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Public Law 103-296

Sodial Security Independence
and Program Improvements Act of 1994

SEC. 202. COMMISSION ON CHILDHOOD DISABILITY. .

(2) ESTABLISHMENT OF COMMISSION.—The Secretary of Health
and Human Services (in this section referred to as the “Secretary”)
shall appoint a Commission on the Evaluation of Disability in
Children (in this section referred to as the “Commission™).

(b) APPOINTMENT OF MEMBERS.—(1) The Secretary shall appoint
not less than 9 but not more than 15 members to the Commission,
including— .

. (A) recognized experts in the field of medicine, whose work

involves—

(i) the evaluation and treatment of disability in chil-

n,
(ii) the study of congenital, genetic, or perinatal dis-
orders in children; or :
(iii) the measurement of developmental milestones and
developmental deficits in children; and
(B) recognized experts in the fields of—

(i) psychology;
(ii) education and rehabilitation;
(iii) law;

(iv) the administration of disability programs; and
(v) social insurance (includintghh th insurance); and
(C) other fields of expertise that the Secretary determines

to be appropriate. o

(2) Members shall be appointed by January 1, 1995, without
regard to the provisions of title 5, United States Code, governing
appointments to competitive service. . '

(3) Members appointed under this subsection shall serve for
a term equivalent to the duration of the Commission. o

(4) The Secretary shall designate a member of the Commission
to serve as Chair of the Commission for a term equivalent to
the duration of the Commission.

(c) ADMINISTRATIVE PROVISIONS.—(1) Service as a member of
the Commission by an individual who is not otherwise a Federal
employee shall not be considered service in an appointive or elective
%gsition in the Federal Government for the purposes of title 5,

nited States Code. . .

(2) Each member of the Commission who is not a full-time
Federal employee shall be paid comgensation at a rate equal to
the daily equivalent of the rate of basic pay in_effect for Level
IV of the Executive Schedule for each day (including travel time)
the member attends meetings or otherwise performs the duties
of the Commission. : ' .

(3) While away from their homes or regular places of business
on the business of the Commission, each member who is not a
full-time Federal employee may be allowed travel expenses, includ-
ing per diem in lieu of subsistence, as authorized by section 5703

of title 5, United States Code, for persons employed intermittently .

in the Government service. L.

(d) AsSSISTANCE TO ComMMISSION.—The Commission may engage
individuals skilled in medical and other aspects of childhood disabil-
ity to provide such technical assistance as may be necessary to
carry out the functions of the Commission. The Secretary shall
make available to the Commission such secretarial, clerical, and
other assistance as the Commission may require to carry out the
functions of the Commission.
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(e) STuDY BY THE CoMMISSION.—(1) The Commission shall con-
duct a study, in consultation with the National Academy of Sciences,
of the effects of the definition of “disability” under title XVI of
the Social Security Act (42 U.S.C. 1382 et seq.) in effect on the
date of enactment of this Act, as such definition applies to determin-
ing whether a child under the age of 18 is eligible to receive
benefits under such title, the appropriateness of such definition,
and the advantages and disadvantages of using any alternative
definition of disability in determining whether a child under age
18 is eligible to receive benefits under such title. .

(2) The study described in paragraph (1) shall include issues

of—

(A) whether the need by families for assistance in meetin
high costs of medical care for children with serious physi
or mental impairments, whether or not they are eligible for
disability benefits under title XVI of the Social SecuntzeaAlct,
might appropriately be met through expansion of Federal th
assistance programs; .

(B) the feasihility of providing benefits to children through
noncash means, including but not limited to vouchers, debit
cards, and electronic benefit transfer systems;

(C) the extent to which the Social Security Administration
can involve private organizations in an effort to increase the
provision of social services, education, and vocational instruc-
tion with the aim of promoting independence and the ability
to en%a.ge in substantial gainful activity;

(D) alternative wais and providing retroactive supple-
mental security income benefits to disabled children, including
the desirability and feasibility of conserving some portion of
ﬁh benefits to promote the long-term well-being of such chil-

n,

(E) the desirability and methods of increasing the extent
to which benefits are used in the effort to assist disabled
children in achieving independence and engaging in substantial
gainful activeiéy; : ‘

(F) the effects of the supplemental security income program
on disabled children and their families; and

(G) such other issues that the Secretary determines to
be appropriate. . .

