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F o r e w o r d 

His tory is pe rsona l . No mat te r w h i c h civi l r ights m o v e m e n t is be ing 

ch ron i c l ed , its ear ly leaders t e n d to repor t t he s a m e l i fe -chang ing e x p e r i e n c e , 

t he m o m e n t o f reve la t ion : the i r ind iv idua l i ssues s u d d e n l y t a k e on a con tex t , 

as t he p roduc t o f soc ia l opp ress i on . 

"The w o r l d t u rned ups ide d o w n for me . " T h i s e p i p h a n y c a n occu r a t a 

l unch counter , on a bus , in a conve rsa t i on w i th a ma i t re d' or a p rospec t i ve 

emp loye r , o r a n y w h e r e we f ind ou rse l ves as marg ina l i zed h u m a n be ings i n ou r 

da i ly e n c o u n t e r s w i th t he major i ty cu l ture . I t i s t he m o m e n t w h e n we s e e our 

se l ves di f ferent ly, t he m o m e n t we t a k e possess ion o f an idea tha t p e r m a n e n t 

ly c h a n g e s ou r l ives: I wi l l not be a s e c o n d c lass c i t izen a n y m o r e . W h e t h e r we 

a re bo rn w i t h a disabi l i ty, as Laur ie T h o m a s w a s , o r w h e t h e r we acqu i re ou r 

d isabi l i ty later in l i fe, as I d id , we m u s t all c o m e to t he m o m e n t o f t ru th : tha t we 

h a v e up unt i l th is m o m e n t a c c e p t e d t he ident i ty a s s i g n e d to us by soc ie ty — 

up unt i l th is m o m e n t . 

A n d t he rest, as they say, i s history. T h e M i l l enn ium Ora l H is tory Pro jec t 

c a p t u r e s tha t h is tory " l ive," se rv ing to i l luminate t he or ig ins o f t he d isab i l i ty 

m o v e m e n t in M i ch igan for h is to r ians and s tuden t s o f pub l ic pol icy, by t a p p i n g 

d i rect ly into t h e pe rsona l e x p e r i e n c e s o f t h o s e w h o led it. T h e I n d e p e n d e n t 

L iv ing m o v e m e n t i s w ide l y t hough t to have h a d its beg inn ing in Berke ley , w h e n 

Ed R o b e r t s a n d his m o t h e r Z o n a cha l l enged t he d i sc r im ina to ry a d m i s s i o n s 

po l ic ies o f t he Un ivers i ty o f Ca l i fo rn ia . In fact , as Bay A r e a h is to r ians r e c o g n i z e 

a n d Laur ie ' s w o r k d e m o n s t r a t e s , t he m o v e m e n t w a s born i n d i f ferent p l aces i n 

the Un i t ed S ta tes in t he lat ter hal f o f t he last century . 

W h y i s th is pro ject impor tan t to the d isabi l i ty c o m m u n i t y ? For m a n y rea 

sons , I th ink. First o f a l l , ou r m o v e m e n t is ve ry y o u n g — e v e n y o u n g e r t h a n 

t he m o v e m e n t s fo r racia l and w o m e n ' s equa l i t y — a n d ou r w o r k i s ve r y fa r 



f r o m f i n i shed . We a re beg inn ing to suf fer l osses f r o m our f i rst g e n e r a t i o n o f 

l eadersh ip , f r o m a g r o u p o f peop le w h o nur tu red the i r d r e a m unde r a lmos t 

incred ib ly dif f icult c i r cums tances . The i r w o r d s can insp i re us as we con t i nue 

t he s t rugg le . 

W e a lso n e e d t o e x a m i n e t h o s e ear ly e x p e r i e n c e s a s w e w o r k t o char t 

ou r ideo log ica l c o u r s e for t he fu tu re . T h e f i rst pe rson a c c o u n t s c o n t a i n e d in th is 

v o l u m e a l low us to cha l l enge our p reconcep t i ons . Is t he re a " r ight w a y " a n d a 

" w r o n g w a y " to s tar t a C e n t e r fo r I ndependen t L iv ing, fo r e x a m p l e ? We n e e d 

to be care fu l i n ou r j u d g m e n t s on t he matter , for t h e t h ree C I L s w h i c h a re 

ch ron i c led in th is pro ject b e g a n as ve ry d i f ferent c rea tu res . . . a n d all a re thr iv 

ing today. Is t he re a r ight or w r o n g l a n g u a g e for ou r cu l tu re? T h e ear ly u s a g e 

in M i c h i g a n o f t he m u c h - m a l i g n e d t e r m "hand icapper " s u p p o r t e d t he d e v e l o p 

m e n t o f ou r ident i ty i n power fu l w a y s . W h o i s t he e n e m y o f ou r m o v e m e n t , a n d 

w h o i s to be t r us ted? T h e role p layed by M ich igan Rehab i l i ta t ion Se rv i ces 

m a n a g e m e n t a n d e m p l o y e e s in bu i ld ing the m o v e m e n t i s e x t r e m e l y t h o u g h t -

p rovok ing . 

M u c h r e m a i n s to be d o n e in secu r ing our r ights a n d es tab l i sh ing ou r 

p l ace in a fu l ly inc lus ive society. We canno t be success fu l in ou r d r ive fo r inc lu 

s ion unt i l we h a v e bui l t ou r o w n commun i t y , m o v i n g f r o m s h a r e d e x p e r i e n c e s 

to s h a r e d v a l u e s to a s e n s e o f ou r o w n cu l tu re . T h a t b e c o m e s t h e we l l f r o m 

w h i c h we dr ink deep l y a n d d r a w s t reng th , so tha t we c a n be h e a r d . H e r e i n th is 

v o l u m e , our h is tory speaks . I t i s t he l a n g u a g e o f h e r o i s m tha t w e n t large ly 

u n r e c o g n i z e d in its t ime . His tory is pe rsona l . In our hear ts , we m u s t r e s p o n d 

to w h a t i s be ing sa id to us, so tha t we can keep t he d r e a m a l ive. 

M i ke Ze l ley 
The Disability Network 

Flint, Michigan 
March 31, 2001 



A c k n o w l e d g e m e n t s 

T h a n k y o u to al l t h e p e r s o n s in te rv iewed for th is pro ject . T h e s e p e o p l e s h a r e d 

the i r l ives, pe rcep t i ons a n d m e m o r i e s w i th m e . W i t h o u t t h e s e peop le , t he re 

w o u l d be no h is tory t o record . T h e s e ind iv idua ls , i ndeed , a re t he p roud a n d 

ab le v o i c e s to w h i c h t he pub l i ca t ion 's t i t le re fers . 

D e e p g ra t i t ude g o e s t o my ed i to rs M ichae l Daesch le i n , Dan ie l R u b e n s t e i n , 

E l i zabe th O 'Ha ra , Chr i s C lamp i t t a n d Sh i r ley B e c k m a n . T h e y w e r e cons tan t 

s o u r c e s o f he lp fu l c r i t ique and comfor t . 

T h a n k y o u to t h o s e m a n y u n n a m e d peop le o f insp i ra t ion i n t h e p resen t d a y d i s 

abi l i ty c o m m u n i t y a n d in my spi r i tual c o m m u n i t i e s o f t he Un i ta r ian Un iversa l i s t 

C h u r c h o f G rea te r Lans ing a n d t he L e a v e n Center . T h e y he lped t o r e m i n d m e 

w h y t h e cap tu r i ng o f a h is tory o f any minor i ty popu la t i on is c ruc ia l ly impo r tan t 

to the i r ident i ty as we l l as to the larger A m e r i c a n cu l tu re . 

My g ra t i tude to al l the staf f o f M i ch igan Disabi l i ty R igh ts Coa l i t i on - R o A n n e 

Chaney , N o r m Del is le , K im S tee le , D o n n a A i k e n , J a n e S c h o n e m a n , N ick P r a s s 

a n d J i m Bohr. T h e y w e r e my co l l eagues dur ing th is odyssey . Gracefu l ly , t hey 

a l l o w e d me to in ter rupt the i r w o r k w h e n I h a d ques t i ons o f m a n y k inds . 

T h a n k y o u to all t h o s e w h o m a d e ear ly f inanc ia l con t r i bu t ions to th is pro ject . 

Spec ia l t h a n k s a re t o be g i ven t o t he M ich igan H u m a n i t i e s Counc i l a n d t h e 



Kate a n d R i c h a r d Wo l t e r s Founda t i ons , w h o m a d e the last y e a r o f t he pro jec t 

poss ib le . 

I am app rec ia t i ve o f my t ranscr iber , K imber l y H a u z e , w h o s e w o r k t r a n s f o r m e d 

t he a u d i o t a p e s into p ro fess iona l look ing t ranscr ip ts . I am gra te fu l fo r t he 

expe r t i se o f C a r o l Ferr is , w h o s e d e s k t o p pub l i sh ing ski l ls a n d a t ten t ion to 

deta i l w e r e cr i t ical to t he phys ica l a p p e a r a n c e of Proud Voices. 

Lau ren J . T h o m a s Apr i l 2 , 2 0 0 1 



I N T R O D U C T I O N 

American cu l tu re du r ing the 1950 's a n d the 1960 's w e n t t h r o u g h a per iod 

o f p ro found soc ia l upheava l . Tha t tu rbu len t t ime s p a w n e d t he bir th o f seve ra l 

civi l r ights m o v e m e n t s for A f r i can A m e r i c a n s and w o m e n a m o n g o thers . O f ten 

o v e r l o o k e d a n d unno t i ced w a s the Disabi l i ty R igh ts M o v e m e n t w h i c h w a s born 

on t he hee ls o f t he larger Civi l R igh ts M o v e m e n t . In Ca l i fo rn ia , Ed Rober t s , 

w ide l y c o n s i d e r e d to be t he fa ther o f t he Disabi l i ty R igh ts M o v e m e n t , w a s 

o rgan iz ing h is sma l l band of rebe ls in C o w l e y Hal l — a w i n g of a hosp i ta l 

t u rned into a do rm i to ry on the c a m p u s of t he Univers i ty of Ca l i fo rn ia in 

Berke ley. Peop le w i th d isabi l i t ies we ren ' t in the habi t o f go ing to co l lege , m u c h 

less l iv ing in d o r m s , b e c a u s e c a m p u s e s w e r e not access ib le to t h e m . A t the 

s a m e t ime , in M ich igan , 

t h e r e w e r e s e e d s o f 

ac t i v i sm be ing w a t e r e d . 

A b a n d of ear ly leaders 

b e g a n to e m e r g e . 

W h a t h a p p e n e d in 

M i c h i g a n w a s n o t h i n g 

shor t of a m a z i n g . A sma l l 

band Of peop le he lped Pictured here are Ed Roberts, widely considered to be the father 
of Independent Living, and Nancy Jachim, an early advocate and 

wr i te a n d p a s s g r o u n d - interviewee for the Millennium Oral History Project. 
break ing leg is la t ion p ro - ( P h o t o c o u r t e s y o f t h e M i c h i g a n C o m m i s s i o n o n D isab i l i t y C o n c e r n s . ) 

tec t ing t he r ights of peop le w i th d isabi l i t ies. A sma l l nonprof i t o rgan i za t i on , 

ca l led Pa ra l yzed Ve te rans o f A m e r i c a , s u e d t he M ich igan D e p a r t m e n t o f 

T ranspo r ta t i on to d e m a n d equa l access to regu lar l ine haul b u s e s in Detro i t . 



N e w o rgan i za t i ons ca l led C e n t e r s for I n d e p e n d e n t L iv ing b e g a n sp r i ng ing up 

t h r o u g h o u t t h e s ta te . Sti l l ano the r g r o u p o f peop le m a d e s ta te -o f - the-ar t ru les 

a n d regu la t i ons tha t g o v e r n e d access ib i l i t y s t a n d a r d s all ove r t he s ta te . P e o p l e 

w i t h d isab i l i t ies b e g a n to push to be recogn i zed as c i t i zens in g o o d s tand ing . 

A l l cu l tu re m u s t invo lve history. H is tory i s t he cons tan t w e a v i n g t o g e t h e r 

o f ind iv idua l s to r ies w i th h o w peop le co l lec t ive ly impac t t he w o r l d . I t is a c o n 

ten t i on o f th is pro ject tha t pe rsona l t r ans fo rma t i ons o f ten lead to soc ia l c h a n g e . 

M o s t o f t h e peop le w i th d isabi l i t ies i n te rv iewed for th is pro ject h a d a power fu l , 

p ivo ta l e x p e r i e n c e tha t ca tapu l ted t h e m into the ques t for d isabi l i ty r ights. 

For a n y minor i ty g r o u p to have a s e n s e of identi ty, i t m u s t h a v e a no t ion 

o f w h e r e i t has b e e n . M u c h has been wr i t ten a b o u t t he h is tory o f o the r m o v e 

m e n t s . S e v e r a l def in i t ive h is tor ies abou t the w o m e n ' s m o v e m e n t a n d t he civi l 

r ights m o v e m e n t h a v e recent ly a p p e a r e d . W i th i n t he d isabi l i ty c o m m u n i t y i n 

M i c h i g a n a n d al l ove r the country , t he re is a n e w gene ra t i on o f l eade rsh ip 

a s s u m i n g t h e he lm , a gene ra t i on tha t has little o r no connec t i on to w h a t has 

g o n e be fo re . But i t is not e n o u g h s imp ly to reco rd inst i tu t ional history. I t is 

essen t ia l tha t th is h is tory be a record to ld by t h e d isabi l i ty c o m m u n i t y itself, by 

t h e key par t i c ipan ts in t he m o v e m e n t . P robab ly s o o n e r ra ther t h a n later, a we l l 

m e a n i n g a c a d e m i c w i t hou t a d isabi l i ty wi l l w r i te a history. I t wi l l lack t h e per

spec t i ve o f an ins ider — the ances to r s wi l l not be h is /her o w n . 

T h i s m o n o g r a p h d o e s not da re to purpor t to be a def in i t i ve h is tor ica l 

rev iew. I ndeed , t he h is tory p resen ted he re is j us t a s l ice of a larger w h o l e . Al l 

h is to ry d e p e n d s on o n e ' s v a n t a g e point . W h e t h e r a p r imary c o n s u m e r se rv i ce 

prov ider , a legis lator, or a parent , one ' s h is tor ica l f r a m e w o r k h inges on w h e r e 

o n e sa t du r i ng t h o s e exc i t ing ye t tu rbu len t t imes . 



