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MEMORANDUM FOR CAROL RASCO

FROM:

SUBJECT:

LYNN MARGHERIC
ARC OF MARYLAND SPEECH

The ARC of Maryland will be primarily concerned with how persons
with mental retardation will be treated under reform.

Here are some highlights of how health reform addresses the needs
of this community. . '

Persons with mental retardation will be covered under
the comprehensive benefits package

Health zeform ensures that all Americans, regardless of
how sick they are, how young or old, employed or
unemployed, will be covered under the guaranteed
benefits package. Health plang are required to take
all who apply - - they can't axclude someone because
they might be considered a bad risk. And, they have to
guarantee the same priem to all who apply - - they
can't charge more for someonz dus ta illness.

Haalth refors axpands homs and community-based cara

Undar reform, persons who havae difficulty in performing
threa or more activities of daily living, such as
eating, bathing, drassing and tolleting; or for paoplo
with mental retardation will ba aligible for expanded
home and community-based oare.

Bach state defines the azzray of long-term care serviges
of fered under the new program. Servieces may include
{but are not limited to):

Homemeker and chora assistance

Adult day care

Assistive devices

Hapilitation and rshabilitation

Home heslth services beyond those that are
provided under the comprehensive benefit package
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;%g J A tax credit availlable to persons with disabilities who
work to help pay for personal assistance services

T¢ encourage participation in the workforce, health
reform establishes 8 tax credit for 50% of the costs
for personal assistance services for persons with
disabilitias who work.

tﬁg » Health reform pramotes the availlabillity and improves
the reliability and quality of the private insurance
policies covering long-term care through tax incentives
and regulaticn

Under current law, people have to pay for long-term
care insurance with after-tax dollars. Under reform,
expenditures for long-term care inzurance will be
deducted from taxable income, and amployers will bse
able to deduct paymerts they make for thesa policiss.

Statas will be responsible for monitoring and enforoing
long-tasrm care insurance standarxds get by the federal
gavermment, which include such things as: 1) clearly
defining what services are cavered by the polioy; 2)
prohibiting limiting coverage bacauss of preexisting
conditiona; 3) providing uniform definitions soross
policies so that individuals don't have to take
expansiva guesses about what's oovered: 4) esteblishing
appaals processes for beneficlaries; 5) training and
cartifying agents who sell policiesn.

I slsc wanted to share with you some of the major sreas of
concern that came up during the meeting I had with Peggy
Bchnaider, Cindy Mahan and e group of direct service providers
and advocates for people with davelopmental disabilities from
Arkansas.

rasidential and community-based centers

$x 1) They felt restricted by the intense regulation of

- Pifferent eliglibility determination processes for SSI
and BEDI, cumbersome regulatione for survey and
inspections, cumbersome paperwark

Response: The Department of Health and Human Services is
exploring how to streamline the determination
processes so0 that it's more comprebensible to
consumers.
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. Managed care system/getekeaperst
The status of seversly dissbled people is vary
unlikely to change. Even so, they're required to
undergo a medical checkup end exam teo requallfy
for services.
Responsa: As you Know, we're currently lovoking at two

options for long-term care. The less expenaive
package is one that's means-tested. If this
option is chosen, for home and community-based
services, eligibility determination will be
entirely up to the states.

If the other option to provide home and community-
baged services for the severely disabled (not
means-tested), then there will be federally
mandated standards for eligibility determination.
They will be different for those with permanent
disabllities and those, like some elderly people,
whose situations ebb and flow.

» The emergence of for-profit agencies to provids care

Responsea:

. Case

Response:

They're concernad that managed care will open up
the field to anyone who can provide services more
cheaply, and therefore quality will suffer.

Under reform, we are not prohibiting for-profit
providers from entering the wmarket. We are
pratecting consumers from poor-quality care in the
following ways - - consumer boards so that those
who receive the care have a say in how it's
delivered; consumer satisfaction surveys that
measure the performance of care providers.

management

In soma states today, case management for the
MR/DD population is done by an entity separate
from tha providar. Thay expressed concern that if
case management ware removed from the provider, it
aslows the process down. "Sometimes 1t takes a
month to roviaw."

This is 8 controvergial issua that we've been
exploring. Btates will have the flexibility to
determine where case management services should be
provided - - at the state laval or by thas
providers themselves, Providers will be
prohibited from conducting eligibility
detsrmination, though.



" Wednesday, April 28, 1993
. Radisson Plaza Hotel
~ Alexandria, Virginia
. 1 p.m,

fj‘It is wonderful to be here before you....as I have told some
. other gelected audiences in recent weeks...what other way is
there to start a speech before a group like yours than I am happy

UCPA

to be here...you are special, you represent the services that I

"have worked for throughout the last twenty years of my life

- aEE®-and above all you represent the services that have worke
- FOR me. -

Sgyaﬁkf{axplain Hamp if not already done...child diagnosed as cerasbral

- palsied at approximately 10 months of age, I knew it sooner)
~You and your peers in the field, he tha§%%g%3ntears (the capacity

~ in which I worked exclusively from my son’s unti] he and a

" half), center administrators, center warkers,&Eﬁéﬂ@&“¥@§%§qéﬁfqyb

- create the success stories in family’s lives like own - you
b%ﬁka on

‘help to enables our determination, our capacity to

. responsibility and teach responsibility-and above all you cgara.