. (f) REPORT.—Not later than November 30, 1995, the Commis-
sion shall prepare a report and submit such report to the Committee
on Ways and Means of the House of Representatives and the
Committee on Finance of the Senate which shall summarize the
results of the study described in subsection (e) and include any
regoinmendations tgat the Commission determines to be appro-
priate.
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Members of the National Conwission on Childhood Disability

* Polly Arango is the parent of four children, one of whom has muitiple
disabilities. She is a co-founder and the director of Family Voices, a national grassroots
network of families and friends speaking on behalf of children with special health care needs.
She sits on local, state, and national boards related to health, disability, children, and family
issues, and is the author of many articles about children with special needs and their families.

* Adrienne Asch, Ph.D., is the Henry R. Luce Professor of Biology, Ethics, and
the Politics of Human Reproduction at Wellesley College, Wellesley, Massachusetts.
Dr. Asch is an ethicist and social psychologist who has researched legal and ethical problems
in health care delivery. She has written extensively on disability, bioethics, and reproductive
technology. ~

* Dolores Berkovsky, MSN, LMSW, is Director of Children's Services at
Catholic Charities of Fort Worth, Texas. Ms. Berkovsky is responsible for a large continuum
of child and family services, including programs for residential treatment, family
preservation, foster care, adoption of children with disabilities, out-patient assessment, and
treatment services.

* Wade F. Horn, Ph.D., is Director of the National Fatherhood Initiative, a
group that promotes enhancing the role of the father in families. Dr. Horn is a clinical child
psychologist and a nationally recognized expert on Attention Deficit Hyperactivity Disorder.
In 1993, Dr. Horn served as the National Executive Director of Children and Aduits with
Attention Deficit Disorders. During the Bush Administration, he served as the Commissioner
for Children, Youth, and Families and-chief of the Children's Bureau in the Administration for
Children and Families. Dr. Horn also served as a Presidential appointee to the National
Commission on Children from 1989 to 1993. '

* Jennifer Howse, Ph.DD., is President of the March of Dimes Birth Defects
Foundation. Dr. Howse previously served as Associate Commissioner for the Office of
Mental Retardation and Developmental Disabilities for the State of New York. She also has
served as the Executive Director of the Greater New York March of Dimes and the
Pennsylvania State Commission for Mental Retardation.

* Sharman Davis Jamison is the coordinator of two national technical assistance
projects located at the Parent Advocacy Coalition Educational Rights (PACER) Center, both
of which address family and consumer concerns about transition, supported employment, and
the Rehabilitation Act. Ms. Jamison, the mother of an adult daughter who is autistic and
deaf, is also a member of the President's Committee on Employment of Persons with
Disabilities and the National Advisory Committee of the Howard University Research and
Training Center. '



Appendix 2

* Dan Johnson is Director of the Office for Persons with Physical Disabilities,
Wisconsin Department of Health and Social Services. Mr. Johnson is responsible for the
development and coordination of programs which provide the services essential to promote
independence and self-sufficiency among persons with physical disabilities.

* Paul Marchand is Director of the National Governmental Affairs Office of The
Arc. He is a leading spokesperson for children with mental impairments. Mr. Marchand
actively assists Congress and federal agencies in formulating programs and benefits for
individuals with mental retardation and their families. He also serves as the Chairman of the
Consortium for Citizens with Disabilities, a Washington-based coalition of over 100 national
disability organizations involved in public policy.

* James M, Perrin, MD., is an Associate Professor of Pediatrics at Harvard
Medical School and Director of the Division of General Pediatrics at Massachusetts General
Hospital in Boston, Massachusetts. De. Perrin has written extensively on the organization of
services for children with chronic conditions and co-authored Home and Comrmunity Care for
Chronically Ill Children and Chronically Ill Children and Their Families. He currently
chairs the American Academy of Pediatrics Committee on Children with Disabilities.

* M Carmen S Ramirez is Founder and President of Schools Are for Everyone
(SAFE), El Paso, Texas chapter. Ms. Ramirez volunteers extensively in her community and
works on behalf of children with disabilities and their families. She is a member of the
Executive Board for the Association of People with Severe Handicaps, the Texas Continuing
Advisory Commission for Special Education, and the Governing Commission of the Texas
Parent and Training Information Center for Latino Parents of Children with Disabilities.

