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August 3, 1994

FOUNDATION
—for—
Carol Rasco TECHNOLOGY
Assistant to the President for Domestic Policy ACCESS
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, fam11y members and people with disabilities
ourselves, we related thoroughly to your experiences as a parent, your philosophy of life, and
your important work with the 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.

'Thank you also, ‘for your kind words about our new book, Computer Resources for People with

Disabilities. 1ike Joe Shapiro’s article, “The Mothers of Invention,” 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 Mattel Foundation, joined us at your luncheon table.
Upon hearing about your interest in a reunion, she immediately offered the Mattel 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 agaih 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,

Jacquelyn Brand - R R , R A
Exccutlve Dlrector S L T S E AL '1 RN '*\".'.j"'-‘i‘-.::':.'. T “-":'.‘aﬁ,«'i. B

i
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MEMORANDUM TO JANICE NAKAYAMA

FROM: Stanley S. Herr¢>g2;~\

Q”( cc: ©  carol H. Rasco
' SUBJ: Reunlon of the Mothers of Inventlon -

: bATE: September 13, 1994

‘

Per your request please £ind the attached uU. S News artlcle on
the Mothers of Inventlon.' , o o ‘

‘The main proflles are of Carol Governor Barbara Roberts :
Jacquelyn Brand, Julie Beckett, Mary Tatro, Kim Connor,’ Patricia -
‘McGill Smith, Martha Ziegler, and Marina Medlna. Others. mothers
(and at least one father, Rud Turnbull) are noted in passing.
Carol s, schedule appears to. perclude a November reunion i but
perhaps 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 prov151onal one that would. have to be confirmed with Carol

s
Tt

« Thank you agaln for. your ‘materials to Carol and your Foundatlon S

interest in sponsorlng such ‘an event. o ‘ .
) ‘ . ;
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n 111 Clmton s chnef domestxc pohcy
adviser ‘is'not one of “the West -
Wing’s Rhodes scholars. In’ fact,

sumé to-suggest she would become: the:
; :natlon s First.Policy Wonk. ‘She ‘studied
- to“be’;an’: clementary-school teacher, -
then: found 'happmess working ‘as a_

biv CLINTON AD V!SER

lived .all. but -the first six months of her’
) into an’ “extraordinary public. life? The.

Vabled son Hamp i

PR e

. ff-:f' Howa nghty gmss-roats movement of parents 4
| ;fWZth dzsabled kzds i changmg the natwn o {‘\fi_,._ )

I .i'there is little. on Carol Rasco’s early ré-

grade-school ’counselor Untﬂ Clmton |

CAROL RASCO L

jfsummoned her. to’Washmgton she had '
""‘llt'e .in‘Arkansas. What propelled her.|

1" birth, 20 years ago, of er: mult:p y dss—*;

kae Rasco, mxlhons of mothers across

the United States have been thrust, usu-. -

ally without-warning, ifito becommg ad-
" vocates - for | disabled children. . Often,
“such mothers get discounted as 1solated
parents’ ﬂaxlmg away ‘to help ‘an “un-
. lucky” son or:daughter. In truth, these
parents have launched a mighity ‘grass-
reots campaign. - They ‘have: 'made:
:. schools, the law.and social-serv- :
" ik departments more. humane
and more- eﬁﬁc:ent Their Work
has helped not just the disabled
“and chrommlly ill:but all ‘those
who rely o services ffom health -
“care:to welfare. And it hasal-".
lowed-a. generatmn of. drsabled
children to grow up to take ma
or breakthroughs themselves -
- Changing things. Carol Rasco
" is Exhibit A'in the. proof that few"

.ing—even 'radicalizing — than
- bemg an advocate for a dlsabled
_ child. “When Hamp was born,

:".the doctors thought he would-gi- :

- should find - an’ institution " for -
- him,” recalls ‘Rasco in hcr large

‘White House West Wing: “I felt :
.. Thad alot to offer to keep ] him at.
~'horne, but"'] - certainly- neéeded
~help.” Whait: began as her’ quest
0. get ‘adequate socnal services’
andchooling for her son-put her:
“on'a path to becormng 2 presi-:
" dential " -confidante” .and policy’
"iguru ‘Once shé learned. how'to.
- :change things for- her own son,
Rasco .volunteered. . with: an: Arkansas
children’s lobby. to- orgamze ori behalf of .
poor children. Her inside knowledge of

