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Au Reuoir 
Best wishesandcongatulations toJudith 
Raymond and Dr. D. Arni" Fiymhhh~hh h h  
married onSeptember Y. 1987,atthe Chwch ol 
St. Michael & St. Gearge(Episcopai) i n S t . h i s  

Judith has beenawry treasuredmember of 
the~arettehr myearr.~n~ay, 1 9 ~ 4 , ~ h ~ ~ t ~ ~ t ~ d  
asthe GezeneZ uo;c"tivedirectorand organized 
thelormulizationalthe Gazette inloCmtteInter- 
national Netwo~ingInstitutute(GI.NI.). International 
PolioNetwork(l.EN.),and lntemationalvenlilamr 
UsenNerwork(IWN.).Shewill continue todo 
editorial worklar ClNl.  from her new hameat 
4635 LarwinA*nue,Cy~ress,Calilnrnia90630 ti ,<z,,,,n~i~rire~. L I L ~  o , , d ~ a d h ~ a v m ~ d  

Armin,chielofehest medicineatRanchoLos 
AmigosMedical Center inDowney.California,is 

Welcome 
Awam welcme lo new sWf memberJm 
Headley. who joined C.1.NI.onAugusl17.1987.a~ 
director ofG.l.Nl'~lnternatio~l PalioNehuork. 

Jm.wha wasdisabledbypolb in 1948 has 
been a highschool bioiogyteacherin Indimlor 
20yean. 

Joan Is enWiasticandddmmined bather-  
ing and Eharing information on fhe late effects 
01 polio to help others as she was k l p d  by the 
lnfemational PalioNetwo*. 
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Syringornyelia 
in Paraplegia 
byBernard Williams, MD, ChM, FRCS 

Syringan)eliatsacmpliFationulparaplegiathat 
canresult in pain andloss of feeling or weakness 
ol theupper limbs,sometimes leading tosewre 
dirabi l i ty l~ early recognition is imparturt. 
and knowledge of ill DcEEEeee should be more 
wides~read. 

1-e (by a pumping action) of the cerebmpind 
fluid.the clearwater-like fluid that normaliv ~, 

bathes thea"Lideof thecord, inside thecord. 
This pmduces extension of the cavities and de- 
~ructim of then- tissuesalthe soina1 cord 
u.ti,<harrcicr r, cryrnp, i m l  utr , ) .  ,,:,In llil1"r" 
CII 1i~.0111111~01!n.~<han#srn ..d 161 1111 IIIII I I V Y # I # ~  

n n . i ~ a i ~ ~ ~ ~ i ~ I t u r ~  r.81 tunrit.u.~n~.~crn h.aIuc rk. 
rametimes morefhulone inapatient. 

The mmt cnmmon lo rn  of syringmrlyeiii i8 

not caused bv~araoleeia and arises in oatients 
who have d e i i k i e s  i t  b e  base 01 the'brain. This 
pmup is 'bindbrain-reiateb'synngom~lia.These 
cases maybe cangeniti or caused bybirlh injury. 
thelate effectsofmeningitis,or brain mursRare 
c u e s  i n c i u d e ~ m i t i o n o f t h e  coverings of 
the spimi cord,hown asarachnaiditis,and airo 
tumors 01 the spine; in both wdchnoiditis and 
s p i d  mors,the ineidenceofparaplegiais high. 

In~tientswithsoiml iniurier. Lhe condition 

, " ,  
thaw casesaccurring after fracturerorspird dis. 
locations,"pogttraumaticsyringomyelib'is a 
widely used tern. 

In pientswithpcathaumatic ryringomplia. 
the nowus system is usually normal before the 
injury a is the nature of the damage causiug 
paraplegia that determines whether a punping 
mechanirmde~iapa. 

The ~imoiest c ~ l c e ~ t  islhat blood ood11ll and 

downward,nboth,chieRyunder theinAuenced 
muscular straining such as coughing. The inilid 
fluid in such a uvi ly is replaced and augnented by 
cerebmsoind fluida~ Uledisorder ommesses. . 

The maiarity of paraplegics do not have cam- 
plicatiom ~fsyrin@mpliaLxmme they were br- 
tunate in not havingmuch bleeding in rhecard to 
i"tiatethecavitation.nefluid continues m get 
into the syrinx by e i k r  asizable communication 
to the nuidoutside thecordor seeping thmugh the 
Uliulid and dam@ tiuliuliuli. 

The incidence of the disorder in paraplegics is 
amund 1% 104% If is pmbably morecommon in 
lower-lwel IeGans and active persons bulcer- 
tainly occurs in sedentary and elderly prsons 
e t h  ouadrioledalt mmaccur aftereither corn- 

paraplegia. 
The m e t  at symptamr may be $low and In- 

s id iwor  sudden. Oltenoarlentsrecall that the 
onset was bmught on by a specit strain, such as 
coughimg or lifting (Fig. 1). Pain may he accom- 
oaniedbynumbness or~bviobvibvih~dimrdered sen- 
sation.Pain&remry dinlwbmmayspead 
born the 1-1 of the paraplegia upward. Each ad- 

- 

HI. I. .I .'r ,l  1 ,111,. 1 1 1  .11 I \ XI  -1 10. 

Il.(.,lyc.,l ' . . . \ I  1 .  l>i.I I <  . . 11.1 .  . '  .I. 
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c11 r ~ t # l r r . r ~ l u r c  lhoc a n l r . l ~ l t ~ ~ a y c x ~ r ~ d # a f u ~ ~ d  
rc~,?t . . ~ ~ ~ ~ ~ ~ ~ l ~ l . k t ~ l l ~ ~ ~ ~ ! k r  l'.,, e!#l<tna) tlk r s t t # c ,  

I,,"" ,hn,,,r.w.. wfllvut Lnorlnl. 
If the disorder spreads, the a--01 pain or dis- 

hlrbed feling may in"=. h l vemen t  01 !xmw 
mav fallaw i t  is alwavs on the ram= side as fhe 
sensory involvement and its advance is m m m l y  
sporadic. Either the hand, elbow, bob0 M d e d e  may 
k a m e  weak orsfart to let fhe Cdm, d d  at 
ni t icd timesin patients with partial paraplegia 
theremay beinueasing~eg8knknknkn lna few 
m, the disorder may spread i i i i a b l y  and 
involve al lasp~tsof cord rumtion including the 
initidly ""i""0l"d side. 

Another hhm that may indicate adwelop 
ins cavity inside the spinal cord is dirfurbance ai 
prspiratim. sweating is mnmiied by a comp1m 
mecharusmand mam/parap1@~1hd Iheirsweat. 
ing p m r m  to be altered.Tl~e 6nal pattern 
depenas an lwei and omplete- and m w  w y  
withsuch things asunnaryinfections.Hhrwer. 
when syringomyelia dewlops in a paraplqic, &re 
is often a ~ k e d  change in the patififif's mual 
pattern, with commonly excessive weating, un. 
pmokedbyinfectianor werheating, followed 
weeks or m o n h  later by drynes. This phehemhe 
"0" mayaccur ahweor he111 fhe level d fhe 
paraplegia depending on which way the cavities 
spread in the cord. 

hnwardextemionoffhe cavihimay 

IeSiOnJfhere maybewneningai functioninthe 
legs. bladderbow&,or sexual abilityiisyring* 
w1iasurxrvenes. 

- ~&mentof ~yringomyeliainawapIegic 
isnot dear-cul.One dimculty isthat the p r o p -  
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aon orthe airorder. ifun-fed, is unprediclabie 
Some patients achi- sfsfbilityunth o n b m i n i  
pmblems. and it is thuelore f f  pting to delay 
beahnent by surgery until i t  ir absolutely 
net-ry 

