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August 3, 1994 

FOUNDATION 
-jor
TECHNOLOGY

Carol Rasco 
ACCESSAssistant to the President for Domestic Policy 


The White House 

1600 Pennsylvania Ave. 

Washington, D.C. 20500 


Dear Ms. Rasco: 

On behalf of the entire Alliance for Technology Access, I want to thank you for addressing our 
group at the Seventh Annual Institute of the Alliance for Technology Access. It was an honor and 
a great pleasure to have you join us on July 19th. 

Your remarks touched us all very deeply. As parents, family members and people with disabilities 
ourselves, we related thoroughly to your experiences as a parent, your philosophy of life, and 
your important work with th~ President. We enjoyed hearing about your experiences with Hamp, 
especially when you talked about his introduction to technology at our center in Little Rock. 
Ginny Heiple represents the Alliance well as she strives to bring these empowering tools to 
children and adults with disabilities in Arkansas. 

' ... ··,·· .. ·'f"".1 ~"~ ···.,·~·,·.r·'·.·~ 

Tha~k.:y.o,~::·~l~p;j'or your kind words about our new book, Computer Resources for People with 
Disabilities. Like Joe Shapiro's article, "The Mothers oflnvention," I see our book as a 
mechanism for bringing hope, and information, to people everywhere. It's another way to reach 
out to people who might not otherwise know about some of life's more intriguing possibilities. 

I want to second your idea about having a reunion with the "Mothers of Invention." It would be a 
thrill and an honor to share stories and plan future initiatives with a room full of mothers of kids 
with disabilities. After all, we all began because we knew that something needed to be done, and 
we were just going to do the best we could to get that something achieved. Imagine the potential 
of all that energy engaged in discussion, planning and thought! 

Janice Nakayama, Executive Director of the MatteI Foundation,joined us at your luncheon table.~ 
Upon hearing about your interest in a reunion, she immediately offered the Mattei Foundation as a 
host and funder of such an event. If you are interested in having her work with you or a member [ 

, of your staff, I know she would be delighted. 

Thank you again for joining us. We all believe strongly in the power of individuals when 
motivated by their children. It is such a simple--and powerful--concept to be driven by the child 
and children we love. 

Sincerely, 

~,~, 
. 'I ',' ':,; ,':" 

,II ....•• :~J~~~~ely'n' ~ra'~d. ' :, -_.'- ',  ' .•..:;' 3 . 
;':" ...1:' . 

I • '~'."" ,_, 'r' ,ExeCutive Director . 'J " . , ..- \..'-' .. '\"" . :, .. '~ I: j .' ~" ~ • •\.. 

,'j:. 

. ", . " 
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MEMORANDUM TO JANICE NAKAYAMA 

FROM: Stanley s.' Herr S~" 
..,.I CC: Carol H. Rasco 

SUBJ: Reunion' of 'the Mothers of' Invention 

DATE: September 13, 1994 

( 

Per your i~quest,' please "find the attached U. s. News article on 
the Mothers of Invention. 

The main profil'es are 
" 
0'£, Carol, 

' 

Governor I Bprbara Roberts, 
Jacquelyn Brand, Julie Beckett, Mary Tatro, Kim Connor,' Patricia 
'McGill 'Smith,' Martha Ziegler, and Marina Medina.OthersJmothers 

, (and at least one fathe:r: ,Rud Tur,nbull) are noted in 'passing. 

Carol's,schedule appears to perclude a November reunion, ;but 
p~rhaps Friday, December 9th might work out. Would this give,us 
enough lead time ,to plan and to invite? I add that this date"is a 
very provisional' one that would,:have to be confirmed !With Carol ~ 

, " 

" ' 

\ Thank you again foryour'materials to Carol and your Foundation's 
interest, in 'sponsoring, such 'an event. 

