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EXECUTIVE OFFICE O F THE PRESIDENT

12-Jan-1994 04:01pm

TO: Carol H. Rasco

FROM: Stanley S. Herr
Domestic Policy Council

CcC: Christine M. Heenan

CC: Rosalyn A. Miller

SUBJECT: RE: Wall Street Journal article

Chris and I now have the WSJ piece, had a preliminary exchange of ideas, and
will meet on it tomorrow at llam.
Can you please let me know if:

~--you would like a draft for a letter to the editor or a full Op-Ed
reply?

--you have any word limit you're operating under?

--you want the basic approach to recognize the validity of that
mother's concerns, your own comparable experiences in Arkansas, and how our
health care reform plan will simplify the now-fragmented delivery and
reimbursement system that Ms. Jennings describes?

We're happy to take a crack at this and to teaming up.
Thanks for any feedback.
stan

MEMORANDUM TO CAROL H. RASCO
From: Stan
Jan. 13, 1994 noon

Chris and I conferred this morning and came up with these talking points for
your interview on Friday. We feel that they could also serve as a framework
for a written response to the Wall Street Journal. It seems to us that a
relatively long letter to the editor might be the most appropriate vehicle for
that response. Please let us know if we are on' the right track and how we can
be of further help to you.

B T T Sy e —

TALKING POINTS FOR YOUR TELEVISION INTERVIEW:

1. Our Health Care plan recognizes the types of frustrations consumers like
Ms. Jennings now experience in the delivery and relmbursement of health-
related services.

2. Marianne Jennings is on the mark with her description of undue complexity,
the duplication of caseworker reviews, lack of user friendly information
approaches, etc. She and her family have faced first-hand the crazy-quilt,
patchwork system that we have in America today, because we have no national



system.

3. As a mother in Arkansas of a son with multiple disabilities, I had my share
of similar experiences (give some examples such as as the caseworker who saw
Hamp as a baby crawling on your floor and still asked where was your disabled
child; rejected application because in reciting 18 years of Hamp's medical
history, one doctor's zipcode from years ago was omitted).

But the Medicaid program, with all its flaws, will continue to be the only
"resource for many people until we have a system of guaranteed private
insurance.

4. Clinton Administration is also working to come up with new consolidated
child services approaches in Indiana and West Virginia to demonstrate ways of
unifying case management. Coordinated case reviews should eventually replace
multiple visits by legions of caseworkers.

5. Administrative simplification in health care means reducing the hassles of
‘determining and tracking coverage through a guaranteed comprehensive benefits
package.

6. More standardization will mean fewer obscure turns and twists to getting
benefits. .

4. The President's plan seeks at every level of design of health care reform
to end such horror stories as Ms. Jenning's, to put "patients over paperwork,"
to have report cards that give consumers meaningful information on which
locally available health plans are more responsive and consumer friendly.

8. Parents of children with disabilities, like Ms. Jenning's child shouldn't
need a lawyer's training and her abundant communicatlon skills to be able to
access services for their chlldren.

9. We are committed to fashioning a system in which the race is not to the
fittest or the most ardent battler of bureaucracies. Ms. Jennings elogquently
describes some of the ills and unevenness of the status quo. I as a mother,
and a policy maker, will also talk to Mrs. Clinton and know that we must and
will do better to preserve the health and tap the potential of our children
with disabilities than our fragmented health care system now allows.

10. Parents of disabled kids will have to mobilize to make health-care
programs work properly. But as a recent article detailed ("The mothers of
invention: How a mighty grass-roots movement of parents with disabled kids is
changing the nation," US News & World Report,. Jan. 10, 1994, at 38-42),
mothers and fathers of children with disabilities are doing just that and
bringing their expertise to bear on these complicated, but vital issues.




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

DATE:

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

DATE:



Carol: Here are some possible titles for your AAMR speech. It could also
serve as your "stump speech" to any groups of this nature. The first one is my
preferred suggestion. But I offer some variants.
On Putting People First: The White House Agenda for Mental Retardation
Reform and Renewal: ........

People First: .........

The Clinton Administration's Leadership for Choices and Inclusion

The content of this talk can feature heath care reform, family leave
act, national service act and its possible benfits for this field, special
education, and all the rest of the good stuff we'll be working on this year.

AAMR's president is "thrilled" that you're coming!!

*****'k**’k********************************************************Regarding a

meeting with Mrs. Shriver, I'm informed that she would expect to meet with us
here at the White House.



As it turns out, Kennedy Foundation's executive director is meeting
with Bill Galston next Teusday about a school program they're subsidizing.
Mrs. Shriver may be joining them: I was queried whether they could just
continue from there to meet with you. But based on what I know of your
schedule, I suggested that Teusday, Wedneday or Thursday (Sept. 21, 22, or 23)
late morning or mid-day would work best. I'll proceed on that assumption and
work through Ros on scheduling this.

hkhkkkkkkkkkkkkkkhhhhkkhkkhkkhkkhkkhkhkhhhhhhkhkkkkkhkkhkkhkhkkkkhkkhkhkhkhhhhkhkhkhkhkhhkhkkkkkk
Have a good trip to Nebraska and a restful weekend.

MEMORANDUM TO CAROL H. RASCO
FROM: Stan Herr
SUBJ:  NICHD Funding

DATE: December 9, 1993

The American Association of University Affiliated Programs for Persons with
Developmental Disabilities (AAUAP) has prepared the attached summary urging
increases in NICHD funding. They urge comparability with other NIH institutes
after many years of significant underfunding, and point to research
breakthroughs that could be accomplished in the disabilities field. You
previously received their full submission, but at your suggestion (conveyed
through me) they have compressed their points.

With the prevention of childhood diseases and disabilities and pediatric and
maternal AIDS research being Administration priorities, there is a strong case
to be made for added research funds to make the types of cost-savings outlined
in this document. The type of research that we observed during our visit to
the Kennedy-Krieger Institute could be expanded if we were able to approach
the NICHD "professional judgment budget" of $685 million (versus the FY 1994
budget of $555 million for NICHD).

If I can assist you further on this matter, please advise.



" MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SUBJ: Budget Reflections

DATE: December 17, 1993

In reply to your memo of yesterday eliciting any comments/reflections on the
budget, I am enclosing OMB's summary tables on homeless assistance programs.
The trends are certainly positive ones and reflect homelessness being HUD's
number one priority and the higher profile the Administration has given this
issue. But expectations in the homeless advocacy community are also high, and
for the first time since this issue began to receive national prominence there
is a glimmer of hope that the federal government will make a significant



inroad in this problem. At yesterday's Interagency Council for the Homeless
meeting, affordable housing. prevention, mental health and substance abuse
'were labeled as the four top consensus areas for more action under the
proposed federal plan to reduce/end homelessness. In light of those concerns
and the possibilities for meeting realistic expectations for change, can we
set aside more than 4,750 Section 8 vouchers for disabled homeless families?
(see footnote 11 re Non-McKinney Act program).

Supportive housing is also a key to keeping the disabled homeless off the
streets and/or out of more expensive custodial institutions. I don't
understand where we are in terms of increasing the stock of such supportive
housing for FY 95. Perhaps you can seek clarification and enhancement in this
key area of programming.

Re more NICHD funding, I previously sent you memos of November 15th
and December 9th with supporting documentation on the case for coming closer
to the professional judgment budget of $685 million than the $555 million FY
94 budget. Some of these research initiatives could prevent childhood disease
.and disabilities, including work to prevent mental retardation from lead-
poisoning and other causes, and save health care and other federal budget
costs. The documents you already have should provide sufficient briefing on
these points. '

Finally, although I have not yet been able to get specific information
on the SSA disability determination staffing problem, (Ihave a call in to Lisa
Fairhall of OMB x5880), I believe we still have a looming political and human
problem with delays in processing the backlog in making decisions on
disability applications. SSA's administrative budget requires some enhancement
to implement Congressional mandates on beneficiary needs.

I hope these comments are of some assistance. If I can provide you
with any further help, I will be happy to do so.

MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SUBJ: ARC Communication on the November meeting with you

DATE: December 22, 1993

FYI, I attach The Arc Government Report of Nov. 29, 1993 which summarizes
their staff's meeting with you. It is basically quite positive for the
Administration. The one sentence on page ‘3 that I lined in the margin seems a
bit overstated and I let Paul Marchand know that I did not recall that type of
comment coming out of our meeting. His explanation is that President Clinton
said something to that effect in his meeting with disability leaders last



summer, and there was nothing we said to rebut it at our meeting. He
acknowledged that this shorthand might not be apparent to the average reader.
Telling him that I personally thought of our meeting as a consultation not an
argument, I pointed out that health care reform and other recent initiatives
certainly indicate that despite a tough budget picture progressive change is
not being stifled. ' ‘

Our conversation Qas cordial, and I do not recommend any followup. He thanked
me for the feedback.

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

SUBJ: Growing Unified Disability Community Support for the President's
Health-Care Reform

DATE: Dec. 28, 1993

I am pleased to enclose Justin Dart's Dec. 20th memorandum and CCD action
alert that reflects a new sense of unity in the disability community to give
forceful support to President Clinton's drive for universal rights to health
care. Several of us have been working to get such a strong message out to keep
universal coverage and long-term care as the focus and rallying point.

The "strengths" and "concerns" analysis that Alan Bergman has marshalled is



far more balanced than prior documents that we have previously seen coming
from UCP. The concern on the outpatient rehabilitation benefit is also

. reasonably stated, and the First Lady's recent letters on revisiting that
issue offer some hope of a principled equal access to physical therapy and
related essential therapies to avoid regression and more costly treatment down
the road. I am receiving information from several sources that such therapies

are often in existing insurance plans now.

Let me close with best wishes to you, Mary-Margaret and Hamp for a happy and
healthy New Year!



MEMORANDUM TO CAROL H. RASCO e
FROM: Stanley S. Herr
SUBJ: Turner letter concerning Wright State University (WSU)

- DATE: January 13, 1994

You asked me to look into the matter of the unsuccessful application of this
University's request for renewal funding under the Student Support Services
program. Based on two conversations with Richard Sonnergren (most recently
yesterday) and the attached letters from his office to Jean Turner (your
correspondent) and from Secretary Riley to Senator Metzenbaum, I've drafted
the enclosed reply for your review. [Roz has the E-mailed version for typing
convenience]. '

As background information for you, here is the status of this matter. Both of
Ohio's senators and half of its House delegation have lined up in support of
WSU's protest. Secretary Riley's letter notes that he has personally reviewed
this matter and will only order a full outside reevaluation if his own experts
in the Department find bias in the initial peer review process.

There were funds to approve only about 700 of the 1100 applications, and WSU's
application fell a few places (and points) short of funding. If Sec. Riley
should eventually fund WSU, he Wlll reprogram some of the Department's funds
this year.

In drafting your reply, I have taken a guarded approach since Sec. Riley is at
least two steps from a possible refunding of WSU's disability student support
program. Ms. Turner's letter includes her daughter's essay as a high school
student that I felt was worth saluting and makes for inspiring reading and
reveals a generation of students with disabilities that has high expectations
for a full and mainstreamed life.
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MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SUBJ: Vocational Rehabilition

DATE: December 14, 1993

You asked me to find out the status of the Administration response to Senator
Dole's request that we create a National Commission on Rehabilitation
Services. On November 20th, the Minority Leader's office issued a press
release reiterating his call for such a Commission to "examine serious
failures in the nation's rehabiliation programs, including problems in the ...
$2 billion vocational rehabilitation program reported by the GAO in August."
This Commission is authorized under the Rehabilitation Act Amendements of
1992, but there is some gquestion as to whether the relevant appropriations
committees would actually approve its. funding.

Based on two telephone conversations with Howard Moses, Deputy Assistant
Secretary, OSERS and conversations with Acting RSA commissioner Smith, Dave
Ziskind, we will be receiving the actual response to Dole's proposal. I have,
howver, attached Secretary Riley's letter of Nov. 18th to chairman John
Conyers (House Govertnment Operations Comm.) which largely concurs with the
recommendations contained in the GAO report, "Vocational Rehabilitration:
evidence for Federal Program's effectiveness is Mixed." But the Department’'s
position is thaht the GAO recommendation to institute the National commission
on rehabilitation Servvices is not warranted because: ,

+ the administartion's incoming appointees should first be given a
chance to evaluate the progranm;

+ a new outside body is not needed when the National Council on
disability could perform this type of review, along with existing authorities
in OSERS, RSA, NIDRR, NIH, and the Access Board.

» the creation of anew body would only divert staff and resources from



existing vital program functions; and

« the Department will put in place its own 'proactive strategy" to
obtain the views of interrested groups to improve employment outcomes prior to
teh next Rehabilitaion Act reauthorization.

See page 6 of attached letter from Sec. Rlley to Chair Conyers.

In private coOnversation with Mr. Moses, he augments the reasoning as
follows: - .
+ they are meeting with Sen. dole's disability specialist, Alexander
Vaschon this afternoon to explore their respective positions.

+ without a permanent RSA commissioner they are hampered in making a
full response;

« they are runnlng all out, but have not even been able to promulgate
regulations based on the 1992 amendements yet, and don't expect to have final
regs before September-October 1994;

+ given the thourogh review of the Rehbailitation act entailed in the
1992 Amendements, they are unclear as to what more a National Commission would
do to change the law;

+ Vashon may be look1ng for a broader review of the generic 140 plus
job training programs and how persons with disabilities can make use of the
full spectrum of job taining and employment programs (OSERS would like to be
involved in this type of broad review, but haven't been invited to do so
yeat);

« they have yet had detailed discussions with the National council on
disability as to its willingness to undertake some type of quasi-outside
study, and are awaiting Marca Bristo's appointment to the leadership of that
Council. ,

The overall picture that emerges is not comforting. Moses and smith
confirm the truth of the Jack Duncan's claim taht this year the Administration
projects the lowest number of vocational rehabilitaion placements for persons
with diosabilities in 48 yeasr. Moses explains that this is in part due to the
greater costs, and more insenive service needs of aiding more severely
disabled rehabllklatants '

Duncan (Council of State Administarors of Vocational Rehabilitaion)
haaaad also satted that of 1.2 million preople in VR programs only some
200,000 emerge in work settings, even defining such settings broadly as
workshops or homemaking. Moses did not dispute this claim either.

If you need further information, I have requested:
1) the number of VR placerm,ents over the last five years;
2) any correspondence from the Department of Educatlon to Seneator Dole on
this GAO report;
. 3) and additional fact sheets on problems and trends in vocational
rehabilitation "slots."

I also have copies of the following GAO reports in case you would like
a brief review on the long= standlng problems we inhereited in the fioeoldf of
vocational rehabiliation.

F.Y.I., OSERS is putting together their resposne to tyeh wide-ranging
_cover-story critique of special education, pubklisehd in U.S. News and world
Report. They will send me a copy. Would you like a copy as well?




’

MEMORANDUM TO CARROL H. RASCO
FROM: Stan Herr

SUBJ: Replies to your queries on Vocational Rehabilitation and miscellaneous
budgetary matters

DATE: December 16, 1993

1. Why are the regulations to the 1992 Amendments expected to be out until the
Fall of 19947

"A. There is a lack of qualified staff to develop regulations of this
magnitude. The regs are expected to be 300-400 pages long.

The lack of a permanent RSA Commissioner has hampered this process.

The process of seeking expanded field input will add 60-90 days delay,
but this participation is expected to pay dividends.

Although they have issued proposed rules on the Client Assistance
Program and Certain Centers for Independent Living portions of the Act (which
he will send me), the rules on the basic state programs are still several
months away from being published.

Howard Moses candidly also acknowledges that "we could do better."”
2. "Do we know the hold up here" [on Marca Bristo's appbintment]?

I am informed that her name has still not left the White House
personnel office, but no problem is known. I have calls in to Paul Miller to
confirm this point and to make sure we're doing everything we can to move this

appointment forward.