The mamr s h d  bedis-ededithupe". 
e n d  med id  penomel83 m n  as i t  is sus. 
pffted.sa neumlogical examinatinati can p& 
adboth the patient andsurgeon can be involved 
inobrervationand decisionmaking horn the 
ear1ieStsw. 

~~~o~~ ~ . 
some verysatisfylng re-"its withimpmwments In 
symptoms and arrest in pmgresion of the di- 
Con~ne lv  the diseasesometimes aooears tohe . . 
unstoowbiewendter morethanoneswdcal in- 



chair athletics. Competitive sports abviobviIy are 
pl-wahle and provide opprLunitifi 100 social 
inmourse and mi: howewer, in the presence 
dnymptom dsy~ngomyelia,qvloIent  sport 
maybe ill-advisedand medical opinion should 
b e m g h t .  

.. 
mistani mtrearmentmeansthat themndition 
5huuld be tmatedwilh geaf  f f d respect an d 
shouldbe benerlmwn to ~ie"&.relelatives,phy- 
sicifs, n-urgeons, and lawyers concerned 
withcompensationclaims. 

REFERENCE: 

- .  
Neurology Holly Lane, Smethwick. West Midlands 
B67 7IX England. 

REHABILITATION CAZTI'E 



The Maintenance 
ofFunction of People 
with Syrinx 
by AlbenD. Anderson, MD 

Lors of hmction is oneof the bitter 
compmentsofdim. 

I s  there asweet one? 
Theevent,whaherabrupt orgradual, 
comes as a swpise: 
Amomentwhen inabilityisfnehtahle. 
Surevou Leii thedoctar, butwho is to 

NO onecan go with you. 
Whether l-of shen*h.mation,orskiii. 
Struggle. reach. do not smndend. 

Tkse writings. h m  someore intimately hininl~d, 
arenot inkndedaJafrighLeningtally Of thewoes 
to he encountered as this disorder prwsses. 
They m-1 10 enable anticip~fititi 01 f m i n g  
eventsonly ihencanan individual bkeprwen- 
ti= and coping action. For example, hypoesthesia 
and loas of position sense may cause aperron to 
"lose" a limb A hand may be caught beiween the 
s w q  of a wileeichair, or lei[ to Lhe dwasbtion of 
a bandsaw One must learn m keeoaooendaees in . .. - 
si%ht.Reader ohsenethe importance rt f f fstant 
visualmonitoring! 

 he syndmme ofspinal cord~y~inx r cawed 
by an expanding rnidcwical central cyst A p r h  
psi= weaknesdwelopsat and belaw the lwei 
of ihe site of encmchment: this maybe symmetri- 
cal orasymmetkal.The trmkandllmbsi kame 
mrrerepomive tawhat haw been rninimal,al- 
lhm<h noriwr stimuli. 

manifestation as ioseemtd~al.There islmsof 
thefinequaliries of pain and lackof ~lermal 
awarenes,andndyetthe person*vlli upnience 
tau~h.wiil feel thelimh,will h o w  of irs existence. 
It is iater thathowled~ai the iimbwiil recede. 
Thisieanexcdient example ofneumanatamical 
1kdization thmu* clinical a-an-. For in- 

stance. tile imr ol~uprf ic ial  sensatlo" 8" thelace 
does not anpar all at once, hut descend5 Lrr,m Lhe 

quenl"oiding.If there isnotarignificant residual 
(incomplete emptying), aman may solve Lhe pmb- 
lem bv weannesorneformofexternal hainaxe. 

. . 
whose primary concern is iatwi ih me L ~ W  
expuienceafourdisordrrlrrl, huta hacBon:in this 
case,ihedireasesaithth"thii~wrettry'~ysttt.) 

The hindgutalso loses its reflexmomrabili- 
,ies,The empriing mechanisms oi ihe rectum re- 
quire attention.Thereqimend M I  toiletinn re 
quires the judgment and ma@ment 01 someone 
erperienced in bowel disordendcentral m r w w  
sysremarigin.Astoa1 o f g d  wlumeandconsis- 
tency mwt  hepmnted to ihe hi@"t, and emp 
tylngshould heacc"mplirkdanare@ar hasb.lt 
is taLhehenefitofagdlmwelpmgram,~well 
as to guarantee a sood bladder flow (shorn to he 



. .. 
hries, A bmuel pmgram requires patience. The sputum volume or change in coior.or the a c w -  
Erst mle:better out than in.~ni:d constipation. renceaf spuhlmodar indicafesaneedfor aculture, 
Early attempts at replaremp@lng may result in Lnability need notbean instantdamityltis 
"accident$," but incontinence padding is available, bener to llanenthe w v e o f u n a ~ i d a b i e l ~ ~ .  Con- 

O r  Andersonacknowl- Themidcervical cysticcdlection ascends. ventional techniquesaffl~ephysid modalitiesare 
edqes the edjturjai a.sk. Superkid sensory lodzes about the shoulder brought to heu on pm-ive motor weakness 
fanceolSallyHoward. (shaw1)are oldianosticualue, bularenotolim- thatacursover theyean. 11 ~ p o ~ e t o t h o s e  

p o r m e  here. in theearly daysof the di3onler.a~- whomightsay'~bother?;'conslder thepre- 
t i e  hyDerextew10n of the & may ~rndmdce an "~itaus decline in suenmh. ioint ranee ofmotion. .. 

and lunctbn Ulat maymar in inanended pm- 
w i v e  neumgenicpareparels. 

Under the supewislan 01 a health professional 
sp~ializing in restorative ore.an exercisepm- 
gram wpmprkte to the gradead of ftretrgfh of the 
muxu1ature of the bulk and exUemit1es Of the 
affected individual should be prescribed.1 am 
biased towardtheuseof manual e re~ isekause  
I feel s m e l v  that a oenon undernoins a careful 

. . 
otalaryngoiogrsf. 

Conjusatemotion oftheeyer permits b i i i i -  
laryisiun, and m a l  tracts rumlne uo and down 

motor~~v~ways to theeyemwles result$ indau- 
hlevision0ne lewofapairdnoncorrectmar 
corrective glasses can be fmt td  to peld monau- 
laruision.Sudden, lateralmotionofthe head,or 
iust theeyes, must be midedbffar~se thesewill 
geld a pndular motion of the visual field and 

. . 
and over-dwr pulleys to ewry prson P an exer- 
eise regimen.Certainiy.nomusele withagrade 
less than Goodshould receive mivehanhthethth~. 
lam not certain 01 the pmntiaeualue 01 range- 
of-mnionmd stretching techniquestooppose 
muscle imbalanc~,spa~licorflaccid. I feel more 
sure of the value 01 pmper splinting. This holds 
parlcularly h paraspinal musculature and sphd 
a N a h r e o f p a I a l y t i c o ~ .  

AcarepmSamshouldinEhdede@~ 
scheduled evaluation af self-care sLills and ability 
m ded with pmhiems a1 daily living and w r k  per- 
formance~n interview ir not ~vaiua- 
tiom should be pr fomed by an abyupational 
therapist. For -ample, shoulder farward flexors 
needed loreach a hi@closet shelf may hepre- 
served, and l m a f  rangeof mationmay bepre- 
ventedbyan aoomoriate exerciseremmen.At a 



jaintsauuncdmotionahility.~ubstitutions and oi lunctimisasuccess-avictomy 
mechanic4 aids should be used and charted to 
permit review and demonstratim Of Change wer REFERENCE; 

fheyears.Supports and paritionscan be dwised WilliamsBPragress i n ry r i n@m~i ia . k~mlR~~  
byan erpuienced therapist that wiltplaotajoint 5986;813"-146. 

in an optimm position lor active bncfion. Beware 
% 

lor cosmetic "due (for erample, a Address: Nbert DAndemon. MQ Columbia Univer- 

dmpped wrisLm*es apaor ~sf;simpledomiflcr. dw-Harlem Horpifal Center. 136thSt. and Lenm 

ion splinringis done tar better grasp. not m m k e  AVe~NewYork~NY10037~ 

the hand tmkbener). 

. . 
sary tor a person m face ~hai~enses done. 

Williams' has sham that Valnalwk manewer 
(straining)exprexpresqstic nuid bqmndthelwel 
of the primary site. Other than precluding exces 
sive slatic motions such a. heavy lifting and 
wheelchair wallr.1 cannotseetheeliminatiiiof 
such straining as cau$ing, delecation, crutch 
walking, and wheelchair u u f e r  And what of 
de6oitivethera~7 

neummiholowof syrinx. Afthe moment of diag- 
nosis,evuyperson withthedisorder should be 
seen by an upetiennnd neumsu-n. This is 
essential if only to gain an aware- oi the mum 
of the disorder and perhaps to decide on wise in- 
tervention. Pwntion is of p a t t r  imporlance. 
Cervical mrd injury inthe caurseotadiffi~ult 
ddiwrv is ddnileh m rare  01 ~s disorder ~ ~ , ~~~~ ~~ ~ ~ 

The phyrician concerned with resmrati~i 
care is anen called on to assist impaired pemns 
planning tar their working future. Wemust have 
wrme knowl~eofthepmbabilitiesafcert~n 



The "504 Demonstrations" of 1977 

MaryJane 0wen.who 
isvisudly impaired. is 
LXPNti"e DVmtor 01 
Dirabilify Focus,lnc. 
in Warhington,OC, 

byMary Jone O w n ,  MSW high and 1 remember assuring Judy HHH h t ,  
i f  we planned to sit-in. I would be there as long as 

Each minority m p  in fhe United States, as a h h  anwne.The aUws agreed. Uk would plan to stay 
gained selCawm- as a gmup, has found itneif ourselves and suggest m others that they come 
needing to look intwodirections While concen- prepared for ~ c h  an went. butnotmaLeapoint of 
hatineon hhuestrtrfecii i d  breaki ieee conhontatirn.Uk werenotvet sureothers would 

care to follow aur example. 
TheNeu YWk Ti",<$ and The W~shiigtgtgt PN, 

are two majar newspapem that are considered 
r e f l ~ t i w  of the nation'sroncems on a given day 
Neither hadareparterwithadisabiiityperspff- 
t iw then,andrne might queslian if eitherdoes 
today In 1977,disabilitywas coveredas aspciai 
feature ma health report The few l tem in either 
newspaperduringApril orMay of 1977didnatlook 
hewnddfidai Washin*" burnucrab for back- 
gmundon theissuer Good people whose johh 
werein thecarebhrarea were~eldomoues- . . 

arangeoldlsahilitiesacfedout their dreams for t iomthose alietedtedpe~MM~iYhy thhvPPbttttive 
accepmceuothin their emimnmenb. The "504 legislation were apparently nwer cansidered lor 
Demonstrations" lorrermlations rormlde federal comments. 

. 
Precious few havedonemme fhan record e ~ & a n  increase in usage by wheelchuu users 

b<.lut,lb r% )la1 "1 > (+n<.nr,!h, c # c l . b ~ ~ ~ l r y  i'vc r y  lr~1lll lr91,lrc~oI ,YP(*)~~u.~\IIIC~<~ IX.W> 

ol l l l < r ? w n r r  lhlt p r r c d ~ 4  r i I ~ t ~ b ~ 4 # # ~ # # ~ ( . I 1 1 ~ ~  RICLIP~~~~O ~scaw.t.od I ~ ~ ~ C ~ ~ ~ ~ R I I I ~ I I  UI.B <Ill. 
sl d21~nc. h r  >ttq>I( I~K.: 1.>11 11, 1.1 1111 1<1~11.~l~#l l;,lc.>~# Ir#I1III%< Ilnl.tJly (..h il,tfc. ilnd M r m .  pol I1121 
Act has not been illuminated. Thee are many figures wereasked lo join wilh representativesol 
w m  inwhich 1977 orwed awaterrhedwarand evw~ossibie minarih.emu~anddisabilihiclas. 
evints in many communities ac- thecountry sifidtion to spe&at a& Pbmissianior agoad 
@ v a n i d  activists indiiiwayway. sound w t t m  was applied for and a bull horn was 

Histories currenflvheincWlfen r a r e l v s i ~  bamwed.Theaeendawa~etand muehmide- . " "  
more thanaparagrapimth&e realities and many lines for enterin& building were laid o u r w  
claiming to speak rnth authority about the results m r d e d  over a leaked memomdm horn HEW 
01th '5Wactivities have neelmted both the of6~iais reommendine that the handicaooed ws- . . 
national political e l i eu  and $e prsonal changes itors he p t e d  with c~wtesy There was a RRR 
I 8 t I w t  I .  I I : .  c ~ l r n ~ ~ ~ ~ I ~ . ~ w I i ~ ~ ~ . k  L,SLI,LIL d t ~ l c l n ~ ~  Ibl n. 
d I I r , I  I I esl lny lhrm w'rlr l#clt$::) 

1Ilc l r ~ t k  t l ~ # l l ~ ! t y ~ ~ . t l o l l r ~ ~  v1\1rq,i,>.;rI' Mr ~1 .I l ln ~rlrl#!>vh llnsdy nad h#en*nr 
theconwnedcardealership breed ustohudd~e co~ ieapes rn~n the  local ~ ~ i t i ~ a l  andmedia 
amundasmall electric heater We had come,after systems. Asafomer D r n i e s o ~ a t S a n F m i i i  



bn.~~w&dmrry wu i ~ n ~ ~ n t x l c o n m t ~ v n  
All?, rlnp,,~,,II.l l~, lll*l (3" I i ~ l r n l  A l * . h  

r n a r t r e ~ ~ ~ \ * ~ . ~  C!~LM.III imrnlhr r rpplrsclf 
111% -Fn!rH,ul,l,i~~p"PImII.I F."xl.,"l"lufnl,l. 
h4"l*,rn<,i I,, lalcsH,.,,.esdrl,y,*n yr.,nL*.,llr 
HI, k I'.",tn,~r. .,,,.I .,It U.N'11.1~\I*v"rillmrll 
scolded the federal official~lor ipoGng the needs 
of the uninvited guestsand bmught t i  ih- 
atfachments to beused in the tiled restrooms. 

PhiliipBmtonarwdfmm Washingtonat t 
rnti-1 ~ I n t T h e p a r d a t  thedoarwasrdusiig 
to allow the entrance 01 members of the Black 
Panthers whowere bringing in f d . k  a can- 
gressman, heused his authoriry tostress t ha tw  
m~~rtbealiowedfoeat.butwe h a d d d v  antici- 

Someofusdecided tocall a hunger s l r k  to 

their w&e ~W me turned ~ f f  
""r teieohnner: the deafworn who entered the 
~~~ ~~ ~. 
building to tekhac~as.  in signlanguageand 
stad; the menbily retarded m a n  who always 
injected anoteof realism inmom t t t b s t r t r d  
delikratious late at nishtwhee e talked of 
possible arrest or IaxeabIe II~. 

We were of1 h e m  and allsulfered variously 
immtheshessand*rainsof the conhontation 

th.bui~dinganinrei~ec~albipt tdl tnafter 
knowingthe pa$itivevdueof menfdal~ety 

T w  histories a1 the civii ri@b of dfsabled 
peopleare kingwnttenwithout thebenefit of 

coofirm to o m i v e r  andothem owcthmmiUneet mo~menlwasfastered by thesewenband sK- 
msfayatanycost.Wewho~hhhUlstfff of ,ifim. M p l e  placed their li- and health on the 
commirmentwereamared at how much timethe liw and belimed the potential gains wereworth 
0th- had tospndwi~fd.ibpreser"atio", Ule r i s k  
oreoaratim.andcleanu~. We w r e  hee to smnd Thaffimemwbemembered.menorier . . 
those hours indircwian.s~ategizing,wnting.etc. must be toid.Thepassionmust k p ~ e d e d n .  & 

fora fawrite fnd, other$ for success In om gaal of 2W09 
havin~"5M"rermlationssirmed.Thelast to ore. 

hrr rl*cl u.~,%':di~1) * l tgwl l l l4xnu1~9~. I  
rrta,! r.$ II I1I ~ . ~ n s d n i I r ' . r c ~ t ~ ~ ~ ~ ~ & ~ . ~ %  sh 
81 r .I, ~ i t a w  b n n  NU, I . b r a <  n n n a ; a m ~ ~ ~ m ~  
I wanled tobebeautihr~.~ut nmiinowi.mbeau- 
tibl, justas Iam."lcanneverremember that 
meningrnthout the passionrisingupintomy 
fhrfhrtand. swallow as 1 may, the I m p  remaimaimai. 
She was a hem. 

There weresomany-Stevt,Who Iay,day 
afterday and night upon nighL,raping-nb 
amund him an a recorderbebeuse he knew what 
was happnimgwas important enough to risk his 
healU1,JeH.who bmught his guitarandpmved to 
kamasterchenleaderrnU1 chants on thehull 
horn- hewmtenew words lor old civil rights 
rongs with whichwe loudly greeted kderd 
employe3 in them0ming;thememkrsof the 
Buttemy ntigade, a gay street paw l  that loaned us  
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Concepts -A Unique Approach 
to Personal Care Attendants 

Concepts of independence. inc.. offers an appartu- 
nity for selfdirecting pemns will, disabilities to 
maximire their gdoalsolliving independently i f  
suchanalternative were not mailable, thesesame 
Denniewould be hrced torecelve~uvicer imm 
&&"cythafdws not consider uleir medsand 
strengths,anly their physical 1imitations.As repre- 
sentatives Immconcepts havesaid.". . .withcut 
Concepts. one canmlling heal* care inrtiluiion 
would beexchanged for another"misrtatement 
rellccts ule reaction toconventional hame health 
w e  systems that w i r e  p ~ s i i i t y o "  the part 
ofservice recipients anda wiilitlgncss maccept 
agency mandate5.h agency can send any avail- 
ableprsanal carean~ndant rnth iinleconcem 
farulewrkingrelationship. 

inse"era1 states. the local dewlmenlof 

m s  whose income dws not f e e d  SI17 p i p .  

monti~,whn areelderly ~rdisabled~ednd w h o m  
authorized to receivepmnai mservicesTbe 
H u m  Resources Adminis~alian is the adminis- 
tering vgency for Medicaid and home attendant 
p ~ n a i  care rervicesin NewYorkCity 

~- 

Because of the threat of m n c u  inferventlo" " 
and dominbian (i.e.,workrs who have analle- 
8ance to Ule hiring agency notto theconsumer). 
a core group of.-rely disahled persons held a 
prolest d-monstration in 1977 outside tile lecl,am- 
bers of the New YorkCity B d  oft~timnte which 
appmvescity conwacts.~eaple in motanred 
wheelchain must oiwhom had to have theirven- 
tilators plugged into corridor outlets. sat waiting 
to talkmth BoardolEstimatemembers. 

core gwup of severeiy.disabled PCMN dwelopd 
and presented an alternative modedservice 
delivery to C i l ~  and Stale reoresenlatives.The 

Sue bom%hs;currently thereare morethan250 
people in the p w a m .  In order LO become be CCC- 
cmts member.aoersan mustbeMedicaideiieihte. - .  
authorized to receive prsonai care services, and 
bedeemedreifdirectingby theHumanRmmes 
Mministration(basedunn camoletionof a 

Conceptsmmbersare~variedii vge 
and liieslyle a$ is the general population. hutdl  
Concepts members ha~disabiiitienoivarying 
seventy ~ i i  concepts members recevemrying 
allotments of p n o m  care an~ndant hours based 
on the recomrnendationoiateam that includes a 
physician, medical social worker. and a Human 
Resources Administration C~LS~LS~LS~LS~~K 



cancepts isafSca1 intermediwythat receives 
Medicaid monies to adminirm personal care 

m-one baris with Ulekpm~alcvreattendanrs 
Members of Concepts reeive and distrlbule pay- 
ment directly to the anendan&, thus reinforcing 
the belief that the attendants are the empiqvee 01 
the consumer not the m n c v  conceoLc reouirer . . 
memhers tochme their own lifstyles. For Can- 
ceptsmembers.thismeansassl~mingresponsi- 
bilityior recmiting,Mring,trauning.suprvising, 
paying, dismissing, and developing a cadre of 
ba<.k"pattendnnts, 

Currentlb Concepts offen its mhmben 
recruiment assismceviaa hotline withnames 
and phonenumben ofmemknre&ing personal 
care anendann, that is heard bypemnal care 
anedantsseekngemplaymentwhen they dial the 
concepts hotline number. 

1nadditian. Conceot%BoudofDirecmrs has 
ur la i , l ~ , r n c : l ~ , * , , c ~ r , < , , r , , ~  .I,i,,SL,,,# r<l;",ck. 
, l l * . r i l t~n< i , ,11 . . , ' .  I,., ,.,,,,,, \ l l . . ,~~~~I, .~~i l l l l l l .  
.,I,. m"<iv:.'~.,lz ,#,C I,,, L,,, sa.,"." !, r., r,.,, "4" 

"~ . ,  . 
"'tingpur employee. 

Theability La deermineoneklik$tyleaswell 
as how. when. and with whom t h ' ~  will he accom- 
plished hasresulted in geaterseif-esteem and 
5atisiactim br each Concepts member .& 

I PLUG IN... 

I THE POWER OF INFORMATION I 
lnfroductng sprnal Natuonnhe total reference 
end news ,ouina h r  ,he vheelcharc~mmun~.  
cornprenenr,vs repon<ng on agmg. 'curs" reasarch. 
eiecirca nmulalian, span* i. sneticl, reerea,ion. 
travel. ienllity 8 prwnancy, f~nancial8 legal planning. 
d168bllly rQ1118. mmpuLBrS, 810181IC medinns, 
rubrtanre abuie, dlrabi~mj inthemedii, end mu* 
mars Piur a ,"I, sta,edy-sfaie roiadex--connenionr 
you need itncuding GINI! logetured imo the grid. 
Spinal Notwork is pubished by Sam Msddox, wllh 
porlilvsiy charged con~r~hu~ionr !,om many eminent 
expen&. scholars and ihueulrei: 350 ppr. nicely 
iuriraled. 524 91- 53 dslivew lcall303~M95412). 

concepts Board of 
Direcmrsmec~ng 



Before you choose a life line, 
make sure it does 

what you need it to do. 

