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A CADRE OF PROFESSIONALS

Some key people in the end-of-life movement.

Note: This information has been verified as best as time and resources permit. Corrections are welcomed and may be sent to joyinlife@earthlink.net

Kimberly D. Acquaviva, Ph.D., MSW
Affiliations:
Hospice of the Florida Suncoast: Hospice Institute of the
Florida Suncoast
Research Director

University of Pennsylvania
Alumna; PhD, MSW

Known funding:

Elizabeth Mayfield Arnold, Ph.D., LCSW
Affiliations:
Duke University - Institute on Care at the End of Life
Core Faculty

Open Society Institute / Project on Death in America
(Soros Foundation)

grant recipient
University of North Carolina - Chapel Hill
Assistant Professor, The Graduate School of Social Work

Known funding:
$60,000 tracked thus far

Conferences, research papers, task forces, ev
2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council

2003 NHPCO Research Conclave: "One of the primary purposes
of the conclave was to identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National Institutes of Health, the Veterans
Administration..."

2004 NHPCO 2004 Clinical Team Conference

Concurrent sessions

Conferences, research papers, task forces, ev

2000 Soros's Project on Death in America announces second round
of grants for their $2 million Social Work Leaders Program --
$419,400.

2002 Social Work Summit on End-of-Life and Palliative Care co-
sponsored by the Last Acts Provider Education Committee,
The Duke Institute on Care at the End of Life, and the Soros
Foundation’s Project on Death in America.

Attendees

$60,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to: Carolinas Center for Hospice and End of Life Care

$60,000
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Robert M. Arnold, M.D.
Affiliations: Conferences, research papers, task forces, ev
American Academy of Hospice and Palliative M edicine 1996 EPEC Project (Education for Physicians on End-of-Life Care)
(AAHPM) (lllinois) Additional Contributors

President (2005); former board member . . .
American Board of Hospice and Palliative Medicine 1997 Medical Education Reform: Soros/RWJF co-sponsor the

(ABHPM) " National Consensus Conference on Medical Education for
Trustee (2004) Care Near the End of Life"

Case Western Reserve Center for Bioethics endorsed the statement

Inter national Association of Bioethics 2001 National Consensus Project -- national palliative care

Journal of Palliative M edicine guidelines.
Editorial Board NCP Steering Committee

Last Acts 2003 Physicians for a National Health Program issue call for
Members universal health care, published in JAMA. Principals of

Open Society I nstitute/ Project on Death in America PNHP include Christine Cassel and Marcia Angell.

(Soros Foundation) Endorsing the petition: Tulsky, Sulmasy, Meier, Yellig, Truog
Faculty Scholar not sure thisis the same arnold

PC-Heart (Palliative CareHeart Failure Education and
Research Trials

Steering Committee

Physiciansfor a National Health Program
Sgner

Physiciansfor Social Responsbility
1986-1991 (Treasurer,1989-1990)

Society for Health and Human Values (SHHV) [see ASBH]
Founding member, 1985; President 1996-97

Society of General Internal Medicine
CoChair, 1994-1995

Univer sity of Pittsburgh
Faculty

Univer sity of Pittsburgh - Medical Center
Comprehensive Palliative Care Program

Univer sity of Pittsburgh School of M edicine

Known funding:

$506,190 tracked thus far
$228,190 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  University of Pittsburgh $228,190
$278,000 from Greenwall Foundation
to:  University of Pittsburgh $278,000

Anthony L. Back, M.D.

Affiliations: Conferences, research papers, task forces, ev
Open Society I nstitute/ Project on Death in America 2004 Quill & Battin edit a book supporting PAS. Contributors
(Sor os Foundation) include Christine Cassel

Faculty Scholar, 1998-2000
Univer sity of Washington
Division of Oncology
Known funding:

$451,425 tracked thus far
$149,447 from Robert Wood Johnson Foundation

to:  University of Washington $149,447
$70,000 from Open Society Institute / Project on Death in America (Soros Foundation)
to: University of Washington $70,000
$231,978 from National Institutes of Health - National Cancer Institute (NCI)

to:  University of Washington $231,978
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David Barnard, Ph.D.
Affiliations:

American Academy of Hospice and Palliative M edicine

(AAHPM) (Illinois)
1994, organized a Humanities Advisory Group; still
heading it in 2001

Journal of Palliative M edicine
Editorial Board (2003)

Society for Health and Human Values (SHHV) [see ASBH]

President, 1991-92

Univer sity of Pittsburgh
Director of Palliative Care Education; Professor of
Medicine

Univer sity of Pittsburgh - Medical Center

Known funding:
$174,229 tracked thus far

Conferences, research papers, task forces, ev
1996 EPEC Project (Education for Physicians on End-of-Life Care)
EPEC Advisory Group
1997 Medical Education Reform: Soros/RWJF co-sponsor the
" National Consensus Conference on Medical Education for
Care Near the End of Life"

2 Co-Chair

$174,229 from National Institutes of Health - National Cancer Institute (NCI)

to: University of Pittsburgh - Medical Center

Ann M. Berger, RN, MSN, M.D.
Affiliations:

American Academy of Hospice and Palliative M edicine

(AAHPM) (Illinois)
member and former chair of the Continuing Medical
Education Committee
Mount Sinai School of M edicine - Center to Advance
Palliative Care (CAPC)
rep to National Consensus Project
National Institutes of Health - Department of Clinical
Bioethics
Chief of Pain and Palliative Care (2000- )

Univer sity of M edicine and Dentistry of New Jer sey, New

Jersey Medical Scho

Assistant Professor in Medicine and Anesthesiology (1996-

2000)
Yale School of M edicine

Assistant Professor in Medicine and Anesthesiology.(prior

to 1996)
Known funding:

$174,229

Conferences, research papers, task forces, ev
2001 National Consensus Project -- national palliative care
guidelines.
NCP Steering Committee
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J. Andrew Billings, M.D.
Affiliations:
Harvard Medical School - Center for Palliative Care

Programin Palliative Care Education and Practice, Core
Faculty

Harvard Medical School - Center for Palliative Medicine
at Mass. General

Director, Palliative Care Services
Journal of Palliative M edicine
Senior Associate Editor
Last Acts
Mount Sinai School of M edicine - Center to Advance
Palliative Care (CAPC)
rep to National Consensus Project

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Faculty Scholar 1995
(http: //vww\2.sor os.or g/death/pr May29-96.htm)

Promoting Excellence in End-of-Life Care (see Missoula
Demongtration Proj.)

