Dear President Clinton:

People with disabilities want lives that are as typical and as varied as their
fellow citizens. They want what all Americans want - a place to live, a job,
reliable transportation, and enjoyment of life. People with disabilities are
impoverished in terms of money, choices and opportunities. The long term
care system is broken and must be reformed. Too often current funding is
used for:

- exclusion than inclusion; and

- creates a bias toward institutional services rather than leveling the
playing field between institutional and community services.

The current system supports programs not people. Your proposals begin the
process of developing a system that supports people in the lives that they want.
We want services in the community that support people in being members of

. their communities.

We commend you for your long term services advocacy and strongly urge you
to protect long term care reform as part of the health care initiative.

Signed by the participants of the President’s Committee on Mental Retardation’s Reform Agenda
Conference, April 26, 1994, '
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*As promised here is the quote from-the—recernrt—FECH
Ameaéments~ﬁe%—%ha%—%Lve_pxeuious%y-highiighted—forﬂyou-8ee
: e ' a similar Congressional finding

in the DD Amendments Act. C/}// &) $/01 (=) 2)

Extracts from opening remarks of Gary Blumental, PCMR exceutive
director. (Appe C

« some extracts from the findings and purpose clauses of the
DD Assistance and Bill of rights Act Amendments of 1994, PL 103~
230 (April 6, 199%3
Cheers! )

+« extract from parents' speech re graduation aspirations for
their 2-year old daughter with Downs syndrome Cf&%o ZQ)
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The question was taken and (two-
hirds having voted in favor thereof)
he rules were suspended, and the bill,
» amended, was passed.

A motion to mconsider was laid on
he table .

XONFERNCE REPORT ON 8. 1284,
DEVELOPMENTAL DISABILITIES
ASSISTANCE AND ' BILL OF
RtGBTS ACT AMENDMENTS OF
1994

Mr. WAXMAN submir.ted the follow-
ng conference report and statement on

he Senats bill (8. 1284) to amend the .

sevelopmental Disabilities Assistance
nd Bill of Rights Act to expand or

10dify oertain provisions relating to .

rograms for individuals with devel-
pmental disabilities, Federal assist-
nce for priority area activities for in-
ividuals with developmental disabil-
Jes, protection and advocacy of indi-
{dual rights, university affiliated pro-
rams, and projects of national signifl-
ance, and for other purposes: :
CONFERENCE REPORT (H. REPT. 103-442)

The committes of conference on the dis-
trecing votes of the two Houses on the
nendment of tte House to the bill (S. 1284),
) amend the Developmertal Disabdilities As-
stance and Bill of Rights Act to expand or
odify certaln provisions relating to pro-
ams for individuals with developmental
isabilities, Federal assistance for priority
#a activities for individuals with devel-
smental disadilities. protection and advo-
wy of individoal rights, university affili-
#d programs, and projects of nationsl sig-
ificance, and for other purposes, having
e, after full and free conference, have
rreed to recommend and do recommend o
eir respective Houses as follows: .

That the Senate recede from {ts disagree-
ont to the amendment of the House and
ree to the same with an amendment as fol-

ws: . .
In lieu of the matter proposed to be in-
rted by the House amendment, insert the
Howing: .
LTION 1. SHORT rnu. TABLE OF CONTENTS.
(a) SHORT TITLE~This Act may be cited as
e “Developmental Disabilities Assistance and
11 of Rights Act Amendmenis of 1994,
(b) TaBiLx OF CONTENTS.—The table of con-
nts is a3 Jollovws. .
. 1. Short title; table of contents.
€. 3. Refevences. .
TITLE —~CENERAL PROVISIONS
. 101. Headings and short title. )
. 102. Pindings and purposes. .
. Deftnitions. .

. Fedeval ghare,
. Records and cudm

Recovery.
L mmammm.

. Responsidilitier of the Secretary.
Mmlt of handicapped individ-

M cf uu develomnwfy dis-
abled.

soanansan;
BB

o

.

TLE li—-FEDERAL AﬁlSTAhCE FOR PRI
ORITY AREA ACTIVITIES FOR INDIVID-
l‘#}g WITH DEVELOPMENTAL DISABIL-

¢. 201. Part heading.

22. Purpose.

X3, State plans.

% Habilitation plans. .

<.
<.
c.
<. Conncils.

f1p perd 1 B- /};X%%J g‘f/w Ww»
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Sec.
Sec.
Sec.

206.
207,
208.

205

State allotments.

Federal share and non-Federal share.
Payments to the States for planning,
administration, and services.
Withkolding of payments for plan-
ming, administration, and serv-

fces. -

Nonduplication.

Appeais by States.

Sec. 212. Authorization of appropriations.

Sec. 211. Review, analysis, and report.

TITLE II1—PROTECTION AND ADVOCACY
OF THE RIGHTS OF INDIVIDUALS WITH
DEVELOPMENTAL DISABILITIES ’

Sec. 1. Part heading.

Sec. J02. Purpose.

Sec.

. 210
Sec. 211.

‘Sec. J03. System required.

Sec. X04. Authorization of appropmtiam

TITLE IV-UNIVERSITY AFFILIATED

: PROGRAMS -
. 401. Part keading.
. 402. Purpose.
.- 403. Grant authority.
404. Applications.
. 405. Grant awards.’
. 406. Authoriration of ;cppmwiatiaus and
- definition.
TITLE V—PROJECTS OF NA TIONAL
SIGNIFICANCE
Sec 30!. Part heading.
Sec, 502. Purpose.
Sec. 503. Gmat authority. :
Sec. 504. Authorization of eymoprictwns
SEC. 3. REPERENCES. .

Ercept as othevwise mmi*“sl iy provi ded
whenever in thit Act an amendment or repeal is
erpressed in terms of an amendment to, or @ re-
peal of. o section or other provision, the ref-
erence shall be considered (o be made to a sec-
tion or other provision of the Developmental
Disabitities Assistance and 8:11 of Rights Act (42
U.5.C. 6000 et seq.}.

TITLE 1—GENERAL PROVISIONS
SEC. 101. BEADINGS AND SHORT TITLE. -

(a) T1TLE ~The heading of title I of the Act is
amended to read as follows:

,*TITLE 1-PROGRAMS FOR INDIVIDUALS
WITH DEVELOPMENTAL DISABILITIES™.
(b) PART.—The heading of part A of title 1 of

the Act is amended to read as follows:
“PART A—~GENERAL PROVISIONS™.

(c) SHORT TITLE ~Section 100 (42 U.S.C. 6000
note) is amended —

(1) by striking “'SEC. 100" gnd

(2) in the section heading, by striking * ‘SHORY
TITLE" and inserting the [ollcwing new mtwn
Reading: .-

*SEC. 100. SHORT TTTLE."
SEC. 102. FINDINGS AND PURPOSES.

Section 10} (€2 U.&C 6000) t:cmended to rend
at follosws: R
*SEC. 101. FINDINGS, PURPOSES, AND POLICY.

*(a} FINDINGS —The Congress finds that—

" **(1) in 1983 there are more tham 3,000,000 indi-
viduals with developmental disabilities in the
United States;

“(2) disability is o Ratural part of the Auman

RERRES

that ‘does not diminish the right of
individuals with developmental disabilities-to.

enjoy the opportinity to live independently;

, enjoy self-determination, make choices, contrib-

ute to society. and erperience full integration

- and inclusion in the economic, political, social,

cultural, cnd edumtiaual _mainstream of Amer-

‘fcan socwet,

2] (ududww with developmental disabil-

. {ties continually encounter various forms of dis-

crimination in critical areas;

““(4) there iz a lack of public awareness of the
copabilities and competencies of {ndividuals
with developmenta! disabilities;

*(5} individuals whose disabilities accur dur-

_ing their developmenial period frequently have

severe disabilities that are likely to continue in-
definitely;
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*(6) individuals with developmental disabil-
ities often require lifelong specialized services
and assistance, provided in a coordinated and
culturally competent manner by many agencies,
professionals, advocaier, community representa-
tives, and others o eliminate barriers and to
meet the needs of such ndividuals ‘and their
families;

(1) a substantial pomou of individuals with ~
devdowueam disabilities and their families do
not Aave acoess Lo appropriale support and serv-
ices from generic and specialired service systems
and remain unserved or underserved,;

“(8) family members, friends, and members of

- the community can play an tmportant role in

enhancing the lives of individuals with detel-
opmenta! disabilities, especially when the family
and community are provided with the necessary
services and supports;

*(9) there ix a meed to ensure that services,
supports, and other assistance are provided in'a
culturally competent manner, that individuals
from vacial and etanic minority backgrounds

.are fully included (» all activities under this

Act, and that greater efforts are made (o recruit
individuals from minority backgrounds into the
field of developmenital disabilities; and

**(10) the goais of the Nation properly include
the poal of providing inditvidualy with devel- -
wtnl disobilities with Uw opportunities and
W

“(A) make informed choices and decisions;

‘(B) Hive in homes and communities in which
such individuals can erercise their full riphts =
cad rexponsibilities as citizens; r‘\

(C) pursue mearingful and producty
“(D}.contribute to their family, ¢ ﬁny
State, and Natlon:

“(E) have tnterdependent [riendships and re-
lationships with others; and

*(F} achieve full integration and inclusion in
soclety. in an individualived manner, consistent
with unique strengths, resources, priorities, con
cerns, abilities, and capabilities of each individ-

“(b) PURPOSE.~The purpose of this At is to
assure that individuals with developmentgl dis-
abilities and their families participate in the de- .
sign of and have access (o culturally competent -
services, supports, and other assisiance and .op-
portunities that promote . produc-
tivity, and integration and inclusion into lhe
community, ATough—

“(1) support to State Developmental Dm::-
ities Councils (n each State to promote, through
systemic change, capacity dutlding, and advo-
cacy activities that are consistent with the pol-
icy under subsection (c}2), ¢ consumer and
family-centered, comprehenrive system, and a
coordinated array of services, supports, and -
other assistance for individugls with devel-
opmental disadilities and their families;

*(2) support Lo protection and advocacy cm-
tems in each State (o protect the lepal and
Ahuman rights of ingividuals with dcvdomw

‘disabilities;

*(3) support to university affiliated programs
to provide interdisciplingry preservice prepara-
tion of students and fellows, community service
activities, and the dissemination o/ ialmtwu
and research findings; and

*'(4) support to mational Initiatives (o collect

necessary data, provide tecAnical assiriance o
State Developmental Disadilities Councils, pro-
tection and advocacy sysiems and university af-
filiated programs, and support other nationally
significant activities. .
“(c) POLICY.—It iz the policy of the United
States that all programs, projects, and activities
receiving asristanoe under this Act shall de car-
ried out in @ manner comtent with the prin-
ciples thate -

“(1), individuals “with tal disabd-

- ities, inctuding thotk Witk the most severe devel-

opmental -disabilities. are capable of achieving
independence, productivity, and integration and
inclusion: into the community, and often require
the provision of services; mmunnd other as

’,/‘/.(}J
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sistance (o ackieve tndependence; productivity,
aRd-intlegiation nd inclusion, -

“{2) individuals M*dendw disabil-

ities and their familics Aave competencies, capo-
dilities and personal goals that should be recog-
nized, supported, and encouraged, and any as-

mwmmmum-
in an individualized manner, cossistent witk

priorities, con-
cerns, oauzaa.mwmao/ww fn-

the unigue stremgths, recources,
dividuals;
. "mmmumemmma-

. reparding
ports suck individuals ard their families receive
aend play decisionmaking roles in policies and
programs that ¢ffect the kw of such tmw-
 wals axd thetr families;

Y4} services, mpm and other m\

communily training, - practice, wnmmn.

and policymaking must focus on dringing tarper

wmumbers of ractal and etAsic minorities into the -

fleld in ovder to provide appropriate skiils,
knowledpe, vole models, and sufficient man-
power to address the growing weeds of an xn-
‘*%*tay nerse population.