* Carol Rank, M.S, MP.A,, is Acting Director of the Kansas Disability
Determination and Referral Service. Ms. Rank works closely with Kansas State Services for
Children with Special Health Care Needs to help facilitate a better understanding of the

eligibility requirements for the Supplemental Security Income program for children with
disabilities.

* Jim Slattery is a former United States Representative from the Second District
of Kansas. He currently is a partner in the law firm of Wiley, Rein, and Fielding.
Mr. Slattery was elected to the House of Representatives in 1982 and served six terms. ‘ He
served twelve years on the House Energy and Commerce Committee, where he was active on
environmental, health care, telecommunications, and railroad issues. Mr. Slattery also served
for six years on the House Budget Committee and was chairman of the House Veterans'
Affairs Subcommittee on Compensation, Pension, and Insurance.
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* Rud Twrnbull, LLB/JD., ILM, is Co-director of the Beach Center on Families
and Disability, a rehabilitation research and training center at The University of Kansas,
where he is also Professor of Special Education and Courtesy Professor of Law.

Mr. Turnbull, the father of a son who has mental retardation and autism, is an expert and
author in disability policy. He has served as President, American Association on Mental
Retardation; Secretary, The Arc; Treasurer, The Association for Persons with Severe
Disabilities; and Chairman, American Bar Association Commission on Mental and Physical
Disability Law.

* Barbara Wolfe, Ph.D., is Director of the Institute for Research on Poverty at
the University of Wisconsin, where she is also a member of the faculty of the Department of
Economics, the Department of Preventive Médicine, and the LaFollette Institute of Public
Affairs. Dr. Wolfe has authored a number of publications on health policy issues, including a
book, Succeeding Generations: On the Effect of Investments in Children.






Members of Congress and Administration Officials

Who Testified Before the Conmission
Members of Congress
Representative Harold Ford
Democrat -

Tennessee, 9th Congressional District

Representative Blanche Lambert Lincoln

Democrat
Arkansas, 1st Congressional District

Representative Sander Levin
Democrat
Michigan, 12th Congressional District

Representative James McCrery
Republican
Louisiana, 5th Congressional District

Administration Officials

Dornna Shalala, Ph.D.
Secretary
Department of Health and Human Services
200 Independence Avenue, S.W.
Washington, D.C. 20201

Shirley Sears Chater, Ph.D.
Commissioner
Social Security Administration
Universal South Building
1825 Connecticut Avenue, N.W., Suite 714
Washington, D.C. 20009
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ME. Michele Adler
Statistician ‘
Office of Disability, Aging, and Long-te
Care Policy
Department of Health and Human Services
200 Independence Avenue, S.W., Room 424E
Washington, D.C. 20201

Ms. Rachel Block
Director, Office of Planning and Special Initiatives
Health Care Financing Administration
Room 233 East High Rise
6325 Security Boulevard
Baltimore, Maryland 21207

M. Carol Cohen
Program Manager for Assistive Technology
National Institute on Disability
and Rehabilitation Research
Department of Education
600 Independence Avenue, S.W.
Washington, D.C. 20202

ME. Beverly Crawford
Team Leader, SSI Outreach
Social Security Administration
3-R-1 Operations Building
6401 Security Boulevard
Baltimore, Maryland 21235

M. Gary DeCarolis
Chief, Child, Adolescent, and Family Branch
Center for Mental Health Services
Substance Abuse and Mental Health Services Administration
Public Health Service
5600 Fishers Lane, Room 11C-17
Rockville, Maryland 20857



M. Barry Eigen

Deputy Director, Division of Medical and
Vocational Policy

Office of Disability

Social Security Administration

3-A-8 Operations Building

6401 Security Boulevard

Baltimore, Maryland 21235

Ms. Lisa Elliott .
Certified Disability Examiner
Ohio Bureau of Disability Determinations
400 East Campus View Boulevard |
Columbus, Ohio 43235

Connie Garner, Ph.D.
Senior Policy Analyst, Department of Education
330 C Street, S.W., Room 3127 ‘
Washington, DC 20004

M&. Diane Garro
'Acting Executive Program Policy Officer
Office of Disability
Social Security Administration
560 Altmeyer Building
6401 Security Boulevard
Baltimore, Maryland 21235

