
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 llife. 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 recent TEeH 
Amendments Act the'\; I'ue p::r;eviQ\,lsly highlighted for :pou.-5ee 
'fflffiendin Bo I't!! ia ;i.Qentiea ] uillh B similar Congressional finding 
in the DD Amendments Act. CIJ-/f/ I?) §I/O I (::::.J(2) 

Extracts from opening remarks of Gary Blumental, PCMR exceutive 
director. ( I&-pp 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'e 1994»)
Cheers! ~fS 

- extract from parents' speech re graduation aspirations for 
their 2-year old daughter with Downs syndrome (JtJ-"R1" [)) 



CONGRESSIONAL RECORD - HOUSE March 21, 1994· 
The Questlon was taken; and (two-­

b1rda uriill' voted In favor thereof) 
be rules were euepended.· anc1the bUl • 
.. amended.. was paased. . 

A motion to recona1c1er was Ia1d on 
betable. 
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GREETIN,GS AND PURPOSE 




Good afternoon. I am pleased to greet 
you on, behalf of the President's 
Committee'on Mental Retardation an~,'·" 
other co-sponsors of this Presidential " 
Forum: The President's Reform' Agenda 
and People with Mental Retardation-- ' 

,21st Century Realities the President's, , 
Committee on Mental Retardation.", 

During the last several years,' the,PCMR 

has intensified its efforts to establish and 

maintain partnership with_ public---and 

, private . sector agencie~-with:~-which the 

CQmmittee' has.cross-cutting~,objectivesi\ ' 

Weare fortunate to share sponsorship of 

the Forum with: 


The Administration on Aging (AoA);'" 


The National Institute on Disability 
and Rehabilitation Research (NIDRR);' 

The Social Security Administration (SSA); 



The Administration of Developmental. 
Disabilities (ADD);. and 

The National Institute of Child Health 
and Human Development (NICHD) 

. Will individuals representing the co­
. sponsoring agencies please stand? 

. . .' 

. [APPLAUSE] 


It is a pleasure for me to extend . greetings 
to you this afternoon.. We are delighted 
by' the. broad spectrum of individuals, 

. agencies, progranls,' services, and families 
that comprise this audience. .;:We__ al~e. 
particularly 'pleased-that· 
represented~ainong' you':~a,re 

.	consumers/self-advocates--who:-:Will_pl~y a 
substantive' 'role in tllese-=-,d'eliberations~-­
right-:from' the ·start.'__ -1 



Our forum participants today have come 
from the East and from the West; from 
the North and from the South; and also 
from America's midlands. 

You, have come front organizations based 
in both urban and suburban communities; 
and from rural counties and townships. 
You bring With 'yOll, the myriad 'expertise 
and the dedication.ofindividuals and 
organizations not only interested,buf also , 
actively lnvolvedin, programs' and services 
that: 

7 ' . 

I: 1) prev,ent mental retardation and 

Ii related developmental disabilities; 

I" • 
;, 

11,1 '.\ ' ' , 

, \;1 2) ameliorate the effects of these 

\"\1;, disabilities on the more than six 

\i~ million Americans so· diagnosed; 

\\ and/or

,I 
1\ 

\\ 
'\,\ 3) advocate for the rights of citizens 

\ \ , : 



with mental retardation and their 

. families, and for persons at risk of 


developing this or related disabilities. 


. Th~PCMR is cognizant 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 'sensitivity to the special needs of 

. citizens with mental retardation, 
'motivated the plal1ning and convening of 
this Forum. Its purpose is twofold: 

" 	First, to discuss the!mpact Qf 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 
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Good afternoon everyone'~''1It's my pleasure to be here today to tell you something~P;1 lP~ 
....\ '\"-'1'01"\,,-1" /t::1d rl,

~ '" \ \'\\h'r '\.)V" t 

about someone dear to m~\heart. My-daughter: 
) 

About ten years ago, my husband Lincoln and I were watching a segment on "60' 

.Minutes" and I don't remember so much the exact content as I do the faces of the 

children ... it was a feature on children with Down Syndrome. At the end, my husband 

turned to. me and said, "I think that must be the worst thing in the world." 

Just a little over two years ago, on March 31, 1992, our daughter, Kaitlin Aubrey, 

Was born. She has Down Syndrome. I tell the opening story because I think it shows the 

. point from which we needed to move from ... and today, my husband I can can honestly. 

say that while having a child with Down Syndrome, or perhaps any d~sability, is not 
. . ' . 

"great'" all the time, or that we wish she didn't have it~ it isn't the worst thing in the world 

either. 

In many ways we've been lucky with the experiences we've had to date with Katie ... 
\ e: 

First, we had a tremendous amounfof support from the m'edical and nursing staff at yi' 
-. . \\, t- ". . .~r 

the hospital where Katie was born. It probably also helped thatI was an employee there.().~ 

Our doctor immediately recognized about five ofthe signsthat led him to suspect that 

Katie had Down Syndrome. And although he never.1abeled it as such initially, after her 

delivery he-held her up to us and said he thought there was a problem~-her-

alnrona:sh~i.mian-crease-on-her left hand, the:flatn9,~¢:; her sinaH ears and 
'~~--'-'--"""" "~'-"--'-"-'-~;". 

",
}
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I remained in the hospital for 21/2 days -.., and in that time, m~nurse had 

made calls and gathered information on Down Syndrome, and also gave us the name and 

number ofour nearest parent support group -- the Chesapeake Down Syndrome Parent 

Support Group. 

My doctor visited me alone on two separate occasions, and once with Lincoln. 

Friends came ... we told them and our familes that we thought Katie had Down Syndrome. 
.. . 

In spite of that news, and the tears, everyone treated Katie's birthas a celebration. That 

was a help. 