Ihc ouai tv andde- 
pel?L:.s.L .'ld yo'lilite 
su"or~-?"l:.om"l You 
nee-: :,3i::*,v ?!'in, what, 
ha;̂ ,$ l '~e5Fc' lha'sar 

maintan t .  Wepmvid 
vim prdessianals spe 
finetuned And we build 
efficient. The BEAR 33 en 

whi~hanswcrthequestionsatrv-.w'i~~ '. 
The BEAR 33 VolumeV~'~.~t~ 

need a irfeline. Ihere's#.o,o~. : #, : ~ - ,  7 



Disabled Peoples' International 

by DioneDriedger peaplewhoaremobililyimpaired,they wlllhave 
diificultyfindingand holdings j0b.l" ma"yN"rth 

'Disabledpnpleaftheworld-join ts in our American and Emopean countries, governments 

Joinusinour struggle br lull partieipa- hlnd public Uanswportstiun,suchas bus travel. for 

tionandequalivtionaloppoihmi~ ( D P I S ~ ~ ~ ~ .  disabled passensrs. In these>y~.ttmr disabled 
pare Declaration. 1981). indeed. Disabled People9 people usually pay the same lare as nondisabled 

hternational (DPI),an organivtianof people with bun rid=. 

nhmiral. meoW. and emotional disabilities, wants In developingnations 1nAfrica.Asia.Latin 

1 ,,.,., ,.,rtl,lll!) :v,,,.,, I,,<, d,l,<.,.,,I,l.,.., 8 ap,,..,,,: ..<< #." 

I I :  . t . . I  llrb . l I v~ l l . l ~~ rc  .I ~xt.~~.t.#srItt. 1.11 k t  1 1 1 ~ 1 1 ~ ~ 1  ,, ,,., , , ,... f . ,  , .,,,, C i  

11111 ,I"(,, I,,. 1 t,,,,, l.,,l<l.llI..,* . , , ,I  2 I,, I,. ,I . . I  I l l .  I . , !  .1. I"..: . 1 .  'I . 

Perhaps mast impo.urtant.DPl hassllown the world 
that peoplewith disabilities are able torepresent 
thehemcelvesellectiwly at the international level. 
DPi has been Ule catalyst lor the building01 
nmanizatinnsofdisabied wooie in  100 countries 

" .  . . 
counwieaatlended Ule tusf DPi Conqress 

The co,,5titution and ManiierU, accepted in 
sinsapE asserted the basic rights 01 disabled 
peop1easpvrticipvu insociety iikeweryow 
else: ti,e right La education,rehahili~tion,employ- 
ment, independent 1i"i"g. a d  income security 
The Manifesto also d ~ l a r e d  that disabled penons 
have the right to influence ~avernmenfsanddeci- 
sion-makingprocesresthmugh their w n  organi- 
zations. By theend 01 the Congressanew World 
Council was elected iorDPl*th 25 peopie.five 
ham each ai hue reqlons ol the world. This govern- 
in4 body would meet once avear in the next 

persons. 
National organizations are i m l w d  L" avari- 

ewaf issues.They lobby their gover,vnentS for 
incrensed accessto public building3,employment 
apprtunitier,puhlicschoais,md transportation. 
Aithoughall these issuesare impormf,perhvps 
transwrtation is morlfu"damental.The abilitv to 

peoples'seli-heiporganinationsare initiating 
wheelchair factories aperated by people with dis- 
abilities themselm. ~ i t h  local matedaisused ~o 
pmducewheelchaimdesigned lo* the local trrraln. 

~ ~ i ~ ~ ~ ~ h ~ ~ ~  theseamanizationsaddressed 
thc wheelchair shortage. they hawe started  sell^ 
emp1qment projects. I" .1amatca the Combined 
Disabilities Assouation has run awmd products 
factory since1983 Itisan integrated factory in 
which half Of the employeenare &&led and 
the other haliare nondisabled. In Zimbabwe. the 
National Councilof Disabled Persons hasstarted 
small animaland wgerabiefamungcooperati- 

D m  "Self-Help Leadenhip 'lialninr! Proqram" - ~ 

seminars enable disabled pnlile who are a p r i -  
enced leaders and organizers in their caunhier to 
share their exDertise in io""in4 disabled r m ~ l e l  

~ ~ 

gmup and in lobbyinggowrmenu lor changes. 
Selthelp organizations are avehicle hr dsabled 
persons tospeakcollectiwly togovernmenb. 
society.andscrviceprovidemfor impwed job 
nnmrluniliec. accessible oublic buildines and ~ r r  

transportation, and educationAitera2weeksem- 
inar. newly-trained leaden return to their "0""~ 
t"er eouiowd with tools toomanizeand build . .. 
their own r!roups. 

Inaddition to conducfillga develoment pro- 
gram. UP1 has addres-ed inkrllafional issues. DPI 
helpdsl ivp U~eUNWorld I'rugramaf Action 
Conr*ming DisabledPenonsandthe lWs  Vnca- 
rinnnl R~hnlriilation Convention. In bathcases. 



Nutrition fbv 
Polio Survivors 

peopIes'oqmiluliom should beconsultedon I by Charlone Gollobin, MS 
palides that rela* to disabled perrons. 

DPIwassuc~essfui aswell in bringing human 
rightsviolationsagainsfdisvbled peapie tnthe 
anention of the UNSukommir$ion on Pmention 
olDincriminationand Protection of Minorities DPl 
was successhnl in appointing aspecial ~apporceur. 
or reporter.on thestatUE "ldisahledpenples' 
rin1,ls. 

Disabled pms' rishtsas humankingsare 
violated inwars andarmedcoraict wery d~ 
amtmd the eIobeThw, m e  isadinubilirvissue 
lor DPI.I Ic~ledforpea~~ in illinternation$ Race 
Uedaratinn, issued after theDP1 WarldCuuncil 
"sited Himshima.hpan. thesiteoilhe fintatom 
bomb blast:'Thecreation of disahilityand the 
endingal lifc~thewaging"fwar@ospace ... 
Let us inria that the $HI0 lhillionnow scenton 
amamenuisdiverted t o s ~ i i l l y  i i h h l  pmjxts:' 

DP1,asan organization p u r p r t i q  torepre- 
sent all the wor1dS disabledpwple, reco*izes the 
need to i n c m e  Uie representation ofcertain dis- 
abiiilygmupi. Personswhoare deaf and mentally 
handrapped mtst bemyresented mareequally 
In 1985 DPI resolved to inwlve morewomen in its 
leadership DPk goal is to increase the participa- 
tionald representation Oiwomen to 5091 atall 

. . 
over tiicworiddisvbled poplearearganizingta 
speak for themreives with, in thewurdsof UPlZ 
m o m  "Avoice of Our Own(' $E . - 
Mdrers:Uiam Driedger.249SimcoeSt.. Winnipg, 
ManifuhaR3G IW Canada. 

During G l N l  Fourth International Polioand 
Independent Living Conference in June 1987 in 
St.Louis.Idiscovered that mostpoliosunriwn do 
not h m  g o d  diet regimens. Weight conwal and 
nuwition should be important part? deveryaneh 
lives, buterpciaily olp"liosur"iwrs,mam/of 
whom are inactm. wenveieht. and oerfect candi- 
dates lor heart disease and 'dther debilitating 
illne3%~. 

lione & mweieht.  onecan beein to lose 
~ c , ! I , ~ I . ~ c ~ # c < c # ~ ~ c . ~ ~ ~ I ~ I  :#$tnb.I,) 5 -  Ucdl rtr? 
r?ck i l  ,'.l'll,,. \<I,) II.~I.~I,I/II I,, Ill t .ill*. 

8 ' I I t . c l l  "A YII I, I lilr *,"P,< 3" ll<..,rlA~.,>. 

oils that help lower wiglycetide$ and prwent 
plateicLsfromdumping, thembylaeringtherisk 
01 heart disease and atherosrclemsis. Althou.$ 
olive oil doesdt lower rhaleseroi levels, it 
improver tireratin high and low denaty 
limnrotein5 and total cholesteml, thus lowerinr! 
the kiskfor heart disease. 

When ane counts calories, one should be 
aware 01 p~rtionsizes.Itir helpful tn learn what 
porr iansm looklikeso thatwhenpreparingfwd 
or dining in arestaurant,ane know how much to 
dlow onerelttoeat. 

Pmtein w d  carbohydydydtes tttLain 4 calories 
p r  grrn.and should be impartant parsdone's 
diet, espciaily complex carhohydrates, such as 
t h e  found in vegetables, huill. whole mains. 
and 1e*mes,These foods also conlaindietary 
1iber 

can lower cholesteml lwels,slowfllereieaseoi 
sugar. intothe hlwd,and prwent constipation. 
The amount of fiber per dayoneneeds is25-35 
%amS The most popular fiber I d s  include: 



Food (H cup cooked) fiber (prams) 
Ail Bran wlextra fiber 13.0 
100% Bran 91  
Kidneybeans 58 
Pear 4.6 
Sweet potato 4.2 
PPsr 4.1 . .- 
Potato, baked 3.8 
~p lew lsk in  35 nutritionconsultant, is 
Oranp 2.6 preside,* of ,he i imeri i i i  
Rice(br0wnl 21 

NutrnlanirfrArraciafion. 

h $ t a  is a favorite 6ber and dmplar 

nean dlet for cenhmes,adiet that cantainsmany 
toads knownfo help prevent heartdiseaaeThc 
Mediterranean diet consisof vegetables,fruits. 
fish, dive ail, small amounts d meat, pasta, bread 
wiuiout bulterand l o w ~ f a t t h h h .  

sat. Tm much sadium can cause water retention 
as well as hypertension. 

When one reduces the amount of calories. 
one also h e m  the md I d  intake und rnrnrnddd 
decreases theamaunt ofessential nutrients in- 
ge3ted.~arypople in theunited States are mar- 
ginally deficient in dcium. zinc, imn, magnesium. 
v i m i n ~ . ~ - 6 ,  and C. Certainagegroups aremore 
det ient incer~nv i tamin~ than others and i t  
is reasonable tosuaect that mlia sunlvon may 

$upplement the diet, not replace%. 
A m~~al tamincan oravidevitaminssuchas 

-, 
materials in thebody VitaminsA.C, and E,can 
prwentsuch famatian. 

carpal tunnel syndrome isa commosaii!nent 
among paiin survivors. Ncw rescvrcll iildicntrs 
that ~vi taminr can be very effective in 
treatingcaipaf tinnnel syndrome if caught early 
enough. 

Vitaminimineralsuoolementsshould have 
loom of the RDAfor all is'& ingredients.Agaod 
checklistsho,,ld includevitamins A.C.D. E.K.B-1. 
B.2,B~6.B~12,biotin. folicacid,niacinamide,md 
pmtntilriuc acid.Minerals~houidi%~cludecalcium, 

.. . 
selenium. and zinc. 

Exereisenhauldako bean important cmple- 
menttcl anv diet oranram. ~ v e n  simole ran=-of- ~ ~ . . "  . . 
motionandstretchins-nisescw help burn off 
calories because they increase themetahalic rate. 
Ncwrcsevrcl, illdicutes thatthis increasedrate 
~ u n t i ~ ~ e 5  forseveral hoursalter the actual 
exercise activity 

mliosurvlvors.aswll as individualswith 
any disabilify. need to be careiul of diet 
regimem. With advancingyears, eating well and 
prwenting&raweight lramslip@ng on will aid 
polio s u M w n  in maintainin% fully functional 
weigh&?mingjoint% 

RECOMMENDED READING: 

~ ~ ~ d ~ , ~ a n e . J a m S r a & L N ~ ~ n i i i i i R ~ I ,  New Yark. 
Rmlam. 19R2. 

Haurman.PT,,rR@,,lUorc Emmaur.Pennryl"ania. 
RadalePress, 19R7. 32 



Congratulations 

15th Anniversary 
Acoalitinn Of people with -re disabilities 
landed the Berkeley Center far bdependentliv- 
img(C1L) in 1972,continuing memadel ulliving 
independently at homebegun in the 1950s by polio 
surviv"n.CILisnowreco~i~d worldwideas fhe 
inspiration and archetype lor over 300 centers. 

cILsprogrm advocate f f f  merighLC 0fP"- 
plewim di~ilIties,nurture mmmunih/suppart. 
andencoure molewith disabilities to oa.tiL 

. . 
and independent living skills 

The 15th annivenary olCILin 1987 marks iu 
mt-s: 
Mare  man 136.000 personswith disabilitiesre- 

ceived direct services hom CIL- 
More  man 500 residential ramps built lreeof 

charye - 
More  than 1,000 personswith disabilitlesplvced 

in iohs. 

25th Anniversary 

residence prop", began wiu, one ventilator- 
dependent quadriplegic rtudent. Ed Roberts, living 
in .%special wing of UC-krkeley3 Cowell Memorial 
Hosptal. A x c w d  quadriplegic student. John 
Hesrler. joined Ed in 1963. 

Both went 011 to work for the state ol Califor 
n1a:Ed as director01 the Department oiRehabilifa 
tion and John as chielof iortheDrpart- 
ment of Health Services. 

In 1975 the residence program movedaut al 
Cowell Hosoital infa theuniv~r5ihiresidence halls 

. " 
emphasi2eriildepende"tlivingskills tosnldents 
who haw pwwus1y livedat homeor in nursing 
homes, esoecia1P" howto hireand train orrs<>nal . .  , 
anendants lorraufilre care. 

In a recent survey a1 program @adadatf, 
many said theprogram had nleanru~edifterence 
behveen a restricted, dependent orirten~e, and an 
active.independentsrele. dZ 

Berkeley, CA 94720,4151642~0~18 
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Travel with a Ventilator in Europe 

We M e d  thesheldmke, armed with sleep Narrow Boating On the imp bags and pmvklonsthatwauldn't last the 

Grand Union Canal week, w ~ ~ ~ ~ ' ~  ~ 0 ~ ~ 1 4  becauseweneeded 
excuses to stop at picturesque canalside pubs 

by Audrey Kin#, .?4A andhistoricviliaeesdone thewav. I tookuua 
~ - 

""how" tommiy,an histororicnetwahofover 
1500 milei ol nauiphie inland waterways thread 
theirwaythroughthe hearldRrifrin.Linking 
remotecauntrysLicvilhviilages and major 
tau*, attrac,ionr,fheriversand canals m a  

.. . . 
thefrisir olZUthcenfury lile.(UK. Waterway 
Holidayr. 1986) 

Asmall news item in theBrishP"lioFel1oui- 
sh$iBulierin (spring 1%) oflering "accesable" 
canal boat vacations caught my eye as a unique 
opportunity I sent the item to Chris. my British 
childhod iriend,andasked h n  to inquire furlher 
Several months later she telephoned. sumesting 
lhvtl bwk my holidays andalrlm toEngland. 
because thesheldroke had now been afficdlyre- 
servedandarran~ementsmadewithst. ThnmaS 
H O S P ~ ~ ~ I  in~oimn m borrawa~maghan 17nc 
ventilator, henablemet" breaue wllenasleep. 