" A recent headline in the Ark. Democrat / Gazette which prorfiled

me as one of the Arkansans making the move to DC stated something

" to the effect that'son’s life leads local woman to White House.'

And indeed it has.

;'I bring to the Domestic Pelicy Council what is seen by some as a
_ simple statement of purpose: All children shall be empowered to
- develop to their fullest potential. You and I xnaw that the

only way children can do so is if each of us as :.uman beings are
given that ongoing opportunity-and it is in that context I both
speak today and carry out the daily tasks entrusted to me by

‘President Clinton.
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. In order to carry you through specific program priorities let’s

use the President’s five priorities given to us at the
cabinet/staff retreat very early in this administration. At the
same time it is impossible for me not to relate as much as
possible to where I come from in a very personal manner.

Economic package: thiz means work, inveetment in people as well
as deficit reduction. e 1992 Rehabilitation Act’s presumption

~of employability is a et K@r@ for us in the DPC...personally,

my son aé&ﬁ?graduateé\from high school and coming from a
community based instruction program in the public schools I am

.vitally concerned about employability, the job he will obtain and

the ongoing lifelong training he will receive, the.fble of

My | PHOTOCOPY
W oo fargx | PRESERVATION




o asslstgiva technoloqy VP Gore and I have had numerous ﬁaﬂ’ﬁﬁ}é
' conversations on this issue...there is a genuine commitmentJm As
+-,'we move ahead on National Service, school to work tranaition and

.. these other job training issues we want to be aware always of thea
SFM&W ‘words (inclusicgn, not exclusion; independence,
3&%%3 ot dependence; and empowerment, not paternalism)

VﬁiQ%Mi@k;
@ Health Care Reform: the many pleces being put together, not

- ready to reveal the details but let’s look:

Qﬁ.ﬁbQ?\gyaﬁfmgygu non-discrimlnation

" comprehensiveness

equity

. efficiency
Lang term care will be addressed and the need for community based
care and the array of services needed to make that real...we
~can’t accomplish it all at once but we hope to present a L Wd .
- comprehensive blueprint.X Health care is tough....far tougher f%
than living facilities iﬁ?residential neighborhoods.

’fHNlHBY @hNuAﬂu/, | , \4leQé§Q§z§i

_ Welfare Reform: WW W@(//&%Uw(

- Work in exchange for welfare
- Work instead of welfare

Campaign finance/lobbylng reform\?wﬁk“§\(%%\u‘ﬁ&MmL%um~Qh ~
] o

'National Service: look not only as hoéj%%ﬁﬂgﬁn articipate as
student participants but alsc as gervices within your %?Ax
R programs...look to state mechanism. : ,
\ﬁkugﬁﬁmaiIQ»EDUCATIQN’ (inherent in all but one of the priorities and
& “thug not a separate category) ’ o

/- =reauthorizations
. =Goals 2000
mention of disabiltiies....if we truly mean inclusion,
mainstreaming perhaps we a%ﬁ?i%“ﬁgrk on implementaticn
. and not sat aside wordsi., out it
m&r&{—GOALS' theaegonis-1f we mean all children quite naturally
ny child, my adult now, and guite frankly we as a -
communlty of believers should demand that, and stop
quibbling over words that don’t necessary produce the
actions...hard work does. 1In these goals we find
avenues to puah for reform, incluslon, early prevention,

PHOTOCOPY
. PRESERVATION



intervention programs...we will do it!

"ADA, an overlay to all. You help us monitor, you help us
~determine where we need to give nudges or bulldozing pushas.

W:I %a me%nggif thw Zcf{a from early childhoo M
go i

,adul 1ifa—long learning ¥ co was born over 19 years a
_ang 8. £old o take him home, love him and make a decision
 about an institution.h..we’ve worked hard with family, medical

| professionals, therapists, parent educators, teachers, school
‘uadministratcra, you name it... he’s been in public aschools all

~ his life, he did indeed finally talk at five, he moved into a
- 'small group setting last August, he’s tﬁﬁg§§'a collaege "woman" as
;~-he put it to me to his high school prom,iw-iess ARt WTERE
~“'and his senior class peers and school a&minlstrators approached

“ him to give a speech at graduation...their rationale "We have
'»learned 80 much from Hamp" ~ he’s unlike anyone we’ve ever known.%?7

»

7
=
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‘. 1've talked about what the Prasidentigzégzeae—eﬂekﬁnnnrﬁnr?

wants to do. We've begun to shift course. But this is Just the
beginning. We must have tha courage to change--to recognize
mistakes, to abandon what doesn't work, to challenge ocurselves to

do better, : ; :
& Wmm%mw
o I know that many of you in this room aae=eiueé—after sha‘q14;ﬁ$& 3

hiltdren-and. fam Simmme Bva—isearr-1 B, ey waereain ¢, and
i ' (B earna .~ T U\%
- But we're asking you te go another round. The President

can't pags or fund hig initiatives alona. He can't break the
gridlock alone. He still neaeds your hslp, and so do America's

childrenqwmﬁxuﬁdkﬁ$ LoRh, dbiﬁ#&hkﬂd qﬂﬁg

: 3, your efforts will be
supported-wnmedruﬂaﬁﬁuﬂ--by tha exacutive branch of this .

government. e amns q-be c.-r S re, )
. . T o w n " hild t
o @._g el
s ‘_,.‘c "‘-n %
*‘ T ?’