Many mothers I've talked to didn't have a clue asto what was happening at the 

hopsital after their child with Down Syndrome was born. Some reported that their physi 

cians avoided them; that the baby was taken and kept in the nursery while the parents 

were kept in the dark; others talked about how they blamed their doctor for letting this 

happen. I think it's really necessary for physicians to be upfront with their patients and 

. . 

that a plan be developed at each hospital on how to handle cases like this. My OB told 

me that this group of doctors wasn't good at giving bad news ... it wasn't exactly 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. Ifmedical and nursing staff can be trained in 



'1) 


articles for our local newspaper on the subject 'ofDown 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 ofour resp.onsibility.· For we've benefitted from those 

. . 

. parents who came before us and fought for their. children's fights, and fought to make their 

lives better. 

Our goals for Katie include the following: First, we want her to feel loved ... to give 

per a sense ofhigh self-esteem so that she cim experience life with confidence. She is a 

very social child and while I think she has the capacity to ma~e many friends, I wonder 

··how other children will accept her.We,envision-her-attending-public.schools,:;tt l~ast for . .: ...,.. '-.. -" _.-. .... .. '-"'-" . / / 

tJ1emost-partj,and,oneday-we-hopeto~s~~~h.er-gniduatefr~nj higpsShooL There's evena· 
'1.-, -----_. ~ ~. ...~. "'~'-.~ .. -' "'-, ,- -": ~~. • -' -, 

. part .of us that hopes she'll continue her education after that... but we'll have to wait and 
. . .' . 


. .. . 


see, and we'll also have to see what it is that Katie wants to do. I wonder if she'll ever get .. 

married... ifshe doesn't, I hope at least she has a companion to enjoy life with. Arlcli!'\y~'_~ 

cco:gl<!; w_e'.d~like to-se~-her remain-as-ha}Jpy-assne lsto&iy.':.:9tli,Katie --,Who loves 
.'-...- "~ 

people,.music, qgg$, Tfljn; sunshille,:swilfg'S~-cookies,apri~ots:~bafh-~iari(f-the~olor.rea.
" ~ - - - -_. . 



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 me.et 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 yo~r 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 

SUBJ: 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 tlbring 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 
question, 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 liThe 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 nat~ons around the world. 

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

To revise and extend the programs of the Technology-Related 

Assistance for Individuals With Disabilities 1\..ct of 1988, 

and for other purposes. 

1 Be it enacted by the Senate and House of Representa­
, ' 

2 tives of t~ United States ofAmerica in ,Congress assembled, 

3 SECTION 1~ SHORT TITLE; TABLE OF CONTENTS. 

4 
. 

. '. . 

(a) SHORT TITLE.-This Act may be ci
. . 

, • , 

ted 
0' 

as 
. . 

the 

S "Technology-Related Assistance for Individuals, With Dis- ' 

6 abilities Amendments of 19~f". " ' 

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

,8 this Act is as follows: 

Sec. 1. Short title; table ofcontents. 
See. 2. Findings and purposes. ' 
SeC. 3. Definitions.' ' 

TITLE I-GRANTS TO STATES 



1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

11 

12 

13 

2 

Sec. 101. Program authorized. 

Sec. 102. Development grants. 

Sec. 103. Extension grants. 

Sec. 104. Second extension grants. 

Sec. 105. ;progress reports. 

sec. 106. Administ:rativeprovisions. 

Sec. 107. Information and technical assistance. 

Sec. 108. Funding.'., . " 


TITLE' II":':"'PROGRAMS' OF NATIONAL SIG:NlFICANCE 

Sec. 201. Programs authorized. 

TITLE III-ALTERNATIVE FINANCING MECHANISMS 

Sec, 301. Alternative financing mecha~sms authorized. 

TITLE IV-AMENDMENTS TO OTHER ACTS 

Sec. 401. Individuals With Disabilities Education Act. 

Sec. 402. Rehabilitation Act of 1973. 

Sec. 403. Technical and conforming amendments. 


TITLE V~EFFECTIVE DATE 

Sec. 501. Effective date. 

SEC. 2. FINDINGS ANn PURPOSES. 

(a) FINnIN~'S.-.,Section"2(a) "of the Technology-Re-, 

lated Assistance for Individuals With Disabilities' Act of 

1988 (29 U.S.C. 2201(a)) is amended to read as follows: 

"(a) FINDINGs.-The Congress finds as follows:
:::\ .' .. . '' 

"(1) Disability is a natural part of the human 

experience and III no.way diminishes 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 
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12 

13 
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16 

17 

18 

19 

20 

21 

22 

23 

24 
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"(F) to enjoy full inclusion, and integration 

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

educational mainstream of American society . 

"(2) During the past decade, there have been 

major advances in modern technology. Technology is 

now a powerful force 'in the ,lives 'of all residents of 

.' the United States. Technology can provide important 

tools for making, the performance of tasks quicker 

and ,easier. For some individuals with disabilities, 

assistive, technology is'a necessity that enables them 

to engage in or perform many tasks. 

' "(3) The provision of, assistive technology de­

vices and services enables some individuals with 

'disabilities­

"(A) to have greater control over their own 

lives; 

H(B) to participate in' and contribute more' 

fully to activities 'in their home, school, and 

work environments, and in their communities; " 

H(O) to interact to a greater extent with 

nondisabled individuals; and 

H(D) to otherwise benefit fromopportuni­

ties that are taken for granted by individuals 

who do not have disabilities. 

, !.-HR 2339 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 today. As I reviewed the roster of participants 

and topics for this two 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 whom I have 

listened, with whom I've discussed the youth of our country, 

the conditions facing our families and their needs and hopes. 

And that's where the overwhelmed part comes in ••.What can I 

add to what has even and will be said? 

1 




I come to you to add my strong commitment and that of the 


administration as well as to reflect with lyoU 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 moving 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 

volunteer days when I worked on foster care, junveile justice 

and adult probation issues, throughout my 20 years of 

parenting and advocating for a child labelled as cerebral 

2 




; 

palsied and retarded as well as through 15+ years of actively 

working in govemment ... throughout 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! 

3 




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 be 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 Clinton pushed and the project 

"Making America Work" was one of two parts: one called 

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, 

4 




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 

differently 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•••1 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 belie~e a number of my rural roots can span 

the gap. 