For p u r p o s e s o f san i ty and f ocus , I c h o s e to record t he h is tory o f tha t par t 

o f the Disabi l i ty R igh ts M o v e m e n t tha t b e g a n in t he 1960 's a n d pr imar i ly b l os 

s o m e d in t he 1970 's . T h e s e ear ly l eaders w e r e , in la rge part , peop le w i t h d i s 

abi l i t ies t h e m s e l v e s . T h e y w e r e p ioneers , he lp ing to set c o u r s e and s teer t he 

t ra in o f t h e Disabi l i ty R igh ts M o v e m e n t . T h e r e a re m a n y m o r e ora l h is to r ies 

wa i t i ng to be d o n e : an ora l h is tory o f t he paren ts ' m o v e m e n t , an ora l h is tory o f 

peop le w i t h men ta l impa i rmen ts , an ora l h is tory o f peop le w h o w e r e w r o n g l y 

ins t i tu t iona l ized, etc. In t he cou rse of wr i t ing , I s t rugg led w i th seve ra l q u e s t i o n s 

t h r o u g h o u t : 

Who is the disability community? T h e f ocus of th is h is tory is 

on peop le w i th phys ica l d isabi l i t ies. T h e intent i s not to e x c l u d e 

peop le w i t h o ther charac ter is t i cs , but I am t ry ing to be t rue to h is 

tory a n d ma in ta in focus . 

Who is a leader? What constitutes a leader? Is the disabili

ty community to be defined only by those people with the 

direct experience of disability? Does this community 

include its allies? I a n s w e r e d in t h e a f f i rmat ive , c h o o s i n g to 

inc lude all peop le w h o w e r e invo lved in th is civi l r ights s t rugg le . 

To exc l ude al l ies w o u l d be to leave ou t key a rch i tec ts o f t h e bar

r ier f ree d e s i g n code , s u c h as M i r i am K ing . Th i s pro jec t a d o p t e d 

a b road v i e w o f w h o the d isabi l i ty c o m m u n i t y w a s . 

T h e r e w e r e m o r e potent ia l i n te rv iewees t h a n th is pro jec t h a d t he 

r e s o u r c e s to in terv iew. Cr i ter ia w e r e necessa ry to d is t ingu ish g e n e r a l s f r o m 

foo t so ld ie rs . I n th is m o v e m e n t , t he re w e r e leaders w a y ou t f ront w h o w e r e 

do ing innova t i ve and g r o u n d b r e a k i n g t h i ngs a n d o rgan iz ing o ther peop le . 

T h e r e w e r e foo t so ld ie rs , o rd inary fo lks , s t rugg l ing to l ive i n d e p e n d e n t 



l ives. T h i s pro jec t genera l l y sough t to in terv iew peop le in the f i rst ca tegory . 

I t m igh t be he lp fu l to th ink of t he Disabi l i ty R igh ts M o v e m e n t as a r iver 

a n d its t r ibu tar ies . A m o n g the m a n y s t r e a m s cont r ibu t ing t o t he m o v e m e n t 

w e r e t h e paren t a d v o c a c y m o v e m e n t , t he s p a c e a g e (wh ich p r o d u c e d l ight-

w e i g h t p las t ics) , a n d bu rgeon ing med ica l t echno logy tha t m a d e surv iva l f r o m 

t r a u m a t i c acc i den t s a n d pol io poss ib le . O the r s t r e a m s inc luded t he voca t i ona l 

rehab i l i ta t ion p r o g r a m , l aws p a s s e d af fect ing spec ia l educa t i on , a n d t h e ve te r 

a n s re tu rn ing h o m e f r o m W o r l d W a r II. Al l o f t h e s e s t r e a m s f l o w e d into t h e r iver 

ca l led t h e Disabi l i ty R igh ts M o v e m e n t . 

METHODOLOGY 

Ora l h is tory is t he m e t h o d used to co l lect th is history. Ora l h is tory 

i nvo l ves t a p e record ing o f se lec ted ind iv idua ls to cap tu re t he h is tory in the i r 

o w n w o r d s . Ca re fu l p repara t ion of in te rv iew ques t i ons is a cr i t ical par t o f t he 

in terv iew. O n c e t he in te rv iews are co l lec ted a n d l ight ly ed i ted , t he t a p e s a re 

t r ansc r i bed . I t i s f r o m t h e s e t ranscr ip ts tha t an ed i ted h is tory w a s t h e n wr i t t en . 

T h e t ransc r ip t s f r o m th is pro ject a re h o u s e d a t t he Bent ley His tor ica l L ib rary in 

A n n Arbor , M i ch igan . Suppo r t i ng mater ia l , such as ind iv idua ls ' pape rs , pho to 

g r a p h s a n d o the r re la ted d o c u m e n t s , w e r e a lso co l lec ted . 

Ora l h is tory w a s t h o u g h t t o be o n e o f t he mos t app rop r ia te w a y s t o c o l 

lect t h e in fo rmat ion re la ted to d isabi l i ty r ights history. T h e r e is i nc reas ing inter

es t in c rea t ing a record of th is h is tory as e v i d e n c e d by t he w o r k of D i sab led 

Peop le ' s Pro ject , a na t iona l oral h is tory pro ject out of t he Bancro f t L ibrary of 

t he Un ivers i t y o f Ca l i fo rn ia (Berke ley ) . O f ten t imes in t he past , peop le w i t h d i s 

abi l i t ies h a v e b e e n inv is ib le. A c k n o w l e d g e d or not, t he l ives o f peop le w i t h d i s 

abi l i t ies h a v e b e e n s ide l ined . T h e life e x p e r i e n c e s o f peop le w i th d isab i l i t ies 



h a v e b e e n ove r l ooked . T h i s has car r ied ove r to t he civi l r ights s t rugg les o f th is 

popu la t i on . B e c a u s e o f th is s i lence, i t w a s d e t e r m i n e d tha t t he ora l h is tory 

m e t h o d cou ld a d d t he mos t v o l u m e to t h e s e vo i ces tha t haven ' t h a d the i r say. 

I ndeed to t ru ly be a "peop le ' s history," th is record n e e d e d to be as c l ose as 

poss ib le to t h e l ives o f t h e peop le in te rv iewed for th is project . 



PAVING T H E W A Y 

I t i s impera t i ve be fo re p roceed ing fur ther tha t t he reader t ry to u n d e r s t a n d 

w h a t an i m p a s s a b l e f ront ier M ich igan ' s l andscape w a s t o pe rsons w i th d i s 

abi l i t ies be fo re 1974 . T h e r e w e r e no cu rb cu ts . R a m p s into bu i ld ings w e r e not 

to be f o u n d . A c c e s s i b l e b a t h r o o m stal ls w e r e nonex is ten t . I f y o u w e r e a per

s o n w i t h a disabi l i ty, y o u l i teral ly cou ld not coun t on any s t ruc tu re be ing a c c e s 

s ib le . I f t he pe rson w a s a s tudent , cho i ces o f c l asses w e r e m a d e by w h e t h e r 

o r not y o u cou ld ge t into t he bu i ld ing . Be fo re 1974 pub l ic bu i ld ings w e r e off l im 

its to peop le w h o used w h e e l c h a i r s o r had s o m e o ther mobi l i ty impa i rmen t . I f 

o n e w a s a d e a f s tudent , o n e had to br ing an in terpre ter to c lass . 

Be fo re peop le w i th d isabi l i t ies cou ld th ink a b o u t e m p l o y m e n t , h igher 

e d u c a t i o n , hous ing a n d inc lus ion in the i r c o m m u n i t i e s , they had to e l im ina te 

a rch i tec tu ra l bar r iers . S o , out o f n o w h e r e , t he re e m e r g e d an un l ike ly b a n d o f 

c o m r a d e s w h o dec la red w a r on al l bar r iers to ful l par t ic ipa t ion in the i r c o m 

mun i t i es . 

O n e o f t h o s e p e o p l e w a s N a n c y J a c h i m J o h n s o n . S h e te l ls a s tory o f 

s o m e t h i n g tha t h a p p e n e d to her shor t ly af ter her s tay in a rehab i l i ta t ion h o s p i 

ta l : 

" I use th is w h e n I ta lk abou t t he m o v e m e n t . . . I w a s dr iv ing ve r y shor t 
ly af ter I go t h o m e w i th t he h a n d con t ro ls a n d eve ry th ing . I w e n t to th is 
o n e s to re tha t I had g o n e to all t he t ime jus t to run in a n d ge t t h ings 
(be fo re t h e acc iden t ) . I s a w s o m e t h i n g I neve r s a w be fo re in tha t s to re . 
I s a w a cu rb tha t I cou ldn ' t ge t over, y o u know, tha t w a s keep ing me f r o m 
be ing ab le to do w h a t I n e e d e d to do . . . So I w a s real ly l iv id." 



A n o t h e r leader in the ear ly a c c e s s s t rugg le , M ichae l De laney, d e s c r i b e s 

his a w a k e n i n g to a wor ld of host i le phys ica l e n v i r o n m e n t s th is w a y : 

" I w a s in V i e t n a m a n d ( then) I w a s in jured in an au tomob i l e acc iden t in 
Ca l i fo rn ia w i th in a f e w m o n t h s . . . T h e y sent me to C leve land VA Med ica l 
C e n t e r for rehabi l i ta t ion. As I sa id , I w a s the re for six m o n t h s a n d t he f irst 
f e w m o n t h s in the ( inaud ib le ) f r a m e - look ing d o w n hal f t he day a n d look
ing up t h e o ther half of t he day . . . A n d w o n d e r i n g abou t a lot of t h ings 
l ike w h e r e w o u l d I fit in, y o u know, in soc ie ty? W h e r e w o u l d I fit in in my 
fam i l y? I cou ldn ' t ge t into my h o m e a n y m o r e . A lot of the th ings I t ook for 
g ran ted w e r e no longer ava i lab le to me . A n d I b e g a n to th ink abou t t h ings 
l ike can I ge t in the b a t h r o o m ? C a n I ge t in the h o u s e ? I f I w a n t to go 
use my GI Bil l , can I go to s c h o o l ? C a n I go to co l l ege? A n d I b e g a n to 
th ink, you know, i f my m e m o r y se rves me correct ly, a lot of t h o s e fac i l i 
t ies w e r e not access ib le , nor w e r e the re any r a m p s or any th ing l ike that . " 

T h e th i rd war r io r in th is ear ly f ight for a 

barr ier f r ee e n v i r o n m e n t w a s a rehabi l i ta t ion 

counse lo r n a m e d Mi r iam K ing . M i r iam King 's 

w a k e - u p cal l c a m e o n e day as she a t t emp ted to 

counse l w i th a m a n w h o had quadr ip leg ia as a 

resul t of a poo l d iv ing acc ident . Af ter ta lk ing w i th 

t he y o u n g m a n , the a w a r e n e s s c a m e , l ike a 

thunderbo l t , that t he m a n cou ld have all t he s u p 

por ts he cou ld ever need , but i f his env i r onmen t 

w e r e not f r iend ly to his whee lcha i r , he wou ldn ' t 

be ab le to go a n y w h e r e in life. Th is " D a m a s c u s 

R o a d " e x p e r i e n c e l aunched Mi r iam on the mos t 

i m p o r t a n t c a m p a i g n o f he r l i fe. T h e ea r l y 

Disabi l i ty R igh ts M o v e m e n t w a s en r i ched by 

M i r i am 's energy . S h e w a s t he pe rson mak ing m a n y late n ight p h o n e ca l ls 



" round ing up t he w a g o n s , " mak ing su re peop le k n e w abou t s t ra tegy s e s s i o n s 

or tes t ing her n e w idea abou t h o w to a p p r o a c h a leg is la tor or s o m e o ther 

a g e n c y off ic ial . 

M i r i am, M ichae l , and Nancy w e r e jus t a f ew of t he leaders in th is cruc ia l 

a n d ear ly f ight for phys ica l accessib i l i ty . O the r he roes inc lude Les Sinclair , 

Har ry S m i t h , Eve l yn L a p h a m , Jel t S i e t sma and Er ic Gent i le . Les Sinclair , w h o 

wi l l be d i s c u s s e d in a later chapter , w a s a m a n w i th a disabi l i ty. Jel t S i e t s m a , 

a s ta te rep resen ta t i ve , i n t roduced the Barr ier F ree Des ign C o d e into t he 

Leg i s l a tu re . H e w a s p r o m p t e d b y h is 

G r a n d Rap ids ne ighbor , Eve lyn L a p h a m , 

w h o w a s a w o m a n w i th a disabi l i ty. Har ry 

Smi th w a s a rehabi l i ta t ion counse lo r a t t he 

t ime , w i th va luab le pol i t ical c o n n e c t i o n s 

and a knack for nego t ia t ion . Judy Taylor 

and Eric Gent i le , bo th peop le w i th d isab i l i 

t i es ( see S t u d e n t M o v e m e n t s e c t i o n ) , 

w e r e admin is t ra to rs a t M ich igan S ta te U n i 

ve r s i t y S i m o n Wach ler , a lawyer f r o m the 

M ich igan Tr ial L a w y e r s Assoc ia t i on , lent 

h is exper t i se . T h e s e peop le me t regu lar ly 

and f ash ioned the ru les and regu la t ions o f 

t he f irst access ib i l i t y leg is la t ion. T h e c o n 

s t ruc t ion indust ry d id not l ike t he law 

b e c a u s e they t hough t i t w o u l d be cost ly. 



H e n c e , t h o s e p ionee rs o f access ib i l i t y f ough t back ha rd w h e n e x c e p t i o n s w e r e 

g r a n t e d to bu i lders by t he Barr ier F ree Des ign B o a r d . Har ry S m i t h r e m e m b e r s 

o n e o f t h e s e ha rd - fough t bat t les: 

" W e s u e d the Barr ier F ree Des ign Boa rd a n d Ch i Ch i ' s res tau ran t 
cha in , b e c a u s e Ch i Ch i ' s w a s t ry ing to ge t excep t i ons for s o m e o f i ts 
bu i ld ings . T h e y h a d b e e n g ran ted s o m e e x c e p t i o n s t o bu i ld ings , a rgu ing 
e c o n o m i c necess i ty , b e c a u s e they h a d a s u n k e n a rea in the i r d e s i g n a n d 
to put all t ha t sea t ing on o n e f loor w o u l d i m p o s e a g rea t b u r d e n u p o n 
t h e m . So we w e n t a n d go t an arch i tec t w h o w a s part o f th is g r o u p . . . 
he ac tua l ly c a m e up w i th d e s i g n s that re fu ted t he a r g u m e n t s tha t t h e Ch i 
Ch i ' s co rpo ra t i on m a d e a n d actua l ly i nc reased t he sea t i ng i n tha t a rea 
(a long) w i t h an access ib le ramp. " 

T h e s e w e r e t i m e s that d e m a n d e d in tensi ty a n d v ig i lance . O n c e o n e f i re w a s 

ex t i ngu i shed , ano the r w o u l d b reak out . 

