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Conference Call - August 3, 1998

PAS Blue Ribbon Panel

Participants: Pamela Dautel
Lex Frieden
Mark Johnson
Bob Kafka

e Create an executive summary from Charlene Harrington’s report to HCFA. Highlight
the policy recommendations.

® Give the status of PAS legislation (MiCasa, Feingold, Kennedy/Jeffers)
e “Real Choice” — Talking Points
¢ Recommendations from last Blue Ribbon Panel meeting - items written on flip chart

e “Most integrated setting appropriate to the individuals needs”
- Janet Reno’s speech at the 1998 NCIL conference (we have this)
Clinton’s recent press release (we have this)
- Letter to Medicaid Directors
- Steve Gold’s recent interview (215-627-7300)

e State “minimum” cniteria for a nationwide PAS program
- Tony Young ~ CCD report
“Real Choice” - choice and control
- Somehow combine Medicare and Medicaid

¢ Primary recommendation of Panel — Title 22 — Long Term service provision vs, a
medically driven system. Long Term service with a health care component Instead
of what is happening now — the health care system is trying to add LTC. Emphasize
LT services with linkages to health care. Carve out LTC in other sections of
Medicaid. Long Term Service Reform

¢ Develop “Package of Recommendations” — not just one recommendation.

¢ Interim (short-term) steps —

- Personal Care Option — Make it mandatory (offer real choice)

- DD, ADD, RSA, Adm on Aging, etc — some way to talk about Long Term
care on disability in a unified way. Current system is too fragmented.

- Mechanism of how to transition slowly — incentives/disincentives for States
that are/not putting up money for PAS. Encourage community based
alternative. Kennedy/Jeffers - enriched match by Govt. (economic incentive).
Disincentive ~ if state’s don’t choose to offer PAS, don’t give them federal
dollars for highway funds.

- Voucher idea - if you meet “functional criteria”. Add on, like Virginia, aid
and attendant (get assessed and then get money).
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- High level meeting with all the players - IRS, American Nursing Association,
National Association of Home Care, National Association of Assisted Living
Facilities (?) to discuss: (1) cultivate progressive providers in the
community, and (2) change the existing system.

Recommend that HCFA enforce and implement “most integrated setting” and provide
mandatory training for states.

Consumer controlled attendant services $2 million (not new money). HCFA has
confused this money with demonstration money “‘state certain.” Money was intended
for review of progressive community-based providers, to develop progressive

providers and help change existing delivery system to incorporate consumer control
and choice. - Need to do like HUD did --

P.B2
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PERSONAL ASSISTANCE SERVICES BLUE RIBBON PANEL MEETING
FEBRUARY 28, 1998

Themes, Messages, Principles
. Change Change Change

Birth- Death, cross-disability, mental & physical families,
Real choices, including eqitable funding
' - give people what they want
- encourage provider index
-money follow person & choice .
-personal & family empowerment, family values

Demographics = this is a priority

Action not talk (or studies)

Civil/Human rights = protection = apportunity

Cost effective, self-determination, independence, self-efficiency, encourages work
Needs of people, not bureaucrats '

One size fits all

Bi-partisan
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Problem Statement

instit. bias

[emotional] toll on individual & family

inconsistent with market demand

inconsistent with basic policy goals of M outmoded 1998 not equal 1960
medical & acute care bias

inconsistent with precepts of ADA-holiow

divides families against family values

fosters dependency

lack of real choice

bureaucrat decision makmé vs. Consumer decision making

bias towards bureaucrat structured programs interest group vs. Individual
devalues disabled & aging

expensive solution

fragmented service system complicated ssystem

| impedes decision making

P.24
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- Get Administration (WH) aitention

- Raise issue on grand scale - radar screen

- Recognize other vehicles

- Lay framework for multi-year campaign-elections
- Implement Hclen L decision by statute

- Original tool

- Unify discommunity

- Bi-partisan, constructive-friendly message

- Election issue

P.85
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Logistics

Travel/Accomm. §

Feed questions to hrg members (TY, MC)
T/A to witnesses (BS,GD)

Memo (BS)

Forward HC test (TY, MC)

Oped piece - local papers

P.a7
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¢

Viable Policy Options
Stat., Reg., Research

HR 2020
Expand waivers/demos
Extract promises from candidates

P.86
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Types of Witnesses
NH Administration (ME) -

S. Feingold

Newt, [Gephart] (Gov.]
Shalala Deparles, (NCD)
Carol Hughes, Holly Caudill

Pro: family caregiver Justin Tom Hamilton ADAPT
alder State Admin./work

Con: polly spare  Victoria Brown
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Next Steps

K-JHrg

5879

Work out definition
Bunning - K hrg

Mtg ADAPT VCIL/LTC
Incremental change




Original Invitation List

Linda Anthony

101 South 2nd Street, Suite 4
Harrisburg, PA 17101
Telephone/TTY: (717) 238-3433
FAX: (717) 238-8663

E-mail: lapccd@aol.com

Mike Auberger

Executive Director

Atlantis Community, Inc.

201 South Cherokee Street
Denver, CO 80223
Telephone: (303) 733-9324
FAX: (303) 733-6211
E-mail: adaptden@plinet.com

Ian Basnett, M.D.

University of California, San Francisco
1388 Sutter Street, Suite 700

San Francisco, CA 94109

Telephone: (415) 476-5816

FAX: (415) 476-9030

E-mail: basnett@itsa.ucsf.edu

Andrew I. Batavia, JD

2845 Prairie Avenue

Miami Beach, FL 33140
Telephone: (305) 347-6532

FAX: (305) 347-6500

E-mail: batavial957@hotmail.com

Phillip Beatty

NRH Research Center

102 Irving Street, NW
Washington, DC 20010-2949
Telephone: (202) 466-1914
FAX: (202) 466-1911
E-mail:

Allan Bergman

United Cerebral Palsy Association, Inc.
1660 L Street, NW, Suite 700
Washington, DC 20036

Telephone: (202) 776-0406

FAX: (202) 776-0414

E-mail: ABERGMAN@UCPA.ORG




Henry Betts, M.D.

Past President/Medical Director
Rehabilitation Institute of Chicago
345 East -Superior Street, Room 1631
Chicago, IL. 60611

Telephone: (312) 908-6017

FAX: (312) 908-4451

Sandra Bookman

Executive Director

Houston Center for Independnet Living
7000 Regency Square Blvd., Suite 160
Houston, TX 77036

Telephone: (713) 974-4621

FAX: (713) 974-6927

E-mail: hcil@neosoft.com

Marca Bristo

Chairperson, National Council on Disability
c/o Access Living

310 Peoria, Suite 201

Chicago, IL 60607

Telephone: (312) 226-5900

FAX: (312) 226-0487

Lillian Gonzales Brown

The Institute on Disability Culture
2260 Sunrise Point Road

Las Cruces, NM 88011
Telephone/TTY: (505) 522-5225
FAX: (505) 522-5225

E-mail: LILGBROWN @aol.com

Steve Brown

The Institute on Disability Culture
2260 Sunrise Point Road

Las Cruces, NM 88011
Telephone: (505) 522-5225
FAX: (505) 522-5225

E-mail: stebrown@aol.com

Charles Carr

The Northeast Independent Living Program, Inc.
20 Ballard Road

Lawrence, MA 01843

Telephone/TTY: (978) 687-4288




FAX: (978) 689-4438
E-mail: CCARR@aol.com

Judi Chamberlin

National Empowerment Center
(Lawrence, MA)

2 Dow Street

W. Somerville, MA 02144-1503
Telephone/FAX: (617) 628-8438
E-mail: MadPride@aol.com

Julie Clay

The American Indian Rehabilitation
Research and Training Center

Northern Arizona University

P.O. Box 5630

Flagstaff, AZ 86011

Telephone: (520) 523-1340

FAX: (520) 5239127

E-mail: julie.clay@nau.edu

. Fred Cowell

Staff Director

Department of Health Policy
Paralyzed Veterans of America
801 18th Street, NW
Washington, DC 20006
Telephone: (202) 416-7602
FAX: (202) 331-1657
E-mail: FREDC@PVA.ORG

Pamela Dautel

Project Associate

ILRU

2323 South Shepherd, Suite 1000
Houston, TX 77019

Telephone: (713) 520-0232
FAX: (713) 520-5785

E-mail: Riverheart@aol.com

Gerben DeJong, Ph.D.
Director

NRH Research Center

102 Irving Street, NW
Washington, DC 20010-2949
Telephone: (202) 466-1900




FAX: (202) 466-1911
E-mail:;

Charlotte Duncan

Executive Director

Oregon Developmental Disabilities Council
540 24th Place '

Salem, Oregon 97301-4517

Telephone: (503) 945-9942

FAX: (503) 945-9947

E-mail: oddc@aol.com

Lyn Emerich

Program Administrator
Spinal Cord Injury Program
TIRR

1333 Moursund

Houston, TX 77030
Telephone: (713) 797-7561
FAX: (713) 797-7564

Alexandra Enders

The Rural Institute on Disabilities
University of Montana

52 Corbin Hall

Missoula, MT 59812

Telephone: (406) 243-2655
FAX: (406) 243-2349

E-mail: enders@selway.umt.edu

Mary Faithfull

Advocacy, Inc.