Principal investigator,
Robert Wood Johnson Foundation

Known funding:

$3,226,613 tracked thus far
$2,783,893 from Robert Wood Johnson Foundation

Conferences, research papers, task forces, ev

1996 EPEC Project (Education for Physicians on End-of-Life Care)
EPEC Advisory Group

1996 Last Acts first national leader ship conference: " Care and
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)
Palliative Care Task Force 1997

1997 Medical Education Reform: Soros/RWJF co-sponsor the
" National Consensus Conference on Medical Education for
Care Near the End of Life"

Endorsed the statement

1997 Publication of " Approaching Death: Improving care at the
end of life" by IOM's Committee on Care at the End of Life
Acknowl edgments

1997 Preceptsof Palliative Care (Last Acts Palliative Care
Committee)
Members

1998 RWJF awards grantsto Stanford and Harvard for medical
faculty programs.

(Soros/PDIA)

2001 National Consensus Project -- national palliative care
guidelines.
NCP Steering Committee

to:  Harvard Medical School - Center for Palliative Medicine at Mass. Gener $1,897.873

to: Massachusetts General Hospital

$886,020

$50,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to:

$160,800 from Mayday Fund

to: Massachusetts General Hospital

$50,000

$160,800

$231,920 from National Institutes of Health - National Cancer Institute (NCI)

to: Massachusetts General Hospital

$231,920
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Susan Dale Block, M.D.
Affiliations:

American Board of Hospice and Palliative M edicine
(ABHPM)

Trustee (2004)
American College of Physicians- ACPS-ASIM
Consensus Panel

Center For Applied Ethics and Professional Practice (see
EDC)

Editorial Board, "Innovations"
Harvard Medical School - Center for Palliative Care

Programin Palliative Care Education and Practice, Core
Faculty

Harvard Medical School - Center for Palliative Medicine
at Mass. General

Co-Director

Harvard Medical School - Dana Farber Cancer Insititute
Inc.

Chief, Psychosocial Oncology
Journal of Palliative M edicine
Editorial Board
Last Acts
Members

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Director, Faculty Scholars Program

Known funding:

Conferences, research papers, task forces, ev

1994

1995

1996

1996

1997

1997

1998

2001

2003

2003

Soros launches " Project on Death in America"

Meeting at PDIA headquarters, co-sponsored by Cummings
and Commonwealth fund. " Grantmakers Concerned with
Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,
et al.

Conference attendees

EPEC Project (Education for Physicians on End-of-Life Care)
Additional Contributors

Last Acts first national leader ship conference: " Careand
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Conference Attendees

Medical Education Reform: Soros/RWJF co-sponsor the

" National Consensus Conference on Medical Education for
Care Near the End of Life"

1 RWJF Project Director
ACP-ASIM End-of-Life Care Consensus Panel isformed

VA (Veterans Administration) Faculty Scholars Program
(funded by RWJF)

National Consensus Project -- national palliative care
guidelines.

Advisory Council

NHPCO Research Conclave: " One of the primary purposes
of the conclave was to identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National I nstitutes of Health, the Veterans
Administration..."

Boston Globe article announces end of Soros/RW JF project

$205,194 tracked thus far
$41,856 from Robert Wood Johnson Foundation

to: Harvard Pilgrim Health Care, Inc. $41,856
from Open Society Institute / Project on Death in America (Soros Foundation)
to:

$163,338 from National Institutes of Health - National Cancer Institute (NCI)
to: Harvard Medical School - Center for Palliative Medicine at Mass. Gener $62.354
to: Harvard Medical School
to: Harvard Medical School - Center for Palliative Care $100,984
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William S. Breitbart, M.D.
Affiliations:
American College of Physicians- ACPS-ASIM
Consensus Panel
Journal of Palliative M edicine
Editorial Board
Memorial Sloan-K ettering

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Faculty Scholar 1995

http: //mmw2.sor os.or g/death/pr May29-96.htm

Known funding:
$3,911,199 tracked thus far

Conferences, research papers, task forces, ev
1996 EPEC Project (Education for Physicians on End-of-Life Care)
EPEC Advisory Group
1997 ACP-ASIM End-of-Life Care Consensus Panel isformed

1998 APOS Standards of Care for the Management of Distressin
Patients with Cancer

2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council

$140,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to: Cornell University - Weill Medical College

$140,000

$718,225 from National Institutes of Health - National Cancer Institute (NCI)

to: Memorial Sloan Kettering

$718225

$3,052,974 from National Institutes of Health - National Institute of Mental Health (NIMH)

to: Memorial Sloan Kettering

Howard Brody, M.D.
Affiliations:

American Society of Bioethics and Humanities (ASBH)
Board of Directors (03)

Clinton Health Care Task Force
1993

Hastings Center

Michigan State University
Family Medicine

Known funding:

Eduardo Bruera, M.D.