STUDENT MOVEMENT 

O u t o f t h e unres t b rew ing on m o s t ma jo r A m e r i c a n co l l ege c a m p u s e s 

c a m e a c a d r e o f act iv is ts w i t h d isabi l i t ies. Len S a w i s c h puts i t th is w a y : 

"Recogn i z i ng tha t I w a s ou t raged by t he V i e t n a m War , but t he re w a s 
no w a y I w a s g o i n g to do tha t ( f ight in t he w a r ) . I w a s ve ry m u c h upse t 
w i t h w h a t w a s go ing on w i th b lacks in th is country , but I w a s wh i t e . I w a s 
o u t r a g e d w i t h t h e t r ea tmen t o f w o m e n , but I w a s a m a n . I t h o u g h t th is 
w a s ter r ib le . I h a v e th is e m p a t h y for w h a t ' s go ing on a r o u n d m e , but I 
don ' t be l ong to any of t h e s e g roups . . . But s u d d e n l y i t beg ins to d a w n 
on me tha t I d idn ' t m iss t he boat . Tha t ' s o n e o f t he r e a s o n s I h a d th is 
e m p a t h y for t h e s e o the r g r o u p s : b e c a u s e I've b e e n t rea ted i n t h e s a m e 
way . " 

L e n w e n t on t o be t h e p e r s o n peop le l ooked t o as c o m m u n i t y o rgan i ze r 

a n d s p o k e s p e r s o n . W i t h Jef f P ie ters , he f o u n d e d S T I G M A (S tuden ts fo r Tota l 

Inc lus ion , G rea te r Mobi l i ty, a n d Access ib i l i t y ) . A b o u t that ear ly coa l i t ion , he 



" W e w e r e a cross-d isab i l i ty g roup . In tha t f irst g r o u p we had a f e w 
cha i r -users , but we a lso had a coup le o f fo lks w h o w e r e hard o f hear 
ing, o n e w h o w a s deaf, (and) mysel f : a dwar f . We jus t had a n ice c ross 
sec t ion of fo lks w i th d isabi l i t ies — a ve ry n ice w a y to start off. A fun 
g r o u p o f fo lks . W e w o u l d have S T I G M A mee t i ngs w h i c h w e r e in tense 
ga the r ings . But we a lso had par t ies. So we had a co re o f e ight to ten 
peop le w h o w e r e real ac t ive . A n d then w e had tw i ce tha t n u m b e r w h o 
w e r e sort of h a n g e r s - o n . . . Our a g e n d a w a s for bet ter access ib i l i t y on 
c a m p u s , m o r e access ib le hous ing , m o r e ins t ruct iona l v i d e o s tha t w e r e 
s igned o r cap t i oned , s o m e bet ter park ing cons ide ra t i on , bet ter por t ray
a l of peop le w i th d isabi l i t ies." 

S a w i s c h w a s ve ry ins t rumenta l in he lp ing his fe l low s tuden ts to d e v e l o p a 

s e n s e o f d isabi l i ty p r ide and a s e n s e o f the i r o w n power. O u t o f th is p r ide a n d 

e m p o w e r m e n t , t h e s e s tuden ts w e n t on to m a k e subs tan t ia l c h a n g e s i n t h e 

w a y tha t o ther s tuden ts w i th d isabi l i t ies w e r e v i e w e d and t rea ted . 

A t M i ch igan S ta te Univers i ty , Judy Taylor a n d Eric Gen t i l e w e r e e m e r g 

ing as l eaders o f a nascen t s tuden t m o v e m e n t . In 1973 Judy w a s t he f i rst 

d i rec tor o f t he Of f ice o f P r o g r a m s for H a n d i c a p p e r 

S t u d en t s a t M S U . Eric a n d Judy had an e v a n g e l 

istic zea l w h e n i t c a m e to m a k i n g the w o r l d a c c e s 

s ib le and chang ing peop le ' s a t t i tudes. T h e y bo th 

w o r k e d t i re less ly w i th t he p o w e r s tha t be a t t he 

Univers i ty and in the c o m m u n i t y to c h a n g e t h e 

phys i ca l access ib i l i t y o f t he c a m p u s a n d t h e 

g rea te r Lans ing commun i t y . Judy Gent i le ' s car ing 

a n d a d v o c a c y wi l l a lways s tand out as her last ing 

cont r ibu t ion to the m o v e m e n t . 



Er ic a n d Judy w e r e cruc ia l in ano the r way . T h e y w e r e t he c rea to rs o f a 

"hand i cappe r " t e rm ino logy that he lped revo lu t ion ize t he w a y p e r s o n s w i t h d i s 

abi l i t ies t hough t o f t h e m s e l v e s . No longer w a s i t accep tab le to l u m p " the d i s 

a b l e d " o r " the h a n d i c a p p e d " together . N o w o n e w a s an ind iv idua l " h a n d i c a p 

per" a n d o n e w a s part o f a "hand icapper " m o v e m e n t . T h e r e w a s an e x t r e m e 

ly e m p o w e r i n g fo rce c o n n e c t e d to th is te rmino logy . Les S inc la i r re f lec ts back 

o n t h e h a n d i c a p p e r l anguage : 

"The t e rm ino logy rep resen ted exac t l y w h a t t he d isabi l i ty c o m m u n i t y 
n e e d e d to be do ing a n d tha t w a s to t a k e cont ro l o f t he s y m b o l s tha t a re 
desc r i b ing tha t expe r i ence . I t w a s fo lks w i t h d isabi l i t ies say ing th is i s h o w 
w e w a n t t o cal l ou rse lves . " 

P e o p l e w i th d isabi l i t ies b e g a n to th ink o f t h e m s e l v e s in d i f ferent w a y s 

a n d had n e w l a n g u a g e to de f ine the i r life expe r i ence . T h i s shi f t i n th ink ing w a s 

f r o m re fer r ing to peop le w i th d isabi l i t ies co l lec t ive ly as " the d i sab led " o r " the 

h a n d i c a p p e d " t o ind iv idua ls w i th e x p e r i e n c e s a n d exper t i se w h o h a p p e n t o 

h a v e a disabi l i ty. F r o m h is tory 's v a n t a g e point , th is l a n g u a g e m igh t a p p e a r 

o u t d a t e d . But in reality, t he h a n d i c a p p e r l a n g u a g e w a s i ndeed t he f i rst "per

s o n f i rst" l a n g u a g e d e v e l o p e d . 

A l o n g s i d e t h e n e w l anguage , Judy Taylor and Er ic Gen t i l e d e v e l o p e d a 

s y m b o l t o fu r ther e m p h a s i z e the d y n a m i c na tu re o f t he h a n d i c a p p e r e x p e r i 

e n c e . T h e s y m b o l w a s t h e un iversa l whee l cha i r s ign w i th a rac ing tw is t to it. 

T h i s s y m b o l dep i c t s t he cha i r and pe rson a n g l e d f o r w a r d w i th m o v e m e n t l ines 

c o m i n g f r o m the chair, as o p p o s e d t o the c o m m o n stat ic w h e e l c h a i r s y m b o l . 

Th i s icon s y m b o l i z e d peop le w i th d isabi l i t ies as peop le on t h e m o v e . T h i s w a s 

in power fu l con t ras t to a cu l tu re tha t v i e w e d peop le w i th d isabi l i t ies as pass i ve 

ind iv idua ls r eady t o t a k e on ly w h a t soc ie ty w o u l d h a n d t o t h e m . 



Tay lor a n d Gen t i l e o f fe red a m o d e l o f l eadersh ip tha t s t uden t s cou ld 

reac t to . F r o m near ly all accoun ts , the i r s ty le w a s o n e o f s i n g l e - m i n d e d n e s s 

a n d no r o o m for c o m p r o m i s e . As o n e m igh t we l l imag ine , th is w o r k i n g s ty le 

p r o v e d t oo in tense for y o u n g ado lescen t s tas t ing the i r f i rst f r e e d o m f r o m h o m e . 

Pr imar i l y co l l ege s tuden ts , t hey be l ieved tha t c h a n g i n g t he w o r l d s h o u l d 

invo lve hav ing f un a long t h e way. Gen t i l e a n d Taylor cer ta in ly con t r i bu ted spa rk 

a n d zes t , but t he re w e r e o ther w a y s o f be ing rad ica l as we l l . Ear ly l eaders w h o 

c a m e af ter t h e m w o u l d s o o n learn t he art o f c o m p r o m i s e . For e x a m p l e , i n t he 

f ight fo r access ib l e t ranspor ta t i on in 1976, the re w e r e seve ra l d i f ferent no t ions 

o f h o w m a n y b u s e s n e e d e d t o be m a d e access ib le . Har ry S m i t h r e m e m b e r s : 

" W e f ough t a b o u t w h a t pe rcen t o f retrof i t ted b u s e s h a d to be a c c e s s i 
b le f r o m g rade . W e l l , Er ic Gen t i l e w o u l d say all o f t h e m . T h e M i c h i g a n 
Pub l i c T r a n s p o r t a t i o n A s s o c i a t i o n w a s abso lu te l y o p p o s e d t o any 
r e q u i r e m e n t tha t t h e retrof i t i nc lude access ib le veh ic les . We w e r e j us t as 
a d a m a n t tha t a t least s o m e o f t h e m had to be . So i t w a s a h u g e bat t le 
a n d big i m p a s s e ove r h o w th is w a s go ing to ge t w o r k e d out." 

T h e r e w e r e o ther un ivers i t ies a r o u n d t he s ta te b laz ing t ra i ls by p rov id ing 

s t u d e n t s w i th d isabi l i t ies t he oppor tun i t y t o p u r s u e h igher e d u c a t i o n . T h e r e 

w a s an ear ly p r o g r a m a t W a y n e S ta te Univers i ty , w h i c h w a s n ' t as act iv is t as 

M i c h i g a n S ta te Univers i ty , but none the less c o m m i t t e d to p rov id ing a qua l i t y 

e d u c a t i o n . Be fo re t he ear ly 1960 's , o n e has to r e m e m b e r tha t s t u d e n t s w i th 

phys ica l d isab i l i t ies w e r e a rare s ight on co l lege c a m p u s e s . A t W a y n e S ta te 

Un ivers i t y t he e m p h a s i s w a s not on c h a n g i n g the e n v i r o n m e n t so m u c h as i t 

w a s o n w o r k i n g a r o u n d t he env i r onmen t . A g a i n , t he e m p o w e r i n g o f s t u d e n t s 

w o u l d ga in s t e a m a s t he y e a r s w o r e o n , a n d a s w o m e n , peop le o f co lo r a n d 

o the r minor i t ies w o u l d f ind thei r r ightful vo i ce . 



NATIONAL ASSOCIATION OF PHYSICALLY HANDICAPPED 

I f t h e s tuden t m o v e m e n t g a v e visibi l i ty to t he beg inn ing o f d isabi l i ty civi l 

r ights, d i f ferent chap te r s o f t he Nat iona l Assoc ia t i on o f t h e Phys ica l l y H a n 

d i c a p p e d w e r e t he qu ie t fo rce beh ind t he scenes . F o r m e d in 1958 in G r a n d 

Rap ids , t h e Nat iona l Assoc ia t i on o f Phys ica l l y H a n d i c a p p e d ( N A P H ) h a d c h a p 

te rs al l a c ross t he country . In M ich igan the re w e r e seve ra l chap te rs , i nc lud ing 

g r o u p s i n G r a n d Rap ids , Sag inaw, and W a s h t e n a w County . Mos t o f t h e s e 

p e o p l e be l i eved tha t soc ia l c h a n g e c a m e a b o u t t h r o u g h civi l i nvo l vemen t . T h e y 

w r o t e let ters, gen t l y p ressu red local leg is la tors a n d vo i ced op in ions w i th the i r 

vo te . 

O u t o f t h e Kent C o u n t y ( G r a n d Rap ids ) N A P H chap te r c a m e a g r o u p 

ca l led t he Ken t C o u n t y Barr ier F ree Des ign C o m m i t t e e . J e a n n e A s h w o r t h 

r e m e m b e r s w h a t th is g r o u p d id : 

" W e w e n t a r o u n d to d i f ferent b u s i n e s s e s all ove r t o w n , reques t i ng tha t 
t hey pu t i n level en t rances , put cu rb cu ts so tha t we d idn ' t h a v e to ge t 
up ove r a cu rb to ge t in the i r doo rs . S o m e p laces we me t a lot o f res is t 
a n c e . T h e y d idn ' t w a n t t o do that ." 