Ln Aoril. Chns. husband Tim,and 12-vea~old 
Kdt#e<lr .xr !, K < ~ l ' ~  \I ,s ~ c ~ d r l ! ~ ~ ~ ~ c l  llt,ml s!t.# I 
I . ,  Il~:L.,,nll 1 I,, 1 ., ld.~,I11I~~.1I l i , l , lL ldl%r.  

x.,, I,?,u' <.I, lllr,ll,l,l.ll.,:nallll I .,,I I< I, 11"" 
.,.,,,,*..I<,.% :, . (,,.,.,IC ., ,,l.t~~",,l,< .~11I'l.,.,~r 
A r .  .l,l,~I l rn i!r C,I 11 nr.,,dx lhlnl .  I * \  

It,<," ,,,("Y,t,d t r  ,. \1,~1<1,,~"6~ ,,".?a>\ !,I,!, 

a,,!, ,821 ,I,, ,"I , ,  W,>, ,% r,.. <%.,I,,, < ,,g ,,I ,>,,p- 
could~!and comlortablyandsixpeople could 
slmandeaton two sets of built-in bunks.two 

- ~ " .  
cubic-footrehgeratordishes,and "acce.sible" 
llushfoilet,sink, andshowerwere pmvided. 

A removablesection oldeck rail and asmall 
aluminum ramp enabled easy wheelchair access 
befwencanvl bankand dxk(a1though often tills 
was ilotreoulredi.~batrerv-wwered i inin the 

andconvoys of bahyducksand moorhens who 
were lnescort us fhmughout. 

m p s s e d  theFishery Inn at Bmwr,admir- 
ingthe brilliantly colored llowensuspended in 
baskts from an overhanging upper level and easy 
canalside a c e s  that would encourage us to stop 
on our return. We purred along belorestopping 
finally at another canalside pub. theTThree Horse- 
sh<*s at BoumeEnd. 

carriedupopenplankstain and acrossatemp- 
r a y  scallold wer thecanal inarder to enjoya 
drinkat the canalside tables be lm  supper Nwer 
again! Needless to say our it<,i"Ct-t lor searching 
out accersible maorins beside accesril,le water- 
ing hales improved dramaricalhrand, hy the time 
we lunched outside the Globe at OldLinsdaleon 
our r e t m  trip home. theShrldmkewas moored 
socluse to uswecould have touched lher 

Wemoordatnighfulongquiet ruralsections 
oflhecanal.ltwasw00dddfdff wfkkwt t  t 
peaceluldvwnat the luot of afanner'sfleld or h 
find yournell besidebanksol tumbling wild flow 
en.Sev~ev~evai timer we- herons takingnimt as 
thesound of our motor bmke Vleirsoiitr~de. 

side OI thehut  and into the cabin. 
mywntiiatur required tooperate. 

As lhedavs nassed weslowly~limbed our 

hdrey King, respintory 
pdlosuruiwZ isapsy- 
choivgisl WiUItheHuqh 
MacMillanMedical center 
in'ramnto,casadn. 
Audrey has just published 
IdiSnMed bble.?herei 
Llniin YourB~lIybun"". 



wesenled intoacamfarta~e bib mutine 
rising abu t  7 am..fillingour stomachswith 
muesli (Swiss granola), and workingour ww 
Uvoughsweral lacks befobefmmriig for a 
'bmper" breakfast in same attracliw spot. 

M\ ale clalnnl>oa c1oantities "1 load Perhaps 
it was thr amount of haked beans orthedel!~ 
ciovsiy hesh hiead and cheeses that we ate. w 
perhaps it was just the "Iorc-quarteM c<,"geniai- 
ity,thvt seemed tomake all u i  uspm.wsrively 
more Ratulant and aemph%ic. Certdainly as the 
week pmgressed we chatted inueasily aboutthe 
state of our collective "alimentarv canal:'forShel- 

. . 
p, "t<4 ,I,**, ,.t,\,~n,.~,,,* r6.e ,) ,,,?31 UL< 

CII 1114 Itll,.dk. 1111.< ,1111.11.11.1 mmr  mn1c ti", 
I l l ld y l u.%. . nr Q Ikxv  ,asca#m uc#l~ lxr l t l~ '  
'Yhhidmbbeduny:'that did ";in With only 2-3 
to go we stopped for a pump out. breathed a sigh of 
rellef.and. ..ateunashamedly all Ule way back to 
Nash'~ Mills. 

Wewent thrmgh 112 lacks,cwer insa~-  
tance ofonlv 94 miles. ooeninc and "losine the 

leedingwaterinlocollecting~ideponds beside the 
lacks to keepthe canal system open .~ r t i cu l~ l y  
during dry periods. 

Ewry day we tmk time lo tie up, P L ,  "plore, 
or shop insame historicviliageor town. 

T h e b .  mwn Of LeightonBUzlard offered 
well-identified public washrmms for disabled p r -  
sons (K mile hom rhas near the canal for non- 
disabled). a mndern summarketwith checkout 
counter mistance far disabled pnons. and many 
small specialtyshops. 

A Bth-century market c- town hal1,and 
k 13th- Lo 16th~enturyChurch of Allsaints pm- 
vide4 historical interest. We attempted to enter 
this church.sifuafedciose to the hiehs-in 

Country lanes Lolacateaninfere~tingpubsuch as 
YeOidSwanat Woughton-on-the-Green orupa 
longslow hill with lantastistic rural dews to dlseowr 
ahintoric villaesuch asSanlbwv with ill 14th 

encroaching modern Lown of h l ton Keynes. The 
Hosoice 01 Our Ladvand St. Johds npstler mare- 

"r.d.<~l~r~~~,<ll.,l,4~<l lhyw#r.<l~ <"i 8 , ~  <'I, I., .- 
.'.. 'Iw,,., n,.n.c, 1 Id: . s  ,,qa~..n.,anm.,r- 

,,,~..m,~,eL",,:,<,!,l., \,.I, 1~ ,l<h,,,ya,d 
dlnbu##d trsy, k,a~c~..!n.~ ho-p<e ,,$ 4.r h1.q 
$~,*%.IA.. ,,,,\('I,,.,< r I,,, I, <., t,,,,, ,.\., J ,I,?., 
C < I ,  ,C,,,,k.,3,, nl>k,,'l,,<, .+VC.,\3,"." 

~ ~ S I ~ V C ~ " ~ ~ C C , T ~ I ~ I  s>z3. .ll,mv ,,! pt,.ac 
$11 tI1..lmV y..4rrl,,. ,,".lll,i <ill.., Yl.rcI,~nd .d 
%%CII ,I ,l,,.li,,.I.~.,,~l.I~. LP. I * C * , l M I  \#I. 

~ ~~ 

passed only vfew other narrowbuatseach day 

(",",;"<red on poqe2.7, 
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Rehabilitation Gazette 
4502 Maryland Ave., St. Louis, MO 63108 U.S.A.. 3141361.0475 

Rehabilitation Gazette, an inter- 
national journal of independent 
living by people with disabilities. 
was started by Gini Laurie in 1958 
for polio survivors in iron lungs to 
share their information and experi- 
ences. The Gazette has grown from 
a local newsletter to a renowned 
international journal reaching 
40,000 readers in 87 countries (with 
translations in Japanese) and 
evolved to include other physical 
disabilities and the aging of all 
disahled persons. 

Reflecting the imaginative, practical, 
and down-to-earth life experiences 
of its disabled readers, the Gazette 

is a form of peer counseling by mail, 
an invaluable source of ideas, inven- 
tions, and adaptations that have 
been tried and found useful by 
others. Personal experiences in the 
Gazette's articles motivate other 
readers to live full and independent 
lives. 

The Gazette is read by health care 
prolessionals interested in creative 
rehabilitation and in gaining addi- 
tional insight into the interests and 
needs of persons with disabilities, 
and, of course, by persons disabled 
by polio, spinal cord injury, cerebral 
palsy, multiple sclerosis, muscular 
dystrophy, ALS, or stroke. 



Rehabilitation Gazette: Back Issues 
loternationel Journal of Independent Living by Individuals with Disabilities 

Back issues of Rehabilitation Cazene 
$Reach: 

1986. Volume 27. No. 1. Snecial leature: 

ventilator users. 

1985. Volume 26. Soecial feature: lnde~en- 

US. Cerebral Palsv Challenges. Myasthenia 

1981. Volume 24. Special feature: lnter- 
national PoR~Pulio Conference. Chicago. 
Independent Living- Attitildes and !Life- 
styles, Independent Living Centers. Oral 
Positive Pressure. Homemade Cuirass Shell. 
Adantion. Eauioment: Ceiiine Hoists, Lifts, 
~ ~ - i e s t e d  V& iifts. 

1980. Volume 23. Special feature: Past-Polio 
&ingProblems.~e;piratory Rehalilitation. 
Disa1,led Peapies' International. Adoption. 
Religionand Rrhabilitation. lndepenrlent 
Living in Europe. Trvvel with aventilatotur 
in Europe. Equipment: Hmdcycling. Alert 

1979. Volume 22. Special feahxes: Nutrition 
- SCI and MS Diets. independent Living. 
Oral Hearing-Impaired Adults. Computer 
Programming Training. Wheelchzir Travel. 
~quipment:Legbag Con~ols.Automated 
Urit~ator, Foot Control, and Pushbutton 
Driving. 

1978. Volume 21. Special 1eature:Twenty 
Years in  Ule Gazette House. Spinal Cord In- 
, 1,). .', n!, r ,  t'rlut nl <, ( ilrl llllpI..m#!. 111 

131,:: ,sa,,,l I ~!!,<l.>t,,," l<t,l x: *P \I,.@ r.lul 
I,,,! , , ,I  \.!!#I <y.,?." l',{-,oW<~~:l lf<.p:~.4!t< I t  

1.llllrlln ,ll.I'< ,L,LI, I, ,,I l ,111' 'LI'OCII\~.II . ~ ~ 

Arrns. Pissing Cross Country 

1977. Volume 20. Special feature: Employ- 
ment of Disabled Women. Rehabilitation in 
the Navajo Nation. Vocational Rehahilitation 
Rights. Equipmenf:Whrelchair Lifts. Battery 
Chargel: Catnper~Pickup with Lift.S?ll- 
Operating Electric Hoist. 

1976.volume 19. Special leature:V~ations 
and Avocations hr Quads. Coping with 
Deoression. Blind Tvoinr. Ouad EmnloV- - - . . 
ment. Housing and Independent Living. 
Tennis and Skiing. Wheelchair Travel.Frog 
Breathing for Qunds. Equipment: Remote 
Controls, Wheelchair Loader. Step-Vans. 

1975. Volume 18. Special feature: I01 
Employed Quads. Multiple Sclerosis. IRS 
Reeulations and Attendants. SSI. Telenhone " 
Services. Equipment Quad Plrotography. 
Step-Vans. Lift5 and Ramps. Ward Board. 



1974. Volume 17. Special feature: Wheel- 
chair and Ventilator Travel to Mexico, 
Canada, and Europe. Hobbies. Rel~abilitation 
Act of 1973. Edue~tiotion and Emplqvment 
Biofeedback. Charcat-Marie-Tooth. 
Acuptmctum. Geman Bmvthing Trealmcnt. 
Equipment:Vans and Lifts. Remote Contmls, 
New Wheelcbain. 

1973. Volume 16. Special feature: Disabled 

mvtic ~elepllones, Chin Switch. ~outhst ick 
Controls. Curb-Jumping. 

1972. Volume 15. Special feature: Quad 
Artists and Pianists. Woodrow Wilson Re- 
habilitation Center Housing and Home Ser- 
vices. Ham Radio. Equipment:Talking Eyes, 
Wheelchairs and Accessories, Remote 
Conirols. Ramps. Wheelchair Pilots. 

1970. Volume 13. Special 1eahrre:lndepen- 
dent Living hy Quads. Community Service 
Projects.Moi~thstickTyping. One-Armed 
Fishing. Chess by MMa Equipment: Wheel- 
chair Cushions, Bath Lifts. Hydraulic 
Tailgates. 

IRfi9. Volume 12. > p n ~ n l  !v .~ t t~ rc ,  ~!rlvls 
!llc.ir .~.IIIIIIU~~ le. 1 118r"31 .~l~,,$ld Impl. !- 
181t . t~~  'I.,$\< I .~otl I 11. 11%: 111 4h.x.. I).IJJ:~ 1 

1968. Volume 11. Special 1eature:Ten Years 
in the Gazette House, Quad Homemaking. 

1967. Volume 10. Special feature: Quads at 
College and at Work. Sexand the Disabled. 
Citizens Band Radio. Friends Around the 
World. Frog Breething. One-Handed Typing. 
Equipment: Chin-Controlled Wheelchair, 
Curh-Ciimbing Wheelthair.Remotc Controls. 

1966. Volume 9. Special feature: Vocational 
Rehabilitation and Education. Employment. 
Association of Mouth and Foot Paintinn Art- " 
ists. Hobbies. Housing. Equipment: Wheel- 
chairs.Remote Controlled Typewriter 

1965. Volume 8. Special feature: Travelling 
Quads. Biamedicai Engineering. Housing. 
Education.QuadDrivers.Equipment: Lifts. 
Ramps, Wheelchairs. 

1963. Volume 6. Special leatulle: Quads and 
Their Families. Marriage and Adoption. 
Camping. Vacations. Equipment: Wheelchair 
Cushions.Australian Fiberglass Iron Lung. 

1962. Volume 5. Special feature:Higl~er 
Education of Quads. Correspondence 
Course$. Education by'klephane. Reading 
Aids. Attendants. English Views of Positive 
Pressure Ventilatim.Sclf-hspirator 

" 

I Photography Equipment: Ramps, Wheel- 
chair Acccssuries, Bathroom Aids, Typing 
Aids. 
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(mtinuedhompoqe 18) The1vatemysMuseum.originally a 19th- 
cenhwymill and grain warehouse.hus three Boors 

The7tineCut.a 1%-mlle~ectional thecanal andis notwticularlv a ~ i h l e  Lowheelchair 
at hemp of theChiltems,wasan uceptimally 
beaulib1 we-lined glade h t w e  had toomdves 
lora good 'h hour because ofow slow speed.Well- 
~&ded hum thchighvand rndi~way.~hich 
p.wdlel the canal Uuoughout, its ivy-mvvyred 
banks lower m e 2 5  feethigh in places 

Although 11 nwer wascmwdedonthe mw- 
paths, the people we pathsed pmvided ed *nth a 
sliceof British liklarmoreauthenticandvwi&le 
man one could ever h a p  mexprlenceasa 
tnuist.Wel1-dressed,rosy-cheekedchildren in 
hand-lolit cardigans sat on the gate balance beams 
curiously watchingus guide theshefdmke 

users.Howew.once hoised upthe three h n t  
steps.1 stationed mysellbeside ahelpfulmuseum 
c m t t  andreceiwe much lnuigulngin<ighlint" 
the hismry of the canals and the way 01 life of huo 
cenhwies of batmen and their families. 