I ' 
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-mother,s:'

ofmvel1.tiort"·,
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:'iIQ;;/~~mightygr(JSs~rQots,moverrtent ,ofP{lr;e~tS'" , 
":withi#~ablet1 kids is ch.atigtngt~e'ria~io1'l':: ",:' , 

" I' '-, '" ' " 

.~' ~ . ': ", . ~ . ,'. . '\ ,B,ill clinton's chief domestic policy , Like RaSco, niillions ofmothers across 
, adviser is, not one of the West, ' the'Uriited States have been thiust,.uSu~ 

" , Wing's Rhodes ,scholars.,. In fact,· ally without,wapling, into becOming ad
," ,there is little, onCarolRascO~s early re:' , v.ocates ,for: disitbled 'children.• Often, 

sume to,s~ggest she would becoine tJie such , ' 'discotilltedas isolated' , 
'nation,'s Fi!StPolicy Wonk.Sh~studied' parents' ',t(, help ~an, ,"un
:to'be';an:~lem,eritary"school te~cher,: l,uck}r','; ~n ' , " In truth; these , 

, then:fp~nd) happiness woiking ,as , a 'parents. have' , a mighty 'grass:" 
",grad~1;chOoL:Counseloi: Until·Cllilton.: f~ots', ".,'They,hav¢'made, 
", ,,( ;~'-\,,>,"'-' ," ' ..<..;.\,' ..' ."" ' .'.,:'. ..,' '" -,.- ,,'. 'law:,and l)\'''.I\,;l<U-:'';;l' 

:,"~bas U"I.~"l1'JL 
"::'and chronicaUy,: 
,~.::who:retY03:se.~,yi·icci;(r()~hellith 
.,lcire:~o .we ar~.:al
,4owed;'a;generiition of disabled .. 

.:i~4~drento grO,wuP.to fu~ema-.' 
,: jorbreaktbroughs t11e~lves;: : 
-.. ' "Changing' things.·;CaroIRasco·:

.'. \'. is ExhibitA'in~he,proOfthai few' 
'experiences are morc~ em~er-, '. 

. jng""": even :radiealizing-,than. . 
.:being an a,clvocate for a disaoled, 


child.. "When Hamp.. was ,bom,. 

'.the;doctors thoughtlie would.ei": 


thee .' die 'withiil ,'48 hours:or, I 

.: shouldfmd· an: iIistitUtion . for . 

. .him,"reqillsl~.aScoiil':ber.large: 


wood-paneled :office iIi the: . 
. ,., ' 'WhiteHouseWest W~g;"I,felt 

':,', CAROL.RASCO .' ".Ihad,alotto6ffer,tokeephimal govemor;hirect her'for:a'suceession or: 
, i;:.';':'TOPCLINTON ADVISER· "':'llome,bu'fT¢ert~fuly n.~qedever:more imPorta:ntj~bS~ ...... , " ... , 

. .:' , . .'0'1.., '. ' .. " ..', .' '.. '. ...·help~" What:!:l~gan-aSherquest:. Fighting;for ,her son's' rights ,forced 
.c. ".... ~~~,IIattI~..~ools ,on behalf Of h"er son,.Hamp -:-:-',",.t6 .get' i:tdequatesociaI ~ services" ' RaSco, 'like other'similafIysituated·p3.f7' , 

:: :.~.;~. ha~. mUwPIe:disabilitieS ~and het~ other":.'~atia sch~lihg foilier son.put her .tents; to fmdyvays. to 'make: programs: •. 

.":~nsa;'film"ifieS~:That wo~BiII Clint~~'s' .rttem~~:-'.··.'on:a.:pa:th tobeOO~g.a .pr~si,: ,work.;Her. <;:hiiracter~testingeXperienCe , .' 


'':.' :- .... :.' .:,,'.'. .: ..• ' ~ "de~t~al·co,nfid~nte..and pO~lCY' provide~;ineffeCt,ahar~-kn?Ckseduca~ 

, " '.Ind now she's. hl5. ,dJief doniestlC policy. aide.' ','.giIr:t1.0nce ·~heleamed .how to , ·tion.in the shortcoming$ ofgovemment.' 


. .' ,.,'. ':~'. ,; ..' ,.' .'. " ".... ". ," ;change things for herown son.. . Surely Rasco is the only one. in 'her ' 
'. ::s~.nl,lloned: Ii~r to 'Washingt0ri" ~he had' . RaSci?:vorunte.ere~.'w~th aQ ,:.ArkaQ~ .'ctirrenl! postvv,hoever had to .struggleto " .. 

