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Looking back at 2019 it’s hard to not look back at
the whole decade. Can you believe that when the
decade began, HDYO wasn’t yet even an idea on
paper? From an idea, to an entity to an international
organization that’s shifted the paradigm on how
young people impacted by Huntington’s Disease
are supported, educated and empowered. Wow!
I'm grateful, thankful, blessed and indebted to so
many who have helped make our mission a reality!

HDYO continued to take exponential strides in 2019
offering more programs, shifting more energy into
research and building a stronger team to bring
everything to life!

Programs:

Every program we ran was created and implemented
with young people’s needs at the heart of that
decision. For the first time ever we had over 1,000
young people from around the world directly reach
out to us with their questions or support needs. As
you read through this report keep in mind that we
are still a small team doing a whole heck of a lot of
work around the entire globe.

Research:

It's amazing to see the increased interest for HD
treatments from the biotech industry. When this
decade began, Lundbeck was really the only
company showing any interest to HD. That has
drastically changed with more companies than ever
before with programs for HD. That’s also changed
how HDYO thinks about research. We have taken
major strides to make sure that the young person’s
voice is heard and respected by these companies as
the young people are the future of these treatments.
We have a lot of work to do to fully get the young
person’s voice into the ear of these companies, but
are excited to keep working hard.

Team HDYO:

We continue to search for dedicated individuals
who are passionate about positively changing the
lives of young people through the HDYO platform.
In 2019 added seven amazing board members from
around the world to take on different roles and look
to keep growing that number. We are super excited
about all the work we’ve put into the creation of our
Young Leaders Network that will officially launch in
January 2020 with two pilot cities in the USA (Philly
and Washington D.C.). If you are a young adult and
looking for a cause to get involved in, please reach
out to join or start an HDYO team!

2020 is going to be an amazing year for HDYO. We
are hosting an international congress in Glasgow,
we will be launching an international patient registry
for the Juvenile HD community, we will be growing
our Young Leaders Network and we will continue to
put our hearts and souls into everything we do for
young people! Join our team, support our work, or
spread the word about HDYOQO!

BJ Viau
Board Chairman and Co-Founder
BJ@HDYO.org / 952-270-5428




A year of partnerships is probably the best
description of 2019 for HDYO. As a team we
have strengthened, developed and re-affirmed
our commitment to work with the whole HD
community to improve education, services and
understanding of the true impact of HD on young
people.

| have the privilege of representing HDYO at many
events around the world and 2019 HDYO certainly
made its mark. The year started with myself &
Chandler speaking at the first South East USA HD
Symposium in Nashville and Lauren creating an
interview series at CHDI therapeutics conferences
in Palm Springs.

In April BJ, Eric & | did a whirlwind tour of Boston
pharma companies (6 companies in 24 hours!). We
are so excited by the commitment and passion
that these partners have in bringing effective and
safe therapies to market for those impacted by HD
and will be actively promoting young people being
involved at all stages of development and delivery.

Our Latin American volunteer, Laura represented
HDYO at Help4HD conference in Puerto Rico and
did an amazing job.

In May | was honoured to be the keynote speaker
at Huntington’s Queensland Planning for the
Future forum. We also delivered a fab workshop
for professionals on working and engaging young
people. Thank you to Huntington’s Queensland
for securing funding to allow HDYO to be there.
HDYO also held our very first fundraising event in
Washington DC, we are hoping to make this a more
regular event!

In June the USA team were out in force at HDSA

convention in Boston and we are so grateful to Alan
Rotberg for his amazing event before hand that
raised vital funds for HDYO and our partners HDSA
NYA.

August was busy with camps. | delivered three
workshops at HDANI Summer Camp in Northern
Ireland on a range of topics designed specifically
for the group. It was then off to San Diego for HDYO
North American Camp followed by a trip to DC for
some planning time with Chandler then speaking at
Tennessee Education Day.

September took us to Prague, Czech Republic for
a development meeting with Heathe RND team
(exciting new project) followed by a trip to Nice,
France for Movement Disorder Conference where |
met with the young MD specialists committee and
spoke with professionals from all over the world.

In October Matt flew the flag for HDYO at EHA
conference in Bucharest and also delivered a
workshop to professionals in partnership with
Romanian HDA.