7457 Harwin, Suite 100

Houston, TX 77036

Telephone: (713) 974-7691

FAX: (713) 974-7695

E-mail: mfaithful@advocacyinc.org

Dennis Fitzgibbons

Alpha One

127 Main Street

South Portland, ME 04106 .

Telephone: (207) 767-2189; 1-800-640-7200
FAX: (207) 799-8346

E-mail: Dennis_Fitzgibbons@Alpha-One.org

Marty Ford




Assistant Director
The Arc .
1730 K Street, NW, Suite 1212
Washington, DC 20006
Telephone: (202) 785-3388
FAX: (202) 467-4179

E-mail:

Lex Frieden .
Senior Vice President '
The Institute for Rehabilitation
and Research (TIRR)
1333 Moursund
Houston, TX 77030
Telephone: (713) 797-5283
FAX: (713)799-7095
E-mail: Ifrieden@bcm.tme.edu

Jan Galvin .

4624 North Buckskin

Tucson, AZ 85750
Telephone: (520) 749-1632
FAX: (520) 749-1632

E-mail: jgalvin@azstarnet.com

David Gray, Ph.D.

Washington University School of Medicine
Program in Occupational Therapy

Campus Box 8505, 4444 Forest Park Avenue
St. Louis, MO 63108

Telephone: (314) 286-1658

FAX: (314) 286-1601

E-mail: DGRAY @ OT-LINK. WUSTL.EDU

Nancy Griffin
Indianapolis Resource Center

for Independent Living
8383 Craig Street, Suite 130
Indianapolis, IN 46250
‘Telephone/TTY: (317) 596-6440
FAX: (317) 596-6446
E-mail: ngriffin@inetdirect.net

Bob Griss

Center on Disability and Health
1522 K Street, NW, Suite 800
Washington, DC 20005




Telephone: (202) 842-4408
FAX: (202) 842-2402
E-mail: Bgrisscdh@aol.com

Mary Harahan
Deputy to the Deputy Assistant

Secretary for Disability, Aging,

and Long-Term Care Policy
Department of Health and Human Services
Hubert H. Humphrey Building, Room 424-E
200 Independence Avenue, SW
Washington, DC 20201
Telephone: (202) 690-6443
FAX: (202) 401-7733
E-mail: mharahan@osaspe.dhhs.gov

Charlene Harrington, PhD.

Department of Social and Behavioral Sciences
University of California, San Francisco
Room N631, Box 0612

San Francisco, CA 94143-0612

Telephone: (415) 476-4030

FAX: (415) 476-6552

E-mail: chas@itsa.ucsf.edu

Liz Hayes

NRH Research Center

102 Irving Street, NW
Washington, DC 20010-2949
Telephone: (202) 466-1900
FAX: (202) 466-1911
E-mail:

Shirley Herzog

8522 Concho

Houston, TX 77036
Telephone: (713) 988-5335

Judith E. Heumann
Assistant Secretary
Office of Special Education

& Rehabilitative Services
U.S. Department of Education
330 C Street, SW, Room 3006
Washington, DC 20202
Telephone: (202) 205-5465
FAX: (202) 205-9252




E-mail:

Andy Imparato

National Council on Disability
1331 F Street, NW, Suite 1050
Washington, DC 20004
Telephone: (202) 272-2004
FAX: (202) 272-2022

E-mail: aimparato@ncd.gov

“Lisa Janoff
_Independent Living Specialist

Liberty Resources, Inc.
1341 North Delaware Ave., Suite 105
Philadelphia, PA 19125
Telephone: (215) 634-2000 X-261
TTY: (215) 634-6630

FAX: (215) 634-6628

E-mail: lisajan@libertynet.org

Dan Johnson
Director
Office for Persons
with Physical Disabilities

" P.O. Box 7851

Madison, WI 53707
Telephone: (608) 267-9582

"FAX: (608) 267-2913

E-mail:

Mark Johnson

Advocacy Coordinator
Shepherd Center

2020 Peachtree Road, NW
Atlanta, GA 30309

-

.Telephone: (404) 350-7490

FAX: ' (404) 350-7341
E-mail: mark johnson@shepherd.org

Bob Kafka

Director

ADAPT of Texas

1208 Marshall Lane
Austin, TX 78703
Telephone: (512) 442-0252
FAX: (512) 442-0522
E-mail: bkafka@juno.com




June Kailes :
Disability Policy Consultant
6201 Ocean Front Walk, Suite 2
Playa del Rey, CA 90293-7556
Telephone: (310) 821-7080
FAX: (310) 827-0269

E-mail: jik@pacbell.net

Rosalie Kane

Professor of Social Work and Public Health
University of Minnesota

Long-Term Care DECISIONS Resource Center
420 Delaware Street, SE

Minneapolis, MN 55455

Telephone: (612) 624-5171

FAX: (612) 624-5434

E-mail: Kanexoo2@maroon.tc.umn.eud

Peggy Kanellos
Administrative Director
TIRR Challenge Program
4007 Bellaire Blvd, Suite EE
Houston, TX 77025

Telephone: (713) 669-1100 X-242

FAX: (713) 668-5210
E-mail: cﬁrrol-kanellos@juno.com

Kym King

The Center for Research on
Women with Disabilities

3440 Richmond Avenue.

Houston, TX 77046

Telephone: (713) 960-0505

FAX: (713) 961-3555

Henry Kirby, MD

7220 Kirby Drive

Houston, TX 77030

Telephone: (713) 668-4276

FAX: same .
E-mail: henrikirby@worldnet.att.net




Mitchell P. LaPlante

Associate Adjunct Professor

Institute for Health and Aging

University of California,- San Francisco

P.O. Box 0646 Laurel Heights

San Francisco, CA 94133-0646

Telephone: (415) 502-5210

FAX: (415) 502-5208

E-mail: LAPLANTE@QUCSFVM.UCSE.EDU

Simi Litvak, PhD

Director

Rehabilitation Research and
Training Center on Independent Living
and Disability Policy

" World Institute on Disability

510 16th Street, Suite 100
Oakland, CA 94512-1500
Telephone: (510) 763-4100
FAX: (510) 763-4109
E-mail: SIMI@WID.ORG

Barrett Markland

Project Director

Healthcare Matters!

7800 Shoal Creek Blvd., Suite 171-E
Austin, TX 78757-1024 .
Telephone: (512) 454-4816

FAX: (512) 453-5734

E-mail: bmarkland@advocacyinc.org

Gina McDonald
CEO & President
Kansas Association of
Centers for Independent Living -
1423 W. Crawford Street
Salina, KS 67401
Telephone: (785) 825-2675
FAX: (785) 825-7029
E-mail: ginamcd@aol.com




Kathleen McGinley

The ARC

1522 K Street, NW, Suite 516
Washington, DC 20005
Telephone: (202) 785-3388
FAX: (202) 467-4179
E-mail: kmgarc@radix.net
Laura Remson Mitchell
National Multiple Sclerosis Society
19955 Blythe Street
Winnetka, CA 91306
Telephone: (818) 882-6462
FAX: (818) 709-8390
E-mail: af752@lafn.org

Pam Nadash

The National Council on the Aging, Inc.
409 Third Street, SW

Washington, DC 20024

Telephone: (202) 479-6972

FAX: (202) 479-0735

E-mail: pamela.nadash@ncoa.org

Margaret Nosek, PhD.

The Center for Research on

- Women with Disabilities
3440 Richmond Avenue
Houston, TX 77046
Telephone: (713) 960-0505
FAX: (713) 961-3555

E-mail: mnosek@bcm.tmc.edu

Bonnie O’Day

National Rehabilitation Hospital-Research Center
102 Irving Street, NW :
Washington, DC 20010-2949

Telephone: (202) 466-1915

FAX: (202) 466-1911

E-mail: boday@netcom.com

Becky Ogle

5225 Pooks Hill Road, #505N
Bethesda, MD 20814 '
Telephone: (301) 493-5221
FAX: (301) 493-9147 .
E-mail: bogle@erols.com
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Marie Oser

THA

P.O. Box 15587

Austin, Texas 78761
Telephone: (512) 465-1553
FAX: (512) 465-1090
E-mail:

Mike Oxford

Executive Director

Topeka Independent Living Resource Center
501 Southwest Jackson, Suite 100

Topeka, KS 66603

Telephone: (913) 233-4572

FAX: (913) 233-1561

E-mail:

Lee Page

Associate Advocacy Director
Paralyzed Veterans of America
801 18th Street, NW
Washington, DC 20006
Telephone: (202) 416-7694
FAX: (202) 416-7706)
E-mail: Leep@PVA.Org

Richard Petty

ILRU

2323 South Shepherd
Houston, TX 77019
Telephone: (713) 520-0232
FAX: (713) 520-5785
E-mail:

Brenda Premo

Director

California Department of Rehabilitation

830 K Street

P.O. Box 944222

Sacramento, CA 95814

Telephone: (916) 445-3971

FAX: (916) 327-4567

E-mail: BPREMO@REHAB.CAHWNET.GOV
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Laurie Gerken Redd

ILRU

12323 South Shepherd
“Houston, TX 77019
Telephone: (713) 520-0232
FAX: (713) 520-5785
E-mail: Iredd@ilru.org

Debra Robinson

National Council on Disability
1331 F Street, NW, Suite 1050
Washington, DC 20004 \
Telephone: (202) 272-2004
FAX: (202) 272-2022

E-mail: .