. :_.,f 1 AEerewtCand dir
-sident of tha ‘.:- tates.

f Concern for our éﬁfﬁﬁééa.must‘ﬁﬁﬁig*ﬁi the top--but it can't

end thera. We must empower parents, neighborhocoda, communities
and’zﬁiigﬁaﬁz organizatione across this great nation to do what
our need. The President can teke the lead--but only you
can completo tha task.

‘ )
§§g¥éﬁgiha new day is dawning for Amarica's ehi%gﬁgﬁsaggﬁ PMVM&/

thnér«famtiteax We will work together with you. We won't always
succeed, and we won't always be able to do everything that you--
and we--would want.

.. But I can promis u this: we will never relent in our
effort to give every a chance to develop--fully. Because
at the end of Bill Clinton's second term, at the dawn of the
third millenium, I want to be able to say to Hamp Rasco and Mary
Margaret Rasca and to all_ishe—shiddzren of America, with a clear

consclence and a full heart: We did our best. And I want all of
you at this Sﬁﬁﬁ¥¥2to join me in being able to look at ona
another and say: We did our bast.

Thank you very much.

PHOTOCOPY
PRESERVATION
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DISABHITY PERSPECTIVE ON HEALTH CARE REFORM

Non-Discrimvimation People with disabilities of all
ages and their families must have access to health
care which:

= prohibits pre-existing condition exclusions;
= peohibits rating practices that discriminate
against higher users of health care;
* “ensures that all persons, regardless of income
. or health status, have access 1o all needed
heakh-selated services; and
* ensures continuity and portability of coverage.

Comprehensiveness In addition to acute care
hospital and physician services, comprehensive
bealth-related services include:
* preventive sevvices, including services to
prevent the worsening of a disability;
* heakth promotion/education services;
*» diagnostic sesvices;
* long and short tesm home and community-
based services;
*» prescription drugs, biologicalks and medical
foods;

* mental health and counseling services;

= rehabilitation services, induding audiology,
occupational therapy, physical thesapy,
respiratory therapy, speech-language pathology
services, cognitive, vision and behavioral
therapies, and therapeutic recreation;

= personal assistance services and independent
living services; and

¢ durable medicat equipment and other assistive

.. devices, equipment, and related services.

iateness Services must be provided 10
pessons with disabilities on the basis of individual
need, preference and choice which:

¢  ensures consumer choice in relation to
services and provider;

. enmmsarangedmicemltmgstlmmghan
integrated delivery system; .

s ensures appropriate amount, scope and
duration of services; and )

s ensures the availability of trained personnel.

Equity People with disabilities and their families
must be ensured equitable participation in the
nation’s health care system and not burdened with-

disproporstionate costs. An equitable system:

* Hmits out-of-pocket expenses and cost sharing
requirements for parsticipants;

» provides access o services based on health
care need, not income level or employment
status; and

s ensures 3adequate reimbursement for-service.

Eficiency The health care system should provide
maximum appeopriate eflective quality services with
minimum administrative waste. An efficient system:

* reduces administrative complexity and
minimizes administrative costs;

* allocates resources in a more balanced way
between preventtive services, acute care,
rehabilitation and chronic care management;

* maintains effective cost controls so that all

. people can get the health care services whnch

- they need.

PHOTOCOPY

PRESERVATION
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17 ADA Technlcal Assistance Programs
The Am: a-with Disabliities Act (ADA) opens new oppartunities for persang with disabllities, it alzo
Witk ttc plave: responsibliiies on smpioyers, transit and communications systams, state and local

governments, and public accommodations, To aseist coverad parties Undarstand and comply with the
ADA, NIDRR has funded ten Regional Disabllity and Business Accommodation Centers. These
centors will provide technical assistance, training, and resource referral on ail aspects of the ADA.
Thelr wark will bs complemented by two other NIDRR ADA-ralatod programas: three materiaie
development prejects and two national peer-training projects.

PHOTOCOPY
PRESERVATION



(410) 379-0400
Fax: (410) 379-0404

T : h e 6810 Deerpath Road, Suite 310
A r C Baltimore, MD 21227

of Maryland, Inc.

June 9, 1993

Ms. Carol Rasco .

Assistant to the President for Domestic Policy
The White House

1600 Pennsylvania Avenue

Washington, D.C. 20006

Dear Carol:

Your presentation before the assembly at The Arc State Convention
was absolutely terrific. The way you drew the Administration's
five priorities into relationship to those of The Arc of
Maryland, all interwoven with the story of Hamp's triumph at
graduation, was breathtaking.

" I'm going to submit your speech to The Arc - National
Headquarters as an article for publication in their newsletter,
as well as reprint it in Maryland's. (I'll send you copies when
they appear.) :

You made a. lot of new friends this past weekend. This old friend
was mighty impressed, too.

It was wonderful to see you and especially to see you doing so
well, you really do look in top form. 'The boys and 1 are eager
to visit you and Mary Margaret in late August; I'll be back in
the office as of Monday, August 16.