5 




The Clinton administration has been committed from the 

beginning to a reinvention of government for families ••..as you 

look over our key donlestic 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 produced 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 

6 




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 •••.we 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 

7 




society until people who are willing to work have work. Wor~ 


organizes life. It gives structure and discipline to life. It gives 

meaning and self-esteem to people who are parents. 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 be, done by government because we have to reach deep 

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

8 




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 healing and growth, that is where real 

reinvention must occur. 

I am reminded inwardly on a constant basis of what an 

elderly physical therapist who had dedicated her life to young 

disabled children told me early in nly son's Iife•..she said, 

"Carol, I don't know a lot of philosophy or theory about 

programs for children 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 

9 




Something to do 


Someone to love 

Something to hope for." 

And how right she was and is in the case of not only Hamp, 

but people with who~ 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 urban poor 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 

struck this morning as I went 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 illness 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 home from school •••and then 

I opened the door and the Washington Post stares back at me: 

ACROSS U.S., SCHOOLS ARE FALLING APART. Now, 

this particular article was about the physical condition of the 

school plants but I bet you know what I thought ••..and I 

thought first of an essay I recently read by Benj amin 

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. ••1 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 manufacturing plant 

locations, Olympic sites, etc. we wonIt 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 all know that before you 

can love another, you must love yourself. Think about 

children's faces you I ve seen in urban poor neighborhoods, 

adults you've passed on 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 to 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 keep 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 are learning a lot 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 niche and seldom the twain have met. I submit to 

you that until each side - human development and economic 

development are willing to sit at a common table - real 

reinvention of government for families will not occur. We can 

make application procedures simpler for families seeking help, 

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

15 




security, we ,can write more meaningful standards for our 


students••• all on the one side known as human development 

and we can talk about investments, deficits, inflation, job 

creation, etc. on the economic development side but until we 

recognize that giving peopie at every age, 

(1) something to do; 

(2) someone to love; and 

(3) something to hope for 

are all a part of a mandatory whole just as people and 

families and communities are both parts and "whole" 

t·t· " en lies ..• 


we will not have accomplished the task before us. 


16 




In closing I am reminded of two pieces 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 adversity 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 It work, or learn, or 

believe in· the promise of tomorrow. 

Thank you. 

17 
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E X E CUT I V E OFF ICE o F THE PRE S 

20-Apr-1994 06:14pm 

TO. 	 carol H. Rasco 

FROM. 	 Stanley S. Herr 

Domestic Policy council 


SUBJECT~eeting talking points preliminary draf 

MEMORANDUM 	 TO CAROL H. RASCO 

FROM: Stanley S. Herr 

SUBJ: PARTIAL TALKING POINTS FOR PCMR PRESIDENTIAL FORUM 
TUESDAY, APRIL 26, 1994 

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 11am on April 26th, there appears to be a change in 

their agenda that now has the final wrap-up sess~on ("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 will be 

about 210 persons, of v-lhom 26 \.;ill be self-advocates, and others 

will·be parents, policymakers, and experts from law, medicine, 

education, habilitation services, etc .. 


So if yo~ ca~ 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 vic~-chair, Val Bradley, at the end of the session. If 
you have not met her yet, you're in foi a treat. She's great and 



84/19/94 21:84:49; EOP OASIS FAX-> Hsg:243142 4 Pages Page 3 

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 menta~ 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 



1·..atJ ~ _ .. ,..._ -_ - __ .... 

outstanding Report to the President. 
- 7 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. 

7 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. 

7 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! 



PUI 


P.USlDINT'S COMrtD'I1'EE ON MENTAL RETARDATION 

U.S. DEPARTMENT or HEALTH AND HVMAN SERVICES 
Admlnltltratlon tor Children and I'amiUes 
Wuhlnlton, D.C. 30%01-0000 

TO: Roz Miller 

From: Gary Blumentha,l 

Re: Carol Ras(;o 

Thank you for meeting with me earlier this week to receive 
Secretary Shalala'e letter of invitation to the PCMR Presidential 
Forum. 


I would like to offer an alternative date to accommo~ate Carol's 

Bchedule. 


In secretary Shalala'. letter, carol is asked to speak on sunday,
April 24, 1994 trom 2:00 P.M. to 2:30 P.M. 


We 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 block. 


I hope t.his alt:A.,.nAt:lv~ time bloek will help accommodate Carol's 

lII(;hGdule. 


Thank you. 


ee: Stan Herr 
 "D ~ 30.::r~ Wrt-r 0 GfJlu 

jlJ:,-/O - '~~'l» ~~ ~Qj~ 
~ 
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E X E CUT I V E OFF ICE o F THE PRE SID E N T 

28-Feb-1994 04:28pm 

TO: Rosalyn A. Miller 

FROM: Carol H. Rasco 
Economic and Domestic Policy 

iSUBJECT: Pres. Committee on MEntal Retardation 

I 
I'm told when you regret this yo~ may be asked if I would consider 
coming on Monday, April 2S .... ifiso tell them we will consider it 
and get with me as I would definitely consider a Monday. Know it 
is a day before I am scheduled tb leave for Denver but would 
indeed consider it. I 

i 
Speaking of Denver ... I need to s~e that trip file with all that 

Istuff they sent regarding my panels to do message to Health Care 
folks .... thanks. I " 



Washingt 0 '"" D. C . 

THE SECRETARY OF HEALTH AND HUMAN 'SERVICES 
! WASHINGTON, D.C. 20201 . I 

FEB 281994 

i
Mrs .. Carol H. Rasco I 
Assistant to the President 

for Domestic Policy, 
The White House 

The Pres1dent's Committee on Mental Retardation (PCMR) is 
convening a President~al 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 PlazalHotel at Mark Center, 5000 Seminary Road, 
Alexandria, Virginia.t· . 