Cathy Rossberg

Associate Commissioner for Medicaid Division
Health & Human Services Commission

P.O. Box 13247

Austin, TX 78711-3247

Telephone: (512) 424-6511

FAX: (512) 424-6585

E-mail:

Helen Coburn Roth

OPTIONS for Independence
1095 North Main

Logan, UT 84341

Telephone: (435) 753-5353
FAX: (801) 753-5390

E-mail: hroth@tsbbs02.tnet.com

Lee Schulz

Independence First

600 West Virginia, Suite 301
Milwaukee, WI 53204
Telephone/TTY: (414) 291-7520
FAX: (414) 291-7510

E-mail: lee@independencefirst.org
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Ronald L. Scott

Health Law & Policy Institute
University of Houston Law Center
Houston, TX 77204-6381
Telephone: (713) 743-2121

FAX: (713) 743-2117

E-mail: rscott@central.uh.edu

Tom Seekins

The Rural Institute on Disabilities
University of Montana

52 Corbin Hall

Missoula, MT 59812

Telephone: (406) 243-2654
FAX: (406) 243-2349

E-mail: muarid@selway.umt.edu

Bobby Silverstein, J.D.

Director

The Center for the Study and
Advancement of Disability Policy

The George Washington University

2175 K Street, NW, Suite 700

Washington, DC 20037

Telephone: (202) 496-8452

FAX: (202) 467-2251

E-mail: ihorxs@gwumc.edu

Patti McGill Smith

Executive Director

National Parent Network on Disabilities
1200 G Street, NW, Suite 800
Washington, DC 20005

Telephone: (202) 434-8686

FAX: (202) 638-0509

E-mail:

Janna Starr

Health Policy Specialist

United Cerebral Palsy Associations
6022 Sunnyview Road, NE

Salem, OR 97305

Telephone: (503) 375-6373

FAX: (503) 375-6439

E-mail: JannaStarr@aol.com
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Phil Stinebuck

Rehabilitation Regional Continuing
Education Program, Region VI

P.O. Box 1358

Hot Springs, AR 71902

Telephone: (501) 623-7700

FAX: (501) 624-6250

E-mail: stinebuck@cei.net

Robyn Stone

Executive Director

International Longevity Center

1216 5th Avenue, Suite 55

New York, New York 10029

Telephone: (212) 241-4633

FAX: (212) 360-6338 , ‘
E-mail: ROBYN_STONE@SMTPLINK.MSSM.EDU

Janet Sutton, Ph.D.

. NRH Research Center

102 Irving Street, NW
Washington, DC 20010-2949
Telephone: (202) 466-1900
FAX: (202) 466-1911
E-mail:

Peter W. Thomas, Esq.-

Powers, Pyle, Sutter & Verville

1875 Eye Street, NW

Washington, DC 20006

Telephone: (202) 466-6550

FAX: (202) 785-1756 or (202) 737-2517
E-mail: pthomas@ppsv.com

Jane Tilly

American Association of Retired Persons
601 E Street, NW

Washington, DC 20049

Telephone: (202) 434-3865

FAX: (202) 434-6402

E-mail:

John Tschida

NRH Research Center

102 krving Street, NW
Washington, DC 20010-2949
Telephone: (202) 466-1918

- 14




FAX: (202) 466-1911
E-mail:

Gary R. Ulicny, PhD.

President and CEO

Shepherd Center

2020 Peachtree Road, NW

Atlanta, GA 30309

Telephone: (404) 352-2020

FAX: (404) 350-7341

E-mail: gary ulicny@shepherd.org

Glen W. White, PhD.

Co-Director

RTC on Independent Living
University of Kansas

4089 Dole Building

Lawrence, KS 66045-2930
Telephone: (785) 864-4095

FAX: (785) 864-5063

E-mail: gwhite@dole.lsi.ukans.edu

Jody Wildy

Executive Director

DC Center for Independent Living
1400 Florida Avenue, NE, Suite 3-A
Washington, DC 20002

Telephone: (202) 388-0033

FAX: (202) 398-3018

E-mail: DCCIL@aol.com

Wendy Wilkinson

SW Disability and Business
Technical Assistance Center

2323 South Shepherd, Suite 1000

Houston, TX 77019

Telephone: (713) 520-0232

FAX: (713) 520-5785

E-mail: wendy@bcm.tmc.edu

Bob Williams
Deputy Assistant Secretary

for Disability, Aging,

and Long-Term Care Policy
Department of Health and Human Services
Hubert H. Humphrey Building, Room 424-E
200 Independence Avenue, SW
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Washington, DC 20201
Telephone: (202) 690-6443

FAX: (202) 205-2164

E-mail: bwilliam@osaspe.dhhs.gov

Jay Wussow

Deputy Director, Building Health Systems Program

Center for Health Care Strategies, Inc.

353 Nassau Street !
Princeton, NJ 08540

Telephone: (609) 279-0700

FAX: (609) 279-0956

E-mail: jw@chcs.org

Tony Young

Senior Policy Associate

United Cerebral Palsy Association, Inc.
1660 L Street, NW, Suite 700
Washington, DC 20036

Telephone: (202) 973-7112

FAX: (202) 776-0414

E-mail:

Hale Zukas

Policy Analyst

World Institute on Disability
510 16th Street, Suite 100
Oakland, CA 94512-1500
Telephone: (510) 251-4389
FAX: (510) 763-4109
E-mail: hale@WID.ORG




additional people who others want invited:

Aldolphus Albertie

Deputy Director

DC Center for Independent Living

_ 1400 Florida Avenue, NE, Suite 3-A
' Washington, DC 20002

Telephone: (202) 388-0033

FAX: (202) 398-3018

E-mail: DCCIL@aol.com

John Carswell

Telephone: (202) 416-7691
FAX: (202) 331-1657
E-mail: JohnC@PVA.ORG

Jo Ann Webb

Telephone: (202) 416-7265
FAX: (202) 331-1657
E-mail:
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Invited, Cannot Come:

Diane Coleman
Executive Director
The Progress Center

for Independent Living
7521 Madison Street
Forest Park, IL. 60130
Telephone: (708) 209-1500
FAX: (708) 209-1735
E-mail: ndycoleman@aol.com

Justin W. Dart, Jr.

907 6th Street, SW, Suite 516C
Washington, DC 20024
Telephone: (202) 488-7684
FAX: (202) 863-0010

Speed Davis

Executive Assistant to the Chairperson
National Council on Disability

1331 F Street, NW, Suite 1050
Washington, DC 20004

Telephone: (202) 272-2004

FAX: (202) 272-2022

E-mail:

Joseph DePhillips

Project Officer

National Institute on Disability
and Rehabilitation Research

U.S. Department of Education

600 Independence Avenue, SW

Washington, DC 20202

Telephone: - (202) 205-8187

FAX: (202) 205-8515

E-mail:

Kathleen DeSilva, J.D.
In-House Counsel
TIRR

1333 Moursund
Houston, TX 77030
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Telephone: (713) 797-5243
FAX: (713) 797-5289
E-mail:

James P. Firman, Ed.D.

President & CEO

The National Council on the Aging, Inc.
409 Third Street, SW

Washington, DC 20024

Telephone: (202) 479-1200

FAX: (202) 479-0735

E-mail:

Rosemary Gibson

The Robert Wood Johnson Foundation
P.O. Box 2316

College Road

Princeton, NJ 08543-2316
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Stanley B. Jones
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Telephone: (732) 445-5991
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Toby Lawrence
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Telephone: (202) 205-8736
FAX: (202) 205-8515

Robert Master, MD
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FAX: (617) 638-7075
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John Nelson
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Trish Riley
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Director
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Telephone: (713) 743-2101 or 2105
FAX: (713) 743-2117

Marilyn Saviola
Executive Director
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Telephone: (212) 674-2300
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Rae Unzicker, President
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Telephone: (312) 922-8057
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Michael Pallusso
Albany, NY

Telephone:
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Need addresses for:

Drew Summers (hold)

0. Carol Kronen

0. Ms. Sharp from Gerben

Drew Sommers (Marca (312) 226-5900; home: (708) 404-2440
1376 Dean Court

Minneapolis, MN 55416

Telephone: (612) 928-1772

FAX:
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9:00—9:15 a.m.
9:15-9:35 a.m.
9:35 aim.

10:30 - 10:45 a.m.
10:45 - 11:45 a.m.
11:45 am. — 12:00
12:00 - 1:45 p.m.

2:.00 p.m.

3:30 - 3:45 p.m.
3:45 p.m.

4:30 p.m.