3. On the current draft response of OSERS soncerning the U.S. News & World
Report investigation of special education, see enclosed document "A".

4. On the falling trends in the number of non-severely disabled persons
rehabilitated while the number of severely disabled rehabilitant remains
fairly constant, see page C-3 of document "B".

5. You also asked about our response to Senator Dole, and so enclosed is
Secretary Riley's answer that more cost-effective methods exist to review the
VR program than a National Commission on VR priced at $ one million.



All these documents and views are proﬁided by Mr. Moses, Deputy Assistant
Secretary, OSERS.

6. In telephone conversation with Ed Burke, Acting Executive Director,
National Council on Disability, he indicates statutory authority and interest
in his agency in doing the type of study contemplated for a National
Commission on Vocational Rehabilitation. However, his agency is small (only 9
FTES) and they would need additional resources to perform a significant review
of the VR program. :

7. I will see Burke tomorrow and also attend the first court case brought by
the Department of Justlce under title III of the ADA.

8. One other budgetary item to bring to your attention: Justice and probably

the EOC could use additional FTES to provide more energetic enforcement of the

Act. Right now the word on the street seems to be that the likelihood of

enforcement action is so small that employers and public accommodations can
afford "business as usual."

9. Ellie Acheson at Justice told me today that they hope to add four attorney
positions on ADA enforcement, but it will be a while before they are filled.
Four positions help, but the magnitude of the problem seems much larger to me.

10. I have placed calls per your assignments to me to Paul Miller and to the
Kentucky parents.

Enclosures



inroad in this problem. At yesterday's Interagency Council for the Homeless
meeting, affordable housing. prevention, mental health and substance abuse
were labeled as the four top consensus areas for more action under the
proposed federal plan to reduce/end homelessness. In light of those concerns
and the possibilities for meeting realistic expectations for change, can we
set aside more'than 4,750 Section 8 vouchers for disabled homeless families?
(see footnote. 1l re Non-McKinney Act program).

Supportive housing is also a key to keeping the disabled homeless off the
streets and/or out of more expensive custodial institutions. I don't
understand where we are in terms of increasing the stock of such supportive
housing for FY 95. Perhaps you can seek clarification and enhancement in this
key area of programming.

Re more NICHD funding, I previously sent you memos of November 15th
and December 9th with supporting documentation on the case for coming closer
to the professional judgment budget of $685 million than the §555 million FY
94 budget. Some of these research initiatives could prevent childhood disease
and disabilities, including work to prevent mental retardation from lead-
poisoning and other causes, and save health care and other federal budget
costs. The documents you already have should provide sufficient briefing on
these points. ' ‘

Finally, although I have not yet been able to get specific information
on the SSA disability determination staffing problem, (Ihave a call in to Lisa
Fairhall of OMB x5880), I believe we still have a looming political and human
problem with delays in processing the backlog in making decisions on
disability applications., SSA's administrative budget requires some enhancement
to implement Congressional mandates on beneficiary needs.

I hope these comments are of some assistance. If I can provide you
with any further help, I will be happy to do so.

MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herrxr
SUBJ: ARC Communication on the November meeting with you

DATE: December 22, 1993

-

FYI, I attach The Arc Government Report of Nov. 29, 1993 which summarizes
their staff's meeting with you. It is basically quite positive for the
Administration. The one sentence on page 3 that I lined in the margin seems a
~bit overstated and I let Paul Marchand know that I did not recall that type of
comment coming out of our meeting. His explanation is that President Clinton
said something to that effect in his meeting with disability leaders last




summer, and there was nothing we said to rebut it.at our meeting. He
acknowledged that this shorthand might not be apparent to the average reader.
Telling him that I personally thought of our meeting as a consultation not an
argument, I pointed out that health care reform and other recent initiatives
certainly indicate that despite a tough budget picture progressive change is
not being stifled.

Our conversation was cordial, and I do not recommend any followup. He thanked
me for the feedback.

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

SUBJ: Growing Unified’Disability Community Support for the President's
Health-Care Reform

DATE: Dec. 28, 1993

I am pleased to enclose Justin Dart's Dec. 20th memorandum and CCD action
alert that reflects a new sense of unity in the disability community to give
forceful support to President Clinton's drive for universal rights to health
care. Several of us have been working to get such a strong message out to keep
universal coverage and long-term care as the focus and rallying point.

The "strengths" and "concerns" analysis that Alan Bergman has marshalled is



far more balanced than prior documents that we have previously seen coming
from UCP. The concern on the outpatient rehabilitation benefit is also
reasonably stated, and the First Lady's recent letters on revisiting that
issue offer some hope of a principled equal access to physical therapy and
related essential therapies to avoid regression and more costly treatment down .
the road. I am receiving information from several sources that such therapies

are often in existing insurance plans now.

Let me close with best wishes to you, Mary- Margaret and Hamp for a happy and
healthy New Year!



MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SUBJ: Turner letter'concerning Wright State University (WSU)

DATE: January 13, 1994

You asked me to look into the matter of the unsuccessful application of this
University's request for renewal funding under the Student Support Services
program. Based on two conversations with Richard Sonnergren (most recently
vesterday) and the attached letters from his office to Jean Turner (your
correspondent) and from Secretary Riley to Senator Metzenbaum, I've drafted
the enclosed reply for your review. [Roz has the E-mailed version for typing
convenience]. :

As background information for you, here is the status of this matter. Both of
Ohio's senators and half of its House delegation have lined up in support of
WSU's protest. Secretary Riley's letter notes that he has personally reviewed
this matter and will only order a full outside reevaluation if his own experts
in the Department flnd blas in the initial peer review process. :

There were funds to approve only about 700 of the 1100 appllcatlons, and WSU's
application fell a few places (and points) short of funding. If Sec. Riley
should eventually fund WSU, he will reprogram some of the Department's funds
this year. .

In drafting your reply, I have taken a guarded approach since Sec. Riley is at
least two steps from a possible refunding of WSU's disability student support
program. Ms. Turner's letter includes her daughter's essay as a high school
student that I felt was worth saluting and makes for inspiring reading and
reveals a generation of students with disabilities that has high expectations
for a full and mainstreamed: llfe.



As it turns out, Kennedy Foundation's executive director is meeting
with Bill Galston next Teusday about a school program they're subsidizing.
Mrs. Shriver may be joining them. I was queried whether they could just
continue from there to meet with you. But based on what I know of your
schedule, I suggested that Teusday, Wedneday or Thursday (Sept. 21, 22, or 23)
late morning or mid-day would work best. I'll proceed on that assumption and
work through Ros on scheduling this.

khkkkkhhkhkhkkhkhkhkhkhkhkhkhkhkhkhhkkhkhhkhkhkkhkhkhkhkhkhkhkhkhhhhhhkkhkkhkkhhkkhkkhkkhkkhkhhkkhkhkkkhkk
'~ Have a good trip to Nebraska and a restful weekend.

MEMORANDUM TO CAROL H. RASCO
FROM: Stan Herr
SUBJ: NICHD Funding

DATE: December 9, 1993

The American Association of University Affiliated Programs for Persons with
Developmental Disabilities (AAUAP) has prepared the attached summary urging
increases in NICHD funding. They urge comparability with other NIH institutes
after many years of significant underfunding, and point to research
breakthroughs that could be accomplished in the disabilities field. You
previously received their full submission, but at your suggestion (conveyed
through me) they have compressed their points.

With the prevention of childhood diseases and disabilities and pediatric and
maternal AIDS research being Administration priorities, there is a strong case
to be made for added research funds to make the types of cost-savings outlined
in this document. The type of research that we observed during our visit to
the Kennedy-Krieger Institute could be expanded if we were able to approach
the NICHD "professional judgment budget" of $685 million (versus the FY 1994
budget of $555 million for NICHD).

