scrapbooks at the Si. Louis Polio Unit was built on the extennue grounds of the 1B 
conference. hospital by the BdLh Columbia government in 1955 for 

There photo-stork were excepted from the wrap heatmeniand long-term care ofwliosundvon. (in 1953in 
books to give Gmenen readeo ~ h o  did not come to the B.C. there were 787 cases of polio and 26 death$,] Origl- 
canferenca glimpses into the lives of many fascinating ind i  "ally, the polio unit war b o  wings totalling 55 beds. Now 
vldualr. They are ammations that revereiy disabled thererpimtoy unttisoneL-shapedwing, aihree~bedward 
individuair -inciudingthore who are quadnpizgand re- and two single rooms. There are 24 residents - 14 ''old.i 
sptmfor-dependent-can live luii and productiveliver. palias and 10 muscular dysaphy and high-lesion quads. 

They are "case histories" of 25 to 30 years of experi The other original wing 1s used for therapeutic day care to 
ences with vadow type of rerpiratorr. 01 returning to help keep people living at home. The per diem cmt in the 
respiraion yean after initial weanins and of the impor- respintoy unltforfiscalyear 1982183wsr $275.40.Thore 
lance of anendants, families, and idends in maintaining who can afford it cay $7.50 a d a ~  the r e d  is paid by the 
independence. govemmenfi medical plan. AU the rerpiratov equipment 

The biographies of present and former reriden* of is provided, ar well as electric wheelchairs, cushions, etc. 

Peamon PulioPavllion, 700 West57th Avenue, Vancouver, Each person has a bed, bedside table, and other cup- 
Btibh Columbia. are especially interesting. They were e n  boardspace and aiocker for clothes. Mi havetheir own N. 
thu~est i~ l ly  gathered by ~ o y ~ y n n  ~jellbabl. stereo, and tape decks. Some have envlmnmentai conhol 

"nib Therema portable pay phoneor one may haves P". 
"ate phone. 
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A dodorviriiieveryweehday and on weekends  some^ ' one is on ~ I I .  Specialirkare providedasnecwawand eye 
and dental care aro available. The unit is not eouimed to . .. 
handleacutecare. Anyonewhoisgravely liiii hansfemsd to 
me inensive care unit 01 the hospital 
enough to return. 

The unit ir on the ground Boor with access to a large 
private patio. There ir a ham radio room and a darkroom. 
The harrribl owns a biq bur eiluiooed for rerokaton and . . .  
there are weeWy bus 6 s .  There is a large recreation prh 
gramand palties Sixr~r idenkowntheir  ownvan.. Thec iu  
has a disabled hanrit semce at a cod o f 5 1  onewav toan" , , 
place in the ciu 

WLhin the lad  decade an ahendant care program and 
small mow homer were initiated. The Lono Term Care . . 
i+ .<,,.,.,, ,:lack. "<, ,.c .a ,< ., <,I ,#,S,,L, ": ,t,, I P,,"",.< 
' . ,  8 ,  . . I L  . I.,. ,, m,n,r i >e , r,... 
".*<. .-c 'r ln"* L..IIIII,..I.'"l :. ~I..II~P,I.:I,,I...:R. 

~ .. . . 
source center directed by Les Watson, a former Pearson 
resident. provides placement in  g o u p  homes where three 

JOY LYNN KJELLBOTN 
Ad rrv#ewer (Respiraloy polio quad since 1953 at as- i l l  0 
"Although modam fechnolw hargvw ulanimpiovPdquanULy 
aluie, wemurtrmveioiunhrrincrearefhequality m m a h ~ t h e ~ f .  
ionworthwhi~e."~oa~nrer!denkhom 1955to1956and 197310 
the present "I war hame far 17 yes=, moving back lo Pearno" 
when my paren* retired. . Being the second older, ofrlx ihii~ 
,.I " " , " , ,  " .. (,.. I., - lh1111'  ^ . I , , .  It,, P" il.~ll,ll,tlI I... .I . . I  

I,, I. 1.1 . .,, ,.~.,,_. , "  : / v ,  ,,,.,. .,,, 8 ,  : v  ,,,, ., 
~ ~ 

vearrrtudyI"s.~hyco~~sp~"ddddd iuar".yani",incommu- 
nily work, clubs, and church. . . . A k r  U o  months in the lung, I 
learned erlerpoutfuli-time. Although my vlbicapicibislimited, 
I manags to get by ivithout a breathing aid by maWng sure I gel 
adequate rest My ahilia io fmg breathe has liiaraliy 'saved' me 
many timer with colds and wen an anark of pneumonia. My 
higgerf problem is lack ofrbmina.. . M y  hobbies includn r e d  
ing, ""llngpoeby~"S"'I, play"9thepiano. anddabbllngmLhe 
itnrhmarkot:' 

ROY CURLE 
Ad rwlewer and knitter iR~p i ra toy  paiiorince 1960 at age371 0 
''It hurhafoi me lome rhong. able-bodied people abuse tha  won^ 

deriulglftoia hadthy body "Pranon reridenirinro 1970. "iwar 
home inth myfam~iyof five childienaftar two yeanin haapibi At 
Arri I uredthe lung at nlghl then I rtaried using poiltivrprerrsure 
pd*Mms d u n g  the day h rest, giaduaUy liilng it iulltlme. . . . I 
enjoy music. m i d y  western. wrestling and other rpow on TV 
andgoing out in my ownvan- 

to four reriden* paoi finances and anendant hours. The 
reside* are responsible for ~ n n i n g  the homos. The 
H R  C. pays for the anendant Reridenk w y  30% of their 
incomewith a reniai subrid" mahinsur,the difference. The 

. . 
comrnuniu with ruppornve care semer. The project has 
continued and now maintains nearly 300 respiratordepen- 
dent personsof all d i rab i l l t i ~ ln  their homeithroughout the 
United Kingdom. The program provides anendan*, mnsa 
home rerpimtor mdntenance s e w e ,  andschedules home 
visit;- b y  a docto< nurre, or social warher when necesrq. 



M W .  " T W  PIRBHAI - 
Social w r k m  1Puiia quad since 1954 at an8 anel  "We do "01 
hnouiuit what of U ~ ~ I  ron~rontcd with h e  ntua- 
tion When puttothe test ihcdepthi "lour own ierourcpiulneri 
are vuly amalms." Addmii: 3410 -West Third Avenue.  van^ 
souvq B.C. V6R 1L5 ''lwas bominKam~ala, Uganda. . . ' h e  
family moved lo Canada in 1972 when ldi Amin war in power 
I war admined to Paanon.. . . I graduated from unluemlty 
withaBA and woharasocialworhrrafPcanon. Ihsvelivedin 
a group home nnrp 1974 1 keep involved m ommuni* work,'' 

.RVII.I.F k l c l l ~ l l r t  *> 
M rev#rwrl alli! A\,url ldlsi~~!atl IRrlpirdl~ry pol80 gllnri rncz 
1955nf age 13i"Iniiead oiumngih~nl<ingnbouiwhatyou llketo 
do-mlitlratall poriible-makritl>apprn. llone avonuerlor~r 
-man  .nothe~."~t~earsonancc 195b:'l ureihelunu lurileeo- . . 
ins, Ihechenrerplialorwh111011 lhebedandUiepneumobeltwhila 
rihngup. lamvrvprolrr i~~t inhh~hrhhthi i~ . . . lamco~own~ i  
ola 1981 Chevyvan. Irpenlaone-month~ummecvaca00nddd 
Cillifomio way in 1981 and want norih and earl  in Canada. I 
rnpi~dapl"uood1unglrawintheGozeue lclnyit inatra>lerhe~ 
hind thawan snd uw it lorsleepins. Pis powered by he  motoilor 
the cheri reroiiator . . . I dabble in the stock mnrket. Also. I veni 
murhenjoy gamblingandgotothetrarharollen~porrible. Din- 
ingout, movi=, conco*arealio~ar,almy mi3 w.nc.- 

K E I E  "KELLY GREEN 
lndurbial leather mnhcfor. 1Rerpiratov palb ~lnce 1952 at a- 
34 Mih full use ol  1~41 and lrmited use of arms1 "Nwer besuch 

BRIAN FITZGERAI~II 0 

Licmnred ham radiv <>perator lRerpirafory polio qitnd r i n r ~  1g60 
at age 27.1 "I belie"? lhaivhen a person hecam= diabled, he 
loser r~lllronffdente and should be encouraged, even pulhed 
into same ruimhli naininli" Poanon retident i n c e  1960. "I war 

chair by mouth asball as NP furn pager, etc. I am on the radio 
mar, evenings and have mat many people Lhmugh thlr hobby 
I ="joy vanour oufingr, theate, concerti, uriting and, a l  
rourra. my lourgrandchildren." 



JUNE MEWHORT ' IRepimiow palio quad dnce 1953 ar age 23.) At Pearson since 
1960. "By belngdirabled wedo mirsouion many things. Yet the 
Wndneu and rnnsld~ration that we receive hamnthersmmnen- . 
>dll.*#.. . "l. m ,  m..a..,+ A',.nr..<,,, .., ..,.. .n.r .>  
m , .  . I , , . . , , , " , ,  , , $ 3  

18. J < #  J I  . , , . I ,  IL.,P..T .~V. . , .~ , I  i , r  . I * ~ , ~ , ~  I ,  

. " 3 .  I " '  l " , I r . ,  I, ,,.,,, .".. 

SYBIL I IALLRIIA> e 
Anlit lReip8ratoly pollo qudd amr. 19Watage 16.1 "Freeatlast 
from lli i l l tUil"l ldl life - a dream come me.', Addmr: 9374 
Ashwell Road. Chilliwach. B C VZP3Wl.AtPearronhom 1961 
to 19x0 "In 1979 a inend. Mane, and I took a tour of 
raven US. irate*. Irleptin myreclinerwh~elchairandw~ra~th~ 

.. . 
i n s .  . . I heamly reromm~nd to anyone remotely conildcnngit. 
to p l l o n h  <he eHo*toliuaindependenUy" 

Artist and r ~ u ~ r i r i r  lRrip~laOn;pulloclirad 58t1ce 1155alays 16.1 
"It >&"#?a1 to hlvrongoliigandvllrlrd intzrrit~Ihalriln brcvntinu~ 
ally expanded ' A t  Prarion nnee 1055 except lox Vavrland holl~ 
days at home . . "I use the lung lor ileeplng and pnrinve p i e s  
rure when I eve1 or go home. i'm planningb sulcch lo pormvo 
'ompleialy . . I "re a muufhdck for turning pager and wnting 
and naintino, . . . 1 am uow lonunate to have a rio=~knlt famiiv 
and iheir I ~ ~ s ~ w ~ ~ . ' '  



AI.IlI<I.Y SLiTLCIi . . 
I.., "^.,., -,or,,mc.n, b,,*,.'., ,ill".l... , i-r,,r.l..: .I 

. " . I , " , ; . l  I,,, ";air: I ' I  , ' . .  I". . r  " .  . .  . 
be as contented and hamy vithout the help of my husband, my 
(amily, my mend% tho prafeuional people, and fsifh." Addrerr: 
12840KingGeorgeHghway Suney B.C. V3T259. "Sixmonths 
a k r  onset I war uringthemcinng bed a< night and backalwork 
. . . I war manied in 1968. I do the bookksapingand sales of our 
bunnms. . . . Wo have a porebleral4ngbedtha+is only two lest 
unde.. . . Ido  handwork-nah~n~andddddldddff ."  

L t S  LijATSON 0 

Dllrcta, Handlilppid Kriol,rco center lR~rliirnfnly pol," quad 
,952 atngr 4 )-wenre notllera ioralangnmc, ro 

I am to that it is a good hmc " Address 4678 
MainSlreet. Vsnco~ivoi B.C. "I came baiktoil?e horpiml in lqE.5 
because my br~athinsivaidetonornting. In 1975my hach war re- 
placed and I now use positive preiiure for sleeping and manags 
" ~ t h ~ ~ t ~ i d ~ l l d ~ ~ . . .  Ourcenferman~ges23adultgrou~home 
and ma~ntslnr infomation I P M C ~  . . I n  1978 1 moved into a 
group homo.Thir year my mend mdlpuzhareda house. I have 
a van equioped with a hoist. . . . My social l i e  ir vev h i 1  I am In 
mmanhip in a mupie of race homer. I alro indulge in the bodiG 
tional wineandwomen w d  have a greatmany mends whoenjoy 
golngout " 

B R W  CRUIKSHANK 
Caw rbldsnL (Repratovpolio quad since 1953 slap 8.1 "The 
-anent. of oneis phydcal rendition is m ~ t c h d  only by the 
renlienw of the human saai i ryhr  ~ w o n d n g  fo advarriy and 

sucamag.. . . l m  aLo v w  adeptvith amoulhrtick . . I c o m ~  
plated high vhool through ronespondance, obWained my 

iado ircmce. worked for the Depalunant 01 consumer 
sewiier. and .nrailedin u n w n i y  in 1975. . . . outing theyears 
1975~1980, 1 adendsd a laa l  rommunib college palttime and 
continued h work pan4me. I also bvallad axtsnrively, going to 
Winniwgin 1974. Barbadasin 1976, HawaiiandEuropein 1977 
For il>me Mpr I LookaBantam repIrator for ileaping. . . In thc 
fall of 1980 Iiumacceptmd by theFsculRiofLawatihoUnive~Y 
of Bliuih Columhh and am novl "Athi" a few ""lb of my law 

. , .  
an initibhon lira m . .  an inrtitubon lritaylngallve 
- iliin't1,ving:'Addr~ss: Simon" Sound, B.C. "lwaraf Pearion 
horn 1955 1976when I l~ f t i oge i~amed.  Whl l~alPedi~onI  
painledand yped by mouth I deignedand had rnnd~awriribIm 
rackng bed I also created an drchlr earel and a ielLleeder A1 
home, I deigned aliftfmgWnghom bed to char I u x a  remots 
mnrml to operate hi hghis, radio. *e"dtei "Ah ODtionr up to 
16 appirancor. My vrife and 1 workon a health line bvdness from 

home. I'm rW1 selling my pm6ngi. . . . AHer 20 yeair of in- 
rutution, itiakesquiaawhile to bemm~*ongafrpinria handle 
""y *"e"liluatian." 



Thirty-Year Polio Survivor 
by  R.B. (Bob) Gordon 

Sincepolio hitmein 1953. attheageo119. myUfe harbeen 
divided into three distinct phases. Bob Gordon. "I" noiimern 

Thefiritphasecovered ahoutfouryearroi hovltaliza- 
Son at Peason, and involved learning how to shed the 

pmrent.. . . Porenlinghor 
bee" o richly re,"m,djns 

respirator, increase my wheelchair hounand ovemilendur- Wenenre." 
ance, and accept my phyilcal resbictionr pychoiogcally. 

The second phase, which lasted approdmatelv twelve * ~ .  
yean. was marked by my Brit oppormib, to work and 

). , f  ,,z achieve economic succerr. b" dnvlno lessons and the  our^ 

of same good Mends. The npament manager relocated 
theMtchendode. andileamad howtocaokabttle. Healso ' 
penuadeda neighbor hhadeparkingrtallrwith mesothat 
I ou ld  park darer to the door Some of my neighbon also 
helped with the shopping. Forthe lint time in my life. I felt 
h e e  free hom the remmonr of living according toother 
pooplP"3ru1es. 

1 soon learned. houeve~ that freedm go- hand in 
hand with responsibility. for one year later I manled a  fun^ 
loving girl, and soon we were on our way tonartlnga lam 
ily. (Ym not paraiyzedall over I Our daughter Kari was bom 
in 1971. We bought a modest home in the suburhr on a 
one-acrelot, and wore bierred with friendly neighbors. 

The double load of home ownenhm and familv ruo~  . . 
port led me to put much more elfon into my jab: I worked 
ionner hours, and tuok home exha ppework. Naturally, 
thir dmrtically curtailed our racial life, and my wife, who 
had always heen a career gid. became drenchanted with 
our domerbc scene. Unforhmat~l~ our relationship sub 
fered, andourmamage war roon ,,"the rocks. 

In no time at all, I found myself pan of that rapidly 
graving group h o w n  as "single wenti." This, undoubt~ 
edlu war the hiwest challense that I have ever faced. O b ~  

have maneuvered my wajthrough ten yean of child r&r- 
ing with a dozen or more housekeepen - some great. 
some not so gnat, all with problems, and most of them 
shoii-stayerr. Obviourl~ I worry about what kind of eHect 
thir environment is going to have on my daughter Only 
time will tell. 

I k. I. tnlrk tr  ,,c 1 rave 3 t,? 4rx.I 16. ,,s.r#rl p el.. 
Knt I . I  ~ l r e l u  n, cs, r !on,+i,.,rr 8nu.1 11 n.p :?ac,l., 
1 .f '"8 .'' ,i'"..'.~k'c.:*.r ,,.nll>,.r >n.. " .a .  '"8, ..I 

goad ili.exngr in scltnot and ahe'eactivein ice~rkating. hal- 
let, ~ymnasltcr. and tia~npolining. While rhe'r still at the 
carefree stage of ihfe, she is  probably quite a mica1 "only 
child." 

Fomrnately for me. my mother is still around (at the 
ageof83l. andshe has been invaluablein helping me bring 
up Kari Although parenting has provided me with my fair 
shareofma~r~ndmbu~ationr, it herbeen arich~yie~arding 
experience I would recommend everyone to eg it i f  at all 
pmble. Picture a baby not much bigger than your hand. 
abiolutely, totally dependentupon you. Then imaginewhat 
it is like Lo see this infant develop physically; intellecfudly. 
and emationally. lt'samiracle. 

Life has became easier for meas my employmenthaa 
advanced and my pay has increased. Intarled work as an 
ertimatarforareingerafionand nu-con~moningconhdor 
Then Iwarpramotedtomlerengneer nlisraised myeam~ 
tngr ioa salayand commirsions basis. Ifound the commis- 
sions a oreat motivator and henelitled rubitantiailv from 
them. ~ f ; e r  a while, thebriginal owners ofthc flm rAld out 



totheemployee: Iwarabletopurchareamajorsharehold- Currentlg we are enlardngthe house. and remodeling 
in4in theneucom~anvand, inthenrocerr. became oneof to ~rouidesreaterwheelchair heedom, more rpaceforKan . . 
t5 d...c,und,,d "+.re., Tr* r"llpdl1. ,,.I> :. .I. >"lO)id aor net !nu,r,, * lll"",l . ., u *,"I ,p, <,?I I:c.,uo.r 

<o"<drmh.r innut". .sod 8 ,  ,no* 'i< I,, I.,' i m .  I ' ..I!.. Sam,,< bI 3 ,  .' rn\.*pair "ma .o.Yo,..n :om, ;rrdr'l,n, d 
d,,i,\ n Wlllem ('aonca 1.". we a,. rrcnnn., 1 m r .  pa.* *.I' urr."- n r pan<. 

C,un *t,sgmrvnv ni~rlnscirar~nn!ra!ino~!nhri l~e~~ nr.rf.~ls e m ,  rer .ro,k, i#.oi :d d8.d j r rvr  ( a n d y  r. 
more r.in..~c:ac.~r, by pi.oylc wvr, pL , ~ ~ , l  ru,rr# ton< 11 .hrxI. cr..,, ?( .  ~ . \ L V ? ,  . A t  .!I ~ . , e z > l  ! , < ~ d : ~ ~ , " # , .  

yl,l mn <i a ;, i r ~  unr. J . ~  a !<Izp?:.w t ~ n l  yagc r a o l ~ d n ~ + r n ! . . ~ r r . \ ~  R.\ #e.r\ r ka.rcn'r ncd~r8rli con 
.mer>\,8. :nn Cam $0 hean @:lmntor t.$t,nail-r, loi:.dJd rind I rn <;it#ii#..n a ., l l ir  ron i .  rtr ,' l c . 1 8 ~  n good 
~ n n i r ~ u . ~  u t n r r  .O ..dm. C A  tur~,c  b ..: .Boa "*:.I. mca. a:)" z ~'3;sofu1ne 
s:ar(  AT^^,, m . . h ~ d 3 ~ , ~ > -  ,,cd he. ,mr. ~~8~ ilmar A T ,  i r  Ub l i d r . r  ih:.c.r: 7u.g YV pl~.d#~ni.rn !>IId.thr 
rynemr installed. Any fechnicalh~ainingo~tTadddd~tienc~ moment, but if I'm ailowed tocantike. there aiertill lhings 
will of course help. Themrkcan be donein your home. ar to accompiirh. Maybe then 1 can take time to w hydro- 
the plans and rpecrcan be brought to you. or at theoiiice. ponicr. sketching, photography. murk and reading. 
On-fhelob~ainingis hesfif youcan find ihenghtemployei Address: R.B. (Bob1 Gordon, 12562-ZZndAvenue, 

Surrey, Bntish ColumbiaV4A 287 Canada. 

Hanging Onto The Coattails of Science 

we could walk. If they have the achlatorr and rerva~ 
mechanism ta walk a LEM on the moon, they also have 
the hardware to walk (and climb snd sit) a quadriplesic on 
earth by automating braces and crutches, for example. But 
ihagap betweenwhat15 porrible andwhatis likely will con^ 
tinuo. for many reasons (some of which we can. perhaps, 
change). 
lCior+ hmr .mv rmk ,  ! r r r o f ~ d ? n r n o '  We ,:all: turl>b$ 
.,C,*&, \ ",,<?5b%,>a,m,+h.. S.,",, ,C,T,. ,,,A,,.,,:,.,, -.- xr2t .h  I, rrn inw.1 I'twx~k PIC 4' ICA!<~O r>al~(. I d t1.I . I 
have to put up with miserable tucked-In hedciolher. Now, I 
deep camfortabll( my way, with a fimiy anchored bonom 
sheet and a small lioht-wol~ht throw that's ~ a s v  to handle. - - 
 he disobfed. bu and iome have been auen iinfe know1 . . - .  
edge ojsclence ond fechnolom and have been so litile  en^ 

couraged in inventing, that they cannot design for them- 
selves noiouide thore whocauld. The rameir often rmeaf - 
rehabilitanon centen. Even In one's own town, there are 
crabmen and erpertr ranging trom telephone technicians 
to model plane clubs IexpeN In remote conh-alrl whose 
helpis lost because nelther thedisabled northoir rehabilita- 
tion centen see the porrlbllitie~. 
Scientists and technologists hove trouble piducng oour reol 
needs in padicai (and cheap1 terms, as they also do with 
those of the Thiid World. Thw are as brainwashed by the 
erotelic as we are by tho conventional. 
Manvlochrren anddilt!ibutom. Not only are we a verynny 
market (haw many bicycleiand motorcycles to one wheel- 
chain) but forpramo5onalandraler andreMce pu-er. 

mannfactnxr~~ need moduce so mmollcaied that the" 
lhave exciuiive nghts 

We, on the other hand, need equipment so rimpllfied 
that it can be made from cheap. readily available park and 
serviced by local repaimen, fa mil^ friends, neighbon lor 

whot's fa do obour it? Perhaps a lot more of what many 
readers aredoing tightnow: . Whenever we see a pradud that's clearly not user- 

onenied (like most reclining backs and adiustabie foot 
boards): or equipment that could have "sod standard 
oam but didn't we can ~ratertto manufamrren. 
u.. r,n c r p  ,.,ST #,!I Ii s< u . r l . , v  .I,... . > I t  3 ,n.~lc Jr.. 

CIq" la 1 .<,I at ,.a, 8.. rorn " 1, per &#>: lhm#.ci 3,. >a"< (1 
I , , .  I , ,  , I  l," n 1.18 11,< . :  l i ' l nn  n r r r - . .  i r e  ran\rrrnna. 



electric wheelchair ir an engineeting disgrace, as well as yether by me. Its craftsmanship Is deplorable, but  it'^ 
being thirty yean behind the times: No appliance autiets. the only wheelchair that could have kept me away imm 
No provision for heated loot blankets and jackets, and not nursing homer and att~ndante. It staw on the road. (In 
e n  a 3 0  r i n '  8 8 9 . b 5 ,  p h-dlvr) i..a.I 1' c 1 ~ q c i i  I Ihx ever l l ~ ~ n  L ~ ~ ~ C I I  L >< 24 
r'cd anr. r g  rzrtr hc. pc,. . , r .  . ~ l l n . i  a,d .: 1 .J i,r i t r .  ?I .r. I nr I ?  I 7 3  i *! "u n.r t ,  i x  : I! . r a y  eo 

F; .,, 6 ,aq "l,l.l,.,l ,dp,,> 4d" :,n..n.mce< 
. I ' .L ,~u~cv c -  ,. .,.:.. V . . C ? ~  I, 3 ., d # ~ a r ~ ~ I , , < r ~ u g  I mli ,n8:%I:uyc n:, ccrth I r n )  f o u r  i dd  tu 
d o  I c o n  n 3 . 1  n ?  h I . , on,.? r..,li lo erl8 3: u u  r.nini. ~ n d  n,tngo!lJ rr 3)s I 

c !h*! rc .. dm,+',! .I rr>c: 11 mi:>$ a t e  w n  01h n p a \  ?a@ ~a8lw a m  - \  8,,,rte,n as i ~ ~ . c , ~ c ~ ~ : ~ J ,  LL! I pat', 
our direction. We ounelvas can be alert to new d i r  eq~pmentthatfiisme. 
coueder, inventions, and products intended for other So I guess I'd better keep on saying, "There ought to 
uses. be a wav," and boatin4 mv brains out to Rnd mv own little 

My lint wheelchair war made by my teenaye brother Canada 
from a kitchen chair and h's old bicycle i t  worked finz 
unttl I outmew it. My last is concocted out of an old E and 
J kame. a set of motor wheels installed by an apartment 
handyman. and winny controk. Bglrred out and put to- 

I Am Still the SAME Person 
by Audrey King, MA. 

I becameapolioquadripllegicin 1952. atage9. whilein En- During the last ten wan. I have rewed activeiu with 

~ ~ 

well enough to write anddraw thePhyrically Handicapped. 
Fre~uont roroirafo~ infections orevented me hom  at^ I have iecturediuidcluon tnnirsroiiltinntnth~ rliilhi~rl 

~~ ~~ ~ ~ ~ ~ > - ~ ~  .?... ~ ..................... 

tending the school for c~ppied children in London. On re- and haveunittenartlcler for many pmfessiondjoumalr and 
turning to Gnada in 1956, the Onawa "spend" school maganner. 
wouldn't accept me because of the seventyof my dirabiiiw. I have travelled vndely throughout Canada and the 

It wasnx yean before I war able to re~entei the regular United Stater. to vartour Caribbean counmcs, and I have 
. d ~ : : l n ~  st,. 1~11 \..,J:v I. pi.. n . ~  ~rr. I. :,i, I ,$ r i i ~ n . n l  to lhrnl? re n .o<ln,r Wh.n "me a r <, I 
,"PO?<C' ,lr<>p,d,,,n ,.>L..,<,erc: a< , *r,r.,,, ,,,,<,,L,. <.%I?: ard part8.q L, . *, L~ I ?m an a,,, I,, .,"<, ,. ~. 

q . r n I S I .  I I a a l l .  18 .nbh:r. r..iu.rr:. a , ~ r r o ~ i r n ~ q a , ' , ~ ~  
ate as the top grade 12 student of several thousand and I 
went on to achieve an Honours B.A. and Master of Prv- 

My widowed mother and I livejn an 
adaoted condominium. 

chologyh-om Carleton Univenitqin OMwa. I would rum up my "key to succerr": "Stiang family 
Except for abrenrer related to health and surgen/ and support combined ~ 4 t h  the belief that I am shil the some 

a two-year sabbatical for doctoral rhldies in special educa- penon; therefore, the same personal yoalr and amhinanr 
Uon at the Univemity d Toronto, I have been a full-time thateusedbeforebecomingdisabled~fllap~l~" 
conrultant within the Psychology Depamnent at the  on^ Addrers: 75 G~aydon Hall Dnve, Suite 2204. Don 
tan0 Crippled Children's Cenhe in Toronto since 1967. Mv Mills. Ontano M3A 3M5 Canada. 