(ﬁﬁuedmdmm:umff mnﬁm
con be responsive Lo the needs of individuals
witk developmental disabilities ond their fami-
lies and ave enriched by the full and active par-
ticipation and the contributions by individuals
mmwmmmmmum
Yex; and

“(8} individuals rtth devefopmeital &‘.mbﬂ—
ities should Aave access to opportunities and the
secessary support Lo de included in community
ife, Aave interdependent relationskips, live (n
\omes and communities, and maks contridbutions

oMrtmusa community, S:n-tc.amtﬂo—l

ion.”
mmwmmvs.

Section 102 (2 U.S.C. wmw«twm
s follows: .
SBC. 148, DEFINITIONS.

“For purposes of this titth: .

"fl) AMERICAN INDIAN CONIORTIUM. —-—The m

aAmerican Indian Consortium’ means any Com-

sdevation of two or more recognized ‘American
ndian tribes, created through the official action
f sach participating tride, that Aas a combined

atal resident population of 150,000 envolied trib- -

Imaaudamtmmryoftm
mds in twe or more States.
‘(2) ALSISTIVE TECHNOLOGY
‘om, pisce of eguipment, or product system,
Asther soguired commercially, modified or cus-
wized, thot is wsed fo incrense, malniain, or
prove nucﬁenal capabilities of individuals
ith tal disadilities.

“(3) ASSISTIVE TECHNOLOOY mvm-—m
™ ‘gssistive technology Mrvice’ mgans asy
roice that directly asrirts ex mdividual with o
weiopmental disobility in the selection, acqui-
m.wm.a{umwhwm,

“(A) the evaluation c!ﬂuue&o{u fndi-
fual with o developmenial disabitity. tnciud-
7 & functional evaluation of the (adwiduclv in
¢ individual’s customary environment,

“(B) purchasing, leasing, or otherwise provid-
¢ for the acquisition of assistive Scoknolocy
vices by an ‘individual with o deudupmcua!

abllity;

(C) selecting, designing, Atting, cusrtomizing,
apting, applying, maintining, repatring or
olacing assistive tacknology devices;

DEVICE.—The .
wm ‘assistive technology device’ means gny foins aye
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Yo Mmuu and mw olher therapies,

. Or services with assistive tech-

nology devices, such oz those associaled with
eristing education and reRabilitation plans and

*“(E) training ev technical assistance for an
futivideal with ¢ developmental disability, o,
where appropricte, a family member, guardian,
advocate, or authorized representative of an in-
chividual with a developmental disability,; axd

“(F) tratning or technical assistance for pro-

finciuding individualy providing edu-

“cation and rehabilitation services), employers,
* or other individuais who provide services o, en-
ploy, or are otherwise substantiolly invlved i

Ae najor bfe functions of, an individusl ik

. devviopmental gisabilites. ;
“{4) CHILD DEVELOPNMENT ACTIVITES.—The.

term ‘child development octivities' means suck
pricrity area activities as will gsvist in the pre-
wention, identification, and alleviation of devel-

‘ opmental disabilitley in chiidren, Wwwu " that
ntervention

“commwunity Noing activities” meaxs such prior-

ity area activitier ag will assist individuals with
- . developmenial disabilities to' obtain and recetve
" the supporty needed to Kve tn their family home

or a Rome of their own wiLR inditviduals of their
choice and to deveiop supports in the commu-

**(6) CONMUNITY SUPPORTS ~—TAe frrm “com-
Munily supports’ means activities, services, sup-

‘pom and other asvistance dengned 20—

“{A) axsizt nghborhoods cnd ~emeauwitics o
& Move TespoRaIDE {0 [RE Aexy of mutividuols
m devdw:nl disadilities ar:d t.'lcn [ami

‘ “’w;deudop local uemorb that can pvovuz
informal support: and .

*(C) make communities accervible and enablé
communities e offer tAeir resources and oppor-

tunities t0 individuals with developmental dis-
abilitier ond their famites. .

Swuck term includes community education, per-
sonal assisionce services, nrehicular and Aome

‘modificotions, support at work, ‘and transpor-

tation:
“(?). CULTURALLY mncrrm —m term “cul-
turcily compeient® msans pervices, supports or

. ‘olher assistance that ave conductad or provided

in 0 manner that ‘is responsive Lo the detiefs,
interpersonal styles, ottitudes, languape and de-
Aaviors of individuals wAo are receiving serv-

- foes, and (x g manner that Aas the preatest fke-

lixood of ensuring Mvmm‘
‘in the

) mexmu owurv —The term
denlwul “disabdility’ means a severe,
chyonic disatility o!ml individual 3 pears of ope

. or oider that—

‘fniuamwblewcmwwm
medwn‘dmuﬁ-

fcal impairments;
‘YB) s mm Sefore the individual af-.

“tC) is ldcdy to mdmu indefinitely;
- *(D)} results in substantial functiona! Hmita-
dmh tkreevrmofthcloﬂowm armo]
major life activity—
. “(i) self-care;

T ‘T'u) recepave cnd expressive longuage;
14) .

. “fiv) nnbmzy
“(v) self-direction;

"(E)mew:m[ovcm

MW and ssquence of special, interdisciphi-

| BATY, OF DERLYIC SEYTICER, THDPOTLS, O OLhevY &)-
sistance that s of Welomg or extended duration -

axd is individually planned aad coordinated,
ercept ihat suck term, when applied to infants
and young cAtldren wmeans (adividuals from
birik to age S, inclusive, who Aave scbetantial
developmenial delay ov specific congenital or ac-
quired conditions Wik a kiph probdability of re-
sulling in devolopmenial disabilities {f services
are not gprovided.

‘a derelopmental disability to be

H 1565

“(9) EARLY INTEAVENTION SERVICES.—The
term ‘early intevvention services' means services
prmded {0 tufants, toddiers, young children,
and thetr families to—

*(A] enkance &Wo{mfmu tod-
diers, and young children with disabilities ond
o minimize their mw Jor dcoelovmenw
dela and

fa)mtummtya;mmwex

- the tpecial needs of their infants, xoddxen ang

young chiidren.

“(w) EMPLOYMENT ACTIVITIES. —m tmu ‘om-
plogment activitiee’ means suck priority aren
activities as will increase the independewce. pro- .
ductivity, and ialégrohon and Rcfesisa o
the community of individucis wsth &ve)om
tal disabilities in work settings. :

“(11) FamiLy. wrmr SERVICE.—The tevm

(A muthcnacm‘s'm&hm

caregiver;
- (B} m nappropriate m-o;-ae-m
placement and Mua&tym

*¥C) reunite foondties with mmhaoe
bdeen placed out of the kome, wAensver possible.
Such term tncludes respite care, reRabilitation
tecknoiogy, personal asristunce services, parent
training ond counseling, support for eiderly
parents, vehicular and home modifications, and
assiviance Witk ertvaovdinary erpenses asroci-
ated with the needs of individuals u-wl dewL
m"“a:ﬁQakh- ] . .

“(12y m:n.u. icuolm'r m—ﬂw ferm
*Pederal

- *(13)  INDEPENDENCE.~The term “indcpend.
enor’ means the extent Lo whick iadividucls -
mwmmmm:cu'
choice over their ouwx Moes. -
“fM) INDIVIDU AL :urm-r:.—m févh ‘Indi-
vidual supports’ means services,” suppor:s, asd
other assistance that enadle an individual wiih
productive, integrated, and included !uoktw't”
1m: mm and Mmdd?m

“(A)mbk uck hmto memthch
individual'y emvironmext, Wm the most
independent lfe pozsidie;

“(Elmtmx”htacmggmﬁw
Hoving arrongement thon

“(C} emgble such iwm‘mg’uu. learn,
mmmwcummzey

tncludes personal services,

assiztance
rmmnbcindm wekiculor and Aowmy
modifications, mumk.aadmmpw

~(15) DerRoRATION AND m:m—mmn )

Wwwﬂ with respect to tudi-
WMM mean s

(A the use by individuals with developmen-

Lol dadilitier of the same community resources
" that are waed by and ovallable Lo other citlrens;

“(B) lwing In homes close (0 community re-

soxroes, with regular comiact witk citinexs with-
out disobilitics in their communities;

'W)muzmmmm»w

muamwmum

ment ae citlaens Sisabititier, and wtili-
zation of the sowme FEFOUTON OF ¢it-
2ens without disabilities, . lsaraing, work-

choasing. . .. -

“(16) ~ Nowrmorre.—~The trm  ‘mongrofit’
moans 6N apency, fasticution, or orpaniration
that is owned or operaled by one or more cov-
porations or associations, mo part of the met
sarninge of wkick imxres, or may lawfully
mummo{wmmmm
miaamw
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(17} OTHER ORQANIZATIONS —The term “other

opmEn

‘(18) PERSONAL mn‘rm mvrcm-m
term ‘personal asristance services' meons g
ranpe of sevvicer, provided by one or more indi-
viduals, designed to axrst an {adividual vtk a
Mmumm.mwmuu
off a job that suck individual would typically
perform {f such individual did not Rave o dis-
abdility. Such services shall dbe designed to in-
Crease such tadividual s control in life and adil-
ity to perform everyday octivities on or off such

velopmental disabilities; : ’
*(B) tacrecse the sarly identification of exist--

ing prodlems (o eltminale circumstances thot
create or increase functional limitations: and
*(C) wmitigate ceaﬁut the effects of devel-
e terra M‘u&a ummaw .the individ-
s

““(20) P&oomnm ~-The lcm ‘productivity’
meang—

(A7 engagement in income-producing. work
that is measured by increased income, improved
employment status, or job advancement; or .

*(B) engagement in work that contributes to a
household or comonunity. )
©*Y21) PROTECTION AND ADYOCACY SYSTEM
The term ‘protection and advocacy system’
means a protection and advocacy system estabd-
lished tn accordance witk gection 142,

*(22) RENABILITATION TECHNOLOGY —The
term ‘vehabilitation technology’ means the sys-

methodologies

the meads of. ond oddress the barriers com-
Jronted by, individuals with developmental dis-
abilities in areas that tactude education, reha-
bilitation, employment, tion, inde-
pendent living, and recreation. Such term in-
cludes rehabilitation engineering, assistive tech-
nology devices, and assistive tecAnology serv-
ioes )

*(23) SECRETARY.—TRe term ‘Secretlary’ means
the Secretary of Health and Human Services.

*(24) SERVICE COORDINATION ACTIVITIES.~The
term ‘service coordination octivities' (also re-
Jerred to az ‘case management activities') means
activities that assist and enabie !udtvidm with

tncludey— .
*(4) the provizion of information to individ-
ualy with developmental disabilities and their
,mmmmmc!m up-
ports, and other ossistancs;

“(B) assistance tn oblaixing appropriate serv-
foes, sxpports, and other assistance, wWhick may
fnciude focilitating and orpanizing such assis(-

anoe;
*YC) coordination and montitoring of services,

opmental
mwuy. ocontinxity, cadmuummqf of
suck assistance. and .