“state’ programs caught'the eye of oné of .
~the . group’s founders,’ Hlllary Rodham’

Clmton whose husband then the state s

& expenences are more empower— ;

ther die ‘within 48 hours™or I.

wood-paneled :office ‘in the'|

: govemor, htred her for ‘a Successmn of'i L
-“ever:more lmportant ]obs '

1 Rasoo, like other similarly:situated par-* .~
‘ents, . to find ‘ways. to-'make programs R
.work. Her character-testmg experience .-
fprovlded in effect, a hard-knocks educa- -
‘tior in the shortcomings of govemment ’

current post whoever had to struggle'to_ -
“get a som quahﬁed for':Social Security -
disability benefits. No'other occupant of
the office evér had a Social Security case-
~worker abruptly cutoff avital but uncom-
. pleted meetmg thh a brusque eIt 12

-Fighting for, her son’s: rights forced

Surely Rasco is'the only one: in her

Us, NEW'S s. WORLD Rapom JANUARY 10, 904 -
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. the birth of a severely disabled

to/a’ pohtl&l career that culmx-
nated in her November electnon‘
:;as mayor of aneapohs.

- “Life on the-line. Only a. hand-

e o

« 4

tem or. stuck on a.long’ waltmg
list, s says Niki Smith, who is part
of ‘a‘ group-of Oregon women
who'call themselvés the Moth::

IR

disabled kid; it’s like someone -
drops in +On “you “from . outer .’
: ‘ fYour’ perfect-‘ .
says’. “Smith, -the ‘mother ‘of a .
daughter” w1th Down S “syn-,
drome.““You'go to: the Service °
- system and most often it’s help—-
- ful:- But, mistakes :still happen,
~or somebody treats you'in a.way’
‘ ‘*thats unkind. or: disréspectful, -
- -and’ you geét angry. Your kid’s

makes a mother from hell.” :
~Often, -the things a- mother

does for her own cluld end. up.:-

helpmg many others. “Typical is °

: “0 clock, the start of my lunch hour. ’ And“
. Certainly she is. the firstto have her son’s::
multlpage apphcatlon for «disability.
benefits rejected “because, among ‘the |
*1 'scores of details she prowded on 18 years
-of Hamp S meércal hlstory,vsheha'd omit-+

- to smm. Bui she and other moﬂlers helped start Eﬁ'nols
e “‘ﬁsta Educahva and won multimililon-dollar pmgrams fo

"~health care and welfare reform. -

“Barbara- Roberts-is. another militant
mother ‘turnéd canny pohttcxan When

the: local elementary -school. sent, home”
‘her: aut:stlc 6-year-old son Mxke and

g - Jacquelyn Brand. When her
daughter Shoshana who. has -cerebral

- palsy-and poor vision, begari. fallmg be- .

hmd in- schiool because .she -could not
‘al pencﬂ or_speak: clearly, ‘Brand
and ‘her husband /Stephen,. set -out to .°
earn. all-they could abou
The: couple devised | \system” with - a *

‘used. by scientist Stephen Hawkmg, whio

~has Lou Gehrig’s disease —that- became .
;Shoshana’s , voice, : her paper .and: her -
pencil. Today, the' 19-year-old hlgh
: school senior takes small parts in school .
»fplays ‘anid plans to go to.college..

Brand became to ‘technology what

' USNE@&WQRLD REPORT, JANUARY 10,1084 = - -

-

e

governor of Oregon: Sumlarly, o

ers frotn Hell. “When you have ;-

it computers. -,

daughter * helped turn’ Sharon’
Sayles :Belton: from a 20-year- '
old; smgle-mom college student "

3 ful of militant ‘pothers end up: J

*% .| running for political office, . of

g *" | j:course, .but many ‘changé . the

i orld, or. at-least their comimu- -
¢ ¢ [ /nities.-Most have needed 'serv-~ |
E 3 ices for a chlld but instead got
iy caught, up-in a mlebound sys-

“+life: is on’"the line. That’s' what_ -

é:\

voice’ synthesnzer -similar’to the' one .
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o Andrew ,Carneg;e was t6 books

. ;;.

o 'chﬂdreu and adults can-try out

|- as'thé Katie Beckett.waiver. It -

She created a: national’ network
of local lending libraries of the
. ‘latest devices, which’ disabled

~at-home,  in: school -or *on - ‘the
]Qb Since” 1983, the. nonprofit
- Alliarice for Technology Access,
- which “the’ California’ mother.
-, started_with. granits “from’ “Apple”Co
puter and other compames has estd
hshed 45 such centers in 34 states.