MICHIGAN CHAPTER OF PARALYZED VETERANS OF AMERICA 

V e t e r a n s c o m i n g h o m e f r o m the V i e t n a m W a r w e r e e n c o u n t e r i n g t he 

s a m e arch i tec tu ra l bar r ie rs as s tuden ts w a n t i n g to go to co l lege . A key p layer 

i n t he s t rugg le aga ins t a rch i tec tura l bar r ie rs w a s t he M i c h i g a n C h a p t e r o f t h e 

P a r a l y z e d V e t e r a n s o f A m e r i c a (PVA) . M e n t i o n e d earl ier, M i chae l De laney , o f 

Detro i t , w a s o n e o f t he p r i m e m o v e r s in th is ef fort to e l im ina te bar r ie rs . H is 

s tory i s an exce l len t e x a m p l e o f t h e b lend ing o f ind iv idua l s to ry w i th soc ia l 

impac t . He te l ls t h e power fu l s tory of s i t t ing in a Ve te ran ' s hosp i ta l in C l e v e l a n d 



( b e c a u s e t he re w e r e no sp ina l co rd fac i l i t ies for ve te rans in M i c h i g a n in t he 

1960 's ) , re fus ing to use a whee lcha i r , fee l ing sorry for h imse l f a n d w o n d e r i n g 

i f he s h o u l d con t i nue a t al l . D e l a n e y desc r i bes w h a t h a p p e n e d : 

"The f i rst th ing tha t h a p p e n e d w a s a coup le g u y s f r o m the B u c k e y e 
(Oh io ) chap te r o f PVA sa id to me tha t t hey w e r e go ing to h a v e a p ro tes t 
at C l e v e l a n d Ci ty Hal l and w o u l d I l ike to be a par t of it. A n d I sa id , 
'P ro tes t w h a t ? A n d they sa id , We l l , t he re a re no cu rb cuts . ' A n d I sa id , 
' O h m a n , I've b e e n th ink ing a lot abou t tha t l a te l y . A n d a t tha t po in t t hey 
b rough t to me a whee lcha i r , an o ld Everes t a n d J e n n i n g s whee lcha i r . I 
d idn ' t e v e n w a n t to ge t in it. I w a s d e n y i n g . I w a s stil l in den ia l tha t I w a s 
d i sab led . But t he t hough t o f be ing ab le to do s o m e t h i n g m a d e me say, 
'Okay, b r ing me t he chair. I'm go ing to go to th is protest . I w a n t to be par t 
of i t . . . " ' I had not been in a whee l cha i r up unt i l th is po in t . . . But t h e 
no t ion tha t m a y b e we cou ld c h a n g e soc ie ty w a s s o m e t h i n g tha t I n e e d 
ed t o f ind o u t . . . I w e n t t o t he mee t i ng . . . we had a rally. We b l ocked 
t h e hal ls a n d eve ry th ing e lse . . . A n d I r e m e m b e r c o m i n g h o m e (to t h e 
V A hosp i ta l ) tha t even ing a n d see ing t h e c o v e r a g e o n te lev is ion . A n d 
su re e n o u g h , be fo re I w a s f i n i shed (wi th rehabi l i ta t ion) , w i th in tha t s ix-
m o n t h per iod in C l e v e l a n d - t h ings w e r e h a p p e n i n g - a n d I k n e w tha t we 
cou ld af fect c h a n g e . . . A n d I w e n t back to M ich igan a n d immed ia te l y 
go t in t o u c h w i th t h e PVA chap te r in D e t r o i t . . . and go t on t he a c c e s s i 
bi l i ty c o m m i t t e e a n d b e g a n my work . " 

M i chae l j o i n e d w i t h o the rs in h is c o m m u n i t y a n d in Lans ing in t he effort to 

r e m o v e arch i tec tu ra l bar r iers . 

PVA a lso m a d e t ranspor ta t i on a ma jo r priority, espec ia l l y in Detro i t , 

w h e r e t h e r e w a s a h u g e t r a n s p o r t a t i o n s y s t e m . T h i s D e p a r t m e n t o f 

T ranspo r ta t i on w a n t e d to have a sepa ra te s y s t e m for a n y o n e w i t h a disabi l i ty. 

No t on ly w a s t h e s y s t e m separa te , but a pe rson w i t h a d isabi l i ty h a d to m a k e 

a r r a n g e m e n t s a t least 48 hours i n a d v a n c e to ge t se rv i ce to go s o m e w h e r e . 

T h e r e w e r e t w o issues : 1 ) that peop le w i th d isabi l i t ies cou ld ge t equa l a c c e s s 

to t he regular bus sys tem; and 2) that the spec ia l sys tem wo rk more eff iciently. 



Michae l De laney a n d F rank Lee w e r e impor tan t peop le in th is bat t le . A t th is 

point, De laney had b e c o m e pres ident o f t he M ich igan C h a p t e r o f PVA. T h e 

chap te r even tua l l y s u e d the D e p a r t m e n t o f T ranspor ta t i on . M ichae l De laney , 

w i th the he lp o f t he nat iona l PVA o rgan iza t ion , set up a legal d e f e n s e f u n d to 

t ake on g ian ts l ike the D e p a r t m e n t o f T ranspor ta t i on . 

ROLE OF SPORTS 

H a n d in h a n d w i th the co l lege expe r i ence , d is 

ab led spo r t s p r o g r a m s w e r e beg inn ing to p o p up in 

p laces . T h e s e w e r e peop le w i th d isabi l i t ies w h o 

w a n t e d to f ind ath le t ic exp ress ion for the i r ene rg ies . 

T h e s e peop le a n d p r o g r a m s w e r e ra is ing the gener 

a l pub l ic 's c o n s c i o u s n e s s abou t t he capabi l i t ies o f 

p e o p l e w i t h d isab i l i t i es . R o g e r McCarv i l l e , f r o m 

O a k l a n d County , w a s an ear ly leader in th is effort. 

Fo l l ow ing an in jury in w h i c h a boat prope l ler cut off 

his leg a n d af ter a s tay in a rehabi l i ta t ion facil i ty, 

R o g e r he lped f o r m a whee l cha i r baske tba l l t e a m , the 

Detro i t Spa rks . M ich igan PVA and m a n y o f t he ma jo r un ivers i t ies had o ther 

n e w spo r t s p r o g r a m s for peop le w i th d isabi l i t ies. Jack D o n a l d s o n , a W a y n e 

S ta te Un ivers i ty s tuden t a n d a whee l cha i r user, w a s invo lved in the M i c h i g a n 

W h e e l c h a i r Assoc ia t i on a n d u l t imate ly the P a r a - O l y m p i c s in 1968 . H is spor t 

w a s t rack a n d f ie ld . O ther popu la r spor ts w e r e s w i m m i n g , a rche ry a n d tab le 

tenn is . W h e e l c h a i r spor ts g a v e peop le w i th d isabi l i t ies a s e n s e o f w h a t t o d a y 

is ca l led "d isabi l i ty pr ide." Spo r t s he lped to bui ld con f i dence in one ' s o w n ab i l -



i t ies a n d p rov ided un ique oppor tun i t ies for soc ia l i za t ion and t rave l . 

P e o p l e o f d i f ferent b a c k g r o u n d s and e x p e r i e n c e s w e r e ins t rumenta l i n 

pav ing t h e w a y t h r o u g h host i le phys ica l e n v i r o n m e n t s and ignorant a t t i tudes. 

P e r s o n s i n te rv iewed for th is pro ject cons is ten t ly repor ted fee l ing as i f t hey w e r e 

the on ly o n e s in t h e s e s t rugg les and then sudden l y f ind ing tha t they had al l ies. 

F ind ing c o m p a n i o n s , t h e s e ear ly leaders t h e n put the i r h e a d s together , l ea rned 

h o w to w o r k w i th e a c h other, and l i teral ly c h a n g e d the pe rsona l a n d pol i t ical 

rea l i t ies for peop le w i th d isabi l i t ies in M ich igan . 

For t h o s e ear ly p ioneers , t he Disabi l i ty R igh ts M o v e m e n t w a s l ike an a l l -

c o n s u m i n g f i re, t ak ing up every w a k i n g hour and every o u n c e o f energy . 

I nvo l vemen t in t he ear ly m o v e m e n t w a s def in i te ly not a "n ine- to- f ive" j ob . T h e 

ear ly l eaders be l ieved they w e r e c reat ing s o m e t h i n g nove l , a n d t he re w a s a 

spec ia l in tens i ty to the i r work . Peop le such as Er ic Gen t i l e a n d Judy Taylor 



g a v e s o m e o f t he m o s t p roduc t i ve y e a r s o f the i r l ives to th is c a u s e . A f te r s e v 

era l yea rs , s o m e o f t h e s e ear ly l eade rs had to s tep b a c k a n d c la im the i r l ives 

ou ts ide t h e m o v e m e n t , t ak ing t ime for re la t ionsh ips , ra is ing ch i ld ren a n d o the r 

o rd ina ry pursu i ts . 



F O R M A T I O N O F E A R L Y C E N T E R S 
F O R I N D E P E N D E N T L IV ING 

I t i s ha rd to i m a g i n e h o w revo lu t ionary t he c o n c e p t o f I n d e p e n d e n t L iv ing w a s 

in t h e la te 60 ' s o r ear ly 70 's . Unt i l t h e n peop le w i th d isabi l i t ies w e r e e x p e c t e d 

to s tay a t h o m e w i t h the i r fami l i es o r in inst i tu t ions. B a c k t h e n i t w a s c o m m o n 

for rehab i l i ta t ion p ro fess iona ls to e n c o u r a g e peop le w i t h congen i ta l ( and on ly 

phys i ca l ) d isab i l i t ies (e .g . ce rebra l palsy, sp ina bi f ida) to a t tend she l t e red w o r k 

s h o p s w i th p e o p l e w i th men ta l impa i rmen ts . L o w expec ta t i ons o f w h a t p e o p l e 

cou ld a c h i e v e w e r e t he u n e x a m i n e d rule. T h e no t ion tha t peop le cou ld s e c u r e 

the i r o w n h o u s i n g , get the i r o w n suppo r t s t o l ive on the i r o w n , a n d m a k e the i r 

o w n ind iv idua l con t r i bu t ions to the i r c o m m u n i t y requ i red a ma jo r p a r a d i g m shif t 

in a t t i tudes a n d pub l ic pol icy. 

In t he ear ly 70 's , C e n t e r s for I ndependen t L iv ing w e r e c rea ted in c o n 

j u n c t i o n w i t h co l l eges a n d un ivers i t ies . Ed Rober ts , J o h n Hessler , a n d the i r f e l 

l ow s t u d e n t s a t t h e Un ivers i ty o f Ca l i fo rn ia (Berke ley ) c rea ted t he f irst C e n t e r 

fo r I n d e p e n d e n t L iv ing (CIL) i n 1972 . T h e y de f i ned t h e C IL as an a d v o c a c y 

o rgan i za t i on run by a n d for peop le w i t h d isabi l i t ies . T h e p r imary goa l o f tha t 

f i rst C IL w a s to he lp peop le in tegra te into the i r c o m m u n i t i e s . T h i s C e n t e r b e g a n 

w i t h t he ph i l osophy that i t w a s not t he ind iv idua l , but t he e n v i r o n m e n t tha t 

n e e d e d c h a n g e — hous ing , t ranspor ta t i on , a n d a lways , the r e m o v a l o f ba r r i 

e rs . T h r o u g h o u t t he country , C e n t e r s w e r e es tab l i shed as th is g o s p e l o r " g o o d 

n e w s " o f i n d e p e n d e n t l iv ing s p r e a d to m o r e and m o r e peop le . I n d e p e n d e n t 



Liv ing C e n t e r s w e r e be ing es tab l i shed in H o u s t o n , Texas ; C h a m p a i g n , I l l inois; 

a n d B o s t o n , M a s s a c h u s e t t s . 

In M i c h i g a n in 1976 , the re w a s a f i rst w a v e o f f und ing for n e w p r o g r a m 

m i n g a r o u n d p e o p l e w i t h seve re phys ica l d isabi l i t ies. M i ch igan Rehab i l i ta t ion 

Se rv i ces ( then ca l led t h e B u r e a u o f Rehab i l i ta t ion) s e r v e d as t h e "pass t h r o u g h 

o rgan i za t i on " fo r f ede ra l f u n d s e a r m a r k e d for t h e s e p r o g r a m s . T h e s e fede ra l 

f u n d s w e r e ca l led Innova t ion a n d E x p a n s i o n Gran ts . T h e s ta te d i rec to r o f 

M i c h i g a n Rehab i l i ta t ion Se rv i ces ( M R S ) , D o n Ga lv in , t ook a t r ip to Berke ley , 

Ca l i fo rn ia to s e e for h imse l f w h a t th is c o n c e p t o f I n d e p e n d e n t L iv ing w a s al l 

abou t . Ga lv in a t t ended a c o n f e r e n c e abou t I n d e p e n d e n t L iv ing in 1975 w h e r e 

he m e t seve ra l o f t he m o v e m e n t ' s p rem ie r leaders — J u d y H e u m a n n , Ed 

Robe r t s , a n d Lex F r i eden . S t ruck by t h e p o w e r o f th is n e w m o v e m e n t , he 

c a m e back h o m e t o d i scove r c o n s u m e r l eaders w h o had a l ready b e g u n t o 

d r e a m tha t C e n t e r s be s ta r ted i n M i ch igan . Gav in ' s ro le w a s c ruc ia l b e c a u s e 

h e m a d e su re tha t Innova t ion a n d E x p a n s i o n m o n e y w a s u s e d for t he s ta r t -up 

o f t h e f i rst Cen te rs . 

W i t h t he f i rst w a v e o f f und ing in 1976, t h ree C e n t e r s go t the i r start : A n n 

A r b o r C IL , H a n d i c a p p e r A d v o c a c y A l l i ance i n Lans ing a n d Grea t L a k e s 

Rehab i l i ta t ion Center . A l l t h ree C e n t e r s had d is t inc t ive persona l i t ies . A n n A r 

bor C IL ( A A C I L ) f o l l owed an a g e n c y se rv i ce m o d e l . For t he A n n A r b o r C IL , 

f i nd ing access ib le a n d a f fo rdab le hous ing w a s a priority. Lans ing C I L b e g a n 

w i th a s y s t e m s c h a n g e focus . I t a s s u m e d peop le w i t h d isab i l i t ies h a d cer ta in 

r ights tha t w e r e be ing d e n i e d , a n d i t w a s up to t h e peop le w i th d isab i l i t ies 

t h e m s e l v e s t o a d v o c a t e for a c c e s s a n d fa i rness . T h e G r e a t L a k e s C e n t e r fo r 

Rehab i l i ta t ion w a s s h a p e d by t he Rehab i l i ta t ion Inst i tu te o f Detro i t , a m e d i c a l 

faci l i ty. 



T h e med i ca l m o d e l c o m m o n l y t ou ted by rehabi l i ta t ion p ro fess iona l s 

a s s u m e d tha t a pat ient ( in th is case , a pe rson w i th a d isabi l i ty ) w a s a p e r s o n 

tha t h a d to be d i a g n o s e d , g i ven a p rognos is , a n d p resc r ibed a f ix or cu re . In 

con t ras t t o t h e med i ca l m o d e l , t h e i ndependen t l iv ing m o d e l s a w the p r o b l e m 

in society. P e o p l e l ived in a soc ie ty tha t h a d arch i tec tu ra l bar r ie rs a n d l o n g -

he ld nega t i ve s te reo types . T h e Rehab i l i ta t ion Inst i tute o f Det ro i t pu t an e m p h a 

s is on t rans i t iona l l iv ing, see ing t rans i t iona l l iv ing cen te rs ( a p a r t m e n t s w h e r e 

p e o p l e c a m e to l ive wh i l e learn ing the ski l ls o f i ndependen t l iv ing) as t h e w a y 

t o i n d e p e n d e n c e . 

