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Hello and Happy New Year from all of us on the HDSA-UNY Board Members
Upstate NY HDSA Board of Directors. As we are and Newsletter Committee Pg. 1
starting to plan our 2010 fundraising events, | ldou Impact of HD Pg. 2
first like to report our successful events since ou Albany HD Support Group Pg. 3
last newsletter. 2009 HD Convention Pg. 4
Our “Walk for a Cure” held in Buffalo was a huge | HP Camp 2009 Pg. 5
success. | would like to thank Barbara Fields laad Buffalo 3-Mile Walk-A-Thon — Pg. 6
' : . Upstate NY Hoop-A-Thon Pg. 7
team of volunteers' for planning this wonderful ®ve HD Education Day Pg. 7
We were able to raise over $24,000 at our walk. Calendar of Events Pg. 8
The Hoop-A-Thon has made its return to the Upsta] what's the Buzz Pg. 8
NY Area! The event was held in Albany on Novemb&r | Getting to Know
A fundraising goal of $7,500 was set. Well, ouemtv Your HD Board Members Pg 9
committee, which was headed by the Groff sistaised | Memorials and Tributes Pg. 10

over $14,500. My hat goes off to the crew fromakilp fo
all of their hard work.

The third event was our T@&nnual Race with Grace held on Thanksgiving Dae had just
under 1,000 runners race and we look forward tonteqm our fundraising dollars shortly.

As we look forward to our 2010 events, please nyatk calendar for our “Bowling for Dollars”
event on March 28 Also, May is HD Awareness Month. Our annualation day will be held at
the end of May (more details to follow). Towartis end of the year, plans are underway for 8ur
annual “Walk for a Cure,” and our HD camp (Septenit&19, 2010). A Hoop-A-Thon and the
Race with Grace will be in November.

| would like to thank our HD Community, our voluets, sponsors and fundraisers for all of th
hard work throughout 2009.

Here's to a successful 2010

Alan LaDonna
President
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The Impact of Huntington Disease on Family Life
“Thoughts from our youngest members”

By Amy M. Chesire, LCSW-R, MSG
HDSA Center of Excellence, University of Rochester

One of my favorite quotes while attending gradsateool was, “Ultimately as a nation, we will be

judged by how we take care of our young and oM/hen asked by HDSA in early 2009 to facilitate a

support group at the National Convention for yoliy ages eight to fifteen, who had a parent or
family member with HD, with some hesitation | agted later thought what did | get myself into?

| have worked with younger adolescents and teesagethe Center of Excellence, providing brief
support, often asked by the parent who was condemite the impact HD may be raging upon their
child. I knew and heard the ambiguous loss thaften part of these children’s lives. Missing out

“a mom or dad like everyone else has”, a HD panenbnger comfortable coming out to social/school
events or feeling embarrassed at times by the bh@halva HD affected parent and potential stignia fe

by sometimes cruel peers. | hear over and ovemger kids wanted to know more (not less) about
and what it means for their parent, and to a dffedegree what it means to them. | listen tarthei
painful stories of losing that emotional intimatwyat only a parent can provide to a child. | hear t
pleas for more talking, more connection, and mar@kng.

What | wasn't prepared to hear about during thengothildren’s group at the National convention, w
the degree of knowledge and awareness these ibtggaiung kids knew about HD. | wasn't prepar,
to hear an eight year girl share her huge burdewooidering if her HD affected mom might one day
decide to take her own life. |1 wasn’t prepareti¢ar a ten year old boy describe his fear of riding

car with a HD affected dad and worrying if he wonidke it to school in one piece. | heard and share

all the pain. 1 also felt first hand the ratheraaing resilience that these youngest members ofiGur
community were demonstrating in their daily liv€se young boy never made eye contact with me
the whole group, until the last five minutes. Winenshyly looked up, when | asked, “What would
make things better for you?” his response a baretiible, “I just want someone to talk to me abolX H
| don’t want to be afraid.”