As Chair of the President's Committee on Mental Retardation, 
please accept my cordial invitation to participate in the 
above Presidential Fo~um as the keynote speaker, on Sunday, 
April 24, 1994, 12:30ip.m., at the Plenary Session-A, Plaza C 
Ballroom. Your audie~ce will be a group of experts in the field 
of mental retardation: and other developmental disabilities 
representing a cross section of concerned citizens of our nation. 
The Committee would appreciate your speakirig on the topic of, 
"The President's Refo:pn Agenda and its potential Impact on 
Citizens with Mental Retardation," and alsq, sharing your 
Personal experiences in the area of disabilities. 

I 	 I 

The purpose of this Fprum 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 coffibat mental retardatiqn during the past 
three~decadesi and to discuss the impact of the President's 
six major reform areas on citizens with mental retardation 
and other development~l disabilities. : 

. 	 ' 

The six topics and grpup leaders are: 
j 	 i 

(a) 	 Health Care; Reform and People with Mental Retardation 
--David Bra~dock, Ph.D. 

r 

(b) 	 Welfare Refprm and People with Mental Retardation 
--Marsha M.I Seltzer, Ph.D., 
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(c) 	 Long-Term Caire Reform and People with Mental 
Retardation-;-Steve Eidelman 

(d) 	 Housing POli!Cy Reform and People Jrith Mental 

Retardation--K. Charlie Lakin, PhlD. 


; 	 I 

(e) Education Reform and People with ~ental Retardation 
- -Jan Nisbetl, Ph. D . I 


! 

(f) 	 Employment/Fiinancing and People w~th Mental 


Retardation-j-DaVid M. Mank, Ph.D.: 


A leadership Forum of Ithis magnitude cannot i be achieved unless 
there is a team effortl and true partnership among national 
leaders in the field o.f mental retardation from both the private 
and public sectors. This includes self-advocates, advocates,

• ,I • • i 	 •parents, frl.ends, faml.lll.es I provl.ders I volun.teers, professl.onal 
organizations, foundatlions and agencies concerned with mental 
retardation and other developmental disabilities at the national, 
State and local levelsl. . 

Thank you for your con1sideration of this request. I look forward 
to your favorable respbnse and the opportunity to see you at the 
Forum. I am also extending to you an invitation to the Awards 

I 	 '.,

Luncheon to be held on! Monday, April 25, 1994, at 12:30 p.m., 
Plaza C&D, where self-~dvocates and parents will be honored. 
For additional informaition, please con'tact Mr. Gary H. 
Blumenthal, Acting Exel'cutive Director of th~ PCMR 'at (202) 619­
0634. ; 

Once again, the presidbnt's Committee on Merttal Retardation 
appreciates your leade1rship role in the field of mentalI .... . , ,
retardation and looks ,forward to your contr~bution at this 
important presidentiall Forum. . 

I 

Shalala 

Enclosures 

http:faml.lll.es
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FACT SHEET PRESIDENT'S COMMIt lEE ON MENTAL RETARDATION 

V.S. DEPARTMENT OF BE.u.m AND HUMAN SER.VICES 
Administration for Children and Families 
Washington, D.C. 2Ol01~ 

. A ~. ''', ,< •t" 

. PRESIDENT'S COMMrTIEE ON MENTAL RETA~DATION (PCMR) 

The Role of the PCMR 

More than seven million Americans of all ages experien~ mental retar~tion. 
. 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 iand Human Services on 
matters relating to programs and services for persons with meI,ltal retardation. The 
Committee is charged with the responsibility of evaluating the ~dequacy of current 
practices and programs for persons with menta] retardation. The PCMR also 
coordinates Federal agency activities in mental retardation, conducts studies of existing 
pro~ams, highlights the need for changes, where appropriate; .and promotes research. 

Composition of the PCMR 

The Committee consists of 21 citizen members, appoint'ed by the President, and 
six public members, including: the Secretaries of Health and lIuman Services, Housing 
and Urban Development, Labor,and Education; the Attorney General; and the 
Director of ACflON. The Secretary of Hea]th and Human Services serves as 
Chairperson of the Committee. The members undertake therr Committee duties in 
addition to therr daily occupations as physiCians, educators, attorneys, business people, 
and other professionals. The Committee is supported by an 1$xecutive Director and a 
staff which provides assistance and continuity of operations. 

IJ.'. DEPAJmIO!!NT OF BEAt..'J'H IJfD IIUJWf UR~IC:ES 
Adalni8tntion For CbilcSren and haiU':e. 

PCMR : 
no Independence Avenue, I.W., •••hin9ton, D.:c:. 10201 

~one (202) '1t-Ol'4 \\ .epteaber 1~t' 



PCMR Subcommittee • 
.:;;-; ; " : 	 ! 

<;\: The PCMR conducts quarterly meetings, which include member 
i~yolvement in the following sUbcommittees: 

.;(: Family and Community Support -- which isi concerned with 
a$,tivities to et;hance the quality of lif~ of individuals with 
mehtal retardatlon; 

X.?~·' . 

• :~:~:-: Full Citizenship and Justice -- which seeks to protect the 
ci'yil and constitutional rights of citizens with mental 
r~tardation; 

'.','. 

:/~;; : ••-,. > ' 

.;,:" prevention -- which seeks to reduce the occurrence of 
meptal retardation from biomedical, environment!l, socio­
cl.:q,tural, and socio-economic cases; and 

""':' . . 

/; ,( . 
i 

• '\f", public Awareness -- which promotes public: awareness of 
meh~al retardation and the needs of people with !mental 
retardation. 

,?~,-::~ :
:", "," The Committee also conducts forums and publishes numerous 

pu~tications in the field of mental retardation.: Major
pub,11cations include: The New Morbidity: Recommendations for 
Acticin and an Updated Guide to State Planning for the prevention 
of;~ental Retardation and Related Disabilities A~sociated with 
Soclo'economic Conditions (1993);' The Report to the President: 
CitIzens with Ment~l Retardation and the criminal Justice System 
(1~t~2); Summit on the National Effort to Prevent Mental 
Retardation and Related Disabilities (1990); and: Forum 
Proceedings - A Presidential Forum: citizens with Mental 
Retardation and Community Integration (1988).