Affiliations:
American Board of Hospice and Palliative M edicine
(ABHPM)
Past Trustee
Center For Applied Ethics and Professional Practice (see
EDC)

Editorial Board, "Innovations"

Inter national Association for Hospice and Palliative Care
(IAHPC)

Chair; Board of Directors
Journal of Palliative M edicine
Editorial Board (2004)
Last ActsPartnership
Board of Directors (2004)

Known funding:

$3,052,974

Conferences, research papers, task forces, ev

1987 Appleton, Wisc: First of two conferences to establish
international guidelines for withdrawal of treatment. John
Stanley (later with Hastings/National Hospice
Workgroup/Last Acts), facilitates. J. Lynn, R. Cranford, S.
Youngner, H. Brody represent US.

1988 Appleton Conference Project -- Second M eeting.

DECISIONS INVOLVING NEONATES AND PATIENTSWHO
ARE NOT NOW AND NEVER HAVE BEEN COMPETENT

1996 EPEC Project (Education for Physicians on End-of-Life Care)
Additional Contributors

2004 55 Bioethicistsfile brief in support of Michael Schiavo
Sgners

Conferences, research papers, task forces, ev

2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council
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Thomas Edward Bryant, M.D., J.D.
Affiliations:

Carter Institute for Human Development (Rosalynn
Carter Ingtitute; RCI)

Board Co-Chair
Hospice Foundation of America

Board Vice Chairman (2004)

National Organization for the Reform of Marijuana Laws
(NORML)

Advisory Board, 1976-78
Non-Pr ofit M anagement Associates, I nc.
Chairman (1995)

Conferences, research papers, task forces, ev

1995 Meeting at PDIA headquarters, co-sponsored by Cummings
and Commonwealth fund. " Grantmakers Concerned with
Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,
et al.

Conference Attendees

1996 Last Acts first national leader ship conference: " Care and
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Conference Attendees

Known funding:

Robert A. Burt, J.D.

Affiliations: Conferences, research papers, task forces, ev

Bazelon Center for Mental Health Law -- Pain and
Palliative Car e Reporter
Board of Trustees; Chair, 1990-2000
Greenwall Foundation
Advisory Board 2003
Institute of M edicine
Committees on Care at the End of Life (1995-97); Ethical
and Public Policy I ssuesin Xenograft Transplantation
(1994-96)
Journal of Palliative M edicine
Editorial Board

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Advisory Board
Yale University
Alexander M. Bickel Professor of Law

Known funding:

1993 IOM'sworkshop to discuss whether it would befeasibleto
"develop guidelines for identifying and limiting futile
treaments." Thisworkshop began a process toward those
guidelines --" Approaching Death" -- and recommendations
for Last Acts strategies.

Workshop Participants

1994 Soros launches" Project on Death in America"

1997 Publication of " Approaching Death: Improving care at the
end of life" by IOM's Committee on Care at the End of Life

2001 Greenwall Foundation Faculty Scholars Program in Bioethics
Advisory Board
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Ira Robert Byock, M.D.
Affiliations:

Academy of Hospice Physicians see American Academy
of Hogpice & Pal. Care

Ethics Chairman, 1994

American Academy of Hospice and Palliative M edicine
(AAHPM) (Illinois)

Past President (1996 or 1997) (see Choicein Dying
newsletter at

http: //web.archive.or g/web/19981207074351/www.echony
c.com/~choice/newss98.htm

American College of Physicians- ACPS-ASIM
Consensus Panel

Center For Applied Ethics and Professional Practice (see
EDC)

Editorial Board, "Innovations"
Chalice of Repose Project Corp.

Brought it to Missoula http: //www.lifes-
end.org/mediastories/missoula_experiment.phtm

Children's Hospice I nter national
PACC National Advisory Council
Dartmouth College
Dartmouth M edical School
Dartmouth-Hitchcock Medical Center
Director of Palliative Medicine
Journal of Palliative M edicine
Editorial Board
Last Acts
Missoula Demonstration Project / Life's End I nstitute
Co-Founder
National Association of Attorneys General (NAAG)
2004 EOL Advisory Committee
National Health Council, Inc.
Board of Directors (2003)
Partnership for Caring
Chief medical consultant

(http: //vwwv.findingourway.net/downl oads/Byock.Op.Ed. pdf
)

Promoting Excellence in End-of-Life Care (see Missoula
Demongtration Proj.)

Program Director; Promoting Excellence

University of Montana - Center for Ethics (dba Practical
Ethics Center)

Conferences, research papers, task forces, ev

1996

1996

1996

1996

1996

1997

1997

1997

1997

1997

1997

1997

1997

1998

1999

1999

EPEC Project (Education for Physicians on End-of-Life Care)
EPEC Advisory Group

Last Acts first national leader ship conference: " Careand
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Palliative Care Task Force 1997

IOM's Committee on Care at the End of Life - Public
Hearing #1 (led to " Approaching Death")

RWJF awar ds grant to EDC to convene the National Task
Force on End-of-Life Carefor Patientsin Managed Care.
The Task Force would produce a widely publicized report,
"Meeting the Challenge," in May, 1999.

2) Committee Members

Conference on Measuring Care at the End of Life (developed
a"toolkit" toratequality of life-- not to improve quality of
life). Thedraft toolkit will be used in the RWJF project
directed by Ira Byock: Promoting Excellencein End of Life
Care.