EXPERTS MEETING ON MANAGED CARE
AGENDA
August 28, 1998

Welcome and Introduction

Lex Frieden, Co-Director, Research and Training Center on Managed Care and People
with Disabilities and Glenn Fujiura, Director, Center on Emergent Disability at the
University of Illinois at Chicago

Introduction - Managed Care and People with Disabilities — State of the Art
Allan Bergman, Director, Institute on Disability and Managed Care, United Cerebral
Palsy Association, Inc. _

Panel Discussion - Managed Care and Under-Served Populations |
Moderator — Lex Frieden |
Panel Members: ,
Oregon: Doug Stone, Department of Human Resources

Edie Walsh, Health Economic Research
Texas: Pam Coleman, State Medicaid, Star Plus Program

Hope Morrison, State Medicaid, Star Plus Program
Wisconsin: Steve Landkamer, Wisconsin Dept. of Health & Family Services

Barbara Bowers, University of Wisconsin - Madison

Break
Questions and Answers (Panel and Participants)
Summary of Panel Discussion
Lunch
Panel Discussion - Roles of Independent Living Centers in Managed Care Systems
Moderator: Bob Kafka
Panel: Dennis Fitzgibbons, Alpha One
Owen McCusker, Community Living Alliance
Karen Hodgson, Independent Living for Western Wisconsin
Lee Schulz, Independence First
Mark Obatake, Hawaii Centers for Independent Living
Break

Questions and Answers

Closing Remarks — Conference Summary
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PAS BLUE RIBBON PANEL
AGENDA

Saturday, August 29, 1998
upd et avnce byt mittie) - — Regullitipn - — HCFH betur.
Looking back — a review of the Blue Ribbon Panel - @ %
Looking ahead — the Final Report of the Blue Ribbon Panel

Prioritize and organize policy options (HCFA Report)

ILRU PAS Web Site — mzed milgns f
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Grassroots Strategies

Attendance at hrg - members
- bodies

Cross Disability

QOutreach to:
- par ents
- aging /Alz.
- mental dis. community
- families
- all political parties

Media

Visit member staff at home
Cultivate State good guys

Targeted hits

Group endorsements
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Reality Check

Ain’t broke, don’t fix it

No definition cost CBO

Use waivers why legistate

NAOTD

VOR/Unions AFSME

Some people fear comuﬂy—based service
Safety, quality, paternalism

home health agencies

fraud, waste and abuse

Research/data

WH/HCFA/HHS/OMB

State/NGA Opposition
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1

O Bob Kafka gave an update on HR 2020. The Commerce Committee has scheduled 2 hearing
for March 12" There will be a press conference at 9 a.m, on March 12 before the hearing.

o Andy Imparato of NCD talked about Social Security Reform needed regarding work
disincentives. He mentioned a new bill introduced by Senators Jeffers and Kennedy that has
a strong PAS component. :

o SSI and SSDI - those who intend to work — pre-employment — access to PAS through
State Medicaid

e 1618 and 1619 (b) buy-in — access to PAS and drugs under a waiver

¢ SSDI, employment - free Medicaid — continued Part B

¢ SSDI - never been on - access through waiver

® Very broad definition of PAS (broader cross disability audience) — includes people with
sensory disability and DD.

¢ Funding - capped entitlement; optional, formalizing waivers (institutionalizing the ability
of states to get waivers). Capped entitlement represents “new money.”

0 Feingold bill - reported increased interest (members of the House are looking at combining
with another bill) :

o BPA Amendment - only SSI, not SSDI.

o HCFA letters coming out sometime next month.

o Mark Johnson made 3 points

What numbers are we going to stand behind? §

» What kind of investment are we going to make, if we don’t do this (HR 2020)? How can
we reduce number of nursing home beds?

e U.S. is willing to invest in ¢hild care, but not LTC.

a Only $10 billion was spent on home health care, The “80/20 bias” vefers to the large amount
of money spent in nursing homes as compared to the amount spent in home health.
Demographic shifts taking place - aging, children, young adults.

o Costs of keeping in community versus institution. 50% of the beds will be refilled. (Demand
for nursing homes is going down - currently have an 87% occupation rate).

o Costs

g Goals of what we're trying to accomplish “10 give people more choices™ .

a Families - economic impact

0 HCFA Report - review of Federal statutes. Should prioritize items included. Only those that
address the 80/20 bias. Some of the recommendations could be harmful.

Q Consumer chojce — consumer oriented care — location of services — ease of use by consumer
(consumer friendly).

COST GROUP

o Included the following participants: Gerben, Simi, Charlene, Mitch, Stephanie, Jodi, Jay,
Ruth, Dan, Phil, Hale, Nancy, Jane, Pamela, Lex.

g Utilization rate of HR 2020
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Woodwork effect

Cost/benefit savings

Opportunity costs for caregivers

80/20 split valid?

Work income savings

Consensus on costs? Cost model. Critique the CBO estimates. No. of peOple eligible?
Cutoff - 1 ADL? Or 2 ADL?

Minimum wage for attendants? Wage levels

$8,000 — 16,000 per person 800,000 people in the community
$6 2 - 18 billion

TADL can help include cognitive

o000 O

o

140,000 people in ICFMR

1.3 million people x 16,000 = $20 billion
1.3 people x 8,000 = $10 billion

$6.8 billion +

Write article in NY Times - critique CBO’s cost estimates.

Make an offer to CBO to help them critique their numbers.

Have some nos. to put in the testimony. '

ASPE nos. (people) cross disability/cross age, stand by and hands on 3+:ADL, <300% SSI
Do we want to restrict to 3+ ADLs?

Some people and agencies who should be contacted for input on numbers.

Med Stat, NRH, M. Salo, NIMH, WID, AARP, John Weinner, CBO, Mitch/Charlene, Robin
Stone, Michelle Adler, ASPE, Charlie Lankin (money), Lisa Alexin (Luen), DLS

oooood

2 million x $29,000 = $35 billion
No. of ADLs Avg. Costs

1 $2,000
2 $4,000 $22 Bil —— $16Bil
3 $16,000

Has 300% poverty by no. of ADL’s.
Needs average annual costs (CBO $8,000).

Critique of CBO model costs

Trade offs — no. of people and costs, net current costs

Go public (NY Times, March 12 testimony)

Long term (round table discussions, conference call)

Look at states utilization rates, with mature programs (personal care option states ~ CA, OR,
M)

ASPE cost estimates -~ 170 hours/month , $13/hr (CD and agency)

Limit to 3+ ADL to minimize costs of MiCasa?

Nursing home + ICFMR

Certify need for nursing home eligibility for Medicaid

Contest CBO cost estimates by giving examples of states where CD LTC is working well.

oDooo

poooco
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Lex will distribute a copy of the article written by Tom Irvin that appeared in Disability
News recently.

Mitch LePlante and Simi Litvak — what's wrong with CBO nos. and what do we need,
assumptions made.

Mitch and Simi Litvak will get the information to Lex for distribution.

Lex will set up a conference call for the week of March 18 or later.

Report from HCFA - comments in 30 days. Round table discussions. YLURU will send a
reminder. Those things in the report that are on target — priontize recommendatnons
Facilitate a conference call. March 23, discuss hearing, what to do.

Compose info discussed today and distribute ~ Bobby (strategy) and Gerben (costs)
Survey of candidates ~ LTC campaign - 1998. John
Lee Page will be liaison for Blue Ribbon Panel to LTC Campaign.

TOTAL P, 14

(director) Oplmon Polls.
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X4Originating-IP: [128.249.244.102]

From: "Pamela Dautel"” <riverheart@hotmail.com>
To: Sharon.Finney@bcm. tmc.edu

Subject: email to Blue Ribbon Panel members
Date: Tue, 25 Aug 1998 10:32:51 PDT

= 987654321 _0==_
Content-Type: text/plain; charset="us-ascii"”

The next scheduled meeting of the PAS Blue Ribbon Panel is this
Saturday, August 29, 1998. The primary purpose of this meeting is to
discuss the accomplisments of the Panel over the past 18 months, and to
begin developing the final report of the PAS Blue Ribbon Panel.

We need your help as we prepare for the meeting. The attached document
contains policy options that were identified by Charlene Harrington of
the University of California at San Francisco in her report to HCFA.
Please review the attached document, and be prepared to discuss this
information at the meeting. As you review the attached document,
consider how you would priortize and organize the policy options.

For those of you who do not plan to attend the meeting this Saturday,
please provide your comments by email by September 1, 1998. Thanks.

We are looking forward to a good meeting. See you there!

Pamela J. Dautel

Project Associate

Independent Living Research Utilization
2323 S. Shepherd, Suite 1000

Houston, TX 77019

(713) 552-0232

(713) 520-5785 (fax)
http://www.ilru.org

ILRU is a program of TIRR

Get Your Private, Free Email at http://www.hotmail.com \ﬁ
——== 987654321 0==_

Content-Type: text/plain; name="SummPolOpt.txt"
Content-Disposition: attachment; filename="SummPolOpt.txt"

NOTE: The policy options shown below were identified in the HCFA report written by
Charlene Harrington at the University of California at San Francisco.

HOME HEALTH
STUDY

Policy Option 1. HCFA could study the relationship between Medicare and Medicaid
home health definitions and benefits and the impact of the BBA of 1997 on dual eligibles in
the Medicaid program. HCFA could study the extent of demand for Medicaid home health care
and how state Medicaid programs respond to the demand after the BBA changes.

Policy Option 2: A survey of states could be conducted to determine the number and type of
agencies which deliver personal care services and whether state home health licensing
requirements and Medicare/Medicaid home health certification rules are limiting factors in
the provision of personal care services. If this appears to be a problem, HCFA could
provide information in the Medicaid Manual or transmittal letters to advise states of the
potential problems for personal care providers where Medicaid licensing is linked directly
to the Medicare certification requirements.