If I can assist you further on this matter, please advise.
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EXECUTIVE OFFICE OF T HE PRESIDENT

14-Jan-1994 01:20pm
TO: Stanley S. Herr
FROM: Carol H. Rasco

Economic and Domestic Policy

SUBJECT: RE: Bergman's fax

Thanks for doinkg the meeting on the 26th! There are over 8-10
speaking engagements that pour in here daily....we need robots to
send out. Some we can decline and be done, others we can decline
and they find pressure points we can't avoid and thank goodness,
there are a few, although a very few that we can decline and that
is the end. Thanks so much. '



MEMORANDUM TO CAROL H. RASCO
FROM: Stanley S. Herr
SUBJ: Phoebe Snow

DATE: Feb. 10, 1994

I've made two calls to Ms. Snow, got Dr. Roy Meyers (special
education head at OSERS) to give her a New Jersey point of
contact, and provided her with five names of New Jersey advocates
with experience in resolving the types of education problems her
multiply handicapped daughter is experiencing.

Ms. Snow is appreciative, would be delighted to sing again for
the President, and may be calling me back with feedback on the
outcome. In the process of aiding her, I've discovered that she
grew up with one of my cousins, and that a law professor that I
consulted went to the same Newark public schools. Small world
stuff and in New Jersey no less!

So I think there is no need for a meeting here with Ms. Snow
since she's basically received referrals from us that could be of
some help in her personal advocacy. 1'll make a copy of her
letter in case she calls me back. Do you want to have someone
call the DNC just to let them know that we attended to this?

25
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o TO Carol Rascoe EEE L : SIS SR
o “Assistant to the Presrdent P , ’, R
DB Dornesuc Pollcy Councrl o - et e
URR: Errc Slldong ’ _'if' Ty e Tt e
: e - , .:’TY.Jay Dunn e _ . b
R jDemocranc Nanonal Comxmttee Rl R T i
S :RE:;', Correspondence from Phoebe Snow e f; AN ‘ -
B “January 2, 1994 . | L R e AT
N hdl,"t .‘T\l‘,:’ :~,// - , o v "i > Hv ) .- ” _ - . L -t B ) “ ; P N ot "" R ' '~ . ': ‘4 .. -
; Enclosed please ﬁnd a letier addressed to you from Phoebe Snow. As you may know Ms Snow isa: .
folk artlst who was the prmc1pal performer ata Washmgton Receptlon for Presrdent Clmton in Juné. 1993:. 7,
. . This letter was, passed on'to us by Roy Furman Fmance Chaxr of the Democratlc Natlonal Commlttee s
ENRRTAR who asked that we dehver 1tto you. :' N L e "
In her letter she descrlbes the personal pam and dlfﬁculty she has endured wrth her daughter Valerle ‘
;who was-born with several mental and physxcal handrcaps You-will notice in. the text’ ofher-letter; Ms. - *
- Snow would greatly apprecnate the opportumty to meet:with you brleﬂy to discuss- alternatlve educational[ "
" programs for children with severe mental and phys:cal birth. defects - In_her letter,: she shares her”
-_frustrations in and \suggestlons for current educatronal programs and facrhtles for cluldren wrth
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‘MEMORANDUM TO CRROL H RASCO
FROM' ' Stanley S. Herr "

SUBJL . Talking points and background for your keynote address to

- the Disability Leadership Forum, Community Leadership Development

Program co-sponsored by the National Easter Seal Society and

. University of Minnesota's Center for Citizenship and Democracy,
September 23, 1994 L : - : Co

DATE: | September 22, l§94 .

‘Time.and Place: Pat Romani will be giving you the information
about your receptlon at the alrport by Ms. Gordon and Ms.
'‘Brewster. You arrive in MN. at 3 54, and their events are as
follows: ~
' « 5 to 6 p.m. receptlon for Forum partlclpants.

"« 6 pm Governor Carlson of Minnesota welcomes partlclpants
and dinner proceeds; .other welcomes from Harry Boyte of U. of

Minn. (his bio is attached as App. 1), and from Sandra ("Sandy") - -

Gordon, Sr. V.P., Corporate communlcatlons for Natlonal Easter
Seal 8001ety (her bio is App. 2). ‘
«circa 6:45 to 7:00 p.m.,  Friday, September 23, 1994 (your
post -dinner talk. of 20-25 minutes begins). -
[This doesn't sound 1like gracious dinning, srnce supposedly.
" their training session starts at 7 p.m.. Their coordinator tells"
me they will relax their tlmetable as necessary***] ' ‘

- The Marquette Hotel
710 Marquette Avenue:
Minneapolis, MN.

Points of Contact°- . :

Hotel Phone for Sara Breweter Easter Seal Socrety s conference‘

- organizers: 612 333-4545 A ,
Hotel. fax (612) 376 7419

: Audieﬁce: : o : S . o

55 persons, of whom 27 are trainees who range in age from their -
- 20s_to mid-40s. About half the trainees are from Minnesota.
‘According to the proflle of partlclpants (ApDp - 3), most use
wheelchalrs, four are not disabled (e.g. Patricia Swartz is the
mother of a 5-year old with cerebral palsy), and all are

Y



: . A . B .
currently 1nvolved in some level of civic organizatlon.,ThiS'is
day one of a 3- -day training session billed as the inaugural group
on civic leadership skills and strategies. According to Ms.
Brewster, this group is excited about, K becoming more- intensely
involved as volunteers' and more effective in dealing with ADA and
accessibility issues. Others in attendance are aides, members of
"pro bono advertising campalgn steering commlttee members.

Your dinner table companions will 1nclude Gov. Carlson (1f
he stays), Nan Skelton (whom I gather you know from NGA days, now
a Humphrey Institute fellow), Harry Boyte, Dorothy Cotton (her
bio is App 4y, Sandy Gordon &-Sara Brewster. :

_ . - AN
aSession~ L o : o o

.fou will be introduced by Sandy Gordon (FYI, see her description
of~the program, "About the Disability Leadershlp Forum " App. 5).

~Talking Points: "Confe331ons of a Volunteer" (your talk 1s
untltled this is Just a suggested theme) :

) . Recognltlon of Governor Arne Carlson as someone whose‘

* presence here confirms that he cares deeply about c¢civic | -
leadership and the helghtened involvement of volunteers like you
both in Minnesota and in your other home states of Colorado
Georgia, Indiana, New Jersey,. Ohio, ‘Oregon, and Texas. . :

-+ Congratulations to Sandy Gordon and Harry Boyte for this

wonderful Community Development Leadershlp program. o

.« Also an honor to be on the program with Dorothy Cotton an
associate of the late Dr. Martin Luther Klng, Jr., and a woman
whose life work has been the eémpowerment of new leadership and.
"who has worked with White House staff on our themes government -
c1tlzen partnerships.

- [Addressing the Forum part1c1pants] It is an espe01ally

'deep pleasure to get to know each of you as volunteers and as
leaders in your communities because I can identify with you.
. « I was a full-time volunteer for many years and I have a
few confessions to make that may connect up w1th your
experiences. :

» Lord knows I didn' t start out expecting to be the
President's chief domestic policy adviser and 1n charge of the
White House Domestic Policy Council.

». Carol: any pre-Hamp volunteer experlences that you want to
share? [voluntary roles to set up contrast

« My life as a volunteer accelerated rapidly after the birth.

of my first child, Hamp who is now a- young adult and 1ncreasmngly, .

involved in decisions for himself.

. But my encounters with bureaucracy and barriers, paperwork
and plty, disability discrimination and . dlsdain (pause) ,
fundamentally changed the trajectory of my life. '

+ I 'became a parent who worked exclu31vely in the dlsablllty
.field as a volunteer until Hamp was seven.

-+ Along the way I discovered the joys and frustratlons of

being part of the dlsablllty rights movement of maklng common

l
i
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»cause with other volunteers, working 1n coalltlons, -and becoming .
‘1nvolved in the political process to make real changes in my
son's llfe and the lives of other folks with disabilities.
[Carol: the core of your remarks are your own stories of
1ncrea51ng act1v1sm as a volunteer see Williams letter to you,
APP- sar . ’ ‘

" the need to stay focused on. goals and not get dlscouraged by
slowness of change or setbacks along the way {Sara Brewster : .
‘ empha51zed that point's relevance to thls group},ﬁ : o

stories that illustrate the point that members of the _
disability movement have to prepare themselves for’ the long-haul
to see fundamental changes not just -to rally for spurts of civic
‘involvement° : .