Thank you so much. Please let me know whatever I can do to help
you out if I can. )

Warm regards,

" Browning
ector of Community Services

‘ﬁ’ ‘Advocating for people wzth mental retardation and their families; empowering self -advocates”’

(formerly the Association for Retarded Citizens/Maryland, Inc.)
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Baltimore, MD 21227

(410) 379-0400 | J/W R‘W
Fax: (410) 379-0404 : ._.e\&k

of Maryland, Inc. - A o . .

January 25, 1993

Ms. Carol Rasco

Assistant to the Pre51dent for Domestlc Pollcy
The White House

1600 Pennsylvania Avenue

‘Washington, D.C. 20006

Dear Carol:
Wow! Congratulations!

The Brownings watched in‘-awe all 1last week as the Clinton
administration 1lifted off into myth and 1legend...taking Carol
with them!! I am totally confident of your skills and stamlna,
_your ability to take all matters well in hand
Forgive my 1ntru31on on your precious tlme, but will you be
available for any speaklng engagements in the near future? The
Arc of Maryland (we havé 4050 members!) state convention will be
in Ocean City on .June 5- 6\ and we would be vastly honored to
welcome you as a keynoter on health policy 1ssues, perhaps
focusing on the impact of ADA.

Thank you for considering the possibility. Let me know if you
think you could. :

Again, we are thrilled to see ‘the opening of this new chapter in
your life. We wish you nothing but the best and our prayers are
with you and your famlly every day. A '

Sincerely,

(ézagé gﬁégté%uwé /)
e Browning
Director of Community Services

P.S. I've enclosed a copy of a speaking requést I sent to
g& Hillary Clinton, via Patti Solis, just for your information.

‘Advocating for people with mental retardation and their families; empowering self-advocates”
(formerly the Association for Retarded Citizens/Maryland, Inc.)

-~
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Baltimore, MD 21227 ‘ ' .
(410) 379-0400 » - ' //}/ /
Fax: (410) 379-0404 . S

of Maryland Inc

January 25, 1993

"First Ladv Hillary Rodham €linton, Esqg.
The White House

1600 Pennsylvania Avenue
Washington, D.C. 20006

Dear Ms. Clinton:

It was thrilling beyond words to ©personally witness the -
Inauguration. Even though John and I are technically Marylanders
now, we were Arkansas proud last week. The advent of the new
administration provides genuine inspiration for turning renewed
hands and hearts to the challenges before us.

My current focus is on the prevention of Fetal Alcohol Syndrome,
now the leading known cause of mental retardation. Containing
health care costs 1s uppermost on the nation's agenda; the
estimated life time care costs for each individual with FAS is
$1.4 million. The true bottom line on FAS is that it is 100%
preventable.

To design an agenda for grass-roots prevention, The Arc of
Maryland is sponsoring The Arc National Summit on Fetal Alcohol
Syndrome Prevention in Baltimore, April 23-25, 1993. We are
expecting 250 people to attend the public reception and keynote
address opening the conference on Friday evening.

As a lifelong advocate for children and key leader in national
health reform, your presence at this conference would power the
prevention agenda as nothing else could. The Arc of Maryland
formally invites you to address the National FAS Summit assembly,
either Friday evening, April 23 or at your convenience during any
other time during the weekend, or on Monday: The Arc of Maryland
hosts a statewide Public Pollcy Instltute on Fetal Alcochol
Syndrome on Monday, April- 26 v ‘ ' ‘

I know the demands on your time are enormous, and that you must
choose your speaking engagements carefully. However, the topic
is clearly within your interests and Baltimore is close; I am
hopeful you will give careful consideration to this regquest.

Than'yOu for your courage and commitment. I am at your service.
Sint&rely,

Jane Browning
Dlr?gtor of Community Services

& “Advocating for people with mental retardation and their families; empowering self-udvocates”
{formerly the Association for Retarded Citizens/Maryland, Inc.)
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Assistant to the President for Domestic Policy .
The White House ,
1600 Pennsylvania Avenue
Washington, D.C. 20006
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Dear Carol:

say I don't envy the schedule you've been keeping. I am grateful
to you, though, for taking on these tremendous responsmbllities
on behalf of all of us, especially in seeklng'”%qultable and
efficient health care reforms.

I've been "watchlng“ your activities through the news and I must ﬁg;zy’

My heart truly goes out to Hillary in the loss of her father; as
you know, John and I both lost our Dads in the last two years and
we know how painful and difficult it 1is, particularly at a
distance. Of course, it also greatly increases your share of the
work to be done. Please know we are: thinking of you!

Perhaps by June you can take a bit of a breather. Surely, Hamp

is very excited about his graduation and especially about. having

you visit in Little Rock.  You had mentioned that the family

would be travelling East as a graduation present: 1in case you'd £hﬂ§;%w0
like to spend an extra day at the shore, we have condos
available. Get word to me if you'd like me to Treserve one. ' \*ﬁggm )

confirm that the time of your presentation is agreeable to you
(the agenda remains flexible on this point), and suggest a A
different title if you'd like. We would like to have a black and W
white glossy photo for publicity purposes if you have one to &ﬂﬁwﬁd'
spare, and you might want to submit a biographical sketch for
introductory purposes.