Ann Arbor Center for Independent Living 

C o r k i e M c C o r k l e w a s a w o m a n w h o h a d l ived her w h o l e l ife in Yps i lant i , 

M i c h i g a n . By her l i fe long e x a m p l e , s h e had cons is ten t l y b r o k e n at t i tud ina l bar 

r iers aga ins t w h a t peop le cou ld a n d cou ldn ' t do . L iv ing a t least part o f her l i fe 

i n an i ron l ung , s h e w a s an a d v o c a t e for access , a long w i t h t he c a d r e o f 

M i c h i g a n a d v o c a t e s such as Er ic a n d Judy (Taylor) Gent i le , M i r i am K ing a n d 

M ichae l De laney . Co rk ie b e g a n to h a v e ano the r d r e a m : t o c rea te an o r g a n i z a 

t ion run by p e o p l e w i th d isabi l i t ies t h e m s e l v e s tha t w o u l d p rov ide se rv i ces a n d 

a d v o c a c y to p e o p l e w i th d isabi l i t ies. Co rk ie had se r ved on t h e M i c h i g a n 

Rehab i l i t a t ion Adv i so r y C o m m i t t e e (a p r e d e c e s s o r o f t h e p resen t day M i c h i g a n 

Rehab i l i ta t ion Counc i l ) . By th is assoc ia t i on , Co rk ie h a d a c h a n c e to ge t to 

k n o w of f ic ia ls l ike D o n Ga l v i n , a t M R S , w h o w o u l d even tua l l y ass is t her w i th 

t h e f inanc ia l r esou rces to star t a Center . S h e u s e d ear l ie r c o n n e c t i o n s a n d 

w e n t knock ing on t he doo rs o f p o w e r a n d m o n e y i n Lans ing . 

C o r k i e M c C o r k l e u s e d a la rge mo to r i zed w h e e l c h a i r w i t h a ven t i la to r 



a t tached to it. O n e w o n d e r s w h a t ab le -bod ied rehabi l i ta t ion p ro fess iona l s 

t hough t w h e n they s a w Cork ie ar r ive a t the i r doo rs tep . Even the i r phys ica l fac i l 

i t ies w e r e not e q u i p p e d to hand le the l ikes o f Cork ie . 

Co rk ie a n d o thers b e g a n to ra ise the 

ten pe rcen t local f u n d s i t w o u l d t a k e to c a p 

tu re t h e Innova t ion a n d Expans ion f u n d s 

that M R S d is t r ibu ted t h r o u g h gran ts . O the r 

t e a m m e m b e r s invo lved , a long w i th Cork ie , 

i n t h e C e n t e r ' s bir th w e r e J o h n We i r and 

his b ro ther Rick, Tom Toms ik a n d B o b 

M c C o n n e l l . J o h n Weir, w h o had recent ly 

acqu i red a sp ina l cord injury, had a keen 

b u s i n e s s s e n s e a n d , f r om all accoun ts , a 

w i c k e d s e n s e o f humor. Tom Toms ik w a s 

t he new ly appo in ted superv i so r o f t he A n n 

A r b o r of f ice o f M R S a n d very suppor t i ve o f 

t he n e w effort. Tom's c la im to f a m e in t he 

CIL 's b i r th ing w a s that he built t he Cen te r ' s 

f irst access ib le b a t h r o o m . Bob McConne l l w a s the c o m m u n i t y l ia ison to the 

M R S s ta te of f ice. 

O n c e t he init ial g ran t w a s a w a r d e d , Lena Ricks w h o w a s l iv ing i n 

T e n n e s s e e a t t he t ime, r e m e m b e r s : 

"Cork ie cal ls me one n ight and sa id , 'We ' re do ing th is real ly exc i t ing 
g ran t p roposa l . W e ' r e go ing to be mov ing a h e a d w i th i t and i f you ' r e 
in te res ted , I'd l ike to invi te y o u to c o m e up he re for an i n t e r v i e w . ' A n d I 
sa id , 'You bet you r life I'm in teres ted, ' b e c a u s e at t he t i m e I w a s w o r k 
ing for a newspaper , mak ing m i n i m u m w a g e , and ra is ing t h ree k ids 



a lone . . . So I had t he in terv iew o n e w e e k and w e n t back to T e n n e s s e e . 
A n d I th ink that fal l (1976) , or m a y b e later that s u m m e r , they cal l me 
a n d sa id they w a n t e d to hire me . . . A n d w h e n they to ld me — you ' re 
go ing to l augh , but w h e n they to ld me I cou ld m a k e as m u c h as $ 1 0 , 0 0 0 
a year, I cou ldn ' t be l ieve it." 

T h e board o f d i rec tors o f t he A A C I L w a s m a d e up large ly o f M i ch igan 

Rehab i l i ta t ion counse lo r s and a f e w p ro fess iona ls f r o m the commun i t y . B e 

c a u s e o f t he heavy M R S in f luence, the A A C I L had m o r e o f an a g e n c y f lavor, 

as o p p o s e d to a commun i t y , m e m b e r s h i p - o w n e d center, ca l l ing peop le w i th 

d isab i l i t ies "c l ients" and wo rk i ng on case loads . T h e Cen te r o p e n e d its d o o r s in 

N o v e m b e r of 1976 . I t s t rugg led w i th its m iss ion and s t ruc tu re in t h o s e ear ly 

yea rs . T h e C I L ga ined its s ta tus as a non-prof i t o rgan iza t ion in t h e s u m m e r o f 

1977 . T h e staff cons i s ted o f Cork ie McCork l e , J o h n Weir , J a c k But ler a n d L e n a 

R icks , all o f w h o m had d isabi l i t ies. Cork ie w a s the Cen te r ' s f i rst d i rector . J o h n 

w a s coo rd ina to r o f pe rsona l ca re a t tendan ts . Jack w a s a ha l f - t ime hous ing 

coord ina to r , a n d L e n a w a s coord ina to r o f peer counse l i ng . L e n a reca l ls : 

" W e a lso m a d e m a n y cal ls to peop le in the c o m m u n i t y w i th d isab i l i t ies 
a n d let t h e m k n o w we w e r e o p e n , and even tua l l y we b e g a n t o ge t cal ls . 

I r e m e m b e r my first c l ient at t he CIL . 
Marga re t L ing had had MS (mul t ip le 
s c l e r o s i s ) w h e n s h e w a s i n h i gh 
schoo l , w a s in a nurs ing h o m e , and 
w a n t e d to l ive in an apa r tmen t , w a n t e d 
to l ive in A n n A r b o r . . . A n d we w o r k e d 
w i th Marga re t L ing unti l she d ied in 
1989. S h e got an a p a r t m e n t a n d s h e 
l ived her life ve ry we l l . Marga re t had a 
(Mas te rs o f Soc ia l W o r k . ) S h e w a s a 
very br ight w o m a n and w e w o r k e d w i th 
her a long t ime . " 



In t h e beg inn ing t he re w a s ve ry little d is t inc t ion b e t w e e n p rov id ing ser 

v i ces , s u c h as locat ing access ib le hous ing o r g iv ing i n fo rma t ion , a n d d o i n g 

advocacy . G iv ing in fo rmat ion or hun t ing for access ib le h o u s i n g was a d v o 

cacy. In an era w h e r e litt le in fo rmat ion abou t op t i ons a n d se rv i ces ex i s ted a n y 

w h e r e , i n fo rmat ion a n d referra l (a co re se rv i ce o f p resen t d a y C ILs ) w a s cr i t i 

ca l a n d pr imary. L e a d e r s in the A A C I L c h o s e to have a re la t ionsh ip w i t h M R S , 

w h i c h w a s cha rac te r i zed b y w o r k i n g w i th in M R S gu ide l ines , e d u c a t i n g a n d 

be ing f r iend ly adve rsa r i es . 

Or ig ina l ly t he A n n A r b o r C e n t e r for I ndependen t L iv ing w a s s ta r ted ou t o f 

Co rk ie ' s h o m e in Yps i lant i . I t m o v e d to an of f ice on S t a d i u m B o u l e v a r d be fo re 

i t f o u n d its p resen t h o m e in the G e o r g e t o w n Mal l . 

Handicapper Advocacy Alliance 

M o r e loose ly o rgan i zed as a g r o u p o f g o o d f r iends , t he H a n d i c a p p e r 

A d v o c a c y A l l i ance w a s a "g rass roots" m ix tu re o f c o n s u m e r s . In its b e g i n 

n ings , t h e A l l i ance had m o r e the a p p e a r a n c e o f a m e m b e r s h i p g r o u p w h e r e 

e v e r y o n e h a d o w n e r s h i p o f t he Cen te r ' s d i rec t ion a n d m iss ion . T h e y a lso 

f o r m e d a nonpro f i t o rgan iza t i on , b e c a u s e they cou ld t h e n a c c e p t Innova t ion 

a n d E x p a n s i o n m o n e y f r o m M ich igan Rehab i l i ta t ion Se rv i ces . T h e C e n t e r ' s 

re la t ionsh ip t o the i r f und ing sou rce w a s m o r e con f ron ta t iona l , an " u s - t h e m " 

a p p r o a c h . A t f i rs t t hey d id not w a n t t o be c o n s i d e r e d an I n d e p e n d e n t L iv ing 

Center . Len S a w i s c h recal ls the A l l i ance 's s tar t -up : 

" W e , m e a n i n g th is g r o u p on c a m p u s . I t b e c a m e obv ious . I r e c o g n i z e d 
tha t th is ( m o v e m e n t w a s ) not jus t h a p p e n i n g he re ( the c a m p u s ) . It 's 



h a p p e n i n g in t he commun i t y . We real ly n e e d to have a b roade r impac t . 
A n d R e h a b ( M R S ) w a s push ing u s tha t w a y too . T h e H a n d i c a p p e r 
A d v o c a c y A l l i ance , t he H A A , w a s th is g r o u p o f c o m m u n i t y a d v o c a t e s 
w h o t h e n w e n t af ter an Innova t ion a n d E x p a n s i o n g ran t to d e v e l o p a 
c o m m u n i t y center . W e w e r e e m b a r r a s s e d , i f no t o u t r a g e d , w h e n p e o 
p le w o u l d say tha t w e w e r e a n I ndependen t L iv ing Center . W e w e r e 
e m b a r r a s s e d b e c a u s e the bulk o f t he I n d e p e n d e n t L iv ing C e n t e r s w e r e 
t rans i t iona l l iv ing p r o g r a m s , a n d they w o u l d pr imar i ly f o c u s on fo l ks tha t 
h a d mobi l i t y charac te r i s t i cs - pa rap leg ics , quad r i p l eg i cs i f y o u w i l l , w h i c h 
is per fec t ly f ine , but not e n o u g h . " 

T h e H a n d i c a p p e r A d v o c a c y A l l i ance , i n t h o s e days , h a d t h ree p r o g r a m 

a reas : peer c o u n s e l i n g , access ib i l i t y in fo rmat ion a n d e d u c a t i o n . T h e e d u c a t i o n 

p r o g r a m f o c u s e d on d e b u n k i n g nega t i ve s te reo t ypes o f peop le w i t h d isab i l i 

t ies . T h e A l l i ance put out pub l ic s p e a k e r s w h e r e v e r t hey cou ld . 

K a t h l e e n Mil ler, f i rst sec re ta ry a t t he H a n d i c a p p e r A d v o c a c y A l l i ance , 

r e m e m b e r s hav ing l u n c h e s a n d hear ing Len S a w i s c h ' s s to r ies wh i l e ea t i ng . 

T h e s e w e r e s to r ies laced w i th h u m o r abou t w h a t i t w a s l ike to be a p e r s o n w i t h 

a d isabi l i ty a n d h o w o n e nav iga ted in th is w o r l d o f p re jud ice a n d m i s t a k e n 

a s s u m p t i o n s , etc. Ka th leen recal ls the s to r ies be ing a g rea t in t roduc t ion to t h e 

w h o l e d isabi l i ty ( hand i cappe r ) r ights cu l tu re . 

T h e H a n d i c a p p e r A d v o c a c y A l l i ance 's f irst of f ice w a s a la rge w a r e h o u s e -

l ike s t ruc tu re on M i c h i g a n A v e n u e i n Lans ing , near S p a r r o w Hosp i ta l . P a m 

Treece-S inc la i r , t he Cen te r ' s f i rst peer suppor t coord inator , spen t m u c h t i m e 

hosp i ta l i zed a t Spar row. A g a i n , Ka th leen Mi l ler r e m e m b e r s h o w Len S a w i s c h 

w o u l d f ind a gurney , load P a m on to it, a n d w h e e l P a m d o w n the b lock to t h e 

A l l i ance ' s o f f ice for mee t i ngs . Th i s obv ious ly took p lace in a t i m e a n d mi l ieu o f 

g rea te r f r e e d o m w h e n the re w a s n o n e o f t he p resen t d a y o b s e s s i o n w i th l ia

bility. 



Rehabilitation Institute Center for Independent Living 

T h e Grea t L a k e s Cen te r fo r Rehab i l i ta t ion ( n o w ca l led t he G r e a t L a k e s 

C e n t e r fo r I n d e p e n d e n t L iv ing) spen t its f i rst s e v e n y e a r s as a p r o g r a m of t he 

Rehab i l i ta t ion Inst i tu te o f M i ch igan (R IM) . Beg inn ing i n 1977 , t h e C e n t e r w a s 

ac tua l ly h o u s e d a t R I M . Its or ig ina l goa l w a s to he lp pa t ien ts f r o m R I M l ive 

independent l y . W h e n t he B icen tenn ia l Towers a p a r t m e n t c o m p l e x w a s bui l t i n 

1976 , t h e C e n t e r m o v e d the re . A n a g r e e m e n t w a s m a d e w i th B i cen tenn ia l 

T o w e r s t o ass ign e ight a p a r t m e n t s t o R I M . T h e Cen te r u s e d th is s p a c e to t e a c h 

R I M pa t ien ts a n d o the rs to l ive on the i r o w n w i th the i r disabi l i ty. Sub jec t s t augh t 

a t t h e p r o g r a m inc luded f o o d p repara t i on , asse r t i veness t ra in ing , p s y c h o 

soc ia l sk i l ls a n d bas ic se l f - advocacy ski l ls . 