livedallbul-the first six months of her' children?s lobby toorganizeori behidf of. ' get a son qualifiedJor':S<:iCialSecurity'-' 
:Ii(~ )rt':Arkansa~: .What propelled' her' .pOor l;hildren.Her inside Ia10wiedge of, "disability'benefits~No'oth~rocctipant of I'. ,: ' 

t into an 'eXtraordinary public .lif~? The "state' programscaughphe eye:ofone'pf t~e office:eve~ had a Soc:;ialSecurity ~e~ ,; . 
. birth; 2Qyear:sago, of heI:multiply dis-'.the.gn;mp;s fomiders;.-liillaryRodltam ,workerabruptlycut'offavitalbutuncom- o,: 
abled SOil; Ramp:... . "'Clinton, whose husband; then the state's pleted meetirig ~ith a bru'sque:'''It's 12 
',:,' '. ",: ,i" ' '" { ",' f • I 'I,' , 

, , 
, . I "- ~ \ , , 

http:similafIysituated�p3.f7
http:would.ei
http:grO,wuP.to
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Ndvemberelection 
J:'aS mayor af Mi~neaP6lis/ -" .", 
/J'Uf~foniitcHine•.On1y a.,hlind':,', ,\ 
;;':.'ful of militarihWdtheci end up::) . 

. i1Inning for political office, of 
. , '.b,utm,anychange ' the 

P:~~·woln~:or:.at'l~t ,therr ooIIimti:': 
Most ,have needed'serv ' 

, ',

" ., 

ices for a child',but inst~d 'got 
.}C<iughr up'ina:,;rUl~pOun<;l sys:.:, 
,;'.;iem ()r ,stuclco1la JOllg 'waiti,ng .... 
,>Ji~t, SlJ,yS ~iki ~mith~ whq is p~, , 
:C0f.'a:group,g(pregon/women' , 
':who'Call themSelVes theM6th~· 
)\ers;fi-~Hell,<'.WQeri'yol1have(·· 
;'.:.a:diSll!Jled kid;' Ws like.sQm,eone, 

~, ., -

',' ~(,Irops,;in'"()n ,',yot,l::frOmoute,r,·:. 
c~,~,space'and,',says, >~Y:(rut· perfect", .. 
;<thil(,l~.QotperfeCt ,anymore,' ;~, , 
,'S<i.ys':Smith; :the ,mother 'of . a: . '. 
j\daugnter' \vith'~ Oowri~s, 'syn-; 
:"dro'me,'~<you'go'to: theserYice '," 
'system alld:mastqftenit's'help- •. 
.:fUl. But rpistakes ,:still happen; 
~.or sqmebody treats.youin a,~ay 
·~that'sunkind: or:pisrespectfu1~ .; 

,and' you get angry. Your,kid~s 
;" life is .(>.0:. thelin..e; That's . what ':, ' 

makes,amother froni'lieli." : 
:. '.QfteIl",thethings,a, mothe~ 

'/ >.dOes'for her 9\Vtl ~till4.erid, up: 
Lr-----:---,---:-----,---"""""-:,-'--,----:----,--.,.--~___;;__:__:_:_____,____,____,_-:--:_____:_-.--_;_-:---' '. ,>; helping ,many pth.erS.;Typi~~d is •. 

" ',. ;' 

',' ' 

. : .' ',' , " '. . .,.. ".'. , • JacquelynBr~nd. When;'.her 
'. "MARIA 'MEDINA':' ted, thefive,.<figitZIP>,:daught¢r Shoshllna, who ,11as~reb~aI', , 

,'." ~, , , \ ... ,' ,'P1fIC;4Gbi4.·crJV/~r' .',::,. ": ,:,~~.. Jof:~adocto{'Viho:; ',palsyangpOOr: vision,'begaiifallfugbe-: .. 
: '.' '. ..' ••", .':.".. i. .!",,:,,~ ';.,.haa.tr~te.a)~ini:Years·',ihind ip~hobl p¢catise.she(iCoul(,l n9t; 

. She.JUst wanted a ~'"""'c»o~ ~~ta~e.h~,~~~·· :·.ti¢{ore.'}:A:s<:a,:reslilt~';, :)grip,:apencil' or speak dearly; "Brand' . 
. ' 'to swim. But sh~ and Other'~ers'hel~. start Im~is',;'i'<RaSoo;js'i".acutelY c,Ori~:i .Au}(l.herhusb~nd;'Steph<;:n,:, ,s.et 'oui to " 