Promoting Excellence in End-of-Life Care (RWJF)
1 Program Director

"Beforel Die" on PBSwith Tim Russert -- RWJF begins
media campaign to build grass rootsreaction to SUPPORT
study

Pandists
ACP-ASIM End-of-Life Care Consensus Panel isformed

National Task Force for End-of-Life Carein Managed Care
(CAEPP at EDC)

Task Force Member

Finding Common Ground: Assisted Suicide Consensus Panel
is convened

Research Workshop " Symptomsin Terminal IlIness* (NIH
responds to SUPPORT)

Presenters

Preceptsof Palliative Care (Last Acts Palliative Care
Committee)

Members

Choicein Dying, Alliance for Health Reform, and Hospice
Organization of America co-sponsor congressional briefing to
introduce the Advance Planning and Compassionate Care Act
of 1997, designed to strengthen the Patient Self-
Determination Act.

Doctors, Death, and Dignity - Chautauqua
From Contract to Covenant

National Hospice Work Group Project: Planning for
"Increasing Access to Hospice Care"

Sunday, January 22, 2006
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http://web.archive.org/web/19981207074351/www.echony
http://www.lifes-
http://www.findingourway.net/downloads/Byock.Op.Ed.pdf

2000

2000

2001

2001

2002

2003

2003

2003

2004

National Hospice Work Group launches project: Increasing
Accessto Hospice

Task Force Members

Byock & Quill: " Responding to Intractable Terminal
Suffering"

Finding Our Way: Living With Dyingin America (Last Acts,
RWJF) -- 15-part newspaper seriesvia K night-Ridder.
article

National Consensus Project -- national palliative care
guidelines.
Advisory Council

Meansto a Better End: A Report on Dying in America Today
(RWJF; Midwest Bioethics Center)

National Hospice Work Group publishes" Accessto Hospice
Care" findings (Hastings Center Report supplement)

Authors

NHPCO Research Conclave: " One of the primary purposes
of the conclave was to identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National I nstitutes of Health, the Veterans
Administration..."

National Association of Attorneys General " Listening
Conference" Improving End-of-Life Care (Midwest Bioethics,
PfC, RWJF)

Speakers

2nd Annual Naropa University (Boulder, CO) Conference on
A Contemplative and Hoalistic Approachesto End of Life and
Elder Care:

Integrating Spirit and Caregiving Conference 2004 in
Garrison, NY (Byock, Halifax, Rohr, Maull)

Keynote Speakers
Known funding:
$6,587,037 tracked thus far
$6,007,037 from Robert Wood Johnson Foundation
to:  University of Montana - Center for Ethics (dba Practical Ethics Center) $4,148,665
to:  University of Montana College of Arts and Sciences $1,247260
to: Missoula Demonstration Project / Life's End Institute $611,112
$50,000 from Open Society Institute / Project on Death in America (Soros Foundation)
to: Missoula Demonstration Project / Life's End Institute $50,000
$500,000 from Nathan Cummings Foundation, Inc.
to: Missoula Demonstration Project / Life's End Institute $500,000
$30,000 from Engelhard Foundation (Charles)
to: Missoula Demonstration Project / Life's End Institute $30,000
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David Jonathan Casarett, M.D., M.A.
Affiliations:

American Academy of Hospice and Palliative M edicine
(AAHPM) (Illinois)

Ethics Committee
Beeson Physician Faculty Scholar s Program (see: AFAR)
Leadersin Research - U. Penn
Commonwealth Fund
Grant recipient
Greenwall Foundation
Grant recipient
Journal of Palliative M edicine
Editorial Board (2004)

National Hospice and Palliative Care Or ganization
(NHPCO)

Board of Directors
Univer sity of Pennsylvania School of M edicine
Fellow & Instructor of Geriatrics

Veterans Administration - Hospice and Palliative Care
(VAHPC)

VistaCare Hospice Foundation
Grant recipient

Known funding:

$124,794 tracked thus far

Conferences, research papers, task forces, ev

2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council

2003 NHPCO Research Conclave: " One of the primary purposes
of the conclave wasto identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National I nstitutes of Health, the Veterans
Administration..."

2004 NIH State-of-the-Science Conference on Improving End-of-
Life Care

"Ethical Considerations in End-of-Life Care and Research"

$124,794 from National Institutes of Health (General heading)

to: University of Pennsylvania School of Medicine

$124,794
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Christine K. Cassel, M.D.
Affiliations:

American Board of Internal Medicine
President
American College of Physicians
Past president (first woman president)
American Federation for Aging Resear ch (AFAR)
President
Beth Israel Medical Center - NYC
former Professor & Chairwoman, Henry L. Schwartz
Department of Geriatrics and Adult Development
Greenwall Foundation
Board of Directors 2001; Advisory Board 2003
Institute of M edicine
Last Acts

Task Force on Institutional Innovation / Hospital
Committee

Milbank M emorial Fund

Cassel was Milbank's representative at the first
Grantmakers

Mount Sinai School of M edicine

Oregon Health and Science Univer sity
Dean

Oregon Health and Sciences Univer sity
formerly a senior scholar (2002)

Physiciansfor a National Health Program

Physicians' Working Group on Single-Payer National
Health Insurance

Conferences, research papers, task forces, ev

1989

1992

1992

1993

1995

1996

1996

1997

1997

1998

1998

1998

2000

2000

2001

Asreported by RitaMarker: "PBS sMacNeil/Lehrer News
Hour called it the" strongest public endor sement of
doctorassisted suicide ever published."

First published guidelines for assisted suicide: NEJM, " Case
of the hopelessly ill: Proposed clinical criteriafor physician-
assisted suicide": D. Meier, T. Quill, C. Cassel

Partnersin Caregiving (PIC) -- Wake-Forest program leads
to Faith in Action (and Respite Care Act?)

National Advisory Committee

10M'sworkshop to discuss whether it would befeasibleto

" develop guidelines for identifying and limiting futile
treaments." Thisworkshop began a process toward those
guidelines --" Approaching Death" -- and recommendations
for Last Acts strategies.