M. Frank Gigliotti
Social Insurance Specialist, Office of Program
Benefits Policy |
Social Security Administration
3-M-2 Operations Building
6401 Security Boulevard
Baltimore, Maryland 21233

M. Fred Graf
Program Policy Adviser, Office of Program
Benefits Policy '
Social Security Administration
760 Altmeyer Building
6401 Security Boulevard
Baltimore, Maryland 21233
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M6, Ellen Habenicht
Evaluator, General Accounting Office
441 G Street, N.W., Suite 400
NGB/HEHS
Washington, D.C. 20548

Mr. Guy Hamrmmer
Team Leader for Technology
National Institute on Disability
and Rehabilitation Research
Department of Education
600 Independence Avenue, S.W.
Washington, D.C. 20202

M. Ron Haskins
Staff Director, Subcommittee on Human Resources
Committee on Ways and Means
United States House of Representatives
B-318 Rayburn House Office Building
Washington, D.C. 20515

M. Charles Haven
Chief, Childhood Disability Branch
Office of Disability
Social Security Administration
6401 Security Boulevard
Baltimore, Maryland 21235

M. William Hickman :
Associate Director, Medicaid Bureau
Health Care Financing Administration
7500 Security Boulevard

- Baltimore, Maryland 21244

M. Michelle Hungerman
Policy Analyst, Childhood Disability Branch
Office of Disability
Social Security Administration
6401 Security Boulevard
Baltimore, Maryland 21235



M. Steve Jacobs
Social Insurance Specialist, Office of Program
Benefits Policy
Social Security Administration
3-L-3 Operations Building
6401 Security Boulevard
Baltimore, Maryland 21235

M. Don Johnson
Director, Division of Medicaid
Office of Legislative and Intergovernmental Affairs
Health Care Financing Administration
200 Independence Avenue
Washington, DC 20201

Eileen F. Kasten, M(D.
Medical Consultant, Ohio Bureau of
Disability Determinations
400 East Campus View Boulevard
Columbus, Ohio 43235

M. Michael Kowal
Audit Manager, Office of Inspector General
Social Security Administration
300 Altmeyer Building
6401 Security Boulevard
Baltimore, Maryland 21235

M. Susan LaMorte
Northeast Regional Director, National Association
of Disability Examiners
675 Joralemon Street, Suite A-10
Belleville, New Jersey 07109

John Mather, MD.

Chief Medical Director, Social Security Administration

Security West Building, Room 2040
1500 Woodlawn Drive
Baltimore, Maryland 21241
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Caroll McBrine, MD.
Medical Consultant, Department of Veterans' Affairs
810 Vermont Avenue, N.W., Suite 211B
Washington, D.C. 20420

M&. Virginia McNeely
Regional Manager, Disability Evaluation Division
California Department of Social Services
744 P Street '
Sacramento, California 95814

M. Rene Parent
Social Insurance Specialist, Office of Program
Benefits Policy
Social Security Administration
6401 Security Boulevard
Baltimore, Maryland 21235

William Payne, MD.
Chief, Medical Consultant Staff
State of Arkansas Disability Determination
for Social Security Administration
701 Pulaski Street
Little Rock, Arkansas 72201

M. Thomas Robertson
Regional Inspector General for Audit Services
Office of Inspector General
3535 Market Street, Room 4300
Philadelphia, Pennsylvania 19104

~ Ellen Schiller, Ph.D.

Branch Chief, Division of Innovation
and Development

Department of Education

600 Independence Avenue, S.W.

Washington, D.C. 20202



Katherine Seelman, Ph.D.
Director, National Institute on Disability
and Rehabilitation Research
Department of Education
600 Independence Avenue, S.W.
Washington, D.C. 20202

Ms. Lily Mae Stark
Assistant Director, Training, Quality Assurance,
and Disability Hearings Branch
State of Arkansas Disability Determination
for Social Security Administration
701 Pulaski Street '
Little Rock, Arkansas 72201

M. Larry Thompson
* Principal Deputy Commissioner
Social Security Administration
900 Altmeyer Building
6401 Security Boulevard
Baltimore, Maryland 21235

ME. Ruth Wishard
Program Manager, Medical Services Unit
Bureau of Disability Determination
South Cameron Street
Harrisburg, Pennsylvania 17104