REGULATION

Policy Option 3. HCFA could study state Medicaid home health benefit packages to

Printed for Sharon Finney <sfinney@bcm.tmc.edu> i)
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determine the extent to which state Medicaid home health benefits are linked to the
Medicare benefits and whether some state home health requirements are overly restrictive.
If there is a problem with linkage through state statutes, HCFA could encourage the link
between Medicaid and Medicare certification in the statutes and regulations by eliminating
the Medicare regulation at 42 C.F.R. 484.36(e). The Medicaid home health agencies
regulations could then be changed to allow them to offer long term and chronic care
services including personal care services, without the authorization and supervision of a
physician and without nursing service supervision. The Medicaid regulation at 42 C.F.R.
440.70(a) (1) could be modified to eliminate the requirement that services must be provided
at the recipient's place of residence.

Another option is to clarify the services that may be offered by Medicare and
Medicaid agencies by changing the statutes and regulations. The statute could be changed
to state that although Medicare is primarily for short term and intermittent care, Medicare
and Medicaid certified HHAs may offer long term, chronic care and personal care services.
These personal care services would not be subject to the requirements under 42 C.F.R.
440.167 and would not be required to meet the same regulations as home health aides.

Licensing

Policy Option 4: The contents of the state home health licensing requirements have not been
studied and should be the subject for further research to determine the extent to which
states require home health agencies to meet Medicare certification. If state licensing
laws are serving as a barrier to Medicaid certification, HCFA could encourage states to
remove state statutory language that link home health agencies to the Medicare definitions
of home health agencies. HCFA could consider clarifying their interpretation to state
officials and providers that the definitional 1inks ween Medicare and Medicaid services
are not considered appropriate people with chronically illness and disability.

Training

Policy Option 5: The Medicare/ Medicaid regulations on conditions of participation for home
health agencies could be amended to clarify that personal care attendants may have
different training requirements from home health aides. These regulations could also
clarify that individuals receiving services should be involved in the selection, training,
and supervision of both personal care attendants and home health aides where they are able
to be involved and chose to be involved.

Policy Option 6: The level of inservice training and performance for personal care
attendants should be studied. If training and performance standards are higher than
necessary or inappropriate for personal care attendants, then the conditions for
participation for home health agencies could be changed to clarify that personal care
attendants do not need to meet the inservice education and the performance review
requirements for home health aides.

Supervision

Policy Option 7: The conditions of participation for home health agencies could be
changed to allow for different supervision requirements for personal care attendants.
Perhaps a supervisory visit every six months or a year is appropriate for some individuals,
while in other situations more frequent visits may be needed. The decisions regarding the
frequency of supervision could be made on an individual basis, but could be set to be at
least once a year.

LAW

TECHNICAL ASSISTANCE

PERSONAL. CARE OPTION

STUDY

Policy Option 8: HCFA could take advantage of the different features of the personal care
state plan option and the HCBS personal services program in states to evaluate these
alternative approaches and their multiple outcomes. Although there may be political
opposition to a mandatory program, there are good arguments for making the personal care
services a mandatory Medicaid program. At least the program could be made mandatory for
those individuals who would otherwise require institutional care or be at/ risk for needing
institutional care. This would be a way to reduce institutionalization and to facilitate

Printed for Sharon Finney <sfinney@bcm.tmc,. edu> &2
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deinstitutionalization of some nursing home residents. The cost arguments against a
mandatory program are not persuasive since all states are offering some personal care
services. Alternatively, a financial incentive (such as a one-time higher FFP for start-up
costs for those states that currently do not have a comprehensive program or simply a
higher FFP for all personal care services) may be an effective alternative way to encourage
states to increase the personal care services to those individuals at risk of
institutionalization.

Policy Option 9: The cost and outcomes from the current state-funded programs only
programs could be evaluated as to whether they prevent or delay non-Medicaid low income
individuals from becoming institutionalized and spending down to Medicaid. HCFA could

study the benefits and feasibility of a policy option for allowing a sliding fee scale for

individuals above the minimum financial eligibili Ievel (inc ing perhaps the 300
percent of the SSI level) or some type uy-in arrangement fo hose meeting targeted /L
needs financial eligibility criteria. change would be required for suc%/g/iﬁgj

program. —

Policy Option 10: State definitions of personal care services are offered could be
studped to _determine whether these definitions are serving as barriers to deliver needed
sedy s The definition of personal care services (cguld be clarified in the Medicaid
regulations and the Medicaid Manual to include assigfance with ADLs, IADLs (including
monitoring and cueing), and supervision and monitoring for persons with cognitive and other
mental impairments, and/or behavior problems which endanger health and safety.

Policy Option 11: A study could conducted which would examine the need for additional
respite services and its potential costs and benefits. If such a study provided evidence
of benefits, short term respite care could be added as a personal care benefit to the
Medicaid regulations and the Medicaid Manual for individuals who meet the basic level of
need requirements.

7
Policy Option 12: First, to foster the adoption of objective need-based criteria, the
Secretary could convene an expert panel to develop a consensus on a set of need criteria
and measures for personal care services, which could be periodically reevaluated. Second,
recognizing the desirability for greater objectivity in need-based criteria for personal
care within states and across states, a uniform definition of minimal need criteria for
personal care services could be developed which would include ADL and IADL criteria along
with behavioral and cognitive and other types of mental disorders/impairments, social
isolation, and safety. Although the state of the art in needs assessment continues to
evolve, and the predictive utility of alternative combinations and weighting of these
criteria have yet to be tested, more study and development is needed to establish detailed
specific need criteria. In the interest of fostering innovation in this area, and
assuring dissemination of experience, an ongoing research program (working with selected
states) could be developed to design and evaluate alternative needs determination
processes, weighting criteria, and verification processes.

Policy Option 13: The Secretary could allocate funds for the evaluation of the
benefits of targeting efforts for those that are at risk for jinstitutionalization compared
with targeting preventive and supportive serviéEE\t6’EEB§é’ﬁzéh-iggs‘atsabiii%y/fﬁjorder to
prevent deterioration in health status. Such an evaluation 1d inform states about
targeting benefits and establishing need criteria. §23~kﬁ§§?\

Policy Option 14: The Secretary could (1) periodically confer with a panel of
experts from states to develop approaches for achieving a common or core minimum data set
for client screening and assessment for the personal care services program; (2) evaluate
the effectiveness of different state assessment systems for different long term care
services; (3) disseminate the results of this evaluation to other states so that any
appropriate modifications can be made; (4) move to develop a single uniform screening and
assessment instrument for states to use in determining the need for personal care services
within and across states, and (5) move to develop a single uniform screening instrument
which could assess need for different types of services and settings (e.g. personal care,
home care, HCBS, and institutional care).

Policy Option 15: As a starting point that might result in single entry point
systems, states could be encouraged or required to submit state plans that assure a
coordinated screening and assessment system for their long term care programs. HCFA and/or
states could develop estimates of community-level disability rates and service use and plan
to address gaps or identified inequities in delivery system access for different financial
eligibility groups. States could be encouraged to develop a single entry point approach * \| A

n \ ‘
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for the personal care services, HCBS waiver program, and other long term care services.
Financial incentives (e.g. higher FFP) could be considered for states that develop and use
such an integrated system (on a one-time basis to help cover the costs of such initial

reorganization). Studies of the effectiveness of different state organizations could be
undertaken.
REGULATION
Policy Option 16: The personal care regulations could be changed to encourage or require

states to make provisions for allocating hours and types of services based on an
individual's needs and their ability to benefit from services and that total services
should not have arbitrary volume limits or dollar limits. Since the purpose of offering
personal care services is to prevent institutionalization and/or to serve as an alternative
to institutionalization, live-in care or up to 24 hour per day care would need to be
offered to be a meaningful alternative to institutional care. At the same time, states may
want to assure that their overall personal service program costs for recipients would be no
more costly than their costs would have been in institutions.

Policy Option 17. The HCFA regulations and manual could clarify that client and family
involvement are essential components of the assessment and planning process for personal
care services that could generally facilitate consumer choice and satisfaction with the
program. A clear federal philosophy of individual empowerment, independence, and
understanding of a social model of disability is important for HCFA to articulate. BEach
state could be asked to address this in its state plan.

Policy Option 18: The regulations could be amended to clarify that states are
required to develop methods to facilitate access to and choice among qualified personal
care providers, including information sources such as provider registries. The following
rights for home care could also be established for personal care services: the right to
choose a provider, to be fully informed in advance about care and treatment; changes in
care and treatment and to be informed about alternative services.

Policy Option 19: A statutory change would be required to in order to remove the
physician authorization provision to eliminate a medicalized approach to authorization.
Alternatively, the regulations and/or the Medicaid Manual could be changed to encourage or
require states to develop their own objective and standardized authorization procedures as
a means of ensuring greater access and equity in personal care services for clients. This
would be consistent with a broadened definition of service needs to include the provision
of assistance to address functional limitations caused by physical, cognitive and other
mental impairments, behavioral problems as well as medical conditions.