- Costly Taws. Frequently, the law; itself 4|
_is the “target of -a- militant" mothers{.

~work. Julie Beckett’s. daughter, Katie,
¢ speént the first 3% years of her life in au;'~
~ Jowa hOSpltal ~viral encephalitis hadd-
““striick in-1978, when- she was® flve
. -months old, .shutting down' her neuro-.
muscular system and. forcing-her onto aﬁ

rcspnrator Beckett -quickly .

‘10, heEp patents. sharé’ information and,
fight for: policy. Recently, she started a.
group.called Family Voices to lobby on -
health reform. Katie, now:15 and a high -
schiool ‘honors student; testified before

Hllla Chnton t one. hearmg “1 dont

- learned that Medicaid would
- only. pay for Katie.to live in a -
hospxtal even though it was
Jtens of thousands' of dollars a
" year-cheaper. to let her, live, at_
home, where she could breath
‘on a portable ‘respirator. Beck--
. ett.wrote letters to” lawmakers:
notmg ‘the:stupidity —not {0’
" mention .the' cruelty— —of a fi
- cally: unsound tule ‘that 'kept:a i |
" child separated frofr her family. - .

~In- 1981 President Rouald Rea< -
gan ¢reated what iis-now’known’

has allowed Katie ‘and,- today,
. some 300, 000 other “technologyﬁ
dependent” children and-adults -
to leave drab hospxtal rooms e

: glrl from school. “I’ll see yoii in.the Su-
_pteme, Court,” Tatro:blurted out-at a
‘unpersuaded ‘administrator. .And _sure;.:
enough a.few years later: they did meet: | .
.on the steps of the US. Suprcme Court," |
-which in 1984 gave Tatro a: victoty and" - .
* since has prompted schools to meet:the -
- medical needs: of te‘ns-’of
dnsabled kxds

“kids;. rather than .bé:

" USNEWS'& WORLD REPORT, JANUARY 16,1994 . _

C o
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.'-thousands ,of

_their children have ‘a nght 10 -
“take every class with nondxsabled o

“of . hospxtals,‘;iﬁ S
tacles“at the: '

aw: won by -activist parerits who | .
“nioted that some800 000 children - -

th disabilities’ got.no schoolmg =
. at all—gave ‘disabled kids - ther-> | &
first guarantee that they couldgo |

tbat prompted Prwdent Reagan tol .
chaugeﬂ'eoosﬂyrules. NowKateeand :
5’?90;"00 mﬁg:ga;g:mﬁ hote.




wrth only dlsabled ones., Klm Con-

{ .~ far ‘moré’ academically and socrally
- when she ‘learns- side by. side with -
.nondasabled kids. Many school offi-
~'¢ials"say such integration-would be -
.+ "too costly and complicated. Yet Ra-:
- ~chel, who, .Sacramento school offi- i
. clals - argued would - never master-
.",snmple skills and needed to pmctzce
“ “recess indoors before she could j join
|, ‘other kids-outside, is now in‘a.pri- .- |
- :vate school where.she spells, writes -~
*poems and’.even" speaks Hebrew. The
o famrly~s case. is rising through. thé court |
. “system_ and’ could set-a natronal legali
_precedent. - .-
.. Not surprlsmgly, school drstncts of—,(

A former bookkeeper, she began her )

pol'rueal l:fe when a school reﬁtsed to
teach her autxstlc son, Mnke Sanders
Her dogged lobhymg led to a new state
law pmmssmg all ktds an educatron.

l L

nor says her retarded 11—year-old
daughter ‘Rachel Holland, achieves .

1 hate these: pushy ‘parents. . But at

+ ‘higher Tévels :of - ‘government, .there-is -

‘| . growing belief that they are a forge for |
¢ -good. The U.S. Depanment ‘of Health"

"..~and Human Services, in fact, has. begun

" a'$1.8 million program to train parents |

: ‘..and their children to. become :advo-

- cates for seryices, 4 even to_the pomt

of agitating for. systemrc change or

- leadmg street protests.