M&. Ilene Zeitzer
Special Assistant to the Associate Commissioner
Office of Disability
560 Altmeyer Building
6401 Security Boulevard
Baltimore, Maryland 212335
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Public Witnesses Who Testified Before the Conerission

M. Willie Bell
Principal
Southside Elementary School
Lake Providence, Louisiana 71266

Elizabeth Boggs, Ph.D.
Hampton, New Jersey

Reverend Walter Brandon
Sickle Cell Genetic Disease Council,
Southeastern Pennsylvania
Sickle Cell Disease Association of Anmsrica
Philadelphia Chapter, Delaware Valley

M. Debra A Bransley
Baltimore, Maryland

Ms. Gloria Brown
Attorney '
Community Legal Services, Inc.
1424 Chestnut Street
Philadelphia, Pennsylvania 19102

M. Herlena Brown

M. Diane Cabot
Executive Director
Mental Health Association of
Metropolitan Maryland
323 East 25th Street
Baltimore, Maryland 21218

M. Barbara Carlow
Association for Retarded Citizens

Kenneth R Carroll, Ph.D.
Psychologist

M. Nicole Carter
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M. Anita Chalupa
Parents Place of Maryland

ME. Vanessa Cooke
Philadelphia, Pennsylvania

M. Gail Daniels

ME. Sandra Eagles
Germantown, Maryland

MS. Paula Flaherty

ME. Maureen Gill
Children and Adults with
Attention Deficit Disorder
3819 Beech Down Drive
Chantilly, Maryland 22021

M6, Sharon Harper

M. Carol Harrison
Baltimore, Maryland 21217

M. Tom Hvalocheck
Coalition for Advocacy

M. Charol Jamison
Philadelphia, Pennsylvania

M. Michele Kelly
M. Tariq Kelly
ME. Yvonne Mamuel
Chair
Sickle Cell Parents Group of Philadelphia
M. Katke Mous

M. Kate Miles
Lusby, Maryland



MS. Robin Miaphy
Parents Place of Maryland

Ms. Susie Maphy
Family Friends

M6, Diavme Nichols

David QOsher, Ph.D.
Takoma Park, Maryland 20912

M. Ray Owens
Pupil Appraisal Coordinator
Morehouse Parish, Louisiana
M. Sara Pitt
M&. Alisa Phillips

M&. Estelle Richman

Health Commissioner for Philadelphia

M&. Brenda L. Robinson
Lusby, Maryland

M. Carlita Rodgers
Baltimore, Maryland

M. Kate Rollason
Lusby, Maryland

Ms. Marge Sarmuels
M. Brian Smith
ME. Juamita Smith

M. Evelyn Sostra
Philadelphia, Pennsylvania

M. Anna Stokes
Baltimore, Maryland
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M. Tom Sutton
Attorney
Community Legal Services, Inc.
1424 Chestnut Street
Philadelphia, Pennsylvania 19102

M6, Deborah Weinstein
Director _
Family Income Division
The Children's Defense Fund
25 E Street NW
Washington, DC 20001

MNE. Sharon Williams

M. Heidi Windman
Baltimore, Maryland

M&. Shelly Yanoff
Executive Director
Philadelphia Citizens for Children and Youth

Bormie Zetick, Ph.D.
Executive Director
The ARC
Philadelphia Chapter



Memibers of Expert Panels Who Testified Before the Conmission

John Agosta, Ph.D.
Senior Research Associate, Human Services
Research Institute
525 Glen Creek Road, Suite 230
Salem, Oregon 97304

M. Laudan Aron
Research Associate, The Urban Institute
2100 M Street, N.W.
Washington, D.C. 20037

Mark Batshaw, MD.
Physician-in-Chief, Children's Seashore House
Philadelphia, Pennsylvania 19104

M. Julianne Beckett
National Coordinator, Family Voices
4555 Westchester Drive N.E., Unit D
Cedar Rapids, Iowa 52402

Karen Berberian, Ph.D.
Director of Child Psychology for the
Section of Developmental and Behavioral Pediatrics
St. Christopher's Hospital for Children
Front Street at Erie Avenue
Philadelphia, Pennsylvania 19134