November saw most of the HDYO board and staff
team head to Sacramento for HSG conference where
we were delivering workshops, giving presentations,
meeting with partners on exciting joint projects and
meeting lots of members of the HD community at
the HDYO table. HDYO also held an ice cream and
beers happy hour at the start of HSG...this could be
an annual event? We ended that week with an in
person board meeting and development session.

The next 3 year strategy along with lots of exciting
announcements will be launched in Spring 2020.
November also saw Matt head to Czech Republic

HDA conference to deliver a presentation on HDYO




and share his family experience of PGD.

December didn’t slow down much with a trip to
Rome to present HDYO JoHD Registry update to
LIRH annual family conference before Ashley for
HDANI came to visit HDYO office for 3 days to do
some job shadowing.

As always it’s been a busy year but 2020 is shaping
up to be bigger, busier and better. We are all looking
forward to welcoming so many young adults to
Glasgow, Scotland in May. Our new look website will
be launched, our registry projects will go live, we
have two new projects for young people that we are
launching and so much more.

Make sure you are signed up to our mailing list
so that you don’t miss out on any updates and
opportunities!

Thank you all for your support and sending us your
stories, questions and feedback.

Cat Martin
Executive Director




Staff Team

Cat Martin
Executive Director - UK Based
catherine@hdyo.org

Matt Ellison
Project Co-Ordinator - UK Based
matt@hdyo.org

Chandler Swope
Director of Youth Services - USA Based
chandler@hdyo.org

Paula Richmond
PA to Executive Director - UK Based
office@hdyo.org

Board of Directors

BJ Viau - Chairperson

Donna Spence - Vice Chairperson

Danielle Valenti - Secretary

Bonnie Hennig-Trestman - Research Co-chair
Lauren Byrne - Research Co-chair

Clare Braithwaite — Marketing Co-Chair

Ana W - Marketing Co-Chair

Eric Miller

Lindsay Morrison

Seth Rotberg

Jimmy Pappadeas



sustainability

Increased collaboration
and partnerships

Increased presence at

professional conferences
and events

Upgrade website for
optimization us youth
Broke through 2 million service

views on YouTube channel

Increase in web based
support service provision

Increase in referrals
from partners

New monthly webinars
specifically for young
adults

Young Leaders Network
Pilot (USA)

Development of Global
JoHD Registry

Collaboration partnerin 3
major research projects
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New Partners
HDYO has developed partnerships with 12 new
organizations and pharmaceutical companies.

Education Events
HDYO attended and facilitated 18 education and
training events.

HDYO ran weekly clinical training programme with
Vanderbilt University Medical Centre HD COE.

New Funders
5 new Industry partners.

Online donations through social media & website
continue to grow reaching $35,000.

New UK partnership with grant writer to develop
funding bids through Trusts & Grants.

HDYO held its first fundraising event in Washington
DC in May 2019 and raised over $6,000

Conferences
Attended a record number of 14 conferences in 8
countries.

From these conferences we have increased
awareness of HDYO services, gained new
partnerships and attracted interest from outside HD
community for collaboration.

Consultation & Advisory Board Meetings
HDYO sits on 5 advisory boards providing
consultation on protocols and engagement for 3
clinical trial partners.

HDYO manages 2 advisory boards that are

developing patient and caregiver registries for

Juvenile onset HD and Young People Impacted by
HD.

Research Programs

HDYO partners in 3 research programs. One of
the programs is being led by HDYO in partnership
with NHS England looking at the impact of Double
Disclosure genetic testing on families.

HDYO is leading on two patient and caregiver
registries forthe HD community. The mostimportant
of these is the Juvenile onset HD Registry.




New date: March 12th - 14th 2021

Our first ever International Young Adult Congress
was due to take place on May 9th through 11th May
2020 where we expected to welcome over 400
young adults to Glasgow, Scotland. However, due
to the global threat from COVID-19 and with the
health and wellbeing of everyone we work with as a
priority we took the decision to postpone Congress
until March 2021.

Congress is aimed at young adults aged 18-35
impacted by HD from around the world to bring
them together to learn, support, empower and
educate the HD community on the true impact
of HD. We are also delighted that professionals
from associations, clinics, research and industry
are supporting Congress and see the benefits of
engaging with young adults directly.