Workshop Participants

Meeting at PDIA headquarters, co-sponsored by Cummings
and Commonwealth fund. " Grantmakers Concerned with
Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,
et al.

Conference attendees

IOM's Committee on Care at the End of Life - Public
Hearing #1 (led to " Approaching Death")

Moderator

IOM's Committee on Care at the End of Life" - Public
Hearing #2 (led to " Approaching Death")

Clinton announces commission to create " Consumer Bill of
Rights' to promote and assur e patients have adequate
appeals and grievance processes. " Commission will work to
give Americans the tools they need to measur e and compare
health care quality."

Commissioners

Publication of " Approaching Death: Improving care at the
end of life" by IOM's Committee on Care at the End of Life

D. Meier co-authors" Survey of PASand Euthanasia" in
NEJM. Next day, her " Change of Heart" on assisted suicide
is published in the New York Times.

VA (Veterans Administration) Faculty Scholars Program
(funded by RWJF)

VA Faculty (Veterans Affairs Faculty): First Leadership
Conference.

RWJF awards nearly $5 million to Diane M eier and Christine
Cassel toestablish Center to Advance Palliative Care (CAPC)

RWJF awards nearly $5 million to Diane M eier and Christine
Cassel toestablish Center to Advance Palliative Care (CAPC)

Co-Director
Greenwall Foundation Faculty Scholars Program in Bioethics
Advisory Board
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2003 Cassel & Quill " Position Paper" on Assisted Suicide:
"studied neutrality"

Authors

2003 Physicians for a National Health Program issue call for
universal health care, published in JAMA. Principals of
PNHP include Christine Cassel and Marcia Angell.
Endorsing the petition: Tulsky, Sulmasy, Meier, Yellig, Truog

2004 Quill & Battin edit a book supporting PAS. Contributors
include Christine Cassel

Known funding:

$456,844 tracked thus far
$190,966 from Robert Wood Johnson Foundation

to:  Mount Sinai School of Medicine $190,966
$75,000 from Open Society Institute / Project on Death in America (Soros Foundation)
to:  Mount Sinai School of Medicine $75,000
$190,878 from Commonwealth Fund
to:  Mount Sinai School of Medicine $190,878

Harvey Max Chochinov, MD, PhD, FRCPC

Affiliations: Conferences, research papers, task forces, ev
Journal of Palliative M edicine 1997 Medical Education Reform: Soros/RWJF co-sponsor the
Editorial Board (2004) " National Consensus Conference on Medical Education for
Open Society I nstitute/ Project on Death in America Care Near the End of Life"
(Soros Foundation) Endorsed the statement
'_:aCUI_ty Scholar _1996_97 2004 NIH State-of-the-Science Conference on I mproving End-of-
Univer sity of M anitoba Life Care

"Interventions To Enhance the Spiritual Aspects of Dying"
Known funding:

$460,083 tracked thus far
$70,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  University of Manitoba $70,000
$390,083 from National Institutes of Health - National Cancer Institute (NCI)

to:  University of Manitoba $390,083

Grace H. Christ, D.S.W.

Affiliations: Conferences, research papers, task forces, ev
Columbia Univer sity School of Social Work 2001 PDIA/Last Actsjoint planning for Social Work L eader ship:
Associate Professor of Social Work Planning meeting held at Johns Hopkins
Journal of Palliative M edicine Organizers
Editorial Board 2001 National Consensus Project -- national palliative care
Last Acts guidelines.
Members . .
i : i : : Advisory Council
Open Society I nstitute/ Project on Death in America . . . .
(Sor os Foundation) 2002 PDIA/Last Acts Social Work Summit at Duke University
Senior Faculty Scholar (North Carolina)

2002 Social Work Summit on End-of-Life and Palliative Care co-
sponsored by the Last Acts Provider Education Committee,
The Duke Institute on Care at the End of Life, and the Soros
Foundation’s Project on Death in America.

Co-coordinators
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Known funding:
$151,351 tracked thus far
$151,351 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  Columbia University School of Social Work $151,351

Nicholas A. Christakis, M.D., Ph.D., M.P.H.

Affiliations: Conferences, research papers, task forces, ev
Harvard M edical School
Dept. of Health Care Policy

Harvard Medical School - Center for Palliative Medicine
at Mass. General

Journal of Palliative M edicine
Editorial Board

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Faculty Scholar 1995

Robert Wood Johnson Foundation
Co-Director, Clinical Scholars Program (2004)

Univer sity of Chicago

Univer sity of Pennsylvania School of M edicine
RWJF Clinical Scholar, 1991-93

Known funding:
$8,166,334 tracked thus far
$4,564,391 from Robert Wood Johnson Foundation

to: Harvard Medical School - Center for Palliative Medicine at Mass. Gener $4,564,391

$140,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  University of Chicago $140,000
$3,461,943 from National Institutes of Health - National Institute on Aging (NIA)

to:  Harvard Medical School $1,902,010

to:  University of Chicago $1,559,933
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Myra J. Christopher

Affiliations: Conferences, research papers, task forces, ev
Center for Practical Bioethics (for merly Midwest 1990 Patient Self-Determination Act (PSDA) requiresingitutions
Bioethics Center receiving federal fundsto provide people they serve with
Joint Commission on Accreditation of Healthcare written information about Advance Directives. Sponsored by
Or ganizations (JCAHO) Sen. John Danforth. Myra Christopher was Danforth's

Consultant on patients' rights and organizational ethics

education

advisor.
Advisor to Danforth.