Policy Option 20: 1In order to reduce unnecessary medicalization, the federal rules could
encourage or specify that states should ensure access to case management for personal care
services when case management is desired by recipients; regardless of which type of
providers deliver the servicgs. At the same time, individuals capable of supervising their
own personal care workers should have the option to do so. The state could be expected to
retain enough oversight over the care plan to assure that client care needs are being
adequately met. Implicit in the implementation of these policies is that would there be a
reasonable standard by which the state can determine the circumstances when self-directed
care is appropriate. Neither the operations of self-directed case management systems, nor
the quality of care issues arising under these programs have been extensively studied in
the U.S. HCFA could work with the states in designing and evaluating alternative
approaches to self-directed care.

LAW

Policy Option 21. It seems appropriate that financial eligibility provisions for personal
care services within a state be related to the care needs of the individual. First, for
those whose level of care needs make them eligible for nursing home placement, the
financial eligibility provisions could be changed to make them the same as those for
institutional care (like the HCBS service program); this would require a statutory change
in the Medicaid program. Second, for those not meeting institutional financial
eligibility criteria, standard financial eligibility criteria could continue to apply as is
the current requirement. This would allow the personal care services program to target
services to those eligible for or at risk for institutionalization and make the program
comparable to the personal care services under the HCBS waiver.

Policy Option 22. A statutory change could be considered to make the spousal protection

Printed for Sharon Finney <sfinney@bcm.tmc.edu>




Pamela Dautel, 10:32 AM 8/25/199, email to Blue Ribbon Panel mem

provisions for the institutional program apply to the personal care services optional
program. This would allow states to provide a meaningful option for individuals with
disabilities to remain in the community with personal care services and remove financial
incentives for institutionalizatiom.

Policy Option 23. The special post financial eligibility provisions that allow people with
disabilities to remain in the community in the HCBS program could also be extended to the
personal care service option. If these special financial eligibility requirements could
also be applied to personal care services, then more states may be willing to combine all
their personal care services under the state plan option, rather than to provide personal
care under both the state plan option and the HCBS waiver program. Perhaps this would
result in some administrative savings and a more understandable care delivery system.

Policy Option 24: Changes in the SSI and Medicaid statutes céuld be considered to
increase the asset levels for individuals living in the community who would otherwise be
forced into institutional care. These statutes could be modified so that asset limitations
are indexed for inflation. Another option would be to allow personal care recipients to
retain the equivalent of 6-12 months of expenses (for housing, utilities, food, and other
expenses) in assets. This would require a statutory change that may be opposed because of
its cost implications.

Policy Option 25: HCFA could seek statutory authority to extend Miller trusts to
individuals eligible for personal care services in states with income caps. In addition,
HCFA could consider requiring states to provide information about the availability of
Miller trusts and assistance in establishing such trusts.

TECHNICAL ASSISTANCE

Policy Option 26. The HCFA regulations and manual could clarify that client and family
involvement are essential components of the assessment and planning process for personal
care services that could generally facilitate consumer choice and satisfaction with the
program. A clear federal phllosophy of individual empowerment, independence, and
understanding of a social model of dlsablllty is important for HCFA to articulate. Each
state could be asked to address this in its state plan.

Policy Option 27: The regulations could be amended to clarify that states are
required to develop methods to facilitate access to and choice among qualified personal
care providers, including information sources such as provider registries. The following
rights for home care could also be established for personal care services: the right to
choose a provider, to be fully informed in advance about care and treatment; changes in
care and treatment and to be informed about alternative services.

Policy Option 28: A statutory change would be required to in order to remove the
physician authorization provision to eliminate a medicalized approach to authorization.
Alternatlvely, the regulations and/or the Medicaid Manual could be changed to encourage or
require states to develop their own objective and standardized authorization procedures as
a means of ensuring greater access and equity in personal care services for clients. This
would be consistent with a broadened definition of service needs to include the provision
of assistance to address functional limitations caused by physical, cognitive and other
mental impairments, behavioral problems as well as medical conditions.

Policy Option 29: 1In order to reduce unnecessary medicalization, the federal rules
could encourage or specify that states should ensure access to case management for personal
care services when case management is desired by recipients, regardless of which type of
providers deliver the services. At the same time, individuals capable of supervising their
own personal care workers should have the option to do so. The state could be expected to
retain enough oversight over the care plan to assure that client care needs are being
adequately met. Implicit in the implementation of these policies is that would there be a
reasonable standard by which the state can determine the circumstances when self-directed
care is appropriate. ©Neither the operations of self-directed case management systems, nor
the quality of care issues arising under these programs have been extensively studied in
the U.S. HCFA could work with the states in designing and evaluating alternative
approaches to self-directed care. .

Policy Option 30: Current quality standards for personal care programs could be
studied to determine their adequacy. If problems are identified, minimum federal standards
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for quality could be established.

Policy Option 31: The regulations could be changed to (1) allow for exceptions to
the spouse or parental payment prohibition, when necessary, to assure access for
individuals in need of personal care services; and (2) HCFA could evaluate the effects of
access to and the quality of personal services under conditions when family members are
reimbursed and when they are not, including the effects on family caregiving, sheltered
housing, residential care, and nursing home placement.

Policy Option 32: The effect of additional family member restrictions (beyond
spouse or parent of a minor child) could be evaluated for its relationship with sheltered
housing, residential care, and nursing home placement effects. These additional
restrictions on family members may reduce access to personal care and increase the use of
home health agency services or institutional services.

Policy Option 33. The Medicaid personal care regulations could be amended to
encourage or requilre states to give individuals the right to select, train, and manage
their own personal care attendants to the greatest extent possible as a means of allowing
social models of care rather than medical models. The Medicaid personal care regulations
could explicitly address the different personal care models that states may use and require
more than one provider option be made availablé. This would help ensure that recipients
have greater choice and access to the kind and type of services that they would like to
have. Studies could be undertaken to evaluate the effect on the quality and cost of care
and client outcomes under varying state regulatory conditions relative to provider
qualifications, registration, certification, and training.

Policy Option 34: An easily implemented resolution to these issues is for the
regulations and the Medicaid Manual to encourage or require that states make recipients
aware of the supervision option and give recipients (or their caregivers) the option to
request or refuse such services where the recipient believes such a service would be
beneficial or detrimental. States would retain the right to require such supervision when
deemed necessary (such as where there is evidence of poor self-management of care).

Further study is needed on the types of situations or circumstances where self-
directed care may be adverse to the health and safety of the individual. The relative
service use and quality of care consequences of different supervisory models could be
examined (e.g., agency based providers, individual providers with and without case manager
supervision, coordinated self-directed home care program with other forms of primary health
care management) .

Policy Option 35: HCFA could consider specifying a minimal level of training
required for personal care workers, but such training could be provided by clients who are
capable of their conducting their own training. States could be asked, in the federal
regulations and/or the Medicaid manual, to develop plans for consumer training in how to
manage individual providers. Training programs for providers could be required to include
consumer directed approaches to care and descriptions of how to maximize the independence
of individuals. HCFA and/or states could present examples of "best practices" for consumer
directed care and disseminate the information broadly to providers, consumer advocacy
groups, and state officials.

Policy Option 36. The nature and extent of consumer advisory committees and other
means of consumer input into the personal care program in states could be identified, and
comparisons made of state policy and program management in states having consumer input and
those with little or no such involvement. Those states providing best practices could be
identified and the results disseminated to other states. A statutory requirement for a
consumer advisory council for Medicaid personal care services, HCBS waiver programs, and
home care could be considered.

Policy Option 37: To be consistent with the statute and the intent of the ADA
legislation, HCFA regulations could be changed to require that personal care services be
provided in "other locations."” "Other locations"” could be defined as community settings
such as grocery stores, schools, banks, business establishments, and libraries,
recreational facilities, as well as work sites and assisted living facilities. The cost
implications could be studied along with potential savings to Medicaid from reduced nursing
home care, and tax revenues from the employed disabled to help off-set the marginal costs
of any program expansion. The variation among states in current practices relative to the
interpretation of "other location,™ is a ready source for comparative research on costs and
program outcomes.
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Policy Option 38: Because personal care service regulations do not have any
specific provisions about rights and the ability to file complaints about care, HCFA
requlations could consider giving the recipients of personal care service§ rights about
their care services which are identical for those for home health agency care recipients.
HCFA could also assure that personal care service recipients would have access to the state
long-term care ombudsman upon request.

Policy Option 39. HCFA regulations could clarify the rights of applicants for
personal care services and they should enforce the requirement that states assure the right
to a fair hearing and an appeals process for clients whose services are reduced or
terminated. ‘

Policy Option 40: HCFA could study the extent to which states ensure mechanisms
for timely payment for personal care services, especially in the initial start up period,
to ensure access to and availability of personal care services. If these are found to be

inadequate, HCFA could provide guidelines and technical assistance to states regarding
payment mechanisms for independent providers.

Policy Option 41: If the demonstration proves to be effective, a statutory change
could be made in the Medicaid Act to clarify that cash advance payments may be made
directly to clients under a cash and counseling program. Specific procedures would need to
be developed for disregarding these cash payments in determining financial eligibility for
Medicaid and for SSI. Legislation would also need to amend the Medicaid, SSI, IRS
provisions, and the food stamp program requirements so that the cash payments to clients
would not be counted as income and would not lose their income-related benefits.