'<:: ",' , 
; i.,':', 

'1\:::, For over 25 years, the PCMR has continued: its commitment 
to '~~;mprove the lives of persons with mental retardation. 

,. ... ~ ." 

I 
V.S. 	DZPAM'KEN"1' OJ' IlEALTH AH1) IItIMAH 8ERVICES 

&da1ni.tr.tion .or Ch1ldren and .aa111e. 
PCKR 

JlO Independence Avenue, S.w., •••hinvton, D.C. :20201 
'hone (202) IU-OU' \ \ .eptember lI,n 

,': 	 ' 
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A PRESIDENTIAL FORUM: 


THE PRESIDENT'S REFORM tAGENDA 

AND 


PEOPLE WITH MENTAL RETARDATION ­
21st CENTURllRBALlTIES 


TENTATIl'E AGENDA· 

April 24-26, 1994 


RADISSON PL4.ZA HOTE,L 
ALEXANDRIA. VIRGINIA .. 

(103) 845·1010 



PRESIDENTIAL FORUM: 

THE PRESIDENT'S REFORM AGENDA AND PEOPLE WITH 


MENTAL RETARDATION - 21st CENT[JRY REALITIES 


PURPOSE 

The' twofold purpose of this conference is to p'rovide 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) chan 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 Repon to the 
President. 

The six selected reform area topics are: 

I. 	 Health Care Refonn and People with Mental Retardation,. 

ll.. 	 Welfare Refonn and People with Mental Retardation; 

Ill. 	 Long-Tenn Care Refonn and People with Mental 
Retardation; . 

lV. 	 Housing Policy Refonn and People with Mental 

Retardation; 
 i 

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

VI. 	 Employment/Financing and People with, Mental 

Retardation. 




The President's Committee on Mental Retardarion (PCMR) acknowledges 
and extends appreciation to the folloWing organizations and agencies for 
their co-sponsorship of the Presidential Forum: liThe President's Reform 
Agenda and People with Mental Retardation -o!- 21st Century Realities. " 

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

The National Institute on Disa,bility 

and Rehabilitation Research (NIDRR) 


Office of Special Education and Rehabilitative Services 

U. S. Department ofEducation 


The Social Security Administration (SSA) 

U.S. Department of Health and Hurri;an 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 lJealth 

and Human Development (NIC;HD) 


National Institutes of Health 

U. S. Department of Health and Human Services 




PRESiDENT'S COMMITTEE ON MENTAL ¥TARDATION (PCMR) 


Sunday. April 24. 1994 

8:30 a.m. 

12.-30 p.m. 

12:45 p.m. 

A Presidential Forum~' 
The President's Reform A&enda 

and 
I 

. 
People with Mental Retardation -­

21st Century Realities 

April 24-26, 1994 
i 
I 

Radisson Plaza Hotel· 

At Mark Center 


5000 Seminary Road ' 

Alexandria, Virginia 223;11 

(703) 845-1010 

TENTA71VE AGENDA · 

Registration 

PLENARY SESSION 

Opening 
Welcome and Purpose 

Administration for Children 
and Families.' Vision and 
Goals 

BALLROOM FOYER 

P.l.A.ZA C 

Gary H. Blumenthal 
Executive Director 
President's Committee 

on Mental Retardation 
PCMR Vice-Chair 

Mary Jo Bane, Ph.D. 
Assistant Secretary 

for Children and 
Families 

U. S. Department of 
Health and Human 
Services 

http:P.l.A.ZA


1:00 p.m. 

1:05 p.m. 

1:25 p.m. 

2:00 p.m. 

2:30 - 2:40 p. m. 

PANEL 1: Setting Visions and Gpals 
Moderator: 	 David J. Dunn 

President 
The Arc 

Self-Advocates' Perspective 

Parents' Perspective 

Introduction of Speaker 
Stanley Herr, Esq. 
Office ofDomestic 

Policy 
The White House 
(invited) 

The Implications of the 
President's Refonn 
Agenda for Citizens with 
Mental Retardation 

BREAK 

T. J. Monroe 
Knoxville, Tennessee 

1ia Nelis 
Wayne, Illinois 

Koquese Collins 
Detroit, 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. 

Legislative Concerns of 
Consortium for Citizens 
with Disabilities (CCD) 

Questions and Answers 

PANEL 11: 	 Congressional Perspectives: 
The Impact oj ReJorm 
Initiatives on Policies 
AJJecting Citizens with 
Mental Retardation and 
Related Disabilities ~ 

Moderator: Ann Rosewater , 
Deputy Assistant Secretary 

for Policy and Ext~mal . 
Affairs ' 

Administration for Children 
. and Families ' 

The Impact ofRefonn Initiatives on 
Policies Affecting Citizens with : 
Mental Retardation and Related: 
Disabilities 

Paul Marchand 
Chairperson 
Consortium for Citizens 

with Disabilities (CCD) 
Selected Members 

CCD Task Force on 
Personal Assistance 
Services 

Andy Imparato 
Counsel 
Senate Subcommittee on 

Disability Policy 

Christine Ferguson 
Legislative Director 
Office of Senator 

John Chafee 

3:50 p.m. 	 Questions and Answers 




4:00 - 4:15 p.m. Work Group Session William E. Jones, Ph.D. 
Assignments Executive Director 

American Association of 
University Affiliated 
Programs 

4:15 - 4:30 p.m. BREAK 

4:30 - 6:00 p.m. WORK GROUPS - SESSION I 
(convening concurrently) 



6:00 p.m. 

6:30 	 - 7:30 p.m. 

Monday. April 25. 1994 


7.-30 a.m. 


&00 a.m. 


8.'05 	a.m. 

&25 	a.m. 

VI. 	 Employment/Financing and 

People with Mental 

Retardation 


Leaders.' 	 David M. Mank, Ph.D. 
William Kiernan,! Ph.D. 