Werehlmed to theShefdrakeand worked ow 
way thmugh the rest a1 the locks lo the henuance of 
Bli~w~rlhTulmelThb tunnel, firstopened in 1805, 
is one of the lonsst (MSfiyard<) wer built and is 
still in use. We turned theSheldmkearaund inthe 
winding (pmnounced ',"inned-ins") basin at the 
tunnel entrance and beganour leinurely return tiip 
0147 miles, iwkingforward ma  repetition ofthe 

h g h .  Housewives in f r m k  proudly walked counlryside sights and sounds. 
Lheir well-emamed do6Mum5,or ~erharn nan- Would I undertakesuch a holidavaeainlcer- 

naonand twoa ' c ld in  the Lavnsections ofthe 
Eanal.Businessmen,smartly dressedand toting 
U~~EI I~S ,  hnskkhome afterwork. con- 
tenled older couples, as well as love-smitten 
y~un~lers,s~olledsIowIy.~.minm,armdddk 
lenahened theshadowsover thecanal. 

pup tents pmvided;h~lter when if ruined. 
Bvmid-week we ascended the"Orthside"1 

to work the I d s .  The boats move slowly, so that if 
you docollidewithanother boat,as happened to 
usatwoughtan-m-the-Greee,nothingmore sen- 
ous than spilling your teaorbeing knocked off the 
t<libt Can mcUT 

If f l u t e  intereqted in such an accessible canal 
vacation, write m Reach Out Inr Kids, the Educa- 
tion Cenhe,Wdl Gmve, Welwyn Garden CiQ 
HerehrdshireAL7 4PJ. England. 

Familysize boatssuch as theSheldmhemh 
milable,as well malarger boat tllat canaccom- 
madate small mourn. Reservation* are usualhi 

~ ~ 

UleOusevalley.~mssingan aquaduct overthe Melhury Holr~c. Melhury Termce.LondonNW1 
river Olrre between Wolverhn and Cos- m,England. 
villqe. #S 

Wearrived insmke Bruerne,Nomampton- Addresr:Audrey King.255TheDonway West, 
shire, just before noon.mnfing theshelmake Apt.319, Don Mills.OntarioM3B3M3 Canada. 
haltwayup the-nlxkk and walkimgupthe 
towpath inmfownbecaedeof rhe busy boat eaffic. 
SfokeBrueme ir much tuyted as the huthem 
showplace of the canal systemwith its an rac t l~  
canalride mttages. historic Boat Inn, canal shop. 
and wate-Museum. 



lused my ROHucushian in the planeseat and in Fund 
k ,detransferchair Because oi ih?nccwible 

Study Tour: Denmark restnmrn on the plane, I limited my liquid intake 
the night heloreand did not drink or1 the plane. 

by Jock Censkow, P M  ~e wchmgedtheliquid a c i d ~ n e r i e s  o n w  
motorized merest & lennlngs wheeichdr lor the 

Jack Ccnskuw. PhD, Caingfo Denmarkha5 always h e n  afamilY dream httefier btheairline, and 
A..,,.~~~,,,~,,,,, Sin-my wife Lils Parents came to Americahom .,d....i thegel cells in the aimlaneto power 
~ ~ ~ ~ ~ ~ ~ i ~ ~ ~ ~ ~ t  Denm=k.Thehamcame [orus andour my,nti~ator wecunied each bauery In a c m a s  
cotanseiing ~mgramat M-year-old sonKen when I wa5 awarded a World m, using ap~ar t i ccordconn~ted  toeach battery 
Sangamon StatcUniuer ~ehabilitation Fund Fe1Iowshiptostud~o~de~pe~- m~ear  a handle. 
s i~inSPringfie id. l~l inoir~ sonswithdisabilitiesand theindependent living 
warr accompanied on a e  we found thatcha%ing thechr r  banenesthe 
World Rrhabilitation Fund mwement inDenmaJkduringSe~temberand did work incsmany or 
s t u d y ~ ~ r h y t , i ~ - r i ~ .  O c l o h r . l ~ 6 .  aithoughlhemarmlilc~~~~c~~imedittwid.We 
~i~iian.who is oi~anfsn ~ i l  and I havehmeled often intheUnited borrowed a 12-w~t batterychaqer there,andeach 
drscent.and their states. hut we were amazed at the "umber of 
r"n.Ken. "ight one battery directly-not using the 

details involved in wem- uauel, andwewere at chair,scjrcuits whencharging.thecannecting 
adisadvantage in havingonly 7 weeks toP*Pae cablebetween tiie htatleries must b e e m o w d  
h r  the mp. @ring dong an adjustable wrench) and a record 

we worked w i t h E d n a C w k o r f l y i n s ~ e e ~  kepttoensure thata~ternate batteries a r e c h a m .  
Travel ((PO Box382,Owatonna. MN 55116O.i-801)- K~~ p,Ehed thechair upas-story ramped tower 
533-0363),and shewas indispensihle in makine in copenhagenwith me low voltage light blinking 
srranpmentswithairiinesand hotels. We found merrily fieday we had =ha,@ thesame 
umr it isbetter to huvevanrentai and lan@m batielyrwo night5 in row 
(4 weeks) uccammodatioru made locally by we adapted our Hoyer uaml hoist for the 
inends in Eumpe. rlisht by~tliilgolleachlegabout4 inchsabwe 

we conhrmed arrangementswiththeairline i ~ ,  .tmachmentto ~ l e h a s e a n d  by insertingasolid 
m w e k  hdore b e  i%@LWehad h k e d  seats metal piece into the basekCinchstnbfo fit into 
intouristdass next to Ule bulkheadlor leg mom, theleg wbenreassembled.Thel~oist collapsed 
~ntilato~battery.etc.. butthere- mom in h s i -  delative~y ~ ~ a t f a r  parking whendira<semlded. 
ness class so we wue dowed to sit there instead. Vol~aee in Eneland and Eumoevaries from 

L lo R: Bent* Madre". 
Lil GenskowJack 
Gcnskaw iniruotof I 
CopenhagerisTawnHaII 

. ~ 1 tics (l-800.2476900j. 
I Ago& wansformeriswentiai forventilator 

eauioment.We used aStancomtransfamer that 

I 
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findonly fir are.& u n i l e d ~ i a t ~ ~ ~ - p r n n g p ~ u g .  
1 F ~ ~ ~ I I ~  t w o e ~ ~ t r i c i a n s  madean adaptor by winng 
'I a ~'1ema1e~.3-pmng220-wltplugto are@= * United States 2p~ong IN-volt plug.Thh Wanan- 

former plugged into me3-prong plugand the 
2-pmng plug fit the adapton 



During thesumrnerbeforethetrip.1 had 
chaneed from urinrramkine bed for sieeoine . . 
<,., \, 51,. ,,,< , ,>n ix  ,,,.\c~pre .<I,,? ,s., 

! I,,.,, 1.1 \' ,,,.~I I p,za1 x !,'.I' 8l.i 8 ,  11110~111.. 
.;,I ..,, n i l " ,  <... r ' ~ ~ * . ~ n < . Y l l ) , . d \ ,  hl.,r\.* 

?~ , . . 
Health Center in Sf.his. l f  wasanew and amtious 
expe*ence to travel wirerenoonewas as familiar 
with the reoair of oureouiomentas o w  local . . 
supportsyslems. 

we iiewint"FranWort on AmericanAiriines 
IAAibecause American had theshortenr(Rl/, 

. . 
we-bat aconference center I5 milessouth of 
Copenhagen. 

Distantaneswe~shorf and t ruu l ingcom~ 
nient. The larger ferric$ were luily accwible, and 
if we arnved a half hour early. had reservations, 
and had notified the tickettakecour car was 
placed in apositionwhere thewheelchair could be 
udaadednearanelemlor'naim in Copenhagen 
wereaira accessible ifonecouidmanaee a5to 
R-inch rtepfrorn the platform, but not every train 
stationwasaccessihie. 

WeienDenmarkandweredrivenmHambum 
Lo takethe train foF~anWvnkfvnkff b b b b b  Gemany 
has an intercity train system arlaptedfnr wheel- 
chairs. We notified theRed Cmss(RoteKreuzl the 
aqberore. andweremet at th~h~hfffi0" by aman 
with a porwble ramp(We discovered fhut fhhh 
trains didnotorryiuggage.m wecartied what 
we could and sent therest assured that they would 
amveat theairportthe ne*moming,whkh 
fhey did.) 

The ramp was too wide hr the train dm,< so 
Ken had in lift therest of thechair the last im t  or 

= 
? I  .lackCenskowwithson 

Ken an* peugeot Rancho. 
'The rear Boaroffhe car 
is lowered lofhegmund 

; bYpre%~ir!gnbutt"", 
i and anna,, ramp 

ertendr lor easy a<ces.. 

so inti, the calontr in$ide, Ulecar wa, accemihle, 
wiUl a large bathroomand huospats hrwheel- 
chairs.in Rslklort, theRed Cross aqain met us 
with a ramp that wasagaill kw lwgeso Ken had 
to fake me down thestepsThesiluttle train had 
a >inchstepat themain Frankfort station and a 
Ill-inchste~aftheaimortstation Asllecial lreieht 
elewtor,o;lift,mnt~ecw the trainar&wilh U I ~  
airportwwere eiigiblebr a disoluntd vain 
ticket h m  Humburg toFrankfort becabebebewbe had 
n w n  i n t o F ~ m t a n d b e d  theminon the fimt 
leg of the trip. 

Pnpie were theprimary f o ~ o ~ ~  01 the felim- 
E I I ~ P , ~ ~ ~ ~  arranged 31 in ternewswi thpem~ 
fmm ail rtraiaaf society, incincludingtheThirdMayor 
01 Copenhagen, government olfici&. agency 
direciam.careerpmtessionals,~~ungandeiderly 
individudswithdisabilities,reiatives. home 
heipen.eb. 

Whetherwewererneetingwithpople on 
interviewsorwith lamily,we eqerienced awam 
reception.oIten beingofluedsolt drinks.colke. 
Carisberg orTcnMrg !leer. and Ule wonderid 
Danishsmdrebdrd or open-facedsandwich. 

 the^ is astmngsensealpride inwhat the 
Danes are doing in their vwious pmgrams for the 
elderly andlor disabid'lheir sense of commit- 
ment to the rights oian individual to live aqualify 
iile as defined by that individualwas wident.They 
emre.Sed fmsvafion inwaitins foreouioment for 



homes thatwwldpmvide an independent liestyle 
forhimsellandothen. He has been an architect lor 
6 w n ,  has been mmied for6year$and has his 

7 
ownarchitechlral h. 

TheDanishnational sociaipoliqis h pro- 
mote independent iivingfor theeidsly toenable 
them to live in the camwi ty ,  not innming 
homesThecommunItierpmuldemanyseMrrs 

Jack enlcring the La theelderly according toneed,inciudinga basic 
YeugeolRancllowilll pension and free medicalalalalice LO LOvLOLOyOYOe, 
KenZarrirtmce A home helpers,meals-on-wheels,renW apart- 

ments thafcasfna more than 1596 of one's income. 

'weobserved thatmaoy 
individllals chooseto live 
as independently as p o s s i ~  
bleontheir ownterm.. 
rather thsn to bere- 
slrirtedllya seemingly 
ided governmenlphnned 
P'D.W'~." 

set upinteruiew,and often accompankd us 
to them. 

k n f e  had livedin Ule Co l lec t i t iH~u~~bUf  
learned 1mm Gin1 Laurie thatventilauJr-dependent 
wp1e withaevere disabilities similartoBente(F 
can live in their- aoarhnentswith 24-hour 
atteoda"t heipBenteh~1ied hher self-determi"&- 
tion and asscrtlvenes, and today - 6 years later 
-doesexactly LhatShe has become an indepen- 
dent iivins ad.,-te lor others (Following our 
visif.Bentefoundsponson toemhle her to attend 
(i1N.i.'~ Fourth International Polio&f"deoe"dcnt 
~ivingcon~erence inst. ~ou is  in~une 1~k7.1 

Kim,amaninhisedy30%isdisahiedasa 
result oladivinn accident in his teens. He.tw. had 

nify Lo build an experimental home ta allow each 

etcSomesheltered housing with 24-how nursing 
care is available. 

in Capenh~n,wevinltedthealdest(circa 
1960)'%allecfi~ House'in tiie world that provides 
apartments lor persons withand without dis- 
ahilitier,amedicd unit for ventilator users.and 
special programming lor persons with disabilities. 
wealsoobservedmoden, ~ 0 " ~ e g a f f  housing 
especially for younger p e m m  with disabilities 

Howwer.we Wkedw i thmanyyo~~gp~ons  
withreveredisabilitieswhochose u,moveaut ol 
thesespecially built a n d p i m d  livingrrntersto 
live independenuy. They d" thi5with theaid 01 
helpers whom Uley hire and fire, hutwhom the 
eovernmentmv$. Weobserved that at" iidi- . . 
vidualschoase to liveas indepndenttyarposible 
on thelrawn terms, rather than lo be reskicted by 
a seemin~lv ideal xoverment-olanned omam.  

01 them their~wmiivi~gqoilrten comhinedwith 
shared areas of kitchen, dining.la"ndrymd lltility 
moms Electrical doors, windows, cei1i"g hoists, 
eswere hull, in. Each hired and managed hisown 
attendant care,iWe introduced Kim to Lilbcnusin 
Li5,and.i" their efforts h pian forourvisit.'hn ~ D N o t e :  Olcerpledlrom Uiefullrepon.hdepmn&nt 
ailair ofthe heart" heganToday they sllweeach L ~ u ~ w o n d U l d e r P e ~ n r  ~'thDiiibiI~OeSiiD~nmorU 
othen livesandwiil be living in their own lF57) byJackGenrXowPhD,as part of theinfer- 
hamesoan.) Innioml Exr-hangeolC*pertrandlnbrmrti"n in 

svend's blishtnes, "tantanity.md Rehabilitali"llrl,"ns"red by the World Rehabilitation 
Fund ihmulhagranllrom NIDDR,avaiIablelorSZ 

accomplishments imprewed us. Hecontracted (wstpaid) lrom world~ehahi~itlion rund,noo E. 
polio in his teensand had used awntilator f o  ?lhSL..NewYork.iW t0016. 



~ ~ ~ l d ~ ~ h ~ b i [ i ~ ~ ~ i ~ ~  Fund d t u a t i o n h ~  ass h ~ r ,  i lmrecare i s w i r e d  
than the family c w  dlordordgive. 