Unitedstates 

NITA WEIL SUSAN ARMBRECHT 
Dkector o! homfW alvluunteen. iReviraialy pdlo quad since Telrphoneraleipelson. iRs\ei~mtoiy~olbquadrincs19451age 
1952 at age 22. Pnevmabclt lull time by day and chei t~hre at 6. halporitivcprerrumatinhrval~dunngday imnlungatnlghii 
mghtl Addr-: The lniotutp lor Rehabdilation and Research. Address: 15983 Nelacrrst. Cleueland. Ohio 44112. Fmm her 
1333MourrundSheei. Hourian.Texas77030.Atonierrhewar home, she has done abstracting, stenotype han3cti@on, rold 
doing modp~~ing and had just had wnr, shellay and BOI magannos mdr. held a number 01 te~rphonelobi. H- 
Shmiiverinanearbyapa*mtwithanattendant In 1959rhabe pre.ent rmplayment as a ide. mpreicntatlue of a movlng com- 
came a rsceotionist lor the lnst i~te  for ~rhabiiiiation and ~ e -  pany makes the maat of her amactive voice and manner ~ o r i h e  
xarsh ITIRR1. In 1968 she was promoted to dlrertor of valun P& 20 Yyean she har lived in her own ac~bn'ant by creaang a 

ieerr ALUlaldme, ~ereuere60rogula~uoluntoerr. Todmy, rhedi. 'one~pemon Independent Uving cmtey"mee6ng hoi needs with 
rpsbmomthvn 90 voluntesrr whalnve20.000 hours a year She the aralbnct of family fiends. pclrt-time atendan* of all age. 



since 1967atthe hnipitalvhrierheiuas bom. * 1 

RICHARD [ IALCCI -  - 
Cc.lnmunhl rr.~uvruala~itrer IRewiratowpoUoquad~nro 1954 
cf agp 13 1 Addreir 127211 la ReinaAvanue. Dou,~eq California 

A -F 90242 ~ ~ ~ ~ ~ ~ t h i ~ 8 ~ ~ t ~ i ~ ~ ~ ~ t h r i ~ ~ b ~ k ~ ~ ~ ~ i ~ t ~ ~  ~ n ~ ~ t h ~ ~  

years at Rancho Lor Amigoi HmpItal he ieh lm~d home to liua 
wllh hiiparsnh. He ureraMonashan 170-Cwilhcuim~otnigL~ 
Plcrideni 01 the Polio Advlrorr Arrociation and a member 01 ihp 

i 
:. 

0 
Wile. lkor and ivachei 1Rerpirrltory poiin quad 
since 1957 i Address. 86 Nnith 7tL Avenue, DEI Pl.iner llllnoir 

! 60016. She and her husband, John. metwhile they warc anend- 
I i l l l H  DnVIS 0 

in3 collmge. She gradualed urth a 0.5. in math and he graduated 

Wllu rnoihec glanrlnloihii andiniemntionalco"espanden,. (Re- 
rngineednQ Nonhulwem Un~"scjit~ The'r 

ipirntoN pal,o r,nco 1953 at 30)  9316 Snow 
-ki"s toward a PI'D in cornmunib ~ o y c h o l o ~  atthe univer 

~ ~ ~ d ,  rJalrna, Ol,lo u13" and have 
3iY ~(V'rinn'a. O"erth=yea=rhe harrhanwd from an imn lung 

ralsedtheirthreechildienuhoarenowmamed andhm"erhildren 
lo rocXing bed' from a Monaghan lo a Pneumobel' 

ol ol"n, ,he ma"dwns, mm, in 1972 nhoto 
and added a blower Sh@ hara mokonrad wheelchdr and an on- 

un,h Glen md Ruth.r mclang herofice, ,yper ~isnmrntal  mnhol system which rhe operatpiwitha micro~der 
un,hamouths6ckandope mtest h ~ p h o n e w l ~ h e r l o a t s h ~ u s e  a n d a r i ~ a n d ~ u l f t u b e l n  1980theJayceesnamed her"Teachor 
a chermiere lor eating and rleegng. For25 yean, she har been ol'heYeai" 

theGaeelie'r United Nngdomcorrerpondonf,galhenngniwrand 
exchanglngleffen, phofwaphi, andslampa 



JUSTM W. DART. JR. - 
Vice Chawrron. Naaonal Council on tho Handicapped. ll'ullo 
quad s ine 1948 at age 18.1 Addrerr. 2012 Leai Lane. Austin. 
Tern 78745. A h r  eamingaMA dsass hamthe  U olHou3ton 
and ananding ths U. a1 Texas Law School, he becams an enke~ 
nreneur buiinerrexecuti". andauthor in M.xlca. Japan. and ihe 
Unltrd SB-. He h s  w g t n l z e d ~ m p l w m ~ n i o ~ n i t i t i ,  tran~ 
ritional independent Uving, spa*, and civlc~oligiour actiuiUes lor 
di~~b1.d ~ Z ' I O ~ S .  Recipient of numerous nrrdmmic honon and 
wholurhip, he ir an acuue member oi many dirabiliQ and 
human tightramnanilationr. HE ir a member of thaTsrar Gou-~ 
nor's Committee on Employmen~of the Handlcaped. 

ROBLRTGORSRI - 
iriltnr ilanhipd US1 (Polin para rinrr 1951 ni ngi L 1 Addrrii 
Pr~iident'r Coieinitfeeo#? Em~layme~iloltl!eHilndicappcd. 1111 
20th Sheet. N W .  Room 6011. Wurhingfon. D C 211036. Wh'le 
ottendn~ tho U o i v ~ d Q  01 Southern CaUlomk k worked Mth 
a eraduats student. Adolf Rabla. to rhangm the way5 in which 

IDA UIilNKMAN ,o 
I. I )  I . i l l , .  ,.. . .. 
I , .  , . i,..., .,., ,..,., . . . ,  
. I , , . , . . I  .,.. . . ,  .,,. ' r , - . l . . , . : L I  

, ..:. 0 . .  <.,. I ,  > . . I . ,  .." . . , n r n . , ' ,  , n.. ." 
. . I  ,,*in.. -"."..,..I.< , , I .  r,, , m<.n.. I\, 

:.,:,,I a. .I .,,,,.I ,Id 1." I.'. "'..r T " ,  " ' t . i '  .Ill". 



~, 
~ e ~ o i t  Michigan. Alter maduadng +om Wayne SUte Unlvenlhi 
she worked as a recepiionirt far a year hen mblmsd tothe uni~ 

where she earned a M A  in mhabjlitation wunr~l lng in 
1963. she accepted a ponbon as a rehabditanon counselor in ihe 
Lor Angels arpa Threo years later she tmnrfrmd to the 0.k~ 
land olI>ce. In 1981, she coordinated a poitpulio sympoiium in 
Oakland. * 

.% 

-, 

R . Y  \ OL'URI H c. 
C i ~ l > i r i l r r  OIIICC i ) d # ~ ~ e c  (IIIICIYII~ Pln#ii Droier l R e ~ p i i n t o ~  
polin quad ilnrr I'iSll I Addreis 9905 l<solliuoad Drive. Menbr 
Ohlo Mil60 Alter 8 #months in an~ron lung at Taomey Padlionin 
Clrveland, lie went to Warm 5pnngi lor nx lnonthi. In 195#, he 
went to Calilornii, Rehabrlhlanon Ceniir m Sank Monica lor 18 
monthsol hardwork tolcarntodirrr. dnvo. and nsnrhr In 1958 
h~ and Manly  were mamed. Heir 6'7", she is 5'9: their daugh~ 
ter l i  S1V and their ronr ars G'? and G'X. In 1978, ha stansd 
bcsoming latharmc. In 1979. he waund up in Cleveland Clinic 
with reDlratory failureand hewar hached AHsra month hewent 
home and, eventually the hach war remov~d. Now he uses a 
,along bsdatnighf. 
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ALLY MANNS e 
Os~patient clmnlc ol the Sister Kenny Polio Foundation. (Polio 
quad since 1953 at age 17.1 Addmu: 27333 Arbonvay X46. 
Soulh(ls1d. Mrhigan 48034 she spent the l int bur in an 
imn lungand ma anda lhallwarsin hmpltals-theuniverriy of 
Michigan HarpiY. a polio clinic in Oklahoma, and the Sl*, 
Kenny Polio Hoipltml. In 1956, she and a govd fnand opened a 
small burin- which <hey m ~ d  =ner three when %larted 
towor1c lorih. si*er Ks""~ F~""ddU0". She dtiuas a "an anden- 
JOY3 ""ceflr, movi=, and plays. 5h. ha3 ddven and nourn to 
many pamvi thsus.  andcanada, indudingfo"rhlp~,imHawaui. 



The Psychological Barrier 
by Theodore Solomon 

Theodom Soiornon o n -  
Lmctedpf!omhehen he wrr 
o yeorofdln 1930 He uses 
bmce~andcrulch~and hos . he.n"gfoss. Heiion-  
pioved ma cleticols"P,rr~ 

C uborby theOhioDepan- 
rnenlolP"bl#c waf0.e. 

PIrys8cal ibaniers are a xeitible imposition on ihe dis~ 
ablcd. perhaps I was more fortunate than many with my 
bracer and crutches I managed to get where iwdnted to go 
most of ihe time - whether by *am or bur or car I even 

it wasn't easy. I took nopr on the 
maw and ice-like the time I kept rlidlng dawn an frozen 
Wn going horn my doorway fa the car in the sheet, to be 
helped by iwo whwl  girls, only fo drag them down with 
me. That was and still Is a problem. Psychological bamei is 
something elre. Itcan be a g w d  dealmore agonizing. 

The shifl hom gade h high xhool war an especially 
bad time for me 1 wenito Charler Feilbach School mv hrrt 

<"I, W,th ,he benrSt of hindright I can ray now that the 
feeiillg was largely 01 my own making. If you want to feel 
misembleabaul somethinglike that, you haveevenioppor~ 
,unity to cmw1 into a rheu of 1one1inosr - or. as Cynl  can^ 
nally once called a "womb with aview" 

I began to come out of it when 1 met a fnend ~ 4 t h  
whom I shared intere~lr that kanscended physical Gmifa- 
tianr. we both falked about being wnterr. about God. 
about philosophy Ilterahlre. about changing the world for 
the better - things that made my disability reem to dirap~ 
pear Ceitainly, he made GKle mention of it There war no 
need It was inrtmificant when uou were hvinsta ravethe , i t "  u , ,  : , < I 8 % ,, I I >.I 'I.. : 8 ,.I, I,..: ,.,":.,I.. 1*..,a p.31 

hci .,. ,,1,0"2 ' :,,.," 3l.rl.l rn," .,I. m r ,  :(..I i L.. ... 1 .,. ;,,,,c,, I ,, 11111.1 6,. ..I" Î  i t  U',iI%n. I,,,. < 
?I"", ,0(111,l,I. ' .I < I , , . * l ' . C  1.111,. 11 ,.,, 1 " 7 ,  111 C,'..l..J.".I,.On,l.m,,,' I, ,111, i ,  I ;  - I  .,,.it , , <  
sake. Bui the change war not at all whit I expected I war 
the only disabledstudentin theschool. Some accommoda~ 
tion was made at f inr for clarrraomr an the upper floors, 
but I soon dlscaueredthat I could dimbfhe slain myself by 
doublingvp my crutcher and hanging ontothe bannister- 
and gettlnq to clarrer on time. By the third or fourth "car I - - 

felt more at ease. After all. Iwar an upperclassman by then 
Beginning at the University of Toledo, however I ex- 

penencad the same wngr of difference. I can remember 
riding the bureror walkrngdoum the halls lnapit of deprer- 

about "poire."The word was easily defined, but inner a t  
tainment was more elusive. I once read someone caUed it 
"amiable contempt."For adefinltion It helped, bulittooka 
long time to realhe, to become embodied in the psyche. the 
pdrrlonai understanding. 

The big break came when I gradually extended my 
conrciovrnw beyond my awn inner world. i became 
aware of other people, not simply ar oblecb that react to 
me. but as human beigns with fsellngr of their own. I 
thought many timer about the Glue old ladies whogave me 
their sea% They had Vouble$ and needs too. Our weak- 
n w e r  and infirmitiuarematched byolherr in differetloca~ 



tlnn< A, ,SF> f ~ r  u IUJ, ur d imh  lor n m-nm: I,.,~8d.wp 
Ibc"I1 u,,h w.m "ti', pl lcc,  bo*:@r A < ,  1 1 <.,3"t,l izrcc 
.> q k r l  F I  W:rO i<~nr tb  Oi in ' 1 ' L . F . i  ; 1L71.\?,. 

r. i? on, r ..e r o r r  in .ndnW.rc: I r  . + I  11 m.il ' per' I' 

J, , i~or lx .~ l  Yo,. i a e n ? )  m:vl~nludI \nn.)'ol i 1 6 . I  I! 

L.<< t,, I.",,, < i ,,,%,, r,8a.,,8al I> ~ihb,  , , o ,  :<,",'>I " >*s 
.,)e,, % ,>,. 3r<a <I <I.,,> ,!,~,, , .<>mm"!~ .I,:,., , UP are 
, , , , ,, c u r  ,r.ln,cnr onr .I + I?  ,>*,"d ",,",.,I 
shock',hatfiesh is heirto." 

$t evetyone war going to be mirerabl~ at leart part 01 
tho time. re~ardlerroftheir"healthv"or"nomal"oualifles. 

I undentood the kelingwar "in." And, anyways. paheme 
was enough. There are too many thin9 to enjoy to Liie: 
hesh air and birds and sunreb and evening stan, baseball 
games, movies. hooks. learning romelhing new. babies, 
and, of course. sex None of there are full-time either. And, 
yet. Benjamin Frankiin had it tight when he wrote in Poor 
Richord'~ Almanac: "Humm felicity is produced not so 
much by great pieces of good forhnne that reidom happen, 
asbv l l e  advauantasesthat occur evewdau'' 

It seems that my life has been a constant shlggle hehueen 
opposite needs: toaccept the helpof othen andto do what 
I could famyseif A. a polio case when I war a year old I 
never knew an" other condition. I needed mu oarena, of . . 
ro...:, 1, .,I ih:h~< 0" 3, i, 8 r i d  ,,?I"<,: a* ai ,.., , .., 

leecr.<!ne, W?a,,. ~ i i  rts,<<I'nmd.*c! 1h.r .t.r,>4rr s 
. I  . . ,nor!  1 1 . 1 1  16, n *  *","l"l, a,,,., 111d1 1 r,.* dl1 I . - 
could do to fight this inner conflict heween needingothen 
andrtan&ngoomy wnhuo f fe t  suchasthey w e .  

I remember riding on the bus and hoping that no one 
would oifer me a seat Invariably some little old lady would 
getupandinrislthatl take hen. Sometimes id id and some^ 
timer I flatly refused. In either care I always feltwefched. I 
could stand up - if I had something to hold onto besides 
my crutches They alone were natrtahieenoughan as way^ 

ing, jerking bus. i never de~e lopd  a great love lor hurer aa 
such. B U ~  as tmnrpo~tion, that was again. 
I had placestogo and things to do. 

When I was younger my brother Monir pulled me on 
a wagon or ried, or I rode on the ban of his bike. Icouldn't 
ride a bike myreif. I also rode in the can of my older 
brothen. And haw I lovedallofit Ididwl&. to besure. 
! .w 8 !h %nn,r~!~>e,$ nrr mi,@qc ~r 11 ..I 

% r ~ % ' ,  I s s r < # - j  t i - r  i .>"id ?de!lte 1.8.9 
m J  h.,,.!, tvd? tito vr.~$:.!r $ # h r v # r #  mt ,~ r f c r  
with Moms (how I still remember the thnU oiiy firsttrip to 
a downtown movie!] and Snaiiy ail by myself. For SC (later 
due to inflation. you h o w  IOcl and a penny hanrier, 
1 could "de anwherein the city When1 was 12 years old. 
1 came to a fateful decision. Thi! war during World War 11. 

IOBZNOLUMEZS 

and whilewe managedtoruMvatheGreat Depression, we 
were not rolling in wealth. I s6U depended on begglng 
(thmgh I Lmrme with a lmle m a e  dignihi) and an arm- 
sional olletingfmm oneof my bmthen. I wasdeteminedto 
do samelhinq about it So one dav when mv mother was 
out 1 wrote her a note: '.Ma, I'm going downtown to seu 
papen." 

I rmndled off on my cmkher to the bus slop on La- 
gmnge Sheet. I got on the next bus andaniued in time for 
the noon edition d the Toledo Blade. A hiend of my 
brother.. all five of whom sold papers, war a circulation 
manager His name war Butch O'Deikg A big gravel- 
voiced, but kindly man with twinkiing blue eyes. bellowed 
at me: "Hello. Bilifgan? He know who I was- I think by 
the family nose To Butch, we were ail "Blliigan." He 
promptly gave me a corner dovmtovln in h o t  of the oki 
civic center Rertaurant on Superior and Jackson streets 
andraon after that. an even henerrpot. LasalleandKoch'r 
Department Store Inow Macy'rl. 

I s l d  papen at lula piacer, the cmpioyeer' entrance 
and another one down the block where iwtomen left the 
noreandoften boughtthepaperin theaftemwn. ltwar re- 
ally a w o o y  operation, but 1 handled it myreif-except 
forone problem. Peapiewould pay attheather enhance by 
throwing their money on top of newspapers thai lay on the 
ridewaik. Generally, the people were honest. but the m e  
could not beraid far afew kids that ioamedthe damtown 
area. 

~t the employerr' e n m c e  there was an old silver- 
haired watchman named Mr Hewey who took n lihhg to 
me He solved mu orablem bu anachino a lack to a cioar , . 
box with a slot cut in it and lariening the box to a pillar by 
the other enornce. Mr Hewey did other things for me too. 
The fadthat his ooinionr werernmewhatshdnoedidn'tre- 
ally bother me. He hated Rooreveit rthat yellow dog'']. 
Now. Rooswell war then (and sYlll id a hero to me. But 1 
learned that you don't have to agree with everninga per- 
son rnyito appreciate his heroicqualities. 

I worked hard thai summer and the faflowing winter 
until I was forced to quitdue torurgeni on my feet. The  ex^ 

citemenf of tiding buser soon gave way to a grim heling 
about gemng to and hom school and to my father's tailor 
shoo where I worked a ouole of uean later Waitino for ~. , 
buses, sometimes six a day, in the hot run or in the winter 
blartr of unnd and snow war not excmng. I longed for a car 
ofmuownandawavtadtiveit. Yearslaterwhenldidoeta , 
car and learnedto drive. the wheelsneverrtapped hlrning. 
I drove d amund the city, parts of Ohla and Mlchigan, to 
Canfarma and Nanda. 





teen, and hiends were invaluabie. Finally, I received a 
Bachelor of Arts degree in prycholagy (19701 anda  Master 
of Science degree isrocial work (19721. 

Af!er graduation. I returned to my family in Lake 
Geneva to search for a sodal~work consuitant position. I 

volunteered at a lwal rest home for a year then worked at 
the Lake GonevaNunlng Home hr a year Because i have 
a very basic needto helpothen, thattime of my lifewar =r- 
pedaUy iulfilling. CurrenUy, i a m a  guert lectwer atthe un!- 
venilv of Wisconsin School of Nursina An extremelu chaiL , ~ ~~ 

lenging, stimulatingexpetience! 
Through the years my parentr have remained an in- 

credibly rkong. loving suppon ryeem. (Yes, we have our 
diflerenceiofopinion, but our individualism andmutual  re^ 

spect allow for there differences1 They have shared my 
laughter, my pain, my lmshationr, and my happiness! The 
word"buiden" has never wcurredfothem. Whonllivedin 
a housing complex 11978-19801. loneiinpsr and irolation 
engulfed me! i could not cope vnth segregated living and 
the poor quaiiIy d live~in attendank available. Now 1 am 
IndependenUy living with my family again, enjoying their 
omoanionrhio and care. 

, . 
ideas. Monimportant. you havegivenmeaveryrpecialglh 
-encouragement! 

Addres: Camle Ann Parsons, 5206 Tmfalger Place. 
 adi is on. Wisconnn 53714. 

Computer-Assisted Living 
by Williorn Kaiser  

There is good news coming from the h n t  linesof Lhe corn- ited oppoltuniiy. For example: Infocom. 155 Wheeler St., 
puterrevolution. In recentyearsadvances have been made Cambridge, Marrachurenr 021381 creater the wildest te* 
that open the door for the disabled to fuUy enter the c o m  adventure gamer everieon. ''ZorkI. il and I1rand.'Dead- 
puler world, increase their independence, to reailze greater iine" are stones and you can tell the computer whatto do. 
seltfulhilment and more fully rhue  unth othen. where lo go. what to look at. Sir Tech (6 Main St. O g ~  

The computer affeck everyone. but It offen so much densburg, New York 136691 has a different ~ p e  a f  aduen- 
for those vnth dirabilltier. With software like "Screenwriter ture game called "W~ardry." in "Wiz" you create a band of 
11," a powed1~1 word pmceirar far the Apple from Sierra adventurers and have1 thmugh underground m a r e  (dic 
O n l i n e  lnc. 136575 Mudge Ranch Road. Coanegold. played on iheraeenl  fighting battler, Snding weawns and 
Caiifomia 936141, many careen become porrible as the measures. 
physical workin writing is minimized. These mer  of gamer can be played slowly: by k e y  

Anotherpowerful wordproc=rorcalled"The WORD board. mouthstick. and other special input They offer 
Proc~ar"iitheBibleondidkfffthhAppI~~omp~tt Itof- amaring challenge and excitement. taiong days, even 
fen  wan and rearch features that easiiy locate chapten. weeks, tocamplete. 
words. and vener at the purh of a few keys. making the Systems News: The Apple II+ is the mmt versatile 
rtudy of God'r word easy forthare with revere disabilMes. computer far the disabled. A begjnning system with disk 
It is available from Bible Rerearch Systems. 9415 Bumel drive andmonllorcan be found under $1.500. 
Rd. #208, Austin, Texas 78758. On the horizon, IBM is camingout with a lower pticed 

Educationir eaiierandmoreinterestingvnthprogmmr mod4 called the Peanul. It couid have great potentiai for 
lik= those tmm Edu ware, 128035 Dorothy Dr. Agoura, thedlabledifit becomer as widely receivedandatpported 

; Callfomia 913031. Their fractions and algebra rofhvare ar the Apple has been. 
offer a new visual way of learning. F O ~  a more begnning, ~ i a n ' ~  new 1200 

Even in reneation the computer offen aimoil unlim- and Texas Insbumenti' 9914A also offer potential for the 
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disabled. The 1200. after a rebate. is about 1200~~6th 64K 
of memorv: The 9914A is about $100. hut only 16K Both 
come with BASIC. Disk drives and more memory add rig- 
lvficant Cork. However both uniis havemany programson 
caMdger which plug into the computers. allowing some 
urewithoutdisk. illthisisnew. hythebookYourFI~Ccm- 
puter from Syhex. 2344 Sixth St .  Berkeley, California 
94710.1 

. -  . ,  . 
can do. The ShadowNet and other mice recoymition ryr- 
temr beingdeveiopedarea major*eptowardgreaterinde- 
pendence. With systemslike thisaimorttotalenvironmental 
control by voice is pasribie, even by an othewire unclear 
voice 

Communication is a vital oari of life. but for the dis- 
abled it is often frushaiing or impoiiihle. The computer is 
changing this with products like the Echo 11, a venatile 
Apple speech synthesis unit made by Sheet Elechonics 
Corn in40 Mark Ave, Caipmtena. Caiifom~a 930131. It 
speaks what is typed on the computer screen, allowing 
someone who is nonvocal to generate computer speech. 
Bwfder beingablebmakeinrrmcbonalpragmmsthat talk. 
the sofhuare includes a program that allows a blind user to 
hear any pan of the text on the screen, making word p r a ~  
c-ing, programming, anddatamanagement accessible to 
thosewith*.an impairmenb. 

Tland Ataidso haverp~echcapabiUh/withadditionai 
equipment TI makes very effective use of i t rrp~ech in ib 
educational sofhvare. TI also maker a portable device 
called Vaicaid that~rovider a limited vocabulaw 

make telephone use easy ilhey even did and answer the 
phone for you). The modem mnnectr your system with 
other cornputen around the covnhy and there are many 
omputen land people1 to communicate with. The On- 
Line Computer Telephone Directow (PO. Box 10005. 
Kanrar CiQ Mlaouti 641111 lirtrouer300heeryrtemr you 
can access. Also, there are iame publicinformation systems 
which charge a modest membership fee and small hourly 
rate. 

Delphi (3 Blackstone St.. Cambridge. Marrachuiotls 
02139, Phone: 61749133931 is probably the mon peo- 
ple-oriented of there 'y'~ffmr. I've spent many enjoyable 
hour3 on the conference ilne talking (typing actually1 h 
other users ioften several at a time1 around the counw 
One user who has became a much heasured friend dunng 
conuenafionr deep into the night, is blind and uses a 
Taiktetex (see below1 to connect with Delphi. Delphi alro of- 
leis elecOonic mail, a reference lihraty. bulletin boards. 
games, andmore. If you join Delphi, hesure tomention my 

user ".!me ' Kaiser, and rend me a note by elnall irhen 
you log-an 1'11 be running a special intezel grouil ior dii- 
ahied users and conferences for oroferrionalr to share the ~~ ~ 

latest information. 
Talkiexis a new product that attaches toaVic90 com- 

outer The Talktex sneaks everuthino that ooes to the 

, - -. 
Marhpee. Marrachurem 02649. 

M O ~ S  good R=: ~ b i e  ir a bi-mon~l~y newsletter 
an compvterarriited iivlng published for the proierriond 
commuity and the disabled. Re: Able expiores the new& 
b computer equipment and new technolow Each issue 
detallr advancer in equipment and applcationr, with  em^ 

phays on the usefulness to the disabled. Evaluations of 
hardware and sofhriaie. products baokr. and rerourcer 
provide the profesional with information vital to sewing 
the disabled. i t  is alro an excellent reference for someone 
with a dirahiiih/ who wan* to be a pa* of the computing 
world. 

A editor of Re: Able I would like to hear from evew 
reader - let me know about your experiences (and now 
exw"encer1 with comouterr. I need "our thouohfi, ideas. 



,ion i,r n boo" dm wnb,l!j ahor,, rile inporidnce of c n m ~  
oulers for those with a d8rahilitu. clue to be oublirhed in 
i9s4 NSO,  i t you are buyillg cQ'uipment, wni;. and lot me 
know 1 have sources far vely low prices on murtproducti. 

A new rcmateconhol keyboard made IartheAppie by 
Key tronic (PO. Box 14687 Spokane, Washington) sells 
for about half of what othen have charzed for "Qrabled" 
keyboards and it has many more feafurer. Retailing at 
$298, it has an added numeric keypad, special BASIC  pro^ 

grarnming keys, and Key honic has started producing 
keyboards with lockingrhi~conhnlJerca,E keys farmouth- 
ackand other slngle~di$t enhy 

Texas Instrument- will sell special 9914A'r that have 
locking keys, or will modify one already owned by  some^ 

one. Contact: Texas inshumenb. Consumer Reiationr, c/o 
Tom Shields, PO. Box 10508, MS 5828. Lubbock, Texas 
79408. 

Smith Corona's W ~ l  lroon to beupgradedinto W ~ 2 )  
ir a compact, eary~ta-we. letter quality pnnter that per- 
foms excellently It ii selling in some areas for undrr $600 
which maker it an incredible bwgain. 

KY Enterpnres 13039 East Second Street. Long 
Beach. California 908033 producer modified conhoir for 
the Atan and Colecovirion video gamer and Atali comput- 
en. Modifications include use by mouth, tongue, and head. 

COPH-2 is an olganlmtion of disabled computer 
userr. Mernberihb ir $8: COPH2, Membership, 2030 
West fwingpark, Chicago, Illinois 60618. 

~ o m m ~ n i ~ a t i o n  outhok is a quarieriy newsiener h- 
cusing on communication aids and lechniqu~r. Avulable 
for $12 (includes membership in the International Action 

( G7aup): Amfiaal Langvage Labomtory computerscience 
Depahlent, Michigan State Univerrjhi East knring, 
Michigan 48824. 

Reference books TheElementoly Apple. Kidsendthe 
Apple, Kids ond the Alan (Datamast 9748 CozycycroH Ave . 

Chatiworth. California 91.3111. The Apple I1 Uxrs  Guide 
iOihorneIMcGraw~Hiii. 6:iIl Bancmft Wau Berkelev. Cdi& 

- . .  - .  
Reading~asmchmatb 018671. 

Software neus. Datamost has a beaudluIb animated 
game for the Apple: "SwarhbucYei" featurer a figure that 
you cankoi in sword Hghting Datasoft 19421 Wlnnetka 
Aue.. Chahworth. California 913111 has excellent sofhuare 
for the AtW, gamer like "CanyonCiimber"and"Zuwon." 
and a super word proce?sor, 'Text Wizzard." Broderbund 
Sohare  11938 Fourth St. San Rafael, Caiifomia 949011 
offeri "The Arcade Machine." a ommam that lets vou de- , . -  
3s" your own arcadeilyie games on the Apple. They alro 
have an ean/ word procwoi suitable for e w n  children to 
use called "Bank Strset Wnter" Ouaiihi Sobare  16660 . ,~~ 
Rereda Blvd.. Suite 105, Rereda, California 913351 ha$ 
"Beneath Appie Manor" where dungeon paths are  re^ 

vealed mao~like on screen with each ~ t e o  The oarne is ad^ 

caverns beneath. AU are suitable for mouthrtickplay 
There 1s much more. A whole world more, but It will 

have to wait'ai noit issw ~appycomputing. 
A d d w :  Wllliam Ka i re~ 9451 Ollue, Bellflower, CallL 



Trends in Home Health Care 
by Judy Raymond 

MEDICAID WAIVERS 

. . - .  
teidary horpifai, but could not pay for care if Katie were 
&ken home. Reagan granted a waiver to permit payment 
for Katie's care at home. Katie Becken oubiickad a health 
caredelivqsystemwhich warnofprovidtngthe bertofiife~ 
sustaining technology In the least rerblctive environment. 