I'm enclosing materials on the state convention June 4-6. Please:€30v“? ﬁ&

Please let me know if you have questions, problems, or just wan
to talk. See you soont

cerely,

e Browning | W %‘,{\}Jﬁﬁ .-,%
irector Community Services c&>ﬂ@ Cﬁfﬁ A W%%, IUJgUﬁ

e 7 M Waw/’
g& would datt 4Jy@@%4& e
“Advocating for people with mental retardation and their families; empowering self-advocates’
(formerly the Association for Retarded Citizens/Maryland, Inc.)
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2:00-6:00 Regis!ution

| 200, . EdibitsOpened .
Coffes & sodes avallable
{ 3900.500 THE ARC OF MARYLAND SHOWCASE
mm‘mv Donna Fluke, Pregident
Cristiné BWH Marchand,
Executive Director -/
Volunterr & Staff Leadership *
This year has been exdting as the Arc of
Maryland introduced several new profects
and strong legislative agenda to further
the Assodation’s priority goals. The
Showcase will feature Governmerdal
Affairs, Systems Advocacy, The Arc
National FAS Prevention Sumpmit, FAST-
ASTICS outreach to students, "Celebrate-
ing Lives® Person Centered Tralning
. * Grant and more! Come and learn what
T e T o your state'Arc does foryou and thenjodr - -
1 usforalively "Open Mike Session® to
spesk out about your views.

Terrace Lobby

515545 'First Timers” Conventio
Orientation & Tour —--}
Presenters: The Arc of Harford County
This session is for people whe are attending
the Arc/MD conference for the first dme.
We will review the conference scheduls
and do awalkthmughof&xehofel.
Conference Room 1
630-1100  “Sand Bfast" Dinner & D]
Join us for dinner from 6:30 to 8:00.
There will be a cash bar and dandng
until 11:00.
' Pool & Deck Area

Friday, June 8 @9\})

. ConfumRoomsi,z&S

Cld WdvZ:S 66T 12 -hel
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. Sat‘urday; Jm >
8:00-3:00 Registration
Credentialing
Exhibits - Terrace Lobby k?

‘830900 ' 'Continénial Breakfast
o00-1r15 PLENARY SESSION
: Welcome from the Arc of Maryland & the
Arc of Harford County
Dortrsa Fiuke, President, The Arc of MD
Eileen Rehrman, Haorford County Executive
" “Charting a New Course® Carol Rascn,

Assistant to President Clinton for Domestic

Poli
C e ¥ Banquet Hall 2A]
10:15-1030  Coffee Break )
10:30-1200 WORKSHOPS

A.  "What's Happening in Congress & the
New Administeation”, Paul Marchand

mdmmnn&onal legislative issuesin - .
e care zefore, education, vocational - -~ fe
. rehabilitation, dghis & more.

Comference Room 1

B. *The Impact of the Amedicans with

-Disabilities Act on: Child Care", Patfl Saylor
Practical Realities workshop will provide a
brief overview of the ADA as it relates lo
childcare. Discussion of the incluslon of
children sith a variety of disabilities, the o
provider-parent interview, a checklist for e
childcare providers on accommodating _
children in their center or home.

Rooms 202/304
C ated Education®, Panel Preseniation,
Jane ng, Moderator
Hear Family Members share their stories and

6} ———

Terrace Lobby H
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successes as they make waves o achieve fully
integrated and inclusive education for their

sons and daughters " Conference Room 2
D. - "Celebrating Success”, Gerald Adms
o Sevald Adams will fecilitate a group for indl-
viduals to share stories of success and
achievement in atiaining "Citizenship™
A Respected Life.
Conference Room 3
E *Crantwriting and Foundations”, joon Eads
Diversifying funding tarough the private sector.
Identifying and establishing relationships with
foundations and corporations. Information also
on proposal letters to the private sector.
: Rogms 31§/320
F. ~*“TheUseofa Cardne Comparion as a Facilila
tos", Michael Cosel and Alan Randlov
Dogs have long been kmown for their friendship,
intelligenice, and ability to help people do all
kinds of tasks. Canine Compamor& has t
into dogs as a way of making the world a bt
m:g-m!bk—gr disabifities.-Aday |
Randlov and his camlne companion will show you
how this program offers more choices and contral
for people with disabilites.
Conference Room 6
12:00-1:30 MEMBERSHIP AWARDS LUNCHEON

Crystal Ballroom
1:45-300 WORKSHOPS

A.  'PAS Prevention” Debirie Remsey & Maria Feit

This workshop will provide an introduction to
Fetal Akohol Syndrome (FAS) and it’s :mphca
tions for children and their families. Information
will be shared frotm the recent national sunmit
on FAS, hosted by The Arc of Maryland and The
Arc National, which will iIndude prevention
strategies.