I 

RECESS 

RECEPTION 

Continental Breakfast 

PLENARY SESSION 
Moderator: John Pride 

Acting Deputy Executive 
Director 

President's Committ¢e 
on Mental Retardation 

Goals 2000 ... School to Work 

Community Inclusion and Older ,. 
Americans with Mental Retardation 
and Related Developmental 
Disabilities 

PLAZA I 


PLAZA C 

PLAZA C 

Judith E. Heumann 
Assistant Secretary 
Office of Special 

Education 	and 
Rehabilitative Services 

U. S. Depanment of 
Education 

Fernando M. Torres-Gil 
Assistant Secretary 

for Aging 
U. S. Depanment 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 ~ith 
with Mental Retardation and 
Related Disabilities 

Questions and Answers 

WORK GROUPS .. SESSION II: 

B REA K * 

WORK GROUPS .. SESSION IIi 
, 

(Health and Welfare convening i~intly) 

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 National 
Reform: Preparation 

I 

for the 21st Century:n 

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 

*At the discretion of the Group Leader 




" 


2:15 p.m. 	 WORK GROUPS - SESSION IV: 
(Education and Employment convfning jointly) 

BREAK* 

WORK GROUPS SESSION V ' 

(Long Tenn 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 Session 

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 

I , , ' 



U~-lH-Y1 Uj:11PM PUl 

P.DSJDINT'S COMMITTEE ON MENTAL 'RETARDATION 
U.S. DEPARTMENT or HEALTH AND HUMAN SERVICES 
Administration for Chlldren and 'amID. 
Wuhlngton, D.C. 20201..0000 

To: Roz Miller 

From: Cary Blumenthal 
Executive Directo 
President's Committee Retardation 

Re: sec. Shalala's Inv1tation to C~rol Rasco 

Data: February 18, 1994 

I cheeked with secretary Shalala'S office and they have lccatad 
the letter from Secretary Shalala to Carol and have sent an 
additional signed oopy in the mail to your office. 


I will check with you again late next week•. 


Kave a qood weekend. 




"Roz, 


;C3ary Blumenthal / 

.Chairman, President's Commission on Mental Retardation 

. 6l9-0~34 ~ 


.' Called you (per adv,.,.f'se of Stan H) to talk about an 

./invitation they~ve sent. to CHR to be a keynot 

".speaker atpe>ir confere~ce on April 24. 

··Please ca1.''l. 

,'~pat/ 
<~O 
" '11: 20am 
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OFFICE OF DOMESTIC POLICY 

" THE WHITE HOUSE 

CAROL H. RASCO i 
FEB 1 6 REC'll 

ASSISTANT TO THE PRESIDENT 
FOR DOMESTIC POLICY 

TO: ______________________ 

DRAFT RESPONSE FOR POTUS AND 
FORWARD TO CHR BY: ____________________~________ 

DRAFT RESPONSE FOn CHR BY: 

PLEASE REPLY DIRECTLY TO THE WRITER 
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oary alum.nthal 
Bxecutiva Di~eator 
~re.i4.nt·. committe. OB Mantal RetardatioB 

~I~!'uary 1', 1"4 .a. 	 8paakin~ Enqaqamant 
fo~ Carol aa.oo 

Att.ch.O i •• copy ot B.alth .n4 Svaan eoZ'vi.a. '.azoatarf Denna 
•••1.1a'0 	lott.r af iDvitation to earol Rasco to .erva a. thl 
taYBote speakar at thl 1". PCKR cont.rence. (stan Barr , •• 
•poken to 	~.o R••oO a~out rea.rvill9 tbi. 4ate Oil h.r aoh.4ull.' 

I have baan attempting to oontaot your ottic. a. a follow up to 
••0. Ihala1a l a invitation to Hr•••a.oo. 

I

Saa. &'.llla aerv•• &. the Chairp.r.oD of tha 'l.'o.iOeat'. 
Committ•• OD K.ntal R.t&1.'4atioD. %t i. tha aifto.ra wi.h of PCKR 
~eaZ'. an4 .taft that Mr•• Ra.oo will ~. ~l. to .paak both a. an 
aO.iai.tration .pat••peraon, &n4 .a • paront to OUI.' •••'.Z'.aao. 

gaa.umorlself-Advooates aDd parantl will play 1& aiqnifioant role 
in tha Clollveainq of our •••uably of exp.rt.a. ve prepare to 
writ. our 	annual .aport to the Jl.'a.i4ent. Th. partioipation or 
xr•• Ra.eo is •••n as a oritioal Ilemeat ot 'our program. 

% vou14 .ino.~.ly .pp~oaiat. the opportunity to apeak wi~h you at 
JOu~ .arli.st oODveni.naa. 

http:aifto.ra
http:Chairp.r.oD
http:re.i4.nt
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THF SECRETA~V 01- ",e;AI.TI"! ,A.",Q ,..iJI.4AIII SEI'VICES 
...., .. INCTON,O.(;, 20201 I 

Mrs. Carol H. Raseo 
Assistant to tne President 

for Oomescic Policy
The White Hou•• 
Washington, D.C. 20500 

Dear Mrs. Ralco: 

The president's Committee on Mencal Retardation (PCMR) is 
convening a Presidential Forum entitled, "The: President IS Retorm 
Ag.nda and people with Mental Retardation . 21st Century
Realities," to be held Sunaay cbrough. TIl••day, APril 24-2G, 1994, 
at the Radisson Plaza Hotel at Mark Center. 5000 Seminary Road, 
Alexandria, Virginia. 	 . 

As Chair of the President's Committee on Mental Retardation, 
plQase accept mr cordial invitation 1:.0 part.i~ipate in the . 
above President a1 Forum as the keynote spea~er, on Sunday, 
April 24. 1994, 12:30 p.m., at the Plena~ Se.sion-A, Plaza C 
Ballroom. Your audienee will be a group of experts in the field 
of mental retardation ana other developmental disabilities 
representing a cross section of eoncerned citizens ot our nation. 
The committee wcu14 appreciate your speaking,on tne topic of, 
liThe E'resicient'g Retom Agenda and its Poten~ial Impact on 
Citizens with Mental Retardation," and also,. sharing your
personal experiences in the area of disabilities. 