TheFederal vuvemment has nowmadeanefforttore- 

such arincome eligibfii~ which had previourly'prevenied 
stater from providing Medicaid~reimbursednoninrtitutional 
c a n  

To qualify for a Home and Communi*-Bared waiver 
stater must . ensuresafewards foi health and welfare. 
provide individual asswment of need far inpatientser- 

vices forthore requiringcare provided by anintermediate 
ca'efacuihi. . inform iecipienb of the alternatives avaiable under the 
waiver. . dotermino that average per capita expenditure does not 
exceed inrtifutional corb. 

The remces which may becovered inciudecare man- 
agement. homemaker services, home health aidor, respite 
care. occupational and physical therapy The Home and 
Cammud*-Bared waiver is to serve individuals who  re^ 

ceive or aualihi for Medicaid benefits in an institutional set- 
ting. ~ligibililyis based on financial standing and the ind- 
vidual'i health care needr, but eligibility requiremenb for 
pragmmr "uy rubrfantially ham state to state. 

The Model Waiver k simpler and will allow stater to 
cover small groups under Medicaid with coverage limited 
to disabled children and adults who would otherwire be i "~ 
eligible for Medicaid service* while living at home. 

The waiveir decrease Cork and at the same time i m ~  
prwe health care. Their potential and implicatianr for aii 
those concerned with home and attendant care, especially 
independent livingcenirrr, are unlimited. 

SURGEON GENERACS WORKSHOP ON CHRDREN 
WITH HANDICAPS ANDTHER FAMILIES 
The disabled compnre the fastest giowing regment of our 
population. The number of children Mth chronic physlcal 
or mental disabilities hasdoubted lrom 1 million to2 muon 
in the last tweniyfive yea= Medical, surgical, and tech- 
nological advances have raved the l w s  of children who 
would have died In year. pa*. Cbildnn with multiple d i r ~  

abilities now Ilve The ramilications lor health care needr of 
these disabled children. dependent on technolofi for daily 
living. are farreaching andcomplex. 

Pioneering efionr of dacton, nones. allied health  pro^ 

ferrionalr, state aeencv officials, insurance and hosoiidalad- 

.. . 
groups, and to educate the professional and pnvate sector 
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dependentchildren when they go home hornintensivecare 
unikand the cort effectivener of that move. 

Participanb examined approache to reMce delivey; 
institutional. public and private arganllational role and 
Umitationr: standards: reglonaliration: abur: professional 
and public education; reearch; and financing. 

Among the recommendaiions presented to the Sur- 
geon General were: 

development ofreqianalrvitems. . I...II.I,, I 2 , r " s r~~ , : l l l l i  l. .Y~~YIII. . d~ ,v >?m.,nr< 1 ,  > > l ~ .  ,t,'>I.r.,, #K, .IL. 1s a,c#.#3?:c 

' r + , , . l l l  III.I..J.~...J~ inn :  ,".#.A . identification ofpotential abure. 
' support of research, . imp,ouement offinancing. 

Although the workhop concenhdted on ventilator 
dependent children, thepioblemsandralutionsreI~tt to all 
whoare severely disabled 

Surgeon General C. Everen Kmp assured the parSci- 
aantr of his commitment and that fundswould beavailable 

Louinana, Mayland, and Illinois. 
To furtherimplem~ntfhe recommendation5 ofthe Sur 

gem General's Workshop. afiirtreglonal workshop will be 
held in St. Louis. December 13. 1983. 

ED. NOTE Report of iheSumeon Geneml'a Workhop on Ch<f& 
dren wllh Handim~r and ThdrFam;flk i s  available ham National 
Center fmEduvldonin MCH. 3620PrmpaSt. NW, Warhing~ 
ton DC. 20007. 

Tho pmrrdingr of the Sumeon Genemi's R+onoI 
Seminor on Home Core lor Venliiob~Dependent Child~n and 
AdulLrinSf Lailliin Decemher1983dl bspublshedinaiperial 
ikue oi AARTimer, the official rnagazin~ofihe Amelican Arrao- 
atlonofRerpuafawTheiapv 80x35886. Dailas. Texas75235 

BRODKLODGE SYMPOSIUM 
The Symparium, gaciourly hosted by Upiohn Healthcare 
S e ~ c e r  in the relaxed setting of Bmok Lodge in Augusta. 
Michigan. October 16-18. furtherimpiemenfedtherecorn- 
mendations of the Surgeon Geneids Workhop. 

Armall. select group of health careproferionals. riate 
agency oHicials, and recipients of the SPRANS giante 
shared experience and information on clinical and pro- 
gramplanningindiwhargingventilatordepondentchildien 
Inr hnma Far- . . . . . . . . . . . . 

Mark Merkenr. M.D., Chronic Illness Unit. LaRablda 
ChUdren's Ho~pitaI. Chicago. stated that "We are dealing 
with a paradigm of illness. . . that b. children with ="ere 
chronic illnerr whoare high~technologydependent." 

I" a presentation about a World Rehaburation Fund 
Feilowihip rhtdying home care sewices far ventilator-de- 
pendent people in England and France. Alien Goidberg, 
M.D., MedicaiDirecfor ofchildren'r Home Health ~ehuork 
of Illinois (CCHNIJ, compared the problems the polio pa- 
tients faced in the 1950s. Modem critical care and rehabiliL 
tation medicine evolved from the response to the polio 
ellidomi-. 

rr ' ,v>"lr,<. ,L#[,!,, "r, a**.,,A,:> t<> 8, a,, .#. > \,>,u1,",,g 
r,w ,d!, , ., 3. .,>*v,'a"I 18." ..,*,!.I .A,,,. ,<<,,,,,,,I .*,,... ; 
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concept of care involving the family will work agvn for the 
ventilator-dependent child. 

Intense w u p  dixurrionr concentatedon: . ethical policy iiiuer. 
philosophy and rerpanribilityfor discharge. 
medical and social asrementfar discharge, . discharge planning and port discharge evaluation, . home care caremanagement. . atfendant care, 
community baredSPIYICeS andsuppartgroupr, . rechannelingofacute caredollan. 
financinq and Medicaid reimbuned nonbstitutional 
care-wniuen. . equivalent llabilityforalllovelr af caregluen. . alternative ~lacemenf such as foster homes. 

~ e i p e d f o r  and deference to the value of the family 
and confidence in It to deal with the reeponribility for the 
child wao an issue heard over and over Respect for the 
capabilities of other profeaionr war rhessed. Docton need 
to accept that they may not be able to cure but must pass 
the child on toother levels of careprouiderr. 

Dr Robert Katbick, Children's Hmpital of PhiladelL 
phia. Ventilator Dependent Children Home Program, reaf- 
firmed that medical ~aternalism must be avoided. "The 
rigidity of the disciplines must be overcome $0 that all  in^ 
voived in the care andrerponribilityof the child will alm be 
involvedin Ule decision making,"raid John Hafine. M.D.. 
Neonatolw Semces at Bionian Hospital in Kalamuw 
Shared family and community rerponribility war also  em^ 

~harl led by John Dver M.D.. Chief of Maternal and Child 
~eatth. RigionV. 

There war lime doubtthat banrfer h-am ICUrto home 
care accelerated tho grow+& and development of the ven~ 
tilator~dependent child The answer io'What is best for the 
child? is most definitely and positively home care. 

children'. H O ~ D  H C ~ I ~ ~  ~ ~ ~ i o r k  ~ f n i i ~ ~ i ~  (CHHNII. 
=tabliihed in 1983 by Children's Memorial Hospital. 
LaRabida Children's Hospital and Research Center. and 
State of Illinois Division of Sewices for Ctippied Children 
IDSCCI, has developed a reglonal program b iuppofl the 
hansfer of h o s p i ~ e d  children with prolonged ventilator 
dependency10 their homes or alternative homeiikereMngi. 
Representabuer horn CHHNl reported on their discharge 
planning and plans far a pedia6c home care model for 



chronici l ln~reMces. They areevaluanngtheefienofthe ment Depamnents of Publlc Aid and Crippled Children's 
program on thecomprehemiveners, continulty and cortaf Swicer murtworktogethercr~tively. 
se~vlces, and itr lm~ad on the children and their families. The seneral ~ub l ic  must be educated about this new 
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and home care reimbursement. Bmok Lodge ertabllrhed a communicanonr nehvork 

Unfoilunatelv, Cr io~led Children's Services and Pub- of ~eoole0nrtitutionsias~nciei involved in the dirchame . . 
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needed by the ventilator-dependent chiid differ only in the 
technical nature and complexity of services. Programs and ED. NOTE: Tho linal r w n o n  theBmokiodge Sympmiurnunu 
rervicer must be family oriented, multidisnplilinq and be printed anddshbutmd by UpiahnHeaith C a r e S a ~ r o r .  2605 
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of SeMces for Crippled Children, the programs mud be 
mare involved urith discharge planning and care manage 

Future Concerns 

Is Apathy Growing on the College Campus? 
by Valerie Brew Ponish 

Banner headlines fmm coast to coast once pmdaimed the ruml areas. Houdng complexes began making modili- 
disabled as a new militatant advocacy group demanding cation5 and employee. were mandated to activs1y recnut 
b&ccfvilrighhiundertheiawThemomentumofthis~ow employ, and promote qualified dirabled applicants for 
erful movement spumed legislators into action and for the employment. 
first timein history the disabled population war viewed in a Nortli(nc memoner d the impetus that q u k e d  the 
new light. Leglrlatarr became convinced that disabled pe r  White Houre Conference on the Handicapped have disi- 
sons would nolongerbeheated vrtoieratethertatusofsec pated into thesad reallrationthaimortdirahled college r t u ~  
and class citizens. Employment. education, hausing and denb today have become apathetic. Activism on tho col- 
hanspartation becameirrueithatcould nolonger he put on lege campus has been ieplaced by sanctimonioui displays 
the back bumex Dirabledperronr on collegecampusesand of Miss Wheelchair America Pageana 
around the nation were laudly telling the public that they The decade of the '70's seemingly paved the way for 
had anghtio thesame pnvilegesenjoyed by al lhet icans =la1 reform ior the dirabled. Will the decade of the '80's 

The culmination of the effom of h e  civil nghts move quarh the dreams of equality thatsomany disabledperronr 
men1 accuned in May of 1977 when the Rehabilitation Act Ieiventiy foughta diiligenuy io-cure? 
of 1973 war signed into law Courageous disabled p~rrons The golden age of the 1980's dawned brightly for the 
had literally camped out for days at Health, Education, and disabled population. All facetsol lifeappeared to be qeatly 
Welfare aflices in many titier until this i m ~ r t a n t  piece of lm~roued. Comnlacencv danoerourlv creot info the dir- 



Rights Organization had recommended their installation. 
In  a letter to the reneation depamenf disabled advi- 

m y  recreation meinberr stated they did not mind asking 
foraaisbncewith opening doors because if provided them 
with an oppomniig to interact with ablehadied student.. 
Tho i&er dm s ~ t e d  that the numbebe of <=bled rtudddh 
who would benefit imm the automatic doorsdid not justify 
the large expanse that wauid be incumd by the univenity 

Thelenercancludedthatautomaticdooriand lowered 
elevator pan& rhould be delayed until the continuing ex- 

of a Oiabled Student Service Progmm from a vnivenify 
1-ted in Minnerota. The coordinator enthuiiastically in- 
farmed me that evew year the staff and disabled rtudenb 
combine t h a  eHo* in promoting fund~r8iring activitiesso 
that the dirabled rtudenb can travel to Washington to a t  
tend c d r r m c e s  The coordinator felt t h d  disabled riu- 
den6 beneetedh-am thisexpetience in m n y  ways. Expor- 
ing drabled rtudenir ta pemnent conferences heightens 
their awarenesr of the isruer. Funhermore. it allows them 
an m ~ o m i r y  to meet and interact with dirabled leaderr 

the-onr or logic thatwould compel dirabled rtudenh to ing and working together p&itive changes can and do 
thwart plans ofaccos~ibility comeabout Unfolrunafelg it may not aiunyr be feasibleto 

Why is apathy growing on the college campus? The fly djsabled rtudenir to Washington to attend conferencer. 
Implementation of Section 504 of the Rehabilitation Act of Nevethelesi, other viable optionr can be sought to make 
1973 enabled dirahled oerronr to have a cholce af oast students aware. Cwrdinatorr can invite notable leaderr to ~ ~~ ~ ~~~~ ~ ~~ ~~~ ~ 

reconday institutions to select to pursue a college educa the campus to meet disabled rtudenb. The old fashioned 
tion. Perhaps apathy abounds on the college campus be- ''rap" resrion can be used whereby disabled student. can 
cause too ofien coordinahrs of Dirabied Student Senice nettamether and orchanoe idear. ~ ~ - 
Programs are penoni without dirabilitier and the issues so Disabled college student, njmbolice youth and hesh 
vital to the survival of the dirabled become rupedicial com- vltalib to conquer the problems of today and the b r e .  
oared to the mundane dailv routine of runnina an aflice. Aoathv like an infectious disease. roellr desbudan for the . . . . 

I . ,.i11,.:1:>l.. 1 c > +  8 .,,>?i',I\ ,c ,,.. .I! ,<. , I , ,  t i * .  pxJ,",,., 13, , .T . . , ,A<L, . ,< ,4 . , r  :.2+."',,l. 
4c#i#r, ..L., :I .'.. ed~'hui~r! :n.%!h. . ~ A ~ , ~ . . W Y . ~ L V C ~ ~  ..L- !. .,rc .: d c a h t i  y ,LI,.~, m ! . . r + v s r  8 

I , .  1 :  ' 7 ,  . 1 k ' 0  I a $ 0  L, ",<.nO,.P:,ICI1.. *or I t ,  _.,I tom" l... u - 
abled coordinator alike rhauld taka an active role in both 
local and national consumer ormni2ationr andraangiy en- 
courage the dirabled college students to do therame. Each VaieneBniuPomrh aoPlmrerneniSppciol!~t~orlhedlrobldsiu- 
Disabled Student Senice Oflice rhould maintain a libranl denis oi Southern lIl(noi8 Unioeaity ond hor a rnosiei'sdegne in 

or bmwsing room where &bled rtvdents have higher educolion. Sheiron "upndedolunpoiio"rhe hr. use01 

cesr to publications relatedtodisability issuer. her feet, hut not her oms. She and her hurbmd, Rkh, who e 
Sever aw I war attendingaconIDrence bltnd,anBiepmudprentlofadoqqhler Tam.Addreu:Carhon- 

in Warhin*on, I had of meeting a coordinator 
doieMobiieifarner. 101466, Corbondoie, iIl~mois62901. 

Independent Living: 
An Advocacy Base or Service Provider? 

by Charles Can: Independent L iu l ng  Center, Lawrence, Massachusetts 

The independent living power bare originates hom the ify af life far disabled people and lelt that services were a 
leaderr who oottooether in the late rimer and earlvrevon- means tothat end. rhould oattooether andrethinksome of - - - - 
ties to deveiopdlrabilihinghirleglslationar wellasindepen- the basic and inherent problems in the existing apomtion 
dentlivingrenices. d community-based centen for independent living. 

It was at this time in the ma& and develooment of The advocacv vsrrui senrice orovirion dilemma has 

ihep~wisionof aerurcm? lacksphilosophicaldrection. 
Trying to pepper renicer intoan advocacy barehvery The basic tenets of this movement consist ofself~help. 

awkward and sometimes imposrible. Converrely renice reiCdirection, and a rebellion against inrtitvtional and 
provider, that mi to iniect advocacy into their operations, medical environments that were oppressive and racially 
meet wiih dismal failure. inerponrible. 

The leadenof themovement that soughta beiterqualL 
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War and Peace: Adjusting to Myasthenia Gmvis 
by Rachelle Kess, R.N. 

Dmopy iidr provided the fimt clues. Before long. I noticed 
other dirhirbingsymptomr. I found that doors now seemed 
too heavy to open andthat I could nolongeifiniih brurhing 
my hair, ~heunng a meal or climhlng a flight of stairs. But. 
unth a bit of rest, each of there "lowr" war followed by a 
"high," a period of pep and energy which remured the 
part of me that had to believe that nothing retiour war 
wrmg. ~ ~ ~ ~ b a n ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ d ~ m i l m ~ m r t e p i ~ ~ d ~ ~ ~  
breathlerrnerr. Panic followed when the shomiess of 
breath progrerred to rerpirato,y failure and the bdnrient 
weaknerrtoparalysis. 

I was imprisoned - oxprerrianlerr - within an un- 
moving body. 3eeming1y obliviour to the frantic activily 
9 ' "  "rn a. ,I.!,, I l l ,  ll.l,pl.l. "<.. aomc rnlrlrko,? .I". 

I,,,, 4, A",, r , ,  , l ,~~,,p,"~~'"n,~a,,~.+,, , l~<~~>"," , , . , ,~~ 
~p OL'. .~WIC..ILC ~ S ~ C V I  p < ~ c  tu~e,ui.;I~,: .cd 
fnsbation. 1 war alenand very aware that I was ioiaily de- 
wndentu~onmanand machine. both faiuble. Iwarunable 

RachelleKa, R.N. 
'%mdonmllv, the d,aeaae 
~h i ch~od im IY lhu tmy  
1jdsdrop.nedmy mind's eye 

i 

11 wos pa~nlol fonnfe fheattltudechangerthaf occurred 
as soon LS the lhoro~fal oown became mu uniform and bed 

r,.  .. .r I jd, , ,  .,1,.*.<nir I? I.,,"n,lI.I I . < : <  ,,<'l. ,I . I .  < lr, I ,, c ? ?  , ,n.,r<. t,,,L',a"dme 110. 

!#u#> s : f ~ c . ? 3 8 . ~ ~ ~ ~ ~ 0 , n ~ # ~ ~ r ~  call ~ u ~ ~ l ~ d l ~ : ~ ~ r ! ~ ~ ~  ;,.r,t,.> tr,. , - v  8 J r . . I  .d>ar<l ,.l,?g we (1 " 7 . 1  J 
s % *  :r on : t o  ,ml. 8'84. .. 1.1 d-,s't a t - .<? ' m ,  rei 5 .  o r  A I d .  l u l t n ~ ~ :  
pm! !.l.hl gl3rr.il ivu sol ic-!. I L l i  m8.r-lr-.?I ~* .d r .  .:c:r,: r ,  ,...,. d;*. tba. m.W i n , ,  r.. 1,r.d i:lr. do 50 

hl.,,,~ 1 1 . 8 ' 1 1 ~  *I:*- l t l l O l ,  rn?d . , 11.: 7 121' l i t  : I . : ,  I>*.&,.. . ,<, , .", ,,T,.,, ,..,,.<$,,,,, q," !e,au,,, ",-3",,, 
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evewhing back fa nomai. alienate momberral the "helpingpmfesrionr"when~1 most 
I had developed myasthenia gravlr, a chronic ncededhel~. 

neuromu~cular disease characteNed by Budatins  weak^ Alone. I oondered mvoredicament Two brutal wards 

underrtandins the diseaiiprocer~ or recagnizingthat mi"e hoped ihey never kould. I couldnot deal with the forced 
weresigns and sympramr of revere myasthenla. dependency ~ u i  I very much wanted to iive, to beat the 

Unfomrnatelu inteilechlal underrtandinq and Dorltiue "enemv"resoonrlbie for the death of mu remet honer and 

ru,,cn -~ ;mnro. .~r>?r ; r  ~ ? ~ ~ - t w c e : ~ . ~ ! h ~  ~c~lt . lo8vha ~ ~ ~ ~ d l ~ ~ n p ~ J ~  + tc n,.:~,c. n!e-,.er~c>.$,d rw.c? 
:l#.:,h~dan I,:II.. i lv , .~ Dul.,.,:,. rft.~mpt!c ~ ~ ~ n . n a # ~ ~  I I  s . : . a .  I h . .  .TI.. v.,II..I. I -r, 
<..:n.a .,I I 41, ~ x s : ~ r t ~ . ~ ~ ~ n  ,I G,II.II.I~III. ~ t l . 1  IU I I  .,I i nrP(lnll.. I ,III)U.ell:c pl,,VIPII a.,I,,Cc. r ,  ... 



could not be all~knawing and aU~poweriul They could not andscentof newly cutgars this June, aremisjsion mightar~ 
alter the harsh realities of my edrtence The disease would rive nent year with spring. My objective had to be to make 
not be vanquished. Complicatians would a M  to intensify the mortafeach day until then, whatever my phyricals~tate. 
my misey. Toiooccupymyielf dwing the"bnd timer,"Icouldlirten 

The "en, druss used to control mu illness themselves to music or to thovaht-orovokino National Public Radio 

- .  . . 
hacheortomy, a life-saver when iesplratoy muscles wer; field,a~d"TalkingBooh"couldflllmyearr-atnocost- 
on the blink, but a source of dirterr when I war well compliments of the Library of Congress. Also, exerciser 
enough toshowerand then would ruHertherhampoa-sea- could mmlmhe the men* of unaffected muscles. And 
roned droplets that seeped into the opening in my neck, ceminly there war ample opportunity todaydreamandde~ 
drenchingmy lungi. viie ralutionr to recumng problems. such as my " n c h  

Feelinor of deorerrlon did not let uo. What kind of hr- b.oubles.'' Whv not use the lano ho rn  to formulate r h n h  - .  ~ ~~~~~~~~~ 

hlre could I look forward to, I wandered, now that I could term goals that could be reached between the Inevitable 
not ruorkormingie with o t h d  I wasgoing nowhere (liter- " c w s "  - concoct exciting plans for the "gwd days? 
all" and flourativslvl while the health" were oioducino In thore orenow davr betureen "uires" when the 

. - 
changer, embamssed if fluids remrrgnated through my 
noseorwords cameoutrlurred, ashamedifmy porturewa 
war and my gait unrtmdy. 

I knew that whatwould be hamowingforme would  be^ 
come tired news to others. How many timer would I feel 
Uedoscribing whatif's liketo feel starved faroxygen? How 
could I explain the terror, the fear romeonein charge might 
foul up or show up a bit too late to keep abve my own cru- 
cial brain celli? 

I rwallawed the fears and pain and anger to the point 
ofratlation. I became fed upwithselCpltyandinellla. I read 
i z d  how danoemus weremv defeated solnt muoersimistic 

s;dered absolute tde& If they could c a w  exhaurtion. 
despair or even death? 

I reviewed my aldsetofrtandards, examined themots 
of my fears. and recagnhed that I had heaer modify my 
thinWno and learn to live with the direare which mloht be 

, 
awn at home, writing health-relafed material (or doing 
m e  Japanere b m h  painting or "working out," or.. .. 
or.. I wheneve, the muscles would comol". For afetu . , 
p,llpord: hn.<rr'r I I ha. ?rlrm@rg.,nc, 8 I , I \ U > # C A ~ , < , ~  

<,."T n",."mnn,, . I  I 11.11 ..I , < ~ , ~ . . ~ u P I . I  

dlub.. iJ:,ac."r iw.,.. sh: L1 

And call for help I would, long before my life war in 
danger I'd leamod, at long lwt. the importance of com~ 
municating my needs, of finding a healthier balance of de- 
pendence and independence. It Bnally beam@ obvious 
how sensible it wasto requertarrirtance, if onlytocanrerve 
some of mu limited enem o r  to net a bit more olearure -. 
out of life. 

Three yeanof illness made me keenly awareoftheim- 
mrtanco of Uvino each d m  to its full& a~oreciative of all . .. 
tho beauh, therein, it taught me to value nure beinq, to be 
mom tole& of imperfection- both in  iyseif andin oth- 
en. The M.G. experience helped meto dircoversmall joys 
preuous1y unnoticed and to appreciate irusworthy, caring 
people I had not known before. It showed me the Impor- 
tance of arrumino an active role in rickn.3. and in health . 
proved how advantageous If can be to dew difficulties as 
challengerratherthan obstacles. Myasthenia has forced me 
to rift out the trivial hom the imooWnt It has tauaht me in "~ ~~~ 

smile whzn themux1es would. say "I love y0u"when I was 
able - for no one could faretell when another opportunity 
wauldaccur ~ ~ ~ 

en, '0 ,LI, Ttr. Lt ( I  "0 .  1 no, rdle m. ' ,?. ..'I u<l~ l ;  L*pinrnc.. m.lvrcn I.'. <,or l',. l , , ,  .. r.11, be r.,n 
I dl.,,. b. p i  10cnn;,cvr 8sdmnnc~nnn1 e 71!.>1c i.% 1 a r k  I h. fl~,ac.*.rs,'at.~ I r , ~ ~ ~ . ~ ~ ~ ! ~ . l  pn,,ca < ,%e< I jr 
' p , u ;  I he ro l rc,  -! I.,, @.i I" g ' I~...~ntnc r, u n ~ l  I . jnrvc I.?. r . i . , n z ~  ~valinsnnr n \r  lo 
d l  I . A ,  r . . I  . . , 2 ,  .I.i.crllr .ro'nhn"rm ro. , l . , , . , * I~! . .~:ni iCr; . i ,L" 
noodr rill . m, nr",o',",r.,i.. :,.a *;v.r<-?.<l,< >. .>e . f i#<  I .  '.. \ c ,  li<,"..<,".,. I 

l'..arci ~c.>,slon?@-lior. va.k<?. n r o . ~  n ~ l d  ? : , , : < I ,  ,.,:'~.,a . l r l ~ , ~ c  , d l d i ~  -mcpoa?& - , .  
not keep me hom gemng started on pmjects impomnt to shangeiy, lllnerp taught and lerrons that 
me. I had to keep in mind that while I mlght miss the roses 
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health could not Paradoiucally, the disease which periodi~ So, afler battling my Ulness for so long. I quidy gave 
cally shut my Ldropened my minds eyestonew ulrtasand up the fight. I know that1 wiU never cometo lovemy "rtop~ 
sharpened my facur on impoihnt irrues. It changed my andgo. on~again. off-again"life style. My desire fara total 
perspective and enlarged my scope of values. A condition cure wiU p e m t  lwill nevergrow fond of"theinvadey" but 
that appeared senseless would bring me to my renrer. armed now with the insights it has given me, I am able to 
What couldnotbe chansed brouqhtabautmeatchansrii" make wace with this "enemv"of mineand to make mace 
me. what war eeemingiy meaniigierj couid bring dieper with my newself. 

- 

meaningto life. . . . Rachelle Kerj, R.N.. 154 West 70 Shaef New York. 
New York. 10023 

Cerebral Palsy Challenges 

The First and Greatest Challenge 
by Rose Ann Stanowski 

I like tocampare the following events of my iifearapenon 
with cerebral palsy to that of a baby who rklpr the stage of 
crwnnsand goerrtraight from the crib h walhng. 

Since the death of my parentsin 1974 Ilivedin nursing 
homes. I war determined ta get back to the normal lie I 
6ved at home. So. on Februaw 21.1979. Imoved hom the 

- - . ~ 

butthere war not an opening, 50 1 plunged intothe greatest 
nrk a disabled person could take. On that cold day with 
snowan theground, Ianivedinavanattheawrunent. But 
my attendant war not in  right! The kind dnver found her in 
aphone booth. 

I arrvied him I would be all rishl. In an almost e m m  
apamnentwith onlya few pieceroiusedfumihlre. I rta&d 
my new mi* of employer I had no experience but I had 
read a liftleabout whatoemle haddane before me. . . 

I had my own priorities and I laid down someground 

set foi everything, even fun imps, times for just dropping 
cvetylhingandgaingfar awaiktaenjoy theautumnleaver. 

I think we started on on the right foot even though I 
warrcareditiff that she might walk out on me. menurses 
back at the home were afraid forme. Ilivedwith this fear far 

RoreAnnSfanowki. "Im- 
cei"ed0 h"~.,f.c~epr."~ 
ImmHolnm Llniu~niru . . . 
BultheVocotionolKehobili~ 
taton in New YO&+ ond h e 4  
in St. Louk mould not 
sponsormc . . . i'motthe 
nuning homenou 

The day afler we moved in. I had another "cradle to 
wallsnli" stage expelfence I started my first day of college. 
I war newnurl My only previous experience with school 
war two weeks of grade school in arpeciai rchool. Allthe 
rest of the time1 had been tutored at  home^ 

I had wonderhi teachers and a counrelor who gave 
me much their time. mlhai D D ~ ~ ~ ~ ~ ~ ~  me and toid me 
that l womed too much. 