Midwest Bioethics Center (aka Center for Practical

Bioethics) 1990 Case: Cruzan v. Director, Missouri Dep't of Health --
President & CEO, Midwest Bioethics Center (at MBC since Supreme Court supported MO -- no clear evidence of
1985; Program Director 1998-2003; President 1994-1998 patient'swishes. WNH ok. L ater, state court pulled life

National Association of Attorneys General (NAAG) support. (Colby lawyer for Cruzans; Myra Christopher
2004 EOL Advisory Comrmittee involved.)

Veterans Administration - Hospice and Palliative Care was involved in the case

(VAHPC)

Community Outreach Workgroup

Known funding:
$2,509,199
$2,409,199

$75,000

$25,000

1996 Last Acts first national leader ship conference: " Care and
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Conference Attendees

1996 Conference on Measuring Care at the End of Life (developed
a"toolkit" toratequality of life-- not to improve quality of
life). Thedraft toolkit will be used in the RWJF project
directed by Ira Byock: Promoting Excellencein End of Life
Care.

1998 RWJF and Midwest Bioethics announce planning for $11.5
million Community-State Partner ships. " Community
programs could reduce clamor for assisted suicide." Two
rounds of funding; 33% additional matching fundsr equired.

1998 State Initiatives on End-of-Life Care- Conference 2 (RWJF
and National Council of State L egislatures)

Pandists

1999 Community-State Partner ships -- Second round of grants. To
Minnesota, Florida, Oklahoma, New Hampshire, Michigan,
North Dakota

2001 Compassionate Options

2001 Finding Our Way: Living With Dyingin America (Last Acts,
RWJF) -- 15-part newspaper seriesvia K night-Ridder.
article

2003 National Association of Attorneys General " Listening
Conference" Improving End-of-Life Care (Midwest Bioethics,

PfC, RWJF)
Speakers
tracked thus far
from Robert Wood Johnson Foundation
to:  Midwest Bioethics Center (aka Center for Practical Bioethics) $2.409,199

from Open Society Institute / Project on Death in America (Soros Foundation)
to:  Midwest Bioethics Center (aka Center for Practical Bioethics) $75,000
from Fan Fox and Leslie R. Samuels Foundation

to:  Midwest Bioethics Center (aka Center for Practical Bioethics) $25,000
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Larry Churchill, Ph.D.
Affiliations: Conferences, research papers, task forces, ev

Duke University - Institute on Care at the End of Life
Associate Faculty Scholar

University of North Carolina - Chapd Hill
Professor , Department Of Social Medicine

Known funding:

Susan R. Clark

Affiliations: Conferences, research papers, task forces, ev
Columbia Foundation 1995 Meeting at PDIA headquarters, co-sponsored by Cummings
Executive Director (1995) and Commonwealth fund. " Grantmakers Concerned with

Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,

et al.
Conference Attendees
Known funding:
Stephen R. Connor, Ph.D.
Affiliations: Conferences, research papers, task forces, ev
Hospice of Central Kentucky 1998 National Hospice Outcomes Planning (RWJF)
(1998) Project Director
Last Acts 2000 National Hospice Work Group launches project: Increasing
Task F_orce on Ingtitutional Innovation / Hospice Access to Hospice
Committee
National Hospice and Palliative Care Or ganization Task Force Members
(NHPCO) 2001 Finding Our Way: Living With Dyingin America (Last Acts,
V.P. for Research & Professional Development RWJF) -- 15-part newspaper seriesvia K night-Ridder.
National Hospice Organization - See National Hospice and article

Palliative Care Or _ 2002 Meansto aBetter End: A Report on Dyingin America Today
Member at Large (1st term ending 1/2000) (RWJF: Midwest Bioethics Center)

2003 National Hospice Work Group publishes" Accessto Hospice
Care" findings (Hastings Center Report supplement)

Authors

2003 NHPCO Research Conclave: " One of the primary purposes
of the conclave was to identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National I nstitutes of Health, the Veterans
Administration..."

Known funding:

$1,779,282 tracked thus far
$1,519,282 from Robert Wood Johnson Foundation

to: National Hospice and Palliative Care Organization (NHPCO) $1,519,282
$160,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to: National Hospice and Palliative Care Organization (NHPCO) $160,000
$100,000 from AARP Andrus Foundation

to: National Hospice and Palliative Care Organization (NHPCO) $100,000

Anne Cordes, MHA

Affiliations: Conferences, research papers, task forces, ev
American Academy of Hospice and Palliative M edicine 2001 National Consensus Project -- national palliative care
(AAHPM) (Illinois) guidelines.
Executive Director NCP Steering Committee

Known funding:
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Ronald Cranford, M.D.
Affiliations:
American Society of Law, Medicine, and Ethics

Editorial Board, Law, Medicine, & Health Care 1983 - ___

Choicein Dying -- see" Partner ship for Caring"
Board of Directors 1992- [not on board in 1997)
Hastings Center
Hennepin County M edical Center (Minneapolis, M N)
Assistant Chief in Neurology
Physiciansfor Social Responsbility
Member 1985-present (as of 2003)
Society for Health and Human Values (SHHV) [see ASBH]
United Network for Organ Sharing (UNOS)

Ethics Committee 1987-1989, 1991-1993; Board of
Directors, Virginia 1989-91

United Theological Seminary
Adjunct professor of Medical Ethics

University of Minnesota - Center for Bioethics
Professor of Neurology

Known funding:

LaVera M. Crawley, M.D.
Affiliations:
Americansfor Better Care of the Dying (ABCD)
Board of Directors

Initiativeto Improve Palliative Care for African-
Americans (11PCA)

Executive Director
Journal of Palliative M edicine
Editorial Board

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Faculty Scholar, 1999-2001 (with Barbara Koenig)

Known funding:
$50,000 tracked thus far

Conferences, research papers, task forces, ev

1987

1988

1989

1994

1995

2001

2002

2002

2004

Appleton, Wisc: First of two conferences to establish
international guidelines for withdrawal of treatment. John
Stanley (later with Hastings/National Hospice
Workgroup/Last Acts), facilitates. J. Lynn, R. Cranford, S.
Youngner, H. Brody represent US.