(D) follow-along services that emsure,
AroUgh o continuing relationsRip, that the
changing soeds of tadividuals with developmen-
wmmmlmmw
and appropriately met
?ﬁ)ﬁaﬁmﬁcmm except as pro-
vided in section 135S, includes, in addition fo
eack of the several States of the United States;
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the District of Columbia, the Ci xwealth of
Puerto Rico, the United States Virgin Isiands,
Guom, American Samoa, the Commonwealth of
the Northern Marlana Jslands, and the Republic
of Palau (until the Compact of P!ee Association
with Palau takes effect).

'Y26) STATS DEVELOPMENTAL DISABILITIES
COUNCIL—The term ‘State Developmental Dis-
abilities Council’ means a Council established
under section 124,

“(27) STATE PRIORITY AREA. —The. term szaze
priority area’ means priovity area octivities in
an area considersd essential by the State Devd
opmental Disabilities Council. -

“(28) SUPPORTED EMPLOYMENT—The .term.
‘supported employment” means compelitive work
in integrated work settings for lndmducis with

tal disabilities—

*YAN{) for whom competitive employmat Aas
ot traditionally occurred; or

'*(w for whkom competitive employment has

been tnterrupted or intermitient as a result of o
severe disability, and :

*YB) who, bevcuse of the wure cud severity
of their disability, need intenstve supported em-
ployment services or estended services in order
Lo perform suck work.

*(29) SYSTEM COORDINATION AND COMMUNITY
EDUCATION ACTIVITIES.—TAe term ‘system co-
ordination and communily education octivities”
means activities that— .

‘(A) elimingte barriers o occess and eligi-
bility for services, supports, and other nui:c
ance;

*{Bj enhance w:um design, fedeslgn ‘and B

integration . including the encouragement of the
creation of local service coordination and’ ll'!fo‘l'-
mation and referval statewide systems;. -

“(C) enhance individual, family, and citizen

participation and frvolvement; and = -

*(D) develop and support coalitions and (ndi-
viduals through training in self-advocacy, edu-
c:gao poucymkzn and cm.ae-n leadership
skills

*(30) Unsv msrrr AFFILIATED PROGRAM.~The
term ‘university affiliated program’ means a

uniwersity affiliated program estabdlished under .

section 152,

Y3 Unmvm AND. UNDERSERVED.—The term
‘unserved and underserved’ includes popu-
{ations such ax individuals from racial and eth-
nic minority backgrounds, disadvantaged indi-
viduals, frdividuals with Umited-English piro-
ficiency, tndividuals from wunderperved geo-
graphic areas (rural or urban), and specific
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(F) by striking the comona each place such ap.
pears and ingerting o semicolon; and
(2) in zubsection (b), by striking “The Sec-

retary" and (nrserting “ACCESS.~The Sec-
retary”, - :
SEC. 108. RECOVERY.

Section 105 (42 U.5.C. 8004} iz repealed.

BBC. 107. STATE CONTROL OP_OO’QRATIONS.

Section. 106 (€ U.S.C. m)kwuded—

{1) by striking “'SEC. 106."

(2) {n the section mu, oy :tnkmp ‘STATE
CONTROL OF OPERATIONS" and inserting the fol-
lowing new section Aeading: :
"ERC. 108. STATE CONTROL OF OPERATIONS.™:
and : .

(1) by striking “‘facility for persons” and in- ~
serting *'programs, sevvices, and supports for in-
dividuals’.

SEC. 108. REFOKTS.

(a}) SECTION HEADING . —Section 107, (42 u S. C.
6006} is amended —

(1) by stviking *'SEC. 107.**; and

(2) in the soction heading, by striking “Rs- -
PORTS and inserting the following new gection
heading:

“SRC. 101. REPORTS.".
@) REPOKTIS.—Section 107 (&2 U.S.C. 6006} is

amended—

(1) in subsection (aj—

“(A) in the matter preceding pcmcrcpa (1)

(i) by striking, "By January™ and inseviing
“DEVELOPMENTAL DiSABILITIES COUNCIL RE-
PORTS. By Jaauanv s

each State’” and ingerting ° each State Dcm'
tal Disabdities Council ',
(itf) by striking *’a report coacem!ng cad in-
serting “a report of*"; and
(iv} bs unldap “such report” and inserting

“report™;

(B) fn pcrampk {1). by striking *‘of such ac-
tivities** and all that follows throupgh *‘from
suck activities™ cad {nserting “'of ccﬁvi:fa and

{i1) by striking by the State" 5

(D) in paragraph (¢)— *

(1) by striking “ﬂantna and :Rsettjug ‘De-
velopmental Disabilities

[} by striking “‘eoch’’ uca place nch term

(i) by striking *rqu" and inserting °

groups of (ndividuals within the population of PoTis’;

individuals with developmental disabilities, in-
cluding indtviduals with developmental disabdil-
ities attridutable to physical tmpairment, mental
tmpatrment, or & combination of pAysical and
mental impairments. .
8RC. 106 PEDERAL SHARE.

Section 103 (€ UJC'W)“W
BRC. 108 RECORDS AND AUDITS.

(a) SECTION HEADING. —»Sectum lﬂ ({74 U.SC
86003) {s amended— .

(1) by steiking “"SEC. 104.""; and
. (2) inx the section Aeading,
“RECORDS AND AUDIT™ and tnserting the follow-
ing new section heading:
*BEC. 184 EROORDS AND AUINITS.".

{d) RECORDS AND AUDITS. -Sectton 104 (42
U.S8.C. 6003) iz amended— -

(1) tn subsection (a)—

(A) “Back"

—Eack™;

{B)dy mumg “taciuding*” and inverting "iu-
cluding—

(C) by realigning the margins of m&pura
grapks (A). (B). and (C) of paragraph (1) 30 as
0 align with the marging of subparagraphs (A)
and (B) of paragraphk (28) of section 102;

(D) by realigning the marging of paragraphs
(1} and (2) w a5 Lo align Wik the margin of
paragraph (30) of section 102;

cid ingerting

by striking

(tv) by ttrﬂmtc “I”Z(BXJI)(C) and tmt:w
“1902(a}31)"";

.(:) by striking “plan’ and iaxrting "plam
a

{vi) by striking *; and’* and inserting a sem:-

(B} by striking paragraph (5); and
(F) by odding at the end the following new

paragraphs:

"(SJodocvipdouo]—

‘“(A) the treads and progress made in the
State concerming systemic change (including’
policy reform), capacity building, advocacy. and
other actions on behalf of individuals with de-
velopmental disabilities, with attention to inds-
viduals who are traditionally unserved and un-
derserved, particularly imdividuals who are
members of ethnic and racial minority groups.
and individuals ]mn underserved geographsc -
areas;

‘(B) systemic chonge, capacity building, and
advocacy

. "t'C) a summary o!acticn takea to tmmm
acvess and services for unserved and under-
served groups;

*(6) o descfiption of resourcer leveraped by
activities direcily attridutable to State Derel-
opmental Disabilittes Council actions; and

‘A7) a description of the method by whick the
State Dcndomw Disadilities Council shall .

(i1} by striking *“the Stale Plunn(ng Council of . .
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~ GREETINGS AND PURPOSE



Good afternoon. I am pleased to greet
you on behalf of the President’s |
Committee on Mental Retardatlon and
other co-sponsors of this Presidential =~
Forum: The President’s Reform Agenda
and People with Mental Retardation --_' |
- 21st Century Realities the President’s

. Commlttee on Mental Retardatlon

Durmg the last several years, the PCMR
“has intensified its efforts to establish and
maintain partnershlp with public and

- private sector agencies with- which the

- Committee has cross-cutting: ObjeCthBS

~ We are fortunate to share sponsorshlp of
the Forum with: ‘ S

The Administration‘ on Aging (A0A);

The National Institute on Disability |
and Rehabﬂitation“Research (NIDRR);

The Social Security Administration (SSA);



The Admmlstratlon of Developmental
Dlsablhtles (ADD), amd |

~ The National Instltute *of Child Health
- and Human Development (NICHD)

_ Wlll 1nd1V1duals representmg the co-
"sponsormg agenaes please stand"

It is a pleasuré fo,rA me to "exténd'greetings"
to you this afternoon. We are delighted

by the broad spectrum of individuals,

~agencies, programs, services, and families
that comprise this audience. W e are
particularly pleased that

represented among you are
‘consumers/self-advocates who-will play a
substantive role in these"dehberatlons --
 right from the start. - |



Our forum part1c1pants today have come
from the East and from the West; from
the North and from the South; and also
from Amerlca S mldlands

You have come from orgamzatlons based
in both urban and suburban communities;
and from rural counties and townships.
You bring with you, the myriad expertise
and the dedication of individuals and
~organizations not only interested, but also
“actively involved in programs and services
that | |

‘1) prevent mental retardation and

, related developmental dlsabllltles, N

\ 2) amellorate the effects of these
_disabilities on the more than six
mllllOIl Amerlcans SO dlagnosed
 and/or

",\ o

\3) advocate for the rights of citizens



‘with mental retardation and their
- families, and for persons at risk of
,,Itdevelopmg this or related dlsabllltles

The PCMR is cogmzant of the fact that
- concerns of the general public regarding
~ the potential impact of proposed national
reforms are of equal, if not greater,
‘concern to citizens with mental
retardation and their families. The |
~Committee’s awareness of this fact, and
its sensmvnty to the spec1al needs of
~citizens with mental retardation,
motivated the planning and convening of
- this Forum. Its purpose is twofold:

R Flrst to dlscuss the Mf the |
President’s major reform areas on citizens
with mental retardation and related |
- developmental disabilities by experts in
- the field. The six areas that will be
discussed are: Health Care Reform,
Welfare B : |
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Good afternoon everyone. It’s my pleasure to be here today to tell you somethmg‘e‘J ///p)
’ T4

i ;(\V\X‘Uﬂ't}" © .
about someone dear to my, heart. %@-daughter

/’

About ten years ago, my husband Lincoln and I were watching a segment on "60
Minutes" and I don't remember so much thep exact content ae‘I do the faces‘of the
'childreni .. it was a feature on ehildre.n'with Dowp Syndrome.‘ At the 'end; my huseand |
tﬁmedtoime”a'nd said, "I think that rpust. be the i\j&o.r's\t:thing' in the world."‘.

'J‘ usta Iittle over two years ego, ort Mar.ch- 31 ,. 1992, our daughter, Keitlin Aubrey,".'
was born. She has Down S?ndrome. 1 tell the ;openivng Story,becatise 1 think\it show's“ ttle B
~.point fr_om whieh we needed to move from..:'.and today, my husband I can can hone‘stl}:Z ,

' say“that, while having a child with Down’i Syndrome,:or perha'pslany disability, is nc')t,' |
"‘.greavt"' all the time,’ or that we wish she didn't Have it, it isn't the worst thing tn the \;v‘orld
eithet. |

In many ways we've been lucky with the 'ei;periences we've had to date with Katie...