T h e I ndependen t L iv ing p r o g r a m w a s g i ven f ree of f ice s p a c e on t he m a i n 

f loor o f t he s a m e a p a r t m e n t comp lex . Ray Hil l w a s t he p r o g r a m ' s d i rec to r f r o m 

1 9 7 8 - 1 9 8 1 . F r o m the outset , t he C e n t e r s t rugg led w i th f ind ing g o o d l eade rsh ip 

a n d a s e n s e of the i r o w n ident i ty apar t f r o m t h e Rehab i l i ta t ion Inst i tute. A s u b 

jec t w a r r a n t i n g fu r ther s tudy i s w h a t ro le rac ia l t ens i ons p layed in t he C e n t e r ' s 

b e g i n n i n g s a n d h o w tha t a f fec ted its re la t ionsh ip to t he Rehab i l i ta t ion Inst i tute. 

Race and the Independent Living Movement 

T h e Disabi l i ty R igh ts m o v e m e n t has its beg inn ing in wh i te , m idd le c lass , 

co l l ege e d u c a t e d cu l tu re . B o b M c C o n n e l l s a y s abou t t he Cen te r s ' beg inn ings : 

" I th ink it 's s ign i f icant tha t t he m o v e m e n t s ta r ted essen t ia l l y on t he 
W e s t C o a s t a t a un ivers i ty w i th essent ia l l y wh i t e , m idd le c lass peop le . 
As i t m o v e d in o ther p laces , i t w a s heav i ly g r o u n d e d in un ivers i ty se t 
t i ngs w i th wh i t e m idd le c lass peop le . " 

Desp i t e m o s t o f its a t t emp ts to reach ou t to minor i ty g roups , i t h a s r e m a i n e d a 



wh i t e , m i d d l e c lass m o v e m e n t . Th i s p h e n o m e n o n , i n part, c a n be t r a c e d to 

s o m e deep l y he ld v a l u e s w i th in minor i ty c o m m u n i t i e s . B o b M c C o n n e l l g o e s 

on to ar t i cu la te th is we l l w h e n he s a y s tha t i n d e p e n d e n t l iv ing, o r sel f re l iance : 

" . . . m a y not necessar i l y be t he va l ue of o the r cu l tu res . . . In m a n y cu l 
t u res i n t e r d e p e n d e n c e o r fami l y d e p e n d e n c e i s m u c h m o r e p reva len t . 
So t h e no t ion o f be ing i n d e p e n d e n t i s a lmos t coun te r -cu l tu ra l . T h e r e i s 
a cer ta in luxury to be ing an advoca te . To be an e f fec t ive a d v o c a t e y o u 
m u s t h a v e t ime , ene rgy a n d access . A n d peop le o f co lor t rad i t iona l ly 
h a v e not had t he resou rces o r t he t i m e o r t he a c c e s s . A n d so c o n s e 
quen t l y t h e i n d e p e n d e n t l iv ing m o v e m e n t , a t least in its beg inn ing , h a s 
h a d m o r e of a dif f icult t ime be ing m o r e t h a n a m idd le c lass m o v e m e n t . 
A n d it 's sti l l s t rugg l ing . " 

T h e inc lus ion o f peop le o f d i ve rse b a c k g r o u n d s w o u l d be an o n g o i n g 

s t rugg le for C e n t e r s f r o m the i r beg inn ing to t h e p resen t day. 



K E Y E V E N T S 

I n eve ry m o v e m e n t , t he re a re de f in ing m o m e n t s w h e r e t he m o v e m e n t e x p e 

r i ences acce le ra ted g row th a n d c o h e s i o n . In t he M ich igan Disabi l i ty R igh t s 

M o v e m e n t , t he re w e r e a t least t h ree such occas ions . T h e y w e r e t he 1976 

M a r c h on T ranspo r ta t i on , t he p a s s a g e o f t he H a n d i c a p p e r Civ i l R igh ts A c t i n 

t he fal l o f 1976 , a n d t he s ta te a n d nat iona l W h i t e H o u s e C o n f e r e n c e s i n 1 9 7 6 -

77 . Al l t h ree o c c a s i o n s p roved to be t he g lue o f c o m m u n i t y bu i ld ing . A f te r e a c h 

o f t h e s e even ts , t h e d isabi l i ty c o m m u n i t y had a g rea te r s e n s e o f its o w n i d e n 

t i ty a n d power . T h e s e o c c a s i o n s b rough t g rea te r v is ibi l i ty to t he s t a tew ide 

Disabi l i ty R igh ts M o v e m e n t . 

March for Transportation 

T h e M a r c h for T ranspor ta t i on occu r red in ear ly Apr i l o f 1976 . T h o u g h i t 

w a s ma in l y a L a n s i n g - b a s e d ga the r ing , i t w a s t he f i rst t i m e tha t p e o p l e w i t h 

d isab i l i t ies w e r e v is ib le in a pub l ic d e m o n s t r a t i o n in f ron t of t he s ta te cap i to l . 

Leav ing M S U ' s c a m p u s , t h e g r o u p m a r c h e d t h e length o f M i ch igan A v e n u e t o 

t h e cap i to l . T h e m a r c h e r s d e m a n d e d a c c e s s t o pub l ic t r anspo r ta t i on . T h e 

t h e m e o f t he m a r c h w a s "Pub l ic M e a n s Al l Peop le . " S T I G M A , ( S t u d e n t s fo r 

Tota l In tegra t ion , G rea te r Mobi l i ty, a n d A c c e s s ) t h e M S U s tuden t g r o u p m e n 

t i oned in C h a p t e r 2 , a r g u e d tha t t ranspor ta t i on canno t be ca l led pub l i c i f i t 

e x c l u d e s a spec i f i c g r o u p o f peop le . S T I G M A o r g a n i z e d t h e m a r c h . T h e m a r c h 

a t t rac ted a p p r o x i m a t e l y 2 5 0 ind iv idua ls a n d r e p r e s e n t e d a g o o d c r o s s 



sec t ion o f peop le w i th d isabi l i t ies f r om ac ross M ich igan . Len S a w i s c h re f lec ts 

back on that mag ica l t ime : 

"Tha t w a s a h igh point for w h a t w a s go ing on in the d isabi l i ty r ights 
m o v e m e n t in M ich igan . I can stil l p ic ture it. Peop le go ing d o w n t h e 
st reet . We cou ldn ' t have p icked a bet ter day. T h e c r o w d w a s great . T h e 
t im ing w a s great . T h e w e a t h e r w a s great . I t w a s a coo l t ime ! W h a t I 
l iked mos t abou t it, and I've never sa id th is be fore , but I've neve r had a 
m o r e power fu l e x a m p l e of c rea t ing a s i tuat ion w h e r e its coo l to be a 
hand icapper . A n d that t u rns peop le ' s h e a d s a r o u n d . Tha t w a s a t i m e 
w h e n i t w a s abso lu te ly coo l . " 

In add i t ion to be ing a p la t fo rm to d e v e l o p disabi l i ty pr ide, t he m a r c h a lso 

led to i m p r o v e m e n t in t he local t ranspor ta t ion s y s t e m . A city of any s ize u s u 

al ly has a t ranspor ta t i on s y s t e m that inc ludes both a ma in l ine se rv i ce and a 

spec ia l i zed se rv i ce w h i c h of fers doo r - to -doo r t ranspor ta t i on . T h e Cap i to l A r e a 

Trans i t Au tho r i t y (CATA) c h a n g e d thei r p rac t ices , mak ing thei r d e m a n d -

r e s p o n s e t i m e fas ter . ( D e m a n d -

r e s p o n s e t ime refers to t he t i m e 

that e l apses b e t w e e n a reques t fo r 

t ranspor ta t ion a n d w h e n t he door -

t o - d o o r t r a n s p o r t a t i o n s e r v i c e i s 

actua l ly de l i vered . ) CATA a g r e e d to 

m a k e s o m e ma in l i ne b u s e s a c c e s 

s ib le for peop le w i th d isab i l i t ies . 

A lso , as a resul t of that d e m o n s t r a 

t ion , a mo ra to r i um on t he buy ing of 

b u s e s w a s put into p lace . Later a leg is la t ive m a n d a t e passed requ i r ing that all 

n e w ma in l i ne buses p u r c h a s e d had to be access ib le . 



Passage of the Handicapper Civil Rights Legislation 

Dur ing t he 1960 's a n d 1970 's , m a n y l aws w e r e e n a c t e d tha t a f fec ted t he 

l ives o f p e o p l e w i th d isabi l i t ies. T h e laws t o u c h e d on al l a reas o f l i fe — park 

ing , t r anspo r ta t i on , e c o n o m i c d isc r im ina t ion a n d vo t i ng . T h e men ta l hea l th 

c o d e w a s or ig ina l ly wr i t ten into law dur ing th is t ime . Be fo re m u c h m o r e t i m e 

passes , a leg is la t ive h is tory h igh l igh t ing th is p rog ress n e e d s to be wr i t t en . 

On Ju ly 28 , 1976, t he M ich igan Leg is la tu re p a s s e d a g r o u n d b r e a k i n g 

p iece o f leg is la t ion ca l led t h e H a n d i c a p p e r Civ i l R igh ts Ac t . T h i s revo lu t ionary 

leg is la t ion p ro tec ted peop le w i th d isabi l i t ies f r o m d isc r im ina t ion , par t icu lar ly in 

t h e a rea o f ob ta in ing and ma in ta in ing e m p l o y m e n t . 

T h e p a s s a g e o f th is law w a s a w o n d e r f u l e x a m p l e o f t he p o w e r o f ind i 

v idua l c i t i zens. I t t ook all k inds o f peop le w o r k i n g toge the r to pass th is law. 

G o v e r n o r Mi l l i ken, a m o d e r a t e Repub l i can , rece i ved m a n y let ters in suppo r t o f 

th is leg is la t ion , so he t o o k not ice o f t he d isabi l i ty c o m m u n i t y m e m b e r s w h o 

w e r e be ing qu i te voca l . Judy Taylor a n d Er ic Gen t i l e he lped to draf t t he o r ig i 

na l bil l t ha t S ta te S e n a t o r J o h n O t te rbache r t h e n i n t roduced ear ly in 1973 . 

P a s s a g e o f th is leg is la t ion a lso t ook t h e pol i t ical savvy o f o n e ind iv idua l 

i n p a r t i c u l a r — Les Sinclair . ( In 1984 t h r o u g h mar r i age , he w o u l d c h a n g e his 

n a m e to Les Treece-S inc la i r . ) A pe rson w i th a p rog ress i ve n e u r o - m u s c u l a r d i s 

e a s e , Les a s s u m e d his n e w pos i t ion as d i rec tor o f t he M ich igan C o m m i s s i o n 

on H a n d i c a p p e r C o n c e r n s i n t he fal l o f 1973 . As he w e n t a r o u n d t h e s ta te ge t 

t ing a c q u a i n t e d w i th t he peop le a n d i ssues c o n c e r n i n g t h e d isabi l i ty c o m m u n i 

ty, Les b e c a m e c o n v i n c e d tha t p ro tec t i ve leg is la t ion w a s n e e d e d . He b e g a n t o 

suppo r t th is leg is la t ion e v e n t h o u g h t h e cha i r o f t he C o m m i s s i o n w o r k e d i n t h e 

b u s i n e s s commun i t y , f ea red tha t bus iness in terests m igh t be t h r e a t e n e d , a n d 

fa i led to s e e w h y peop le w i th d isabi l i t ies n e e d e d a s e p a r a t e civ i l r ights law. 



Even tua l l y Les w o n the cr i t ical suppor t o f the C o m m i s s i o n on Hand i cappe r 

C o n c e r n s — an impor tant governo r -appo in ted counc i l . 

Les S inc la i r w a g e d an unan t i c ipa ted bat t le w i th the D e p a r t m e n t o f Civ i l 

R igh ts . T h e D e p a r t m e n t o f Civi l R igh ts ob jec ted to t h e inc lus ion o f p e o p l e w i th 

d isab i l i t ies in a n y civi l r ights leg is la t ion, b e c a u s e not e n o u g h p rog ress h a d 

b e e n m a d e w i th t he a l ready p ro tec ted g roups , i.e. B lacks , H i span i cs a n d 

w o m e n . To inc lude peop le w i th d isabi l i t ies, the Civ i l R igh ts D e p a r t m e n t r ea 

s o n e d , w o u l d m e a n t h e wa te r i ng d o w n o f a l ready sca rce resou rces . T h e 

D e p a r t m e n t fa i led to s e e the d isabi l i ty c o m m u n i t y as a minor i ty g r o u p l ike t he 

o the r g roups . L ike m u c h o f soc ie ty a t tha t t ime , t he D e p a r t m e n t o f Civ i l R igh ts 

s a w d isab i l i ty as a med i ca l p h e n o m e n o n a n d not a mat te r o f j us t i ce n e e d i n g to 

be co r rec ted . A n d , l ike o ther g r o u p s be fo re a n d s ince , the D e p a r t m e n t w o r r i e d 

a b o u t t he f inanc ia l cos ts o f p ro tec t ing the civi l r ights o f peop le w i th d isab i l i t ies . 

Les S inc la i r r e m e m b e r s a par t icu lar encoun te r : 

" I r e q u e s t e d a mee t i ng w i th t he d i rec tor of t he D e p a r t m e n t of Civ i l 
R igh ts . A n d I w a s to ld no. T h e y d idn ' t par t icu lar ly w a n t t o m e e t w i t h me 
on th is . In fact , they o p p o s e d t he leg is la t ion t h e m s e l v e s . T h i s i s t h e 
D e p a r t m e n t o f Civ i l R igh ts . T h e d i rec tor w a s a w o m a n w h o w a s ve ry 
ac t i ve in t he w o m e n ' s r ights commun i t y , but cou ld not see t h e para l le l , 
cou ld not s e e t he connec t i on . S o m e t i m e later (poss ib ly 1974) I'm in my 
of f ice o n e d a y . . T h e D e p a r t m e n t o f Labo r (wh ich h o u s e d t h e c o m m i s 
s ion) w a s i n an o ld , o ld bu i ld ing on M ich igan A v e n u e a n d my of f ice w a s 
on t he f i rst f loor. A n d all o f t he s u d d e n , u n a n n o u n c e d a t my doo r i s t he 
d i rec to r o f t he D e p a r t m e n t o f Civi l R igh ts , t he ch ie f d e p u t y d i rec to r a n d 
t w o depu t i es . I m e a n , th is w a s h igh-pr iced o v e r h e a d for tha t D e p a r t m e n t 
s tand ing in Les S inc la i r ' s of f ice doorway . I'm at bes t a m id - leve l c iv i l 
se rv i ce e m p l o y e e a n d they a re t he re bas ica l ly t o tel l me w h y th is s h o u l d 
n't h a p p e n , w h y th is leg is la t ion shou ldn ' t pass , tha t t hey ' r e g o i n g to be 
o p p o s i n g it. A n d e a c h of t h e m w e n t t h r o u g h a l i tany of r e a s o n s why . I 
l i s tened ve ry pol i tely, m a d e no tes , a n d w h e n i t w a s all ove r I j us t sa id , 
'We ' r e go ing to pass th is leg is la t ion. I h o p e you ' l l j o in us. T h a n k y o u for 



c o m i n g today. G o o d b y e . ' The i r reac t ions a re e t c h e d in my m i n d . I t w a s 
j us t w o n d e r f u l . T h e y cou ld not be l ieve it. T h e y e x p e c t e d me to a r g u e 
w i t h t h e m , w h i c h I d idn ' t . I w a s ve ry pol i te, ve ry cou r teous , jus t m a d e i t 
c lear tha t w e ' r e go ing to be pass ing th is leg is la t ion. Th i s ( leg is la t ion) i s 
s o m e t h i n g tha t has to be. T h e y left." 