I rtaned on a liberal a* program. hoping to major in 
prychology and become a counselor far people who have 
lost their loved ones or who have emotional ~mblemr. 

the whaie year The only oneto call daily war my kind bur Forthe first timein my lifelcame homeunth five boakr 
driver I got little moral support, a lot of criticism. and n e y a  on one subject. In the beginning, my stomach would turn 
tive feedback. My anendantwar good to me in many ways rometsaulb and I would think that I coulditmake it. But I 
but she canied a chip on her rhouider about her ancestors BnaUy learned study habits and I studied hom 3 to 11 and 
being slaves and many time. rhetook it out on me and on on weekendr. I had toproveto m~elfandtoall1he"doubt~ 
my friends Yet, thirdidn'trtop me. I did whatlsetovtto do ingThomaser" thatyoucan doanythingif youjusttakethat 
and there wen many Pawding days of having my own firrtrto. 
"pad." During my first semester students would push me to 

clarres. Then in May I g d a  motorired chair and it gave me 



my f i ~ t  taste of independence. I loved it! Just msming the 
campus and getnng to my clarrer couid be an adventure. 

That summer iuarrun~ared to sotosummer whaol. . . 
But, indead. at a FourIh of July picnic, I feu out of my 
wheelchair and broke my knee. It was a 1-71 in pain and 
compassion. lured the recupemtingbme topraracticedtiving 
my wheelchair so 1 wouldn't bump into school doom and 
derk. 

I became a bewrrtodent in my recondremerttr I had 
a goal to reach. I wanted to attend Hofma University on 

Il"! I?*\'< :a',<~,.,ll<nlrll u,,v,..,, UI* YO.<". 11 
l :r.18 51 Lou#.. ~ ; i . n rc i  . ~ . ~ . r , c  Inn) hnl. .., 
.P. :" nronicm <lo, yl..,. ,L 1.r .. ro~niei", I, .I r ,  I\ I 
%".. mo.loinl\ .,.ob'r~~ ,111 v., r n q n n : ~ ~ ~ i ~ I . . ~  r 

lG4 .,:,.,< ,,,L>, ,;., ,?r: 1, . ,,<,," , I. - < > A ,  >I 
r8,x: 8 ~ ~ . n ,  ,A (1, cf.11, Jc. ,, t t  rk or !nt.cw,u .. . 
home to a nurnng home in st. LOU~S. 

I'm at the nursing home now. 
The faith and love my parens had for me now shiner 

through in my fiends, and I knav one day I wlii be a 
Long lsiand. I wanted to experience the full campus life- caunrelor 
both study and play. I wanted to hue in adorn. Many peo~  Where onedoor closes, otherswillopen. 
ple a i d  1 wouldn't make it. I went back to the College of Addrers: Rose Ann Stanowski, St. Sophia Getiamc 
Staten lsiand and, attho end of December, received aleher Centei 936 Charbonnier Flo"ssant. Mlsrduti 63031. 
oi acceotance trom Hokba University Proud and ham", 1 . . .. 
know my had w r k  had paid OH. ~nbther first a challenge 
acceptedand reached. 

The Right to be Challenged 
by GeorgeD. Green 

were spent ..a member of a wecial expeiimenial dars of -.. 
ten CP'r fmm acmssfheslilL~. 

By the end of the second year I was mady for high 
%ha!, hwrevq they didn't want to extend thir d a ~ r  
beyond the grade rchool level. The mral rchool board 
wouldn't send me a home tutor and 1 couldn't board a 
schoal busandgo from c1arrtocia.r. So that was whore my 
fornal education stopped - without a high rchool diplo- 
ma! Even though icsme fmm afamily ofcollegegiaduates. 

Smce our home war acrorr the rheet from the gmde 
rchool. I started a small stare in the livina roam of our 

operate our manualtypewriter 
The iBM office sold me an old model elecmc for a low 

pwce and a machine shop made a finger wide our of clear 
plastic. What a joy It war to we a decent looking letter for 
the first timein my life! 

I am "em thankful that mu oaren% didn't take the at 

. . -  
and English grammarmore retioasly because of my present 
indination to become a wtiter 

You may be wondering what happened to my store. 
First. the school moved the seventh and eighth grades. 

whlclh ~nrludcd rile lhds wth themost spanding money. to 
anotiwr rchool Then. nnr day when I war alone. two kids 
came in, filled theirpackeirandwalked~utwithwiutpaying. 
Dad and I were so mad that we complained to the school 
principal. T im war a big mistake because he made therule 
ihatnochiidcouldieave thewhoolgioun& atnoonordur 
lng recerr. I finally had toget tid of my remainingstockand 
close the itore. 

Meanwh'ie, with a hiend at Gwdiuill. I had set up an 



Ashtabula Handicralt Club. Thatledtoanewrleuerirtannd 
and a paltdme poiition as a public relations writer loi 
Goodwiil. I held thatjohforeieven yo=. 

The big turning p i n t  in my life war going to Easier 
Seal's Camp Pittengar in McCutcheonvilie. Ohio. During 
my firs1 session I learned that there was a lihie grocery in 
town run by Bea, a CP gal, who would came out for the 
camp's eveninq ~roy~amr.  I met her when I ordered a hat- 

year. we sold the store. She had been in business for 31 
years. The store still heanthename. "Bea'sSuperette." 

the next few we hope to do a iinle haveiing 
and see some of this great munhy Berider h-aveilng, we 
both like the idea oi heingar independent ar porrihle. Bea 
dtiver the car Whila I need help to eat, I can dr- myself. 
Bea enjoys caokmg, doas all the housework and carer far 
our poiice dog. 

. . 
~ n e r  our maniage, i accompanied ~ e a  to the nore 

evey  day, unl- it war e*emeiy coid weather or I war ili. 
Whilemy poorspeech and poor ureofmy handsprevented 
me from waiting on fmde. I could keep eyer on theshelves 
h see whatwar to be ordered. In time, Bea taught me her 
haohkeeptng ryrtem. From then on, I war in charge of 
keeping the day~hy~day records. Since I didn't have a calL 
culaforwithafinger guide, it certainly ihalpenedmy mental 
math. During the five years that I was in the storewith Bea. 
lenjoyedit, eipeciai1y gdngacquaintedwiihfhepeopieof 
the comrnuni~. 

Periodically over the yean. Bea developed foot h-au- 
bie while walking on the concrete floor of the stare. In the 
spring of 1981. her foot problem returned. When our 
chirapodlit raw the condition of her feet, he toid her toget 
OH her feet even d we had to sell tho store. In July of that 

boughi the gmcey rhre andarrirted her in tho businessas 
long as they were able. 

My main ambition 13 to write huo hooks. I have the 
plots prew well worked out in my mind hut, at my pierent 
unitinorneed itis auenimnahleif thevwiU ever hefinished. 

~.~ , 
nght tohe chaliengedandhdevelopandutillretheirtalanis 
and their abilities to the fullest extent possible in order to 
make their own way in life. 

Addrerr: George D. Green, PO. Box 12. McCutchen- 
"ille. OhioM44.  

The RoadTo Independence Is Paved With Help 
by Jim Hammitt 

rirtance in flnding housing. Sadly when we hegln to dircuss 
iheii individual needs, it ofien becomes apparent that they 
are not really ready for holliing assistance. They don't 
know what the" want and Beu have no realistic idea of 
what they can afford, what they can phyrically handle, or 
what they will eventually do when they change their envi- 
ronmenr Mort are simply looking lor an escape horn their 
pr-ent lilunti0". They hawe not really thought through 
what moving to a new environment will require of them. 

The individual must consider: What do I want out of 
iife? What are my abilitier and capabiiities? What are my 
nnanciai resources? What are my iimitationr and how can I 
manage my life so as to overcome and go beyond thore 
iimibtionr? All of there considemtions require individual 
decisionsand you must takererponrihtlity for makingthere 

ii,tau,rd ,l,ili "rrll,ilpl,ihtd ,il,"~ig,l ""I manlage:' 
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decisions yourself. If you are notready to do so. then don't 
be ashamedtoask I& help. Many 1ndependentLiving Pro- 
grams dfer peer counseling andlor rap groups which @ve 
YOU an oppomnity to dlrcusr your qu&ans and needs 
withather dirabledperronrwhomay have workedthiavgh 
similar dilemmas. Thar inout is intended to asria unu in ~~,~~ ~~ 

eventually making your own decisions: they arenotihereta 
tell youwhat youshould do. 

Many people fall into the m p  of thinking that indepen- 
dence ir being solely dependent upon oneself lor every- 
thing in life. However m e  independence ir being &Ie to 
recognize our need for dependence upon people in some 
areas, and beingabletoallowoiheirto bedependent upon 
us in rome ways, thus creating interdependence. 

My own road h independence began early in life. Mv 

and beitevedin me. 
When I fin1 became an sdive member of the diabled 

. - 
pendence and this could not have been accomplished if I 
had put my energies intoleaving home at that time. My ~ n t  
lob meadv numred mu 4mwV toward develooino the life- . - 
stynilis t ha i~  was seek in^.- 

i have found that developmentof hiendrhip has been 
very Important to my ilerronal, social and vocational 
PO&. OW of these kPndrhipr evolved into something 
that I dreamed of but never realty expected to have - a 
happy mamedlife. My mfe J~iieandlmeion the buswhen 
I Snt went to work at MAINSTREAV and for seveml vean 
our hiendship consisted of a few horn a week cham& on 
the bur. When our relabonship mddenly changed to a 
romanticone. we were ar rumnsed as thoreamund us. 

For the part two yean, we have been learning the 
meaning of independence through Interdependence. We 
share chores around the h o w  and yard accmding to our 
indioldual capabilities n that neither of us Msdispmpor- 
tionate1y de~endent uoon the other we also share the 

t m d  nJ cc:-u u 53-d tn, , ~ : t !  ddr $1 r . 8 : i ?  I 1  U....V~,, 

non  n'n@# v.uplr i.nn .rplr ..:. r imrpcrr~n:. th.n.~.:n 
Inlr~"e,rr<>l.. <( .n a ""P-nli: !al,P..llOPI I, a.111. na,),l. 

with friends and family memben. In otherwords, thedeeds 
are not important - what is imwrtant is that you are in 
onwol and thatyoumakethede~onrthataffectyourlife. 

J1mHammm". dlredorololhemwrerurre.geniy, luasihe,o"nder 
end edjtor olMainikeam. cmd<"otor ofEervicerdtheS." Go- 
b#etc~nleriorlndependeni Li*ing, and. member ofiheBmrd 
o l D i m ~ t t r r o l " n t e d C t t b b I P ~ l 8 ~ A ~ ~ ~ ~ t i o " ,  He h-maiued 
many awoids, including the 1980 Gouemor's Tmphy @m the 
C o ~ ! f ~ m ~ o  Govemois Commlde. lor the Hiring of h e  Hondi~ 
m p ~ d  Add-: 4203 Yoleion Avenue, Couina. Collfomio 
".?** 

No Longer a C.R 
by Douid Morton 

I am no longer just cerebral pak1.d. I have become a ~ e r -  

. . 
much a pa* of my pen& as my ph;rical, prychological, 
and roitihial makeuo. 

Admithngta he apermn has beenafrighteningexpert~ 
once for me. I have used my disability as a distorted 
"macho" image. No longer could I proJect an image of a 
man who had "overcome" disability by self-determination 

. - 
whore bracer would not have prevented me h-am climbing 
a tree if I war muen the chance. 

I felt the problems of my teens were special to me  be^ 
cause of my disabilihl My family had moved to Chamois, 
Missoun. My parents managed one of my grandfather's 
funeral home in Osage Counb The hont ~ o ~ h  had a 
ramp, where thecaskebwere taken to and hom the funeral 
home. 

The Fourth of J u l ~  1967, was my own independence 
Day f had become bored with our family gathering. So. i 
suichly rolled myself doum the ramp and rtaited exploring 
the town To my rurptire, Chamois lacked themodem cow 
venience of sheet curbs. Thus, I had the heedom of going 

cant other in a roommate rihlaban, m thmYsh interaction 
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anyhere h Chamol.. This freedom gave m e t h e o p m -  
nitytoattendpuhlic h lgh~hmt ,  

My humor played an important mle in lemng people 
accept me as apenon. While I wasaing ash011 oneafter- 
noon, I went by the high whoa1 oach'r  hause. The coach 
raw me as he war w ~ h i n n  his car He asked if I war olan~ 

I T y  to Help 
Other People 
bv William E. Tubbs 

, . -, 
announce that I was ready for tack. This ~hsnt w s  re 
warded by the only hack leiier ever pr~sented toe dlrahled 
*dent atChamoisHigh Schml. 

My family moved to St Louis which gave me the 
chance to ahend Meramsc Communih/ College. Like any 
young man in collese, I was lormnata todate senreralglrls 
I recall an incident where I had managed to date a glrl with 
long brown hair After a wonderful avenlng. I wished to 
thank her by a bss wtthout being too obuiour. woii, I med 
genily to put my arm around her neck. Unformnately I 
caught a handful of her hair and I could not let go. My st- 
tempted larr became a painful task of untandtng her h r i  
tram between my Hngerr. 

My college yean were devoted to learning to unite 
rtiots. I had a few of mu oiavs oodomed nvino me a , . , . - 
chance to make Mends with those studying theater arts. 
Often. Iwould heinvitedtocartpm8es. Dutingapaa we 
were vey drunk causing ur to play riily games. One game 
war lying to see how many people couid fit in a bathhsb. 
There were afew su,p*edlooki when1 cumbedout of my 
wheelchair and cmwled intothe tub with muother drunken 
hiends 

Despite my heayi "cerebnl palst& accent, I earned 
a bachelois dearee in roeech and drama as weu as a mas 

my carents nouced that I was I& creeping or crawlfng the 
way achild should and my mother had to pmp me up with 
curhionr so I could ritin a chair 

They startedtakingmeto phatianrdoverNe~York 
and New Jersey I was in St  Bamahas Hospital in Newark. 
and, even there. they could not tell what was wong with 
me. in 1918-1919 1 war in a school that had mostly men- 
tally deficient children. They did "Oi do any *eating of my 
condition. They iurt medto take care of me and all the rest 

About 1920 i war taken to an orteopathic hospital in 
Yak, Pennrylvania. In those days the osteopathic dachn 
were not looked upon with great favor it was atthat horpi- 
hlwith Dr Crandallthatlginedthe heaandmoiteffedve 
bearment, whichwar later undone by adoctorin New York 
Ciiy 

There, at the Hospital hrdoint Direare, 1 was put into 
casts hu the Chief of Staff of the Medical Deoarhent The 

made a mistake and ro he removed the piaster casts and , 4 . '  e P , a  " a  i " t L , " I g"L"2" O"*'."I'x'...l,a. Tllll* r*er<l.lr ,re *h i ) ,  r 

.<,kt a, ! ~b,"%,.,.>, 1. .r,*>pr.,,3 dI >I&', I,,*::< l,,.., e 8 ,  \. *!>>.4 ~alp'>\~8.41thd:.mp. 
81 2cpe .~ l r !~ .  . a, s r s ' ~  .>'St L ,  .# , ~ h . . . . , . ~  *ncr..n,..? Mr~ f l t l n~ r  m\ Illhr. n n i  molller Itad ngrcrrl r < >  dl\- 
1,.o.:r,,,.,,pu ,,,*,:l, a~.iun,e5,0n,< Ionrd.c,o m,r *,,e.3 l " ~ ,  :I,, l . r?< .a"< . ( ; 'a?d#?<~,~ \~ ,a , ,a ,~< l \~ .~~>,$~ .>  
i.bnr hllon, n,-F,,.:r@*, lu ,*c I , , i t  . i W, ..I r*a!2.."8\:?,ak<. M,.<>,T.!<l, 8 , .  *,b.,:J<m w., 34.3 

. . k .  I r I J  O ,  I .  I i t u l  4, . I?III&,~CG 1r.m.r !r mm 1.12411 ldLo W h m  I 
discovered sheenjoyed to unite. So, 1 invited Jane to  be^ 
came my translator when I intelvicwed the people for my 
book. Well. our relationrhio develooed into romance and I 

. . - . .  
tion relieved the tension of the people ar we heard same 
laughter ham our guertr. 1 feel Jane anrwen my question 
when thingrgo wrong. I usually blame my disability for any 
problem. Hawevei, Jane replies, sayuig. "Stop blamingev~ 
erything on your d-blliw . . . Jurf he a perrony So. I am 
no lonqer iilit a C P  I have hecomea y en on.. . .And it's . . 
great! 

Addre*: David Morton. 4545 Forest Park Boulevard. 
St Louk, Mirrouri63108. 
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15 and gemng im much for Mothor to handle, we looksd 
for a place for me to rray A hiend of our family recalm 
mended CathmriHome in Dwon, Pennrylvania. I wentan 
a rix-manth probationay petiod and we found that if Rned 
us wriecuu 

Badge. 
In 1980. I paved my 5Mh year at El la Cathcart 

Home The" threw a bio rhindio on Aotil8 with a o m  in . . 
I I. .'l,prl .van, h r n l i  cam. *,lii iKepr*rmin?ir? lh, k 
s r h ~ 7 . e n l t  <man irom1ZIo m .an< 1, 8". r o  ,yrr r.Ic, 
Ir: nrd n. dnl. l l  r (:r,,un~s\n ,I,'? w ...a: c., .wsn, '<,, mr . ~ 

civic semtce. In addmoi, House of Representatives and 



senate of Commonwealth of Pennsylvania rent a citation. So. even though l m  diabled with cerebral pal% 
Dew" Scout~mop50pw mea beautiw citation andthe I have the a b w  to use my hands and to think and talk. 
~ ~ d i ~ . '  committe#gave me a beautitulplant. I manage to do things that are valuable. After all, that's 

In Febman/ of 1981, 1 received another award - a all that counk- to helpotherpeopleand not be a dragon 
plaque honnnw nly 51 years oi iw ice  with DDDDD Scout atyoyo. 
Tmop 50. Fvl lhe~ my name is on the official plaque of Address: W i lhn  E. Tubbs, E h  Cathart Home, Val- 
Dwon SO'sCabin. ley ForgeRoad, Dwon. Pennsylvania 19333. 

Coping with Chronic Pain 
by Man'leeM. Thome 

Ail of us have most likely experienced pain. Pain is the I t  ir exciting to conside, the passibiiities this infoma- 
body's warning s i p d  that "something is wrong." such as tion offem us because there are many things we can do to 
when we are suddeniv injured, but oain can recur chroni chanae ormodifuourattention ande*pectationofthooain. . .  . . .  
cally even when little more can be done to alleviate it, with 
the porrjble exception of dmg therapy. 

The expenenco of pair, has many meanings: 
Feeling If - the physical renratian. which varier in 

intensity for each of us, and may intempt ouithoughh or 
actiuitier. 

Awareness 0fl1- being remlnded of our illness ordis- 
abiu~, beingfatiguedordeprel~edbylhecontinlungquallty 
of if reducingour activities in analtempttodecrease it, etr. 

l ro f rnn ~fft-trequendy wedo not"rhare"0ur pain 
or let anyone elre know it ir occuning because we do not 
want to make situations unnleaant for others. or to be a 

Whether or notwo can makeit diappsa~ wecan: 
1. Practice diOacding oumlvei with other piearant 

activities of ow choice (make a list!) to remove ow 
anenmn fmm the &szzxnff* and thhhby &dodoedo <B 
significance. 

2. Decide we ore in chaw, and do everything wecan to 
manage the paln, especially with nonpho~moceutical 
melhods: 
a. P r m e s i i  relaxation exercires 
b. selEhypnosls 
c. Abdominal breathing 
d. Biofeedback 

comfoll, and to!& intentity: 
Affentioion - for those with chronic, repeated pain, 

whether abdominal cramps, bachche. nerve mmpresslon 
or phantom limb, paying attention to the body pall where 
the pain is felt has been demonshated to achiaiiy increase 
the experience of p i n .  

Exp~xpddti0" - watching and waiting far the pain 
causer us fa fenre up, to be "on the alert," much as we 
mightwhen approdchingthedentist'sofficetoAnirh having 
armt canal done! This may happen fa ur when we prepare 
to go out. to eat, to go to bed, or at any time we associate 
with previous pain. 

None of this is intended to ray that warn is not real or 
not there, but is meant to rugs& that our expe"encing of 
thepain can be intensified by ouranention toit, ouraware- 
nerr of or our concentration on it, and our expectation of 
ik rehlm. 

Any of these methods, in addition to gemng a good 
massage, gentlenvimmingorrimngina whalpaoi, eb.. can 
m l r f  us in reiaxingand avaidingthe chain of events which 
comer with pain:pin-fensioniandety -rnorepofn. You 
may think of many others way torelax, butthe whole point 
is to de-SWerrr yourself and inueare your abllliy to tolerate 
the dircamfoll you do have without &6ng it complete con- 
bol ofyaurkfemd activiti~s. Theadvantageof non-chami- 
cai methodr ofworking with wain are the lackofsideeffects 
and the abrence of potential for addiction found in narcat- 
ics Pills of some kind may aim be needed at times, but 
makeif yourgoal toure as fewchemicairasporrible 

Take pridein howweii youfuncdonwithchmnicillness 
or disabfiity which maker pain and limitation: take w e  
e~e~dayrnapprectattyo~rseif, totakestockdallthatyou 
do and ail you accomplish, andmakesure to dosomething 
special just lor you! 



TRAVEL 
By Bus in a Wheelchair 
by Eileen Van Alben 

When I dedded to attend the G d e ' r  PodPolio Confer- weisht low and to not emed too much hom mnqerr. If 
mcr 8wSt 1 Lt.r ir .dn,r .elanvr,~n,~ndihrl l  S b, 01, %mn!r.nd,Llrlp,!har <a<pcr~lcrn Tru$r.lwullhdrorl#pun 
I,?idrdC,#~~ I<! l? i l o~ ! rho . .~n r  o ,~~<ompnn.r~ rr.lpc mn . '10 mn cop? a1.1 ic c inexp~rtei ;moor n3.l. . a  
~ ~ ~ o n a ~ ' .  n' > w a n d  r i?<ll#ny il *.,I, l 85 UI.II!III.. ply, 

s.19 loo md ~II~I un Tr~#lud$, nrl ,..if dant ma) roe Auclrrr Lllzrn VJO ,\luun \rl.tl 37,) Cu1,n.n 
hi&. f ).u l.nvr a r.>tr.meni :roa your <l<,tur . u l , > t  y c n ~  Chapl.#%n Apno 211*45 11 I . ( i~adalx~rd.  L i ~ ~ c u  
dl-2111 T 111dih.tilh2 i m v m w .  b r D O d L  ,Loll 1II:~lfd . . 
h. ..and ,"a, <.n (~c~,~,"LI,,I I,.. n...lldi,, rn.lld a ~ > rdr. 
<!+" "! 1 adw'o,'< .,.,!V!, ..,,t I ,.I ,, :, ,W" It,,"rn "0, 

: >*'Jl' l"l..l 11 ..jz,,xl.lI<D 
LI, asan~ii?!.  !?re<,, 2nd 1 rmr fhc b ~ ,  hvnl 

(i .nrh.qarn 1 I \ lc~I ien lor lh hn irr hntn hca n p a 3 u c  
1, v a r r r l u  ..ruLII.~lllllilt~ ~ G ~ C - I I ~ C M I  

sa& because the lkner war from a Mexican dodoc SO 1 
paidonly to Hourton and flew from theretovlslt relativesin 
lowaand Wivansin. 

tho dnver lifted meinm the bur 
~h~~ we flew to phoenix and bused to ~ ~ ~ h ~ i ~ .  

Glrfomia, on Trailvuayr. Here again, the derk volunteerd 
the information that Teresa could go free. No quertion 
abu t  a lenerhom adoctor 

The driven on our shuttle burosfmm our hatel m Di3- 
neyland and Knoftr Beny Farm were helpful and plearant 
Noproblem forthem toliitfhe chair-uith mein i t i n t o  
the bur. We used the wondeltvl cily buses with lifk when 
we wereu9ting Selmasack. 

we learned that one never knows what toexpect A". 
thotitier make the ruler and the clerks "re their own judg- 
ment. I rtill think it is a g w d  idea to keep your luggage 

Using a Respirator on 
TmnsAtlantic Flights 
b~Anne1sber.g 

Theairlines mustgive youspecial approvallong helore you 
show uo at the aimort! It Is imwllant to understand the 

input far 24uolt DC and 220  this respirator has been 
tested forinterference on aircmn mdlo systems. 

The airnlaner have oower outles hut not all of Uiem 

emasthey are &dfmS0-60 hz. 
On recommendation from an engneer with PanAm. 

we purchased a Sola Power Supply rated fat 120 watk at 
Newwk Eiechonicr. It has an input for 115 volts AC. 5 0 0 ~  
4W hz andan output of 24voIt DC. 

We camya30-foot extenrimncordrincetheoufletrthat 
are powered duting flight are usually in h e  First Ciais 
.m,Inn 

* - .  ,/ , to travel with m i  respirator and Sola Power Supply. 
Theairlinestakemy elect"c~power~dwhee1charrwith~ 

out any exha charge. They tlke the banedsr because they 
, are sealed marine baneties There is not much dirconnec~ -. i - , ron aswe have made a terminal panel that is easy to get to. 

The wheelchair go- in the baggage compamnenf. I use a 
~mallmllap~hl~b-.nsferchalr that =folded anditoredwith 

. ,, 

": themitbags dunng night. 
Address: Miss Anne Ishem, Carthewe] 208. 25W "- 1 W b y  Copenhagen. Denmark - 1 
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Israel: A Dream Come T i e  
Renoh Shnaider 

. . 
didevelything. including tide thecabiecarattheMarada. It 
wasall so thniling-adream come me. 

Tho ant" unaxoededandtemoora~lvradeventof the . . . . 
,n,,,.,<,>v c,,, ", th ,d PC,?' " 1<,a.. kc,.., I ,.., t -,<>1m, . Wl.t.4, v ,,%. St!...., !n:.h,,rr.>,>b*,,d,".l, at-, 

r 17, I..,, ,TC L A '  n.ri,'.I . , I  s .I..",," .,: 2m.3n.10 "an - . . 
The place they took me war like somothingout oi a 19205 
novel and the dialogue war in a foreign language that I 
couldn't undersand. 

Forhmately, David, my haveling compalllon, raw me 
thmugh the ordeal with great suppo% love. and tender- 
ness. Formnatelu lm. the severe wn beoan to ease after ,, . - 
eight hounorso, andbavidencouragedme toaikthedac 
tonforadlrchargeafter I had been there onenight andone 
dav He felt that thev had done all the" could lor me there. 
and that I be better off back at the hotel where he 
could take care of me. The docton agreed and discharged 
methe nextday 

We had to adapt my chair so that I could keep my leg 
shaight out, and use cabs large enough to tske me ex- 
tended full-length in the backseat Yet we ourtour 
aday earii~r than we hadplanned, thanks largely to the en- 
couragementofa~urin a1 mine. whoisadoctorin Tel Avi'u 

My liferhiis was dlHerent-my nght leg waj in a long 
a t  and lwar totdy dependent on D a v l d  but thato3dn't 
deter ur one bit We did and loved evelything. in facf 
lsiaeiwasnot had  lor me tocooe with because1 hadrorne- 
onetherem help me. 

Add-: Renah Shnaidei 350 Vernon. Awmnent 
101. Oakland, CaUfomia 94610 

My Ti-ip to Israel 
Selma Z Sack 

. - - 
to impar.ble. 

Thetour war hom Flying Wheels. Ihegmupconrirted 
of six whecichatrs and six ~urhen. 

ent Ner and shapes One of the gaisin our group met with 
anaccldent Theirontwheel of her chairwtsrNck behveen 
rocks caust"g the to nipover she I~II out OI her chair 
and bmke herlegnearthe knee. InTelAvivshewenttothe 
hapitalwhere her leg warput in a cart horn toe to oa th .  
Cartandall, shecontinued on with the lour 

I arrivedin sunny Ben Gurion Airpoit, a bit on the tired 
nde A van with a ooitable U f l  drove us to our hotel InTel 

Wethenhroveon toree the~eirhMusewn. theHolaaurt 
Museum, a lslrge iubbuk, the Arab market place in the Old 
Cihi. Walling Wait. Dead Sea and Olive Wood Mountain. 
We saw many archeola@cal digs. Wefhen procoodedon to 
Haila, libe"ar. and Hadassah Hospital, where they have 
stained SIBS windows oatnfed bu Marc. Chaoall. On the 

~ddr-: ME. setma?. sack. 1052 ~ ~ d ~ d ~ d .  APS~ 
mmt #6. El Cajon, California 92020. 
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BOOKS 
It's A Lovely Day Outside 

~ ~ 

By Pamela La Fane. Victor GoilanaLtd., 14HenliettaSt, 
London WC2 1981.159pp. ($5.951 Beginning in 1939, in 
an England at war. Pamela La Fane chronicler her sbuggie 
to be her awn wnon in mite of rheumatoid arthritis which 
kepi her in initutionr forneariy thilty years. From the age 
of eleven untiirhe reached theageof sixteen, shewartreat- 
ed in children's hosoitaii where she continued to be edu~  

. .  . 
Dewiife thesedifficuities, shemanaged fotakeaco!7erpo"~ 
dencecourse, embarkon awntingcareerandmake anum 
ber of close friends. Finai i~ in 1969, with heip horn many 
quarteq she war able to leave the howital and estabiirh 
a home of herown in a small apuhnent which reemediike 
acartie. 