.V'_lﬁ’

' Flrst we had a tremendous amount of support from the medical and nursing staff at It
AN S

the hospltal where Katie was born. It probably also helped that I was an employee there. &(
Our doctor 1mmedlate1y recognized about ﬁve of the signs that led him to suspect that
Katie had Down Syndrome. And although he never;labeled it as such initially, after her

delivery he held her up to us 'atld said he thought there was a pfoblem@le—aesed-her_

T

alnﬁﬁ**hmtmlanerease -on-her 1eft hand, the'flat'nose, her small ears and

}

very-lowmuscle'tone:
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that wasn't antu:lpated A pam that I can tell you was so phys1ca1 m

I remained in the hQSf)ital for 2 '1‘/2_ days -- and i‘n‘ that time, n.1.)“(‘r'1ursve had
made calls and gatheredvtinformétion on DoWn Syndrome, and also g‘avev‘us' the name and
number of our ﬁearest parent supploi't;grodp -- the Chesapeéke D()_,'an Syndrome Parent
Support Group. |

My doctor visited me alone on two separate occasions, and once w1th Lihcoln. .»

Friends came... we told them and our familes that we thought Katie had Down »Syndron’ie.

In spite of that news, and the tears, everyone treated Katie's birth as a ge‘lebra&ti(’)n. That

was a help. -

’Many mothérs I've talkedfo didn’t have a clue as to what was hapb’enirig at the
hopsital after their child Wlth DOwh Syndrome was born. S‘orr’lé rep‘qrted that their physi
cians avoided them; that 'fthé béby was taken and kept in the nursery while the parents
were kept in the dark;‘ others talked about how they blamed their doétor for letting this
happen. I think it's reaHy hecéésary for bhysicians to be upfront with :their patients and
that a plan be developed at;eaéh hOsﬁital on how to handle cases like't‘his‘. My OB told
me that this group oﬁf doétOrs wasn'i gbod at giving bad news... it Wésn't eéxactly the norm

for them... say, not like surgeons. But I realize I had a better experience simply because of

who was on duty the day Katie was born. If medical and nursing staff can be trained in



7
articles for our local newspaper on the subject of Down Syndrome; and speak-
ing to various groups about our experience... and there will be more activity along the
| way, I’m sure. I feel that;s part of our resp_onsibility." For wdve:be,:‘neﬁtted from thqse
. barehts \'?\!.ho;canie before us and fought'for theifchilc}iren's rights, and fought to make thei_r
lives bette;r. | -
Our goals for Kéltie ‘ihclud‘e the fo‘llowin'g_: Firét; we want her to feel lo{fedv... to glve
her a sense of high self-esteem so that she can é}{periénce life with confidence. ‘Shc‘z isa
- very social child and while I think she has the'capacity to fﬁal;e many friends, I wonder

-how other Children will accept her. "WexgpxkiSiQijelfatt,engingmp};bl;ik¢—~s_<_-:}_l§?91§, at least for

i

the most part and one day-we hope (0 see hr graduate fromi high school. There's even a

" part _of us_thg,t hopes Shc"ﬂ cbntiﬁue her education after that... but we'll have to wait and
see, ahd wéll also Havé to}see what it is tﬁaﬁKaﬁe Waﬁtsi’to4d0. I wonder if she’H ever ge:t 1 -
married... if she doesﬁ't, I hope at least she has a com?anioﬁ to enjoy life with. And.if we-- )

¢ CQQ‘IQ; Wﬁd‘flike to-see-her remain-as’ haﬁpyiés; she vié t;o—d'éil.';gg)ﬁr;Ka,tie -- who ‘i‘aﬁe‘s
P?OP}E?”I?}I?_Si?,> dogs, rain; su‘nshi_ne,jswin“g”s;”ébglziéé',"'-a;i)'f'i'é‘é:cé;?Bdfh_s’lé“ridyff;he,}:blorlréﬂ.

Thank you for letting me-and her dad share her Wwith you.”



Here are my preliminary briefing points for you:

« Thanks to all of you for your three days of hard work to
come up with quality recommendations for the President.

« Special thanks to Gary Blumenthal, Executive Director of
PCMR and his staff, and Bill Jones, Chair of the Advisory
Planning Committee for staging this superb event.

« As I reviewed the list of participants I was struck by the
depth and breadth of leadership in the mental retardation
community assembled here.

+ I also want to commend PCMR for making sure that the
voices of self-advocates, and of family members are heard in
these proceedings. The large delegation of self-advocates invited
here is a tribute to the new directions at PCMR. In I know that
their contributions, along with the extraordinary range of
talents from the diverse professions that work with persons with
mental retardation and their families, will lead to an
outstanding Report to the President.

+ We meet here to mark the revitalization of the President's
Committee on Mental Retardation, and to chart the reform agenda
that will transform the realities facing persons with mental
retardation and related disabilities in the 21st century.

+ Carol, here your personal stories about your concerns as a
parent and Hamp's experiences as a self-advocate and graduation
speaker would fit well.

+ I would devote the bulk of your remarks to health care
reform, perhaps with the hope that these experts will turn their
talents to convincing the Hill of the importance of universal
coverage, no preexisting condition, long-term care for persons
with mental retardation.

* YOU CAN ALSO SAY SOMETHING ABOUT THE SELF-ADVOCATES BEING
PATIENT WITH US, AS WE BETTER LEARN HOW TO CREATE FORUMS IN WHICH
THEIR VALUABLE INPUT IS BEST ORGANIZED -- SOME ARE LITTLE
CONFUSED NAD UNCOMFORTABLE WITH THE ROLE THEY PLAYING HERE.

MORE TO COME AND WITH HARD-COPY ATTACHMENTS LATER THIS
AFTERNOON.

« In closing. you may wish to call attention to excerpts
from the President's greetings to the Forum. See Appendix A.
In particular, the formulation about disability as part of the
human experience and the recognition of the importance of getting
the valuable perspectives of self-advoactes and parents may be
worthy of mention.

«Alternatively, you may wish to use the quote from the
Congressional findings in the recent TECH Amendments Act that
I've previously highlighted for you. See Appendix B.

TO Come
+« Opening remarks of Gary Blumental by COB 4-21

. site add page

« DD Assistance and Bill of rights Act Amendments of 1994,



MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr

sSUBJ: REVISED TALKING POINTS FOR PCMR PRESIDENTIAL FORUM
TUESDAY, APRIL 26, 1994 (revisions or amendments in
astericked paragraphs)

DATE: April 25, 1994

You are the main closing speaker to this three-day event.
Although your letter of invitation states that you are scheduled
to speak at llam on April 26th, there appears to be a change in
their agenda that now has the final wrap-up session ("Forum
Summation") beginning at 10:15 with work group reports and
summary of recommendations, each approximately ten minutes. I
then have the pleasure of introducing you, and your talk can be
for about 30 minutes.

So if you can arrive by 10:15 you will have the benefit of
hearing of the Forum's deliberations. I expect to attend most of
the proceedings, so I'll further brief you when we meet on
Monday, at 3:30 pm on how the discussion is going and your
remarks.

They have also arranged to have brief closing remarks from the
putative vice-chair, Val Bradley, at the end of the session. If
you have not met her yet, you're in for a treat. She's great and
a very experienced consensus builder.

*[You are likely to hear from folks about their concerns for
appointment delays in PCMR. In fact, Sec. Shalala in her luncheon
remarks today made the impromtu, but pointed comment that since
you were coming tommorrow they could ask you to "bring the names
over or give some explanation of when they'll pop out of the
White House." Well, with friends like this ....

Here's the status as I understand it as of Friday: the President
has signed off on 5 of the 6 current vacancies, and has a
question about the 6th person. I know neither the person nor the
guestion, but gather its routine and can be readily answered.
With the vetting still underway, I gather there's nothing that
can be officially announced for now. As of May, an additional 8
vacancies will available to be filled. I'm working closely with
Presidential Personnel to try to minimize the amount of time they
will be open. Will keep you posted of any further developments.
Bottom line: we're aware of the concerns and its being
addressed].



THE WHITE HOUSE

WASHINGTON

April 21, 1994

Greetings to the President's Committee on Mental
Retardation and the distinguished participants in the
Presidential Forum. I am pleased that so many of you have
gathered for this important discussion of "The President's
Reform Agenda and People with Mental Retardation -- 21st Century
Realities."

Now is the time to act on our awareness that mental
retardation and related disabilities are a natural part of
the human experience. Being disabled does not diminish one's
right to participate in all aspects of mainstream society.
With the valuable perspectives of self-advocates, parents, and
professionals, your forum presents an exciting opportunity to
build on this understanding, helping to improve the quality of
life for millions of Americans with mental retardation and for
their family members.

The President's Committee on Mental Retardation serves
a vital purpose -- identifying activities, policies, and
implementation strategies that can make the American dream a
reality for all of our people. Your knowledge and expertise
are essential in advancing the rights of and services for
persons with mental retardation. On behalf of all Americans,
I thank you for your leadership and dedication. Working
together, we can craft policies of inclusion, independence,
and empowerment that will inspire positive changes in this
country and in nations around the world.

Hillary joins me in sending best wishes for a productive
- forum.

Towm Clisrose
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Assistance for Individuals Wxth Dlsablhtles Act of 1988, ;§
and for other purposes f 5
‘. 1 . Be it enacted by the Senate and House of Representa- - %{%
2 tives of the Umted States of Amemca n Congress assembled , K
3 SECTION 1. SHORT TITLE; TABLE OF CONTENTS : I b
4 (a) SHORT TITLE —This Act may be cited as the {
| 5’ “Technology—Related Assxstanee for Indmduals Wlth DIS- '
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To revise and extend the programs of the Technology-R.elated :

e L,

(b) TABLE OF CONTENTS -—The table of contents for.

this Act is as follows:

See. 1. Short title; table of contents.
Sec. 2. Findings and purposes. -
Sec. 3. Definitions.

TITLE I—GRANTS TO STATES
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See. 101. Program authorized.
See. 102. Development grants,
See. 103. Extension grants.

See. 104. Second extension grants.
Sec. 105. Progress reports.

- Sec. 106. Administrative" prowsmns

Sec. 107. Information and technical assistance.
Sec. 108. Fundmg | -

TITLE II—PROGRAMS OF NATIONAL SIGNIFICANCE
See. 201, Programs authonzed.

TITLE MI—ALTERNATIVE FINANCING MECHANISMS
Sec. A301 Altematwe finaneing mechamsms authonzed

TITLE IV——AMENDMENTS TO OTHER ACTS

See. 401. Individuals W}th Dlsablhtles Educatlon Act.
See. 402. Rehabilitation Act of 1973. )
See. 403. Technical and conformmg amendments

TITLE V—-EFFECTIVE DATE
See. 501. Effective date. -

SEC. 2. FINDINGS AND PURPOSES.

(a) FINDINGS ——Sectlon 2(a) of the Technology—Re-~

‘lated Assmtance for Indmduals Wlth Disabilities: Act of

1988 (29 USC 2201(a)) is amended to read as follows:
o “(a) FINDINGS.;—The COngfess finds és follows:

/\“(1) Dzsablhty is a natural part of the human
‘experlence and in no way dlmmlshes the right of
individuals— "

“(A) to live independently;

“ (B) to ‘enjoy self-determination;
“(C) to make choices; |
“(D) to contribute to society;

“(E) to pursue meaningful careers; and

<HR 2339 PCS
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 “(F) to enjoy full inclusion and integration

in the economic, political, social, cultural, and-

* educational mainstream of American society.

- 42) ‘During the past decade, there have been

- major advanees in modern technology. Technology is

now a poiverful force -in the lives of all residents of
- the United States. Technoldgy can provide import&nt

- tools for making the «perfofmance of tasks quicker.

and easier. For some individuals with disabilities,

assistive: technology is ‘a necessity that enables them
to engage m or perform many tasks.