“The federal program is modeled : af i

.| ter Mirinesota’s successful Partnersin -
‘ .jijolrcymakmg, founded in'1987. The -
" xdca says: Colleen Wieck, head of the.
.|" + Governor’s: Planning Council ‘on -De- -
'l,;ivelopmcntal Drsabrhtles, ‘was, to glve'

N e T e

~parents and .dlsabled adults the: skrlls o'}
stand up'to obstinate bureaucracies: The’
“program ‘includes’ trammg in community .

-training session, a community organizer’
‘sought to turn parents from ineffectual
letter writers into in-your-face. agitators. -
He tlpped them to the best time to-hold a -
~demonstration. (before 11 “a.m. for.the |
. best media coverage) and how tocreatea |
successful protest (appomt mcrters” 10

.
P

OREGON 'S MO?’HERS FROM HELL
SUPPORT NETWORK

The figirt for proper semces “ls what makes a’

mother from Irell ” says N:kn Smlth (far nght) The -
group meets often to share expenences Many have

gotten lobs m agencla that help the dtsabied

~ting -people angrier” and encoura;
them to show their anger”). -
orgamzmg ‘tactics: At one’ Minnesota - o i
101, straight ofit of Saul Alinsky’s:classic '
“rules for orgamzers. But_when ‘the old
“federal Office on Economic Opportum-

funded. thissort of ' ‘grags-roots activism, -

“move. about to heat up- the actron,'v get- h

ing

o

“Doing a good job.” This-is Advocacy

ty and the Legal Services Corporatlon

conservative politicians qu‘ckly shut
down the antipoverty prograris. Tellmg—
ly, it was the Bush-administration
* that funded the- few parent. pro- .
* grams.: Explains Deborah McFad- |
< den, President Bush’s comrnission-
- erfor developmemal disabilities at.
"HHS: “Parents know: best' the
‘needs: of their childrén.” But:.
- schools. will resist _their: sugges— .
- tions, she.’ says, clarmmg they are”
-too . technical ., or ;too expensive.. -
““The unfortunate -truth,” says
McFadden, who - changed her .
*.agency’s mission from research. to-
“-advocacy trammg, ‘is -that if ‘you
- are ‘hated in -your school system,:.
..‘_'you re probably doing'a good job:”
» That is ‘why such mothers orga-
mze themselves - into neaghbor—
" hood, nationwide and even’ inter- -
. national networks, many of them
+ ad hoc and. underground The Ore-"
-gor Mothers. from- Hell ‘meet .
: monthly, sometrmes over potluck
2 suppers “We've infiltrated the sys-
,tem, ‘says Kathryn' Weit, explain:
~.ing how many take: ‘jobsin far- -flung
\parts of .the-social- semce system,”

s

R

“within the bureaucracy. ‘Weit
~works-for a starowlde parent train-

TV,

T

“in- effect becommg moles deéep - ,


http:betorella.ID

o

-4 ‘lawyer . who . brings " disability
"+ complaints, and"still ‘another,.
. ".who  works for .z large phllan-

* mothers how to write grant: apph—
" :¢ations. Poolmg thetr ta]ents,
1" these. activist ‘moms' wrote, filed
** and won Mothers from Hell v. Eu: -

:4 ' that_ended the exclusion ; of dls-
: abled ktds from summer, school

a penod of. temble isolation and

“of it wantmg to help other par—, :
~“ents"not suffer quite ‘so much.”- !

- voice for these parents. She runs.
* ‘thé National Parent Network-on .

' - message :on health care and oth: .