Pamela's r toy is amazing. The spirit. that kept her 
hoping when there literally was no hope, shines through in 
all her writing. The caiiournesr of many of the health work- 
en who rumunded her through thore yean is depressing. 
a diwouravement offret oniu b" thore in later "ears who 

rewarding study of an impartant figure in Amelican histoy. 
It ir inteieiting for both historians and disabled wnonr. 

Reviewed by Joyce Kniffen 

Missing Pieces 
A Chmnicie of Livinq with a Dtsbiiitv bu Irving Kenneth 

kg ~ ~ " D t h  zoiarhouidbe ontheber;re~~er k t .  me m;ddie 
huo-thirds of the hook reads iikean exciting novel. i t  teilr of 
Z0la'r rtay at Het Dam. an experimental village for the dir- 
abled near Amham, Holland. How t h a  people live and 
their relationship with the Admini*ation which acts for 
their weli-beins. carries overtones of Aldour ~uxieu'r 
BmueNev  ori id. 

Are the residents really happy? 1s the Adminishation. 
in fact. a sinirsr force which reduces them to a status of 
weli-k~pt chiidren? Is the Administration really the biack 
knight in a game of benign domination? 

Zoia raiser these qu=tionr. while oncedng that, for 

~.vi,~,d by joYce K ~ ~ B B B  user a cane. For his week-long reridenw he forcer himself 
muveukethe otherrandurea manual wheelchair nosmali 

The Making of Franklin D. Rooseuelt featonthere hiiiy rtreetr. 
Triumph Ouer Disability By RichardThayer Goldberg. Aht The interaction becomes more than a give andtake of 
Bookr 55 Wheeler Sheet Cambridve Marschusettr penonal information behueen him and the reridenb. whiie , . . . . . . . 
02138 1982. 224 pp. ($16.95) ~here iu l to f  an enormous the ~dminiibation, which he had planned to be his primay 
amount 01 research, DL Goldberg's book is the fascinating Source, avoids him. With mheshing candor Zoia not only 
stay of FDR's encounter with poiloandthe effects this dir. braver the exhausting sheets in his wheelchair and the 
ease had on his life. Ama~~inq innumernbl~deta i l~h~~ let- perplexrtia of his apamnent he a h  confrontr ht own 
terr, books and perrona1 interviewrar well as from medical 
recordr. the author how FDRS hvggie to deny and 
then lo accept his disability changed him as a man and a 
politician. He also explores FDR's developmentof and  con^ 

bnuedinvoivementwith the WamSpringsFovndationand 
its hearmant of polio patien*. 

The iuii extent of FDR's disability war kept hidden 
homthepublicar mucharporslble. Dr Goidberg questions 
whethe~ in thir age of teleuldon cameras. a disabled par 
son could ever becme president again. DL Goldberg ir 
Director of Rerearch hr the Maseachusettr Rehabilitation 
Commi~rion. 

Published on Januay 30. 1982. to coincide with the 
celebration of the FDR Centennial, thir rchoiariy work is a 

preiudicer and assumption.. He ir chagrined to dircwer 
that he had nwer identified himreif with the disabled, that 

came alive. 
Sexuality is a subplot in the Soy. Zoia draws a sham 

mint by showinq that societv connderr it vaquely immoral 
forthedisabled~expectre~uai iuifdlment S&iia biologl~ 
cal drive that is suppressed in a civiilled satiety and r o ~  
retved lor a omner circumrtance. And the disabled are ~. 
somohowreiegatedtotheronception ofimpropriely 

But sexuality is only a tip of the iceberg. And, in fact 



Re disabled are made invisible by keeping them OH the response. Theactorsdrerredin cosblmer andmingiedwith 
~heei . ,  by pretending that theirs is a problem to be solved the children, who were encowaged to padepa tepu ton  
by telethons for the poor unfortunates. The world belongs the king's craun, crawl into thetube-tunnel "make," wear 
to the healthy and everyone else is abnormal Abnormal is body paint SmaU groups were the ideal arrangement 
equated with inferior The meda, forthe maat pall, repre When the puppa show war over the kids were urged to 
rent the disbled as people who can invallably improve hold theroft. cuddly "animals." Far some, the iouchstone 
through exceptional murage and exhzloidinary effort. was music or dance; for others, glued~on blacks or news- 

In essence, Zola is sayinqthat debilitation is acandition Daoer dmaonr. . . 
.,..n,st,,~~17%.Lat ,n,.,rn..n, A,,lV e .  u.% r ~ L  I ,<I r e .  a? r l  ,,. ,, lllVll LI d.~r$ prolc-l r, lllr vlr\ sp..~,.,i 
nv., 88.0 1 8 1  ?~.rr.,ic,~ .I  ihr ~'. ,r@n!.s rhl.. . ' nc ATF..~.~.~~ a :L. ion., v o e  " 8 ,  ~r I' <I*na!..~ecn~ld~m 
\vd,  . s, llm.li<,i.~nl.a ilt.cn in rcr hon* n 7,. t.y.a* I?  u mr '.an>! arc hnu 'I I, r I <,,r ,..'a . nrn-r-'1 111. ,an 
P C  n ch- %foe bd\ !$bet S V  L ~ G  1 I>. ~r.. . ,I b? .L>cn,f:<-! . t  ex.)  . .*,I 51 ' f ly t i  < ,.en. , , c  1, 0 8 ,  $: .., w'r,., T!te 
Ihcr hlrn.,< p<a.nn I .  I < i . l L l c  illr,: 7,. -.ii;. llrn,. C2d..,<*h..,<, ,,p,r*<:t< ?CY,," ... < $ , . < , I , + ,  l~,~"l, w:,c 

p, ) iT ,  cpZ<rnr.,orra, n-.~;.,.,oi",,,lr'i,..,Irnil', .,* ".,ec, .. +"L:.w, YO< c < < , :  A > ,  ><,T,." .<,a. 8". 

i<.vl.r..<.'l;lr .0111.<5 ' ,ll"il prl.,,"'."' nnc 8 8  ,,.l..l.eil. .A,:) n,irrn* r..ln,.t.,,p 
.&,.,,..,,>I.,!. < rv<<p,.<,n,*,.;,,,.,,,, , ,,,, ,V"!,L,,i 

The Music Came From Deeplnride w x  4 8 d.  ~ c ~ : t h ~ ~ ~ ~ n , ~ n ~ ~ ~ ~ ~ ~ ~ ~ . ~ ~ ~ ~ h  .,,or# s..:,,: q r c ~  

They don't make g w d  porter children. These and others 
dernibed in Juniur Eddy'r new book are afflicted Mth 
Down's syndrome, Apart's diiease, rubella, cerebral palsy 
and birth damage. Most are mentally retarded, with multi- 
ple physical defeck and emotional complicationr.  accord^ 
ing to Eddy. there are an =tirnaied 460.000 youths who 
liveiinthir"twiiightworid."Manyliveinoranendinrtitutions 
where they are helped bvdedcatedteachen andtharaoirts. 

~ ~ 

~ilestonesofprogrerrare m e a r u ~ e d i " , . ~ " ~ * ~ ~ i " ~ h ~  
or less." Toilet hlntng, eatingwiih a spoon, d1inking with a 
cup. leamingtosay a fewsimplewordstakeup muchafthe 
time. Atfirst itreemr likean impossibletark. Repetitionand 
patience OR." change the prognoris to possible. The 
teachers arechamcte&ed by "iovingtaughness."Butthere 
are limieofendurance. After hue or six years they are d e n  
"bumed out" Many leave an sabbaticals; some re-. 
wme do not. 

In 1978,theNationalCommiueeoni\llsfoitheHandi~ 
capped began a project to improve the liver of there dam- 
aged children. Teams of albrts were sentfothreepllotcen- 
terr to help "the last d the least" as Wendy Perks. former 
NCAH executive terms them. All for the profoundly re- 
tarded? Not always in the conventional sense. Flngerpalnt- 
ing is done with chocolate pudding. Dance vanes hom 
the m ly  creative to rcooting on the seat of the pants. Yet. 
response of any Xnd, even in quarter inchor, can signify 
?ha"". . . . . . .- .. 

Eddy repol* that the amsis' enby into this special 
world was sometimes resented bv the teachers. hut a hesh 

. . 
Vaughan'r phot-phr and Eddy's words, along with 
generous quotatiom of Leacherr. amsk, and NCAH uecu- 
ti"=, form a highly readable and perceptive account of 
there children and the heroic eHom to improve their liver 

Reviewed by TheodoreSo1omon 

A New Life for the Handicapped 
A Histow of Rehabilitabon in India. Bv KameiaV. Nlmbknr 

Mn. Nimbkar'slife is detailed inonly a few pages. one 
wishes there were more. She was an Amencan of Quaker 
dewentwhomamedanlndianen~ineer~~ttledinlndia and " .  .~ ~ 

iehlmed bllehy to the U.S. to rtudv acupational themu ~. 
In India, she foundedtua rchoolifoioccupationalthempy. 
the hrsf of their kind in Asia. and 'retired" in 1957. In fact 
this marked only the broadening of her actiuities into the 
largerheldof rehabilitation. She co-founded the lndianso~ 
ciety for Rehab%tation of the Handicapped, founded the 
NimbkarRehabllitatianTrururt. and rheJoumolofRehabiiita~ 
tion in Aria. She worked for years ar editor of the Journal, 
rewed on numomus boards snd commissions, and palbci- 
wted in canferencer and wmkihopr throughout the world. 
Mn. Nimbkar died at theage of79, shody before thecom~ 
~lletion 01 this histom ~. . 

invigorating air was injected. Music, dance, drama, and one marvels ai the dedication of this woman and the 
puppe'nywere cast like seedr to chance. The formal event. indtuidvidualr (many of whom are delineated hur ,  including 
were intersoerred unfh imoiovised. hiohlv creative ao- Gini and Joe Laurie1 who have devoted their lives to he lo^ 



ing the disabled through education, occupational therapy, 
physiotherapy, employment, prorthetidorthotic deuicer. 
and other services. This Is a never-endins rhussle to en- . .. 
gage the interertand hnrnclat rerources of couneess people 
in government and private life. 

Reuiewed by Theodore Solomon 

Ordinary Lives 
VOICES of D'eabillty and D i rae .  Edited by Irving Kenneth 
20s. Apple-wood B w k .  CambrtdgeiWaie*own, Marsa- 
chvsens 02139. 1982. 221 00. fS12.951 Before the" can . . 
hr i n  i r a  lo toll t i  m r m v )  ', ., ..>th.~, , :"g 8'. lsrr 

t ,?  .c,,<~,?,. , c.,,,c , >s ,.<J ,,,dr %.,, r.... . r,~,, , ,., 
Ollnl ,  . I .  I.J?..LIC\I)III. I A . " , ,  in., 0 .  l a r l J  
tall her what he is doing because she must visualize: she 
cannot feel. It is a stmnge ro* of lo"emaki"g. only m n g  
and touching and hugging. But is it really so rhange? Am 
the pau~onate undulations of the movies and books any 
l~xrarufice than braces and catheters? 

Neither sexhvoed heroic character. nor oeaote in all 

Zo1a's collection of 
people with disabilil 
no battler won orlo 

. 
,"d poem relates how 
#anage their liver 'with 

M,,>,,,9 I'te~e, c,,,,, f> ,~ l , l , av  ,~,.,,s 

 he theme that runs through all there stoner is one of 
search and ~IICOYL~, learning and adjustment to lifewith a 
dtsabilLw. 

Disability doer not signify decay or lnmmpetenco or 
inferiorit% but quite simply the inability to perform in a cer- 

tain c0n"e"tianal manner - not precluding perhrmance 
-but. with the ingenuity that marks Homo sapienr, per- 
formance in a diflerent and oflen better way 

This collection is a r foy that needsto betoldtoallpeo~ 
ole who fake coumoe bu the cauraoe of others. but who 

Parkinson9s:A Patient's View 
By Sidney Donor. Seven Locks Press. lnc.. PO. Box 72, 
CabinJohn, Mayland20818 1981.220pp (Cloth $1495, 
paper $9.95, plus $1.50 postageimailing.1 This is probably 
the bert. the most reveaiino i"31~hf on Parkinronirm, the - - 
chronic and conceivably incurable nourolqncal dment 
that, at any @wen moment, lies in wait in the gene of 
over500.OW American menandwomenas thevaooroach . .. 
then 603. 

Variously identified by ~alr ied hands, rhufiling feet, 
murcle-rioidtu soells and the soultremors of deonession. 
~arkinroniri war fheoreticauy isolated horn hirtortc 
"hembling palsy" in 1817. But it has been pointedly  ad^ 
dressed by medical and pharmacological science for only 
the part 20~0dd years. 

The unique value of Dr Donos' book arises from itr 
being the work of a former career publications exsutiue 
with the National Education hociation who - pmgrer- 
sively slowed by the disorder which began at age 36 and 
forcedby thirintoearly retiremoni-wasfor12yearia key 
"experimental patient" at the National Instituter of Health. 
There all the major keaimenk conbived tor Plrlunron's 
since 1961 were testedan him. 

Determinedly actiuetoday b helping promote reganal 
mutual-ruooortmouor for fellow Parkinronianr DL Donor , ,  - . 
found lhat his physical impairments stretched the wrttingof 
there highly personal pager into an eighlyear project. 

~iraccounc reparhg hiirnple hdvprseafext~emerof 
bodily incapacitation and stark deprersion. includer the 
canjecture that his Parkinson's onset at age 36 may have 
beendue totherUeirerofhire~essiiiiiilforNEApiomo~ 
tion . . . to the extent of his bein4 an admined workahalic. 

unimpaired.. . anda knackofconveylnglotheconcemed 
reader the contours of that temtoy. its lows and ifs highs. 

There is no obscuring cloak of martyrdom. Rather Dr 
(D.Ed.1 Dorrorreveair awonderfully objectivesenreof per 
ipective. . . which is, at the same time, to be as admiredas 
a blerredsenre of humor 

key resource h r  every informed partoral counselor hmily 
physicla", neurolagi*, therapist and psychiahirt. . . or the 
concernedand puzzled reiativeot any oneoiusuncaunted. 
patient Paikinronians. For the too~resalute "closet Parkin- 



sonian."it couid be quite invaiuabie. 
Further. the author ofthis book's obvious companian~ 

uolume. D r  Roger C. huoirin's Parkinson's Djseose: A 
GuidelorPatientondFaml!~ (RavenPresr. 1140Avenueoi 
the Amencar. New York, New York 10036. 1978.1 pro- 
vided Dr Donor with~'encouragingcommenbandrugges~ 
tionr upon reading the manurnpi at hvo dinerent stager:' 
Dr DuvoiSn ratesas one offhe nation's top neurologirir, as 
well as being endoweddth ciarityof repo*ge. 

Reviewed by W. Danfarth Hayes 

Seruing Physically Disabled People 
An information Handbook for All Libmrims. By Ruth A. 
Velleman. R.R. Bowker Company, 1800 Avenue of the 
Americas, New York, New York 10036. 1979. 392 pp. 
!$I7501 This book Is an aitempt to bring tagether in one 
voiume rome basic infomation about ihe needs, in regard 
to Ubmw ~eMcer, of penanr hauny dinerent disabilities. 
The author giver rome facts that should help librarians 
makeiheir SeMcermoreacc~ibie to the disabled popula~ 
tion as well as enablelbrarianstoassist this mouo in Hndinr - .  
information aboul other needed services. 

Welloqanized, clearly written anduellannoiated, this 
valumeirof intercrtprimarily tolibrarians butcould beure- 
hi toanyoneinteiertedin the needs ofthedisabledpapula- 
tion, erpeciaiiy someone doingresearch in this Reid. 

Reuewed by Joyce Kniffen 

The Unexpected Mlnority 
Handicapped Children in America. By John Giiedman & 
William Roth. for the Carnegie Counnl on Chiidren. Har- 
court Brace Jovanouch. inc.. 757 Third Ave. New York. 
NewYork 10017, 1980. 525pp. ($17951 Thisrrartudyof 
handicapped children in dationship tosociety = a whole. 
The authors compare the handicapped with racial rninori~ 
tier. They also compare them d t h  normal chiidren in their 
social. peranaiitg and intellectual development They 
attempt to show that, while all chiidren go through difficult 
periods 01 growth, the handicapped are onen by 
the dichotomy between the home. where they are loved 
and~mteited. and outside. where the" are revlied. In edu- 

theipotendai. - 
Dircnmination is cited in d iagndc pracedvrer and 

euaiuation. All disabled iob reeke" are oainiuliv aware of . . 
employers who refuse to hire ihem, not for lack of abiiity. 
but because they do not want ihem in right, although this 
reason is mreiy given. 

made, inciudjnglegal coercion, fo raise the handicapped to 
their highest potential for humane reasons and so that they 
can make their valuable conhibvtionr to the social m d  
Dconomlcfabdc ofracisty 

Reviewed by TheadoreSolomon 

Wi3llioml Danfonh H a v e  . . BA.  cum loude Amheml Coliege 
1931 . . . gmdumie study Haruad 1937~38. . . news Jtoli. and 
deCIojIhreeNemEngionddo,i~a..  retiradl976fiom Wo-~ 
ler Telegmrn . . . Coiorodo naliue . . . momad 1939.. ./ourih:j. 
dren. ten gmndch!ldren.. . member Srorcrrh Rlre Mmonr  AD^ 
p~lachion ~ovnminciub . ..baritone. hikeieoder hlueler. . . to 
Scotiondlor ''m* rearch,"to ireland os Fnendshtp Fane gmd 
mill ornbrrudom.. . adiuily limited by Pokinmni Syndrome. 
Addreu: 40 Ramala Road, Worcerter Maesachuselll 01605. 

Jouca KniHan har been quodHple@c jmm pol!o sinre 1959. She 
receiued uRSEd. dsgreein19751mmAbileneChnrhon Onivei 
sltyondahe hmbegun .o*on hermosteis. She.oreacheiond 
head ofthe academic deponmenl o j  The Btidge in Abiiene Ad- 
dms: Routez, Bor45. ClydeTems 79510. 

further r-arch andclarriRmtion. E v e ~  effoll should be 



Friends Around The World 

their ~ s r i b l e  adaptations for home wage." Morli Vim. 
Rua Jemnirno do veigo 42842, sao Pouio S.P. B r d f  
04536. 

learned a lot about the Amerlcan way of doing Nao 
Ishmaka. Konomn, Jisshudai, Febru, Chibo, 299.16. Jam" : 

purrhartly before the St. Louir meeting. My opinion as re- 
gudr the emrrging rule. far the disabled person war weli 
received there. . . I am looking forward to a day when I 
canmake a hiptothe Stater d t h  my attendanbtovirit you 
and express my gratitude in penon, I am also happy to teU 
you that the ruppori war finally found for publishing the 
nextRehabiflto6on G&e in Japanese. The Shown lkeda 
MemofialFunddll aid urfor half oftheexpenreandTokyo 
Colony the remainder"MosaoNagai, MD., 29 Kitornochi, 
ShinjukuXu. Tokyo 162, Jown. 

. . 
TWH has rtaned regional maup uving anangementr.. . . 

' --.- - I . r .-~. . . - . ,.,-, I 
W~lI~o~nA'o~r ioo i~c ' r i r i r i r i r iL~~L~t i~~~~ ~nnirnir~~!Sr#mq Toia 
ChwhiieiliimeinMoniin I2h,iippiirri 

Two of our people, who are r~l idenb of Sinag~Tala Chesh- 
ire Homer. are picbred above. William Norcio was lell 
abandonedintheNa6oneiOrthh~dicH~rpitaIandbecame 
one of thefustchorhire Hame reridenbin 1966. Rose L i s ~  
iiocan ir disabled by mururlardyrhophy. Sheandthe other 
residenb make sewing kib for big hotels, rag dolls, and 
other hand~cmfted items." SisterM. ValetionaBoer?s, ICM, 
Tohanang Woiang Hagdonan, Inc, PO. 60x3565. Moni!~, 
Philippines. 

"I got your address from the GIHF bureauin Paris. . . lam 
deeply interested in maganes dealing with the problems of 
disabled poopler . . I am a medical doctor and Pm 34 
yeamold. I am arpecialistin intemaidiseaser butlaminter- 
erted inrehabilitationas Iamamcted by polioparerisof my 
leg. . . I would like to conerpond in either English or 
French." Joanna Sciwka, "1. Sowinshiego 19113,40022 
Katoiuice, Poland. 

"I am a phy.cally disabled wrlmg ham West Malaysia. I 
came across clapping my eyes on Rehabilllolion Gazelle 

meare ldndiy me appropriate informa- 
tion."L. Aivgex Vamn. 123, BuntongSotu, Sg Po" Road, 
Tel~kKmin. !poh. Pemk, W&Ma!oyuo. 

''I am a quadnplesic because af a divlng accident in 1964 
when I w~ 23 years old. Iwar invanaur hapitaisand now 



I am living at a Cheshire Home in South Africa. . . I have "I enjoy your magazinevery much. . . I have had cerebral 
an elechlc wheelchair which 1 operate *nth my -hie am. palsy since 1945. 1 had speech therapy but i t  did not help 
I leaned to use my mouth to make model ship and aero- much. I can say some words but not clearly I can me. I 
olanor. i have vamus Insbumenband taoir to usewith mv heb thebinal Cord lniuw Cluband I workfortheriohtrof . . . . 
I ,  uurt I :e.,c ,( m) nyurrm. Ibr ~ I n l l  m nm, *her d#>dl!.d p m w ,  I ,i<! !> ~ n g  I ~ u h ,  :as;.n~w "1 .0 ,~  
' , . I ! " , l h .  , , " " "d , , , i ,m ZI.rn,l,' 11, d r ,  Ilnm. Hrl:dl <'on (:o~~.,,,,. I,< I 

3 r I I n l l l n i :  ilu,,,n<~nnnnn<li. 1. I ' k r  !!~\cll~n d l  .,ru C ~ v l r i v i  I I n d ~ o ~ ~ 4 ? 7 1 0  
to correspond with another artist . . . I hope someone can 
help me obtain a callainmodel aeroplane. It is a blpacer a "I have written to Guy Papelud (1980 Gazette) to iel h h  
plastic assembling model, with a 1/72 or 24th scale." Mr know that I wouldlove to work with him on this side of the 
Meily W!llmons, Summemrond cheshire ~ o m e ,  PO. BOX Atlanrcin organinnganexchangeprogram beween ~ m e r  
13148, Humeluood 6013, Port Oebelh, South Africa. ican and French dirabledpenonr and that disabledFrench 
"I am in the procw of compiling a 'Where to Find Assis- visiton are welcome to 59 Tahanawan Road." M E  Fol, 
lance' info sheet far disabled parsons in my area. I wauid Ph.D., 59 Tahonowon Rood. Littleton, Momachuselts 
apprecimte it if organizations of the disabled would fonvard 01460. 
their ~ubltcations and related infomation to helo us ohm" 

"We have a fully accwsible bungalow in Nollh Wales that 
dl sleep a family of six. It isavailabie hr rent by the week. 
write to usfora k e  brochureand dotaik."Tom andLynne 
Domlina, 27Moppas Rwd, GrwlSutton, South WindL65 
784. Woles. 

"I am a quad. 27 year. old, 6 @, 165 lb~ ,  male. I get vey 
lonely. All my inends hawe married and moved away. My 
Mom would like to write lo mothen. We both get v e ~ y  d e ~  
pressed."Terrey Betres 7791 DeniseCc LaPolmo. Coilfor- 
nia 90623 

I amdisabledfor9 yearrararerultofarkokeafterthe billh 
of my youngest son. I have no use of my left a m  and the 
rh-ake also left me legally Mind I am39 years old. a widow 
of 4 yean, and I have 4 children, ranging in age fmm 9 to 
18. lenioy reading. ark. crani,andmusic. . . After my hur- 
band's death. I managed our apament from a wheelchair 
Thenabauta year ago i enteiedanming home. . . . 1 want 
to live indewndently in the communiw and I would like to 

. 
wouldrelacate for Mr Right or he could live with me in my 
residence. I am o vey decent, reipectable, warn. loving, 
slimwoman. lam blondewith blue~green eyeiand rmcon~  
ridered prethl"Robert0 C~ornenrel: Apt 121.27727Michi- 
gon Auenue. Inksler: Michigon48141 

to go about it. Maybe by writing to other people I can iind 
the way" Judy Barios, 1900 West Church. Apt #20, 
Corlsbad, New Menm88220 

"Peoplethink we are freaks. We are not. My legrarein full 
bracer. Mvr~inewas bmkeninan autoact~dent avearaao. . . . 
Lam on crutches and have a wheelchaix . . . I'm vey lone- 
some and I'd Pke to write to other disabled people, both 
amputees and spinal injuries." J. Connon, 11504. 3280 
NoshondAu~nue. Bmaklyn, Neu Y'k11229. 

"I am aroqlnered nuneand have had multiolexlerosis for 
kc I,, to .r h I .I . r  .mudr w< I.+ .no haw qoncon .n h .  ~ r c  I *?.em . o h .  I J %r ,I 
.md pro I h r  ,c is, ' l~-XrMr ,n i l l 2  M . C ~ , ~ ~ r  & r i p  @re* II*I MS I h n r  pro.1.i. 1.1 :,I .: t r u .  J.21. 4 8 ,  

n .r t%%r Cr i d  lo, fnd~nna41i<l% k~>,.to%sl nc, -021 J n.21 ,m.?h 0. COL>#?J \.#ti M5 T,>z 

. . . . 
parts of the worid. . . . I do not Ukeio think of myself as d l r  12302. 
abied. So many people ark me if I would like to walk. 
Stranqe as it may seem, it scares me when I think of walk "I am a bilateral amnutee and I work exlensivelv with the 
ins Although m; body is disabled. my mind and hean are disabled. . . . I am an oncology counselor and <valued in 
vey much alive and healthy I love all people. I have ad- grid end lass Mining for pro$srlonals, paraproferrionals. 
iustedtomyway oflife."ShaunN~~iii, OokFomHospi. andrign*cantothers."Joy Con; 747NDSth. SultelmB, 
Mi, 159th Cicem. OakForesr. illimois60452. Seattle. Wonhfngton 98133. 
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Communication 
Usingo Microfilm Viewer os a Reading 
andReference Device 
by John Dohaus 

In August of 1981. my wife's eighteen~year~old broth=< 
MikeVonALri broke hirnen~~rki"idivi"ga99idd"t, The jC4i  
spinal cordinjury rerulied in paralysis hom the neck down. 
Since his accident. I have been developing devices for 
Mike's use. Being involved in the m?cragri.?hior indushy I 
decided to look for a microfilm viewer to adapt far his use. 
Thir effort war ruccerrhl. I would like to share what we've 
hamed with Gazene readers. 
WHAT IS A MICROFILM VIEWER? A mfcrofllm viewer 
(also known ar a rofi-film reader1 is a device for viewlng 
16mm microfilm, one hame at a time. RollLlilm readen 
accept lOO~foot mllr of film, and are either motoaed, or 

by a micmfilm camera. The minofilm viewer enlarges the 
microfilmed image to its origlnal rile. Their ease of  opera^ 

tion maker roll-film readen ideal for use by the phyricaily 
handicapped. Without modifications, most readers ran be 
operated by advancing and rewinding the Mm reels usinsa 
mouthrtick. I am in the pracerr of modihiing a motorired 
reader for tip-puff opemiion. Thir Ull include foward 
and reverse operatian via one tube, and fast foward and 
revemwith anathertube. 