. _your ‘transition from volunteer"to political activist to.
running state government operations to policy adviser to the

- President.

« Your ‘coming together raises the possiblllties of

?»Relnventlng Citizenship in ways that reminds the public. that.

people with disabilities are and must be: "full participants in
.the shaping of our common life." (see App. 6, Relnventlng
- Citizenship, p. 1). : ‘ T
‘ « In thumbing through, your National Directory: 1993,
Disability Leadership Forum: A Who's Who of people who make a
~difference, I was impressed with the breadth and range -of your-
;accomplishments. Of course, I checked out the Arkansas folks ‘
listed (Carol: see App. 7, pp. 3-4), but I was also impressed.by
reading about Massachusetts State Senator Frederick Berry, a -
State senator for 10 years, a civic leader wlth cerebral palsy .
who has worked in an array of volunteers 1nvolvements in both
dlsabillty and non-disability contexts (Id. p. 46).
‘I read of Bill Demby from Maryland who lost both legs
( from the knee down in Vietnam, who is featured in some TV
. commer01als playing basketball with artificial limbs. He 1s a
counseéllor in a local "disAbility Awareness Project." )
His motto: "To win you. have to play the game. I win when I°
‘try.... I win when I walk into the field or court .ready to -
:play." (Id “at 44). ~

\ . Well you don t have to be a. war hero or shoot hoops to
adopt that motto.

« I regularly meet with the Clinton Administratlon s .
‘appolntees with dlsabmlltles, and each was selected for their
abilltles.‘They range from Assistant Secretaries to staff
assistants, but they are. each in the game and they are winners
who are ready to play

l
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. On’ July 27th, they and 3300 other-disability activists
-came to the White House to hear President Clinton. celebrate the
4th anniversary of the ADA and honor their movement. -

*Presideéent Clinton emphasized that the ADA is "about ,
potential™® and that it "stands.for what is best in our. heritage -
- empowering americans to build better lives for themselves." and
so pledged. to see that the ADA is “fully implemented and
\ aggre381vely enforced in our schools, our workplaces, in
government and in public places for the ‘benefit of all persons
with disabllities."

"I too embrace that goal  and am working to empower every
adult and every child through their famllles to develop to their
fullest potentlal :

. + I've recently set up a Federal dlsabllity accommodations
working Group to help us as a Federal Government do a better job
in accommodating our empleyees our customers and you our
citizens.

« WE ' NEED YOU TO GUIDE Us, AND TO WORK AT YOUR LOCAL LEVELS
TO MAKE THE A.D. A., INCLUSION, AND GREATER INDEPENDENCE A REALITY.
FOR ALL OUR'CITIZENS. WITH DISABILITIES. : ‘

.+ We count on the spirit and deeds of volunteers like you to,
rebuild the American community -- your community.

+ Last week, President Clinton swore in thousands of

:_ volunteers to Americorp, including volunteers with disablllties

in a powerful reminder - that citizens with dlsabilities are givers
of serv1ce, too. :

.. But that message comes as no surprise to you. -

e You know, of course, that President Franklin Roosevelt' s
polio lead to .increasingly severe disabilltles during the course
of his’ presxdency. But the point I stress. is that the general .
public¢ at ‘the time didn't realize it, and may not in 1944 have
been as accepting of people with' dlsabllltles in visible
- leadership roles as I believe they are in 1994. ‘

‘ '+ You know that now people with disabilities, ‘and the family
members of people with disabilities are ready to play a full,
open, and- w1nn1ng role in-the public life of. their towns . states,
. and nation.

« I wish you every success on that public stage in whatever
form of civic work you choose.

« And I hope that the journey of your voluntarism will be as
satlsfying and as much fun. as 1t has been for me. ..

. Thank you and let's get on with the eXCiting sessions that
this weekend offers".[see App. 8 for conference purposes and
agenda]. o o : o
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Please Post

AMERICAN
SPEECH-LANGUAGE-
HEARING !
ASSOCIATION

The American Speech-Language-Hearing Association (ASHA) invites all con-
vention attendees to 2 miniseminar addressing the next steps on disability
policy with top White House official Carol Rasco and Tom Hehir, the
Director of the Office of Special Education Programs (OSEP). Also par-
ticipating will be Barbara Wynn, Deputy Director, Bureau of Policy Devel-
opment, Health Care Financing Administration (HCFA). The miniseminar
will examine the effect of governmental policies on ASHA members and those
they serve. For more information, please call Amie Amiot at (301) 897-5700,
ext. 104.

Carol Rasco, Assistant to President Clinton for Domestic Policy

Tom Hebir, Director of the Office of Special Education Programs

Barbara Wynn, Deputy Director, Bureau of Policy Developmen,
Health Care Financing Administration

Miniseminar: What Will They Do To You Next? - "Addressing
the Next Steps on Disability Policy"

Friday, November 18, 1994, from 12:00 p.m. to 1:30 p-m.

'SEE YOU THERE!




. NOU 94 'S4 14:14 FR *ASHA-3 3@1 897 7356 T0 B8311912024567028 P.A1/82

AMERICAN
-SPEECH-LANGUAGE.
HEARING
ASSOCIATION

' GOVERNMENTAL APFAIRE DEPARTMENT

FAX NUMBER (301) 897-7356

DATE: November 4 , 1994
SENT TO: Stan Herr
"ATTENTION:

FAX NUMBER: 202 456 2228
SENT BY: Amie Amiot

' CONFIRMATION REQUESTED X YES NO

YOU WILL RECEIVE 1l PAGE (S) FOLLOWING THIS COVER PAGE.

IF YOU HAVE ANY QUESTIONS CONCERNING THIS TRANSMISSION PLEAS
CONTACT Amie Amiot AT (301) 897-0104.

MESSAGE: New publicity piece for miniseminar. Thanks again for
all your assistance.
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DATE: gOctober 25 1994
 Time and.Place; Friday, November 18 1994 from noon to 1 30 p m

‘f; . 'New Orleans Convention Center room 19. . e

) ‘s. . PRI

_Points of Contact-“,' -,aﬁ A I S AT AP

'Hotel Phone for Amie Amlot Dlrector of Federal education and j
regulatrory Policy division minisemlnar coordinator a4
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draft on current status
MEMORANDUM TO CAROL H. RASCO

FROM: Stanley S. Herr
SUBJ: Talking points and background for ASHA Convention Speech

DATE: October 25, 1994

Time and Place: Friday, November 18, 1994 from noon to 1:30 p.m,

New Orleans Convention Center, room 19.

Points of Contact:

Hotel Phone for Amie Amiot, Director of Federal educatlon and

regulatory Policy division, and coordinator for your activities:
Hilton Riverside and Towers, {504)561-0500

Hotel fax:7?7? A

Audience:

American Speech-Language-Hearing association, I'm told, is the
second largest membership organization in the special education
field with some 80,000 members (CEC is the largest). Audiologists
are 14,000; the rest of their members are speech and language
therapists about equally divided in working in school or health
care settings. ‘

The Annual convention typically draws 11,000 participants.

Your miniseminar is scheduled in a room with a seating capacity
of 200.

Sequence of events:

You will be introduced by the "chairman" of their board, Lisa
Brekey, who is also president of their California state
association.

You will then give the lead-off talk

At my suggestion, Hamp would then follow and they are fine with
that mother-son duo.

Tom Hehir, director of the Office of Special Education Programs
(OSEP) will then discuss the IDEA Reauthorization for
minutes.

Barbara Wynn, deputy director, Bureau of Policy Development,
Health Care Financing Administration, (a 20 year veteran in HCFA
rate setting matters, who has also spent some time with the
Senate Finance Committee staff, will next cover for
X minutes. ‘

Melinda Harrison, President of their Florida Speech-Language-
Hearing Association, would conclude with her experience in




working on state-level health care reform in that state.

