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The scope of this project was ambitious;
the call for action, based upon the results
of the HD Workgroup, is even more so.



As a community, we need to disseminate
the report to those who provide
education and care to those with
Huntington’s Disease. We also need to
advocate for improved and expanded
healthcare coverage as we strive to
maintain the dignity and comfort of
those who need it the most, our families,
friends, and patients.

The members of the HD Workgroup
are involved in the care of people with
Huntington’s Disease, in other chronic
degenerative disorders, and in the arena
of public policy. The membership of the
Sub-Committees included:

Education Sub-Committee:

Chair — Marilee Monnot, Ph.D. Univer-
sity of Oklahoma; Carol Clerico, OTR,
HDSA Center of Excellence at the

University of Virginia Health Systems,
Brookes Cowan, Ph.D., University

of Vermont, Gary Barg, Editor,
Today’s Caregiver.

Care Sub-Committee:

Chair — Tetsuo Ashizawa, M.D.,
University of Texas Medical Branch,
Martha Nance, M.D., HDSA Center of
Excellence at Hennepin County Medical
Center, Barbara Heiman, LISW, HDSA
Center of Excellence at Ohio State
University Medical Center, H. Taylor
Butler, LICSW, HDSA Center of
Excellence at Emory University, Frances
Saldana, HD family caregiver.

Research and Public Policy Sub-Committee:
Chairs — Kathleen Shannon, M.D.
Rush-Preshyterian-St. Luke’s Hospital,
Peter Como, Ph.D., HDSA Center

of Excellence at the University of
Rochester, Charles Diggs, Ph.D.
American Society of Speech-Language-
Hearing Association, Bruce Jennings,
M.A., The Hastings Center,

Richard Dubinsky, M.D.,University

of Kansas, Chair HD Workgroup.

HDSA thanks

The Robert Wood Johnson
Promoting Excellence in
End-of-Life Care Program

for their commitment to palliative care
and end of life issues for HD

HD Workgroup will lead HDSA’s Focus on the Family Forum
at HDSA Annual Convention!

Join members of the HD Workgroup
on Friday, June 6 at 10:30 a.m. in
a panel discussion as they explore
palliative care and end of life needs
for HD. Peter Como, Ph.D. will
Chair this informative forum that
will identify gaps and barriers to the
delivery of services as well as discuss
the many recommendations to the
field that will be released shortly by

the Robert Wood Johnson Promoting

Excellence in End-of-Life Care
program. Panelists will also include
Tetsuo Ashizawa, M.D. Chair of
the Care Sub-Committee, Richard
Dubinsky, Chair of the HD
Workgroup and acting Chair

of the Education Sub-Committee,
Kathleen Shannon, M.D., Chair
of the Research Sub-Committee,
Bruce Jennings, M.A. for public
policy, and Frances Saldana for
caregivers. A question and answer
session will close the Forum. This is
an exceptional opportunity to hear
about the findings of this innovative
Workgroup specifically organized for
Huntington’s Disease and the
recommendations they will be
making to public policy makers,
educators, professional caregivers,
healthcare professionals and family
members. Be sure to attend this
groundbreaking Forum on June 6.

The HDSA Focus on the Family
Forum is partially underwritten
by a grant awarded to HDSA

to explore palliative care/end of
life issues for the Robert Wood
Johnson Promoting Excellence in
End-of-Life Care program. Ira
Byock, M.D., Director of the
Promoting Excellence in End-of-
Life Care program, will give a
keynote address, via videotape,
as part of the HDSA Annual
Convention’s Opening Ceremony.



