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The Huntington’s Disease Association help people living with Huntington’s
disease to live a better life.

We improve care and support services for people with Huntington’s
disease, educate families and professionals, and champion people’s rights.

We have a dedicated Youth Engagement Service (HDYES), who’s focus is
supporting young people whose families are affected by Huntington’s. Our
confidential service is for anyone age 8-25 living in a family affected by the
disease (including extended family such as a cousin, grandparent, etc).

To find out more about us you can click this link, which will take you to our
website.
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About Huntington’s
Disease Association

https://www.hda.org.uk/
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We want young people to have an opportunity to shape and develop the
services, programmes and resources that we create, so that we can
provide the best possible support for young people impacted by
Huntington’s disease. We are recruiting new members aged 14-25 to join
our youth voice (HDYV) project to help make a difference for other young
people impacted by Huntington’s disease.

You will join up to 15 other young people in leading change through an
annual residential followed by virtual monthly meetings. Our monthly
meetings consist of completing project work, sharing ideas about how to
improve services for young people and making these ideas a reality. One
project currently focuses on social media and creating content to support
and help other young people affected by Huntington’s disease. These
meetings also give you an opportunity to meet other young people
affected by Huntington’s disease.

We also offer the opportunity to develop your leadership skills through
workshops, training and guest speakers. Some members chose to help
lead our peer led peer support calls, which is an optional way to develop
your skills and confidence and includes additional training/development.

The programme will start in January 2025 with an online meeting to get
to know each other and we will then have a four day residential activity
weekend from Thursday 20 – Sunday 23 February 2025 to build the
team and shape project plans for the year ahead.

You will make new friends, build your confidence, be supported to
develop your leadership skills and have a positive impact on other young
people with similar experiences to you. Most of all it will be a lot of fun!

All expenses will be covered.

Overview of the
project
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Are aged 14-25 from across England and Wales
Have been impacted by Huntington’s disease
Are passionate about making a difference to other young people
impacted by Huntington’s disease
Want to meet other like-minded people and develop their skills and
confidence

We are looking for young people who:

Huntington’s Disease Association is committed to Equal Opportunities
throughout its work. We actively welcome and encourage applications
from diverse groups including all gender identities, sexual orientations,
ethnicities, faith groups, those who live with a disability or have parenting
or caring responsibilities.

Who we are looking
for

Commitment

We want to make sure this programme is as accessible as possible and we
realise you will have other commitments so we are looking for young
people who:

Can attend a residential induction weekend in February 2025
Can attend a minimum of five virtual meetings a year
Can attend an in-person celebration event towards the end of 2025

Optional

For applicants 18+, you have the option to lead our peer support calls,
which happen every two months. You will be supported by staff before
and after but you will run the calls with other HDYV members
Under 18’s are encouraged to participate and support the calls but
cannot be classed as leaders



To apply for a place on the project please complete the short application
form using the link below:

HD Youth Voice application form 2024

We will be calling all applicants in December to have a short chat about
the role before offering places to those who are successful. This gives you
the opportunity to hear more about the role and to ask any questions you
might have.
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If you have any queries or would like more info please contact Nadia Laffey
at nadia.laffey@hda.org.uk or on 07842425829.

Queries and Questions

How to apply

https://docs.google.com/forms/d/e/1FAIpQLSdHFu0V0tiEpBfjpVEW8-C5bfYAgMw9OsTe1CeyYly_sqavlg/viewform
mailto:nadia.laffey@hda.org.uk