. ···'Fiiesta" "';':d" .' ,.' HI"'il'I·· '.. .i lla" '.'.", :-'-""·"f· 'r".·:· "c'sdous . .that.p,rograms:c>leafnall,.they',cOuld,.ab.out.rom,puters>, . 'Ed catj'. 
. ' U va an 'won mu .m lon....O r.p~ms, 0 i. ',', ;""k"""d .....' ,',,, ....J. ·'TIt',',;" "'. " I' . d . ,',':'''' ,,' ,'h'" " " ......... :, .',"," .' ,."",, , .' ',," ,;.' ",<:anioogooonpaper.,., eq>upe., eVIseda\systemwlt.a' 
 , 

, ..' "," ;. ... Spailis~-speaking kids with ~isabilities. .',;,<'. ". bl.lt fail in, pr,ac~iCei'a'! 'yoice' synthesjzer-:similar'.:t9 the' one .. 
'.' ,,' ,. .: :," fact ,tha(she:remiti(lsused:bysci~ntistStepheri Hawkirig, wh9 , 

'0'cl~k; the start ,of my iuhch hourJ, Ar\d Qintan of as 'they. work:. togeth~~ ;:oq "has ,Lou Oehrig'sdisease 7t~at,became' ' . 
. eerta:inly she is. the ficit'to ha:veher: son's' 'health carearidwelfary:r¢foIi:n:< /~<:~::/'. :Shoshai!a's ~ voice, ,her paper .and.~er " 
Dl.ultipage'· appt'iCaiion: for ,!disability, ... Barbara·.Roberts )s .another mili~ant 'p~ncil~ Today; ~he.19.,y~ar:-old;'high',' ." 
beI1~fits, rejectedbe<;ause; among'the mO,ther tiime.d canny ,politician: Whe~:" Sch(jol-sef\ior4lkes small partSjn schoo!, 
.score~ of details;she provideq on IS.years .the)oeal elementary'sch~I.sent, b9me:'pla}'s and plans to:g'lto.ooliege ..:;-.:<;· 

. ,of Halll:P's medical history;.~hehad omit- ,her; autistic ,6~year7Q14: son, '.Mike,; ~~d', . ":B,~and 'beCame .to ,technology;;what r . 
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is tn,etargetof 'a militant ,mother's, started ", , ofIowa !JIlperSuadeq 'adininiStratCir.,:<Arid, su~;, 
Y(;ork., J ldie Beckett's,daugnter,Kati«;' ,to, help'par<mts shar~ infonpation and< en~ugh,afew years lat~btQey did m~ef ", 
spent the first 3V2 years oCher'life in an' ,fight 'for, poliCy: Recently, :~he started a; ,on the steps of the U;S.:Supreme COurt,: 
Iowa hospital;' Vir~ encephalitis ,bad:' 'group'called Family Vdicesto 10b,b£onwhiChin 1984 gave Tatro:a'ViCt(j~ and " 

'struck in 1978~' when$he was' five ·health reform. Katie, nowlS and a'nigh sina: 'has'pr<?mpted ~,ools to Ip.eet:the'0 
'montltsold, ,shutting down' h¢r neuro- ,scnoolhonors studen; testified before ,medical Deeds; of t~hs 'qhhoitsanqs of., " 
,musculatS)'Stem and,f6,rcing,li~r onto,a/Hillary Clinton ,at onehearmg. "(don't disabled kids.' ,/, " i":, ,", '" '.' , 
',resp(rato'r. Beckett ,quickly .',', " " - '" ",:' ~,,~t.'l1ie~days,:an~wgeneration, 

,learned that Medicaid, would,",.ofi..!riiIitant"pareqtsjs;llUshirig, , 
, only; pay for Kat,ie/to liye ,in a':school,' distriCts',",'to the' 'furthest 
',' hc;>spital, e~~n, t~oughit" was' , " . ,,:trontier,ycUThey\' iiisi~f :tha:t' 

,'tens of thollsaildsofdqll;lrs a:,theii' ,childrenhayea ,ngQt 'to " ' 
'year cheaper to l~~ l;ier, Hve, a.f""takeevery class withnondisaQted' 
,borne, :wher:e,she ,cou~d breathe " "'ki<ls~ rathert!:taIl.l;le: segregated;;
:011 ap<>rtable:respiriltor, Beck- ". ",: . : ' .' " ", , , 
, etLw-rote"Ietiers'to' lawmakers' " "<2'\'" ,.,:".,:'.::!,J~,:'1j~~,:~~~_~,:,;,i'~,:,::'·,•• ',:T,:.",.