M. Allan Bergman
Director, State-Federal Relations
United Cerebral Palsy Associations, Inc.
1660 L Street N.W., Suite 700
Washington, DC 20036

Jane Costello, Ph.D.
Associate Professor, Developmental
Epidemiology Program
Department of Psychiatry
Duke Medical Center, Box 3454
Duke University
Durham, North Carolina 27710
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M&. Shirley Cramer
Executive Director, National Center for
Learning Disabilities
381 Park Avenue South, Suite 1420
New York, New York 10016

M. Kevin Dwyer
Assistant Executive Director, National Association of
School Psychologists
8455 Colesville Road, Suite 1000
Silver Spring, Maryland 20910

M. Suzanne Enright
Director for Children's Services
Montgomery County Pennsylvania
Association for Retarded Citizens
Continental Plaza, 1010 West 9th Avenue
King of Prussia, Pennsylvania 19406

M. JoAnne Evans
National President, Children and Adults with
Attention Deficit Disorders
625 Shoreline Court
Eau Claire, Wisconsin 54703

M. Barbara Huff
Executive Director, Federation of Families for
- Childrens Mental Health
1021 Prince Street
Alexandria, Virginia 22314

Pamela Loprest, Ph.D.
Research Associate, The Urban Institute
2100 M Street, N.-W.
Washington, D.C. 20037

Myles Maofield, Ph.D.

Principle Researcher, Mathematica Policy
Research, Inc.

600 Maryland Avenue S.W., Suite 550

Washington, D.C. 20024



M. Patricia MeGill Smith

Executive Director, National Parent Network -

on Disabilities
1727 King Street, Suite 305
Alexandria, Virginia 22314

John A. Nackashi, MD.
- American Academy of Pediatrics
General Pediatrics
Box J 296THMHC
Gainesville, Florida 32610

Allan Reiss, MD. : :
Director, Behavioral Neurogenetics and
Neuroimaging Center
707 North Broadway Street, Room 509
Baltimore, Maryland 21205

Ms. Virginia Reno
Director, Disability Project
National Academy of Social Insurance
1776 Massachusetts Avenue, N.W., Suite 615
Washington, D.C. 20036

M. Ed Salisbury
Assistive Technology Specialist
Assistive Technology Resource Center
Easter Seal of Del-Mar
Kent County Community School
Carver Road
Dover, Delaware 19901

Ms. Rhoda Schulzinger
Director, Children's SSI Campaign
Bazelon Center for Mental Health Law
1101 15th Street N.W., Suite 1212
Washington, DC 20005
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M. J. Joseph Scullin
Director of Community Social Services
United Cerebral Palsy Association of
Philadelphia and Vicinity
102 East Mermaid Lane
Philadelphia, Pennsylvania 19118

ME. Sharon Sheldon
Coordinator for Family Support Services
Texas Children's Mental Health Plan
6518 Heron Drive
Austin, Texas 78759

Deborah Spitalnik, Ph.D. .
Executive Director, University Affiliated Programs
of New Jersey
45 Knightsbridge Road
Brookwood 2 Corporate Building
Post Office Box 6810
Piscataway, New Jersey 08855-6810

M. Jonathan M Stein
Attorney-
Community Legal Services, Inc.
1424 Chestnut Street
Philadelphia, Pennsylvania 19102

C. Eugene Steurele, Ph.D.
Senior Fellow, The Urban Institute
2100 M Street, N.W.
Washington, D.C. 20037

Gary Stoner, Ph.D.
Associate Professor, School of Education
and Psychology
University of Oregon
1215 University of Oregon
Eugene, Oregon 97403



M. Vince Tarantella
Association for Retired Citizens
Continental Plaza
1010 West 9th Avenue
King of Prussia, Pennsylvania 19406

M&. Symme Trachtenberg
Director of Social Services
Children's Seashore House
Philadelphia, Pennsylvania 19104

M. Richard Weishapt
Attorney
Community Legal Services, Inc.
1424 Chestnut Street
Philadelphia, Pennsylvania 19102

Mark L. Wolraich, M(D.
Director, Child Development Center
Vanderbilt University Medical Center South
2100 Pierce Avenue
Nashville, Tennessee 37232

M. Thomas Yates
Attorney, Legal Assistance Foundation
of Chicago
1661 South Blue Island Avenue
Chicago, Illinois 60608
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