Congress planning has been a huge project for
HDYO over the last two years with securing funding,
venues, sponsorship, speakers and activities. We
have 6 young adult led teams that have been
helping us make congress happen and with their
help we have a programme featuring more than
50 speakers, the Scottish premier of Dancing at
the Vatican documentary, activities throughout
Glasgow including some inner city White Water
Rafting, escape rooms, city tours and much more.
Our final event party will be a huge celebration of
the amazing participation we will witness over 3
days as well as some interesting dancing, singing
and accent challenges!

HDYO has been extremely humbled by the support
from partners for Congress. Over 20 national and
localHD Association are providing funding for young
adults to attend Congress, this along with HDYO'’s

community raised Scholarship Fund will support
over 150 individuals. A special thank you to the
following individuals who have collectively donated
more than £20,000 toward HDYO Scholarships Dr
Bonnie & Dr Bob Trestman, Lindsay & Kyle Morrison,
Gimbel Family Scholarship, Jacqui Harrison. To
each of those who have donated, fundraised or
sponsored scholarship we truly appreciate every
single penny!

Congress is a truly unique event for the HD
Community it will be special that is why we will be
live streaming the plenary events for those who
can’t join us in person. The Congress app will also
allow EVERYONE to participate.

For all the details about congress go to
www.hdyocongress.org or email
events@hdyo.org

MAKE YOUR NEXT STOP GLASGOW
12 - 14 March 2021 HDYO INAUGURAL
CONFERENCE

HDYO

HUSMTINGTON'S DISELER
YOUTH CREGAMITATION




website &
marketing team
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This team is responsible for the
design and development of all
online content for congress,
including the website, new logo
and social media videos

fundraising
team

This team is responsible for
securing sponsorship and
community fundraising to ensure
we have enough money to
deliver the best event for young
adults impacted by HD

programme
team

This team is responsible for
development of the Congress
programme, speakers and
workshop content

volunteer
team

This team is responsible for
recruiting and managing
volunteers who will be helping us
over the week of Congress.

scholarship
team

This team is responsible for
developing, fundraising,
awarding and supporting HDYO
Congress scholarships.

events
team

This team is responsible for
ensuring all surrounding events,
activities and final party are
a success. They have helped
source activities, venues,
entertainment and food!




We have been working for months with a web
developerMarctoupdate our website,acomplicated
undertaking given the massive amount of content
and the translation to 14 languages. The first part of
the update has been completed, and our website is
now easier to read on any device — but we aren’t
stopping there!

The next updates are in progress now and we
should be launching the website in May 2020.

Parents

Ask a Question

Sand us your questicns for our
panal of uperts to answer, Our
panal of axperts consists of
professionals from various
fiedds, to nelp cover a vast
range of patential questions.

HDIO
‘B o Cancsm
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SHD Frieride

Professionals

current website

W Biors

What is the HDYO?

Tha Huntington's Disease Youlh Organization is a
man-prodit voluntary seganization 1hal provides
apprapriate information and education, along
with support for young peaple impacted by
Huntnglon's disease

HDYO Support

MNeed support? Click Find out
mone, ' b Send US 2 Messagae
We cifer support to young
peaple srcund the warld
Impacted by HDL

MacBook Fro

new website

?
What s HD?

Find ot about Huntingten's
Disnasa




Contact Story

We’ve had many impactful contacts such as a
young person in Europe who reached out to HDYO
multiple times this year as they felt extremely
isolated with their thoughts on HD. In a number of
contacts they were putting themselves at serious
risk of harm so we had to breach 3 times this year
to ensure they were ok. During these contacts

Sweden § Norway

India 39

o

Brazl

Australia

6%

Canada
11%

Locations

we were securing support options for the young
person and in communication with their family to try
and improve the isolation felt by the young person.
They are now in a better place for the time being,
it’s always difficult, and doing well with the support
now around them in their country, as well as HDYO

always here if needed.




Help4HD

Our partnership with Help4HD continued this year.
The HDYO Youth Worker attended 2 H.I.LP.E days
and their annual symposium. HDYO also sent a
trained, Spanish-speaking volunteer to their Puerto
Rico event to discuss the services and support
HDYO provides in the patients preferred language.