"flotiijg,the::stllpidity:' n91;' to", ','" ,. ',", ,,' ,',.",',' 

, ,: 

,'Aiidre~,Ca~em~'w~ to books:' 
She created a national' network 

'. :'oflocallending librarie~6f .the, ' "',\ "" " ",' ' 
'latest devices whiCh"disabled ,"Sh~SiyS,'rie~de(l;'~hetp:,a , 
cliiIdre,n ~~ ~dultseari tryout,,'>, beu~Wiih'ii~d~bled ' . , :Tatro/Said, thiS, W8.$' a; 
atpo~e" mschoolor'on,the., -:,: ',,"ii,,' "" 'i, ,', ,,',',:, ,ProCedure:'-she',di9Aat' 

. job.' Since 1983, the nonprofit .- ~cramento'Sch~1 the:/}'i '';';:;thatc9uld'beharidledby: 
J\lliance for Technology Access,' '. : .' counby to'step ",,'::;,: ateacher :or'3'Dw-se/Sch061 :(jffi-::"'" 

" whiCh' the California mothe(~\,!,""';'\-':',;,\"',(,, ,'\ , "~;':>:daIS:riOsiSied ifwas;'a"mediCal 
,': s~arted, With: grafltS trom "ApP'le'COmi '," c;::After" het :P;~uJ:e'thatneeJei-to;~,~~ne,bi: " ". 
, ·puter .. a:n~rother 'compariies,h~;e~tab7"" 'doctor;'The'effectwas to' exclude :the:i 
) lished 45 such centers "in 34states. , ' ,,' 'girl from schoOJ.'~I;Ii seeyouintheSu:;·:' 
. COStIj laws. F~equently, the, law, itself, 'pieme .couit,'\"Tatro.'b~tirtedou~at an':/ 

" :t 

", .., mention AheCI1.\eliY"-of. a :fis7 " •,;:~,~j~p~'H0Iof~;~-:If1{~I.9:!fl~' 
au.ly "~n!\Ound rulethat'kep~ ':~i , "when bet da~er ~~ ~as forCed ' 

-,' .'~~~~;t~~:;~:~~~~~::l~a~~:~: "", ,', ,111 Metf~id rules~o~ in uie " 

~?ffi.£~~~rii<"fEe:~;i ...•..... 
,df;iperident"childrenand:adults'",'300'000 ~getCareat 1icKine: . , 
,~tQ leave, ~rabhospi,t~l~oQms; " • . "',:' ; , 

',.49'" 
• I, ~ .• 
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: .:~ .. ': 
• land Humaq Services,:in faCt; haS begun . ~\:lestmediacoverage)andhowtocr~tea: conservative po~it~ciansquickIY'shut: 

. f. 

" 

~' , 

. ,,:'~" .:, L;t!, \ ,:' ,i'i."". -i .... ',: ': ":', '/. 

.iiARBARA'RO/JERTS ~ ,;;".' 
,GO:VERNOR OF 'OREGON ,:. 

'. '" ' .. "; "/: : . 

;'A folmerbOokkeePer. siie'began.h~'? . 
, ' \":, ~" ..,.,' ' . ,.,..', , : .' 

. poUticallife when a sehool refused to '. 

t~Ch h~ autisticsO~, MiI~.;Sa~d~~ . ' 
.Herd~e.tlob~.;g led to 'a n~.~ ", . 

: .Iaw·promisingall kidS an.~ucatiOn~ 
\, :, 

with. only disable,d'ories., Kim Coii-' 
nor says her. retardeQ ll-year-qld 
daughtet~RacheIJlolland" achieves,' 

.....~ far' more' academically and socially.' 
when ~hl;dearns side by side with 
· nondisabled kids~ Many school offi- , 

·eialssay such integration:would be . 
too Costly arid complicat~d:)'et Ra-: 
chel, who,Sacramento schooloffi- ' 

. dais . argued,.' would· never . master . \ 
·simple' skills and. needed· to pract!ce' 
reCess' indoors 'before she. Could join 

; . other kids· o'-!tSioe, is now in:' a:~pri- . 
: 'Jv'ateschool wltere.she spells; writes •.... Y . ,: .! . ,".. " , .,' , 

