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HDSA' s Nati onal Yout h AlIl i ance

Dear NYA members,

As Chair of the NYA, it is my great pleasure to welcome you to the beginning of another NYA year! Having ju
returned from the 2010 National Convention in Raleigh a month ago, | am very excited to begin my role on
the NYA Board and hope to make this another successful year for the NYA.

| hope to help the NYA continue its excellencprioviding a support network for youth affected by Hunting-
ton's disease and iimcreasing education and awareness of HD. However, it will take more than just me and
the rest of the Board for the NYA to make a real
NYA to expand and continue our excellence, it will take each of us continually participating in fundraising, ad
vocacy, education, support, and communication. | encourage you all to remain active in the NYA during the
course of the year in one or more of these ways. By working together, sharing ideas, and staying involved, w
can all work much faster towards helping make this the first generation without HD!

Again, | welcome you to another NYA year! | hope to hear from you all throughout the year and see you at
the 2011 HDSA National Convention in Minnesota!

Best wishes,
Whitney Cary
NYA Board Chair

Feel free to contact me at: carywhitney@gmail.com

Update your e-mail

Have you changed yourmaail address recently? Are you not receivingnail updates from the NYA?

Send us your updatedmail address to
nya@hdsa.org
Subject: Enail changes.
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HDSA' s Nati onal Yo ul
Welcomes a new Committee!

Chai—Whitney Cary
Livermore, CA

| am 21 years old from Livermore, California and am a fourth year student
at U.C. Berkeley majoring in Molecular and Cellular Biology with an
emphasis in Neurobiology. When | was in 8th grade my motbkel me
that she had tested positive for Huntington's disease. At the time | had no
| idea what the disease was and what to expect. Soon after telling me my
= parents started taking me to our local Northern California HDSA Chapter
events and that was really my first exposure to HD and where | learned
"W What the disease was. Since | was (and still am) really into biology, | then

\ : . became really interested in understanding what the disease was and how

Whitney and her Family it worked biologically. | did several school projects and presentations on
(Whiiney s n the center wii he yellow (op) HD and kept going to Chapter events and helping people understand

biologically what was going on. A couple of years ago our chapter president asked me if | would like to join
our Chapter Board so | have been pretty involved with that for a while and have bedracog our local
NYA group with Sherry Roberson. Almost two years ago | met Dr. Jan Nolta at a Chapter HDSA event and t
her | would be interested in working on HD in her lab. | knew I loved biology and chose to work in
neurobiology because | wanted to do something for HD. | have been working for Jan's lab in the Institute for
Regenerative Cures (which is a nice way of saying stem cells) for over a year now trying to find a stem cell
therapy/cure for Huntington's disease. | have not tested yet so | am still at risk. | don't feel like it is an answel
| need to have right now and would rather just focus on my mother and uncle who are both sick with HD. My
father and | are my mother's primary caregivers. | come home from school every weekend to help take care
of her and just be with her while | still can.
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Co Chair—Staci (Nicholas) Cushenbery
Harper, KS
I'm a 26 year old, married to Jerry and we have two-Kidkayla is 4 1/2 and Jaylon
(boy) is 2 1/2, I'm currently out of school where | got MW and decided to go to
- * work in the oilfield because the business has always been a big thing for my dad so | just
LS fell into it as well.l love my job, but its very demanding, on call 24/365. My mom
___ had HD, first in the family to be diagnosed, her dad was found to carry the gene but is in
I the gray area, mom passed away in 2006 afted 2Q/rs of a battle, | tested negative in
" 2005. 1 live in Kansas, small town near Wichita...we curremlye nothing in our area,
so for me the HDSA conventions has always been my one time a year to shine and do al
that | can for HD and the youibther than my support throughout the yeat've been
apart of the NYA since itsception. For me, | wanted to be on tiB®ard again because
this gives me a chance to help and support throughbetwhole year, | also feel that
while I'm getting older, the youth aren'quite there yet to completely not need my input, while I'm not able
to be a voice for the youth as well as | used to be, | can be a voice for those who are in thélly28gorite
thing to do is advocate and support others, | love being at the events and ineinlged but we don't have
anything really in my area which is why | love convention. It gives me an opportunity to shine at what | love
to do.