HDSA and NYA

HYDO and the NYA continue to work together to
create and facilitate events for young people in the
United States. The Youth Worker attended and
facilitated workshops at all the NYA retreats as well
as the HDSA Annual Convention. Jennifer Simpson,

Senior Manager of Advocacy & Youth Programs,
attended and led workshops at the 2019 North
American Youth Camp.

HSG

HDYO continued to work with HSG to ensure that
the impact and needs of young people in the HD
Community were discussed at their annual event.
HDYO’s Director of Youth Services took the stage
at the event to talk about Genetic Testing amongst
young adults and Executive Director, Catherine
Martin, led youth-friendly workshops at their annual
Family Day. This partnership continues to grow and
evolve as we see young people more eager to get
involved and have a voice in the larger scientific
community.



Partnership in Action - Meet
Sharmin and Hillary Page

In March, the HDYO Youth Worker received a
referral for Sharmin and Hillary from the HDSA Social
Worker in Louisville, KY. Sharmin had recently lost
her husband and Hillary had been diagnosed with
HD shortly after.

After some consultation with the social worker
and Sharmin an appropriate plan was developed
with the referring social worker, the closest CoE
(Vanderbilt) and HDYO. Hillary was referred to the
Vanderbilt Clinic for clinical care and support from
their clinic team, Sharmin was provided support
and services from the Louisville Social Worker and
HDYO provided case consultation and supervision
on the work. Case consultation happened by
HDYO leading a series of weekly calls to assess
where the family was at, what their current needs
were, reviewing best practices on interventions and
helping those involved navigate a complex family
dynamic. HDYO continues to assist and provide
supervision and technical assistance on the case.

Since the referral, both Sharmin and Hillary have
received appropriate clinical care, signed up for
a clinical trial and attended the HDSA National
Convention together.

Hillary also attended a NYA Youth Retreat where
she connected immediately with another young
person and was comfortable and confident to share
her HD journey.




Matt was invited to Czech for a talk at their HD family
event to spread the HDYO message. As usual |
encouraged people to come and chat with me whilst
| was there, | caught up with Nikola who shared her
story. She s 16 years old and was struggling to cope
as she had no-one to talk to and felt very isolated.
We both chatted for a while to allow Nikola to talk
about her experiences, her frustrations and what
she needed. We connected Nikola to other young
people through our Facebook group and made sure
she had the email address for HDYO direct support

service.

Nikola is now connected with other young people of

HDYO Hangout group on Facebook and has other
who understand her situation. Nikola is hoping to
come to Congress in Glasgow so that she can meet
more young people and get the support from her
new virtual community in person.

Nikola even sent me this picture we took when
we met and used it to introduce herself to HDYO

Hangout group.

Facebook group: https://www.facebook.com/
groups/1950616678545840/
Direct support Service support@hdyo.org

Hi, Matt told me to write HELLO &
| am Nikota. I'm 16. | live in Czech Republic.

for eight years. It's hard for me. I'm not talking to
anyone about it. Just with my Mom

Because now |I'm here, in this group with you. I'm
happy for you. Because | know we have something
in common. | will be glad to get to know with you.
Please write me or comment this post and | write
you

Thanks Nikéa@p th Matty Ellison
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i Matty Elilson © Welcome Nikotal You were
brave today more than once, weli donel
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;‘ -n Mikolal My sister
chosa in age with you
she's 15, Our dad &5 also sick with HD.
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Reply - 3w (v}

e T - velcomel We're

- with you on this journey &8

And... My dad is sick. It is Huntington. We've known

And today with Matt. It was hard but I'm happy for it



Meet the Chichester Family:

Bianca (seen in picture with her dad Aaron) began
working with the youth service in 2015. She and her
siblings were referred by the social worker who was
working with the family. Initially, the family wanted
some support in talking about HD with their children
and providing a safe space for them to process their
emotions.

The youth worker helped ensure the family was
connected to a full HD team, had information on
trials they were eligible for and worked to get the
young people more involved in the community.
The youth worker and local HD social worker also
worked together to ensure the family was able to
access all the services available to them since Aaron
is a proud veteran of the US Army.