•....' j><>ems' ,ancl'.even' sPeaks Hebrew. The parents ~d disabled adults the'skills to . "move about to heat' up the actipn, get
farilily~scase is rising through. the court .stand uI"to obst~ate bun~aucracies; The, ting people' angrier; and' encouraging 

· System. arid'oould' set;. anation!li legal .. program inchide's:training in community,' .them to show their anger"): " .' ,: . ' .... 
I 

· precedent. . ", .. :" ; ... ' .. ',' ....... ' organizing tactics,: At one MinnesOta· ,.c' :"Doing a good jobl'Thisis AdvQ:CaCY .' 
.1 .. , Not .suw~isingly,,, s9~()Qtdistricts of- ,training sessioii;a con:uni.tni~ 'organizer' )01, straightou/9fSaul:f\lm.sky',s:classk '. , 
ten hate'.these pushy parents .. But at sought toturriparents from meffectual rulei>:for organIZers; But$henthe:old' 

.:higher' :levels'of 'goyernme,nt, . there· is ' 	Jettec'Yfitersiitto in~your~faceagitiitors... federal Office,6n~noniic OpportuIlh . 
,growingbelie(that, they are a for~for He tipped them tothe besttimeto·hOld (:; tyand~he.LegaL SeMces<:oreoratio~ '.' 
. good: The US.·' Dep<;li:tment··Of.Healtll ··demonstnition, (betorella.ID..' for ,the , ·funded,this:soJ1 o(grass~roOts actiVi~in, I' 

" 

' .'<1;,$1.8 ,million program to train parents .....sua::essful protest (appo,int:~'inciters"to" . down the llntipoverty programs.TeUing
.and their diildren'to. become;advo-~, ".1,.. ;.',', '.',' '. ; ::' 'ly; it :Was the Bushadministration., 

:. cates f()rserylces,.even.'tothe pOint ' .',- ,', ': ,';', ; that.(unded 'the neW ,parent pro~ '. ; 
, of agitating forsystemiCchangy or "OREGON'S MOTHERS, FROM HEL'L ..gtams.;Expi~ins Deborah McFad- " 
,J~adingstreet protests, .. ' ',', :",:' ,SUPPORiNETWO Rk ' den"Presideilt' Bush's commission~ 

The federal program is mOdeled af7 ,.' ~efidrt fc;r properservices "is What'makes a:,' error developmen~l disabilities at 
te): Mirines6ta'ssuccessfuIParthers in ',' . . . , ',,' . ,HHS: "'Parents know' best' the 
·policyinaking, founded iri1987. The,' mother,from hell,"saYS,Niki S~ith (farri~I~,Th~: . needs'of their .children." Huh 
,idfa, ~,aysCol!een.,Wietk, h~~ of th~," giouP'ni~ often to slutre e~riences.Maily ~ve schools, w,iil·f(!sist.', their' sugges7 , 

'.' Govem()r'~PlannmgCounql on De-. '. ". . .' '. ;. ...• ". ; '.. '. ". tions, she says; ,claiming they' are' 
· .. ·veloj:lIriental Disabilities, -was to give 

• 

. ,"gotten Jobs magem:tes.thathelp th,e dlSab~7. ' ,: .too, technical of: "too exPensiv'e,, . 
.\... ~, I," •. .' , . . "The unfbrt~natetruth;" _says' 

'Mcraqden, who changed her. 
, . :agency's missio.n froIll research. to' 
.\ . advocacy . tiaining, "is that, if you . 

arettatedin, 'Your.sch60isYstem, 
;'you'reprobabiy doing~ good job;" 
", 'That is 'why. Sl,lCh mothers orga~ 

;nize themselves into, neighbor~ " 
I hoOd, nationwide and .even' inter~. 
. national n~tworks~ many of them; " 
, ,ad hoc andundergroimd. :IDe Ore': 

, 'g~,rt Mothe,rs from"Hell,'meet 
monthly, sometimes over potluck 

, suppers. ~·'We've infiltrated the sys; . 

. 
. ,tem,""says Kathryn Weit, explain7 


,"Jng how ma'ny takejobs in far-flung 

. .. parts of ,the 'social-servicesysteril," 

• 'in ,effectbeooming moles deep', . 
'within.the' ;bure~ucracY.Weir 

'" .·works,for a stat~wide parent train
" '. I'.· 

.. :'.' 