Sen John Breaux's participation is still unconfirmed, but they
say they remain hopeful that he will see yes (simply because its
getting close to the event??). If he shows, presumably he would
come after you and Hamp.

So that's the line up, and even if they wanted to I doubt if
there would be time for Q & A. '

The (Ugh) Title:

Amie Amiot says we could get a change of title if we move
quickly, and she'll get it printed in the "Convention Daily
News."

It will still leave it in the "At Press Time" page of the
program, but I think we can and should conduct this session under
a more postive name.

Tom Hehir and I came up with:
"Next Steps in Disability Policy"”

I'll do my best to negotiate that change or anything else you
would prefer. :

Expectatations:

They would like to hear as much as we can tell them about next
steps in health care reform and IDEA Reauthorization.

I informed Ms. Amiot that on the former there may not be all that
much to say at that point.

They understand that their would be a lot of personal and human
interest aspects in your remarks. Miss America's accomplishments,

and your encounter with her, would certainly be relevant and
generally well-received.

PS. She says the association is a great supporter of the
Administration, and strong endorser of our last health reform.
plan. -
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“EXECUTIVE OFFICE OF THE PRESIDENT -
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. FROM:, . carol’ H Rasco ;Ti" S e e

X‘J~‘Economlc and Domestlc Pollcy

/
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VV"lCC;‘ R Jeremy D Benaml f'f'w‘ff:~4:f«;7k_gi'v fAﬂ f“ “§Q35v1F“
',;_CC 1” Rosalyn A Mlller ‘ e IR : o

‘V'SUBJECT{h\f, Sllversteln and New Orleans talk lf,ﬂxﬂff hﬁ{‘_aV“ '

C e . , C - ‘.( Lo

D1d Bobby have 1deas about what a stacked or non stacked

\)Chlldhood SSI Commission would look like? .I am- very eager- for:

"input on this issue as I ,think: the potentlal ramifications are ﬂ~’
big, blg, blg....and could be very negative at the drop of a. hat

'fflf we. aren't. careful ‘I'm- Just not sure I know all the pltfalls
‘we ought to try to avoid 1n even the app01ntment process. ;

X I know you all sald originally he wanted to " meet with me
on this top:.c'7 ‘Do you think ‘'your. meeting took care of that -or 1s
there some base touchlng or. more I should do w1th him on- this"g

ot

'b}_ IDEA*' Does’ he have more . spe01flcs to offer”,,l'amhvery.irk

\,eager agaln to do thls rlght. f.f '_-‘,A;;, N o '3~”, o SV

;ZL‘,a. Tom Hehlr and IDEA°- you mentioned they are ready to
,3;bounce more” ideas oOff. us....does’ thls mean we are ready for me to
- attend’ another meetlng or what° A : y \

b. New Orleans'” 1 HATE that title 'and was qulte frankly (but

’not to be shared outs1de us). pretty 1nsulted. - I think it 1s worth@x
. a conversatoin: between 'you and AMy if- you agree. Also, my " L
, origlnal 1nv1tation said nothlng about a seminar: format or. even a -

panel ‘but. 1nvited me to. speak: . They: then followed up 1nviting "

“,Hamp to’ accompany me and speak and we. are well underway Wlth all /'ﬁ
' "those logistics of travel, .the- aide to go ‘with him, ‘our 'rooms,
etc. . BUT with: _this new . plece about . a‘seminar and the other i_*
7~panellsts that is why ‘1 asked Jereiny. to have. you 'start finding’
© ‘out format, content expectations, etc. Also I~ had planned- to “A'
~ 'have Hamp close .out the mother/son duo but need to know 1f these
-ﬁ;folks had other plans. - . C S

\w"*?

N The only loglstlcal plece I can think of to settle is that
will need a clip on mike for Hamp if p0551b1e and would like to
have hlm do. a:little" praotlce sess1on at some p01nt if the room '
w1ll be available for that._ ROz has all ‘our: travel schedules

: Sae - . . e N - . - . o B
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etc. and’ other loglstical 1nfo that has been determlned if you
\,need to see- 1t (1 already have the tickets in hand for example)
‘Thanks. }we o o i |
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draft on current status

MEMORANDUM TO CAROL H. RASCO

FROM: Stanley S. Herr
SUBJ: Talking points and background for ASHA Convention Speech

DATE; ctober 25, 1994
bab

Tfme and Place: Friday, November 18, 1994 from noon to 1:30 p.m.
New Orleans Convention Center, room 19.

Points of Contact:

Hotel Phone for Amie Amiot, Director of Federal education and

regulatory Policy division, and coordinator for your activities:
Hilton Riverside and Towers, {(504)561-0500

Hotel fax:??

Audience:

American Speech-Language-Hearing association, I'm told, is the
second largest membership organization in the special education
field with some 80,000 members (CEC is the largest). Audiologists
are 14,000; the rest of their members are speech and language
therapists about equally divided in working in school or health
care settings. '

The Annual convention typically draws 11,000 participants.

Your miniseminar is scheduled in a room with a seating capacity-
of 200.

Sequence of events:

You will be introduced by the "chairman" of their board, Lisa
Brekey, who is also president of their California state
association.

You will then give the lead-off talk. *

At my suggestion, Hamp would then follow and they are fine with
that mother-son duo.

Tom Hehir, director of the Office of Special Education Programs
(OSEP) will then discuss the IDEA Reauthorization for ;{7
minutes. 210

Barbara Wynn, deputy director, Bureau of Policy Development,
Health Care Financing Administration, (a 20 year veteran in HCFA
rate setting matters, who has also spent some timié?it the
Senate Finance Committee staff, will next cover ;>

x minutes.

Melinda Harrison, President of their Florida Speech-Language-
Hearing Association, would conclude with her experience in

2,30 J—



INCLUSION --- LRE

.22 YEARS AGO-IN THIS VERY CITY A GROUP OF PARENTS LIKE. YOU..

. AND A HANDFUL OF LAWYERS LIKE ME' WON AN HISTORIC VICTORY FOR THE
"RIGHTS OF ALL CHILDREN WITH DISABILITIES TO ATTEND A FREE AND

"APPROPRAITE PUBLICALLY SUPPORTED EDUCATION

‘ 2 ONE OF THE REMARKABLE FEATURES OF THAT LANDMARK CASE MILLS V ‘
.BD OPF EDUCATION THE OBLIGATION:TO OFFER DUE:" PROCESS SO THAT

' 'PARENTS ARE EMPOWERED TO. HELP DEFINE AND ENFORCE A, MANDATE OF.
FAPE AND LRE .

.3, THREE YEARS LATER CONGRESS CODIFIED THOSE RIGHTS IN LAW (
AND UNDER IDEA IT IS NOW THE LAW OF THE 'LAND THAT TO THE MAXIMUM
EXTENT APPROPRIATE, CHILDREN WZ DISABILITIES ARE EDUCATED W '

-~~CHILDREN WHO ARE NON DISABLED

4. REGULATIONS GO ON TO SAY THAT 'SPECIAL CLASSES SEPARATE .
fSCHOOLING OR OTRHER REMOVAL OF .CHILDREN, WITH DISABILITIES FROM

. TEH. REG_ED ENVIRONMENT OCCURS ONLY WHEN , THE NATURE OR: SEVERITY OF
. THE DISABILITY’ IS SUCH THAT ED IN REG CLASSES W/ ‘THE - USE OF

* SUPPLEMENTARY AIDS AND SERVICES' CANNGT BE ACHIEVED: = ~
fSATISFACTORILY ‘~k_ o R s

,5 NOwW THE GENIUS OF THIS LAW AND WHY IT IS ABOUT TO HAVE ITS
20TH ANNIVERASARY NEXT YEAR 1S -THE.CHOICES THAT IT PERMITS ——:“,
' THIS IS NOT A ONE SIZE' FITS 'ALL . APPROACH,, BUT ONE WHICH REQUIRES
A CONTINUUM OF. ALTERNATIVE PLACEMENTS, A HIGHLY INDIVIDUALIZED