In 2018, Bianca was ready to attend the HDYO
North American Camp. Bianca had expressed
some interest in previous years, but stated she
wasn’t quite ready to dive into a 5-day trip focused
around HD. When she decided she was ready and
attended, she flourished being able to open up and
share her experiences with her peers.

Although dad was moved to a nursing home some
years ago, the youth worker and Bianca surprised
him this past June with Bianca in her cap and gown
since he was unable to attend the ceremony.

The amount and type of support the family has
wanted has fluctuated over the years, but they
know the HDYO Youth Service will be there when
they needed it and will coordinate with the other
providers that were administering care.




HDYO

US Youth Service

Background:

The Youth Service, since its inception in 2014, has
had continuous growth each year. HDYO US Youth
Service is managed by Chandler Swope, Director of
Youth Services.

Stats:

Data base currently sits at 784 individuals

We gained 180 new contacts in 2019.

Genetic testing, general resources, HD 101 info,
North American Camp and getting connected into
the community are the main things young people,
parents and professionals are reaching out for.

Impact:

In 2019, Chandler provided over 600 hours of
individualized support to young people, families
and clinicians.

Chandler helped connect young people with
University of lowa when they expressed interest in
the relaunch of the Predict Study.

Chandler helped connect young caregivers to local
resources - the local HD Social Worker, HD clinic or
other support to find appropriate resources.

Number of Contacts (784 Total)




Continued growth of service
10% increase in referrals from 2018, with a number
of those coming from our nine new referral partners

Strongpartnershipsandincreased
collaboration

Bi-weekly case consultation with Vanderbilt
Interdisciplinary Team

Case consultation with HDSA youth workers
Quarterly supervision calls with global youth work
partners

Sharing training programs for new social workers
within advocacy organizations

Focus on service delivery at the
point of need

Service users can contact the service using their
preferred method of communication at a time when

they need help. Although we provide check in and
follow up, most young people want to live their lives
and reach out when they have a question or need
support. We work with a variety of cases, from
those that require intense weekly intervention to
those who reach out once over the year for short-
term support.

Expanding professional practice
to support young people locally
In 2019 we have had an increase in the number of
non-HD specific organizations asking for training
and resources to support young people with
Juvenile onset Huntington’s Disease (JOHD).

We are currently working with two schools, two
children’s hospitals and one nursing home.

2019 New Referrals (180)
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Parents (55)
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HDYO has been hosting the North American HD
Youth Camp since 2015. The aim of camp is to
connect young people impacted by HD, give them
respite from caregiving activities, provide a place
to learn about HD and get professional and peer
support. Camp is made up of educational sessions,
time for individual and group support, as well as
fun and games. This year’s camp was held at Camp
Cedar Glen in Julian, CA. Camp is the largest event
(to-date) that HDYO hosts and is an important event
for young people to connect face to face. The bonds
from camp last a lifetime.

92 applicants (20% increase from 2018); 42 campers
attended

50% of campers were under the age of 17 and only
four were returning campers

48% of applicants/campers were brand new to
HDYO

Post-camp we’'ve done ongoing work with 10
campers via virtual support and connecting them to

local resources

“It helped educate me about HD. It helped me
learn to be more comfortable with talking about
HD. It allowed me to meet some amazing people
and make amazing friends. It provided me with the
opportunity to ask questions that | wanted to and
talk about HD. It was very therapeutic being able to
get my stresses and worries off my chest. And over
all was an amazing experience.” - Camper, 16

“Camp helped me open up and create bonds! The
people | met were so supportive and amazing! |
talked about things that | never really said out loud
and hearing other people’s stories made me feel like
I wasn’t alone!” - Camper




End-of-life planning

We developed a new article on end-of-life planning,
which is live on the Young Adult section of hdyo.org.
This article looks at what to consider when someone
is coming to the end of their life. Although this is
very difficult and emotional topic, it is important for
HDYO that families have access to trustworthy and
factual information that helps them plan ahead for
their HD journey.
https://en.hdyo.org/you/articles/594

Things to consider for those
adopting a child at risk of HD
Adopting a child is a major life event and one that
takesaconsiderable amountoftimeand preparation.
When the child you are adopting is at risk of HD,
there are even more things that prospective parents
need to learn and take into consideration. This article
contains some useful insight to help prospective
parents with their decisions. This article is live on
hdyo.org Parents section.
https://en.ndyo.org/par/articles/593

Webinars

We introduced monthly webinars this year, with
topics including having children, genetic counselling
and research updates from pharma companies
and Enroll-HD. These were recorded and are now
available on our YouTube and Facebook channels.
Are there topics or people you would like to see
appear in our webinar series? Contact Matt@hdyo.
org with your suggestions.