..: ) 

'~ , ... 

',J: . 

, , ~., \ 

o
\:' 

",' :
."'. 

.. .:;" 
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.;::{;:,r,':i~~~ff~;~1$~i!' .' 
"", . 

:':;·;':;!';·~·?\!~i2:!..t:U~';;?~~~;:":'li:;!':;';· ,,' ":::,), .. , '" ..... , .'. 
."'.'/. ::~AfterWorfd..gtogetgoOdSchooling : 

.,..••.•.".;';"~" ,.:,:" .•fOr.·',,~.;,h ...,.~d.,.isa.:a;,:'.·.':pab,~edre·.·."nts'~a '_._~'.;.Ja.)~~.}s.,:~.•.e,.·....._.er,:'me.·.: ..•uglrJre·. .. . ........ ", .' ... ~....u....
..

., '., .,,~~'NOw,$he'sbelPiniRUSsianfamHieS. 

.}:;'?~'.~"~:a:Si~nar,,~~~ '.'; 
. ' " . . ' '. 


, ::. '. '~ggtotip;'an~thermother~Ssiscl

.:l·.' it: 'lawyer, w~o,brmgs disability,' 


. ", compJ~ints, 'and stillan9ther,. 


.," 

, 

· '.. who. worksf6r . a :huge . philan- .'. . 
iliropicQrgan~tion;'teacht':sthe . 

'mothers h6wto writegi"antappli", 
-.. catiQns:,Poolingthei~ ti3Jents; , 
· .these_,"activist 'moms' ~~te~ ftle9 .. ' 
..'ruidwon Mothers from Hell v. EuJ ' ' 

".. ,'teach 'oth.ers., how 'to"· get· ser0ces. ·ahd c tl,le : lack 'of~lVi~Ces ill their, Chic.agi:> \N~ tensions. :Nati~nWide.'th~ mOVe" ' 
, ;. technology, ,and legal and medical, :ad~', neighborhood, Maria Medina. took. her merit is not w~thout: growing· pains; 

.. .,' :viCt'::SaysMartha, Ziegler~,who:start~d. 'sonMo~; 'Y,bo :has P?wn's s:YnOrome/'~ere is:einerginften~io.n;~or' exampl~, . 
· the first center,"Most. p¥"en~ 'orchil-· .by: t::Wo'buses and a tra.Ip, an hour,.each' ,between parents and theIr dlSabledC::hiI-. . 

· gene Sc~IDistrict, a legal acti<;>n ··.Spanish-speaIqng·frunilies; FiestaEdu- y; 
, '. that enoed the. exclusion ofdis-cativa has also forced schools'to hire spe- . 
.. . abled kids from summer, schooL, ,." , " "' cial-education ; teachers who ,a.r;ebiliD. .. 

. ~e~bie" isolation.'" BeCause :shared' voca~~s were almost always white' aridgual. Perhaps the sur,estsigil of suc:cess,. 
" knowledge is p<?wer, parents have start- often wealthy, today's actiVists include . says Medina, is that the mothers now· 
· .e4 '67 federally fund~ Pare,iit Info~!l-' poor. and 'miri6rity parents;. ,like .the' , 'have an 'amicable p~rierShip yiith state ,. 
·tion and Training Centers. These . are ,mothers, ·of. illinois Fiesta Educativa. officials'ano cancaU upwliom theywailt,'. " 

. ;run,hlrh~sfSQleIy by. activist mothers,'to~ ,These ~tmo'woDlenwere ,angered:by . when t~ey want,ano get.att'ention. ' . 

'., 

."'", . 

,. .., ' . )', 

.~:~:xt~ft~C:eiih~~~t~r:hd~~"~~ .'.' 
; cials who. made such deCisions? When '. 

Gov. 'Jru;nesThomps()Dsnubbed their .' 

.inVitation tothlkin 1989, 250. mothers . 

marched to, hismimsion. The, resulting . 


.television, and 'newspaper coverage .. 

,forced tll~ governprto meee.with the '" 

mothers and support ,a parkS program. ' .. 

" Since then, the group's victories have . 
.included' a$2 ·miUiQIl-'."feSpite program';"}' " " . 