Study Tour: Frunce ~ ~ r ~ ~ ~ ~ h ~ ~ ~ d  ~ i ~ i ~ ~ ~ i ~ t i ~ ~ ~ ~ ~  
gmups of severely disabled individuals live t o  

by Marilyn Souiola, MA, CRC and eether and EhareservicesThese~ervicer include 
AnnJohnson, MS. !NP anendant care, housekeeping,and cwking.Foyen 

ran* horn wry restrictive envimnmentsLorathec 
Thernuwseof our 3-weekWorldRehabiiitation indeoendenfsituations%th onbthesharineof 

accessibilihl.andtransportation in and m n d  the 
cftiesolParis.Lwn.and Mootoeiiier 

. . . -  
h i l y ,  andeconamics. 

Our host organizationsandagencies included 
Cmupment Pour L'lnsertion Des Personnes 
Handicapeer Phyriquen(GIHP)andAssociation 
O'httaide Des Polius Et Handicapes (IUIEP). 

Flying WheelsTml (PO Bmr382,Owainnnq 
MN 551Xi0.1-800-533-0363) made mr b b l  
anangments. L I P E W  (655 Aspn Ridge Drive. 
Lalayem.CO800261 made all theananxements 
I ,, ,. , <,,,r, at >r..,, cl<t.,,"rr,cr. ~ L i ~ i > ~ , ~ ~ 8 ~ " C ~ ~ ~ .  
I I",. nin.,! *,.at. ill, r I r F.lh I""', .'"":," illr 
c18 ) ua,l m x ~ s n l i l  rho i<mrnl,rl.r *'I. I. wr\ 

tightasqueere fortransfer and rhe wntilalor 
The health caresystem in France is one of 

sacialized medicinewhichomvidesail Frenchciti- 

needs of ventilatordependent suMwrs of paiio 
epdemicn. These pmgrams have since upanded 
Lo encampare a wider vwietytyf dinabilities. The 
highly oqanired home care service$ include lam- 
ily counselors hr assessment andsuppart,techni- 
cianslorventilatorrepair,respiratory therapists, 
medical specialists as cansultmts.and nursing 
personnel. 

The home carepmgamsare alsorespansible 
lorhiring. ~abing,and~uprvisingol fhe p m n a i  
care worken whogo illin thcfndlvidual2 llolnear 
areavaiisble to individuals living in loyen. Huw- 
ever, in the less restrictive foyers, the residents are 
rerpor4hle for the hiring. firingandsuprvisionof 
personal care workerr. 

I" Lyon.the home careseMces arepmvided 
by ALLEFa hospital-based system.which main- 
t i m a h u t  650-700patientsat home.Techniciuns 
areavailable24 hours p r  day ald m&e home 
visitsevery 1-2 months tomaintainand reparr 
ventilators. Anme-ialist isrespansible hr 
owrseeing the slatus at h o m e . h a l  medical 
am are0,avided h" enera1 ohvsicianswha 

h ia lconsbaln lsas it is in theUnited States 
After fhe acute pha% atcare in in hospital. 

me individual istransferred Lo rehabilitative care 
inan intermediatecare lacility which w i a l i r e ?  
inrehabilitation. Whenthe maximum 1-1 of 
wfenfial has beenreached theindividual isdis- 
charged and receiwsasocial security alioment 
hrn me government for living and 
arsonai care services. 

. - 
phyricianswtuiespffialistssre available hr 
consultation by phone. 

In Paris. the omvision af home health care is 

teamwroach is used to providecumprehensive 
home care services fhmfhmgh physlcal therapists. 
respiratory therapists, and technicim. The m e  

and rha~merron d the 
Statewide AsJoridiol>of 
Indepe8,dentLivingCen- 
terr.She user a wntilafff 
fulifime. 

Annlohnson.MS.FNt 
is affiliated wifhfhe 
Manhattan Yeterans 
A<\"?i.i*ra,ion Medical 
Cenler\Horpllai-Bared 
Homecare Prue'am. 
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s e M c e s ~  aMllableta those living inADEP The sharing of personal care se rv i i i  may 
foyem,Ageneral physicianvirits the layerweekly bemorecosreffective. but it diminrhestheindi- 
and ADEPpmvides hanspartation tospecialisti viduvlh ability Lo live independentlyandstill have 
office$ ora hospiwl. all persow4 <are needs met. 

One of the advan- of fhe French system Althou~hddeinsfi~utlonali~liomisolpr~y 
is tkcontinuityolcare that exists iollowingdis- impormance m hance, it has not led tointegration 

inlocommunity life. We did not see wheelchair 

P usem on thesMets.even though wevinikd 
restaurants tourist site, and shopping areas. 
Duringourentirevisit,we~h~only oneman in 
awheelchairwhowas mmmc about P ~ i 3  

in the areasolpublic trtrportation and 
architectural uccesdbiiily,Rance doer not have 
1qIsiation that mandate< accersibility in thecit is 

?$t, 
wevisited. therewas noaccessible m~biic trans- . -~ panatiun orparatm~spartution, nor legislation or 
incentives foachievearchi!ectwalaccerribility, - 8 : . whichseemst0 be h n p b r d  and leftto the gwd- 

) will ofthe builden. 
Ofall the place3 wevinited.Montpellieewes 

theoldestandthe most inaccessibleThestreets 
andsidewars aresonamow they Y 8I"lost 
impassible fora wheelchair or avan.The Lyan 
streets areoften made ofcobblestoneand are hilly 

dloriilo.5,cialii andnvrmw Bvcomoarison. pans is mucheasier 

venti1atnr users ,"""Id have to be in5titunanallzed 
in longtermcare facilities. 

The recipientsol homecaresenoces, aswe11 
as Lhe pmfesrional pmviders 01 the services Y 

generally w r y  satisfied.Howwer. rhev.ast majority 
or ventilator usemwemetwith indicated fllal they 
would prefer, ifthey had theoption, to live indepen- 
dently rather than beinglimihrd bysharedsenrices. 

Wekplored alew of theParisian tourist 
sightsTheLauvre iscunently inaccessible to 
wheelchair users, baaiterationsureunderway to 
mae it by 1 9 8 9 ~ ~ u e ~ ~ ~ ~ i ~ ~ ~ ~ ~ ~ i -  
ME hmthesmet  level mthr main nuo.,but to 
find anacces~iblerestmom we had to go toa 
nearby ha5pital.The Eiflel Tawerwas accessible 
except fortheupper iwelMany shopsand rest?%"- 
rantoalong the c b a m p f i - ~ l ~ ~ ~ ~ ~  and thekineare 
manageable vith assistance up one step. 
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With theexccplionaf thenew highsped rYl- 
roadtrains.TGY, the FrenchNafional RYlways 
system is not accessible to wheelchair usem. The 
TCY has a wheelchoir areain the firstclassrar 
that will accommodate two chairr. There is no t i e  
dawnsystem.Therews an elecLliLli4 wtlet that 
could haw been used. but i t  was not functioning 
and we had to use an extension cord to a plug in 
theres t rm.  

Them were liilsinaulabtefu boardwheel- 
c h i n  in Paris andMontpellierbut not i"Lyon.De. 
boarding in Lyan war accalnplished with the help 
of8strongmenwho lilted the chair "lithe train. 
Far t h e r e m  jwrney.we went to thestation mas- 
ter 3 dws hlore to h e l ~  locatetheunusedllt und 

EDNote: Excerpted irumfhefull report.Commcmi@ 
Lluin8hrSeuewfy D ~ s o b l e d V e ~ t i l ~ t o r U ~ ~ ~  in Fmnm 
(F68) byMarilynSaviala.W,CRC,as parlniU>e liicer 
national ExchanpeolExperUandlniarmation in 
Rehabilitation rponsored by the World Rehabilitatiun 
Fund thraugha #rant bnmNIDOR.avaiiahleior 
$2 (postpaid) ham World Rehabilitation rund. 
400 €.34LhSt..NewYork,NY 10016. 

"Duringourentirevi3it, 
wesrw onI"oi>e man in 
a wheelchair who war 
mwinl  about Pads 
independently" 
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Pen Friends ('Maw thatks lor   en dine us an other issued 

"I amalaw student in Colmbia.Iwas born in 1946 

Homefar"lmn iing"andoUler pulmanary- 
motoredresidenfswhaagerly read iI."R~beber 
Pendcs H. Odeon, Esmemfda 368. (10351Ruenos 
Aiw.5, Argentina 

'we are hapW to let you know ,hat t h m  
launched a pmject for handicappedchildren in 
Calcuha. In 1986.our indian CouncilalSporls for 
LhcDisabledarg~zed mam/am/ampingsand w t -  
ings. We hope tusamyand research disability 
andrehabilitation facililies InandaroundCaiculta. 
we haw manyllmiecls thalneedsulficlentfunds 

. 
la,,iie~,",ii,lnu 

"1 enjcwd the rest of my jomey in fhe United 

'7 wm dlqllrned wifh ALS (amyotmphihi w States . I  startmy workon independent living. 

Eclemir) in 1971, hapW UJ liM fam. reading dl the papem I phohmpiedwhiledoins 

ily Forq*n4, Renate,and thechildren lti~5elf. research at GarettelnternationdNerworlringfosti- 

toass ist me ineveryresmt,m hyh 
hit& headquarters inst.~ouis.and puningall the 

patein lileinmanyways, lamableto type 
information rogetherlikcaplzrle.Soon westan 

using,wo keyr baardaf arefltted feletype di~cusion about whatwe can lm ham Ameri- 

ma*ineMywkand dwelo@ "",ow" -centem foiindependentrNins and what 

Thonnou h Rorenheim, WestGermany Mob~1erH;lfsdiiisf. E1;mbefhsrr M 5020Sabbuq. 
A,,*,;" ~~~~~ ~~ 

Douglas Hewiff, amlunleer with Pmject Pmjimo, 



Polio Surviwrs = 
8 I>,##~I~.I~L,, ~ ~ h c ~ o r k l ~ ~ ~ ~ ' ~ ~ ~ ~ ~ ~ ~ l ~ ~ ~ j ~ l ~ ~ l d  ,,>. r ., , lc~[~~.c l r ,~ ,~  11,. .tYtIl~\,5 .>I)" ! <  7". 

nc nrrrprc rncc.~llry Ai l~lml i l . r r ~ w r l . a r p 1  1, 

.,wv v . r \  8 8  >!h?r p.art.<. I #h+ ,Id ~ ~ ~ f l ~ ~ i  
,11111, . . I  111,.11. . I IR \ I , ~ . \ l i ' l i l l , .  ,." ,"lO,l 1.111 

,,X$*l ,,,'!! t,:1\1 ~ t t  #,,,I I, t<r,.t, CI,>t.l,~. >.*,.I 
.,I.IC~l.rP"l 1.11, 1 V . .,1..,n, '1. n .' I'I.I< hl *- 
.<,r,.l C., I, I,, I ,  I ,  ,,:n,<* n, rm.,lll,ll<l 
.,I . I ,c,<,,, ,.t',,,l!,<, v,, Od >i-h \<,!I!.,# X<i 
K,"',IrL! "I' f!. - t.. .\ ,V!!,A<,<!~C~,, .t,,,r,,,, 

Fliedrelrh's Ataxia 

"I wish to tell you l have leceived some copies of 
wurmaea2ine.andwishfo Ulankvou hr~ubl ish- 

r u  
v ,. .( ,., . , . i: A,,,,,, ,?1#,,,8 ~ . .  

. ; . . 
~ n g  the information I s e n t p s o  I canhaw hiends - 3 1 .  . . ' I  ' 

..:: . :~ amund thewaid. - "I m w u y  cdebmtedmy27thhiithday.My . .- childhmdwas n"""al,excepl that1 had acongen- 

: a, ital heart condition that wasnwerany tmuble 

i ( 
or worry I haw since learned that it isrelated to 

: Friedrei~hk ataxia. 
. . "When l was 20 wars old. i madddv lmf me . . . "  , 

use at my legs and a m  and had problem with 
myqyes.due to t h e p m g ~ s o f  thedisease.entl 

: i havenot given up my desire towercome and to 
: ' communicafewimthewarld. .. is itpasibleto 
I, haveamaredirect reiafion.hip withpopiewho 

' we dso disabled by FriedreichS ataxia?' Gloria 1 i Rmirez,A.A. 1991Armen!a(Q~~indi], Colombia 

PEOPLENET 

"I have lived inswit-erland since 19531amdis- 
abled hy pulio and usehventilator Recentiymy 
family and I Lraveled toFlorence. Italy,lar the 
baptism of our newest grandchiid. My daughter 
l i ~ s  in h t i t u l  cauntrysideouhideFlorence, and 
the haptism tmkplace in anoldchwch hishon 
awindy hill werlmkng hecity. Thenext day 
Ivisifed theAmerican Milikry Cemetery in 
Florence.an area that was liberated by thesixth 
Armored Division (the Super Sixen) in  July 1W." 
Chorie~Fmelicher Sleinhonmide 18, CH-5005 
Lrnerne, Smi,zeriand, 

PEOPLENET is a nationwide pno~ak  newsletter 
for menand wamen withdirabilitier whowould 
like to meetother interesting men andwomen 
with disabilities. PE0PLENT.T is published quar- 
terly andmailedonly to other PEOPLENETmem- 
be-. ~ a c h  isrue contains tile names, addreses. 
and phone numhenafmemberralongwith a50. 
worddescriptionorwho thqareandwithwhom 
mw like to meet. PEOPLENET is $looer 



into the car chassis to hecame the car seat (see 
Figurc I). 

Carchair i-r kincadaoted for several bll- 

because of its dud-slidingdwrs andpillarles, 
construction. 