Policy Option 42 HCFA could study the relationship between state disability rates
(defined as need for assistance in self care) and service availability and the possibility
of providing additional FFP funds for personal care services in states with the highest
disability rates. Alternatively, HCFA could mandate that the amount of personal care
services be available in proportion to the level of disability and impairment in the state
Medicaid population.

Policy Option 43: FFP incentives and other policies could be studied as a way to
encourage states to expand their personal care services program. Studies of the effects of
personal care service utilization on the use of nursing home, assisted living, employment,
and health care services could be encouraged.

HCBS WAIVER

Policy Option 44: Because of the critical importance of the HCBS waiver program for
preventing institutionalization, the HCBS waiver program could be made a state plan option,
or even a mandatory benefit, for Medicaid by a change in the statutes. There are many
administrative benefits both for the federal and state governments in moving the program
from a waiver with paperwork and review requirements to a state plan option. A mandatory
benefit would give the program comparable status to that of the nursing home program under
Medicaid and could then offer individuals with disabilities a real choice between home and
community based care and institutional care.

Improved cost estimates are needed for the expansion of the HCBS waiver program. Since a
mandatory program may increase expenditures for some states, increased FFP may be needed at
least in the first few years of expansion. An alternative approach to a mandatory benefit
is to establish an optional state plan program with higher FFP payments as financial
incentives for a time-limited period (possibly for a five year period), that would be
coupled with controls on institutional capacity. At the same time, the model HCBS waivers
could possibly be retained for small special populations.

Policy Option 45: HCFA needs to determine how many HCBS waivers are currently in
effect for statewideness and what would be the estimated costs for expanding HCBS waivers
statewide. Because states have had considerable experience with their waiver programs,
HCBS waiver programs could be extended to all geographical areas of a state. Having
different HCBS waivers available in different parts of a state creates an inequitable
situation for a state's residents. This change could be made by new legislation or by
placing a limit on the number of times a waiver for statewideness can be renewed through
regulation or by a time limit (sunshine clause).

Policy Option 46: In order to accomplish greater equity and prevent inappropriate
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institutionalization, the HCBS waiver program would need to be extended to all eligible
groups within a state. This could be accomplished by requiring a statutory change to
eliminate the waiver of comparability for different eligibility groups. Another
possibility is to place a regulatory limit on the number of times a waiver can be renewed
for comparability through regulation. An alternative approach is to increase the FFP for a
time-limited period (for example for five years) as an incentive program for states to
expand comparability to all groups. Special technical assistance could be given to the
states for the transition period.

Policy Option 47. Although the limits on the total number of persons eligible for
each waiver program protect states financially from having to expand their programs, the
limits may prevent some individuals in need of extensive services from receiving the
services in the community. The limits are also an administrative barrier to program
flexibility and expansion. Although states can amend their waiver programs to expand the
waiver limits with a minimal effort, this requirement could be removed by regulation. This
removal could also be accomplished if the HCBS waiver program was made into an optional or
mandatory Medicaid program.

Policy Option 48. The importance of the special institutional financial eligibility
and spend down provisions for HCBS waiver services should not be underestimated. This
financial eligibility provision, however, is optional to the states, so that 12 percent of
the states were not taking advantage of the maximum institutional eligibility in 19%6.
Where this option is not used, the financial incentives are for individuals to enter
institutions over remaining at home. Efforts are needed by HCFA to encourage all states to
use these special financial eligibility provisions for the HCBS waiver program. An
alternative is to make the special financial eligibility mandatory through a statutory
change, so that no differences would be allowed between the basic financial eligibility for
institutional care and for the HCBS waiver program.

Policy Option 49: The spousal impoverishment rules are an important component of
preventing institutionalization. HCFA could consider ways to encourage the remaining 16
states to elect this option and/or could request statutory changes that would require all
states to use the spousal impoverishment rules for the HCBS waiver program. This change
would remove financial incentives for institutionalization.

Policy Option 50. The special financial eligibility provision allows states to
provide a real option for individuals with disabilities to remain in the community with the
HCBS waiver program. The current financial spend down provisions and the post eligibility
treatment of income are essential parts of the HCBS wailver program that should bhe
maintained. If the special financial eligibility requirements could also be applied to
personal care services, then more states may be willing to combine all their personal care
services under the state plan option, rather than to provide personal care under both the
state plan option and the HCBS waiver program. Perhaps this would result in some
administrative savings and a more understandable care delivery system.

Policy Option 51: Changes in the SSI and Medicaid statutes could be considered to
increase the asset levels for individuals living in the community who would otherwise be
forced into institutioqal care. These statutes could be modified so that asset limitations
are indexed for inflation. Another option would be to allow HCBS waiver recipients to
retain the equivalent of 6-12 months of expenses (for housing, utilities, food, and other
expenses) in assets. This would require a statutory change that may be opposed because of
its cost implications.

Policy Option 52: HCFA could seek statutory authority to extend Miller trusts to
individuals eligible for HCBS waiver services in states with income caps. In addition,
HCFA could consider requiring states to provide information about the availability of
Miller trusts and assistance in establishing such trusts.

Policy Option 53: 1If the HCBS waiver program specified a minimum set of benefits,
clients would have access to a fuller range of services to allow them to stay in the
community as an option to institutional services. The eight services that are currently
specified in the regulations-as optional, or a subset of the eight services, could be
considered as a minimum benefit package for states to offer, and other services could be
optional. Need criteria for the services, however, could continue to be tied to the
specific needs of those who qualify for the program. For example, habilitation services
would be given only to those who need assistance in improving their self-help,
socialization and adaptive skills. A minimum set of services could be required by a
statutory change or financial incentives could be added to encourage states to provide all
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eight services. A minimum package of HCBS waiver benefits could be established if and when
the HCBS waiver program was moved from a waiver to a state plan option.

Policy Option 54: HCFA could consider specifying the definitions of each of the
services for reporting purposes for the HCBS waiver program, the home health care program,
and the personal care services program in order to clarify the distinctions between each
category. This would facilitate tracking and comparing program financial eligibility,
utilization and expenditure data across states.

Policy Option 55: The extent to which these prevocational, educational and
employment services are actually being provided under the HCBS waiver program could be
examined along with whether other agencies are meeting the needs of waiver recipients.

Policy Option 56: The prohibition against living with caregivers should be studied
to examine its impact and to determine whether this has a negative effect on living in the
community and outside of residential, foster care, or nursing home care.

Policy Option 57: The respiratory care benefit appears to be a valuable one for the
program to offer. Its outcomes should be studied by HCFA and disseminated to all the
states. HCFA could consider collecting and disseminating information about best practices
for respiratory care services to encourage states to expand this HCBS waiver program.

Policy Option 58: The respite care benefit appears to be a valuable one for the
program to offer and its outcomes $hould be studied by HCFA and disseminated to all the
states. i

Policy Option 59: HCFA should study the needs and services for the mentally ill
Medicaid recipients and examine the barriers to expanded services, especially for those
between the ages of 22 and 64. HCFA could encourage states to cover mentally ill persons
between the ages of 22 and 64 under the HCBS waiver program, even though this population is
not eligible for Medicaid FFP in IMD facilities. A statutory change in HCBS coverage for
individuals age 22 to 64 with MI could be considered as a way to provide cost effective and
humane care. HCFA could provide information to states regarding the types of waivers for
mentally ill adults that are curreﬂtly approved or would be considered by HCFA and provide
assistance in designing such waivers.

Policy Option 60: Limits oh the amount, duration and scope can create problems if
the total services are not sufficient to maintain an individual at home with care on a 24
hour per day basis. HCFA should conduct a survey of state programs to determine whether
limitations in the amount, duration, and scope of benefits are creating an institutional
bias. The HCBS regulations could make it clear that states are required to provide
services in a sufficient amount, duration, and scope as to be useful to prevent
institutionalization and that states are not exempt from Section 440.230(b) and (c). The
regulations could provide guidelines that services are offered for up to 24 hours per day
and other services must be sufficient to allow individuals the choice of remaining at home.
If not, then the choice of remaining at home or in the community may be unavailable to many
with severe disabilities. !

Policy Option 61: First, to foster the adoption of objective need criteria, the
Secretary could convene an expert panel to develop a consensus on a set of need criteria
for institutional care and for HCBS and to reevaluate the criteria periodically. Second,
recognizing the desirability for greater uniformity in need standards both within states
and across states, a federal un i
continues to evolve, and the predictive utility of alternative combinations and weighting
of these criteria have yet to be tested, more work is needed in this area. 1In the interest
of fostering innovation in this area, and assuring dissemination of state experiences, HCFA
could develop an ongoing research program (working with selected states) to design and
evaluate alternative needs determination processes, weighting criteria, and verification
processes. |

|

Policy Option 62. There is no doubt that the HCBS waiver program should continue to
focus first and foremost on those individuals who would be eligible or at risk for
institutional care. Medicaid HCBS halvers should be considered for those individuals do
not meet the institutional need crlterla HCFA could study the desirability and
feasibility of removing the link between HCBS and institutional need criteria. This would
allow states to expand their HCBS walver program by targeting those who are at risk for
becoming more impaired.
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Policy Option 63: The Secretary could (1) periodically confer with a panel of
experts from states to develop approaches for achieving a common or core minimum data set
for client screening and assessment for the HCBS waiver program; (2) evaluate the
effectiveness of different state assessment systems for different long term care services;
(3) disseminate the results of this evaluation to other states so that any appropriate
modifications can be made; (4) move to develop a single uniform screening and assessment
instrument for states to use in determining the need for HCBS within and across states, and
(5) move to develop a single uniform screening instrument which could assess need for
different types of services and settings (e.g. personal care, home care, HCBS, and
institutional care).