Ann'itrr nn\ans,~z n'n roll-l:m rona@r sine q ~ a n n r  
,,I ",> , , ," \ l *AC, $ .?CC"*<#, 1, o,>< 11. .I,", r,, ,8mr,". 

t . m c i l  i<.,.rd.> ~uurr m,,. 1000 rn.~.. R t i  I1 a! , , . 
reading and reference makrial. The user can have quick 
accerr to phone numben, addresser. ustr, and an entire 
dictionam on a rnok reel. A student can havetedandief- - 
erenu materid on film lor study at home. A telephone 
raiicitor can haveprodun~nfomtian andcuent lists easily 
accessible. The rurtem is not ldeallv suited far information 
requiring frequent updating. Howwer microfilm can be 
cut and spliced to add and remove seledoiu. For the user 
reau1ri"na ouick access to more information than avdabie . . .  
0- : +n?c : I ! > ,t $,,I1 eastwc  m ~ ~ ~ . I . x t u ~ ~ :  G . i '3 I I '00, ?<..I nna:nmer' Al*, a,a,na.p rrr 
"JrI,<Ic rc..t,,:r ,,,",",l..I, 1, I< <ell*cn. is.ms0 

Micmfilm readen'can also be used by the visually Im- 
palred. By h e  pro~er selection o l  a reader lens, magnifica- 
tion oftheimageir achieved. 
COST OF MACHMES AND FILM. New 16mm roll~film 
. . .  . A " 1 ,  4 re, a nor no.r,r.ori vevon 
I l i ,nr~:. ..+J ~ ~ , . , ~ ~ ~ o ~ - r a ~ ~  I>( I JI 11, < <I<> 81 < 7 i a - ~  
10 'I h hdv.#..,. hl c r . ~ x m b  bA%c J:#o~> u r  nrm.. a - .  

list of companies dealing in new and used equipment. 
For custom filming oi printed mafetids, check Vle yet- 

low pages listings under "Microfilming." Coiti can vary, 
and are dependent on the size of the jab, and the qualiwaf 
the material to be filmed. 

univenio/ Microfilms lntemational offers over 1.100 
popular clurentiy publirhed journals on mlcmfilm at a 
nominal cort  As an examole. "Better Homos and Gar- 
dens." from January 198i through December 1981. is 
availablefor $1690. 

Minofomr lntemrtional MarkoBno Comaration us6 

- .  . .  
The readerr elso provide the user wlth a w,ible 

sourceof employmentwhilzat home Thir involver viewing 
microfilm to detect ermn occulTino dunno Rlmino oi om- - - - .  
cerring. (Seepage46of the 1971 RehabiiitorionGozenefor 
additional infamntian.) 
SUMMARY. Roll-film readen provide qufck and easy a c  
cc~s to  thousands of pager of printedmaterial. Readenand 
filmed matenalr sro available at affordable pticer. A 
machine o n  be"red"ai-ir."ormodifiedasrequired by the 
user Materials on microfilm can be tailored to the usen' 
shldy, burincis. and leisure requirementi. 



I wouldlike to hear ham thoreinterested in vringroll- 
Elm readers. Perhaps a group of usen could be formed to 
exchange filmed matenair and ideas. 
ADDlTlONALINFORMATlON. JohnDalhau$.28150rchid 
Coult, Highland, Illinois 62249. Mike VonAlrt, 790 Noflh 
Walnut Street, Ereere. Illinois 62230. National Micro- 
mphicr Asraclation. SeMces to the Handicapped Com- 
miltee, 8719 Co le~ l l e  Road. Silver Spring. Mayland 
20901. UnivenihiMicraHlmi Iniemational. SOONorthZeeb 
Road.AnnArbor Michigan48106.Micmfomr international 
Marketing. FaiMew Park, Elmrford. New York 10523. 
REHABILITATION G M m E  ON MICROFILM. i put 
every irsue of the Gozette on microfilm for Mike and he 
hund them an Invaluable source of information on adapt- 
ing to revere disability He was erpecially interested in the 
personal accounts of other disabled penonr and in the 
many ideas foimouthstksand remote controlr. 

i f  a libmy or an individual wouid like to have the 
whole 25 years d the Gozeae on one tape. it can be pu r  
chased hom Gazette International Networking institute, 
4502 Mayiand Avenue, St  Louis, Mbrouri 63108, for 
$50. On the tape ate all the rare ouibof~ptint Tmrney j's. ar 
well as the iatestisrues. 

They are available an one 100-foot reel or cartridge. 
Positive or negative modeoptionai. [They are not avaiiable 
on mlcroSche at this timei 

Tea Generating System 

by John Dolhous 

I have developed a system which allows a phyrically dir- 
abled pemn to generate, display. edit and pnnt out text. 
Unlike other text senemtino rvrtemr, the device is small - .  
(8" x 8" x 5"). and rimpie to ref up and use. Thedevice is 
ready for use as soon as power is switched on. It can be 
powered by the llO~volt wail adaptor or hom the DC voi- 
tag. available from an eleihic wheelchair The printer may 
bemnnected and disconnected eariiy 

Innut to the device can be an" @doe of switch hat  the 

. . . - 
capped contest. Details of the system are avaiiable h-am 
JohnDalhaus.2815OrchidCoun. Highland. Ulinois62249. 

The Story ofB1fsyrnbob:ANew Languoge 

B y  FredMcMurmy 
A new method of commurueanon far reverelu disabied ow- 
n n r  . E l  rl.r..arri,*.l .;lnillr .,I n,, . &>, .,r,<. l,, ', rc 
rack,, < , < a <  ,I,#\ ."<I>.,# 5 #.,.> V \ .~ , , l . . , . ,  

B . ' Y ~  1.J l.Sn#r.>. t l : h > # . ~ ~ o n  %,? \?? .c '  <@<en. 

iario let aione the re* afthe world!" 
After the early 70s. life for Shidey McNaughtan be- 

came fieneticallu hectic. She's still mamed totherameman 

.- ... 
Shirley McNaughton graduated from the University of 

Tarunto in 1953 ~ 4 t h  an honan degree in psychology The 
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nexi few yean were spent ar a pel-ronnei reprereniatiue for 
Simpron~sears, mning a nursery rchwl  in Bmmpton and 
teaching music in the Carl Oiif 'Music far Children'ryrlem. 
She has amuiicdemee. Thirwarfoilawed buthreevearsaf , * 
lundergartenwork. 

i n  1968, Shirley McNaughton became a teacher at 
the Onbiiio Ciiooied Children's Center Dutino 1971 she . . 
hogan to teach children with non-functional speech habits. 

spmnses with eye signals. We had to guess their wisher by 
question and answer methodr. I t  was irustratiny." 

The p"pilswerec~rebmlpairypatientiwhorpenttheii 
liver in wheelchain. They couldn't talk. 

Cerebnlpalryira condition in which brain damageaf- 
f e e  motor hinctioningof the body In 8% of carer inabiiib 
to speak ir added to walking impiment  and limited head 
and hand conhol The effect on a chiid can be devastating. 

in the fail of 1971 Shirley McNaughton became h r -  
h i e d  by the inadequate teaching methods then uredwith 
revere1u disabled children. She reouerted and received 

- . ,  . 
anda prychdlo@f. 

The hunt was on for a new teacilingtechnique. 
The evaluation team held meetinor each Frid.5" to ri l i  

through findings. They quickly decided to make their own 
rymbalryrtem. 

Far help they obtained Elizabeth Heifman'. book. 
Signs and Symbol3 Amund the World. Mrs. Helfman re- 
ferred to anothei book. Semontoymphy, by one Charles 
Biirr. Thlobrcureualume. raid Mrs. Heifman, confiuned a 
.:".'..i.,>...I r..rtc. I , ,  RI,, , p,:~p?l', *""T >, H.,< .351. -,%.I cud, .3 ..">.irr, 
< ,"C' In. ,,r r i c *  *a< ,n:...i ..n, , . ?  , <  r p, 
' ~ # . , ~ < , ~ : ~ , . , ~ ~ < , , , < > i . " , , , . # , ,  8 s., I1 8.3 1.c,,ro 

R E?#,lr<, \I.\IL!I"I ,. I A. .. ,?~r t , . ' Ig  # M , ~ U V  

I ~ r k  ' .V~. .# +.#o<!#,v.  0, A c u r  .~,:,:.> 1.n . ~ . r  \$'. >rJ 
found the answer to our problem. It war an intensely emo~  
tional moment " 

Award aught to beraid about Charier Bliss. By all ac- 
countFBlirs. whonowresidesin Australia, isa moitunuruai 
person. 

Charle B l i s  was born in Austria of the imperial 
Haprburgi during the closing years ai the last century He 
naduated as a chemical enolneer in Vienna. Then Hiller 

une~pectedly released in 1939. 
He wanted to get his wife away h-om war-rumoured 

Europe and they ioumeyed to China. There Charler B i is  
became fascinated by the centuiier-old Chinere rymbol 
language. He dreamed of developing a unive-l symbol 

rysttm ba~dontheChin t tmtde1.  A bookonthesubject. 
Semantogmphg was completed. 

Attho conclusion of World War E. the couplesettledin 
Aurtralia and he retahoutBndi".aoublirherfoifhe hook. 

dim recerrk of ~aurenian univirsihi for a pumare never 

dirabied. i n  his honourthenew methodwarto be knoinar 
'Bllssymbols.' 

Work war begun. A 60 by 50 centimeter display bay 
with rymhaisdirpiayed thereon war deigned. The tray we. 
400biightlycoIoredsymba1~arrangediniowr. Theredepid 
&Herent facet3 of Me feapotiencr. Nouns are y d o q  verbs 
Fee", coqunctionr white. and adjectives blue. The rm- 
dents point to the rymbols which exprerr their though*. 
The messages are readily under;tood. A major advantage 
of Bli-boir is that ability to read is not required. Only 
mmbolr are necesrarufar communicatian. 

. . ,  
are employed by which eyer, or feet can 

dicatesymbois. 
After the forming of the symbolschafi came the p rob~  

lem of implementation. Barbara Roydr, an OCCC ml- 
league. recallr: "Shidey had a chjld for dm& a year in a 

basement room teaching him the Biirrymbols. We weie 
skeptical hut rerultr were arfoundng. She's a genius for 
what she ha3 done far the children." 

Rer"1b were astoundin.. What Shliie" MrNauohton 
had done was to revolutionize the teaching of the severely 
disabled. Using Wsrymbalr, she had developed a method 
of teaching thatwoulddircoverin therechildren highintelli~ 
~ence .  ameliorate social relationships. and make liver iner~  
timabiy happier Parents would discover in their children 
hidden talents and exoeiience much lesr hurtmiton in  coo^ 

ingwith their inevitable mmdmzs 
Shirley McNaughton gave them hope. 
Workshoos for local inrtnrcton heoan in Toronto. 

. . 
and the r a t  ofthe 52 counties i h i ch  c o k p o n d  with the 
Blhymholr inrtltute. 

Shirley McNaughbn. who had not even explored her 
native Ontatio before 1971, now ~avo i r  and leciuier and 
promoter Blirsymbolr i n  almort every munh/ of the free 
world. 

Address: Fred McMuray, 39 Randolph road, Tomnta. 
Ontaiio M4G 3R8. Canada. 



REHABUITATION WORLD 
Summer 1983 irsue ir devoted to "Communicationr Aids 
for People with Speech Immimenk." It is an exceUent 
means o i  catching up on tho latest developmenk in the 
k id .  lndividualruhcriptionr are$25 yea  WtitefoCircula- 
tion Depl.. RehobililofionlWORLD, 1123 Brooduc~y, New '.. 
York, New York 10010. 

COMMUNICATION OUTLOOK 
Another impomni publication that tracks developments in 
the field of communication enhancement. Quarter13 $12 
yeai communication 0ufIoak.Art~ciolLonguogeLabaro- 
tam Computer Science Deporimenl, Michigan Stote Uni- 
uenihi EastLonsing, Mlchigan48824. 

MINISPEAK 
Auersatile. humorourlanqauqervstem that can be used bv - - .  
all educational leuelr. An infomatian and storage system 
bared on loglcal conceph and symbols. lighhveight Porta~ 
ble. PienfkeRamich Compon~ 8769 TownshipRood513, 
Shreue, Ohm 44676. Request the catalog of their other 
products. 

TELEPHONE AIDS & SERVICES 
The Touch-a-matic 12 Dialer will dial any of 12 hequentiy 
called or ememenqnurnbeir with jurtatouch on a button. 
Numberscan bechangedasyouwish. Workswithany desk 
model rotamorourh bunonohaneeouiowdwith modular , , . .. 
plug-in Check with the Phone Stare or your local tele~ 
phonecampany. Also, ark lorthelatert booklet onaidr and 
remces. 

TACTILE COMMUNICATOR 
Designed for persons who are deaf and deaCblind. Ittrans- 
mits information such as a doorbell. TIY, telephone ring, a 
ere alarm, and a smoke detector Basically a mdio mgmg 
ryriem, it conrirtr of a small porlabie receiver that can be 
put under a pliiow or worn on a belt or In a pocket, and a 
transminer that rmnsmits a vibratoy sensation that ran be 
feltin thereceiver About$300homHerb Cohen-Research 
Department, Helen Kelier National Center. 111 M(ddie 
NeckRood. SondsPoint, New York 11050. 

RespimtorsNentilators 
GoPositiue With Foce Mask and Mouthpiece 

by AdolfD. Rotzko, Ph.D. 

When uoudon'toetenouoh airwith "our neaativeoressure 

. . * .  
worid, howevei, nightame positive pressure use is known 
only via bche and that is amce not many are prpparppaed to 
oav. It ir an!" in the U S, anoarenflu that waole ileeo with 

i ' 
, . . 
i 1 1  
E,,l,l.plornl~pe ,",,he Kor:" iom mnsinlld ,m111,',,>,ci-i 

1 
uringamouthpiecefordny-timeuentilatiano~ery~~~~,  how^ 
ever It all be vew difficult h iwltch to poritve pressure 
sleep. About 4 ysm ago 1 med. Aner months af too little 
sleep, I gave up and starled tolookinto fare masksand d~f- 
ferent types of mouthpieces. The mask and mouthpiece 
shown here are only prototypes and leave a lot to be d e ~  
sired. I know of reveml persons who work along the same 
Unes and there must be many more. In St. Louis we were 
three showing our conhaptions, next time i hope we will 
be more. 
FACE MASK. There ir a whois nom of marks used h  con^ 

nection a t h  anaesthesia and intenrive care. I must have 
Med about a dozen but none reallv worked. Usuallv in 
order h get enough air down my lungs without noisy air 
leak that k e ~ t  me awake, I had to tighten the head gearro 
hard that I developed prerrure sorer on the bony amar of 
my A ~ ~ P ~ ~ o ~ s ,  for from nned piecrrofden~ 
la1 acylic to protect these areas were not satisfactor$ since 
the" oot disolaced when I moved mv head durina ~leeo. I 
.I. 3,116 i . ih..,, 1°C  I Iv,.,l. : , r .  I..,*.. I mm .I. 8 8 , .  

1 1 1 1 1 ,  11 . ,* . , i t : l ' l  11 ,..Ci>, III..Lil. .I.,U.:.~*II.:cll 'I 

i.rV:, 8.t .< r.,,ls . > ~  ',relc,d 
I .  .. ".<n",I.,, IT,< . ,nn<.eoi9.a5lr 'wm "lhi,,, 

. " i , $  4". <"' , ,,. 1 .  ..,,,,,' 'I . , , . , : I  ... 1.1 , . 
, .  r 8 .  , . 1 ,  i .  "I.","' . .k"'.'\ ". . ...., .L,., 

7 .  I , " ! 1. ri.. ,.,r, inn:,""" i h;i\< .I.D, 
" '  , , , . . w ? : % ~ . . , ~ , a l k  "kc a, ,,,m.., h, .,,, ..,I ,,,..<,,, 
, f " i  . I,,, I.,, I .  .l...i.,.,C, I I,., 1" . 

(The work on the mark ir supported by a grant fiom 
the Geman foundation Stiflung for Biidung and be hinder^ 
tenf8rderung. Sfuttgari to my hiend Emst Hdmann who 
buiit it1 
EXTENDED MOUTHPIECE. The purpore of the extended 
mouthpiece is to iy to eliminate wme of the drawbacks of 
standard moufhoiecer. Refeninoto Dr Auourta Alba'r Mi- 



Chicago and St  Louis, the diradvantager d mouth lPPV 
sleep with standard mouthpiece such ar the Bennen 
Upseai or the angular pipe by Thompson seem to be the 
fouowing: . The methoddependson a conditiond reilex where the 

sieepertightonsjaws andiiprandclosesihero~palateto 
Drevenfair leakwe. 

sumably the risk of dropping tho mouthpiece or of not 
closing mouth or norewithoutwaking up. . in order to compensate for leakage through mouth and 
"me, high air volume is required. Some of the smaller 
portable volume vontilatorr may not deliver enough air 
at one mote. Prersure ventilamn, on the other hand. 
use moie enemy lwhich maiten If yourun the unit ofla 
baneyi and tend to be lerr reihbie. High air flows can 
cause air to be blawnintothe stomach. . Since so many facmn affect air leakage, it reemr iikeiy 
thatthe amount of air that door reach the lungs can un- 
dergo vvaritiaons during the night which wodd affect the 
iwel of bloodgarei. By iherametoken.theconrtantau- 
tomatic adjurblients required by the sleeper to maintain 
a certain air intake wiu ombablv affect the ouaiitv of 

mouth andnore. . Air leakagerhould be negligible. 
Alter some preiiminay testing the &ended mouth- 

piece shown here seems to meet there requirements. The 
unit cannot fail out of the .ieeoer's mouth. since it is Brml" 

m~ufh;lie;~ without wing his or her ha"& and p1ecludes 
invoiuntay tar of the mouthpiece. Theguard around lip^, 
cheeks, and part of the nose preventsair leak. As the pre- 
rure b u l b  up inride the mouth during inhalation. the lips 
am premed against tho guard and form an effective seal. 
The same happenstotheade ofthenore. Thereisarilght 
air leak at this point but I do not experienceit as a problem. 
since tho leak doer not make a nmre nor doer the air draft 
bother mv eves. one wavto reduce the leakat this wint is 

.is0 prevents ihe cheeks h0m being blown up -what 
might be called iheSatchmo effect. 
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the user's upper and lowerlaw teeth. Such pieces arenor- 
mally used to prevent ramebady hom ginding his teeth. 
The huo olece are furedtasether ieaVinq a 4 a ~  at fmntfor 

k c t i a n  oithe d'tal piaceto a dental technician. 
For huriding the rest you need piaster of Pads, iwo~ 

comoonent dental aclviic available hom a denid lab 

matedai is hardened Lhiie still an the pla.terfo& (to pre- 
vent it from gesng warped) in tho cooker at a water tem- 
perature of some 40 to 50'C and appmmately 2.5 kg air 
prerrure. One of theadvantagesof dentalacyiicir that you 
can addtoit and hardenit as often as net-y. 

To make the connedng piece for the Ben hose you 
needfirriawaxcoreasshown in thedrawing. Thewideend 
of the core is Battened and ltllr up the gap in the dental 
piece. Cover the wax with 2 mm thick two-component 
auyllcpasteand harden it Arafeway toremovethowaxii 
todirroiveitwithToluene. 

The guard is also made of dental acyllc by pasting an 
about 3 mm thick layer of acytic onto a plaster of Pads 
positive of the lower part of your face. Leave a hole for the 
connocang piece. Since acyfic will tire with time. one way 
of imudng the guard's proper fit amund the cheeks 13 to 
imbedanre-bent flat niece of metal into the acwiic. . 

The two parts of the mouthpiace can now be hwd. 
Putthe denial piece and the guard intheir proper posttion. 
To secure them in this oorition ureoiarrerof Paris. Anerthe 
piaster has hardened, removemouthplece hom mouth and 
hse guard to connec6ng piece with acylic past.. 

if the diameter of the connecting niece is too small or ~~~~ -. 
the gap in the dental piece mo n m w ,  there dl be p m b ~  
lemr vith usingan on~lne active humidifier: back prerrure 
will huiid uointhe humidifleiand thevaivewill not function 
duri"gexhaiatian. 
FUTURE DIRECTIONS. For amare nahlml way of breath- 
ing one could conceivably have the air rtream enter both 
mouth and nose This might be done by adding two small 
tubeontothe outiide oftheguard where they run upfram 
the flex hbbe to the noskiis. In fad. the ideal solution might 
be to have some mechanism built in by which tho user can 
diskibutethe air Bou, between mouth and nore. 

(My *end Mike Ctirp, who did most of the work, and I 
received support for the entended mouthpiecs tom the 
Swedish Assaciationof Tmfficand Polla injured.) 

. r,r  .uj,l.l..ll.,n P R O  or: iI~,,",,:eu~~.*~:neUnlr~ ,.. oIr:o,,nmonti, r~i.,ri..urore.r mIri)-n nrqrl.. 
i rr i ,  , , r.t.c*.ll 8 I* r i n r r u r i n  c 1 .  ,, i, RL,. I"." ...r 



Learning to  Use aPofioble Volume Ventilator 

by PaulK. Longmore 

Far thelast lwenhrvean 1 had uredaneqatiue orssurerer~ . . - .  
pintor with a glid and wrap. M d e  tmm being exhemely 
uncomfotfable, itseemedto beaccelemtingihestiff~ningof 
my 6b cage. Year by year I had to hlm the piorsure up in 
orderto be sufficiently vendlaled. Theonly alternative. one 
that I feared, war bach potitiue. Thus, when Rancho 
Liaison NurseBt11 Prenticetaikedtomaaboutanother alter- 
native. a mouthseal with a portable volume ventilator (dur 
ingrieeping hours). I war eager to w i t .  

Followinii several sessions with an orthotist to adaot a 

high nor too low the pulmonary staff determined the 
proper adjuitments of volume and presswe on a Lifecare 
PortableVolum~ Vendlator IPWI. Atfistthenmount of air 

.. 
seemed insufficient simply because 1 war used to a po5i666 
pressure respirator that pushed the air forcehilly into my 
iunm. In time. the" assured me. I would adiust to sleeoins 

. . . . 
agan 1 can sleep mmfortably on my ride and move amund 
much moreeasily 

Other adjurtm~ntr also had to be made. The mouth- 
PIDCD c a m s  motsture to collect an my lips. My lips became 
chapped within a couple af days Alrothertraps. especially 
wherethe rnapiare anached, chafedagalnsttheride of my 
face. Dry red blotches began toappear there. I havesolved 
both of these problems by smearing vaseline on my cheeks 
and iipsat night and uringa skin moirhrnrer twicea day To 
avoid infedon, have the jaz the hares. and the mouthpiece 
cleaned evatyday. 

Tho P W  hasotheradvanrages lfircontiderably quiet- 
er than the H u x l e ~  not to mention the vacuum cleaner 
noire of a Monaghan 170C For the first time in huenty 
years I can now hear night roundr. The P W  Is also, ar i b  
nameulys,"Poitable."Itwelghsanly 26poundr I have yet 
to rake a Wpunth thenew equipment, hut I expect travel to 
be much easler than with the old machine. An additional 

able and efficient than my old negative prerruie respiratory 

I98ZRIOLUMEZS 

equipment. I recommend It for anyone using negative pres- 
sure who finds that anangemenf inoearingly difficult I par- 
ticularly urge It if someone fears that evenhiaiiy he or she 
will haveto r-rttoanach. 
Rep~intedtmmPoltoSurvivol~Nelu~ieLte~te JulyiAuguJt1983. 

p m p m  dihe Uniuenrty ojSouihem Caftjomio. Add-: l d 7  
Nonh Auenue 47 Aaarlment 7. Lor Ancelcs. C~lliomio 90042. 

MAKING A CUSTOM~FK POLYETMENE CUIRASS 
"An individual cutam-fined chert piece far woliotic per- 
sons who use negative prerrure ventiianon can be made 
hom polyethylene by an o~lhotisl. Once a plaster cart is 
made to dvolicate one's vniaus hod" deviations as well ar 
allowing adequate room f i r  rhea expansion (see Dr 
Spenceis aficle In Rehabilitation G a t t e .  Volume 24). 
polyethylene matenal can be drawn in amund the cart In a 
chamberwhich combiner heat and negative pressure 

"Once the polyethylene has cooled, the edges are 
fnmmsd and padded with l/i' neoprene rubber which is 
glued to the polyethylene. The rubber along the lateral 
edgesir extended to fit underthe back 

"Exha thickneser of rubber can be spliced onto the 
edging whenever required for a snugger fit or to reiieve 
p-"re areas. 

"Velcro dram which fold back on themsolver throuB 



bending and stretching. ~ o k e v e ~  the edger where the 
polyethylene meetr the neoprene rubber can he covered 
with thin rbiprofleatherwhich help topreventthis cracking 
of the rubber"Audrey King, Suite 2204, 75 Gmydon Hall 
Dnue, Don Mlllr. Onlono M3A 3M5, Canado. 

"Igathered the tools I can urewith my feet-anelec 
bic ddll and rocket wencher a n d  in three days I had it 
bolted together and in operation. I had a relative put a 
switch in the motor M e  and make a handle for one person 
and kuo ride handler far two moole. It weiohs about 65 

,C" 

tTOG RRFAWNG VlDFOTAPT Fr XI Br...8,.~1g AVII "1, ,a$ rlcl  rerp'nw,: Ihr mc t i .  n.,r* .*I$ ho.2 .rr 

G M P i .  . l i l  8 4 '  I Jeer( ,I*II I . .A I ... Urc m, l..~il:nm,.ai 1 . 1 8  J..' ., 
: 3 ,  I & ' 1  5 ' .  " J . :  hr. .. .om,h: L..lr:r., .. , I t  I >I,.. IIlanr.? ircn.1, a,!  
~ d p t  for teaching purposes and mailing charges. Make makerateadjustments Icanlikitwithmy nghtfod"Louls 
payable to Respiratory Thempy - Abethart. Account "Bud"Dobne~8354EdgedoieRood.Baltimore. Moryland 
#0943. Univerritv of Alberta Horoitals. Aberhart Cenb.e. 21234. 
n 4  s&et and univemlty ~uenu;. ~dmanton, Alberta. 
CanadaT6G 213. 

FOOT-WDE PORTABLE RESPIRATOR. "1 waded a 
smaller respirator I couid use with my chertpiece for have1 
so I made one out oi tho parts I had bought hom the 
Managhan company over the years far iheii M.H.R. IS). 
First. I marked ail a place on the Boor for all the park 1 
would need and then moved them around until they took 
up tho least space. I had a relative cut an old fable top to fit 
the space. 

7- ~- - 
- - --I; 
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MANUFACTURERS OF RESPIRATORSNENTILATORS 
DL Augusta AlbaofGoldwaterMemalialHospltalcompiled 
the fo~iowing list for the ~ a y  1983 conference in Sr Louis; . The Cuirass Shop, Bob Waind. 1131 Earl 16th Avenue. 

Denve~ Colorado80218 Cuirarsshell lcherf piece). . J.H. Emenon Company, Bmce Van Lenten. Reqimtory 
Equipment. 22 Cottage Park Auenue. Cambridge, 
Mariachurem 021m Emerron volume ventilator rock- 
ino hed iron I"".. ooncho. " ~ ~. -. . . Life Products, Inc, Richard Apple. PO. Box 3348. BoulL 
dei Colomdo 80307. LP~3, LP-4. LP-5 Inem future). . Lifecare Semicer. Inc.. James Carnobell. 5505 Cenhai 
Avenue. Bau1der'~oldrado 8 0 3 0 1 . b ~  (LP~3I. CAM- 
10 (Standard Bantam). PLV-100 (near future). Lifecare 
has representatives with 24;hour service in St  Paul. 
Gmnd Rapids, Chicago. Houston. Cleveland, Kanrar 
Cily KS. New York. Augurfa. Denvec Oakland. Seattle. 
Dehoit. Boston, Baltimore, Omaha, Las Angels. 
Phoenix and San Dieno. Write to Mr Campbell for the 
addrerimand phone numben. . Thomown Resolration Praducs. inc.. HanisThomoron. 

MouthsticksIPage Turners 
NEW MOUTHSTICKS AND DOCKING STATION 
Whether you are an experienced mouthstick-urer or a 
neophyte, the manufacturer arks that you measure the 
length according to its method: the total length of the 
mouthrtick plus the length oftho hitqlate. Measure hom 
the l i ~ r  to end ofthe stick. The average adult mouthrtick 
range hnm 12.. to 18. long. If you have any questions, 
call m write Adlib Incorporated, PO. Box 905. Lake- 
wood, California 90714. (2131 4209448. Request the 
free brochure. 



Adlib's rnoulhrtlrkriohonlorffb~eC~pandgwrenerklor 
impbood 

MORE MOUTHSTICKS Back lsuor of the G d e  pre~  
rented many creative, home~made mouthsticks that will be 
reprinted. In addition. several manufachlreis will rend 
brochures of theirmouthrticks. w.te to Bell Easy Reading 
&dr, 5435 North Aiterian Avenue. Chicago, 1llLnair 60625. 
Maddak. Inc, Pequannmk, New Jeney 07440. 