Conference Room 1
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‘B, “"**"Enhandng the Statf-Family-Consiimer Relation- -
shlplnﬁdult Sexvices"® Chnynknplm & Naney

When an individual enters the adult service
system, many changes must be faced by the

OV del_'.ﬁtﬁff This workshop focuses
ly W,,"iiggu,mhdonshlpson enter-
and over heye’ars Issues that

e o:kmg relahws&ups will
be dmés’iea 'I‘h‘rs‘presznhlion is based on
experiences of Howard County ARC during the

theee years.
past ye Rooms 314320

C. "lmeg:ated Education”, Jitm Haas )
T VAR overviewr of a two yesr pifot program for
inclusion at Southhampton Middie School will
be presented. Issues concemning inclusion will
be discussed and slides will be ghown. A
question and answer period will be provided.
Rooms 302/36+4
D. "Eﬁecﬁve Lobbymg Making Waves in Annapol -
Is’, Ddtgnfe Mary Lowise Prevs & Senator Beatricr

{

L gyaEm gINYY O L

A dxscumon of how to approach legislators with
your ideas, how o follow through to get results
you want, what to say, how to say it, and when

v
to getinvolved. Co Room 2
E  “Fundralsing: Making a SPLASH with Special

Events®, Parel Presentation, Mare Waller & ]oe

- Berkowits, Moderstors - - - - e
pane] members share their 'emts on what \wrlm ‘
across Maryland. Get "in the swim" with current
trends in faghion shows, auctions and sports
toumaments for funds and FUN.

Confercnce Room 6
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F. "Whose Team Is It, Anyway?”, -
Susen Burke Harrison ‘
Frustrated with your BHE? Sick and red to
listening to people talk about you and not with
you in your meeting? This discussion is designed
with you inmind. Susan Butke Harrison of the ?
comurunity Support and Access Unit will facik- ‘
tate this session, Self-advocates are
to share stories and will develop strategies to
redaim thelr meetings.

300315 Break

" 315400 THE ARC OF MARYLAND ~

BOARD OF DIRECTOR'S MEETING
Banquet Hall 2A

Coaference Room 3

& ELECTIONS Brqeet Hall 24
3:15-415 WORKSHOFS
A.  “Progressive Management”, Leu Van Holland
Archwiy & a relab progrem for people with -
psychiatric dissbifities. The 65 staff people R
‘ awm%ﬁmdummmﬁyduem : ”
Archway's personnel philosophy and technigues
which will be discussed.
Rooms 312/304

B. ©  *Trusts and Wills", Randy Van Deolson
The presenter is an attorney with McQuire,
Woods, Battle, and Boothe. He has thany years
experience in setting up trosts and wills for
individaals with disabilides anid their famifies.
- Rooms 318/320
C. *Transition to Empioyment- Andrew's Sto:;r
+ Mdz & Romme Covel” '
. How Andrew's parerits made waves fo change
the system. Covers inclusion, mainstrearning,
communily invelvement, attitudes, technology,

.- 400518 ANNUAL MEMBERSHIZ MEETING... . ..,tii..-_-j_

TelL MWL =oem--n

Medicaid Waiver, Cixcles of support, elc
Conference Room 1
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D.  “Natural Supports in Suppc»rted Employment” .

Shetla Wilson
The session will explore sttategnes for facllitating
connections and relationships for individuals
with severe disabilities. The baslc information o

| Wit be from the presenter’s book chapterbot - ]~ -
will also include references to sitnations occur-
ring at the present job with Easter Seal Sociely of

Del-Mar, Inc. ' Conference Room 2
E. *Your Rights Under the Rehab Act”,
Paul Marchand

- The congress passes a new law for employment
and training. Come and learn what your rights

are.

'F. ' "Family Support Aroitnd the State-Pieces of the
' Pie", Kathy Cooper, June Bond, Heather Lee & Kris
Froeklich
This presentation ts designed to offer 3 dimen-
dwu of Family Support. We'll discuss ideas for
tinding resotrces within a family, between : :
- ~—families, and outside the family. . ....... B SR
4:15@0 ROUNDTABLE DISCUSSION ON BUILD.
ING COMMUNITY WITH . ‘
" GEORGE DUCHARME
Mr. DuCharme has had years of experience
* and suevess in building conununity for
individuals with disabilities. Come spend
some lime inan informal discussion with

M. DuCharime and your co-workers from R
around the state. LT
Conference Room 6 ‘
630 Childres's dinpes & Pocl Party
Conference Room 1
630 Cash Bac Temrace Lobby
700 AWARDS BANQUET
BANGQ rerstal Ball
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Sunday, June 6

8:30‘9:30 THE ARCOF MARYLAND
PEQPLE ON THE CO MEETING :
Rooms 382/304

. 830930 .. Ecumendcal Service with Dave Denhgm, |
Conference Rooms 1&2

9:00-5:30 Continental Breakfast Terrace Lobby
8:30-10:15 PLENARY SESSION
*Community Boilding", George D:.Cmnm
Conference Rooms 4.5 & 6
10:30-11:45  WORKSHOPS
A *Quality Assurance in the Community”,
Cdlia Feinstein & Donna Fhike
_ What Is 1? What is needed? Quality of life
. - . issues and licensing and monitoring. ,
Captain's Quarters
B. "Effective Boards™, Ceaald Adams
A panel discugsion of vations of
" building and maintaining e&ecﬂmds
Confaexe B.oo.m 2

RN S ‘—Cmuﬂuﬂﬂysuﬂding{cmd}

George DuCharme
Community Building: Including people with
disabilities fully in cmmd;%e-ﬁy listen-
ing, by creatively connecting people to one
amther, by walking with people on the long |
journey towards their dreams and goals.
Conference Roam $