The 1000-paund capacity lift, run hom Ule car 
battery, aperates by push-button contml. The car- 

i , ?a r t  .' i 1 1 l 1 i ! , 2 i ,  Tl>,'.,>l llllil 1 i l l l l i R i l l i 1  l,,>l.r,1,1",i 

konamicallv. the carchair svxtem nlur car 

carchairdeaier~: 

Adva"cedMohility.lnc. 
12555 Sherman Way North Hollywoad. CA 91605 
RiWW2-I004 

Drivingbids, Ltd. 
215 Commercial St..Valleja,CA94589 
7071553-1515 

DrivingPiid~.LM. 
2216-ACemoCirrle.Kancho CaMwn, CA956Xl 
3161635-2765 

GraylessMobileNds 
113" Ba~seKd.,SanhtonlojTX7R212 
5121732-1216 

GrerhamDrivinSAids 
30fflIII W d m  Kd.. Wiiom.MI 48096 
1-800-521-8930 

Rainbow conversion 
6834N. 25th Ur.Phnenix.MR5017 
6021433-1994 

Write the muladurer  Cmhhihi LM., Robin 
~al lowstat ion~d..  ~ndusud~lrate.~ai lshan. 
Swsex. BN'27 2EF England or call England toll-free 
1-800-367-9291. butpJenseremember toadd 5 to8 
hours lor timezones 



Hints for a Successful 
Van Conversion 
byScottMd)onold ond Greg Sacks 

AVm lift enablesapersan ineither amanual or 
power Logain access toa"an.Lilr, 

intwastyies,electric and hydraulich elec- 
uic lilf~qlllr~rlittlemaintenanceand is not dras- 
tically alfected by femperahlre. It does require 
awell.ch~ged battery A hydraulic I i i I ~ q ~ i i p ~ .  
more maintenance. Cdd weatherdowr ib opera- 
tion, but it canbeaperated with aminimal drain 
""a banervEither twe can bemountedin the . . 
side or rear dmr 

~ m r  openers m e  in hMvarieties,s4nging 
door o o e m  and**ine daw oUeoUeoUeoUe. %"in$% 

two optiom can be considered for driving horn 
awheelchaihai 

~powerpamsoneme~~odofgeaaagpup 
erly seabed so as to have a maximum field of 
nsion.The pawerpan issimply anelevator 
mounted in the nmr under tie ~teenngwhee~. one 
simply drivesonu, ilinawheelchair and lowe* it 
rnanappmpriate height.me power pal is best 
m~~m~~tedinaFordvan.eiiiiodeodeodeodeiiqemd 
baay s t  4i&saput,allowing the rmrineeded 
for loweringthe pan. In %me casesadeeper pan is 

and cuning on the undercarnage may be 
necesary ~ a s t  d d e n  can effectively reinlarce 

and CMCcan also beadapted: theyeyqdre more 
~ t e m i ~ d t e m t i o n ~  b Vleundcrcarriae. 

. . 
down to prewntarrydiftingol the wheelchdr 
whileacceleratingand breaking. 

Zem-eflort steerinris vvvilable for a p e ~ n  
whohas~~imitedsuen&. ~hes~eenng miumn can 
also heextended to bring the wheel closerto the 
hody~"other option lor someone who has limited 
range of motion is the horizontal wheel.This op- 
tion brings a 10-inch wheel Inlothe lap and cm be 
used *nth zero-effort steering for someonewho 
has both limitedsmngth mdmobility. 

Hand canmlsvarv widelv and a rese led  
accarrlinn to the degree of mohiity and strength. 

strength;rangeofmotion. and balanceneed to be 
tnkm into cansideration. The oush-odl ouad con- 

.. - 
motion nreamustlorsalalo~~~tion. 

fort.~idectncgearshiftand emergency brake 
are atrnu"dlab1ea~tiim. ----- 

When hwingavan adapted,d"d mwt work 
closely unVl thedealerrepresentative h m t h e  ini- 
vial ~vnluation to ~e final dninn when all h o b  ~ ~- 

and butmns aremadeaccessible tothedriver 
Most deden have specific brands theyhan- 

dle.Whentrying todecide onwhich equipment 
would work best, have the dealer show some 01 
his workT11alk the only way onennll h o w  if ifs 
appmpnate. % 



ONLY BRUNO SCOOTER-LIFTS 
AND WHEELCHAIR LIFTERS 

GIVE YOU AS MANY CHOICES! 
In the hectic. and sometimes confusino world of 3-wheel scooters. manual and 
motorized wheelchairs. dno lne many !,per 01 autos, vans ana I r ~ C k s  a.a a0 e .  
Bruno s l i le oesr ai I nq lne need lor scooter an0 tvneecna r ltts any 
brand. anv Woe ... ours work and work well ... and we aive vou economical . . .. 
costs. versatility, quality, fast shipments, technical assiifance, and service 
after the sale. Our national dealer network is ready to serve you today. 



Electric Drawing Board the o w  eM( of a leg bag. The v a k  operates 
on 12-or 24-wit wheelchair batterie~. Aaimole 

JackHarwy,aretireden@neer fmmManton, 
Mi~higan~designedand built anelecbicdrawing 
bosd foranarfiLfriendwho is quadnpiqic. 

The drawing board (lv ~ 2 4 ' 1  can be con- 
walled imm uwheelchair and allour mtationd 

apenon whmelegs are in a horizontal w i t i on  
to work comfortably 
me mo,tr that moves Vle w r k  s w f f  f is i 

The base cabinet (optional) ac* as acounter- 
balance for the motor and drawing boad.and as a 
rtorage unitwith 1 or moreshelves 

Harvey built Vle machine lor about $300 
(including the base cabinet). Complete blue prim 
and instructiansaremilable k e a l c h w  by 
writing JnckHu~y.8728ArnoldRd..Rt.3.Manton, 
Mi49663. 

wheelchair mountedswitchaperales thevalve, 
madeofriainless steel. 

Thecost of astandardswifch is $156. Vlecost 
with standard switch, battery, and charge; is m06, 
and thecatt orstandard a witch operated bymouth 
is $216. Write R D  hioment. I2 HenineRunRd.. 

Camera Mount 
Weiehineler. than4 mundr.theBODYPOD 

Computers 
The National Special EducatianiUliance (NSEA), a 
new alliance spearheaded by Apple Cmpnler. Inc.. 
ties together acore~pofo*a"ications dedi- 
cated to pmviding personal computer technology 
lo persons with di$ahilities in thev communities. 
One such p u p  joining NSEA is Technical Aids 
andAssistancefor the Diwbled FA4D)Center 
in chihlao. 

~Aao prcvides prinkd inlormatitin ti" hard- 
~!e~iricnnreiii~~dicub~i~rr horc ,,.,,,,,. . . .& wareand sofhuare. hands-on u9eolcompuer sys- 

-,and helpinobtainingloansoladapted micm- 
compulen. TAAD in a pmject 01 the Cornmiltee Leg Bag Emptier on P ~ ~ ~ ~ I  ~~~~~~~~d thm~andididipped 
,,-"mu "> ,L", , ,--,. 

Designedby Richard 0agastino.quadripIegicfor 13 For i~omation.writeor0~II M q m t  
wn. theel&c legbugemptiuis an inexpn- PfrommecTMDCenter. I950 WRmseveltRd.. 
siw. light-weigh< battery-powered valve mounted Chicago, L MffiOR, 3121421.317% $5 



Amputees 
'Prostheticand Worksite Modifim- 
tions foi Farmers with U m r  ExUem- 

w."Iai,c I,. 8 ,  t l , ~ l ~ p ~ , r , , , ~ ~ , , ,  ,,I 
Q, .,,l,,,r.,,I,,~,,,,.~n,,: i3,n,,:v 
L ~ , , , ~ P S , , "  w.5, lilllp!,~ IV .,m- 
C.",>#!>C,## il, >I>",,.,",,<, S<ll  ,,,.><,s,,w 
,~,,,,%<VC, ,mi 8 I~",,,,<d~,,l, ],I.,,,,,. 
V'nPh? , n d d n n , w  I,, 'Id i11,c " 1 1 1 1  . . 
lia ofrereurce~. 

Architeehtral Barriers 
Section502 of theliehabilitation Act 
01 1973 creafedfheArchite"ffal and 
limportation Bartier$ compiiance 
Board(ATBCB) toenfarce mmArchi- 
techlrai BarriershtolI968.The~ht 
muires certain buildinrrsandfacili- 

1969) tobe~hc-Ibleand d b i e b y  
prsons wifh disabiiitiea 

Wrinen complaints amut lacilities 
cwered bythe act should include 
the foliowing: 
1)Yaur name,address.daytime t e k  
phone number. and cangregreional 
district.(Co"6dmlial.) 
2) Brief descnplion 01 bartier-reiated 
pmblem. 
3) Name and address of building 
where banier is 1acated. 
4) Name and telemone number of 
agencyl~ceoccu~nsbuiididig. 
5 )  Name and telephone "urnbeurnbe 
of agencylper.wn responnihie h h  

building. 
61Name ofbuiidinnavnu 

8 )~o iou r  knowiedge, hasthe buiid- 
ingbeen aitered Gnce i969? 
9)Your suggestions 100 00i"iig the 
problem. 
10)Your actions taken to date. 

U acornplaint was filed with the 
agency involved orwith moth- state 
Oifedededal agency,submit f f 01 
agency or person handlingthe~om- 
plaint, telephone number. date filed. 
*i"sot c o m p i ~ " t , a n d ~ s i g -  
natureanddate.CrheBoardwiii 
pmcess thecomplaint wen thou* 
filedwith another w n c y l  

Washington, DC 20202. 

Pmjfft. Reseanh and Training Center 
onlndependent Livmg,BCRnIIl 
Haworrh. Ualversitv ai Kansas. Law- 
rence,~66045P&iitive *-and 
uamplesal~rtrayaisoIpeopi~with 
disabiiifiesusehi forweryane. 

Dlsabllity Law 
American EWAssaciatioo's ( M A )  
Cammision on theMentaliy Disabled 
oflen readen ofMenr01 ondPIrysicol 
DisobillryLoluRepor!e~avariity of 
Specialired research aMI infomati00 
services. Write ABA, 1800MSt.,N.W.. 
Suite 20O,Washington,DC20036. 

Education 
CaliegeFred~men with Disihilities 
P ~ , m r i n g  6rEmploymenrmpopots 
that the percentage of"0iIege 
heshmen wirh disabilities attendine 

Rightm~ie,-% p w ,  1985 Distin- 
p" i5hedph,wi"~mcome"d "led- 
ica1iy and ethically appmpriate 1mis 
or care. Right-todie isue.5 and d 

Exercise 
Aluoreness Thrnugh Mmmenr: 
Heoilh Exemisis IorPiiii i i  Gmwfh 
by Moshe Feidwkrai. 173 pages, 
Hamer & Row. lSTL.TheFeld&aii 

with polio s&rs and others withfh 
iimited mabiliN8aththe ohilohohhv . . .  
andthe -mires aredeectibed. 
Available thmush i d  librariesand 
boaLstores. 

Health I n foma t lon  
OHlC or the office 01 Diseace R e i n -  
tionand Health Promotion inthe 
Public HeaithDe~artmenfhHealth 

feiqiona~sand the general public can 
use OHlC bv callinn 1-81i0336-4797. , "  ~~~ 

OHlca objecli~nare to identi@ 
health infamation , e m % :  to 
channel remeals for infomation m 

interest. 

Home Health CaR 
TlzeHomeHealfh CmSoIut1ii:A 

. . 
iniomatfm guide m jiving with the 
home health care al temt i i .  11i11des 

RWbBlUTfliON G A X l T E  



checklists,cosfs,andaddrwesof andConsumerGuiderokingAc~iii Resources 
oqanirations. Recommended. an IhePmbiern 0iH~ndicopp~dPark- ResourreDircctory ~ I s s i i i ~ i i ~ s  and 

in8 ((6) by the same authors are Ery i i ien with Disabiliiie8 is the 5%- 
Housing available h m  theRe-~h and ond edition published by thCAmeri- 
BarrinFree EDvironments, lnc.ol 'rrvining center on independent can Assaciationfor theAdvancemmt 
Raleigh. Nor* C-lina. h a  received bving, ~h~ uniuenify of KKEES, 01 science(-). L~S~~,,~S are 
a 3-year research and demonsttt666 L ~ ~ ~ ~ ~ ~ ,  KS @(Ms. rehreliced byscienti6cspecialt~di~- 
vant horn NlUoRf"rapr0jecf called ability qqraphic iocation, and gen- 
"Less R e s h l c t i ~ e H o u ~ i ~ g ~ ~ ~ i m n -  Personal Calekssistance der. $13 wslpddhmAAA$1333H 
menfr Examples, Methods. Designs. Concepts of Independence IIC. har St,, NW, Wabinston, DC 20005, 
and Guidelines far Impmlng New dewlopedm intervi-ngalternatiw 
and ~x ie ing  ~ouing.,.~mphasls 01 forpop~ewho do notwish to intert TheSoorcebnkdPdenfEducoflon 
the ison the deMiupmpPt vlewpruspectiveanendants in their M~'e'iaishrPhvsimlMedicineand 
dissemination ofpractical informa- homes.~nte~ewrsmayu~easem Rehabi'i'afiOncomPiledbYkdra 
tion LO EOIW t ~ , ~ ~ ~ b i ~ m ~ ~ f ~ ~ i t ~ b ~ ~  in ti,e concepts office in whijhh ~ 0 c h . ~ ~ . 7 4 1  pages.sonco=r. 1's. 

housing for w n s  withdisabililie% conduct tne i"terview,and, if re- First edition .,fastandard ~~IIIIIII 

Anwne who hassuccer~hlly quested, a staff person f m  concepts book lor Pmf-ionals. as Pr. 
designed. built.ormodifieddm/type willalsobe present. Write Ccccepls SonSwi~dis*ilities~documentin~at 
~ f h ~ ~ i n g  is invited to participate in of~ndependence.~nc.,8s3 ~~~d~~~ anational all .-ilableedllca- 

thepmject.WriLeLer~hUictifl Suite 1404,NewYork.NY IOOR?. tional material whether self-help 
~ousinq, narner ~ r e e  ~wironments, @up. agency. company, etc. Available 

P.O.Bnr30634.Raleigh,NC27622. lor $17.95 postpaid frumTheCccttt 
JosphBairdandDebamhWhan, forUisabilityandRehabilitation. 

Meetings, Barrier Free crrdimrs of To~ordSolomoniMo~~- Comanche County Memorial Hospital. 
T/rePlannerSGuideloSorrieiF~ee mi"; TheExperienredDiiibiIiry in PO. Box 129, Lawton.OKi3502. 
Meeliqs by Barrier Free Envimm- Poetry areplanningan mmtbhlo~wf 
ments, 1nc.ofNorth Carnlinaand rhor~~aracompanipanipanivpanilme Shoes 
~aro ld  o us ell ~ss~ciates. 1"". 01 and are original manucripw me Clawsm Rocker shoe pmndes a 
Ma~~~chusetU1,c1980,oIlemexcellent dealingwith the themeof disability, "mcker"effect. a aresultofib de- 
advice on making meetings ~ C C ~ S -  MI ws 01 pmse -except the ex. "i" that allows a p m n  lmprwed 
sillle to all participants. chapters cessiw~ysentimentul orsuperflcial~y mobility with l e s  fatigue. Poliosur- 

include arressiblemeetingsitee~al~. becnnsidered.~~le viviorrarefindins that thehehoes 
ation,meetingsemlayout LO LO LO LO LO^- submitmanuscnpa tojoSephnaid, enable them to walkupright for con- 
m&fe wheelchain, hole1 mom lay- ~ ~ ~ ~ i ~ h  ~ ~ ~ ~ ~ m ~ ~ ~ , ~ e n t ~ t ~ ~  mi. siderabledisLvlces withoulpn and 

out for bed m d  bath.and i i m f  ~ ~ ~ i t ~ . ~ e n t , 0 ~ 4 4 2 4 z  or~ehboboh fatiw.Wrikarcall CaroIioe Claw- 
equipment smrcesandse~i i i i .  ~ ~ ~ k ~ ~ , ~ ~ ~ t ~ f a t e  uniwniry, s".New Freedom.lnc..PO. 5x472, 
A V ~ ~ I ~ ~ I ~  for $1495 ponlpvd fmm T~,,,,~~II &mw,s,4314 ~ ~ h ~ ~ i ~ ~  Rexbug m 83440 I-800-252-9766. 