So let’s keep talking to our kids about HD, notdbgcing huge logs on the fire of HD, but instead
smaller sticks, one by one as they are neededckedder. Let’s find ways to keep the connectidps,
lessen the fears of our children and to just begae Sometimes that is all that is asked forahithat
is needed.
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IFYouBuUILD IT, WILL THEY COME?
Starting an HD Support Group

By Dr. Donald Higgins Jr.,
Mary Eglow, BSN, RN and Mary G. Fenn, BSN, RN

Examining the growth and development of the Huntn disease community in and around
Capitol Region of Upstate New York in 2007 it wdsar that an HD support group was needed.
Movement Disorder Center at Albany Medical Colldygs provided comprehensive care, clini
research, and personalized nursing/support serfoceise Capitol Region's Huntington's community
many years; however, the factors needed to edtahlid maintain a support group had proved elug
With the backing of the Center and the generoupatf the Community Foundation for the Cap
Region a vibrant and engaged group of folks wheehsen touched by HD has come together.

Following a February 2009 community educationalneévabout HD clinical trials, a discussion
Support Groups ensued. Expressions of keen inteeat audience members prompted scramblin
find a site, engage a speaker, and spread the Wael.Capitol Region HD Support and Discuss
Group met for the first time in March 2009. The ywois family-centered and seeks to provide
opportunity to learn about HD, the impact on thdydases of families, help with accessing serviaas
the community and hopefully how to cope. By choggime discussion topics, the group's members
focused meeting discussions on areas of greateses. Each meeting, the first Monday of the ma
(6:30 — 8:30 PM), is moderated by Don Higgins, Mllary Eglow, RN and Mary Fenn, RN.

We have grown to more than 25 attendees at evegfimge Our speakers thus far have included
Pollard, sage friend of HD (Cognitive Issues); RarShevy, Esq.(Legal Issues); Lucy Siegel, M
(Caregiver Issues); Beth Smith-Boivin, MSHSA (ReseuAccess); Dr. Anne Barba, PhD (Apath
and Stacy Vanderhorst, CCC-SLP (Swallowing Issuesaddition to actively participating in the M4
2009 Huntington's Disease Education Day, co-speasdry HDSA Center of Excellence at f{
University of Rochester/Upstate Chapter of HDSAmhers of the Capitol Region HD Discussion &
Support Group have recently sponsored an amazsuglgessful Hoop-a-thon. Thanks to the energy
generosity of the extended Groff family, their Ibcammunity, and friends, in excess of $15,000 w
raised.

The upcoming year will certainly bring new challesgand accomplishments as we try to pro
members new and old an opportunity to share feglamgd concerns while learning new and hel
information. Looks like the answer to the questitinjf we build it, will they come?..." has been
resounding "YES!'

For more information about the Capitol Region HBdssion and Support Group contact Mary Egl
RN (518) 262-6651.
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HDSA 2009 Convention

By Rosie Oliva

From June 5 — 7, 2009, | had the opportunity terattmy third HDSA National Convention in Phoenix,
AZ. During the first day, | participated in an dly leadership training session, in which | wae &b

connect with representatives from other chaptedstla@ national office. | learned a great deal alboel
resources that HDSA offers on both the nationalragibnal levels, and left with a sense of exciteine
about the accomplishments of HDSA and our goalshferupcoming year. | looked forward to going
back to the Upstate NY Chapter and continuing @maigyof fundraising and education in the ultimate
search for a cure for HD.

The time spent at Convention goes by very quickly bcontinue to be amazed at all that you can
experience in such a short amount of time. | tsexeeral reasons for attending the Convention.

Professionally, it provides the opportunity to atteéhe leadership training as a member of the Wpstg
NY Board of Directors, as well as to interact wititer healthcare professionals in my other rola as
music therapist researching the benefits of mumacapy for individuals with HD. Personally, as a

person in a family with HD, this convention provéd@e with an opportunity to learn more about thig
disease and to meet other people in my situatg@amning how cope with HD.