.~J:f~i~$:.~ili:~e.~.~~:/
"""'WASHINGT,ON LO'so.nto'swini•. ~Qe'larid,other"mothers,,,' 

Duioy, of tQem" single' and, uo.e,mployed, ' : '. 
I~ote,'to.the,city,asking for<a ,similar.~ 

..·.'.·.'; 'ih~f~n!~rf:~f~~t,~\~;s~~" 
shquld write...,.p~~ha:t ~~c~t(j 'Say~,', 

' theirlettergotno'res})(;l~;'Butwith,' 

,\dren~~th diSabiliti~'go through ..' ' .. '" 
· '.If period' ofterrible i~lation aJ?d 
.'. ,Ione~e~. Mimy of us come out 

: bfitwantingJohelp other par-, 
... ' entsnot. .suffer: quit~~'.mucp;,',',. 

", .One • ,mother, Patt:lcla:McQlll I 

Sm~th~;'. acts! as the . WasbingtQIl:, 

'.. ,', voice ' for these parents: She rtms" 


.. : . the National Parent Network' on. 

Disabilities. and 'fa~ries th-eir,. 


,message;onhealth ..careand oth~, 


er· !s5UeS dir~t1y to l~wrria.kers~ . 
.,Although, lIlilitan~ 'parents 


.haye won.new laws and federally 

.. , funded support ~programs, for, 


<. 'dren"as ,c~ildre~ grow hito,adult self..';, ..' 
lldvocates! and· start groups::thatoopi;-·· , . 
,pete, for funding and' stature. An~,,' 
'although militant.' mothers and fa~ers , 
·aremore .expe.rttha,t1 :ev,er; ,~heir issu,es '.. 
have become , more . ~mplicatt\d· and. 

,harder:tq'resolve;SayS parent' advocate .•. 
'.' Rud Tum.bUUof th~:_Univ~rsity:of Kart- ' 

.sa's"., Distiib\lting lirilite!1.health care, r~.;, 
SciuJ;<,:es? fo~exampl~, canpjt tho~ whp . 

. benefit fiQm.expanded access ,to basiC .., 
.serViceS: against .. th6S,e' whormayneed ' . 
costirandexcept!onlllpn~s,::; ,-,', 

.,: StIll, the mosten<;lunnglegacy of md- '.' . 
'itant'mqIIls is theiJ::.·militlinf. kid~. ,Hav~' 

the most part, par~nt groups rul),ing'watchedhow·~heir:parents' fo~g~t 
on a shoes~ring and volunteer . 
'pow.er~ Yee'their ama~eur statUs . 
belies. their. soPhi~tication. Typi-"', 

':'. caI.is·tpe· N~tioilal. Down"Syn
'.drome' Congress; begun in 1972 


... ,by parents cOncerned byrepo~ . 
. ' thtltdoctors:did i1otactaggres~. 

· . sively'tp lceep ,~ucJtchildr~naliv~ 

':i·atb~. :mt~mothers have cuk 


tiyated 'syrIlpathetiC docto~anq 
.' 'nlJrs~: a<;ross the· c;OUlitry~ who: 
": now. tip .off,;thep~entsalJllost '., 

anytiJne.achild with Dowri~s syn':. . 
· droniejs,borri~,Thenew mother' '.i':. >'," ,'>, ',';>"" ... "... . 

'" gets. a,pJIone ... call,:USU;llly, within!~~:for hfi~,~nddaUghter:~ber'.1rl10I.a~ 

..•... 
,. , 

to provide 'temporary ID'"h(jme Care for" 

. ~ . 

for them; many disabled people . grow 
tip to beforCefu1Self-advocat~;It 'is 

. di~abled people' thenis~lves'.who are •. 
. em~rging.to take·the·lead ani most dis-.': 
ability.iSsues, starting their owii orgarii
zation~ to, work·alon~ide.the· oneS' be-· .. 
gun by:tbeir',P¥eittS;-:- ,',';";:" '. ".' 
;', ()ne SJJch.,adv,cIClite:· js".Robeit. Wil-' : 

. wpo 'was tec:;eritly apPQintedby' . 
. . Clinton't()head;the Adminis~·· ".' 
:triltion 'on Developmental Disabilities., .. 
at 'HHS, Says Wil1~~tris,who,ha:sce're-' : 

.bral, p~y:",For chi,ldren to believe .in 
.tbem~elves; 'they: have 'to se(\: that their 
'parents believedn .them and are willing 
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