Policy Option 64: HCFA could conduct research and evaluations of assessment and
care planning processes (e.g. the RAPs for nursing homes) that may be effective for the
HCBS waiver program, ensuring that such processes address the needs of different client
populations with chronic illness and disability and distribute the findings to the states.
HCFA could consider more detailed state requirements for individualized care plans.

Policy Option 65. The HCFA regulations and Medicaid manual could clarify that
individual client and family involvement are essential components of the assessment and
planning process for personal care services, that could generally facilitate consumer
choice and satisfaction with the program. A clear federal philosophy of individual
empowerment, independence, and understanding of a social model of disability is important
for HCFA to articulate. Each state could be asked to address this in its state plan.

Policy Option 66: Medicaid regulations could give more guidance to the states about
the assessment and planning processes, which should, at a minimum, be conducted by
qualified professionals. HCFA could also sponsor research that compares the differences
between provider-based assessments and independent assessments and care planning and the
findings could be distributed to the states. If provider-based assessments and plans are
biased over those of independent assessors, HCFA could require all assessments to be made
independent of providers. HCFA could identify and disseminate information on "best
practice” models for assessment and planning.

Policy Option 67: As a starting point that might result in single entry point
systems, states could be encouraged or required to submit state plans that assure a
coordinated screening and assessment system for their long term care programs. HCFA and/or
states could develop estimates of community-level disability rates and service use and plan
to address gaps or identified inequities in delivery system access for different financial
eligibility groups. States could be encouraged to develop a single entry point approach
for the personal care services, HCBS waiver program, and other long term care services.
Financial incentives (e.g. higher FFP) could be considered for states that develop and use
such an integrated system (on a one-time basis to help cover the costs of such initial

reorganization). Studies of the effectiveness of different state organizations could be
undertaken.
Policy Option 68: The HCBS regulations or the Medicaid Manual could be amended so

that state plans are encouraged or required to develop methods to facilitate access to and
choice among qualified providers, including information sources such as provider
registries. States could be encouraged or required to present a state plan that maximizes
consumer choices among HCBS providers. This should ensure a choice of different types of
provider. services such as adult day care, personal care, respite care and other long term
care services in the community as well as choices between agency providers and independent
personal care providers.

Policy Option 69: The current requirement for states to provide information about
available alternatives is an important provision of the HCBS waiver program.
70
ardized authorization procedures. HCFA could distribute information on how to simplify and
streamline the authorization procedures and clarify that physician authorization is not
necessary and appropriate in most situations.

Policy Option 71: The federal rules could encourage or require states to ensure
access to case management for long term care services where such services are desired by
recipients, regardless of which type, of providers deliver the services. At the same time,
individuals capable of sypervising their own personal care workers should hdve the option
to"do so. The state would be expected to retain enough oversight over the care plan to
assure that client care needs are being adequately met. Implicit in the implementation of
these policies is that there be a reasonable standard by which the state can determine the
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circumstances when self-directed care is appropriate. Neither the effect of self-directed
case management systems nor case management quality issues have been extensively studied in
the U.S. HCFA should work with the states in designing and evaluating alternative
approaches to self-directed care and quality assurance.

Policy Option 72: The issue of independent case managers could be studied by HCFA
and states to determine the most effective approaches to case management. Such research
could provide guidance for future state programs. Examples of best practices from state
case management programs could be disseminated.

Policy Option 73: To facilitate the development of policy and procedures relative
to managed care and the role of these organizations in managing community care, HCFA could
work with health plans and states in developing and evaluating alternative models for case
management.

Policy Option 74: Studies could be encouraged to examine social models of care and
the gquality of life in different sizes and types of community facilities. Depending upon
the findings, HCFA may wish to set more guidelines on the size and types of residential
facilities for the HCBS waiver program or on the quality assurance mechanisms for such
facilities. HCFA could distribute "best practice" models for the appropriate size of
facilities and environmental design considerations.

Policy Option 75: HCBS regulations could be amended to encourage or require states
to give individuals the right to select, train, and manage their own HCBS providers to the
greatest extent possible. Consumer directed care could reduce the risk of
institutionalization and unnecessary medicalization of services. Studies could be
encouraged to evaluate the effect on the quality and cost of care and patient outcomes
under varying state regulatory conditions relative to provider qualifications and training.

HCFA could study the effects of the supply of different types of HCBS providers on
access to HCBS and the quality of HCBS and could convene a national panel for establishing
some minimum standards for long term care.provider supply for HCBS. Federal regulations
could be changed to require state agency plans to assure the availability of a range of
long term care providers in communities in order to ensure that recipients have greater
choice and access to the kind and. type of services which they would like to have. This
should have benefits for preventing unnecessary medicalization and institutionalization.

Policy Option 76: The HCBS regulations could be changed to (1) allow for
exceptions to the spouse or parental payment prohibition, when necessary, for the health
and safety of the individual in need of personal care services; and (2) HCFA could evaluate
the consequences on family caregiving, sheltered housing, residential care, and nursing
home placement under conditions when family members are reimbursed and when they are not.

Policy Option 77: 1In order to encourage social models of care and to ensure access
to appropriate HCBS services, HCFA could study the general quality of care in the HCBS
waiver program and factors that affect variations across states and whether quality
standards need to be made more explicit. The HCBS waiver program could establish similar
protections to those for home health agencies, which allow for the process and timely
review and investigation of allegations of neglect, abuse, and misappropriation of
property. i

14
Policy Option 78: HCFA could study the variation in the supervision of HCBS waiver
programs and providers across states and the effects of these differences on access,
quality, and costs of the programs. Findings from such a study would assist HCFA in
establishing minimum quality standards that do not over medicalize the program but at the
same time, protect individuals receiving services.

Policy Option 79: Because theré are so many questions about details of how states
are implementing the HCBS waiver programs, HCFA could have a national independent
evaluation of the programs to provide descriptive information on the processes of care as
well as evaluative information on the costs and the outcomes of the programs.

Policy Option 80: HCFA could study the variations in provider and client training
requirements across states and how such training may effect the quality of HCBS waiver
program services. The federal regulations and/or the Medicaid manual, could require
states to develop training plans for consumer directed approaches to care and could provide
guidelines on how to maximize the independence of individuals. Alternatively, HCFA could
encourage and publicize best practices for provider and client training.
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Policy Option 81. The Medicaid regulations and Medicaid Manual could clarify that
individual client and family involvement are essential components of an assessment and
planning process, that should generally facilitate consumer choice and satisfaction with
the program. A clear federal philosophy of individual empowerment, independence, and
understanding of ‘a social model of disability is important for HCFA to articulate. Each
state could be encouraged or required to address this in their state plan. Studies of the
extent to which individual and family input in the assessment and planning process and
whether consumer directed models are provided by states.

Policy Option 82: HCFA or the HCBS regulations could encourage states to develop
methods for involving consumers in an evaluation of their HCBS services. This could
enhance the consumer-directed focus that HCFA is attempting to achieve. HCFA could
disseminate information on "best practice" models that states are using to obtain consumer
evaluations of services.

Policy Option 83: The nature and extent of consumer advisory committees and other
means of consumer input into the HCBS waiver program could be identified and comparisons
made of state policy and program management in states having consumer input regulations and
those with little or no such involvement.

Policy Option 84: HCFA regulations could encourage or require that HCBS waivers be
provided in "other locations" outside the home to be consistent with the ADA statute and
its implementation. 'Other locations' should be defined as "community settings such as
grocery stores, schools, banks, business establishments, and libraries, recreation sites,
as well as work sites, residential care and assisted living facilities."™ This would
improve the social model of care and move away from a medical model, and may, in the long
run, reduce institutionalization.

Policy Option 85: Because HCBS waiver regulations do not have any specific
provisions about rights and the ability to file complaints about care, HCFA regulations
could consider giving the recipients of personal care services rights about their care
services which are identical for those for home health agency care recipients. HCFA could
also assure that HCBS waiver recipients would have access to state long term care ombudsman
services upon request.

Policy Option 86: HCFA regulations and the Medicaid Manual could clarify that the
rights of applicants and recipients of HCBS waivers are the same as those for other
Medicaid services. HCFA could actively monitor its requirements that states assure the

right to a fair hearing and a timely appeals process for clients whose services are reduced
or terminated.

Policy Option 87: The special financial reporting requirements and cost neutrality
requirements could be removed from the HCBS waiver program by statutory change. Some type
of state and federal review of institutional long term care expenditures may be a more
useful undertaking than the current reporting requirements. States could be given an

. financial incentive for reducing institutional costs rather than HCBS costs or for
increasing the percentage of expenditures for HCBS in comparison to expenditures for
institutional care. For example, higher FFP payments could be given to states who meet a
specified standard ratio of HCBS expenditures to institutional expenditures, e.g. for more
than 10-15 percent of the total state LTC expenditures are for HCBS.
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