HamldRureellkwciates, lnc.,8 Wii-  Ave..NW. Wanen,OH444X?. The One ShaeCrew is anewsrvice 

Parking 
A C o r e . ~ l u d y o f E K e r t i 6 e C ~ ~ ~ ~ m ~ ~  
Action onHmdim~~edPo~i i~Vi011- 

 with me bus inh~ iomuniv 
andthe citygmemment t a i m p m  
accessibility Copies of tlle casestudy 

ReereatiooiSports 
The In temar iona lD i r y  orRecm- 
t ion-Ori~nredA~si~ iI i i iD~~i iSssss~  
editedbylohn NesbL,EdDD2Y8 
pageswith illustrations and p h h b  
graphs. 1986Avallable Ior529.95past- 
paid fmm Lifehat Press, P.0. BB 
11782,Marina Del Rey.CA 90295, 

Ulaf matches shoesire5 with poten- 
tial shm partner%Personswhhre@+ 
tersend in fheir namer,addEsses. 

10. e a z  additional m e  r q u e ~ t i )  
dputentialshoepartner%Th~h Th 

s~onsibilit" for ameeina to to111 . . 
r ! l < * < . ~ ~ I e . \ p r ~ ~ ? . . ~ r ~ l f r  * Ill lhe 
,,>r,wtr. N r , ,  < r < d '  I%C>N 311 I,, 
H h . n : l ' l ~ ~ ~ l . a h  . , r l c r 1 1 , 1 ~ 1 1 ! ( 1  % a 



The National Odd Shrr Exchange 6 
backin business inPhaenix. JJJJ 

Spinal Cord Injury 
.Spto,,! l'Or<< ln,8lr> A (.,,fU$ h ~ r P u ~ ~ ~ # ~ ~  
u,,dfi,n# 1, In I v n n l ? ~  IIA M.srh 

Gd&. A" e&il.s basic p i i d  fo 
l l l n g w i t h a s p i a l  injury for 
~ m n s w i t h n e w  disabilitie~~hch 

contains P ~ ~ ~ L L ~  "g8, 
and abundant appendires list addre%- 
sesofuentment centers,R&TTTn- 
~rs.0rgani~ti88,p"b1icati0"~,etc. 
Recommended. 

TaxRefom, 1986 
Pmvlsions of the Tax Refurm Act 01 
1986a0eding peoplewithdisabilities 
and theiremolovers: 

2)Ce.~capiw expendims made 
b s  personal &den= toaccom- 
modatea personlthdis3biiityty5uch 
as e n 9 9 9  ramps orwidening 01 
doow~ys mrwheelchairs,~~ 
deemed medical emme5that can 
be deducted. 
3)Tax-sheltered a n " " i f i i i ~ " , "  
annud contribution 6 $9,500 for em- 
ployees 01 w.emmpt ~ ' S a n i i t i ~ n r  
4jMaptionCxpeluei cwrentdededed- 
lion oif1.500 brorddolitionfchildren 
withdisabilities has beenbeepealed. 
TiUe lV-EoftheSacidSecwity Act 
~mvides assislance. 

. . ,  
ti0" isreplaced by an additional 
standard deducaono~ $150 for S ~ ~ ~ I I  

taupayenand l600foreach manied 
ta;m'Rp'Rp on joint re-. Taxpayeye 
boVl elderly and blind canclaim 
deduction of61.501i brorsingle,or 
$1.200 forearhmamed tmror 

~ ~ 

joint rehlrn. 
6jAtte"dant care can be deducted 
as weii as Other service5 "W 
to enable an employee with a di* 
abllitytowork. 
7) Clmrltahie domtiom fornon- 
itemizers ha5 beenelimimted. 
1temirerscan continue to deduct. 

Wheelchairs 
Independence Throu8hMobilily 
A Guide to ,he Mon"fac,"re 0ffhh 

welding equipment. 

Comwu.a new adultwheeichalr 

has full Binchwheelr suirablefor 
indoar or outdoar terrain. Three 
mcdels are available. ran$% in price 
horn $500 to 650. WrileCanvaid Pmd. 
ucts,lnc..P.O.Rox2731.PaiofiMrdes, 
CA90274. 

Ab","per-mountedwheeI"hhii 
canier. the Barkel carrier, slides 

backed info the carrier, Ule~afety 
strap is fastened,and mmmmniemhhh- 
dle is pulled backward to mfate the 
Eartier intoalocLed travel papaltion. 
TO release the carrim the iocking 
latch handle in rel-d to allow the 
carrier tolower tosuea~we~.(~lack 
uny1 weathemmfmrsarei i-  
cluded.)Far more in lodo" ,wr i t t  
h y d  Rench,Handi-CapPjdr of 
Oklahoma, lnc., 7701 N.Broadway, 
Suite A-l,Oklahoma CitytyOK73Ii6, 
405~42.0511. 

Access. Internatid iaoalhoducehod a 
new wheelchai rmwr that iseasy 
loinstail and fifs ma;tcdlapaibie 
chairs.ltcanbemaMd bother 
chainas well.Cmt is $149.95 olus $4 



= G.I.Nb 's Fourth Internationa/Po/io and 
W Independent Living Conference, June 4-7 1987 

~otei,anractpd 747 registrants from  countries 
and meunitedstates. 

The audience-mlios~.ohvsicians. 

prticiwntswere wheelchair users. and mmy 
usedporfable~ntilatot. 

'The exitement and sDlritofthe conference 

. , 
on the panels and llle audience was another 
conference highlight." 

C~mkrencesesionscweredthe latest beat- 
mentand research ~ " g s o "  m u s o i e w ~ ,  
p i n ,  lurisue,sieepand breathingpmb1ems.-r- 
cis*, nutrition. bracine.and seatinemlioemerts 

conference was extremely well presenM and very 
up-*date scienti6cally:'said Dr David Wiechers 
01 Calrnbb. Ohl". 

RabertCmwe. G. Jackon I l ~ s " 5 m s " k / , l  
Hank Grade" during pane1 , onsocialsecurity 
disabiiity benetrand 
vocationalrehabilitation 

. . 
several panels and workshops m coping relation. 
shrpn with family members, hiends, and atten- 
dan6.S- manmmentwas another imoortant 

pm>v I ngv,,. ..,,,I",,,l.,,,,,+d ,,I, 

'I! b I l a m  .I)I<~~ IIIII<.I I I\\.: ck~ab~~rl,dll i h ~  
~,ll<>rm.,llt n r\w, mn. rlld bc ,,lcrtll,"urill,lr- - .  
x1ws canierence.hd the inspirationo1bei"g 
with w many who have not lettheir disabilities 
p m n t  them imm livingacti~.loving, joyous 
l'rves is beyond desuipflan." slated Charlene 
Bomth. Chair of the Michigan Pail0 Network. 

Culrwdanihldes t o w d 5 d i r a b i l i ~ m n d  

mans the keynote s-rs at the conlemnce 
h a u e t , a s  well as JustinDan. Jr.Cammlsslaner 

Poiiasuruiwmon each panel p~e~entedpepe- PIana& deingmadelor (ilNlbFiithbiter- 
m a 1  persmtivesonthe late effects ofpolioA national Poiioandlndependent Living Conferenm, 
specid session on face masks lor night ventilation scheduled for May 31-June 4,1989.Pmeediqs of 
was packedwitk poliosuwiwrrdemonstrating the 1987conference*1II bepublished in 1988,and 
masks tkey had designed them1111. canbeordered now lor116postpaid from (i.lN.1.. 

4502 Maryland AM.,S~. h i s .  MO 63108. 



;1' = GI.NI. k Fourth Internalional Pol10 und 
(O Independc~nt Lioing Conference, June 4-i: 1987 
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Gazette International Networking Institute (G.I.N.I.) 
Reaching, informing, and dignifying people with d isab i l i t i es  throughout the world. 

O a b  In 1986.G.I.NS.heganpohIirhlig 

R 
tion.TheseventilamrlL5e" include 

~ ~ h ~ h ; f ; t ~ t i ~ ~ ~ ~ ~ t ~ ~ j ~ t e ~ ~ f i ~ ~ a l  hMirrusoltheCozelleperyearand infanb,children,andadulfsdirabled 
journalfor~depndentlivingbypeap~e oflertd memherrhipintheG.1.N.I. byneummurcuiardwasesor injuries 
withdisabilities,wasslartedbyGini o~anila666.Memk6hiphebee6b affectingthe respkatory v t e m .  
lauriein 195Rforpoliosurviwrsin includeasubscfiption fuRehhbiIiteticm IMLN's membenreceivea h i i i i i a l  
imn lunW loshaue theuiihmhtjjj Cazeue, G.I.Nlk infomationservice newsletter feahlnng~ntilatareymip- 
and-riences. and bhrw,and dlscounfsfsnG1.N.i. ment andadaptafions,gI-I 

me C-em grew han a local m n f e r e m a n d m m h e m h i p ~ ~ f f ~  pharyngealhreathingfechniques, 
w l e n e r  toarenownedintetetetiinal Mher G.I.N.I,ptlbliwtions include prycbosocial aspects nalII~ng.ttm 
journal andmlvedto indude IheHmdhookunrheLo!hEfff~so~ wltiia~use.sleepdisodem.org~- 
phys id  disahilitiesand theagingofdl Pofiomyefit;~ r o r P h y s i i i i i i i d  la t ionscmmed Mthventiiafff 
dirabledprsons. S u m i i i  and the pmceedings of -5. trauel. eic. 

111 1 9 g ? , m e ~ ~ r n ~ e l ~ b ~ ~ t ~ d i f s  GI.NISpalioand independent living Memkrrhip f o m  aremi l&  
25th year asajournal andinf~matirn canferences.Order lornatisatiatiatidabIe bnm GINS. 
s e m i c e . a d u . s s r m ~ i z e d t t e s ~ d  fmmc lN l .  
its servicw. me new organlitlo" ."a3 PONO Network 

I n f o r m a t i o n  Service 
m e d  G a m e  International a n d  Networking 
Networbny l n s t i ~ e  (CI.NI.). GINS. has mmntained aworldwide GINS. Is apritnaryra-ofspecial- 

incowrated pelionehMrkrince 19%.Gmsquenlly. ia inlomationon d o - i t - p d f  
(c)(3j1 orwilafion,Oonationsare when an increasingnumbuolpolio quipmcnt,independentIiving,po~ia 

taxdeductihie. r-wm began nreportnewbegymp spinal cord injary,andmtiiatorr. 
tomo~pan,fatigue,-~m~m~m,~m~md ' rh library wthmntefials massed 

Publ icat ions bmfhingdiIficullie%Gl.Nl.tookthe wer35yean,isaspecial collcfionof 
Puhlishedslnce 1958,Rehab;I;cotion l e a d i n o w k i n g  the 6rsf f f d i n a t e d  baaks.pnodiwlr.motedtedtedpaphh 
Cezelle embodies and reflect5 the lookat lhepmblemswith ib I9RI pollo reporls.~nlphlets.clippings.andcase 
imagmatrtive.practicaI,dwn.-lh conference. histatis. 
l i f e e ~ r i e n c c s o f  iud iSb ld  m d e ~  GlNlZsubsequentbiennid polio Using the library$ unique mwc1, 

Ir i ~ a f o m o l p e e r c o m ~ i i ~ g ~ d  conlerencescontinue to fddd tepMi -  GlN.l.annversquwlionsondisabiliry- 
therapy by ~ ~ . a n i m a l u a i b ~ e s ~ u r ~ o f  clans.prnmotererearch,and pmide  relutdsuhjec~r,deuchchchchchchhitect~d 
ib.imnions,andadaptati666ththt inhmarionandpsycholngiialalalm andathfudinal hartiem.civi1 fights. 
have k e n  tried and found useful by 10 polio 5 u ' ~ b o n .  howinyadaptafions,whhI~~m,m~ 
others Personalexptiences in the In 1985,G1NJ.lomdly atablished and lilfs,etc. Questionrabouf coping 
Gozettei articlesmofivate other the international Polio Nclwo* (IPN.) with disabiliry are answered by refer- 
mders to live fulland independent to linkpolio runriwm and to encourage als among G S N I ~  international 
l i ~ .  the lomationof~t-poIiiiippo* poplenencnrk. 

The Cmem is an l m a l u a ~ e  III lor groups. The informa~onsemce is available 
dverehabilitatim,pmuidinghealth CS.Nl.wbliJhsfhePoliiNem* onlyfoGi.Nl.memben 
carepmfesrionals w l h  additijjal in. km?,awarferly bulletin IorI.PN. 
~ i g h t  into the interests and needs Of member; andcaodnaterand Independent JJvins 
peapleunthdisabililisReaden in- taim the neional and in,emtional GiniLaune i r d l  k,,ownasU1ehihito- 
ciude doctors, nurses, therapis*, -ial dimtory ofpmt-paliosuppan . ~ l o p ~ .  d m  01 tile independent living move- 

workm, rehnhiliMiun counselors. c1inics.and physrianr. ment. She has watched andencouraged 
~overnmento16cmls,edu~t~m,and the IPNmemhershIp lomsareatiailable l h e w w t h o f  theindependentlivlny 
relativesand frirndrofprsons wilh IromGINI. centers since the early 1970s. 
dirahilifier The livesof dlrahled individuals 

Thc Gazere reaches 30,0W-50,000 Users asrole m d d r  arechmnicled ihj the 
readers jn8,muies wifh h1 i "NMMmwho~t l r ted  ,,singlame pager of the Gorelhand parallel the 

t iom in  five 1anpuaqes It is i d  by mechanicalMnfiIatf"" inthe i95m evolvement of the independent living 
peoplewlloare disahledMfhAL.5 fomed fhemlc1eusofGlNI.k lhlter- mwement. 

i on,ar ulrifis, mSY, national vediiator Usem NNMIMIMI~ GINS. pmvldes in fo rmaf i i i i i  all 
h e a d i n j u r y . m ~ ~ ~ t i p ~ e ~ ~ ~ m ~ i ~ . ~ ~ ~ ~ ~ -  (IWN). aspectsot independent living including 
lardystroh:pollo,spind cad injury. IW.N.linksvenfilamsenwith a~ndanrs.education,empl~ymymymf, 
and .trnk. each other and p ~ m ~ ~ ~  eqapment, family lire, -, sportr, 

interested in homemechanicalventila- and travel. 