... funded support ‘programs, for ,

.on a. shoestnng ‘and volunteer

"' _cal js the’ National Down Syn-
- drome Congress begun in: 1972
.|, . by parents concerned by- Teports.
- "that doctors_did not act ‘aggrés-_
o snvely to keep ; such children alive .
~i“at birth. These mothers have cul- -
. -tivated sympathettc doctors and
|~ nurses; across_the- country, | who -
“.new. tip off :the parents almost
_ anytime a child with Down’s syn--
. dromeis born. The new mother .
. getsa phone ¢all,; usually within..
48 hours; offermgean instant net-
~‘work of support and advice:

g group, another mother assists’

thropic orgamzatton, teaches the

gené School District, a legal action-

* “Terrible’ ‘isolation.” Because shared

o knowledge is power, parents have start--
- ed 67 federally funded Parent Informa-
".tion and’Training Centers, These are
‘run, almost solely by. activist mothers to” |
|" - teach ‘others. how ‘to” get  services. -and*
‘{77, technology, and legal-and medical ‘ad-
“wvice. Says:Martha Ziegler, who: started- |
‘the first: center, “Most_paerits ‘of ‘chil-.

“vdreniwith dtsabthttes go through

,,,,,

‘One: mother Patricia: Mcthl
Smith,: acts’.as -the” Washmgtony'
Dtsabllltles and, carries their
erissues directly to lawmakers
Although militant ‘parents”
have won new laws and: federally

the most part; parent groups run.

‘power. Yet'their amateur status
belies their sophistication, Typi-".

vocates were almost always whlte and

often wealthy, todays activists mclude
‘poor. and ‘minority parents,  like the':
» mothers - of- Illinois Fiesta Educativa, :
‘These Latino: women were angered.by’
the :lack "of 'services in their-Chicago
nelghborhood "Maria Medina. took her_
son Moises; who'has Down’s syndrome
by two buses and a tram an hour each

'S\Vtmmmg poo] that would ‘teach Thér

‘son 'to-swim.. She. and’ other . mothers, V‘ A

many.of them, smgle and unemployed

| .wrote. 'to. the ity .asking for- a sumlar
program for, theif kids. At first, ‘since -

p

they. didn’t really know. to whom they -,
should write—or. what exactly t0 say— . -
their letter got 0o Tesponse. 'But: with*

“the-help of a community-: organizer, they

learned to target. the state and city offi-* -

| cials: who 'made sueh decisions! When "

Gov. ‘James Thompson ‘$nubbed _theit’

| .invitation to-talk in 1989, 250. mothers -

marched to his. mansion. The resulting °

‘television and ° newspaper. coverage..

| forced the governor to mieet with the.
‘mothers ‘and support.a parks program

Since then, the group’s victories have

‘ L'tncluded a $2 million “respite program,”, |

to provide temporary in-home care for”

', - Spanish-speaking families. Fiesta Edu- .

cativa has also forcéd schools to hire spe-

- cial-education . teachers " wbo are bilin-
 gual. Perhaps the surest sign of success, .
.says Medina, is that the mothers now .
“have an amjcable partnership with state

_officials: and can-call up whom they want,
‘when they want and gét.attention. :

"New. tensions. Nationwide, the move-
ment is not without: growing - pains.’

“There is emergmg ‘tension, for example,
-between parents and their disabled-chil-.
.| dren,. as xchtldren grow into-adult self-;.

advocates’and- start groups that Com-"
- pete- for fundmg andstature. And

| although militant. mothérs and fathiers

.are more expert’ than .ever, their issues -

i have - become more” comphcated ‘and.

_harder 0 Tesolve; says parent advocate
Rud ‘Tuinbull of the: University-of Kan- -

' . sas. Dlstnbutmg ltnuted health care re- -

sources, fof’ example can plt those who '

1 benefit from .expanded acicess to basic -

‘services  against. those’ who,_may need
costly and exceptlonal ones..

- Still, the most endunng legacy of tml- .
1tant moms is their militant-kids. Hav-'
-ing~watched how: their- -parents fought A
for them, many disabled people grow’ .

up to be forceful self-advocates. It is -
dtsabled people’ themselves -who are -
-emerging. to take the lead on° most dlS-
‘ability issues, starting their own organi-
zations' to, work - alongs1de the ones: be--.-
gun by: their, parents. -

.One such. advocate

:Roben Wil

: llarns, who ‘was’ recently  appointed. by

Presndent Clinton to head the Adminis- -

“tration".on Developmental Dtsabllmes

at ‘HHS. Says Williams, who_has cere-"
.bral_palsy:: “For- children. to believe in

{ themselves, ‘they: have 'to see’ that their "\

parents believe in them and are wxlhng
to'go: to‘bat for. them T

'though _the first parent ad