- “(3) The provision of . assistive teehnology de-

vices and services enables some  individuals with

‘disabilities—

“(A) to have greater control over their own

* _' /
lives;

4B) to'partiéipate' in' and contribute more
fully to activities in their home, school, and
Work envirohmen‘ts, and in their communities;

“(C) to interact to a greater extent with
nondlsabled individuals; and

“(D) to otherwise benefit from opportuni-
ties that are taken for granted by individuals

who do not have disabilities.

HR 2338 PCS
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REMARKS BY CAROL H.. RASCO

CARNEGIE CORPORATION
Carnegie Conference Center
Washington, DC
November 22, 1993

Thank you.

I am very pleased, honored but somewhat overwhelmed to be
in front of you todéy. As I reviewed the roster of participants
and topics for this t’Wo day conference, I saw the names of
individuals that have looked at me from pieces I have read
and studied - often at the suggestion of my boss over our 12+
years together ~ and I saw names of people to v?hom I have
listened, with whom I've discussed the youth of our country,
the conditions facing our families and theif needs and hopes.
And that's where the overwhelmed part comes in...What can I

add to what has even and will be said?



I come to you to add my strong commitment and that of the
administration as well as to reflect with you on the challenge
before us. I might add that if you're like me, a luncheon
speaker after a morning packed with stimulating, sometimes
provocative thoughts, well a luncheon speaker is sometimes a
nuisance...you want to TALK about what you've heard,

~ assimilate it before movin‘g on to the afternoon agenda...so I'll
try to add to that assimilation, be quick, and allow you to

continue your conversation with one another.

During my short number of years as a classroom teacher and
elementary counseling when I sometimes had children from
homes with outhouses or even a dirt floor, during my
volunteei~ days when I wo‘rvkedvon foster care, junvgile justice
and adult probation issues, 'fhroug‘hout my 20 years of

parenting and advocating for a child labelled as cerebral



palsied and retarded as well as through 15+ years of actively
working in government...throughbut all of this I have mourned

most two things:

An increasing poverty of spirit, particularly in children

Professionals' piecemeal views of individuals, families and

communities

And so, I was particuilarly gratified to read the name given to

this two day conference: Strategies to Reduce Urban Poverty:

(and then)...INTEGRATING Human Development and

Economic Opportunity.

This last half of the title is music to my ears!



In 1986-87, then Governor Clinton was the chairman of the
National Governors' Association. Like his predecessor,
Governor Clinton decided to have a theme for the year. He
talked long and hard about moving the next step from the
education project of the previous year. And he talked about
how it must bé an integration of Human Development and
Economic Opportunity....and it wasn't easy convincing people
inside and outside the organization that the two should be
integrated. Governor Ciinton pushed and the project
"Mgking America Work" was one of two parts: one calléd |
JOBS, GROWTH AND COMPETITIVENESS and one called
BRINGING DOWN THE BARRIERS, barriers which
included welfare, teen pregnancy, adult literacy issues,
substance abuSe, and school dropouts. It all sounds fairly
familiar doesn't it? And yet, the dialogue began —-- and with

each passing year I see more people making that connection,



that need for integration more solidly- but it is not happening
quickly enough. I believe this is the greatest "reinventing"”
that must occur at a policy and program implementation
level...we must continue to look hard at how we do business

differentiy to make the integration real.

In the spirit of full disclosure I must add that for me to be
speaking in front of a group exploring urban poverty could be
seen by some as rather odd...I grew up in a town of 1500
people and have lived in Little Rock, Arkansas most of my
adult life...not quite an urban »life experience over these 45
years. But through working on various issues across the
country, through reading works by people like William Julius
Wilson to whom I am quite grateful....and by learning from
Bill Clinton, I believe a number of my rural roots can span

the gap.



The Clinton administration has been committed from the
beginning to a reinvention of government for families....as you
look over our key domestic accomplishments, "family" is

central:

-an economic package and indicators which show a good
beginning: inflation is down, interest rates are down, the
deficit is down, investment is up. And in the last 10 months,
this economy has producéd more jobs in the private sector

than in the previous four years.

~the Family Leave Law which says you can't be fired if you

take a little time off when a baby is born or a parent is sick.

—a reform of the collge loan program and national service —

all designed to give more Americans a chance to broaden the



availability of further education while in many cases giving
those citizens a chance to serve their communities at home, to

help repair the frayed bonds of community.

-a change in the Earned Income Tax Credit which on April
15th will give between 15 million and 18 million Working
famliies on modest incomes a tax cut, not a tax increase.

—the introduction of a comprehensive health care reform plan
that guarantees health security to all Americans.

But we must do more....wev MUST do more.

As President Clinton said a little over a week ago in

Memphis..."I do not believe we can repair the basic fabric of



society until people who are willing to work have work. Work
organizes life. It gives structure and discipline to life. It gives
meaning and self-esteem to people who are pa‘rents. It gives a

role model to children.

Further...we cannot, I submit to you, repair the American
community and restore the American family until we provide
the structure, the value, the discipline and the reward that

work gives.

And finally he said that, yes, we will deal with the ravages of
crime and drugs and.violence, BUT "unless we recognize that
it's due to the breakdown of the family, the community and
the disappearance of jobs...and unless we say some of this
cannot bé_done by government because we have to reach deep

inside to the values, the spirit, the soul and the truth of human



nature...none of the other things we seek to do will ever take

us where we need to go."

No, it can't be done by government PROGRAMS in the
traditional sense but we in government need help in thinking
through how we best stimulate this process of individual,
family and community heali'ng and growth, that is where real

reinvention must occur.

I am reminded inwardly on a constant basis of what an

elderiy physical therapist who had dedicated her life to young

disabled children told me early in my son's life...she said,
"Carol, I don't know a lot of philosophy or theory about

~ programs for childreﬁ like Hamp, but I think the best thing I
~ can tell you as a parent is to remember the words of Joseph

Addison, an essayist, poet "Everyone must have



Something to do
Someone to love
Something to hope for."

And how right she was and is in the casé of not only Hamp,
but people with whom I've worked with and worked for....and
so at each age of life in our quest to reinvent how we

approach the problems of the urba:nvpoor we must ask

| What do they have to do? If a young child,' what is the
preschool program available? Can they play, dance, sing, and
soar? If a child, is school relevant? Is School safe? I was
strﬁck this morning as I v?ent to my door to get the paper.

My daughter, in an attempt to make SURE I didn't forget to

10



call her school early this a.m. to let them know she would not
be there due to illnessi had left me a note in front of the door
so that I wouldn't miss it....we had quite a round last night
because she didn't WANT to stay hbme from school...and then
I opened the door and the Washingtoh Post stafes back at me:
ACROSS U.S., SCHOOLS ARE FALLING APART. Now,
this particular article was about the ph);sical condition of the
school plants but I bet you know what I thought....and I
thought first of an essay I recently read by Benjémin
Barber....and as I read it I thought of the key phrase I learned
in an otherwise inadequate higher educational experience
designed to prepare me to teach elementary school...I was
taught there are two educations, one should teach us how to
make a living and the other how to live. We do too far little

of heeding that maxim.

11



Until our communities get as fired up about our schools as
we/they do about athletic teams, car manufzicturing plant
locations, Olympic sites, etc. we won't have a good answer to
the question: What have we given the children - young and

adolescent to DO?
And for adults: What do they have to do?

Number 2: Someone to love...and we éll know that before you
can love another, you must love yourself. Think about
children's faces you've seen in urban poor neighborhoods,
adults you'vev passed bn those streets....do they have much to
love about themselves? Many don't and therefore we can't

truthfully expect the love to flow outward.

12



Number 3: Something fo hope for...My daughter who didn't
want to miss a day of the eighth grade today has many hopes
and I both thrive in that gleam of ‘hope in her eyes constantly
look for ways to nurture and kéep that sparkle present....help
me, help our administration look for ways to create that hope
for all citizens of this great country. Health security frees up
a family for hopes and dreams, safer streets help free children
to look at what education can be for them....but untreated ear
infections, uncorrected vision problems, lack of immunizations,
school buildings in AMERICA where children must wear their
coats in order to be warm enough to even begin to pay

attention...and we wonder where hope has gone?

In the Enterprise Zone legislation we have an opportunity to
test our real commitment to reinvention....will we truthfully

recognize the need for integration of human development and

13



economic opportunity? Will we work hard to listen to the
communities chosen, follow their lead on how much assistance
they need and want, and look for ways to intervene very
differently from before? ways that seek to assist individuals to
reach down inside themselves? Or will we simply designate
the zones, the communities and sit here waiting on quarterly

reports, make a site visit or two.

I was delighted to see that on the program here among others
is Otis Johnson from Savannah. Otis is someone I see as an
embodiment of the type reinvention that must occur....the
Annie E. Casey New Futures Projects afe learning a lof about
communities and I encourage you to take the opportunity to
visit with »him. Person to person contact is quite visible in
these projects....we need more of it. It is a program that

recognized early on the real links between human

14



development and economic opportunity —— and the struggles
some of us had in our communities bringing those two

"camps" together was and is a great learning experience.

To put things bluntly, it isn't often we see in a community
whether a block, a zone, in the power centers of a large. city,
in the boardroom, public or private...it's not often we find
Social workers, health care outreach personnel, early
childhood and K-12 front line educators, government workers
and "big business" types sitting down together....each has had
their own hiche and seldom the twain have met. I submit to
you that until each side - human development and economic
development aré willing to sit at a common table - real
reinvexition of government for families will not occur. We can
make application pmcedures simpler for families seeking help,

we can legislate incentives and tax credits, we can give health

15



sgcurity, we can writé niore meaningful étandards for our
students... all on the one side known as human development
and we can talk about investméhts, deficits, inflation, job
creation, etc. ,0>n the economic development side but until we

recognize that giving people at every age

(1) something to do;

(2) someone to love; and

3) something to hope for

are all a part of a-mandatpry whole jlist as people and
families and comfnunities are both parts and "whole"

entities"...

we will not have accomplished the task before us.

16



In closing I am reminded of two piepes that haunt me,
motivate me in this area of thought. One, in my freshman
philosophy course at Hendrix College in Arkansas, Dr. Ellis
repeatedly pounded the table in his quest to motivate us to go
out into the world and face the advefsity necessary to make
positive change, admonishing us to remember that saying from
THE PRINCE: "There is nothing more difficult to take in
hand, more perilous to conduct, or more uncertain in its
success than to take the lead in the introduction of a new
order of things." We have not a choice, we must take this
moment in time to introduce a new order for our families.
For as Governor Clinton said back in 1987 as we closed our
year's work on MAKING AMERICA WORK:

America won't work if Americans can't work, or learn, or
believe in the promise of tomorrow.

Thank you.

17
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EXECVUTIVE OFFICE 0OF THE PREGS I
20-Apr-1994 06:14pm

TOt ) Carol H. Rasco

FROM1 Stanley S. Herr
"Domestic Policy Council

SUBJ‘ECTeeting talking points -- preliminary draf

MEMORANDUM TO CAROL H. RASCO
FROM: - Stanley S. Herr

C8SUBJ: PARTIAL TALKING POINTS FCR PCMR PRESIDENTIAL FGRUM
: TUESDAY, APRIL 26, 19%4

DATE: April 20, 1994

You are the main closing'speaker to this three day event.