D.  "Ways to Empowerment Without Losing L
Hope & Energy”, Dr. Janies Withurn S
This presentation will review the basic
conoepts of establishing a more self-directed
working environument in the human service
delivery system. The expectations, demands,
stress, and time of each worker inthis area is
constantly taxed and challenged. One avenve

to address thege concerns while taking the

(7)
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Sunday, June 6 (Continued)

fuality of service fo the next level is the formation
of self-managin work teams that have more

and accountability forunit -
opmﬁom. o .Conference Room 6

E . 'Ustenlng in a New Way, Celebrating Lives,
* Dave Derham and Yoonne Dankam
This workshop will focus upon building net-
works of support for personal goals withouta
provider being involved. Theleaders syill present
learnings from the Community Response Net-
work, a project of Sexvice Coordination Systems,
a divigion of the Axc of Frederick Copnty, This |
project has supported individuals to find homes
through the help of other persons and groups
without the intervention of a provider. This
workshop will offer strategies that work, as well
as those that have not worked.

Confm Room2

v e wower

R Kt the Light‘  Panel Dis¢ussion with
Consumers Aboat Living in Inshtutions,
Susan Burke Hervison
This discussion will focus on stories of self-
advocetes fom Maryland who have lved in our
state Institutions. Hear each person's story of
making a life in the community and celebrate
the successt This Is a "don’t miss” session for
those engaged in the pursuit for human and
dvil rights. Conferexce Room 3 H

1030-11:45  "Self Advocacy Leadership Development”,
Kathy Ragg
BY INVITATION ONLY
Conference Rootm 1
11:45-100 "LUNCH

Celebraling Lives Video
- Special Sucprise Finale Banquet Halt 1 i

am

w4
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Sunday, June 6 (Continued) ..

q-um?' of nrvice fo the next level is the formation
maglng work teams that have more

g o W
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and accountability forunit
Confe-zmce Room 6

E 'Ustening in a New Way, Celebxamag Lives,
* Dave Dentrmt and Yoonne Danham
This workshnpm!l focus upon building net-
works of support for personal goals withouta
provider bemg involved. Theleaders will present
leamings from the Comnunity Response Net-
work, & pro;ect of Service Coordination Systems,
adivison of the Arc of Frederick Connty. This |
pmjectha&supponed individuals to find homes
throagh the help of other persons and gronps #
without the intervention of a provider. This
wnrbbopwﬂioﬁerstratepes that work, as well
ag those that have not worked.

_._Conference Room 2

commars ¥

=R~ Kad Tt the Light" . Panel Discussion with
WAboutLtvhgml’mhmtwm,
Susan Burke Harrison
I‘hlsdbcmsimwmfocusonstonesafsdf-
advocates from Maryland who have lived in our - ,
state Institutions. Hear each person’s story of o R SRS

alifefn the community and celebrate S LT

the success! This is a "don’t miss* session for
those engaged in the pursuit for human and
cvil rights. Conference Room 3

. 10301145 "Self Advocacy Leadership Development”,
Kathy Rageio .
BY INVITATION ONLY

. Confetence Room 1
[145-1:00 "LUNCH
-Cdebrating Lives Video
- Special Sucprise Finale  Banquet Halt 3 J

’7@1‘*“




Saturday Highlights

(9 am.to 4:15 p.m.}

PLENARY SESSIONS:

(=Carol Rasco —Assistant t6 the President for Domestic Policy
§ "Charting'a'New Course™7

The Honorable Eileen Rehrmann — County Executive, Harford County
WORKSHOPS:
Paul Marchand — What's Happening in Congress and the New Administration

Pgtti Saylor — Practical Realities: ADA and Child Care

Debbie Ramsey and Jane Browning — FAS National Summit

The Honorable Mary Louise Preis — Effective Lobbying: A Delegate's View
Mike and Ronne Cosel — Making the Waiver Work for Families
Sheila Wilson — Natural Supports in Supported Employment -
| Randy Van Olson ~ Wills and Trusts
Chaya Kaplan ~ Staff, Parent, Consumer Relationships
James Haas — Neighborhood Inclusion: Systems Change
MEMBERSHIP AWARDS LUNCHEON

The Arc of Maryland Board of Directors Annual Meeting
: (38:15t0 5:15 p.m.}

Annual Membership Meeting and Election of Officers

1993 Annual Awards Banquet and Dance
(73010 9:00 p.m.}) -

C -

The Arc of Maryland
Priority Goals for 1993

To create and sustain a person-driven service delivery system that incorpo-
rates the preference, addresses the needs, and protects the rights of
persons with mental retardation;

To empower persons with mental retardation and members of their families;
To advocate for the full inclusion of all persons with mental retardation in the
life of the community;

To create a strong beginning and a firm foundation for children with mental
retardation by supporting them and their families; ,

To promote the efforts to prevent and reduce the incidence of mental

" retardation in the general population; and

To ensure that The Arc of Maryland is financially stable and capable of
fulfilling its mission.

Friday Highlights
Registration ~ From 2:00 p.m.

The Arc of Maryland Showcase. Learn what the Arc does for you; ‘
meet Arc staff and volunteer leaders.
(3:00to 5:00 p.m.)