A soph is t i ca ted advoca te , Les had the pa t ience a n d t he tenac i t y to w o r k 

bo th s ides o f t he a is le o f bo th the s ta te S e n a t e a n d H o u s e o f Rep resen ta t i ves . 

He d e v e l o p e d cr i t ical re la t ionsh ips w i th leg is la tors w h o b e c a m e al l ies, a n d 

o r g a n i z e d t h e d isabi l i ty c o m m u n i t y t o suppor t th is leg is la t ion. Les a n d o the rs 

had to w o r k a n d wa i t four long yea rs be fo re t he H a n d i c a p p e r Civ i l R igh ts A c t 

w a s p a s s e d . T h e w o r d tha t Les T reece-S inc la i r u s e d as he re f lec ted on th is 

p r o c e s s w i th twen ty - f i ve y e a r s h inds igh t w a s " e m p o w e r m e n t . " Ha rd wo rk , 

pa t ience , a n d d i p l omacy w o n the day. 

No o ther s ta te in t he coun t ry had leg is la t ion l ike th is . So i nnova t i ve w a s 

M i c h i g a n in craf t ing d isabi l i ty civi l r ights leg is la t ion tha t the A m e r i c a n Civ i l 

L iber t ies Un ion inc luded the M ich igan leg is la t ion as a m o d e l in a little, h a n d 

b o o k t hey pub l i shed abou t p ro tec t ing the civi l r ights o f t he h a n d i c a p p e d . 

White House Conference on the Handicapped 

T h e W h i t e H o u s e C o n f e r e n c e o n t he H a n d i c a p p e d (1976 - 1 9 7 7 ) w a s o n e 

o f t he d isabi l i ty c o m m u n i t y ' s f i rst e f for ts a t c o m m u n i t y o rgan i z ing . Put into 

mo t i on by t he Pres iden t ' s C o m m i s s i o n on t he E m p l o y m e n t o f t he H a n d i 

c a p p e d , eve ry s ta te he ld reg iona l m e e t i n g s to c a u c u s t oge the r a b o u t t he cr i t i 

ca l i ssues fac ing peop le w i th d isabi l i t ies. Dick S m i t h , a m a n w i th a sp ina l co rd 

in jury a n d a law schoo l s tuden t a t t he t ime, w a s se lec ted by G o v e r n o r Mi l l i ken 

to be M ich igan ' s c o m m i s s i o n e r to t he con fe rence . In M i ch igan , s ta te m e e t i n g s 



o f t h e W h i t e H o u s e C o n f e r e n c e occu r red i n Ma rque t t e , K a l a m a z o o a n d 

D e a r b o r n . A f te r i n fo rmat ion abou t i ssues w a s g a t h e r e d , peop le me t i n 

L a n s i n g t o se lec t d e l e g a t e s w h o w o u l d t h e n go t o W a s h i n g t o n , D.C. for t h e 

na t iona l W h i t e H o u s e C o n f e r e n c e . Twen ty - fou r d e l e g a t e s and twen ty - f ou r 

a l t e rna tes w e r e c h o s e n f r o m M ich igan . 

A l m o s t to a pe r son , t he d e l e g a t e s se lec ted a l ready w e r e o r w o u l d 

b e c o m e l eade rs i n M ich igan ' s n e w Disabi l i ty R igh ts M o v e m e n t . M a n y p e o p l e 

g a r n e r e d the i r o w n m e a g e r f inanc ia l r esou rces a n d w e n t s imp ly a s o b s e r v e r s 

o f th is f i rs t - t ime na t iona l event . Neve r be fo re had the re b e e n s u c h a h u g e 

ga the r i ng o f peop le w i th d isabi l i t ies (3 ,500) in o n e p lace for t he p u r p o s e o f c re 

a t ing a c o m m o n Disabi l i ty R igh ts a g e n d a . A t tha t t ime , Myr t le G r e g g - L a F a y 

w a s an o b s e r v e r a n d a n e w c o m e r t o t he m o v e m e n t . S h e reca l ls t h e t r ip t o 

W a s h i n g t o n a n d her reac t ions : 

"In t h o s e d a y s w i th not m u c h money , i t w a s a mat te r o f poo l ing 
resou rces , a n d so I r e m e m b e r we t rave led to t he c o n f e r e n c e , seve ra l 
peop le in o n e car. I th ink i t w a s Les Sinclair , Ka thy Mil ler, L e n S a w i s c h , 
a n d m y s e l f . . . So I ge t t o W a s h i n g t o n a n d here a re t h o u s a n d s o f p e o 
ple f r o m all ove r the country , a n d I mus t tel l y o u t he re w a s par t o f me 
tha t is sti l l a f a r m girl f r o m rural M ich igan a n d so to go to th is con fe r 
e n c e — at f i rst i t w a s devas ta t i ng . M a y b e not devas ta t i ng . I t j us t hit 
me emot iona l l y . I t w a s l ike s o m e b o d y s o c k e d me in t he gu t to look 
a r o u n d m e , a n d all I s a w w e r e pe rsons w i th d isab i l i t ies e v e r y w h e r e . I t 
w a s t h e m o s t p h e n o m e n a l expe r i ence I eve r had . " 

T h e W h i t e H o u s e C o n f e r e n c e , l ike the sma l le r M a r c h o n T ranspo r ta t i on , g a v e 

t h e s e ear ly l eaders a s e n s e tha t t he m o v e m e n t w a s larger t h a n the i r o w n local 

in te res ts a n d a s e n s e o f so l idar i ty w i th o ther peop le w i th d isab i l i t ies f r o m all 

o v e r t he na t ion . Myr t le Gregg-La fay , a w o m a n w i th sc le ros is , c a m e back to 

M i c h i g a n a n d w e n t on t o w o r k as d i rec tor o f t h e M ich igan C o m m i s s i o n for 



Handicapper Concerns. In the 

late 1970's, the commiss ion w a s 

the only truly consumer-d i rected 

counci l that had power over 

s tatewide policies and practices. 

The issues brought to the 

Whi te House Conference are 

strikingly familiar to present day 

advocates, when one has twen

ty-five years of hindsight: physi

cal access, housing, transporta

tion, communi ty integration. But Myrtle Gregg-Lafay heard one issue above all others: 

" I w a s hear ing all t h e s e i ssues and c o n c e r n s f r o m all ove r the coun t r y 
a n d . . . t he re w a s a resound ing issue of e m p l o y m e n t , e m p l o y m e n t , 
e m p l o y m e n t d isc r im ina t ion i ssues over a n d ove r a n d ove r aga in . So I 
had a s e n s e that th is is not jus t an i ssue in Lans ing , M i ch i gan , but it 's 
an issue e v e r y w h e r e and a h u g e issue that n e e d s to be a d d r e s s e d in 
(d i f ferent) w a y s . " 

T h e M ich igan con t ingen t o f t he W h i t e H o u s e C o n f e r e n c e c a m e h o m e 

f r o m tha t m o u n t a i n t o p expe r i ence w i th b r o a d e n e d ho r i zons a n d a r e n e w e d 

s e n s e o f so l idar i ty w i th peop le wi th d isabi l i t ies. T h e y had e x p e r i e n c e d the rea l 

ity o f be ing part o f s o m e t h i n g that w a s larger than t h e m s e l v e s . For t he f i rst 

t ime , t hey had w i t n e s s e d a n d par t ic ipa ted in a power fu l ga the r ing of a na t i on 

a l Disabi l i ty R igh ts M o v e m e n t that s p r e a d far b e y o n d the bo rde rs o f M i ch igan . 

A f te r the con fe rence , t hese leaders c a m e h o m e e m b o l d e n e d t o con t i nue the 

w o r k o f c rea t ing a d v o c a c y o rgan iza t ions , d ispe l l ing my ths a n d m i s c o n c e p t i o n s 

a b o u t p e o p l e w i th d isabi l i t ies, and insur ing phys ica l access . 





T H E N A N D N O W 

W h e r e i s t he m o v e m e n t t o d a y ? H a v e w e m a t u r e d a s a m o v e m e n t ? O r 

h a v e w e c o m p r o m i s e d ou r p r inc ip les? T h e s e a re ques t i ons tha t a r ise w h e n 

p e o p l e in t h e Disabi l i ty R igh ts M o v e m e n t th ink in a re t rospec t i ve way, w h e n we 

w a n t t o t a k e s tock o f h o w far w e ' v e c o m e a n d w h a t l essons h is tory h a s t o 

t e a c h us. To a n s w e r t h e s e ques t i ons in the i r p resen t f o r m w o u l d be to t rea t h is 

tory a n d g r o w t h s impl is t ical ly . F r o m the ou tse t t he ques t i on h a s to be r e f r a m e d . 

W h a t d o e s matu r i t y look l ike? W h a t do t he e x p e r i e n c e s o f t h o s e ear ly l eade rs 

h a v e t o t e a c h us abou t t he s t rugg les ou r m o v e m e n t e n c o u n t e r s today. W h a t 

do bo ld l eadersh ip ef for ts o f t oday tel l us o f our potent ia l a n d ou r ma tu r i t y? As 

a d v o c a c y o rgan iza t ions , h o w do our re la t ionsh ips w i th ou r f u n d i n g s o u r c e s 

s h a p e o r cont ro l ou r m i ss i on , the w a y w e s e r v e p e o p l e w i th d isab i l i t ies? 

In o rder t o w r e s t l e w i th t h e s e ques t i ons , we n e e d to look a t h o w the 

m o v e m e n t h a s e v o l v e d . W e n e e d t o e x a m i n e t h e d i f fe rences b e t w e e n n o w 

a n d t h e n i n t e r m s o f f inanc ia l r esou rces , re la t ionsh ips a n d p o w e r d y n a m i c s . 

Twen ty - f i ve y e a r s a g o , C e n t e r s fo r I n d e p e n d e n t L iv ing w e r e a loose ly 

o r g a n i z e d g r o u p o f peop le w h o c a m e toge the r t o f ight fo r recogn i t i on a n d 

a c c e s s . T h e r e w e r e no set co re se rv i ces t hey had to p rov ide — t h e s e w o u l d 

be d e v e l o p e d later. G r a n t s o f t en t h o u s a n d do l la rs w e r e c o n s i d e r e d ve ry s iz 

ab le . T h r e e ind iv idua l C I L s cha r ted the i r o w n c o u r s e s , de te rm in i ng the i r o w n 

pr ior i t ies a n d tak ing on the i r o w n d is t inct persona l i t ies . 



F r o m t h o s e h u m b l e beg inn ings , t h e I n d e p e n d e n t L iv ing M o v e m e n t i n 

M i c h i g a n has m a d e subs tan t ia l ga ins . Today the re a re ten ex is t ing C I L s a n d 

f i ve d e v e l o p i n g Cen te rs . Cen te r s ' ex is t ing ope ra t i ng b u d g e t s r a n g e f r o m 

$ 4 5 0 , 0 0 0 to 1.2 mi l l ion do l la rs . In f isca l yea r 2 0 0 0 , t he C e n t e r s ass i s ted 

a p p r o x i m a t e l y 2 6 , 6 0 0 peop le . 

As a m o v e m e n t a n d as ind iv idua ls , we have a t ta ined a cer ta in s e n s e o f 

s ta tus tha t t r ans la tes into f inanc ia l stabil i ty. Cen te rs ' ope ra t i ng b u d g e t s a re f i ve 

o r s o m e t i m e s t e n t imes t h o s e o f t he or ig ina l t h ree Cen te rs . D o e s f i nanc ia l s t a 

bil i ty l ead to c o m p l a c e n c y ? S o m e o n e has s u g g e s t e d tha t t he pass ion t o d a y 

revo l ves a r o u n d f und ing ra ther t h a n real i ssues . 

A n e x a m p l e o f c h a n g i n g re la t ionsh ips a n d c o n t e m p o r a r y l eade rsh ip 

h a p p e n e d i n 1998 w h e n M i c h i g a n Assoc ia t i on o f C e n t e r s fo r I n d e p e n d e n t 

L iv ing ( M A C I L ) in i t ia ted a n e w a p p r o a c h o f educa t i ng a n d f o r m i n g re la t ion 

sh ips d i rect ly w i t h leg is la tors in o rde r to c o n v i n c e t h e m o f t he v a l u e o f t he C ILs ' 

w o r k a n d p r e s e n c e . M A C I L c i r c u m v e n t e d t h e o ld w a y o f wa i t i ng fo r M R S t o 

i nc rease C IL f u n d i n g a n d e n c o u r a g e d c o m m u n i t i e s t o have re la t ionsh ips w i t h 

the i r e l ec ted of f ic ia ls for t he p u r p o s e o f gene ra t i ng f und ing spec i f i c to the i r 

c o m m u n i t i e s . M A C I L r i sked t he a n g e r o f M R S w h e n they re fused t o c o n t i n u e 

i n t he s ta tus q u o , pass i ve role o f j us t t ak ing w h a t M R S w o u l d g ive . T h e p a r a 

d i g m w a s sh i f ted d ramat i ca l l y w h e n c o m m u n i t i e s a n d ind iv idua l C I L s w e r e 

e m p o w e r e d to go d i rect ly to the i r leg is la tors . 