" Although your letter of invitation states that you are scheduled

" to speak at llam on April 26th, there appears to be a change in
their agenda that now has the final wrap-up session ("Forum
Summation") beginning at 10:15 with work group reports and
summary of recommendations, each approximately ten minutes. I
then have the pleasure of introducing you, and your talk can be
for about 30 minutes. :

Decision points: Will 30 minutes be sufficient for your purposes,

or would you like more time?

Do you want to entertain a few questions? The audience wxll be

about 210 persons, of whom 26 will be self-advocates, and others
- will be parents, policymakers, and experts from law, medicine,

education, habilitation services, etc..

So 1f you can arrive by 10:15 you will have the benefit of
hearing of the Forum’s deliberations. I expect to attend most of
the proceedings, so I'll further brief you when we meet on
Monday, at 3:30 pm on how the discussion is going and your
remarks. . :

They have also arranged to have brief closing remarks from the
putative vice-chair, Val Bradley, at the end of the session., If
you have not met her vyet, yvou’'re in for a treat. She’s great and .
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a very experienced consensus builder.

Here are my preliminary briefing points for you:

? Thanks to all of you for your three days of hard work to
come up'with quality recommendations for the President. '

? Special thanks to Gary Blumenthal, Executive Director of

~ PCMR, and Bill Jones, Chair of the Advisory Planning Committee
for staging this superb event. : '

? As I reviewed the list of participants I was struck by the
depth and breadth of leadership in the mental retardation
community assembled here.

? I also want to commend PCMR for making sure that the
voices of self-advocates, and of family members are heard in
these proceedings. The large delegation of self-advocates invited
here 1s a tribute to the new directions at PCMR. In I know that
their contributions, along with the extraordinary range of
talents from the diverse professions that work with persons with
mental retardation and their families, will lead to an
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outstanding Report to the President.

' ? We meet here to mark the revitalization of the President’s
Committee on Mental Retardation, and to chart the reform agenda
that will transform the realities facing persons with mental
retardation and related disabilities in the 2lst century.

? Carol, here your personal stories about your concerns as a
parent and Hamp'’s experiences as a self-advocate and graduation
speaker would fit well.

? I would devote the bulk of your remarks to health care
reform, perhaps with the hope that these experts will turn their
talents to convincing the Hill of the importance of universal
coverage, no preexisting condition, long-term care for persons
with mental retardation.

MORE TO COME AND WITH HARD-COPY ATTACHMENTS TOMORROW.

Cheers!
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PRESIDENT’S COMMITTEE ON MENTAL RETARDATION

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Administration for Children and Families
Washington, D.C. 20201-0000

TOS Roz Miller o

From: Gary Blumenthal
Re: Ccarol Rasco

Thank you for meetlnq with me earlier this week te raceive
Secretary Shalala'a letter of invitation to the PCMR Preslidential
Forum.

I would like to offer an'alternative date to accommodate Carol's
schedule.

In Secretary Shalala's lattar, Carocl ie asked to speak on Sunday,
April 24, 1994 from 2:00 P.M. to 2:30 P.M.

Wwa would offer the alternative time and date of Tuesday, April
26, 1994 from 10:30 A.M. to 11:30 A.M. for a 30 minute bleck.

I nopa this a]tprnaftve time bloeck will help accommodate Carol's
scheduls,

Thank you.

ce: Stan Herr J O . ?) O;?%/’V M’H“VO Qe
6,44 - D30 ~Crie Sprtt
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EXECUTIVE OFFICE

OF THE PRESTIDENT

28~-Feb-1994 04:28pm
TO: Rosalyn A. Miller
FROM: Carol H. Rasco
Economic and Domestici Policy
!
SUBJECT: Pres. Committee on MEhtal Retardation

"I’m told when you regret this you may be asked if I would consider

coming on Monday, April 25....1f,so tell them we will consider it

and get with me as I would deflnltely consider a Monday.

Know it

is a day before I am scheduled to leave for Denver but would

indeed consider it.

Speaking of Denver...I need to see that trip file with all that
stuff they sent regarding my panels to do message to Health Care

folks....thanks.
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WASHINGTON, D.C. 20201

FEB 28 1994
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Mrs. Carol H. Rasco |
Assistant to the President
for Domestic Policy, i
The White House S '
Washingtons; D.C. 2059

The President's Committee on Mental Retardation (PCMR) is
convening a Presidential Forum entitled, "The President's Reform
Agenda and People with Mental Retardation - 21st Century
Realities," to be held Sunday through Tuesday, April 24-26, 1994,
at the Radisson Plaza!Hotel at Mark Center 5000 Seminary Road
Alexandria, Virginia.: <
As Chair of the President's Committee on Mental Retardation,
please accept my cordial invitation to participate in the

above Presidential Forum as the keynote speaker, on Sunday,

April 24, 1994, 12: BOxp m., at the Plenary Session-A, Plaza C
Ballroom. Your audlence w1ll be a group of experts in the field
of mental retardation;and other developmental disabilities
representing a cross sectlon of concerned citizens of our nation.
The Committee would apprec1ate your speaking on the topic of,

"The President's Reform Agenda and its Potential Impact on
Citizens with Mental Retardation," and also, sharing your
personal experiences in the area of disabilities.

The purpose of this Forum is to bring together a group of
national leaders in the field of mental retardation and other
developmental disabilities to assess the adequacy of the
national effort to combat mental retardation during the past
three~decades, and to discuss the impact of the President's
six major reform areas on citizens with mental retardation
and other developmental disabilities.

The six toplcs and group leaders are:
| :
(a) Health Care: Reform and People w1th Mental Retardatlon
--David Braddock Ph.D. !

(b) Welfare Reform and People with Mental Retardation
--Marsha M.! Seltzer, Ph.D.




I
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|
|
\
1
Page 2 - Mrs. Carol H. Rasco
; !

(¢) Long-Term Care Reform and People with Mental
Retardation--Steve Eidelman 3

. B | .
(d) BHousing Policy Reform and People with Mental
Retardation--K. Charlie Lakin, Phi(D. .

(e) Education Reform and People w1th Mental Retardation
--Jan Nisbet, Ph.D. :

| |

(£) Employment/E1nanc1ng and People w1th Mental
Retardatlon--Dav1d M. Mank, Ph. D.l

A leadership Forum of this magnitude cannot,be achieved unless
there is a team effort| and true partnership among national
leaders in the field of mental retardation from both the private
and public sectors. ThlS includes self-advocates, advocates,
parents, friends, famllles, prov1ders, volunteers, professional
organizations, foundathons and agencies concerned with mental
retardation and other developmental dlsabllltles at the national,
State and local levels|. -

Thank you for your conleeratlon of thlS request. I look forward
to your favorable resppnse and the opportunity to see you at the
Forum. I am also extendlng to you an invitation to the Awards
Luncheon to be held on Monday, April 25, 1994, at 12:30 p.m.,
Plaza C&D, where self- hdvocates and parents 'will be honored.

For additional 1nformat10n please contact Mr. Gary H.
Blumenthal, Acting Exerutlve Director of the PCMR at (202) 619-
0634. L

Once again, the Pres1d%nt's Committee on Mental Retardation
appreciates your leadershlp role -in the fleld of mental
retardation and looks forward to your contrlbutlon at this
important Pre81dent1al]Forum

na ‘E. Shalala

Enclosures
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Administration for Children and Families
Washington, D.C. 20201-0000
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- PRESIDENT’S COMMITTEE ON MENTAL RETAF%DATION (PCMR)

The Role of the PCMR

~~ More than seven million Americans of all ages cxperieni:c mental retardation.
_One out of every 10 individuals in our country has a family member who has mental
retardation. Every five minutes another child is born with mental retardation. Mental
retardation presents a major social, educational, health, and economic problem for our
Nation. ' !

The President’s Committee on Mental Retardation (PCMR) was established in

1966 to focus on this critical subject of national concern. The PCMR acts in an

advisory capacity to the President and the Secretary of Health :and Human Services on
~ matters relating to programs and services for persons with mental retardation. The -
Committee is charged with the responsibility of evaluating the adequacy of current
practices and programs for persons with mental retardation. The PCMR also
coordinates Federal agency activities in mental retardation, conducts studies of existing
programs, highlights the need for changes, where appropriate, and promotes research.

H
-

Composition of the PCMR

The Committee consists of 21 citizen members, appointed by the President, and
six public members, including: the Secretaries of Health and Human Services, Housing
and Urban Development, Labor, and Education; the Attorney General; and the
Director of ACTION. The Secretary of Health and Human Services serves as
Chairperson of the Committee. The members undertake their Committee duties in
addition to their daily occupations as physicians, educators, attorneys, business people,
and other professionals. The Committee is supported by an Executive Director and a
staff which provides assistance and continuity of operations.

i

i
i
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U.8. DEPARTNENT OF HEALTH AND HUMAN m’i:c
Administration Por Children and mnfugs
330 Inde ance A :m :
pendence Avenus -W,, Washington, D.C. 2020
Phone (202) 619-0634 \\ s-pt&r'mpjs !

PRESIDENT’S COMMITTEE ON MENTAL RETARDATION
U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES




. PCMR Subcommméés |
- -  The PCMR conducts quarterly meetings, which include member
1nvolvement in the following subcommittees: !

Family and Community Support -- which 1s concerned with

act1v1t1es to enhance the quality of llfe of 1ndlv1duals with
mental retardation;

Full Citizenship and Justice -~ which seeks to protect the

c1v11 and constitutional rights of citizens thh mental
retardatlon, : :

Prevention -- which seeks to reduce the occurrence of
mental retardation from biomedical, envzronmental, socio~-
cu;tural and socio-economic cases; and :

|
: Eub;;c Awareness -- which promotes publlc awareness of
mental retardation and the needs of people with mental

retardatlon. ;

The Committee also conducts forums and publishes numerous
pub ications in the field of mental retardation.. Major

publlcatlons include: The New Morbidity: Recommendations for
ﬁctlon and an Ugdated Guide to State Plannlng for the Prevention
1

: 1 Ret ti Cc al J
(1992), Summit on the National gﬁfo;; to Erevent Mental
geta;da;ion and Belgted Dlsabllltlgs (1990), and: Forum

it

gega;dgtion and Community Integra ;; n (1988). : .

. For over 25 years, the PCMR has continued its commitment
to mprove the llves of persons with mental retardatlon.

1
U.8. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Adrinistration Por Children and Fanmilies
PCHR '
330 Independance Avenue, B.W., Washington, D.C. 20201
Phone (202) €19-0634 \\ September 1953
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PRESIDENT’S COMMITTEE ON MENTAL RETARDATION
U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
- Administration for Children and Families
‘ Washington, D.C. 20201-0001

A PRESIDENTIAL FORUM:

THE PRESIDENT’S REFORM AGENDA
AND
PEOPLE WITH MENTAL RETARDATION -
2Ist CENTURY REALITIES

IENTATIVE AGENDA
April 24-26, 1994

RADISSON PLAZA HOTEL
ALEXANDRIA, VIRGINIA
(703) 845-1010 :



PRESIDENTIAL FORUM:
THE PRESIDENT'S REFORM AGENDA AND PEOPLE WITH
MENTAL RETARDATION - 215t CENTURY REALITIES

PURPOSE

The twafold purpose of this conference is to provide a forum for selected
national leaders in the field of mental retardation and related
developmental disabilities to: a) discuss the impact of six of the
President’s major reform areas on citizens with mental retardation and
related developmental disabilities; and b) chart the direction for future
activities, policies, and implementation strategies. The issues identified
and recommendations developéd will form the basis for the next
President’s Committee on Mental Retardation Annual Report to the
President. T

The six selected reform area topics are:
I.  Health Care Reform and People with Mental Retardation;
1. Welfare Reform and People with Menta? Retardation,

1ll.  Long-Term Care Reform and People with Mental
Retardation, .