Appleton Conference Project -- Second M eeting.
DECISIONSINVOLVING PATIENTS WHO WERE ONCE
COMPETENT, BUT ARE NOT NOW COMPETENT, WHO
HAVE NOT EXECUTED AN ADVANCED DIRECTIVE

Asreported by RitaMarker: "PBS sMacNeil/Lehrer News
Hour called it the" strongest public endor sement of
doctorassisted suicide ever published."

PVS: The Multi-Society Task Force Consensus
Co-Chairmen
Aspen Neurobehavioral Conference Workgroup

Death With Dignity - 2001 Annual Conference
Clinical Perspectives

Minimally Conscious State (M CS): definitionsand diagnostic
criteria

Authors
Terri Schindler-Schiavo:
Called by Michael Schiavo

4th International Symposium on Coma and Death (Havana,
Cuba)

Speakers

Conferences, research papers, task forces, ev

2001

2001

2002

2004

Finding Our Way: Living With Dyingin America (Last Acts,
RWJF) -- 15-part newspaper seriesvia K night-Ridder.
article

National Consensus Project -- national palliative care
guidelines.

Advisory Council

Heritage, Health, and Hope (11 PCA)

NIH State-of-the-Science Conference on I mproving End-of-
Life Care

"Racial, Cultural, and Ethnic Factors"

$50,000 from Open Society Institute / Project on Death in America (Soros Foundation)

to:

$50,000
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June L. Dahl, Ph.D.
Affiliations:
American Alliance of Cancer Pain Initiatives (AACPI)
Past President
Robert Wood Johnson Foundation
Project Director
Univer sity of Wisconsin - M adison M edical School

Known funding:
$3,983,327 tracked thus far

$3,876,965 from Robert Wood Johnson Foundation

Conferences, research papers, task forces, ev

1992 WCPI: RWJF funds Cancer Pain Initiative Resource Center;
coalitionsin 27 states; NIH collaboration

Grantee contact

1995 American Alliance of Cancer Pain Initiatives forms at the
Univ. of Wisconsin Med School. It isan alliance of state pain
initiatives (grassrootsorgs) to reform state constrolled
substance regulations, as proposed by the World Health
Organization.

1998 Pain asa Fifth Vital Sign: 30 leadersof national nursing
organizations assembled at a symposium led by UNC-Chapel
Hill School of Nursing; endorsed promotion of " Pain asthe
Fifth Vital Sign." (" Noteson a Peaceful Death" monograph
distributed; RWJF)
Director, Wisconsin Cancer Pain Initiative

2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council

to:  University of Wisconsin - Madison Medical School $3,876,965

$105,362 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  University of Wisconsin - Madison Medical School $105,362

$1,000 from Mayday Fund

to: Wisconsin Cancer Pain Initiative

Constance M. Dahlin, RNCS, MSN, OCNS, CHPN

Affiliations:
Harvard Medical School - Center for Palliative Care

Center for Palliative Care; Programin Palliative Care

Education and Practice, Core Faculty
Hospice and Palliative Nurses Association (HPNA)
M assachusetts General Hospital

Known funding:

Jo Ann Dalton, R.N., M.S.N., Ed.D.
Affiliations:

American Alliance of Cancer Pain Initiatives (AACPI)
Advisory Council 2002-3

Journal of Palliative M edicine
Editorial Board

North CarolinaBoard of Nursing

North Carolina Cancer Pain Initiative
founder and co-chair

North Carolina Nurses Association
Board of Directors (emerita)

North Carolina Pain Initiative
Contact (2004)

University of North Carolina - Chapd Hill

Known funding:

$1,000

Conferences, research papers, task forces, ev

2001 RWJF convenes a group of Advanced Practice Nursesin
Philadelphia, to forge a consensus statement on the role of
APNsin palliative care. Produced " Pioneering Practicesin
Palliative Care."

Writing Team

2001 National Consensus Project -- national palliative care
guidelines.
NCP Steering Committee

Conferences, research papers, task forces, ev
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Karen Davis
Affiliations:
Commonwealth Fund
President (1995)

Known funding:

Kathleen (Kathy) Egan, MA, BSN, CHPN
Affiliations:
Hospice of the Florida Suncoast: Hospice I nstitute of the
Florida Suncoast
Vice President
Univer sity of South Florida
Community Director

Known funding:
$288,603 tracked thus far

Conferences, research papers, task forces, ev

1995

Meeting at PDIA headquarters, co-sponsored by Cummings
and Commonwealth fund. " Grantmakers Concerned with
Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,
et al.

Conference attendees

Conferences, research papers, task forces, ev

1994

1998

2000

2001

2002

2003

2003

Florida: Hospice Institute is founded at Hospice of the
Florida Suncoast, underwritten by NIH.

National Hospice Outcomes Planning (RWJF)

Representing her hospice

ELNEC (End-of-Life Nursing Education Consortium) --
RWJF funds nursing education reform. Started with a grant
to City of Hopeto study nurses' text books; then major grant
37617 to AACN in 2000. Partnership of AACN and City of
Hopein Los Angeles.

Curriculum consultants

National Consensus Project -- national palliative care
guidelines.

