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Getting Support and Staying Connected

Anne Leserman, LCSW
Assistant Director of Community Services

Lisa Mooney, LCSW
Northern California HDSA Chapter Social Worker,

HDSA Center of Excellence @ UC Davis Medical Center, Social
Worker
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The information provided by speakers in workshops,
forums, sharing/networking sessions and any other
educational presentation made as part of the 2018 HDSA
Convention program is for informational use only.

HDSA encourages all attendees to consult with their
primary care provider, neurologist or other healthcare
provider about any advice, exercise, medication,
treatment, nutritional supplement or regimen that may
have been mentioned as part of any presentation.
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Presenter Disclosures

Anne Leserman
Lisa Mooney

The following personal financial relationships with
commercial interests relevant to this presentation
existed during the past 12 months:

No relationships to disclose
or list
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Welcome to HDSA!
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The Huntington's Disease Society of America Is the premier
nonprofit organization dedicated to improving the lives of
everyone affected by Hunt

From community services and education to advocacy and
resear ch, HDSA I s the worl do:
today and hope for tomorrow f
disease and their families.
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Defining Best Practice

A 1dentify and work with multidisciplinary care team
A Knowledge base of HD including:

Genetics, Research, Advanced Directives, State and federal
insurances, Long term care, Family dynamics

A Provide Resources

Written materials

Support group information
A Provide in-services to LTC
A Promote Advocacy
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Where to direct families for services?

A HDSA National Helpline
A HDSA Centers of Excellence
A HDSA Chapters
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HEOS5A has expanded its Centars of Excellance
program to forty-thrae clinics across

the nation.
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Blue indicates states with HD5SA Centers of Excellence
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Albany Medical College (NY)
Beth Israel Deaconess Medical Center (MA
Cleveland Clinic (OH)
Colorado Neurological Institute
Columbia Health Sciences/NYS Psychiatri
Institute (NY)
Dartmouth-Hitchcock Medical Center (NH)
Duke University (NC)
Emory University (GA)
Georgetown University (DC)
Hennepin County Medical Center (MN)
Indiana University
Johns Hopkins University (MD)
Massachusetts General Hospital
Northwestern University (IL)
OchsnerHealth System (LA)
Ohio State University

C

Rush University Medical Center (IL)
Stanford University (CA)
University of Alabama, Birmingham
University of California, Davis Medical Centé
University of California, Los Angeles
University of California, San Diego
University of California, San Francisco
University of Colorado
University of Florida
University of lowa
University of Louisville (KY)
University of Nebraska Medical Center
University of Pennsylvania
University of Pittsburgh Medical Center (PA|
University of Rochester (NY)
University of South Carolina School of
Medicine

University of South Florida
University of Tennessee Health Science
Center¢ Memphis
br - University of Texas Health Science Center
Houston
University of Utah
University of Vermont, FredericBinter
/| SYGSNI F2NI t I NJAyaz
Disorders
University of Virginia
University of Washington (WA)
University of WisconsinMadison
Vanderbilt University Medical Center (TN)
Virginia Commonwealth University
Washington University School of Medicine
(MO)

HDSA Center Of Excellence Partners

Cole Neuroscience Center, University of
Tennessee
Kaiser Permanente

Oregon Health Sciences University

University of Tennessee, Erlanger Health
System
University of Mississippi Medical Center
University of Alabama
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What is an HDSA Center of Excellence?

A The HDSA Centers of Excellence program was created to
provide comprehensive array of services  for HD families

I All services are offered under one umbrella known as an
NHDSA Cent er of Excell ence. ¢

A The heart of the program: Multi-disciplinary team
A Access to research is central to the program

I Two highest levels of funding require participation in
research projects
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Goals of the HDSA Center of Excellence Program

A The goals of the HDSA Center of Excellence program:

Increase access to the best possible clinical care and services for
|l ndi vidual s affected by Huntingto
through a geographically diverse network of local and/or regional clinical

centers.

Provide professional and lay education in the geographic areas they
serve.

Be involved in HD clinical research.

Work with HDSA locally and nationally in its efforts to continually improve
the lives of those affected by HD and their families.
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Chapters and Affiliates
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