IV.  Housing Policy Reform and People wzrh Mental
Rerardation, ‘

V. Education Reform and People with Mental Retardation,; and

VI.  Employment/Financing and People withé Mental
Rerardation.
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The President’s Committee on Mental Retardation (PCMR) acknowledges
and extends appreciation to the following organizations and agencies for
their co-sponsorship of the Presidential Forum: "The President’s Reform
Agenda and People with Mental Retardation -- 21st Century Realities. "

|

1
i

The Administration on Aging (A0A)
U.S. Department of Health and Human Services

The National Institute on Disability
and Rehabilitation Research (NIDRR)
Office of Special Education and Rehabilitative Services
U.S. Department of Education

The Social Security Administration (SSA)
U.S. Départment of Health and Human Services

The Administration on Developmental DiSabz’litz’es (ADD)
Administration for Children and Families
U.S. Department of Health and Human Services

The National Institute of Child Health
and Human Development (NICHD)
National Institutes of Health
U.S. Department of Health and Human Services

;
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PRESIDENT'S COMMITTEE ON MENTAL EETARDAYYON (PCMR)

A Presidential Forum.
The President’s Reform Agenda
and T
People with Mental Retardation --
21st Century Realities

April 24-26, 1994

Radisson Plaza Hotel

At Mark Center

5000 Seminary Road
Alexandria, Virginia 22311

(703) 845-1010

TIVE AGENDA'

Sunday, April 24, 1994
8:30 a.m. Registration - BALLROOM FOYER
PLENARY SESSION PLAZA C
12:30 p.m. Opening | Gary H. Blumenthal
Welcome and Purpose % Executive Director
President’s Committee
on Mental Retardation
PCMR Vice-Chair
12:45 p.m. Administration for Children Mary Jo Bane, Ph.D.
and Families: Vision and { Assistant Secretary

Goals . g Jor Children and
1 Families
U.S. Department of
Health and Human
Services
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1:00 p.m.

1:05 p.m.

1:25 p.m.

2:00 p.m.

2:30 - 2:40 p.m.

PANEL I: Setting Visions and Goals
Moderator: David J. Dunn |

President
The Arc

Self-Advocates’ Perspective

Parents’ Perspective

Introduction of Speaker

Stanley Herr, Esq.

Office of Domestic
Policy

The White House

(invited)

The Implications of the
President’s Reform
Agenda for Citizens with
Mental Retardation

BREAK

T. J. Monroe
Knoxville, Tennessee

Tia Nelis
Wayne, Illinois

Koquese Collins
Derroit, Michigan

Don and Dawn Merriman
Salina, Kansas

TBA

Carol Rasco

- Assistant to the

President for

Domestic Policy
The White House
(invited)



© 2:40 - 3:00 p.m.

3:00 - 3:15 p.m.

3:15 p.m.

'3:20 p.m.

3:35 p.m.

3:50 p.m.

Legislative Concerns of : Paul Marchand

Consortium for Citizens Chairperson
with Disabilities (CCD) - Consortium for Citizens
: : with Disabilities (CCD)
Selected Members

CCD Task Force on
Personal Assistance
i Services

Questions and Answers

PANEL II: Congressional Perspectives:
The Impact of Reform
Initiatives on Policies
Affecting Citizens with
Mental Retardation and
Related Disabilities .

Moderator: Ann Rosewater :
Deputy Assistant Secretary
for Policy and Extemal
Affairs
Administration for Chzldren
and Families

The Impact of Reform Initiatives on Andy Imparato
Policies Affecting Citizens with Counsel
Mental Retardation and Related Senate Subcommittee on
- Disabilities Disability Policy

Christine Ferguson
Legislative Director
i Office of Senator
! John Chafee

Questions and Answers



4:00 - 4:15 p.m.

4:15 - 4:30 p.m.

4:30 - 6:00 p.m.

Work Group Session
Assignments

BREAK

WORK GROUPS - SESSION 1
(convening concurrently)

I Health Care Reform and Peapfle

with Mental Retardation

Leaders: David Braddock, Ph.D.

Co-leader TBA

'
i

'|
|
I

II. Welfare Reform and People

with Mental Retardation

- Leaders: Marsha M. Settzer,%Ph.D.,
Sharon L. Ramey, Pk,D.

118 Lor:g-Teﬁn Care Reform and

People with Mental Retardation

Leaders: Steve Eidelman
Co-leader TBA

IV. Housing Reform and People
with Mental Retardation

Leaders: K. Charlie Lakin, Ph.D.

Mr. Jay Klein

V. Education Reform and Peopjle

with Mental Retardation

!
i

I
|
|

|
i
|
i

Leaders: Jan Nisbet, Ph.D. |

‘ Cq-leader TBA

i
!

William E. Jones, Ph.D.

Executive Director

American Association of
University Affiliated

- Programs

- AMPHITHEATER

WALNUT

PLAZA I

PLAZA I

POPLAR



6.00 p.m.
6:30 - 7:30 p.m.

Apri 1994
7:30 a.m.
809 a.m.

8:05 a.m.

8:25 a.m.

VI. Employment/Financing and
People with Mental
Retardation
Leaders: David M. Mank, Ph D.
William Kzeman,{ Ph.D.

RECESS

RECEPTION

Continental Breakfast

PLENARY SESSION
Moderator: John Pride :
Acting Deputy Executzve
Director '
President’s Commzttee
on Mental Retarda(zon

Goals 2000 ... School to Work

Community Inclusion and Older |
Americans with Mental Retardation
and Related Developmental '
Disabilities

I
i

PLAZA 1

PLAZA C

PLAZA C

- Judith E. Heumann

Assistant Secretary

Office of Special
Education and
Rehabilitative Services

U.S. Department of
Education

Fernando M. Torres-Gil

Assistant Secretary
for Aging

U.S. Department of
Health and Human
Services



8:45 a.m.

- 9:05 a.m.
9:15 - 10:40 a.m.
10:40 - 10:50 a.m.

10:50 a.m. - 12:15 p.m.

12:30 - 2:00 p.m.

Cultural Diversity and Citizens with
with Mental Retardation and
Related Disabilities

Questions and Answers
WORK GROUPS - SESSION II' ~
BREAK* '

WORK GROUPS - SESSION III

(Health and Welfare convening jointly)

FORUM LUNCHEON

Introduction of Keynote Speaker
Mary Jo Bane, Ph.D. ?
Assistant Secretary for Children |
and Families ;
U.S. Department of Health and |
Human Services |

KEYNOTE: "A Time for Nationa{
Reform: Preparation
for the 21st Century”

*At the discretion of the Group Leader

Robert Williams
Commissioner
Administration on
Developmental
Disabilities
Administration for
Children and Families

PLAZA B & C

The Honorable

Donna E. Shalala

Secretary

U.S. Department of
Health and Human
Services

Chair

President’s Committee on
Mental Retardation



2:15 p.m. WORK GROUPS - SESSION IV
(Education and Employment convening jointly)
BREAK * '

WORK GROUPS SESSION V

(Long Term Care and Housing convening jointly)

5:30 p.m. RECESS

*At the discretion of the Group Leader



Tuesday. April 26, 1994

8:00 - 8:30 a.m. Continental Breakfast |

8:30 - 10:00 a.m. ' WORK GROUPS - Concluding S;ssion

10:00 - 10:30 a.m. BREAK

10:30 a.m. - 12:30 p.m.  PLENARY SESSION PLAZA C
Moderator:

Work Group Reports and ‘
Recommendations !

Ratification of Recommendations
- Forum Summary

~ Closing Remarks

12:30 p.m. ADJOURNMENT
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PRESIDENT'S COMMITTEE ON MENTAL RETARDATION

U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Administration for Children and Familles
Washington, D.C. 202010000

To: Roz Miller

From: Cary Blumenthal
Exarntiva Diraecto ’
President's Committee on Mental Retardation

Ra: Sec. Shalala‘s Invitation to Carol Rasco

Data: February 18, 1964

I checked with Sacretary Shalala's office aﬁd they have located
the letter from Secretary Shalala to Carol and have sent an
additional signed copy in the mail to your office.

I will check with you again late next wuk';

Hava a good weekand.
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"Gary Blumenthal
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"Chairman, President's Commxssion on Mental Retardatlon

619 0634

gCalled you (per advdise of Stan H) to talk about an
‘invitation they 1dve sent to CHR to be a keynot

speaker at their conference on April 24.

Please call.

Pat

2/10

~11:20am




AT !

"OFFICE OF DOMESTIC POLICY
« 3 THE WHITE HOUSE
CAROL H. RASCO |

4 ASSISTANT TO THE PRESIDENT
FEB | 6 RECT FOR DOMESTIC POLICY

DRAFT RESPONSE FOR POTUS AND

FORWARD TO CHR BY:

DRAFT RESPONSE FOR CHR BY:

PLEASE REPLY DIRECTLY TO THE WRITER

(COPY TO CHR) BY:

PLEASE ADVISE BY:

LET'S DISCUSS:

FOR YOUR INFORMATION:

REPLY USING FORM CODE:

FILE:

SEND COPY TO (ORIGINAL TO CHR}:

T ~ SCHEDULE ? : ACCEPT PENDING ' REGRET

DESIGNEE TO ATTEND:

REMARKS :
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President’s Committee on Mental Retardation
Wlbur j. Cohen Bldg. Rm. 5325
330 Independence Avenue, S.W.
Washington, D.C. 20201

Fax Number: (202) - 295-95:19

1

Date: A—/é-5¥¢ Time: 2o

Please Deliver to the Following Person:

Name 20’2 /14;”6/’

Telephone No.

Organlzalian Dom« bic @a n c»(
Yt 2y 18 |

Note:

~ .
We are transmitting [__é pages including this cover sheet. Please call us as
soon as possible If you do not recelve all pages.

Name of Sender é)&w{ W

‘ </
Telephone No. (202) 619-0634
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PRESIDENT'S COMMITTEE ON MENTAL RETARDATION

U.S. DEPARTMENTY OF HEALTH AND HI/MAN SERVICES
Administration for Children and Famllles
‘Washington, D.C, 20201-0000

Tos Roeg Miller

Fronmi gary Slumenthal
Exacutive Directer ‘
President's Committos on Mental natazdation

Data: February 16, 19%4

Res Speaaking Engagement
tor Carcl Rasco

Attached is a copy of Health and Human Servisces Secretary Donna
Shalala‘’s letter of invitation to Carcl Rasco to serve as the
keynote speakar at the 1994 PCMR Conference. (8tan Herr Rhas
spoken to Mrs. Rasco about reserving this date on her schedule.)

I have bean attempting to contact your office as a follew up to
B8ec. Shalala‘s invitation te lrs. Rasco.

Sac. Shalala serves as the Chairperson of the Preosident's
Conmittes on Mental Retardation. It is the sincere wiah of PCMR
board and staff that Xrs. Rasco will de adble to speak both as an
adninisctration spokasperson, and as a parent to our sonferenas.

Consumer/Self-Rdvoocates and Parents vwill play a significant zole
in the coavening of our assenbly of experts as we prepars to
write our annual Report to the President. The participatiecn of
Mrs. Rasco is mesen as a oritical element of our progranm.