The purpose or thie Porum is to bring ~ogeth~r a group of 
national leaders in. tha field of meneal rata:rdation and other 
d.evelcpm.ental d1Sabilities to assails the ad.equac~ of tha 
national effort to combat. mental retardation durl.ng the past:
three d.&cades; and to d1scutis the impact of 'the President.'s 
six major reform areas on citizens with mental retarciat.ion 
and other developmental dilabilities. 

The six topics and group lead.rears: 

(a) 	 Health Care Refor.m and People with Mental Retardation 
·-David Braddock, Ph.D. 

(b) 	 Weltare Refor.m and People with Msptal Retardation 
··Marsha M. Seltzer, Ph.D. 

http:01-",e;AI.TI
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(c) 	 Long-Term Care Reform and People wi~h Mencal 
Recaraation--Steve Eidelman 

(0) 	 Houging pOlicy Reform and People with Mental 
Recardation·-K. Charlie Lakin, Ph.D. 

(e) 	 Education Reform and People with Mental aetardation 
--Jan NilQet, Ph.D. 

(f) 	 Rmploymene/Pinanc1ng and people with Menta~ 

Retardat~on--David M. Hank, Ph.D. 


A leaderahip FOrum Of this magnitude cannot be achieved unle•• 

there is a team effort and true partnership among naeional 

leaders in the field of mental retardation trom both the private

and public sectors. This includes self-advocates, advocatoa, 

parents, friends, £amilies, providers, volunteers, profeSsional 

organizations. foundations antt agenc1es concerned with ment~l 

retardae10n and other developmental diSabilities at the national, 

State and local levelS. 


'Chank you tor your consideration of this request. I look forward 

to your favorablo response and the opportunity eo see you at the 

Forum. I am also extending to you an invitation to the Awards 

~uncheon to be held on Monday, April 25, 1994, a~ 12130 p.m., 

Plaza C&D, where s~lf.advoeat88 and parents will be honored. 

ior additional informat1on, please con~act Mr. Gary H. 

51umenthal, Acting Executive Director of the ~CNR at (202) 619­
0634. 


Once 	again, the Pre.i~ent's Committee on Mental Ratardation 
appreciates your leadership role in ~he t1eld of mental 
retardation and looks forward to your contriDution at this 
important Presidential Forum. 

Sincerely, 

Donna E. Shalal& 

Enclosur~B 
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Washington, D.C. 20201·0001 


A PRESIDENTIAL FORUM: 

THE PRESIDENT'S REFORM AGENDA 
AND 

!. PEOPLE WITH MENTAL RETARDATION ­
21st CENTURY REALITIES 

TENTATIVE AGENDA 
Aprll24·26, 1994 

RADISSON PIAZA HOTEL 
A1..BJlANDRIA, VIRGINIA 

(103) US-IOIO 
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PRESIDEN77AL FORUM: 

THE PRESID$NT'S REFORM AGENDA AND PEOPLE WITlI 


MENTAL RETARDATION - 21st CENTURY REALITIES 


PURPOSE 

The tw%ld purpose 0/ this conference is to provide aforum for selected 
national leaders in the field 0/mental retardation and related 
developmental disabilities to,' aJ di~'cw'~' the impact of s~ of the 
President IS major reform. areas on citizens with mental retardation anti. 
related developmental disabilities,' ond b) chart the direction lor future 
activities, policies, and Implementation strategies. The issues identified 
and recommendations developed will form the basis for the next 
Presidenl's Committee on Mental Retardation Annual Report to the 
President. 

The six selected reform area topics are.' 

I. Health Care Reform and People with Menlal Relardatlon; 

II. Welfare Reform and People with Mental Retardation,' 

Ill. Long-Tenn Care Refonn mId People with Mental 
Retardation,' 

IV. Housing Policy Reform and People with Mental 
Retardation,· 

V. 	 Education Refurm and People with Mental Retardation; -and 

VI. 	 Employment/Financing and People with Mental 
Retardation. 
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The President·s Commiltee on Mental Retardation. (PCMR) acknowledges 
tmd exrenth apprectatlon to the following orgD1l11:atton.r and agencies lor 
their co-spo1Uorshlp of the Presidential FOfU"'.' NThe President's Relol'm 
Agen.dtJ and People with Mental Retardation ··21st Century Realiltes. " 

The Administration on Aging (AoA) 
U.S. Department 0/ Healt1, and Human Services 

The National/rutitute on Disability 

and Rehabilitation Research (NIDRR) 


Office 01 Special Education and Rehabilitative Services 

U. S. Department ofEducQlion 


The Social Security Administ,.ation (SSA) 
U. S. Depa11ment 01 Health and Human Services 

The Administration on Developmental Disabilities (ADD) 

Administration lor Children ana Families 


U.S. Department 01 Health and Human Services 

The National Institute 0/ Child Health 

and Human Development (NICHD) 


National Institutes ofHealth 

U.S. Department 01 Health and Human Services 
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PRESIDENT'S COMMIITEE ON MENIAL RETARDA,110N (PCMR) 

Sunday. 4QriI2~, 1994 

8;30 a.m. 

12:30 p.m. 

12:45 p.m. 