‘Al PLACEMENT PROCESS - AND ONE THAT REQUIRES ‘ANNUAL 'RWEVIEW,

AN IEP BAXSED PLACEMENT - WHER PARENTS PARTICIPATE IN DESIGNING THE
IEP, PLACEMENT "AS CLOSE AS POSSIBLE TO TEH CHILD S, HOME. ' T
- 'AND PALCEMENT IN A SCHOOL W NON DISABLED PEERAS 'UNLESS THE IEP \?',‘,}
‘,1REQUIRES SOME OTHER ARRANGEM ENMT o ’

1f.6 PRESIDENT CLINTON AND HIS ADMINISTRATION DEEPLY BELIEVE IN TEH
jPRECEPTS OF INCLUSION AND THE- PRINCIPLE OF LRE.{

N TIME AFTER TIME THE PRTESIDENT HAS REITERATED HIS NOW FAMOUS

" ~STATEMENT" OF NATIONAL/DISABILITY POLICY - THAT IT BE BASED ON

. INCLUSION, 'NOT EXCLUSION; " = . . s L
v_INDEPENDENEC 'NOT DEPENDENEC; - '\ B xg'u[f - R
- AND EMPOWERMENT NOT PATERNALISM ’f‘:“;/:} ‘ zﬁ' B

"? ON JULY 27TH INVITED 3300 LEADERS OF DISABILITY RIGHTS
“\MOVEMENT TO HELP CELEBRATE THE 4TH ANNIVERSARY OF ADA. '
LARGEST GATHERING '

"/ NOTED THE ADA AS ONE OUR 'LAWS OF. INCLUSION‘ AND PLEDGED TO

' AGGRESSIVELY' ENFORCE IT IN OUR SCHOOLS AND WORKPLACES IN OUR
. NATIONAL GOVERNMENTS AND LOCAL COUNCILS. .g’%» N

4

“'8 WHEN TEH PRESIDENT AND THE FIRST LADY ASK, US A PEOPLE TTO
'"FINALLY OVERCOME THE REMAINING HANDICAPS OF PREJUDICE AND ‘

’.




'STEREOTYPE"'THEY DO SS FROM A BASIS OF FIRST HAND KNOWLEDGE ‘
.
~ 9 LAST YEAR "'YOUR TELECOFERENCE CELEBRATED RACHEL HOLLAND S R

VICTORY IN THE FEDEDERAL COURTS OouT -IN CALIFORNIA TO ASSURE: HER‘
RRT TO ATTEND REGULAR CLASSES AS . STUDENT W}DD.

‘\10 THIS YEAR I'D LIKE TO HIGHLIGHT THE RECENT SUCCESS OF° TEH T
u,iSAMOZA FAMILY OF NYC IN. WINNING INCLUSION FOR THEIR. TWIN 10- YEAR L
~ OLD DAUGHTERS ANASTASIA “AND ALBA" -= WHO HAVE SEVERE CEREBRAL ‘

: PALSY o . . : : .

. 11. MARY SAMOZA. CREDITED THE PRTESIDENT FOR THE . SUCCESS OF HER :
' ADVOPACCY EFFORTS.~v o o 5

vl

12,1 REALLY WANT TO SHARE THE GIRLS' OWN LETTERS

'13. WHAT COULLD BE MORE ELOQUENT THEN THAT ON WHAT INCLUSION AND

'14, . MISS AMERICA HEATHER WHITESTONE -

' 15." WELCOMED TO WH BY DP, POTUS AND FITS LADY

\FOR'WHAT_sﬁEfSAYSVABCUTﬁxoucnusixoﬁ, AND sﬁPPORT

7116 DELIGHTED RE ALBAA ANAASTASIA AND HEATHER S STORIES SHOW :
_ _FOR HOW YOU AND WE ARE SUCCEEEDSING 'IN GIVING EEQUAL ED. AND. AND
A CHANCE TOP THRIVE AND SUCCEED IN THE MAINSTRAEM OF AM LIFE
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hospital visits, outpatient rehabilitation, home heaith care,
adapted durable medicai equipment (including orthotic and
prosthetic devices and training in the use of those items),
mental health services, and many other essential services.

Furthermore, "congressional committees are expected to clarify

Y%\J@; that rehabilitation services will be available to those who need

them as a result of illness, injury or congenital disabilities.

Such services will also be offered to maintain functioning and

prevent deterioration. "

e« It provides a major expansion of long-term care coveragé
by adding home and community-based services for people with
severe disabilities, regardless of age or income. With a
projected three million people with disabilities and their
families benefitting from this new program, this co&erage allows
people with disabilities to live ih their own homes -- witﬁ their
families where appropriate -- and to enjoy fuller and more

satisfying lives.




Article for Exceptional Parent, 5-11-94
For further information and liaison,
contact Stan Herr at (202) 456-5570.

EMPOWERING PEOPLE WITH DISABILITIES AND THEIR FAMILIES
By Carol H. Rasco

I come to you to express my deep commitment, and that of the
Administration, to the empowerment of people with disabilities.*

Those of you who work in this field -- whether as volunteers
professionals, or family members -- boost our determination and
our capacity to resolve the tremendous challenges that remain
before us. Your dédication and compassion inspires us to embrace
the responsibility of meeting them.

As a parent who worked exclusively in this field as
volﬁnteer until my son was seven and who now works as a
policymaker, I want to tell you about some of the ideas and
individuals that inspire me in my daily work. Although I will
focus here on health care reform, our reform agenda also extends
from education'reform to welfare reform, and from safer streets

to safer transitions to adulthood for all our youth.



The White House Domestic ?olicy Council coordinates the
efforts of the Administrafion, the Cabinet secretaries, and the
other federal agencies involved with thé development of every
aspect of our nation's domestic policy. As a director of the
Council's day-to-day work, I bring a strong determination that
all children shall be empowered to develop to their fullest
potential. To meet this crucial goal, our children need each of
us to believe in them and we as parents need the opportunities to
nurture their growth.

As President Clinton has recently stated, "Having a
disability does not diminish‘one’s right to participate in all
aspects of mainstream society.” On the Domestic Policy Council
we take that right very seriously. Working together in public-
private partnerships, we are responding to the President's call
to "craft policies of inclusion, independence, and empowerment
that will inspire positive changes in this country and in nations -

around the world."



Health care reform is ah indispensable part of that mission.
The President's health care plan is a dramatic advance for people
with disabilities and their families. Here's why:

« It guarantees universal coverage for all Americans, and
the peace of mind of having health care that is always there.

+ It outlaws the current insurance practices of excluding
people with pre-existing Aealth or disability conditions, or of
jacking up yourbrates if you get sick or become disabled.

. Iﬁ forbids insurance companies from picking only the
lowest-risk individuals and families, and rejecting others.

« It builds on today's private insurance system, which is
primarily employer-based, while making insurance more affordable
for the self-employed and subsidized for the unemployed. As a
result, no one will be uninsured, even if they or members of
their family experience a disability, injury, orAsickness.

+ It offers a nationally uniform and comprehensive benefit

package -- in contrast to some of the other legislative proposals

-- that includes a range of preventive services, doctor and

3



« It adds significant civil rights protections for the
. / : : .
enjoyment of health care benefits, consumer involvement in the
design of the new home and community-based services for
individuals with disabilities, and health care "report cards" so
that families can assess which health plan best fits their needs

and reward that plan with their membership.

[On May 2nd, I was delighted to be with the President as he
hosted 125 leaders of the disability community in a tremendously
enthusiastic rally for health care reform. As the President
. emphasized: "This is a baftle that you may be able to lead for
the rest 6f America.... And so I ask you: Be an agent of change,
an agent of empowerment. Never forget that you are carrying on
your shoulders not only your cause, but ours as well. You can
break through to those members of Congress. You can do it." From
the White House, these leaders were joinéd by about a thousand
others who marched across the Memorial Bridge to rally at the

Lincoln Memorial, then to lobby on Capital Hill]. Now
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is the time to guarantee health security for ourselves, for our
children, and for the generations to come. Without secure health
coverage, too many of us are not free to change jobs or to move
to a different location or to venture from disability rolls to
payrolls. Without that security, employers may be reluctant to
hire a person with a disability or a person with a family member
who is disabled.