PRESENTERS:
Donna Fluke, President
Cristine Boswell Marchand, Executive Director
Staft and Volunteer Leadership

TOPICS:
Person Centered Planning Grant
Prevention — Activities and Summit
ADA and Child Care
“Celebrating Lives”
Mentor Project
FASTACTICS
Legislative Advocacy

“First Timers” Convention QOrientation and Tour
(5:15 10 5:45 p.m.)

“Sand Blast” Beach Party - Food, DJ and Dancing
(6:30 p.m.)



The Arc of Maryland Convention
REGISTRATION

Please complete a form for each person attending.

Pleass type or print clearly.

Name
Address
Phone
REGISTRATION
Postmarked by May 21, 1993 $30.00
Postmarked after May 21, 1993 35.00
Friday, June 5
“Sand Blast” Beach Party Buffet $27.00
Food - DJ ~ Dancing
Kids (Ages 4 to 12) 13.00
(3 and under free)
Saturday, June 6
Continental Breakfast and Lunch $20.00
Awards Dinner and Dance 30.00
For Kids: Arc/Harford County Pool Party
Hamburgers and Hot Dogs
~ (Ages 4 and up) 10.00
(3 and under free}
Sunday, June 7
Continental Breakfast and Box Lunch $12.50
TOTAL ENCLOSED

'HOTEL RESERVATIONS

FOR HOTEL RESERVATIONS: Contact: The Sheraton Ocean City
: 10100 Ocean Highway
Ocean City, Maryland

1-800-638-2100
Be sure to ask for The Arc of Maryland “Conventior Rate.”

MAKE ALL CHECKS PAYABLE TO: The Arc/Harford County

MAIL YOUR CHECK AND REGISTRATION TO: The Arc/Harford County
P.O. Box 610
Aberdeen, Maryland 21001

Attention: Pat McMann

REGISTRATION AFTER MAY 28TH WILL NOT INCLUDE MEALS.

SPECIAL NEEDS

’ Check here for:

Special Dietary Needs (Please specify)

Interpreter

Child Care o
Please contact Rosemary at (410} 879-6785
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{’ DEPARTMENT OF -HEALTH‘ & HUMAN SERVICES Office of the Secratary
% : ” AP
e ) Weshington, D.C. 20201
\T;
May 26, 1993
Memorandum to Carol Rasco
_ From: Atul Gawande
Ro: Coverage for rehabilitative services

Christine relayed a reéuest to clarify the current status of the
reform proposal regarding coverage of rehabilitative services.

Rehabilitation therapies (including physical, speech and
occupational therapy) used to regain function after illness or
injury are covered under the benefit packages we have been
looking al.

This is consistent with coverage under current comprehensive
private health plans. As long as function 1s ilmproving or
limitations on functional ability can be further minimized,
rehakbilitation is covered. Currently there are no fixed day
limits on coverage of therapy (e.g., a maximum of 60 days) in the
benefit package as costed, although private plans often do have
such limits. There is, however, a 100 day limit on stays in
extended care facilities (skilled nursing facilities or
rehabilitation hospltals)

Coverage for therapy where no recovery is likely -- e.g., for
maintenance therapy for a permanently disabled person -- is not
covered by the benefit package. This coverage falls into the
realm of chronic and long term care.

We have offered two major options for consideration on long term
care. One option is limited to low income persons and includes
the following components of coverage for disabilities (net
Federal cost: $11.8 B in 2000):

® A new program of home and community-based/personal
- - assistance services for low-income people with severe
chronic disabilities.

® A new closed-end program for institutional and
community~-based services for people with mental
retardation and other developmental disabilities
(MR/DD) .

‘The other option provides a new program of home and community
based coverage for the severely disabled, including MR/DD,
without regard to income (net Federal cost: $22.8 B in 2000).

In addition, Medicaid will continue to cover chronic care
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services in nearly all States for low-income, and in some States
for high cost, persons with disabilities.

However, there are gaps. For example, middle class families with
a member who is disabled but not in need of assistance in at -
least three ADLs, i.e., activities of daily living, (e.q.

eating, dressing, bathing) would not be covered in the reform,
although social services programs are still available. The above
chronic/long-term care programs, though limited, were already
being scrutinized carefully due to concerns about the expense of
the reform package. The use of further Medicare savings for
deficit reduction in the reconciliation bill puts these programs
at further risk. v

Taken together, the reforms assure full acute care coverage for
all Americans, may offer home and community-based services for
those with the most severe disabilities, including the MR/DD
population, and maintains spend-down protection through Medicaid
for those with chronic but less severe needs. Universal and
seamless coverage for chronic and long term care rehabilitation

- and maintenance beyond acute illness is currently not included in
the reform package.

To give you a ¢lear example, a woman with multiple sclercsis is
covered for care when first dlagnosed in an acute flare. Therapy
to help her regain function is covered and she returns to normal
life. As she gets older, however, her condition worsens. Acute
flares continue to be covered to help return her to a baseline
state, but maintenance therapy is not covered unless she is on
Medicaid due to the family’s low income or her having very high
medical expenses. Over the years, her condition deteriorates to
the point that she needs ongoing assistance in 3 ADLs. 1If she is
institutionalized, she would be fully covered today. 1In
addition, if the long term care package is accepted, she would
qualify for home-care, personal assistance and maintenance
therapy.

-

If you have any further questions, please feel free to call (690-
7858).