Translation upgrade

HDYO Land

Our translations team been working to get our
fabulous resource for children, HDYO Land, into
additional languages. This project will go live in early

2020 on HDYO Land, allowing a larger audience to

have access to this amazing resource.
https://en.hdyo.org/land/

Video Subtitles

We’ve also been providing our videos with subtitles
in multiple languages. These subtitles are now live
on our YouTube channel with most of our popular
videos now having 4-5 subtitles languages options.
Check them out at https://www.youtube.com/user/
HDYOFeed




HDYO Heroes

This year we launched HDYO Heroes, a small
programme designed to encourage young people
to engage with HDYO and the HD community and
receive rewards for their efforts. We also updated
this programme after launch to become more
accessible for young people. Check out HDYO
Heroes here: https://en.hdyo.org/eve/articles/583

Coping with your results video

We produced a video where we interviewed
eight young adults who had been tested for HD,
discussing how they have coped since their results.
We had both positive and negative participants
from various countries, all providing insight into
coping with results years afterward. This is an
underserviced area in terms of resources and
knowledge, so felt it was important to put this video
out there for young people considering getting
tested. See the video here: https:.//www.youtube.
com/watch?v=BOPotvHitcc

Donation page
feedback video
We improved the look of our donation page to

revamp and

make it easier and to encourage more donations,
providing simple and clear facts to show our work
and created a short video using feedback from
young people and families who have used our
services. Donations have increased this year. See
the page here: https://en.hdyo.org/eve/about/587

Facebook group for parents

After the success of our Facebook group for young
people, we launched a group for parents to share
concerns or ask for advice from other parents from
HD families. So far, we have over 100 in this group,

but we expect it to grow. See it here: https:/www.
facebook.com/groups/589164611589575/

Toolkits

Our toolkits contain resources for families and
professionals to guide them through specific topics.
They include more practical suggestions and shared
experiences alongside balanced advice and facts.
HDYO will publish two new toolkits in early 2020:

Genetic Testing: A genetic testing guide for young
people expands on the Genetic Testing Checklist to
provide young people a source of support during
the testing process.

School Toolkit: A guide for schools to support
young people impacted by HD and those diagnosed
with JoHD. The guide provides information to help
education professionals understand the impact
of HD and how to support the special education
needs of someone with JoHD. This was done in
collaboration with the global team of youth workers.




7 million views 12,400 followers
2,000 member accounts 1,089 members of
5,000 newsletter subscribers youth support group
150 members of
parent support group

2 million video views 1,164 followers 1,000 followers
4,000 subscribers
Educational videos




We broke our contact record this year with over 976
contacts, beating our previous best in of 819 in 2016.
View the sources of these contacts below.

HDYO's Contacts for 2019
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Translators
German Team
Michaela

Anne

Clara

Sonja

Clara

Eugen

Julia

Marleen

Janine

Rebecca

Nicole

French Team
Johan

Joel

James

Louis

Jean

Portuguese Team

Sandra
Filipa
Marta
Claudia

Romanian Team
Andrea
Ramona
Dutch Team
Dirk

Dr Lucres
Elisabeth
Monique
Tijl

Wilma
Sanne
Martjin

Social Media
Megan

Rebecca

Doug

Tasha

Gabby

Robert

Jessie

Vicky

Book-keeping

Jessica

Congress
Website & Marketing
Jaclyn

Megan

David

Caleb

Brad

Hallie

Programme
Emily
Amy-Rose
Nicole
Julianna
Amanda

Scholarships
Brynne

Liam

Amy

Melinda

Volunteers
Jamie
Maggie
Jenna

Dina

Fundraising
Natalie

Jesse

Ashley
Events

Gayle

Karen

Dina

Ross

North American
Camp
Lisa
Natalie
Jaclyn
Doug
Erika

Dr Bonnie
Dr Bob
Gwen
Michael
Kris
MaryAnn
Sierra
Jennifer
Corey
LisaH
Misty
Heather