Based on my vast interests, | am always excitdgbtable to attend a variety of sessions tailoradyto
specific needs. All of the sessions that | attengl®ved to be quite informative and | felt th&tdrned
a great deal in how to enhance my role as a caegivd healthcare professional. Most importatly,
reconnected with and/or met so many other peopleitispired me, gave me hope, cried with me, and
made me smile. At the end of it all, | attendeel @ala and Awards Dinner, where everyone came
together to celebrate a weekend of networkingniegr sharing, and loving.

| cannot wait for the next convention and look fard/to seeing my HD family again in Raleigh in
2010. If you have not yet attended a national eotien, | highly recommend it. Come join me on the
dance floor next year!

HD Clinical Trials -We Need You!

The HDSA Center of Excellence at the UniversityRoichester is conducting a number of clinical dri
studies. We would like to invite all those who affected by HD to contact us if you are interested
hearing more about these studies. We have boriexgntal drug studies and observational (non-dgig)
studies currently going on that need participaftease contact either Amy Chesire or Charlyne &g

at 585-341-7500 for further information.




HD Camp 2009 — A Disney Adventure!
By Lisa Deuel

Wednesday, Septemberitarked the first day of a Disney Adventure atahaual HD camp. Seven
courageous campers trekked to the Sunshine Rotanp(ds to spend the day and night playing usug
camp games like chair volleyball and miniature gaifd testing their luck with Disney trivia and
Disney musical chairs. New to camp was an hour k@sgion of pet therapy, where campers met tw|
friendly dogs. After eating as much meatloaf andrikie mice as they could get their hands on, thes
campers headed home Thursday morning to make waydecond group of campers.

On Thursday afternoon, ten new faces arrived feir thwn Disney Adventure. This group participate
in a whole range of camp activities, including thmous challenge course, goofy golf, Disney trivia,
and a Disney parade featuring five dwarfs and Hetiioe Love Bug. Each morning, Larry led the earl
risers on a walk around campus before joining tioeig for breakfast, and then everyone began theg
day of activities. Rosie came down for an awesoassisen of karaoke and Disney music trivia, and t
Country Bear Jamboree on Saturday night was a bieé#s usual, there was never a lack of dessert
and snacks for campers and volunteers alike!

Thanks to all of the campers for making this yeagmp another success, and a big thank you td all
the volunteers who spent their time at camp or sesdme goodies for the campers to enjoy. We log
forward to another exciting year of HD camp nexptS8eber!

|

(@)

y
bus

he
S




Buffalo 3-Mile Walk-A-Thon

by Maria DeRosa and Barbara Field

On September 26th a group from the Buffalo areleddleam Hope WNY held theif*3annual walk-a-
thon in Clarence Center to raise money for HDSA tanslipport families affected by HD. The group
led by Barbara Field, a former Principal from thenkhore school district who was diagnosed with
Huntington’s Disease back in 2006, and whose falser suffered from HD. After being diagnosed,
she teamed with 10 other Teachers and Adminisgdtom the district to organize this walk in anoeff
to raise awareness and money to find a cure.

In just 3 years the event has become a huge suctassyear, sunny skies and ideal temperatures
greeted 293 walkers, some coming from as far awalaany. They raised $25,000 which goes
directly to the HDSA for research. Community anatfidrate support has been outstanding. This ye
they had 21 corporate sponsors for the event.ticRants we also able to purchase raffle tickets f
their choice of several different prizes includgi baskets and restaurant gift certificates.

Ms. Field credits her planning committee member$&ping to organize the walk and securing the
sponsors. The walk is held on tHe Baturday in September each year and next yeatisisva
scheduled for September"2%2010. For more information please visitw.teamhopewny.com
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Upstate NY Hoop-A-Thon
November 7, 2009

By Jessica Groff Barr

When our mom, Nora, was diagnosed with HuntingtDimsease in 2006, my sisters and | first asked

and told us there was little we could do to chathgesituation. We wanted to focus on the ideaogieh
and finding a cure. My family has always beengliasketball family so we thought, what a perfect
way to raise awareness and money for a cure arglfobavdoing it! Thus came the idea of the first
annual Upstate NY Hoop-A-Thon in Albany, which weedd on Saturday, November 7th at the

the
guestion, what can we do to help? A majority obtwve had read about HD was depressing and sad