I would sincerely appreciate the opportuniey to speak with you at
your earliest sonvenisnca.


http:aifto.ra
http:Chairp.r.oD
http:re.i4.nt
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TWE SECRETARY OF MEALTH AND MUMAN SERVICES
~atuINGTON, 0.C. 15102

Mre., Carcl H. Raseo

Asgistant to the President
for Domestic Peolicy

The White Housa

Waghington, D.C. 20500

|
¢
{
!
i

Dear Mrs. Rasco:

The President's Committee on Mental Retardation (PQMR) is
"The. President's Reform

convening a Presidential Forum entitled,
Agenda and Pecple with Mental Retardaticn - 21st Centu
Realities,” to be held Sunaay through Tuesday, April 24-26, 1994,
at the Radisson Plaza Hotel at Mark Center, 5000 Seminary Road

Alexandria, Virginia.

As Chair of the President's Committee on Mencal Retardation,
pleage accept my cordial invitation to participate in the

above Presidential Forum as the keynote speaker, on Sunday,
April 24, 1994, 12:30 p.m., at the Plenary Sessicn-A, Plaza C
Ballroom. Your audience will be a group of experts in the field
of mental retardation and other developmental disabilities
representing a crogs section of concerned citizens of our nation.
The Committee would appreciate your speaking on the topic of,
"The Prepident's Reform Agenda and its Potential Impact on
Citizens with Mental Retardation, " and also,  sharing your
personal experiences in the area of disabilit1es

‘The purpese Of chis Forum is to pring together a group of
national leaders in the field uf mental ratardation and other

developmental disabilities to asgess the adequacy of the
national effort to combat mental recaxdation during the past

three decades; and to discuss the impact of ‘the President's
six major reform areas on citizens with mental retardation

and other developmental dlsahilicies

The eix topics and group leaders are:

Health Care Reform and People Winh Mental Retardation
--David Braddock, Ph.D. ‘

Welfare Reformm and Pecple with Mental Retardation
~-Marsha M. Seltzer, Ph.D.

|

(a)

{b}

!

PUY


http:01-",e;AI.TI
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Page 2 - Mrs. Carcl H. Rasco

(¢) Long-Term Care Reform and People with Mental
Retardation--8teve Eldelman

(d) Housing Policy Reform and People with Mental
Retazdation--K. Charlie Lakin, Ph.D.

(e) Bducation Reform and Peopls with Mhn:al Retardation
--Jan Nisbec, Ph.D.

(£) Employment/Financing and People with Mental
Retardation--David M. Mank, Ph.D.

A leadership Forum of this magnitude cannot be achieved unless
there is a team effort and true partnership among naciocnal
leaders in the f£ield of mental retardation from both the private
and public sectors. This includes self-advocates, advocates,
parents, friends, families, providers, volunteers, professional
organizations, foundations and agencies concerned with mental
retardation and other devalopmental disabilities at the national,
State and local levels.

fhank you for your consideration of this requast. I look forward
to your favorable response and the opportunity tO see you at the
Forum. I am alsc extending to you an invitation to the Awards
Luncheon to be held on Monday, April 25, 1884, ar 12:30 p.m.,
Plaza C&D, wherc gelf-advocates and parents will be honored.

For additional information, please contact Mr. Gary H.
Blumenchal, Acting Executive Director of the PCMR at (202) 619-
0634.

Once again, the President's Committee on Menral Rerardarion
appreciates your leadership role in the field of mental
retardation and locks forward to your contribution at this
important Presidential Forum.

Sincerely,

Donna E. Shalala

Enclosures
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PRESIDENT’S COMMITTEE ON MENTAL RETARDATION
U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES
Administration for Children and Familles
Washington, D.C. 20201-0001

A PRESIDENTIAL FORUM:

THE PRESIDENT’S REFORM AGENDA
AND ,
PEOPLE WITH MENTAL RETARDATION --
21st CENTURY REALITIES

April 24-26, 1994

RADISSON PLAZA HOTEL
ALEXANDRIA, VIRGINIA
(703) §45-1010
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~ PRESIDENTIAL FORUM:
THE PRESIDENT’S REFORM AGENDA AND PEOPLE WITH
MENTAL RETARDATION - 215t CENTURY REALITIES

EIRPOSE

The twofold purpose of this conference is to provide a forum for selected
national leaders in the field of mental retardation and related
developmental disabilities to: a) discuss the impact qf six of the
President'’s maqjor reform areas on citizens with mental retardation and
related developmental disabilities; and b) chart the direction for future
activities, policies, and implementation strategies. The issues identified
and recommendations developed will form the basis for the next
President’s Committee on Mental Retardation Annual Report to the
President.

The six selected reform area topics are:
1. Health Care Reform and People with Menial Reiardation,

II,  Welfare Reform and People with Mental Retardation;

Ill.  Long-Term Care Reform and People with Mental
Retardation,

IV.  Housing Policy Reform and People with Mental
Retardation;

V. Education Reform and People with Mental Retardatlon, and

VI. Employment/Financing and People w:th Mental
Retardation.
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The President's Committee on Mental Retardation (PCMR) acknowledges
and exrends appreciarion to the following organizarions and agencles for
their co-sponsorship of the Presidentia]l Forum: "The President’s Reform
Agenda and People with Mental Retardation -- 21st Century Realities.”

~ The Administration on Aging (AoA)
U.S. Department of Health and Human Services

The National Institute on Disability
and Rehabilitation Research (NIDRR)
Office of Speclal Education and Rehabilitative Services
U.S. Depariment of Education

The Social Security Administration (SSA4)
U.S. Department of Health and Human Services

The Administration on Developmental Disabilities (ADD)
Administration for Children and Families
U.S. Department of Health and Human Services

The National Institute of Child Health
and Human Development (NICHD)
National Institutes of Health
U.S. Department of Health and Human Services
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PRESIDENT'S COMMITTEE ON MENTAL RETARDATION (PCMR)

A Presidential Forum:
The President’s Reform Agenda
and
People with Mental Rerardarion --
2lst Century Realities

April 24-26, 1994

Radisson Plaza Hotel
At Mark Center

5000 Seminary Road
Alexandria, Virginia 22311
(703) 845-1010
JENTATIVE AGENDA
Sunday. April 24, 1994
8:30 a.m. Registration - BAILROOM FOYER
PLENARY SESSION
12:30 p.m. Opening Gary H. Blumenthal
Welcome and Purpose Executive Director
' President’s Committee
on Mental Retardation
PCMR Vice-Chair
12:45 p.m. Administration for Children Mary Jo Bane, Ph.D.
and Families: Vision and Assistant Secretary
Goals Jor Children and
Familtes
U.S. Department of
Health and Human

Services



UZ-16-41 UZ:4bPM

1:.00 p.m.

1:.05 p.m.

1:25 p.m.

1:45 p.m.

2:15 - 2:30 p.m.

2'30 - 3.‘mp-m.

3:00 - 3:15 p.m.

PANEL I: Setting Vision and Goals
Moderator: David J. Dunn

President
The Arc

A Self-Advocate’s Perspective

A Parent’s Perspective

Introduction of Speaker
Stanley Herr, Esq.
Office of Domestic

Policy
The White House

(invited)

The Implications of the
President’s Reform

Agenda for Cirizens with

Mental Retardation

BREAK

Legislative Concerns of
Consorttum for Citizens

with Disabilities (CCD)

Questions and Answers

T. J. Monroe
Knoxville, Tennessee

Tla Nells
Wayne, Illlinois

Dawn & Don Merriman
Salina, Kansas

Carol Rasco
Asslstant to the
President for
Domestic Policy
The White House
(invited)

Paul Marchand

Chairperson
Consortium

with Disabilities (CCD)
Selected Members

CCD Task Force on

Personal Assistance

Services
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3:15 p.m.

3:20 p.m.

3:35 p.m.

3:50 p.m.
4:00 - 4:15 p.m.

4:15 - 4:30 p.m.

PANEL lI:

Congressional Perspectives:

The Impact of Reform Initiatives
on Policies Affecting Cltlzens
with Mental Retardation and

Relared Disabtlitles
Moderator: Ann Rosewater
Deputy Assistant Secretary
Jor Policy and External Affairs
Administration for Children
and Families
The Impact of Reform Initiatives on " Andy Imparato
Policles Affecting Citizens with Counsel
Mental Retardarton and Related Senate Subcommittee on
Disabilities Disability Policy
Christine Ferguson
Legislative Director
Office of Senator
John Chafee
Questions and Answers
Work Group Session William E. Jones, Ph.D.
Assignments Executive Director
American Association of
University Affiliated
Programs
BREAK
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4:30 - 6:00 p.m.

6:00 p.m.

6:30 - 7:30 p.m.

WORK GROUP SESSIONS (concurrent)

1. Health Care Reform and People
with Mental Retardarion

1. Welfare Reform and People
wlxh Mental Retardation

Ill. Long-Term Care Reform and
People with Mental Retardation

IV. Housing Reform and People
with Mental Retardation

V. Education Reform and People
with Mental Retardation

VI. Employment/Financing and People
with Mental Rerardation

RECESS

RECEPTION

PLAZA C
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7:30 a.m.
8:00 a.m.

8:05 a.m.

- &25am.

8:45 a.m.

905 a.m.

9:15 - 10:40 a.m.

Continental Breakfast
PLENARY SESSION
Moderator: John Pride
Acting Deputy Executive
Director
President’s Commirtee on
Mental Retardation

Goals 2000 ... Schbol to Work

Community Inclusion and Older
Americany with Mental Retardation
and Related Developmental
Disabilities

Cultural Diversity and Clrizens with
with Mental Retardation and
Related Disabilities

Questions and Answers

WORK GROUP SESSIONS, continued

PLAZA C

Judith E. Heumann

Assistant Secretary

Qffice of Special
Education and
Rehabilirartve Services

U.S. Department of
Education

(invited)

Fernando M. Torres-Gll

Assistans Secretary

Jor Aging

U.S. Department of
Health and Human
Services

{Invited)

Robert Williams
Commissioner
Administration on
Developmental
Disabilities
Administration for
Children and Families
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10:40 - 10:50 a.m.

10:50 a.m. - 12:15 p.m.

12:30 - 2:00 p.m.

2:15 p.m.

5:30 p.m.

BREAK*

WORK GROUP SESSIONS, coniinued
(Health and Welfare convening jointly)

FORUM LUNCHEON PLAZAB & C

~ Introduction of Keynote Speaker
Mary Jo Bane, Ph.D.

Assistant Secretary for Children
and Familles

U.S. Deparrment of Health and
Human Services

KEYNQTE: *“A Time for National The Honorable
Reform: Preparation Donna E. Shalala
Jor the 21st Century” Secretary
' U.S. Deparmment of
Health and Human
Services
Chair
President's Commitiee on
Menzal Rerardation

WORK GROUP SESSIONS, continued
BREAK®
WORK GROUP SESSIONS, continued

RECESS

YAt the discretion of the Group Leader



>
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Juesday, April 26, 1994
8:00 - 8:30 a.m.

8:30 - 10:00 a.m.
10:00 - 10:30 a.m.

10:30 a.m. - 12:30 p.m.

12:30 p.m.

Continental Breakfast

WORK GROUP SESSIONS, concluding

BREAK

PLENARY SESSION

Madera;tor:

Work Group Reports and
Recommendations

Ratification of Recommendations

Forum Summary

Closing Remarks

ADJOURNMENT

PLAZA C



