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What is Huntington’s
disease?

Huntington’s disease is caused
by an inherited faulty gene that
damages the brain over time.
People with the disease can
eventually lose the ability to walk,

talk, eat, drink and care for themselves,

requiring specialist support from those who understand
the condition.

The disease is genetic, meaning it is passed down from
one generation to the next. It therefore impacts entire
families over generations rather than individuals alone.
Anyone with a parent who has Huntington’s has a 50%
risk of inheriting the condition from them.

As Huntington’s progresses it can affect:

Movement: People can experience repetitive
involuntary movements resulting in a decline in mobility,
balance and coordination as well as difficulties with
speech and swallowing.

Thinking processes: As the disease advances, people can
lose their ability to process information, make decisions,
solve problems, plan, organise and care for themselves.

Mental health: People can also experience a decline in
mental health. Depression, anxiety, irritability, obsessive
pre-occupations and apathy are amongst the most
common mental health problems experienced. Psychosis
may also occur.

About Scottish Huntington’s Association

Scottish Huntington’s Association is the only charity in
the country exclusively dedicated to providing expert and
personalised support for those impacted by Huntington’s
disease.

Our personalised support reduces unnecessary hospital
admissions, supports carers and other family members;
lowers household poverty; and alleviates wellbeing
risks to children and young people living in Huntington’s
families.

We are commissioned by NHS Boards and Health and
Social Care Partnerships throughout the country to share
our expertise with front line staff and build support for
improved services and higher standards of care for every
family impacted by this devastating disease.

What services do we offer?

HD Specialists

Our HD Specialists provide vital physical health, mental health
and wellbeing support, and care co-ordination for all adults
within a Huntington’s family — whether they be symptomatic,
asymptomatic, at risk or carers. They liaise with, amongst
others, occupational therapists, speech therapists,
physiotherapists, care homes, dieticians and community
mental health teams. Additional HD Specialist support includes
specialist assessment, symptom management, emotional
support, help to plan for future care needs and enabling carers
to build skills and resilience. Our expertise is invaluable to
health and social care professionals who access training and
advice from our HD Specialist teams. Most health and social
care staff have no experience of Huntington’s disease at all, and
so depend upon the support of our specialist teams.

Youth Service

Our Specialist Youth Advisors provide personalised support,
age-appropriate information and resources, opportunities
to build friendships and enjoy respite experiences that
would otherwise be impossible. They also provide specialist
education, support and guidance to other professionals who
work with children and young people who are impacted by
Huntington’s disease.

Young people growing up in Huntington’s families see the
disease changing their affected parent, with many knowing
they have a 50% chance of inheriting the same condition.
Many become young carers for siblings or their parents, while
others are unable to live with their mum or dad. Some are
grieving for loved ones, others are struggling with genetic
testing. Huntington’s disease impacts their home lives,
education and social lives.

Financial Wellbeing Service

Our Financial Wellbeing advisors help families to reduce debt
and maximise income through access to benefits and financial
products. The service’s work includes support with household
budgeting, planning for the future by organising power of
attorney, and providing specialist energy advice to help cut
domestic fuel costs. Since 2015, the service has secured more
than £6 million in financial gain for families across Scotland.
Huntington’s disease cuts working lives short, leaving many
households we support living below the poverty line.

Where do we see people?
Wherever is most comfortable, whether that be at home or in
another suitable venue.

HD Clinical Leads

HD Clinical Leads are senior NHS employed doctors
(such as psychiatrists, neurologists or geneticists)
designated to providing specialist medical advice,
care and treatment to people with Huntington’s.
They work with Scottish Huntington’s Association
staff and other health and social care colleagues to
coordinate care across their local NHS Board area.
They run specialist clinics supported and facilitated
by our HD Specialist staff, provide home visits to
those unable to attend clinic and provide access to
HD research programmes. In light of our expertise
Scottish Huntington’s Association coordinates and
chairs the national network of HD Clinical Leads.

HD Management Clinics

Clinics are held every Tuesday in health centres
around Lanarkshire. Please contact the Lanarkshire
service for more details.

Support Group

Formed by family members to provide
opportunities to meet informally with others whose
lives are impacted by Huntington’s disease. Again,
please get in touch with the Lanarkshire service for
more details.

National Care Framework for
Huntington’s Disease

We have published a Scottish Government backed
National Care Framework
for Huntington’s
Disease which
outlines the care
and support
families should
be entitled

to receive
throughout

the country. It
can be viewed
at http://care.
hdscotland.org