PAGE TURNERS Most of the following manuiacturen 
make page tuo~en rhnf can be aperated by mouthstick. 
foot, elbow head, or breath. Mort of them will hlrn the 
pages of any size book or maganne. Some Nrn faward 
only: others turn backward too. Send far brochures and 
p%cer but don't buy immediately if you are newly dimblad. 
call Your local Public Libra*. Sewice hr the Blind and 
Phyricaily Handicapped and borrow one fiM. Then wait. 
Most longtam quadr prefer the independence and rim- 
plicityof uringa mouthshkdirectiy tohlm pager. 

Manufacturers: Cleo Living Aids. 3957 Mavfield Road. 
Clwaland Heighb, Ohio 44121. Dickey Engineering, 3 
Angel Road, Nodh RMdln& Mar.%hureth 01864. Farh- 
ionable, Rocb Hill. New Jeney 08553 HB & D Producis. 
2008 Donna Drive. Laguna Beach. Califomh 92651. 
Lakeland Tool Works & Produck. PO. Box 1224.21 Bi r  
namwaad Dnue. BumsvOle. Minn-ob 55337. Maddak, 
Inc.. Pequannock. New Jersey 07440. J.A. Preston Cow.. 
71 Fifth Avenue, New Yo*. New York 10003. Touch 
Turner Co., 443 View Ridge Dtive. Everett Washington 
98203. WTB. Inc, 1259MiliildnPlace. N.E.. Warren. Ohio 
44483. indusbks, Ix., PO. Box 1008, PoNand. 
Oreonn 97207. 

earel mover up, doum, andsideways. Foran estimate. send 
your requiremenk to Extensions for independence, 635-5 
Nonh Twin Oaks W e y  Road. San Marcor. California 
92069. 



Miscellaneous 
Readers' Ideas 
Wheelchair  Office ondBedRockfor CB 
ondHom Rodio  

by James Thompson 

I had in 1954; paralyds was total. Evenhlally; moue- 
ment returned to mu left arm and hand so I can eat, me. . . 
and wnte in my v d c a l  days I war a mechanic. AHer I war 
horizontal. I hied a gin shop and accounting, without ruc~ 
cerr Then. a recond~noned Ravai elecbtc mewiter war .. 
&en to mk in 1959 and our ! o i l  dealer provided the op- 
partunity m rtan a m t n g  business which grew into stencil 
duplicating and into reutng pdnted stationary, cards, and 
advertisingspeclalties. I hadtocutbackin 1975 but I rtillreU 
wedding invitationsand purrue many hobbier. 

I can sit at mv desk for 6 to 8 hours. Mv deskh  home^ 
built. It is on mUem and has a folding leaf extension. It has 
an accesnble file and staaonenicompamentr, v n  holder. 
Touch-a-matic dialer Touchtone lele~hone. an IBM cor- 
r e a n g  s.scmc t&wdtei and a four-sided copyhwk 
rack on a swinging cantilever that extends over the type 
wtei I use a lishtweiqht felenhone headset ciinped to my . .  . ~ ~ 

g1assesaa  times. 
I sleep on a iocking bed and spend a lot of time on it 

dudng the day I had a hame made which slips Into pipe 
rockets attached permanently to the lower bed. The frame 
hoidr aroadingrackandcarreaetapepiayer 

Next to my pillow, I have rwitcher that let me mnhol 
my rocking bed, a blower reading lamp intenrihl. elocbtc 
blanket. and three other deuicer. 

A caste~mounied mnnleuor rack holds CB and 

and antenna tuner Double paddies to operate keyer are 
mounted on the board in my lap. A lever-operated switch 
for m y  CB boom microohone law on mv chert A small 
speaker mounted onapiif  near my 1eftea;is connectedto 
the ham ng. My telephone headset clips to the same head- 
band that holds my CB boom mic. The b e  on which the 
rackismounted has two 12uolt storage banenesior ballad 

dmg mik mover 0 
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BRACES AND CORSETS FOR POLIOS. "I had pblio at 
age 4 in 1930. 1 have outlived my phyricians and rcueral 
generations of 'brace men.' Can any readen suggest 
rourcw for bracing and conet fimng? 1 wear a tight leg 
brace and a Hoke-style canvas conet reinforced with steel. 
rve tried to have a new leg bmce and comet made locally 
but, despite the very diltgent effortr of the olthodra. I have 
greater di~~omlortand more fatigue than before."Florence 
Lockndge, 4117 Adams. #206, Kooaas Ciw, Kansas 
66103. 

INNOVATIONS FOR RESPIRATORY POLIOS. "I would 
like to share some adaptations, innovations, and designs 
discovered through tho yean: GlASS HOLDER which 
attaches to the top of my rocldng bed is a tall, pladctrave1L 
lng mug with a ld .  ROHO CUSHION lab me sit sbaighter 
and for longer pe.ods of time. DECORATED CHEST 
SHELL has a lovely painted deign offlowen, a bed. and 
a bunedy, thank to a good fnend. Becawn 1 require more 
back suppon than the pneumobelt conet provider. I 
adapted the hontpanel tomy backbrace."ComleAnnPor- 
sons, 5206 Tmiilger Place. Madison, Wisconsin 53714. 

PORTABLE ROCKING BED PLANS. "I had the bed  con^ 

sbuaed about tour yean ago by a weldingrhop. The total 
cost was $784. of which Medicare paid 80%. The gear box 
wasdonated by theNationalFoundationandthemotorwar 
a spare we had around." Jean Doyle, 86 N. 7th Avenue, 
Des Plain=, Jllims 60016. The Gmene has a set oi the 
plans you may bormw. 

UNIQUE TOOLS. Free brochure of ~adgebandtoolr Mad 
Eade Aeronautical Enansenna Co.. 292 Bridse StreeL 
south Hamilton, ~ana~husettrbl982. 

CATALOG OF COMFORTS. Aids for easier living for 
evotyone. Free catalog from Comfoltably Youn. 52 West 
HunterAvenue. Mawwad. NewJeney 07607. 

NEW SEARS CATALOG. Seam has expanded ib health 
items to include clothing, beds, bathing aids. Free fmm 
Seais. Rezbuuk and Co., Sears T w e r  Chiiago, Ilbnon 
60684. 

Swimming 
~1.1.1. oiJtl<AIFl) ivool. LIFT The r o m p n y ~ l  ~2 ~ k c s  
I .  c .o,:,- ..,..,.,, U O.,,"l.." I, na<nrnc. I .I pr2 1'1 ,ha, 
U"< ,A,. b< L.,,, >:.,n 1 a "a.<l>? , ,,& to , d.,.<f la ,KO, ~. ~~~ . - - 
The unit is selfkapaated. tiring. lowering, and twning au- 
tomatidy by upper and lower control leverr. There are 
huo models - one poliable, the other permanent. Free 
brachure from J.E. Nolan &Company. Inc. Box 43201. 
Louisville. Kentucky 40243. 

FIBERGLASS POOL STAIRWAY. Tmnrler stam oubide 
the pwlatwheelchairreat heigbtan~radually slopingrtdn 
inin t h ~  no01 Railand hand rtablli~en arrlit decent or ar- ~ ~~ 

cent Adaptabie andportable. F~eebrochme homNorlhemm 
Plastics Corporation. 6733 Myers Road. East Syracuse, 
New York 13057. 

Mobility 
VA STANDARDS GUIDE. P m m m  Guide: Add-On Au- 

and a.compiae listing olVA approved device with photo- 
graphs and names and addresses of manufacturen. Useful 
for vocational rehabilitation agentie as well as vetemnr. 
Free from Pmgmm Evaluolion Seruice 10741, VeteronsAd- 
rnininmtian. 810 VermontAuenue, S. W.. Washington, D.C. 
20420. 

AUTOMOBILE FOOT-DRIVING CONROLS. Engineer 
ing service auailabk. Froe brxhure of improved modek 
h m  Comemn Ems. 13637 S. Madsen Aue., Kingsburg, 
Coltfomio 93631. 

ARROYA VI-SKUSLED. Peter Axelson. SCI, pilot,  swim^ 
me6 rallar, and photogmpher redesigned the "pulV sled 
whiieastudent at Stanford U. He has formedacompany to 
sell the Alroya VI. Free bmchure from Beneficial Desigm, 
Inc, 5858 Empire Gmde, Sonto Cm, Calilomia 95060. 

A GUIDE TO CONTROLS. SELECTION. MOUNTING. SF-N-SKI. A sld sled for use on bath cros~counhy and 
APPLICATIONS. Illushations and descnp*ons of most he- dournhill sld runs Free brochure from Mountain Man, 720 
quenfly used commercially available conrmlr. $10 includ- F~~~~~~~~ B ~ ~ ~ ~ ~ ~ ,  ~ ~ ~ ~ ~ ~ ~ 5 9 7 1 5 ,  
ing postage hom MS. Bobbi Reagan. RehabilitMon En@- 
neeringcenter Children'sHorpitalatStanford. 520 Willow MOTORHOME to fit 3 ~ ,  door 
Road, Palo Alto. California 94304. and take up the minimum of intetiorsilace. Free bmchure. 

~andicaps; in., 4335 South Santa F; Drive. Denver Col- 
orado 80110. 



PROTOTYPE VAN WITH W, lndusmal derign rtu- 
den& have created modificationr which could be made to 
the new mini-van that Chysler will have on the market in 
1984. Details available irom Douglas Felteman, IndurUlal 
Design, Michigan State Uniuerri*, EEart Lansing. Michigan 
48824. 

MODULAR WHEELCHAIRRAMPSYSTEM. AbbevMed- 
ica1 canles ihe DuraTech ryrtem of mmpr They are steel 

FREEDOM CHAIR. Electncpowered indoorloutdaorvehi~ 
cle climbs curbs, crosses Boldr, and clears a 2 V  doonuay. 
Bmht red. fiue~rpeed hanrrmrrion, power steering. large 
flotation tirer. Free brochure kom Cudom Design Induc 
Mes, 46976 Werf Bumley Road, Wellimgton, Ohio 44090. 

WHAT TO LOOK FOR IN A POWER DRIVE WHEEC 
CHAIR. Infomatitre booklet. Free. Ark for brochure of 
Solo Powr Pak. Solo Pmductr, inc. 2475 Front Soeef, 
Westsocmmenlo, Colifomio95691 

SOUTHWARD TIWELIFT Combination manual wheel- 
chair and passenger r a t  Can be inrtalled in any two-door 
bucketseat auto, including subcompacb. Works on elec- 
mcdiy operated swing~~ifi mechanism. ~rochure fmm 
~ o i d e n  BOY sales COT., 2920 west centmi. sons Ano, 
Calilornio92704. 

K T  FOR REMOTE~AREA WHEELCHAIR. An Aushalian 
biomediui engineer har derigned an inexpenriue wheelL 
chair that may be made kom a kit or ordered arrembled. 
The conrhiuction boatletis heeio dirabledind~wdualr who 
wish to build a chair for their own use but the chair is  pro^ 

tecfed by patenthom cammeicial productionexceptwhere 
licenseto manufacture har been amnted. 

arms. the footplate and back rert are fixed to the main 
frame and it is not collaprible. It can be assembled in about 
2 houri. 

The manhctuied model has removable plater and 
back rest. arm re*, and it ir namwer and collap?ble. It 
sells for $250. 

. . . . 
These same features make it suitable for use as a shower 
chair andarwimmingpooichair 

The klt and chair aye dernibed in akee brochwehom 
the designer. RobertBasshord. BiomedicalEn@neel: Spinal 
Unit, RoyolNonh ShoreHaspiiol, S t  Lwnords2065, New 
South Woles. Ausnolia. 

AimtmlI,~n)~l,~~l'c tihceirhniimadcJron> n!,ceX~t,or~~niirrXlOO. 

WHEELCHAIR 111. Report of o Workshop on Specially 
Adapted Wheelchain ond Sports Wheeichala The report 
include oxampies of the new technology: the "smart 
wheelcha1i"which user a micmmmpuferanda seniingde 
vice and o n  be attached to any wheelchair and the  om^ 

nidirectionai wheelchair which can move sideways. $10 
h Rehabilitation Engineering Society of North America. 
Suite 402. 4405 Eart~Wert Highway, Bethorda, Mayiand 
20814. 



POTPOURRI by Gini Laurie 

Accessibility 
The Plonneis Guide Lo Bonier Free 
Meetins. 11 yau're planning a conhr 
once, buy8 copy andphotocopytherele- 
"antpage3 lorthe coni~rence rite people. 
Savar slot of harrle. $11.95. Bmmer Free 
En~ronman*;. Inc, P O  Bax 30634 
Raleigh. Nonh Carolina27622 Fromthe 
same sour-: CoraiogFiieofAmhilenumi 
PmdudslorAc-ibiliiy $25. 

Arr- Symbol labelr. l'k inch. Blue or 
uhrie u t h  adhasive back. 48 labals h 
$3 Bob Pat-, Symbal Specialtier, # 1  
nmberglade Road. Blwmington, Minna- 

Adoption 

The Lonlw Riuer - a ,omey in pore 
and mky. ..about adomon, disabiliiy; 
aboutthis complol burinerr of living. By 
Grace Sandneu. $5 including paatage. 
Balance B o r n  Prerr, Inc, 12711 
Slonerldga Road. Dayton. Mjnnorot. 
55327. 

Aduoeocy 
Rnd out how to getrennrm by baing a t  
wmve and how to oryanire and move 
bweaucrac~er by rendlng tor the h e  liB 
ofpublcctionsoftheCmrdnatingCoun- 
dlforHandicappedChUdren. Raorn4lZ. 
220 50. Stilk Shoot. Chicago, IUinoir 
60604. 

Attitudes 

20~pago booWotprerentingguidsljner for 
the meda adopted by a Unitad Nations 
Ssminar held m Vlenna in 1982. Limjted 
number h e  horn United Naaow, D M ~  
sion for Economic and Sorhl Infoma- 
Uon. Deparbent of Klblic Inlormation. 
Now York, New YorX l W l 7 .  $5 imm 
Rehabililason Intemationol. 432 Park 
Ave""~ South. New Y0l.k N p l ~  Y0.k 
10016~ 

TheFmtS~:HolutoH~!pPe~pfe Who 
ore Losing Their Sight. Pradcal,  down^ 

uu ~ .~ ~ 

d g e  ham Peninrula Center lor the 
Blind. 2435 Faber Place. Pale Alto. 
Califomia94303. 

Children 
TheChmnimff~l f lCh~fd~ndF~mjI~i i fh~ 
Commvnilii 30 paw. 7% Prewdng 
Your Chjld lor Repeototd or Extended 
H ~ p i e l ~ a ~ m ~ .  16 pegor. 75c Both 
from k i a a o n  lor the care of c h i l ~  
dren'r H-llh. 3615 Wlwoniin Avenue. 

The Able ChlldirAC. 154 Chambarn 
SrrPet. New Yo* N& York 1W07 The 
Able Child hnr a wheelcha" arcernbl= 

Children ondYouth 
N116onal Information Center far Handi~ 
cappad Children and Youth. James M u i  
phx Information SeMrer Manager PO. 
Box 1492. Washinmon. DC. 20013. 
Three-year bnding by US. Deparbent 
of Education. Collertr and diueminator 
information through newiletileir, work- 
ihop.andotherlinkr u i h  peupla. 

Welcome Aboord 
Tips for Welornjng Young People Mih 
Msabiktier m YouthSeMng P i w m r .  
Free hom National Eartor Spa1 SmeU 
2023 Weit Ogden Avenue. Chicago, llli~ 
noir M612. 

Clothes 
Laurel Derignr. 5 Laurel Avenus. XI .  
Belvedere. California 94920. 

C m d n e  ol  Callfom!a. PO. Box 22754. 
San Dipgo. Caljfomia 92122. 

Pima Fashions. 1810 4th Avenue. Sar~  
ramento, Califomia95818. 

Emy CmMng. 97~page callecBon of  red^ 

POI ~ubmi#ed by AOL mamne'r  read- 
err $3 90 pmtpaia horn Cheever  pub^ 
lishing, Inc, Accent on Lbhg,  PO. Box 
700. Gillurn Road and Hlsh Drivs. 
~ lmmmgon,  luinni 61701. 

Deaf 
Wha You Should Know About TDDa. 
~ r e e  brahure on lelecang telacommu- 
n i d o n s  d-cer Pubkc inhmation 
oince, Raherter inwtltus ofT.lnolw, 
National lndltub forthe Deaf, One Lomb 
Memond Dnve. PO. Box9PS7. Rahcr~ 
ler, NrwYork 14623. 

CoUes~ oand Career P-ms for Deal 
Stvdenfr. Lish of faderall" funded mart- 
r~conday and graduale p r m m r  
thmugh~ut the United Stater and 
Canada. $3.50 hom Gallaudn College. 
center 10. Asrmrrmant and Demwph ic  
Sfuder, Kendall Green. 800 flo"da 
Avanue. N.E.. Wmhinmn, D.C. 20002. 

. 
Lamb Memonal Dtiue, PO. Box 9887, 
Raheder, NewYork 14623. 

Deuelopmentolly Disabled 
Request the hee list oi publk.tionr horn 
Center of ~eridenual and ~omrnuni* 
Sew-. 207 Paise Hall. 150 Pillrbuy 
Dciue, S.E., Uniue~ityofMinneroB. M i n ~  
neapou.. Minnero,. 55455. Latost publi- 
rations: Sounrbookoniong T m  Care 
f o i D e u e l o p m ~ ~ e l l ~ o i ~ ~ b I ~ d P ~ ~ p l ~ .  $4. 
~entollv ~etadedpeopls in Smte OW 
oled Reridenha1 Fo@I?Ser: Yeor Ending 
June30.1980. $3. 

Reaching o*: Achieuing community I". 
volverneni with Deuelopmenulfl~ Dia 
abkd Childre". $9 95 prepaid. Willough~ 
by Warringion Publishing C o m w y  PO. 
Box 9ll-R. Mercer Island, Washington 
9 R M .  

Disobilities, Miscellaneous 
Myaclonur Familier United - National 
orgdniration for Rare Msorde.5. A M  
Mrs. Sharon Dobiun. 2153 East 22nd 
Street, Brooklyn. New Yoik 11229. Con- 
sumer overright group of organYa6anr 
that raw# individuclr with rare dirord- 
and their lamil#er. Cenhal rl-tinghoure 
for rarearch, heahmf, snd laglrlation. 

Muiti~le Selem&: The Fa*. By Dr 
Bryan Manhaus. 103 p~ger.  1980. Prac- 
tical and wsll wnnen by a neuml&rt at 



Oxl~xlrd. Co- diaS,ons, trearment 
Ihmrier, die and everyday life. $6.75 
hom Oxford UnluemiB P r p ~  or Oniano 
Diunon of Mulapla Sdero* Soam$ of 
Canada. 130 Bloor Sheat W Siuu 700. 
Toronto, OnbnoMSS INS, Ccccda 

A n w  wriprof heal& puMicahon5 ohrr 
prariirai dl-help information pre3ent.d 
in  lain Engush. They are paprback and 
average about 1W pagor. They are au a 
p a t  b.rgainatU.95each. Theauthorir 
a msdical W7lt.r Mr Ada P. Kah". The 

noii60601. 

Education 
Directory of Colfsgege Factiffler and Ser- 
"icei..iheHondimpp.d. Edit4 byC S. 
McGeough, B. Junjohan. JL .  Thomas. 
360 pager. Comprehendw guide to 
more than 2.non colleges and uniueniticr 
in iho US. and Canada hluable  re^ 

rourca for umadonal rehabuiladon and 
hlgh whml ounselon $80 hom ihe 
OW pr-. 2214 ~ o n h  canml at ~n~ 

Srholarihipo for RprpiratorDopendent 
Perronr. Lif-ra unll award four annual 
srholarshilir of $2,5W each. Forms, with 

Employment 

~ 1 ~ ~ ~ .  59. M e d ~ m I ~ t ~ ~ d ~ ~ d ~ f i ~ ~ ~ ~ l ~ ~ ~  
i~gH~ndtcoppedPeo~Ie: SdmdPPPpepepe 
tiuer on Afflrmotiue Aaion. $1. insurins 
~ ~ ~ d i c o p p e d  ~eoph :  A conwon cam- 
piiance Guide 51. 503: A Law Meaning 
Job Rlgh* f i r  Hondlcopped. Free. 
Mainrweam.Ins.. 120015thSneei.N.W.. 
WarhinBon. D.C. 20005. 

lntemrhip for disabled pmpls during 
J U " ~  1985. information fmm 
Disabled \FlsitoiScwicpr. The Mrhopolib 
D" Museum of i\ri Filth AVS""~ and 
82ndShaat. NwYorh, NewYarh 10028. 

Job Tins f i r  People With Menioi and 
Emo,lonmlPmblemr Pianningfor o Job: 
T#@s f i r  Dimbled Studme. MorXeting 
V o u r D ~ m b i f t y ~ n d Y i f  Singleropier 

hee hom the Rerident's comminee on 
Employment of fh. n.ndIcapped. Wash- 
lnmn, D.C. 20210. 

LINK a national modeljob ddddlopmmt 
and placement pmjed. is funded by he 

- .  . . 
bdng set up in Dallas and the Wwhmg- 
ion. D.C.. area. 

Adopting WorkSitejorPeople WtthDis- 
nbifmer: Ideaajhm Sweden. 260 pages. 
lllurtratd. Available horn The Swiedrrh 
Insblule tor h a  Handisawd, Box 303. 
S-161 26 Bromma. Sweden, far 45 
Kmnerand from the World Rehabiliiation 
Fund, 4W East 3 4 h  SSbeet N w  Yorh, 
NewYork10016. 

Films 
"Uie Another Way" A 57~minub Rlm of 
the life and family and communihi i " ~  
volvement of Beryl Poser who slipped 
and fallin 1965, cauringhmmbophlebiti~ 
which rprulted in ihe amDubfl0" of both 
Iw, dghi arm and the nght of ths nght 
eye. For rpnt.1 or purrhare. Me. Malily" 
Cunie. 147 Benjamin Blvd.. Scadur 
ough. OntaroMlK3P4, Canadd. 

"A v o m i t  in Courag~." 28-minut. film 
oi ma IMS 01 sbnley L obnba. JI.. 
qurd ham an automobile accident $25 
rental 16mm color unth sound. Wlih h 
Stanley at RD 1. Box 458A. Jackon. 
NewJnreyO8527. 

Gnflng our Ha.& Togelher A Helpful 
Handbook ior Families of Head-Injured 
Pahenb. 48-page booklat $3.50 imm 
Public Relations OOire, Thomr Rohablli- 
Vlaon Horplml. one Rotary Drive. 
kheville. NanhCamlina28103. 

Incontinence 

noaier a deuic~. pleax rend a sample La 
her at 5582 Lockhaven Ddve. Buena 
Parh. Califamia 90261. Any dpvlce that 
reoiiy w r b  wl l  br headlined in the next 
issue and pmmotsd around me wdd.  

Independent Lioing- 
Historleal Perspectiue 
"Physical D~abilihiandPublIcPaliw" by 
Gerben Ddong and Rnymond Lifcher 
SCIENTIFIC AMERICAN. June 1981. 
Vol. 248. Ne 6. Pm40-49. An imwrbnt 

~Vltirtiu on disabilihi The auihon con- 
dude "the nvll nghtr of drablrd Amed~ 
cans rauire a mare am-lble anvimn- 
meni" 

Independent Liuing for Physically D.. 
abledPaopf~. By Nancy M. C w e .  lming 
Kenneth Zaia and kmtater .  1983. 406 
pager. $19.95. Jarr~y~Barr Ins.. Pub  
l i rha~.  433 CaUfda  Street S m  F m n ~  

&., and amprror the iohlre of he 
m0"emDnl 

lntemotionai Penpedlver About lnde- 
~"de"tL i " r"~.  Pmezdngrof. one~day 
confmnreinApn11982. $3 50 homUni- 
MNky Cent- far lntematianal Rahabili 
btion. College of Education, 513 
~ n c k o n  HAI. mchchigon state u.. Ean 
Lanring, Michlgan48824. 

Independent LiuingAids 
AHandbmkfortheDbvbied. idear&In~ 

equipment gUde to wherlchoirrlmcbon. 
ideas forallages $17.95. 

Designs 6. Independent Liuing  excel^ 
Isnt. he-. 25~page hmhlet. Plans mnd 
modiflcalionr. Selection, porition. and i " ~  
rtlllatio" 0, major hame ap~liancer in a 
Wtchen or laundry Whirlpool Cowra- 
tion. Benton Harbor. Mirhlgan 49022. 

. .  - 
iheliflngnndmouementofdimbledpeo~ 
pie. Published by the Chaltrred Society 
ol Physiotherapy Useful information for 
famay and insrmc6ng albndanb. $9.25 
including portage Spdnger Publirhing 
lnc., 2 W  Parh Avonu. South. New York. 
NPW Yark lOW3. 

198283 Buyeis Guide to rommrmial 
produrb, rervicer, publcationr, oniani2a- 
tionr, liimr. $10.65 including shipping. 



Accent SpedalPublwtions. Gillum Road 
and High Drive, PO. Box 7m, 
Bloominnton, l i l ind~ 61701. 

Technolqqy lor  Independent Living. 
Edited by Sandi Endon. OTR. and tha 
facuiv d a work rho^ on Technology lor 
Independent Livlngprentedatthe Fifth 
AnnuaiConference on Rehabilitation En- 
@neenny Intended prhnady lor we by 
pmf~ iona l i .  $20 Thr~e~nng bjndei Re. 
habilitation Engineeling Society of Nanb 
Amsno. Suite 402, 4405 East~Wert 
Highwas Betheda, Mayland20814. 

Rehobil!mthn Enginee~ne ProjecL Ser- 
uiceDeliuewM&londEu~I~~I~on IPDD 
82~7~21. Final r w r k o f  a thrae-yen pro. 
i@'f if indudes h e  c.1ifomia lnformaiion 
Broker Projrdand an wa1uation I p h m .  
AvailablehomRehablIitationEngineedng 
Sedon. Dsplhnent of Rehabllistion. 
R30 K Sneei. Sacramenlo. califomia 
95814. 

Independent Liuing 
Services -Attendant Care 

Independent Liulng 
promams - 
The Economic ond Socieml Benepk of 
Independent Liuing Seruicer. Report in- 
clude czr hisloner and backmound in- 

151 Money rhall bs dirrdy to 
the divlbled oarllri~nni to emolov h e  

0wnchaa.ng. 
We call for lo@da#on and publlc 

hndngofartatewidepmgram.uhichulii1: 
(11 Provide monry toroverely~hp- 

l d l v  dsabled oeovle who hava a fun- . . 
bonal lorr ofhuo or more limbs and who 
nwd asisiance with srk of daily livmg. 

121 Pmvlde an amount of money to 
such indivlduaii to enable them to hire 
a Penonal Care Anendant: an amount 
adequate to arcompliih bskr required. 
Thisamountmustb~~fficientt~enablea 
diabl2lblrdpenonfo hireananendantathe 
minimumwage. 

131 All disabled indvlduaii rhall be 
eUgible, regardlersof income. 

141 The dliabled panidpant shall be 
recpoecporible for selecting, employing and 
i.min.tinri hidherilnmdant 

fndependentLi"ingE"al"on0": Wrrhlng~ 
lon Slob Doto System ondDlarifmm h e  
fim venr 01 nue vn. 1982. $10. A W ~ ~ I ~  
able from Debra Wilksnon. D e m e n t  
of Rehabilitation Mrdnne. RJ~30. Seat 
Ue. Waihington98195 

Centen for Independent Liuing. 1982. 
Available Imm D. Zlmban. DVR. PO. 
Box 7852. Madiran. Wiwonyn 53707. 

Pmgmmslar People. The Cmllforniu In- 
dependent Living Cenfea 1982.  avail^ 
able ham ~ e n e  ~ i e ~ e .  Suaiair. h o ~  
gram Evalustian and R~ea ich  Seclion, 
California State Drpamsnt of Rmhabili- 
tation. 830 K Sf. Moll. Sacramento. 
CaIilomia95814, 

Eu~lu~tinglndep~nd~~fLtujn~Pm~mm~. 
Juns 1983. Free &page rummarg availL 
able ham lnibhltr lor Inlormation 
Stodirr. 200Lhle Falls Suet. Suite Ill+ 
Fdr Church, Vir@nia22046. 

Rehobil(totion for Independent Liuing 
A Selected Bibhogrnphy 1982. Single 

be 0-ied through a non:pmfit agency 
rvnholled by ievermly disablrd indiuidu- 

The Consumeh Guide fo Anendon, 

Pemnaf c a n  Anendant Monuol. com- 
~ I l r d  by Cenhrforlndowndddt Lrungof 
Graatsr Bndgew't PO. Box 3366, 
Bndge~od Conn~cticut 06605. 84 
p g r r .  $7 A vey ompnhonsim guide! 