A Presidential Forum: 
The President's Rtifonn Agenda 

and 
People with Mental Retardation •• 

21st C,ntury R,aliti,s 

April 24-26, 1994 

Radisson Plaza Hotel 
At Mark Cent" 


5000 Seminary Road 

Alexandria, Virginia 22311 


(703) 845-1010 


TENlATlVE AGENDA 

Registration 

PLENARY SESSION 

Opening 
Welcome and Purpose 

Administration for Children 
alld Families: Vision and 
Goals 

BALLROOM FOYER 

Gary H. Blumenthal 
Executive Director 
President's Committee 

on Mental Retardation 
PCMR Vice-ehtJir 

Mary Jo Bane, Ph.D. 
Assistant Secretary 

for Children and 
l'amille.f 

U. S. Department Of 
Health and Human 
Services 
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1:00 p.m. PANEL 1: Setling Vision and Goals 
Moderator; David J. Dunn 

Pre~'idenl 
'11le Arc 

1:05 p.m. A Self-Advocate's Perspective 

1:25 p.m. A Parent's Perspective 

1:45 p.m. Introduction 0/ Speaker 
Stanley Herr, Esq. 
OJfice 0/Domestic 

Policy 
The 'White House 
(invited) 

The Implications 0/ the 
President IS Refoml 
Agenda for Ciriuns wirh 
Mental Retardation 

2:1$ - 2:30 p.m. BREAK 

2..30 - J..Of) p.m. Le,i.Jlrldl'e Crmcern.s 0/
Conronrum ft'7 CiTtzeIU 
with Dlsabtttttes (ceo) 

3,-00 • 3:1S p.m. Questions and Answers 

( 
T. J. Monroe 
Knoxville I Tennessee 

na Neils 
Wayne, Illinois 

Dawn & Don Merriman 
Salilla, Kallsas 

Carol Rasco 
Asslslanl 10 Ihe 

President lor 
Domestic Policy 

The Mite House 
(invited) 

ptJtll Marchand 
Chafrp_r80~ 
Consonlum CilliW 

with Disabilities (eeD) 
Selected Members 

CCD Task Force on 
Personal Assistance 
Services 
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3:15 p.m. PANEL II: Congressional Perspectives: 
The Impact 0/ Re/onn InUiaNv" 
on Policies Alfeedng Cltluns 
with Mental Retardation and 
Rllated DUabtltttes 

Moderator: Ann Rosewater 
Deputy Assistant Secretary 
for Polley and &ternal Affairs 

AdmintsrraJton for Children 
and Families 

3:20 p.m. The Impact ofReform Initiatives on 
Poltcles Affecting Citi1.ens with 
Mental Rerardarton and Related 
Disabilities 

Andy lmparato 
Counsel 
Senate Subcommittee on 

Disability Policy 

3:35 p.m. Christine Ferguson 
Legislative Director 
Office of Senator 

John Chalee 

3..50 p.m. Questions and Answers 

4:00 • 4:15 p.m. Work Group Session 
Assignments 

William E. Jones, Ph,D. 
£XecUlive Director 
American Association of 

University 4f/iliated 
Programs 

4:15 - 4:30 p.m. BREAK 



~lL 

4:30 .. 	6:00 p.m. WORK GROUP SESSIONS (concurrent) 

1.. Heolth Car~ Be/onn wId People 
with Mental Retardation 

11. 	 Welfare Re/orm and People 
wllh Mental Retardation 

III. 	 Long-Term C4" Re,form and 
People with Mental Retardation 

IV. 	 Housing Reform and People 
wl1h Mental Retardation 

V. 	 Education RI/orm and People 
with Mental Retardation 

VI. 	 Employment/Financing and People 
with. Mental Retardation 

6:00 p.m. 	 RECESS 

6..30 	 .. 7:30 p.m. RECEPTION 
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Mond4)l. AQri125, 1994 

7:30 a.m. 

8:00 a.m. 

8.·05 a.m. 

8:2' a.m. 

8:45 a.m. 

9:05 a.m~ 

9:15 -10:40 a.m. 

Continental Brealifast 

PLENARY SESSION 
Moderator: JOM Pride 

Acting Deputy Executive 
Director. 

President's Committee on 
Mental Retardation 

Goals 2CXXJ .,. School to Work 

Community Inclusion and Older 
Americans with Mental Retardation 
and Related Developmel~al 
Disabiliti,s 

Cultural Diversity and Cltitens with 
with Mental Retardation and 
Related Disabilities 

Questions and Ata.swers 

WORK GROUP SESSIONS, continued 

PLAZA C 

Judith E. Heumann 
Assisttlnt Secretary 
Office ofSpecial 

EducOllon QlUJ 
R,habtlttarfve Services 

U. S. Department of 
Education 

fi1&vlted) 

Fernando M. Torres-Gil 
Assistant Secretary 
.for Aging 
U. S. Department 0/ 

Health and Hwnan 
Services 

(Invited) 

Robert WlUiams 
Commissioner 
A.dminlstration on 

Developmental 
Di$abilit/~$ 

Admi1zistration jor 
Chtldren and Families 
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10:40 A J0:'0 a.m. 

10.~$O a.m. .. 12:15 p.m. 

J2:.30 - 2:00 p. m. 

2:15 p.m. 

5:30 p.m. 

BREAK* 

WORK GROUP SES.~/ONS, continued 
(Health and Welfare conventng joimly) 

FORUM LUNCHEON 

Introduction 0/ Keynote Speaker 
Mary Jo Bane. Ph.D. 
A.ssistant Secretary lor Children 
and Families 

U. S. Department 0/ Health and 
Human Services 

KEYNOTE: "A nme lor National 
Reform,: Preparation 
for the 21st Century U . 

WORK GROUP SESSIONS, continued 

BREAK* 

WORK GROUP SESSIONS, c01Jftllued 

RECESS 


. 
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PLAZA. B &: C 

The Honorabls 
Donna E. Shalala 
Secretary 
U. S. Department of 

Health and Human 
Services 

Chair 
President's Committee on 

Mental Retardation 

·At rhe discretion. of the Group Leader 



7Yesdqy. April 26. 1994 

8:00 • 8:30a.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 BrtaJifasl 

WORK GROUP SESSIONS, concluding 

BREA.K 

PLENARY SESSION P.l..AZ4 C 

Moderator," 

Work Group Reports and 
Recommendattons 

Rolt/lCt1.1ton ofRecommendations 

Forum Summary 

Closing Remarks 

ADJOURNMENT 