Advisory Council

Florida: Center for Hospice, Palliative Care and End-of-Life
Studies. USF collaborative with Hospice of FL Suncoast,
LifePath Hospice in Tampa, and M offitt Cancer Center
Executive Committee: Community Partners

NHPCO Research Conclave: " One of the primary purposes
of the conclave was to identify priorities for research funding
that NHPCO can support. NHPCO intends to advocate with
Congress, the National I nstitutes of Health, the Veterans
Administration..."

ELNEC "Train the Trainer" - Carolinas Center for Hospice
& EOL Care

Presenter

$288,603

from National Institutes of Health - National Cancer Institute (NCI)

to: Hospice of the Florida Suncoast: Hospice Institute of the Florida Sunco

$288,603
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Linda L. Emanuel, M.D., Ph.D.
Affiliations:
American Academy of Hospice and Palliative M edicine
(AAHPM) (Illinois)
Educational Planning Task Force (2001)
Harvard M edical School

Faculty Fellow, 1989-1990; Faculty Associate, 1990-
1998; Assistant Director, Division of Medical Ethics until
1996; Professor of Medical Ethics until 1998

Hastings Center
Fellow

National Board of Medical Examiners
2002 EOL Committee

Northwestern Univer sity
Director of the Buehler Center on Aging

Known funding:
$3,560,813 tracked thus far
$3,502,698 from Robert Wood Johnson Foundation
to: Northwestern University
to: American Medical Association

Conferences, research papers, task forces, ev
1996 EPEC Project (Education for Physicians on End-of-Life Care)
1 Project Directors

1996 Conference on Measuring Care at the End of Life (developed
a"toolkit" toratequality of life-- not to improve quality of
life). Thedraft toolkit will be used in the RWJF project
directed by Ira Byock: Promoting Excellencein End of Life
Care.

2000 National Hospice Work Group launches project: Increasing
Accessto Hospice

Task Force Members

2001 National Consensus Project -- national palliative care
guidelines.
Advisory Council

2003 National Hospice Work Group publishes" Accessto Hospice
Care" findings (Hastings Center Report supplement)

Authors

2004 4th International Symposium on Coma and Death (Havana,
Cuba)

Speakers

$3,102,698
$400,000

$58,115 from Open Society Institute / Project on Death in America (Soros Foundation)

to: Northwestern University

John Feather
Affiliations:
AARP Andrus Foundation
Director (1995)

Known funding:

$58,115

Conferences, research papers, task forces, ev

1995 Meeting at PDIA headquarters, co-sponsored by Cummings
and Commonwealth fund. " Grantmakers Concerned with
Careat the End of Life." Over 20 organizations were
represented, including RWJF, AARP, CCMD, JoanneLynn,
et al.

Conference Attendees

1996 Last Acts first national leader ship conference: " Care and
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Conference Attendees
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Betty Rolling Ferrell, PhD, RN, FAAN

Affiliations:
American Alliance of Cancer Pain Initiatives (AACPI)
President, Board of Directors (2002)

Center For Applied Ethics and Professional Practice (see
EDC)

Editorial Board, "Innovations"
City of Hope National Medical Center
Research Scientist
Hospice and Palliative Nurses Association (HPNA)
Journal of Palliative M edicine
Editorial Board
Last Acts
Members
National Association of Attorneys General (NAAG)
2004 EOL Advisory Committee

Open Society I nstitute/ Project on Death in America
(Soros Foundation)

Grant recipient
Oregon Health and Sciences Univer sity

External Advisory Committee, Center for Research on
Symptom Management in Life-Threatening |lIness

Partnership for Caring

According to Mayday, Ferrell was the contact for a small
Mayday grant to PfC, earmarked for National Consensus
Project

Known funding:

$1,569,910 tracked thus far
$825,714 from Robert Wood Johnson Foundation

to:  City of Hope National Medical Center

Conferences, research papers, task forces, ev

1996 Last Acts first national leader ship conference: " Care and
Caring at the End of Life." Brought together 140 leaders;
produced " challenges" (objectives) and " opportunities"
(tactics)

Conference Attendees

1996 Conference on Measuring Care at the End of Life (developed
a"toolkit" toratequality of life-- not to improve quality of
life). Thedraft toolkit will be used in the RWJF project
directed by Ira Byock: Promoting Excellencein End of Life
Care.

1996 10M's Committee on Care at the End of Life" - Public
Hearing #2 (led to " Approaching Death")

1997 Research Workshop " Symptomsin Terminal IlIness* (NIH
responds to SUPPORT)
Participants

1999 Textbook Revision: Last Acts, at PDIA/Soros headquarters,
launchesrevision of medical textbooks. Presenting to
publishers: Betty Ferrell wholed nursing team; Stephen
M cPhee led medical text study; Joanne Lynn and K athleen
Foley addressed group.

2000 ELNEC (End-of-Life Nursing Education Consortium) --
RWJF funds nursing education reform. Started with a grant
to City of Hopeto study nurses' text books; then major grant
37617 to AACN in 2000. Partnership of AACN and City of
Hopein Los Angeles.

1 Investigator s/Saff

2001 National Consensus Project -- national palliative care
guidelines.

NCP Steering Committee

2003 National Association of Attorneys General " Listening
Conference" Improving End-of-Life Care (Midwest Bioethics,
PfC, RWJF)

Speakers

2004 NIH State-of-the-Science Conference on Improving End-of-
Life Care
"Overview of the Domains of Variables Relevant to End-of-Life

0

Care

$825,714

$76,650 from Open Society Institute / Project on Death in America (Soros Foundation)

to:  City of Hope National Medical Center
$5,000 from Mayday Fund
to: Partnership for Caring

$76,650

$5,000

$662,546 from National Institutes of Health - National Cancer Institute (NCI)

to:  City of Hope National Medical Center

$662,546
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