Cobleskill-Richmondville High School. Over 30 paipants shot free throws to raise money for a cure

for Huntington's Disease. The event raised ovd;&I0 for the HDSA, which was almost twice the
original goal of $7500. The event was sponsorelb&gl businesses including Community Wellness
and Physical Therapy, Lundbeck, Inc. and North EastProtection Systems, Inc. and included

numerous raffle and food items donated by otheallbasinesses. The overwhelming support from the

community was humbling. Representatives from Ajblsiedical Center's Neurosciences Institute were

also available for information about Huntingtoniséase and the local Huntington

Connections Discussion Group. The event was a bugeess, and we are looking forward to an even

better 2nd Annual Upstate NY Hoop-A-Thon in 20183r more information contact Jessie Barr at
upstatenyhoopathon@yahoo.com
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HD Education Day — Location

The HDSA Center of Excellence at the UniversityRoichester and the HDSA Upstate New York
Chapter will be hosting an educational event inraSyse, NY in May, 2010. Guest speakers will disc
a range of topics including behavioral featureslDf housing and rehabilitation issues, and a dinic
trials update. To register or to receive morerimfation, please call 585-341-7400 or send an eimail
HDSAUNY @gmail.comor amy.chesire@ctcc.rochester.edu




Calendar of Events

2010 Drive Toward a Cure BMW Sweepstakes

If you would like to purchasBMW Sweepstakes ticketdy
phone, please do so by calling 212-242-1968 e®&, 21
Sweepstakes limited to only 2,500 tickets sold!

Winners will be drawn at HDSA'’s National Convention
June 26, 2010n Raleigh, NC. (You do not need to be
present to win).

https://www.hdsa.org/national-
sweepstakes/bmwsweeps/2010-bmw-sweepstakes.html

March 28, 2010

Bowling for Dollars
Clover Lanes, 2750 Monroe Avenue, Rochester, NY
(See flyer on Page 10)

May, 2010

Education Day
Syracuse, NY — Details forthcoming
Guest speakers will discuss a range of topics

June 25 - 27, 2010

J5Annual HDSA National Convention
Hilton North Raleigh
3415 Wake Forest Road

Raleigh, NC 27609
Early Bird Registration (Now through June 1, 2010)
(https://www.hdsa.org/convention-registration)

September 16 - 19, 2010

HD Camp

September, 2010

Walking for HD
Buffalo, NY
Details to follow

November, 2010

Upstate NY Hoop-A-Thon
Albany, NY
Details to follow

November 26, 2010

Thanksgiving Day 10K — Race forr@ce
Rochester, NY
Details to follow
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Huntington’s Disease Society of America
Upstate NY Chapter

P.O. Box 25237

Rochester, NY 14625
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HDSA — UNY is United Way DONOR CHOICE #1022

HDSA Mission Statement

The Huntington’s Disease Society of America
(HDSA) is dedicated to finding a cure for Huntington’s
Disease (HD) while providing support and services
for those living with HD and their families.

HDSA promotes and supports both clinical and basic
HD research, aids families in coping with the
multifaceted problems presented by HD and
educates the families, the public and health care
professionals about Huntington’s Disease.

Our HD families give a face to Huntington’s Disease.
HDSA is its voice.
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Upstate New York Support Groups

Buffalo: meets every 2" Wednesday.
Contact Pat Buckholtz
(nights and weekends)
716-677-6943
pibuch@juno.com

Rochester: meets every 2 Tuesday.
Contact Amy Chesire
585-341-7519

Syracuse: meets monthly.
Contact Kathy Anderson
315-451-9206

Capital Region: meets every 1st Monday.
Contact Mary Eglow, RN
518-262-6651

Twin Tiers: meets Thursdays bi-weekly
Contact Jennifer Chandler
607-565-2003 or 607-644-4832

twintiershuntingtonsdisease @yahoo.com




