HUNTINGTON'S DISEASE SOCIETY OF AMERICA:
ILLINOIS CHAPTER

O

ur annual HDSA conference in Illinois addresses
many facets of Huntington’s disease, all the way
from psychological adjustments our families must make
to financial estate planning. This year’s conference is
no different. Our plenary speaker, Harvard professor of
neurology Marian DiFiglia, Ph.D., will speak to “converging paths” in treating HD. Just as the disease presents
numerous faces of the mountain to be climbed, so
scientific exploration must travel many roads.
We come together to hear from leading scientists
about the latest neurochemical breakthroughs. From
therapists and social workers we learn how to handle
psychological stress. Lawyers and healthcare professionals tell us the best ways to plan financially, and
how to maneuver through a tangled healthcare system.
But we do more. We gather for the comfort and
conversation with fellow HD travelers whose words
bring wisdom and hope. The HDSA Illinois Chapter
has continually supported our families.
This past fall, my three brothers joined me in
Chicago for a special weekend. We ate and drank our
way through a splendid dinner, and told a few raucous
jokes. The next evening we attended the HDSA
Celebration of Hope event in Lincoln Park, where we
listened to professor and philosopher Al Gini’s half
hour of sizzling standup comedy interspersed with
spiritual consolation.
The tougher the disease, the more important that
laughter registers. Over the years, it has become
apparent to me that the HD community of Illinois is a
resilient group. Perhaps it is no wonder that our state
recently received the organization’s Chapter of the Year
award. We share with each other serious reflection and
practical advice. And we know a thing or two about
comic relief. As Al Gini said, “Laughter may be as
important as love when we deal with human suffering.”
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Please JOIN US!
Saturday, March 22, 2014

Registration at the door: $10 per person

Illinois

If you pre-register by March 17, the conference is FREE!
We strongly encourage pre-registration so we can have
an accurate meal count. Donations will be accepted
to help cover the cost of lunch and refreshments.
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8:00 a.m. to 3:30 p.m.
Hilton Chicago Northbrook — Allgauer’s
2855 N. Milwaukee Ave., Northbrook, IL 60062

P.O. Box 1883
Arlington Heights, IL 60006-1883

– DANIEL BORN

2014 HDSA ILLINOIS STATE CONFERENCE

TOPICS AND SCHEDULE
8:00 A.M. — Registration, Coffee, Networking
8:45 A.M. — Welcome and Introductions
■ Daniel Born, Ph.D.
9:00 A.M.
■ “Converging Paths in Treating Huntington’s Disease” —
Marian DiFiglia, Ph.D., Professor of Neurology, Harvard
Medical School
10:00 A.M. — Break
10:15 A.M. — Breakout Sessions
■ Matthew Margolis, JD, “Estate Planning”
(LARCH ROOM)
■

Millan Carmenza, “HD and the Affordable Care Act”
(BIRCH ROOM)

■

Jennifer Medina, Ph.D., “Mindfulness for Caregivers”
(LINDEN 2 ROOM)

■

Rachel Buck and Sara Rockwell, “Advocacy: Getting
Creative with Social Media and Networking” (LAUREL ROOM)

11:00 A.M. — Break
11:10 A.M.
■ “Research Update: International Findings” —
Dr. Kathleen Shannon, Rush University Medical Center
■

“Why You Need to Volunteer for Clinical Trials” — Ted Ross

NOON — Lunch
■ HDSA Illinois Board Update, Charlotte Rybarczyk,
HDSA Illinois Chapter President
1:00 P.M.
■ Screening of the documentary film, Do You Really Want to
Know? Directed by John Zaritsky (2012, 56 minutes). Panel
discussion following with Cori Robin, LCSW, Jean A. Jaglin,
RN, and Stacey Barton, LCSW.
Note: this film contains some mildly graphic content. If you
prefer that your young children not see it, children’s activities
will be provided from 1–2:15 p.m. in the Linden 1 Room.

2:15 P.M. — Break
2:30 P.M. — Breakout Sessions
■ Amy Merkel, LPN, Judi Kistler, and Liz Born, “Deciding
(or not) to Take the Predictive Test” (LARCH ROOM)
■

■

Stacey Barton, MSW, LCSW, “HD101: Getting Your
Facts Straight” (BIRCH ROOM)
Jennifer Prell, “Housing Options and Huntington’s”
(LINDEN 1 ROOM)

■

Sadie Foster, MA, LCPC, “HD: Taking Care of the
Home Front” (LAUREL ROOM)

3:15 P.M. — Adjourn, Main Hall, Daniel Born, Ph.D.
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FEATURED SPEAKERS
For thirty-three years MARIAN DIFIGLIA, Ph.D., has
worked at Massachusetts General Hospital and Harvard
Medical School. During that time, she has made significant contributions to understanding the neuropathology
of Huntington’s disease, including the identification of
aggregates in affected neurons, the early loss of axon
projections, and the biochemical features of the mutant
huntingtin protein. She is currently engaged in collaborative studies using animal models of Huntington’s disease
in mice, pigs, and sheep in order to discover the earliest
signs of disease in the brain that affect the function of
synaptic connections and cause oxidative stress. These
models are being developed to evaluate therapies that
silence the HD gene through RNA interference or promote
the removal of the mutant huntingtin protein itself.
DiFiglia earned her Ph.D. in psychology from the
Graduate Center of the City University of New York,
and did postdoctoral studies in neurology at Mount Sinai
School of Medicine, where she conducted Parkinson’s
disease research. Her many publications have appeared
in journals including Science, Neuron, Human Molecular
Genetics, Journal of Neuroscience, Journal of Biological
Chemistry, Proceedings of the National Academy of Science
(PNAS), Journal of Neuropathology and Experimental
Neurology, Molecular and Cellular Biology, and
Neurobiology of Disease.
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REGISTRATION FORM
If you pre-register by March 17, the conference is FREE!
Registration at the door is $10 per person.

Register online at www.hdsa.org/il or mail this form to:

HDSA Illinois 2014 Conference, P.O. Box 1883
Arlington Heights, IL 60006-1883
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PHONE

E-MAIL

OTHERS ATTENDING

LUNCHES (#)

DR. KATHLEEN SHANNON MD, attended Rush
Medical College in Chicago, and completed an internal
medicine internship, neurology residency, and movement
disorders fellowship at Rush Presbyterian St. Luke’s
Medical Center (now Rush University Medical Center).
She has taught at Vanderbilt University and is currently
professor in the department of neurological sciences at
Rush University Medical Center. She is also director of
the Huntington’s Disease Society of America Center
of Excellence at Rush. Her clinical interests include
Parkinson’s disease, Huntington’s disease, and other
movement disorders. Her research interests include clinical
trials in movement disorders and Huntington’s disease,
and intestinal biomarkers of Parkinson’s. Dr. Shannon is
also a gifted artist, metalworker, and jewelry designer.

OTHER NOTES FOR THE DAY
■

Visit the Information and Vendor tables (HD and non-HD)
in the main hall.

■

Please complete the evaluation form in your folder
and drop it in the box on the registration table at the
conclusion of the day’s events. Your feedback to us is
vital as we plan future events.
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This event is funded by the Huntington’s Disease Society of America
(HDSA) through an unrestricted educational grant from Lundbeck.