These basic principles unite us. But it is our common love
for our families that propels us to act.

Early in my son's life, a physical therapist who had
dedicated her long career to helping young children with
disabilities shared with me the words of essayist and poet Joseph
Addison, "Everyone must have something to do, someone to love,
something to hope for."

I am constantly reminded of those words not only for Hémp,
but for all the people Qith whom I've worked. 1In our quest to
empower people, we must strive to fulfill these ends at each

stage in life. WE HAVE QUESTIONS TO ASK AND ACTIONS TO TAKE

6



What do persons with disabilities have to do? For a young
child, is a preschool program or other early intervention
available? For a school-age child, is school relevant, safe, and
effective? Are our échools and transitional programs teaching
both how to make a living and how to live? And, for adults, is
there a job or day activity or voluntary service that satisfies
and excites? As President Clinton said in Memphis last November,
"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 parents. It gives a role model to
children....

We cannot, 1 submitlto you, repair the American community and
restore the American family until we provide the structure, the
value, the discipline, andrthe reward that work gives." Those
pqwerful thoughts are particularly apt, for our citizens with
disabilities who, too often, experience high rates of

unemployment and underemployment.
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What do they have to hope for? And what do we who love them
have to hope for? Linda‘Charlton, mother of a two-year-old
daughter with Down syndrome, recently described her goals for her
Katie before a superb and productive meeting of the President's
Committee on Mental Retardation.

"First, we want her to feel loved...to give her a sense of high
self-esteem so that she can experience life with confidence. She
is a very social child, and while I think she has the capacity to
make many friends, I wonder how other children will accept her.
We envision her attending public schools, at least for the most
part, and one day we hope to see her graduate from high school.
There's even a 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...if she doesn't, I hope at least she has
a companion to enjoy life with. And if we could, we'd like to
see her remain as happy as she is today...Our Katie -- who loves
people, music, dogs, rain, sunshine, swings, cookies, apricots,
baths, and the color red.

These are dreams and feelings to which any parent can
relate. Many of them were fulfilled for me when my son Hamp was
asked last year by the members of his graduating class to give
one of the commencement addresses at his high school. I will
never forget that moment, nor will Hamp. Here was the young man

whom we were once told would not survive, or if he passed the

hurdle of his first days would have to be institutionalized. But

8



Hamp defied those predictions, living at home and attending
school with his non-disabled peers. This is the speech that he
wrote, on his own, politely declining his mother's offer of help.
Hamp said that this was his speech to give.

"Hello, my name is Hamp Rasco. I am pleased to share with you
what attending Hall High has meant to me.

I enjoyed the pep assemblies and the band. I enjoyed talking
with friends in the cafeteria, and going out into the community
with my CBI class.

After graduation I plan to find a job in the community where my
social skills can be put to use. This is important to me because
I want to make new friends with all kinds of people.

I would like to encourage other students with special needs to
never give up, work hard to do a good job and be proud and happy
about what you do at school.

I want to thank Dr. Anderson and the Vice Principals for their
support of my program. I want to tell Ms. Chapman and Mr. Smith
how much I appreciate all the work they have done on my behalf
and all students with special needs. And I also thank Ms. Yates.
And, finally, I especially want to thank my parents for believing
in me and always encouraging me to be all that I can be.

I really hate to leave all my friends at Hall, but I must move

on.

Thank you. Good evening."

Like Hamp, we must all move on. Great challenges lie ahead,
indeed. And as you well know, they are not limited to health
care reform. From the White House to your house, we must work
together. We need to reassure the countless young people like

Hamp across this country that they will always have health

9



insurance, that theyvcan have jobs, and that they are an
essential part of life in our communitiés. For, surely, people
deserve something to do, someone to love, and something to hope
for to be whole and part of whole communities.

The leaders of the disability community are campaigning to
achieve these goals and objectives. I want sincerely to thank
all those leaders, including Paul Marchand and the rest of Arc's
Government Relations‘staff, for their hard work in fighting to
bring health security to every American. In addition, I commend
the 100 sister organizations united in the Consortium for
Citizens with Disabilities for their steadfast support. Now, we
must intensify those efforts. We must each tell our personal
stories so thaf members of Congress have before them ;he human
faces of health care reform. We need each of you to help seize
this moment of opportunity to guarantee private insurance for all

our citizens, coverage that offers you choice, comprehensive

benefits, and freedom from unfair and exclusionary insurance

practices.
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- An independent federal agenicy working with the. Premdent and the Congrebe to increase the
mcluszon, mdependence, and mpowerment of all Amertcans with dzsabllztzes

August 8; 1994

' The Honorable Federico F. Pefia
-+ Secretary of Transportation
— * 400 Seventh Street, S.W. = ' o
-~ Washington, DC 20590 =~ - _

DearSecretaryPeﬁa: o I » :

- It has recently come to our attentlon that the Department of ’I‘ransportatlon is currently
~in the process of i issuing Proposed Rules regarding the accessibxhty of Over-the-Road
Buses (OTRBs) for persons with disabilities. As President Clinton’s most senior
advisory body on disability policy and leglslatwn —including a mandate to advise the
President and Congress on the implementation of the Americans with Disabilities Act
(ADA)~ the National Council on Disability would urge you to utilize the findings and
recommendations -of the mdependent stdy on this matter conducted by the - -
o Congressional Office of Technology Assessment as the basis for your upcoming Notzce of
- Proposed Rulemalking. As you are, no doubt, aware, this issue generated consnderable
' " controversy during the debate over the passage of the ADA, In deference to the
transportation industry, the Administration, the Congress, the National Council on -
- Disability, and 43 million Americans with: disabilities agreed to put aside their
- differences and go forward for the common good, leaving this issue in the capable trust -
- of the Office of Technology Assessment for an independent evaluation. It is, therefore,
. in the interest of fairness and justice that the National Council on Disability urges you to
 go forward with the findings and recommendations contamed in the Office of =
Technology Assessment’s report. ‘

We are aware of the fact that you have recently met with representatlves of the =~ ~
disability commumty and are appreciative of your Wl]hngnas to consider a variety of -
~ viewpoints on this. issue. Indeed, the tremendous energy and leadership you have -
demonstrated in your work at the Department of Transportat:on to date gives us _
confidence that you will addrm this nnportant issue with vigor. Please be assured that -
~ we are ready to provide you with any assistance we uught be able to. provnde in bringing
. tlus matter to an appropnate conclusion. L - _ .

‘ Members of the transpomuon mdustry have generally attempted to present thJs issue as

_ if they were attempting to make a decision regarding a charitable contribution. '
‘However, this is —and always bas been— a civil rights issue. No other industry has been .
granted the concessions that the transportation mdustry has enjoyed over the past four
years, and lt lS the case that if further extensive delays in unplementatlon are granted or

1331 F Street, N\W. @ Suite 1050 = Wa-;}ungton, D.C 20004—1107
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‘The Honorable Fedenco F. Pena
August 8, 1994
- Page Two

,.sxgmﬁcantly inadequate compllance guldelmes are adopted (as some have proposed), an -
entire generation of people with disabilities might go without the civil’ rights protections

- mandated in the ADA. Justice deferred is justice denied.  We urge you to not let good

_ faith on our part be rewarded with recaleitrance and backlash on the part of the. .
mdustry. o . ; .

I Once again, let me relterate our confidence in your wﬂhngness to work toward a Just
" resolution to this issue. I would be very pleased to meet with you and discuss this
matter ip person. Pleasc let me know of any ways in which we might support you in
ensurmg Jnstlee for mﬂlmns of Americans with dlsab:l:tm. : ,

Sincerely,

B,

Chmrperson

PN


http:oureonftdet.ce

“08/08/94 - 09:34 202 272 2022 ~ Nep

Logm®

s bcc. /Carol H. Rasco : '
© Assistant to the Pres:dent for Domest:c Pohcy S
‘Michela Alioto :
Deputy Assnstant for Domestic Pohcy, Office of the Vlce Presxdent

Qoo