W e h a v e m o v e d f r o m a n "us / t hem" an tagon is t i c w a y o f d o i n g a d v o c a c y 

to a rea l i za t ion tha t we n e e d all pa r tne rs in th is wo rk . An " u s / t h e m " p a r a d i g m 

o f a d v o c a c y w a s usefu l i n the 1970 's to es tab l i sh vis ibi l i ty a n d credib i l i ty as 

a d v o c a t e s . A s e n s e o f ident i ty in t h o s e ear ly d a y s w a s cr i t ical to the m o v e 

m e n t ' s ga in i ng m o m e n t u m . I f o n e cou ld ident i fy onese l f ove r a n d aga ins t t he 



"enemy, " o n e g a i n e d a g rea te r s e n s e o f one ' s o w n power . Th i s a p p r o a c h is sti l l 

v a l u a b l e i f we w a n t t o inc lude t he ene rgy o f y o u t h i n our m o v e m e n t . Bu t s o m e 

w o u l d a r g u e tha t we h a v e m o v e d to a pa r tne rsh ip m e t h o d o f c rea t ing s y s t e m s 

c h a n g e , w h e r e all t h e p laye rs a re inv i ted to t he d e c i s i o n - m a k i n g tab le . I am 

not s u r e i f th is i s an e i ther /or p ropos i t i on . A n o t h e r w a y o f a d d r e s s i n g t h e q u e s 

t i on : W h i c h is m o r e va luab le - inst i tu t ional p o w e r o r g r a s s roo ts ac t i v i sm? Or 

is th is is f a l se d i c h o t o m y ? 

Re la t i onsh ips b e t w e e n peop le i n our m o v e m e n t h a v e b e c o m e p ro fes 

s iona l i zed . Pee r suppo r t has b e c o m e a se rv i ce o n e renders , not a na tu ra l net 

w o r k o f sus ta in ing a n d e m p o w e r i n g re la t ionsh ips . C lea r l ines h a v e b e e n d r a w n 

b e t w e e n o n e ' s w o r k l i fe i n t he m o v e m e n t a n d one ' s "ou ts ide" l i fe. Twen ty - f i ve 

y e a r s a g o , t h e l ine b e t w e e n t h o s e t w o s p h e r e s w a s cons tan t l y b lu r r ing . T h e 

c o m m u n i t y w o r k e d a n d p layed together . 

I n s o m e C ILs , c lear l ines h a v e been d r a w n b e t w e e n C IL staff a n d t he 

" c o n s u m e r s " t hey se rve . C IL staff a re he ld up as t h e exper t s , a n d t he c o n 

s u m e r s a re subt le ty c o n s i d e r e d lower i n t he h ierarchy. C o n s u m e r s a re less 

ab le , less i n fo rmed a n d m o r e needy. To be su re , C I L staff br ing a r e a s o f e x p e r 

t i se to the i r w o r k . Yet th is d is t inc t ion b e t w e e n staff a n d c o n s u m e r s s h o u l d be 

r e g a r d e d w i th ca re a n d susp i c i on . Left u n e x a m i n e d , th is d iv is ion c a n e r o d e t h e 

e m p o w e r m e n t C e n t e r s w e r e c rea ted t o p romo te . 

I t i s my con ten t i on tha t t h o s e or ig ina l l eaders d id m o r e t o w a r d a d v a n c i n g 

t he m o v e m e n t ' s c a u s e w i th far f e w e r resou rces . O n t he o ther h a n d , p e o p l e d i d 

n't h a v e t he c h o i c e s they en joy today. T h e u n e m p l o y m e n t ra te w a s e v e n m o r e 

appa l l i ng . P e o p l e w i t h d isab i l i t ies l ived in nu rs ing h o m e s in a l a rm ing n u m b e r s . 

T h e pub l ic sa fe ty net , S u p p l e m e n t a l Secur i t y I n c o m e a n d Soc ia l Secur i t y 

Disabi l i ty I n c o m e , w a s put into p lace i n 1975. W h e n t h e Na t iona l W h i t e H o u s e 



C o n f e r e n c e on t he H a n d i c a p p e d w a s ca l led to o rde r i n M a y o f 1977 , t he re 

w e r e no t rave l b u d g e t s t o cove r e x p e n s e s . Peop le u s e d the i r o w n resou rces , 

l i teral ly the i r o w n ca rs to dr ive long d i s t ances to get the re , b e c a u s e t hey h u n 

g e r e d for so l idar i ty a n d va l ida t ion . I t w a s t he s t rugg le fo r recogn i t ion a n d e q u a l 

t r e a t m e n t tha t f ue led peop le ' s pass ions . 

Twen ty - f i ve yea rs ago , life w a s as fas t p a c e d as i t i s today. I ssues w e r e 

p resen t i ng t h e m s e l v e s a t s u c h a head -sp inn ing rate tha t o n e d idn ' t h a v e t i m e 

to ref lect on w h a t w a s h a p p e n i n g . P e r h a p s th is i s w h y the re a re so f e w pho to 

g r a p h s tha t r e m a i n f r o m tha t t ime . W h o had t ime t o r e m e m b e r t o t a k e p ic tu res 

w h e n t h e i m m e d i a t e e x p e r i e n c e o f g iv ing bir th to a m o v e m e n t w a s so a l l - con 

s u m i n g ? 

Twen ty - f i ve y e a r s ago , t he s t rugg le tha t our m o v e m e n t f a c e d w a s for 

recogn i t i on . P e o p l e w i th d isab i l i t ies w e r e s e e n as nonent i t i es , as ob jec ts o f no 

accoun t . We w e r e n ' t a t t he tab le — we d idn ' t have vo i ces . Unt i l 1980 we w e r e 

not g i v e n a pos i t ion on t he Civi l R igh ts C o m m i s s i o n — a g o v e r n o r - a p p o i n t e d 

c o m m i s s i o n w h i c h p ro tec ted the r ights o f all minor i ty g roups . T h e t i m e s ca l led 

fo r an " in -your - face" s ty le o f s y s t e m s c h a n g e w h i c h insu red vis ib i l i ty a n d w h i c h 

t h e a b l e - b o d i e d c o m m u n i t y cou ld not ignore . 

H a v e a t t i tudes c h a n g e d as m u c h as we w o u l d l ike t o be l i eve? To be su re , 

d i sc r im ina t ion a n d i gno rance a re sti l l a l ive a n d we l l a n d f l ou r i sh ing . P e o p l e 

w h o l ive a n d w o r k exc lus ive ly i n d isabi l i ty c i rc les t e n d to fo rge t t h e o n g o i n g 

real i ty o f i gno rance in m o s t soc ia l c i rc les. Mos t peop le in t he la rger soc ie ty sti l l 

ca r ry w i t h t h e m u n e x a m i n e d p re jud ice a n d low expec ta t i ons o f peop le w i t h 

d isabi l i t ies . 

T h r o u g h th is pro ject I have t r ied to g i ve vo i ce to a p roud , un l ike ly b a n d 

of p e o p l e w h o b e g a n a m o v e m e n t twen ty - f i ve yea rs ago . I cou ld not poss ib ly 



l is ten to all t he vo i ces . T h e s e leaders c lea red the f i rst hu rd les r e m o v i n g a r c h i 

tec tu ra l bar r ie rs , p ro tec t ing civi l r ights a n d f o u n d i n g a d v o c a c y o rgan iza t i ons . 

S o m e o f t h e s e leaders w e r e u n c o m p r o m i s i n g t ru th te l lers . S o m e o f t h e m p o s 

s e s s e d a un ique pol i t ical savvy. S o m e sha t te red m y t h s o f he lp l essness . Sti l l 

o the rs s i lent ly w o r k e d beh ind the s c e n e s , p re fe r r ing to avo id t h e hea t a n d l ight 

o f con t roversy . No mat te r w h o they w e r e , I am a n d we a re heir t o t he m o v e 

m e n t t hey all g a v e bir th to . W h e n we s top long e n o u g h t o hea r t h e s e p r o u d 

vo i ces , w e f ind insp i ra t ion a n d h o p e for t he j o u r n e y a h e a d . 



A P P E N D I X A 
B i o g r a p h i c a l I n fo rmat ion o n 

P e o p l e In te rv iewed for the Pro jec t 

Jeanne Ashworth 

A native of Grand Rapids, Jeanne Ashworth worked for twelve years as a bookkeeping 
supervisor at Old Kent Bank. Jeanne was on the ground floor of the initial accessibil i ty 
efforts in Kent County in the late 1960's and 1970's through the local chapter of the National 
Associat ion of the Physically Handicapped. 

Marge Chmiewleski 

Receiving both a B.A. and a Ph.D. f rom Wayne State University, Marge began her career 
teaching at a Cathol ic high school in the Detroit area. Later Marge worked for ten years as 
director of the Office of Handicapper Affairs at Michigan State University before her unt ime
ly death in 1999. In 1963 Marge was one of a handful of early students who were the first 
people with disabil it ies to attend college. 

Michael Delaney 

A Vietnam Veteran, Michael Delaney was chapter president and executive director of 
Michigan Paralyzed Veterans of America. Since then he has held several volunteer and staff 
posit ions with the national office of PVA. He presently works in Washington, D.C. as 
Associate Director of Corporate Marketing for PVA. 

John Etherton 

John is a Navy Veteran, serving in Cuba and Vietnam from 1960-1965. He began his career 
at Michigan Paralyzed Veterans of America (MPVA) as a Veteran Benefits Counselor. Since 
1981 he has been Executive Director of MPVA. 

Myrtle Gregg-Lafay 

Myrtle Gregg-Lafay began her career as an early chi ldhood teacher of chi ldren with disabi l
ities through Head Start. She then went on to become Executive Director of the Michigan 
Commiss ion on Handicapper Concerns. Myrtle was co-founder and served on the first 
board of directors of the Handicapper Advocacy All iance, a CIL in Lansing. Presently Myrtle 
is an Equal Employment Officer for the State of Michigan. 

Nancy Jachim-Johnson 

In 1973 Nancy became involved and passionate about advocating for changes that accom
modated people with disabilit ies. She was the founding director of the Grand Rapids Center 
for Independent Living in 1981 and the director of the Oak land/Macomb Center for 
Independent Living in 1986. She continues to work with people with disabilit ies by providing 
rehabil i tation case management and therapeutic counsel ing. 



Miriam King 

Miriam was a rehabil itation counselor for Michigan Rehabil i tation Services and Oakland 
Schools f rom 1967-1975. She was a member of the Michigan Commiss ion on Handicapper 
Concerns for fifteen years until 1990. Miriam was, by all accounts, an early champion for the 
removal of architectural and legal barriers. She has received several national, prestigious 
awards honoring her commitment. 

Roger McCarvil le 

Roger was instrumental in starting the Oakland Handicapped Associat ion, the Oakland 
Macomb Center for Independent Living, and Michigan Wheelchair Basketbal l . Presently, 
Roger is host to a locally produced television show on Detroit's Public Broadcast ing Channel 
called "Disabilit ies Today." 

Bob McConnel l 

Bob was former administrator and community liaison with Michigan Rehabil i tat ion Services. 
He presently teaches rehabilitation counsel ing in an adjunct faculty posit ion and works as a 
consultant. 

Eulene "Corkie" McCorkle 

Corkie founded the Ann Arbor Center for Independent Living in 1976. She also had sever
al leadership roles with the National Associat ion of the Physically Handicapped. 

Gerry Mutty 

Gerry started his career in the early seventies, with a focus on moving people with mental 
retardation and mental illness out of state institutions and into communi ty sett ings. He is now 
the Execut ive Director of the Michigan Commiss ion on Disability Concerns, formerly the 
Michigan Commiss ion on Handicapper Concerns. 

Lena Ricks 

Lena has held several positions at the Ann Arbor Center for Independent Living. Using her 
Masters of Social Work, Lena has a private practice of psychotherapy. She is involved in 
coordinat ing a program called "Partners in Personal Assistance." 

Lynnae Rutledge 

Lynnae served as director of the Handicapper Advocacy Al l iance for a short t ime during the 
late 1970's. She has worked in Oregon state government since 1986. Lynnae presently 
serves as Assistant Administrator for Planning and Policy for the Oregon Vocational 
Rehabil i tat ion Division. She has commit ted her life to the employment and empowerment of 
people with disabilit ies. 



Len Sawisch 

Since co-founding the Handicapper Advocacy Al l iance, Len has held several posit ions with 
Michigan Rehabil i tation Services. Currently Len works as an Internal Consultant, focusing 
on accompl ishing work with groups of people for the State of Michigan. He also collects, 
refinishes and researches antique fishing reels. 

Betsy Schrauder 

Betsy was an occupational therapist in the Army. She has a Masters in Rehabil i tat ion 
Counsel ing. From 1960-1990 Betsy was a counselor and Director of the Physically Disabled 
Students Office at Wayne State University. 

Michael Simon 

Michael was a rehabil itation counselor for Michigan Rehabil i tation Services f rom 1974-
1978. He was the director of Kent County Chapter of the National Associat ion of the 
Physically Handicapped f rom 1978 -1980. Since that t ime, he is sel f-employed and has his 
own private rehabilitation company. Michael is extremely proud to say that his mentor was 
Russel l Schmidt - an early leader who died before this project could interview him. 

Les Treece-Sinclair 

Before moving to Washington state, Les held a few posit ions in Michigan state government, 
the most important position being that of Executive Director of Michigan Commiss ion on 
Handicapper Concerns. He served in Washington in a corollary posit ion. Before his recent 
retirement, he worked as Executive Director of the State Rehabil itation Counci l in California. 

Pam Treece-Sinclair 

While she lived in Lansing, Pam was a wheelchair basketball athlete, photographer, and 
founder of the Peer Counsel ing Program. She held several posit ions in the Owens Corning 
Fiberglass Corporat ion in Seatt le, WA. Pam and her husband Les Treece-Sinclair now live 
in Sacramento, CA. 

Harry Smith 

Harry is a long-t ime activist and ally of Michigan's Disability Rights Movement. He was a 
senior administrator of Michigan Rehabil i tation Services. Harry is an active member and 
past president of the National Rehabil itation Associat ion. 



W hile the Disability Rights Movement 

was beginning in Michigan, Lauren 

Thomas was growing up and coming of age 

in Northbrook, Illinois, a Chicago suburb. 

Laurie received a Master of Divinity from 

McCorrnick Theological Seminary in 1981. 

She moved to Michigan in 1985. Since 1988 

Laurie has been involved in the Michigan 

Disability Rights Movement as a profes

sional advocate and writer. 

This publication is made possible by a grant from the Michigan Humanities Council, 
the National Endowment for the Humanities, and the Kate and Richard Wolters Foundation. 
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