Staci with her mom and brother Scott

Fundraising Cha#BJ Viau
Chicago, IL
e | 9N 23 years old and | am at risk. My Mom Debbie was diagnosed with HD 14
: years ago.At the time | knew nothing about the disease, but right away | knew |
wanted to make a differenceMy parents started taking us to fundraising events
‘and this led to my family starting our own Hoopathok Hoopathon is a
basketball event with a carnival twist that has been going on for the past
/7 thirteen years in Minnesotarww.hoopathon.con). | have chosen not to get
53 tested for HD and will continue to focus on my Mom and my friends who are
t currently battling the diseasel. have chosen to dedicate my life to HD by raising
P awareness, raising funds, supporting others and most recently taking a job at
e Lundbeck Inc. who has a treatment for HCzurrently live in Chicago aménjoy

BJ and his mom spending my time playing sports, traveling to new places, attending HDSA

fundraisers, and meeting new peopl&he NYA has a lot of potential and | am

excited to be a part of the board?lease send me a message to introduce yourself and | am always free to
take questions or comments about anythirigiopathon@yahoo.com
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Advocacy Cha#Karla Gurganus
Cypress Creek, NC

2ol I 1 am 23 years old and from a rural community in eastern NC called Cypress

" %‘ ||| Creek. | graduated from the University of N@ilmington with my
| Bachelor'sn Business Administration in December 09 and am currently
o working inReal Estate Sales. | amaincommitted relationship with my
5 boyfriend Bradley who knew absolutely nothing about HD when we met. As
a result | have experience with trying to educate a loved almeut how
. tragic thisdisease is and how important our work as a committeia fnding
a cure.HD comes from my dad's side. My dad was one of the patients that
refused to be tested or treated with any kind of medication. He finally
consented to have the neurological exam in 2002 and the doctor told him
what we already knew, that he was symptomatic. After that he chose not to
have the blood work, but instead teandle the disease on his own. After a
very long year my dad committed suicide in May 2003. | attended my first convention in 2006 in Milwaukee,
WIland was invited by Stablicholas to get involved with the NYA. | immediately saw the friendships and
support in this group and knew | needed to be a part of it. | learned that even when | felt so alone, there
were people my age dealing with the same problems. My knowledge of HD and how it could change my life
improved so much over that weekend | decided to test for the gene in the fall of 2006. By the grace of God |
tested gene negative for  Huntington's. The NYA has given me the ability to advocate and create awarene
of this disease in order to find a cure and change the future for all of those gene positive aneristdl A a
committee | know we will pour our heart and soul into making a difference and we hope you will do the
same!

Karla and her dad

Visit our Website

Visit the Huntington’s Dis
National Youth Alliance Website

www.hdsa.org/nya
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Secretary Tiffany Lupton
Tucson, AZ

| am 24 years old and currently reside in Tucson, AZ. | am currently
providing counseling services to children and families at a

non-profit behavioral health agency in the city. | graduated in 2007
from the University of Arizona \
psychology and sociology. Soon after, | embarked on a new
adventure and moved to Denver, CO, where | graduated with my
Master’s degree in counseling p:
of Denver. Following graduation, | moved back to Arizona to be

closer to my family. My father Bill was diagnosed with
Huntington’s nearly 15 years ag«
However, | did not learn of the disease until years later during my
freshman year of high school. At the time | knew nothing of the
disease and | chose to ignore it for quite some time. Eventually,

the enormity of what the disease possibly meant for me and my

family took over me and | chose to acknowledge my reality. | was

at risk, and | did not recognize the implications of what this entailed. | finally decided to become involved
with HD so | could be supportive of my dad and work to improve our relationship with each other. | began
participating in support groups in the Phoenix and Tucson areas and attended my first convention in
Milwaukee, WI. | have participated in research and have followed it religiously, hoping that each