Independent Liuing 
Serviees-Housing 
H ~ u ~ i ~ g S ~ ~ ~ c e ~ f o r P e o p s l  uifh Physlcol 
~ i ~ ~ b i i n t ! ~ .  npr for condudng a 
arsarrmont and Ina8ng exlrbng housing. 
$12. Po lw id  hom Acres Lo l n d e p ~ n ~  
den==. 1954 East Warhlghn Au~nue. 
Madion. Wlwonln53704. 

Informallon Soume. 
, \C i rES (\.I ) ivrpn  I:. uw n'.>.rra. 
". , I  L d M  r. p.on.,.. , ', m,. 0 aprd 
mesagason h e  iubiecb oidivibililyand 
rehabjlihition in h e  Lor Angel*, Callfor 

Dlmctow o f l n  Resou- FIPD 
hom~rit i r lnlmationciearinghou~.  
PO. Box9782. Arlington.Virgmla22209. 
~ d l r e c t o y  0167 pnvateandgovomm.nt 
or9a"Yationr ham whom information on 
arth"&ira"ailabie 

Malnrlcsom Information Llne (2021 833- 
l l 6 2 i r o n d 9 m l o 5 p m I E S T ) .  M o n ~  
day through Fridax for quetionr on .- 
ru~concemm"gd,abil,~ 

Ed",ti0" And ?he ~ ~ ~ d ! ~ ~ & :  A 
comprahensive guide to the major area3 
ofmncrm. Useful to drabled!individuals 
w weU w education and r~hiibllllation 

NaUanal Rehabiliktion Information 
Cmter INARlCl is raoidlv exmndul~ L . . . .  - 
inlomtianon rommerdally auaflablart(~ 
h~bililation equipment and aids hmugh 
ABLEDATA. For a P r  of Information 
Broken and infomation on tho Training 
Workshops. wlunle to Manan Hall, A B ~  
LEDATA S W m  Manager NARIC. 4407 
Eighth S k e t  N.E.. Wwhlnmon. DC. 
20017. 

NCHRTM Memo. Free newrletler of  re^ 

hablUtaNon hainins publications nvallable 
from National Cleating House of R . ~  
habilTlation Training Maiatiali. Oklahoma 
Slab Univerriw, 115 Old USDA Building, 
Shliwater. Oklahoma 74078. 

Pollo and ravere dhabilim information 
"..lo.'.., '. ... r,,v..*r: ".,I ,. I I 

\ n.olrn:l".ll.I. 4; >,.I,% ,",I,\<. 
8 ... v : , \'A'.. ,: " 1, , 
:-I: "I. :,., ,,,, c ,  ., .,. 
Direclov of R w u m *  lor  Ad"& with 
DlsubCf~tier. 114page. Free from William 
R Langn~r Division of Adult Education 
SeMcrr. Room5624. ROB.  #3. Wash- 
ington, D.C. 2M02. 



Intemotionoi 
15th WarldCongrersofRehabfifationIn- 
tarnational d l1 be held in Lisbon. Por 
tugal, June 4-8. 1 9 W  Brochure hom 
S~netanado Nw0n.l de R.abilira(so. 
Av Conde Valbam. 63.5. 1000 Urbon, 
Portugal. The prerident Cai. Joao VilL 
laloboq who user a wheelcharr is the 
foundsrof Portugal'rl~adin999999ira666 
of persons with dimbiliti~s. 

A voice o jour  own. Pr-=dings of the 
Fint World Congprr of Disabled Peopled 
International held in Singapore from  no^ 
"ember 30-December 1981, a n  avail- 
able fro", univenh. center for lntrm.~ 
tional RehahLlaWon. 513 Enckion Hall, 
Mlchigan State UUv-nity Eart bnring, 
Michigan 48824. Euew dimbled p a o n  
in the world who red& t h i s ~ l l  feel maat 
pdde 

Askfarths heellitoimonograohr. 

LeamingDisabilities 
syracure univeni* Preu, l o l l  Ea* 
wafarSbeet. Syracuse,N~York 13210, 
has publirhrd several monograph2 on 
leamingdilaboitier, inciudngA system ol 
M~rherVoMblprbrtheF~elddlLiimii9 
Dirobilitlpriponrorrd by the International 
Amdemy 10, R.ssarch ,n Learning Dir~ 
clbil>tipr at $16.20. AnoUler ir The S W g ~  
giejmm Ado!-snce m m n d  A d u k h d  
on lwming diiabllitier and spacial educa~ 
fiona,$9 95. 

Repon hom the study ~ r o u p  an Re- 
habibtation of Clienb with Specific L w r n ~  
ins DirabiUtipr. 91 ~agos. $4.50. #I188 
lrorn Arkansas R~habilltabon Rerearch 
and Tmraming Cent- Publisaaonr Depart- 
mont. PO. Box 1358, Hat Spnngr, AF 
bnsr  71901. 

Mentol Illness 
The Canmg Fmrn<iv: Liuing lutfh Chmnic 
Mental flineu By K.F. Bernheim. R.J. 
Levin=. C.T. Benla. Common~ieme ad- 
Mr. hom brae profeidonalr. $13  ran^ 
dornHo"5e. 

Famil,e $in Pain Children, Siblings, 
Spouses and Pcrenfr of the Menlofly ffl 
Speok Out. By Phyllis V l n ~  The expeti~ 
encei of 17 irmilir*, a llit otrprowcei. a 

76 

summan/ of teatmont in the Uniled 
Stater. and a table o l  dmgr make this a 
rampnhemve handbook. $15. Pantheon 

Periodicals, Netu 
JoyfiI Noue Edtor Brad Chaflin. 5500 
Monroe Avenue, Evanrulile, Indiana 
41715 The edltoi who is dimbled by 
multipir rcierorir, wara highrhooimuric 
teacher for 25 yearn. Quanerly $6a year 
loGovttovtt rocden 

Focus. Newsletter of l b m y  srMca to 
older d u b  and people db dimb'lidri. 
One page. Monthly $6 a year hum 
EunlcoG. Lowjoy, 172 WprtMdnSVeaC 
W a l e d e ,  Ohla43081. 

BreaKns New Ground. Newslresr for 
drabled farmers includer adapted  equip^ 
man,, rowurre ,nio""allon, and special 
even&. Free lrom Bill Field. Department 
of Agns~ltunl Enginee"ng, Pwdue Unib 
vernly, Wprf Lafayemz. Indiana 47907. 

ReereotionlSports 
Wilderness Inquiry 11 condurn year- 
rnund mpr into fhe Midue* and Can* 
dan wlidemes hr peapieofaU age3 and 
all abili6er and disabilities lblbd, deaf or 
wheeichairodi BmchurehamWldd~meri 
Inquiryll. 3255HennegnAvenueSoulh. 
Suite 230. Minn~apoiir, Mlnn-ta 
55408. 

gan. 6008 ~rming'~dminii&bon Bldg.. 
Ann Arbay Mchigan48109. 

TrainingmanuaL on pulkand Nordcrlu- 
ins, i re rleddng, byaking, relaxation 
tarhn~ques. Rmeu courses, medlral self- 

care and ompr healthspo* ."d life  en^ 

hanc~ment acMbei. $5. Vhnland Na- 
Sond Center 3675 lhduhapi Road, 
Lore*. Minnewb 55357. Free nelurlet- 
toy W".Li"es. 

Oakland. Cailmia'r water Safe* and 
Boating Program lncludpr mwsps in m l l ~  
ing, Eanaeingand mwing. office oiParb 
and Rzcreation W.S.B.P.D., Siulbod 
House, 1520 Lakeslde D.ue. Oakland, 
CdlomLa94612. 

soeriol ~ecreonon Diner ~w national 
and mf~matianal quarterly devofed to 
iigha and needs of peop1s who are dls 
abied. $28 year Freekrtofdher publica~ 
6on6 S p e d  Recreaon. Inc., 362 Koiel 
Avenue. Iowa Cib, lowe 52240. 

Parem'~uideto~ared~~~dccmp~.  he 
annual wide. avajlable in Januaw  in^ 

Sln for Light intomntional. We~k~long 
program at Lake Piand in 1984. Sighted 
gujder tech blindpeoplo h s k o n  a on- 
b a n e  bmlr Apply to Greihe Winher. 
PO. Box 2971. Restan. Vlrginla 22091. 

- 
Volce~lndexad Connse Henmge Dido- 
now 219sidprof55ca~~mrrccordedln 
&hack, 'Yir inches-~er-second. $82.54 
horn h e  Amencan Pnnans Houieforthe 
Blind in Louirde. Kentucky Available 
for us. at fhe 160 c m v n a n s  lhbnnei 
relving b e  National Library SeMce lor 
ths Blind and Physically Handicapped oi  
the L l b r w  01 conges. 

Choicp Magdne Urilng. Recorded 8 
m m  rnagadns anthology of .*~lpr.  fir^ 
tion and poeby relscled hom 100 c o n  
Lempra" penodicalr. BI-Monthly Free 
to thos. unaM. to read iequiar ilflnt be- 

Rehabilitation 
Rehabl8totion in the PublicMlnd. Slmfe- 
gier o j  Markeling. A Rwoe on the 
Seventh Mary E Suiber MemodalSami& 
nar Edited hylsonard G. Padman. EdD. 
8Bpagor. One~fth~fivoinvi(edmperrir 
"Sbatrgier of Marketing With Perronr 
WlUl Dimbilties"by Glni Lauds The  re^ 

port is $10. Make . check to Sunher 
Mrrnorlal Fund IMmogmph #71. N a ~  
honal Rehabilitation Arsaiation. 633 
South Warhington SbeeC Alsxandna. 
V$rginra22314. 

REHRBlUlATlONGAZEilE 



Rights 
Martemlo" f0'Afirmd"e A*" 11. thh 
Dlsobled A " h w  to" manual lor munin- 
pal gouemmentr. $2.50, Make check 
pcycble to V-tion3 Rehabililation 
Grant-Cityo1N.w Haven. Mailto hmael 
R. Chavez. DiredoiolHandicappedSer- 

Nabonal center for Handicappod Pughts, 
Inr., PO. Box 1122. Atlanta. Georgia 
30301 Jam- L. Chem J.D.. Ph.0.. 

Free OOminure, toneindexed carwn. 
faw of Srdlon 504 and ntlitip Vl ol the 
CjMl Rishu Acl of 19% ramrded at a 
rpeed of IF5 on four-backmonad 

Sex 
Seruallty ond Semnl Assault: Dfsabled 
PempcLiue By vir$nia W. shlarl. ne- 
M b r r  sexudw, raw, ince4 d.f*"i. 
agalnit arault, and recouq hom arrault 
as relaed to wnonr with dmbiuaer 92 
mar. $4 hom Ih Charles K. Stuan, 
Learning suppo* SeMcer. southwest 
state Univemry ~anha l i ,  ~innesota 
56258. 

The Sex and [HrabUiw Inhrmmtion and 
Referal Sarince. Danira Sherer Cmr 
dnalor 2nd Roai United Carebral M y  
AoadationofSanFmncim.814Mi~an 
SWel. San Frannwo. California 94103. 
In addition to duminabng information, 
UCP ir comp!img a directow of perronr 
with expnhra in rax and dirabilty A re 
tern1 manual will be publirhed in late 
1983andwill bsauailablealcmt 

Shoes, Mismatched 
I \ > 8 ,  to., st.. : r , ~ . < ,  , .a!. ,381 I ,<>,, 
..11, 111,. ' . .1.n,,r .r.r .. J,.,, 8.. 

I '?.mi- O 151 .+ t~..,,, ,e Hh i 
11 .I 4. , .I * I ill,,: I:. 'C? u,.,. I 

I.... PI..,"" r i . . n . r i ' L ,  

Spanish Language 
Publications 

Tmuel-Employment 
BedandBreakfanS=MceisAsSi. lnthl3 
nationwide na"."ork 01 Reh- and 
HOI~ therrn are m.,nq-mYing and 
monqmabng oppo*"i"er for pmnon. 
d t h  dlmbilitior. Referron proinde inlor- 
mation on local Hrnk' homer inrludlng 
aheelchajr acc~rr<bilN, Inaim Ian- 
wag-. Host5 rent morns for $15 night 

i $18 double. For information 
on jnntng th. omnirntion: DOIO,~ 

Hemnann, BABS, P O  Box 5025, B e l ~  
lingham. Wshinmon 98227. 

Tmuei 
Tmvel lor fhe Hondlcapps.5 Free mm 
phlet iiom Unlted Aiilner, Consumer 
Affain Dep-enc PO. Box 666100. 
Chicago, IIUnols6OW6. 

Consumer Infarmorion About Air Tmwi 
for the Handicapped. Frea pomphlat 
aviurlable hom WA'S memaan riarlcr 
orlickelagent% 

198111982 lnlemolianol Directow of A r  
"Guider If you're planning amp, start 
with thlrandrendlortheiel~vontguides. 
Intematiunml R~hab!litation U.S.A.. 20 
Wed 401h Skel. New Ymk. Nrw York 
10018. 

Amr. Budgob H*, and Naaonal rent 
can with hsnd mnholi IF they are 
advance noace. h"gem.nb can be 
madethmugh your local branch othce. 

MoWlty Intornational. PO. Box 3551. 
Eug~ne. Oregon 97403, offerr a range01 
ieMces includmg a newrlettei inhrma~ 
bon, and educaflonal sxchhhga 

Londonmde. WlmFoner le i  1 Belve 
dsre Clore (off Manor Road). Gulldford, 
Suney GUZ 6W. England. Firn oerron 
in a wheelrher lo bacomr a reglrtered 
wid*. An histo""". he "A wnk  with an 
indiuidualor agmuo. 

Th# itinemw Th. magmine for ha"&- 
vith physical diiablities. An wrcellent 
new bi-monthhi 11 you are plannmg m 
w e l ,  you ull bewise m start. rubsciip- 
tion and gather d the irruei. $6 yaar 
Whole Person Tourr, Inc, 137 Wsrt2nd 
Snepf. Bayonne. NovJeirey07002. 

Rmda wheelchair bur b u n  to Disney 
World. circus World. Burch Gardenrand 
Seaworld. eb. Wheelchair Wagon Tours. 
PO. Box 1270, Kiinmmee, Ronda 
32741. 

London Tam Holel. ScadalaPlace, W8 
hasloacr~iblernomravailabl~thmugh 
  he vritorr' club, ~uxon HOW. sr 
Paul's Churchyard, London EC4 A 
wu'r memb~nhip is one pound (about 
$21. 

Tmuel-By Airwith 
aPowered Wheelchair 
r - ?  ' .,.> P <.. , A * . ~ , ~ , , ~ .  IS;,> 

K..rolhr ... 1. n .. ... xu. ,r,,,r,, 
I . "  I . .  2 V" ,..1,, . , n , m r n , . n  
.I,,,.> ~ , . , I.,.', v ,, ,;L ,, .,. 

emd by load~acld w e t d  hawtie. may 
b~ tamed with the hanew not rrmovod 

c k  lwheelchairl mu* be 1md.d and se- 
cured in an upright pmition. the hawry 
must be secured to the uehid.. bane" 
taminals and cable must he tamd and 

A non~=~lllable b a n q  that can be used 
sfsly rime to delicate elsshlcnl circuioy 
withouffearofd.magair beingpmduc~d 
by Gates Enerw Product.. Inc.. 1050 
South Broadway PO. Box5887 Denver 
CaIomdo80217. 

Typewriters 
IBM's Handicapped PurchMng PIcgam 
ohon rebuilt ured mswten at a law 
~~ce to ind i~dua lsuho  havealrtter ham 
their doctom indlating t h q  are dirabl~d 
and w u i d  r e n i ~  therapeutic benefil 
ham a mecdier Cal  your local1BM or 
wlte fo IBM. 10100 Santa Manlca Blud.. 
suite 2100. Lo5 Angels., C.lilomia 
90067. Awntion: Dave KeUey 

Vetemns 
F=demlBemePt8 f f r V a f  f and DDPPP- 
den* 1982. 73 pg-. $4. XIS-l hom 
Supenntendsntol Documents. US. Gov- 
emmsnt Plinting OIBle, Wshington, 
D.C. 20402. 

Women 
No Mare Sam.  128-pge bmk C S I ~ ~  

brat- gmunng up fsmalr and dimbled 
in Aminca. By Ann Cupuolo Canlio, 
Kathenne Corbeg and V~rton~ieiuir. $5 
pramid hom DREDF 2032 S m  Pabla 
Avenue, Berkele~ California 94702. 

F~pe pubilration horn The naming 
Center Inc, 3613 Haworth Mue.  R a ~  
lelgh, North Carolina 27609 deicnb~s 
their program hr iuomen and their 
wrmen. 



U.S. PERIODICALS AND NEWSLElTERS 
FOR PERSONS WITH DISABILITIES 
Pnrrjind~cdeaon,~risubrmption. 

$$$ Periodlcols by Disabled 
ACCD NewsNet Amencan Coalition of Clnzenr with Dis~ 
abilities. Suite201, 1200 15thSt., N.W., Washington. D.C. 
20005. 

Accenf on Liuing. PO. Box 7W, Blaomington. IL 61701 
Qmlv $5. 

Achievement. 925 N.E. 122nd St.. North. Miami. FL 
33161. Qmly. $3. 

The Bumblebee. 412 Wwdward Blvd.. Pasadena. CA 
91107, Qmly $2. 

COPHBuiietin. 1814 Welwyn. Dei Plainer. IL 6W18 $3. 

The Deaf American. The National Association of the Deaf. 
5125 Radnor Rd.. Indianapolis, IN 46226. Monthly. $10. 

l t i n e m ~  PO. Box 1084. Bayonne. NJ07002. Bibmonthly 
$6. 

Link and Go. Committee on Perronal Computers and the 
Handicapped. 2023 Wert lmng Park Rd.. Chicago. IL 
60618. $8. 

The Moinslreom. 861 6th Ave, Sulte 610. San Diego. CA 
92101. Monthly. $10. 

NAPH Notional Newsletter 76 Elm St.. London. OH 
43140. $6incl. dues. 

Nationol Hookup. 32 Margaret Dr. LoudonvUe. NY 
12211. Monthly $6.50. 

New WorMforthePhysicolly Hondlcopped PO. 60x1567. 
South Gate. CA90280. Monthly $10. 

Pomplegio Nem. 5201 N. 19th Aue.. Suite 108. Phoenix, 
AZ85015. Monthly. $12. 

Repom. Counni ior Dirrbllity Rightr, 343 S. Dearborn, 
Chicago, U 60604. $10. 

Spom 'NSpokes. 5201 N. 19th Ave.. Suite 108. Phoenix. 
A7.85015 Bi-monthly $6. 

Free Dlsoblllry Group Newrlellem 
,L:.'s,7,qY , > . I  ,.,,,.l,i, !.,,.<a > c e , e  .#. s,m<-, ( 1  
A,,."<2. l-Yi)ve"..,3i3 3 .,,* 315 :<<r8<, . ,  u,,": 

Auenues. Arihramorir multiplexmngenita. Bi-yriy 5430 
E. Harbor Heightr Dr. Pod Orchard, WA98356. 

The Bmilfe Forum. 190 Lafflmoie Rd., Rochester New 
York 14620. Monthly in braille. large print. -he, open 
iee1 tape. sound sheet. 

BreoMhmugh. osteogeneris imperfects. Qmly PO. Box 
838, Mancherter, NH 03105. 

Insights. Sgna bifida. 343 S. Dearbom. Room 319. 
Chicago, U 60604. 

Free Periodicals 
BmoMng Neu, Ground. Famen with disabilities. Dept of 
Agriculhlrai Engneenng. Purdue U., Weit Lafayette, IN 
47907. 

Crusader United Cerebral Palw Arroc., 66 E. 34th St., 
NeiYork. NY 1W16. 

Diwbiiiy and Chmnic Dhease Newsletter lnnng Kenneth 
zoia, PhD.. Dept. oisocioiagy. Brandeir U.. Waitham, MA 
02254. 

In the Moinslreom. 1200 15th St.. N.W. Warhinghln. D.C. 
20005. 

P m p m s  for the Handlcopwd Clearinghouse on the 
Hmdcapped. Office of Information and Rerourcer hr the 
Handicapped. Roam 3119SwitzeiBldg.. Washington. D.C. 
20202. 

5$5 Periodicals 
Ame%ron Rehobilitation Rehabilitation SeMcer Adminlr- 
eation, 330 C St., S W ,  Washington. D.C. 20201. Qmly 
$8 50. 

Dimbled USA. Superintendent of Documents, U.S. Govt. 
Printing OHice. Washington. D.C. 20402. Qmly. $9.60. 

Rehobilitation Litemturn. National Earter Seal Sociey, 
2023 W OgdenAue.. Chicago. ILM)612. BiLmonthiy $21. 

Journal of Rehabiiimfion. National Rehabilitation Asroci- 
ation. 633 S. Washington Sf.. Alexandria. VA 22314. 
Qmly $30 to nan~memben. 



An' A Tac On M y  Tires 
by Audrey J. King 

I wonderifapsychiamstcan helpme?Yousee. I'vegotihis get enough "pick-up" to see you through the ren of the 
awful identifv oroblem. I don't know whether Pm a oerson dev! * .  
or a vehicle. or both. . .or  which of there I am when. I problem is, even getting down the meet to the bar 
don't know whether L. as a penon, control my Ufe thmugh pores yet a whole new set of identity problems. My fnendr 
the oawered wheelchair I Eve in, or whethei I'm iurt the rav. "Come on. let's walk mtherthan drive. firruch a nice 
bod~inavehlclewhichgaaaroundrunningmy aleforme. dav"1 foUow in their heels, willingly, tonme hanging out 
It'iall soconfusing! . . . feeling quite confused again. Surely, in mite of their in- 

1 think the problem began on my firrt day of employ rrmctionr, I am driving'? I'm certainly not walking! Or is it 
meni. Halfway through the day some essential synapse in that I'm rolling?, . o r  mndling?. . .or RPMing7 I'm 
my canhol box lexcuse me - the chsiiri brake and I sureldon'f know. 
began relentierrly going around and amund in hanac c i r  I should go on the sidewalk with the others ~ f t e r  all, I 
der. What bener literal demonmation could there possibly amapenon  and they aremy fiends. Problemis. I can'tgei 
be of the conf~don and panic felt by a new employee on down the curbs at the corners, so I head for the nearen 
herfun dav? drivewa~ and onto the road. I'mavehicle afterall, itreemr! 

with whirh it is ddven! Problem is, unlike footsteps, my a p ~  
proach and depafluro n a i r a  (excuse me-the chair's) are 
ro unique that I'm never permined the luxury of slipping by 
undetected or being mistaken for someone else. 

When I enter a meeting late or leave early, my arrival 
anddeparmre never occur silently and unabrmrlvely. Thus 
I am otten @ad about haw an "ahenhhn seeker." w of 
having an 'inflated" sense of power Is this reauy far? 
Surely such commentsshould beapplied tothechair h e r  
than beingarluron my character 

It is quite m e  that one's mood can be expremed 
through the operative style of the wheelchav Rc3tiermerr 
and boredom can berecogniled by stow, random. pumose~ 
hrr  circler and zigzags. Anger is exorerred by rho*, sham. 
abmpi movements which often d o w  down iumi- 
ture and people who happen to be in the way Farme and 
deprerrion are demonmated by a slower speed and 
lethargy such that people stop and ark " i ~  your battery 
dead?" They're inquiring about the health of your chair of 
co"Ire, not yours! lor is it yours?) 

As your chair approaches iissenioryearr, itisoften the 
rtatealthe chaiis health and fundanlngwhichglvesriseto 

- .  
drainage ditch. I cannot rignai with my arms; n e ~ h e r  are 
there signals on my chair Reality suggestr that I really am 
rather small and vulnerable as I alternate imm one ride 
to the othm a ~ c o d i n g  to the dicates d my schlzophphtenic 
vehiclelpemon peisonaiiy. I mu* keep remlndjng myself 
that I'm not an "allpaweriul, suwr mini-compact" and I 
~ l w u i d  rehain horn in the banir." r d  better linen 
to those temliihed bystanden and"pu1 the bmker"on such 
inclinationr! 

I go thmugh the parkunth my friends. Suddenly a sign 
appears. No m o t o k d  vehicles allowed Does that mean 
me? I am mindful of the fact that, if 1 go back on the road. I 
could be summoned to mu* and charged with driving an 
unlicensed vehicle on the road. It has happened before. 
~ h i r  rm remi"& meof others1 have =mio  stoses NO car- 
moges, caris. e t ~ .  Dear me! Is It me that's not wanted. . . or 
iun my char? 

Sometimer I reall" feel mite tired as I mi to solve the 

. . 
being so "weu rpoksn"and the warm glow of  rabiaction I 

altered behaviors and personality diihirbances in you, the feel comer. not hom the words of pMrmre, but rather from 
Demon. A flat tire cannot helo butoroduce that"iet-dawn" the fanlasv that musoaka  are olentiful andrecure and mv 

ulcer-pmne peoonalify Sometimes I think a rphygmoma- 
nometer would be far more useful than a hygrometer! 
When the dlagnoiir indicates "dm in your potentiometei" 
'-faulty Woodrvff keys," and "dead cells in your balteni." 
how can a person feei anyUling else but "fmlnai? The 
tendency to give someone a belt back when told. "Oh, and 
you also need a new beltY Is rbong indeed at timer like 
there, Whai to do? Sametimer going to the local bar and 
getting thoraughly "tanked up"seemr to be theonly wayto 
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rather fmm a mental image of ripped out spokes and ex- 
ploded tires! 

Surely, somewhere, there is a psych~ahirt who can 
help me get a handleon this problem. Imun. samehow, a c ~  
quire a clear unconfured senre of identity before my n o n  
mp to the gar station so that I can react calmly and  appro^ 

priately when theatendant rays. "I'U bethere in a moment 
tosenrice you" 



p~ - 

m e ' r w ~ s < g " i s a " , , ~ ~ e  
rharharharharharrmhMsldnrlr 
lorheailh. p-poiyand 
abgood U.her d ,785 
longknalymNiorLhe 
Rehabillta6on Guene. 

The Rehabilitation Gaile$te'rThird Internetionah Post-Polio FOO Sign Posters 
Confecence and Symposium on Livlng Independently Silk-screened on heavy stock 
wthsewre Dirabii i~will be inS~Lou i r  onMay 10-12. suitable for haming. 
1985. Size 241 x 36". Darkgreen, 

beiqe. Chinese red. 

Forthcoming Publications: 
Proceedinasof the Rehabilitation Gslette's Second 
hterndianal Post-Polio Conference and Symposium on 
LMng Independently with Severe Dirabiliw 

Phy.cian'r Handbookon Polio 

Rehabilitation Gazette on Microfilm 
25 yean ofthe Garrlte on one lOO~loot reel or camidge 
a l l  the rare out of prinlTaomcyj'sar well asallthe 
RehabiiiiationGarelies Posiliear negal'we mode. 
L5Oincluding postage. 

Rehabilitation Grvene on Open Reel or Cassette Free 
horn Johanna Bureau forthe Blind and Physically Handi- 
capped. Inc.,30 WestWashington, Chicaga. Illinois 60602 
or ihe Division for the Blind and Physically Handicapped. 
Libralyof Congress. Washington, D.C. 20540. 

~ ~ & ~ ~ d  by Cynthia H w e n  
$20 includingpartage. 

Foo Sign T-shirts /\ 
Moss greenmhthe " f ~ "  
rig" silk~screened in Chinese 
red. S.M.L. 
Desianed bvCvnUlia Hewen. . . .  
$8 including postage. 

u 
Audio and video Ta~esofthe Rehabilitation Gazette's 
secr.ll i,rr.-r ncu, "1 lru\,-vc .,C,,"i, rrrran3 i ,m-  
~o~~.mun.n  r l  ndci r l ldcl ' ,  ulll > I <  8 1  I. wo t) arr 
2 s >  >hefcam \ . G O \  %..a 5?n#<.e<:cnt~r) ~ 2 J U . < ' ~ . l b  

Pleasesend: 

F o o  SignT-Shi-. Sire:!-M-L- 88.W each 

F a o S i g n  Postern. P2O.OOeach 

Rehabililalion Gareile on microfilm. 150.00 

Total enclosed 

Name Address 

Make checks payableto Oazene International NeWorl4ng Instirute. 



Back hues  of Rehabilitation Gaeette 
GeacttaIn~olio~lNehwrkinglnstitute 

4502 Maryland Avenue 
St Louis, Missauri 63108, U.S.A. 

z h  b m &  ~d+me& u(sr&k 
an&B C a m o r a l a r ~ S b p - . l k w d ~ p  
Wxd b d  h h n  W h d a u -  ACCL! 
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