Griffin Foundation Huntington’s Disease Association of Ireland

Genentech Deutsche Huntington-Hilfe

CHDI Foundation HDA Belgium/Franco

Takeda Gimbel Family Scholarship

Georgetown University Medical Centre HD Clinic James E “Jake” Hoffman Memorial Fund
Huntington’s Disease Association England & Wales Switzerland HD Association

Genentech

A Member of the Roche Group

i:CHDI HDC

FOUNDATION Huntington Disease Center

Care | Education | Research

4 Huntington's Disease Association
| England & Wales
Huntirg for a cure, with care

Takeda




Adam Liebhoff
Alexander Soderlund
Alexandra Bucci
Alan Rotberg
Angelique Marie
Anna Lunsford

Anne Bruns

Annette Carlsson
Anthony & Tammy Miller
Anthony Jackson
Ashley Doak

Barbara Bradshaw
Betsy Ratner

BJ Viau

Bonnie Hennig-Trestman
Brendan Martin
Brianna-Rose Nairn
Brooke Harlowe
Bruce Spiewak

Cari Pitts

Carol Csabafy

Casey Dean Frase
Cassuandra Jones
Catherine Martin
Chad Sipes

Chandler Swope
Charles Austin

Chloe Carr

Chris Brown
Christopher Storgards
CM Moore

Cody Schreier

Corey Janke

Dale & Viki Henry
Dan Murphy

Dan Sharpe

Daniel Mizrachi
Daniella Nelles

Darci Helbling

Dave Hogan
Deborah Sharpe
Deena Schnitman
Denise Seiffer
Donatella Watt

Dr Karen Anderson
Draea Tirschmann
Elizabeth Westbrook
Emilie Liebhoff
Emma Bebbington
Emma Burris

Emma Fickle

Erik Sanches

Fan wu

Felicia Doane

Gail & Bryan Viau
Ganda Setiakurnia
Gil Lewis

Gillian Watts

Gwen Johnson
Harriet Schnitman
Harry Rosenberg
Heidi Klausing Crowl
Holly Matthews
Hope Heller
Jacqueline Riker
Jacqui Harrison
James Lake

James Lieth

Jamie Levey

Jared Piaggione
Jason Potash
Jeanette Clary Braxton
Jeffrey Rotberg
Jesse & Desirae Collett
Jessica Lowe

Jessie Gumbs

Joann Lemasters
Jon Krus

Kaisa Eklumd
Karen Clark

Karen Lenard

Kari Hess

Kari Vinal

Kendell Harrington
Kim Williams

Kirk Oates

Koko Di

Laura Crabtree
Laura Marinari
Leah Ratner
Lindsay Morrison
Lisa Herndon

Lori King

Louisa Winterstein
Maggie Andrews
Maria Arroyo
Mariangels Ferrer
Marilyn Gentner
Marilyn Rye

Mark Murphy
Martina Semacova
Matt Ellison
Matthew Conlon
Megan Carroll
Megan Killegass
Melanie Costa
Melissa Barnes
Michael & Laurel Schnitman
Michal Nowicki
Monica Cazzolli
Nany Watson
Naomi Van Dijk

Nicole Amanda
Nisha Chhabria




Oisin Kelly

Patricia Johnson
Patty Romero-Mabry
Peggy Board
Phyllis Gimbel Schnitman
Regina Silver-Koplo
Richard Shiffrin
Robert Macleod
Robyn Oneill

Ryan Bonner
Samuel Karp
Sandra Saenz
Sandra Webb

Sara Hackethal
Savannah Moore
Seth Rotberg
Shannon Dotson
Shiana Darrow
Simone Watt
Solweig Karlsson
Sonia Cruz

Stacey Saladin
Stacey Smith
Stephan Beavis
Steve Ridenhour
Susan Karp

Susan Kelly

Sylvia Pasieka

Sylwia Korszytowska

Tim West

The Sisu Shop

Tony Miller

Trent Berrier

Vicky Bromby

Definitely missing people