experiment is bringing us one step closer to a cure. What | didn't realize was how much my life would
change and how HD would come to be a huge part of who | am. Since then | have become dedicated to
finding out everything | can about the disease and | have met the most incredible people because of it. |
have loved being a part of the NYA and being able to share my experience with others, as | often wish that |
would have had a group such as this to confide in when | was younger. | currently have numerous family
members who are courageously battling this disease, as well as a younger brother who is gene negative
and a sister who remains at risk. | continue to keep the hope alive each and everyday and pray that we will
soon find a cure. To all of my HD friends, you are my family, and together we will make this the last
generation with HD.
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Fundraising for NYA

| am very excited to have the opportunity of Chair of Fundraising in the NYA, but have to start off by telling
you all some bad newdn order to bring so many of us together at the HDSA convention in June the NYA
had to spend all of our money in the funtVe did a great job at raising money at convention, but we now
only have about %4 of what we did before the conventi@n the flip side this gives us a great opportunity

to get involved and raise money over the next 10 months so we can reunite back in Minnesota and also
have funds for other NYA endeavoi&/e will introduce some easy fundraising opportunities throughout

the year and we need all your help to make them a success!

The NYA is open to any youth who are affected by HD in any @ayently there are just over 200

members of the group, but | know there are thousands more out there that could benefit from the group,

so we need your helpRaising money is always easier with more people so we need to recruit more people
tothe NYAMy first chall enge to you al Theeventwilldakef oi n t h
placeTUESDAY SEPTEMBERut will also be an ongoing initiative throughout 2010n the21st

everyone needs to simply make a facebook post, send an email to others with HD, or email your chapter
president for NYA support; encouraging other youth to join our group and become a memnb#rsend

out an email Septembelr9 with exact information on what to do.

If we want the NYA to continue we NEED to participate outside of the convention by raising money,

awareness and membershiflease join myself and the committee in making the NYA bigger and better
than ever before.

Any questions or comments please let me know.

BJ Viau

hoopathon@yahoo.com

Follow the NYA on Facebook

"« http://www.facebook.com/pages/HDSAsational
YouthAlliance/129689887060650

www.hdsa.org/nya 1-800-345-HDSA nya@hdsa.org
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Advocacy by definition is the action of advocating, pleading for, or supporting a cause or proposal. In HD lan
guage advocacy is simply reaching out to people who have never heard of or do not understand the disease
By educating the general public about our cause we can gain support which could translate into extra fundin
for research or support for such bills as HR 678.

In order to obtain our goal of being the last generation with HD, the NYA must work together to build aware-
ness and support across the country. Our current advocacy effort, the HD Parity Act, already has 144 co
sponsors in the House of Representatives! We need a continued effort from every member of the NYA in or-
der to pass this bill.

The first step is super easy, because you can do it from your com@atetrdct your Representative and

your Senators (make sure you do both!) and urge to support the HD Parity Act. The letters are written, and

all you have to do is personalize them by adding your story! It's quick, easy and you can do it from the com-
fort of your home! Be sure to keep me, as well as Jane Kogan, in the loop, especially when you receive a re-
sponse, to ensure proper follow up.

Second, there is a Congressional Recess coming up, from August 9 to September 12, when Members of C
gress will be in their home states. This is a perfect time to set up a meeting to tell yourlstanygoing to
YSSO 6AGK Yeé [/ 2yaNBaaYly ailS aOL WamnbbESda Cohg/eRs need R
to hear fromusto know that this matters! Jane is here to guide you through the process! She can train you,
and provide you withleavb e hi nd materi al s. | f you’ koean@hda.ermoe st e
call her by phone me at 868454372 extension 226.

Our goal once we left the convention was to keep the fire and passion alive in order to push towards a cure
Pl ease take a moment to remember why you are an
brother, sister, etc., and help us in our advocacy efforts!

Karla

www.hdsa.org/nya 1-800-345-HDSA nya@hdsa.org
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