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A message from our chair and
chief executive
We are committed to helping people and
families living with Huntington’s – they
remain at the heart of everything we do.
Our unique position means we can support
people with Huntington’s now whilst
championing the needs of the community
for the future. For the first time,
developments in Huntington’s disease
research offers a glimmer of hope for a
potential treatment. Our understanding of
the disease is improving all the time and
we have a key role to play in keeping the
Huntington’s community informed.
Until there is an effective treatment, our
priority will be to develop a better
understanding of Huntington’s and
improve knowledge and skills in our
community and beyond which will lead to
better care and support for families.
Our strategy describes what we must do to
fulfil our mission. It demonstrates how we
will continue to help people affected by
Huntington’s to access quality care whilst
expanding the ways that we can provide
information, support, education and
influence decision makers.
We are aware that our goals are ambitious
but we will work tirelessly to achieve them
but we can’t do this alone. We will work
with the Huntington’s community, partners
and funders to make this vision a reality.

Introduction

Vision

A better life for anyone affected by
Huntington’s disease

To enable everyone affected by
Huntington’s disease to live life to
their full potential by:

Mission

Improving care and support
Educating families and the
professionals who work with them
Championing the needs of the
Huntington’s community and
influencing decision makers

We are:

Values

Tenacious
Experienced
Compassionate
Inclusive

We are committed to our vision of a better life for
anyone affected by Huntington’s disease. The
activities and projects we do to get us closer to this
vision are very much influenced by the political,
social, economic and technological climate in the UK
at any given time. This will have particular impact on
a rare illness like Huntington’s. Changes to the UK’s
regulatory and political framework can positively
support our work but can also set us additional
challenges to overcome.

The big picture

Political landscape
The political backdrop over the next five years is
projected to be unstable, particularly following
Britain’s decision to leave the European Union. It
is unclear exactly how this will affect our work
and the people we support, but it is certain to
have an impact.

An economic downturn is a possible outcome
as our country tries to rebuild trade links and
relations with other countries. Public spending
has been steadily decreasing in recent years,
affecting benefits and entitlements of people in
the Huntington’s community who need them –
this is likely to continue. A declining economy
may impact upon people’s ability to donate to
charity which will further affect our income and
possibly the scope of our services.
We need to be aware that cuts to public
services could result in an expectation that we
will ‘fill the gap.’ Therefore, it is important we
remain clear on what our purpose and function
is.
Pressure on government funding, however
could see charities, pharmaceutical companies
and the NHS showing a greater willingness to
work together in partnership to make best use
of limited resources.

Opportunities through technology
Technology has changed the way we
communicate, learn and live. The result is
quick and easy communication and
information regardless of location. We will use
these developments to reach a wider
audience, improve our communications and
the way we provide support and information.
We will be mindful of those who are less
technically able or resourced.

Reaching more people
With increasing cultural diversity within the
UK, we will need to ensure we have the
resources to provide information and support
to meet the needs of this diverse community.
We recognise that young people do not want
Huntington’s to remain a hidden disease.
Many want to speak out and tell the public
what it is and what it means to them. We
want to embrace and channel their
willingness and enthusiasm to be
ambassadors in raising awareness about
Huntington’s and championing the needs of
the Huntington’s community. We also want to
develop and widen the scope of support we
provide for young people living in families
affected by Huntington’s disease.

Regulatory environment
More stringent regulation of the charity sector
with the Charity Act 2016 and the introduction
of the General Data Protection Regulation
(GDPR) in 2018 will impact upon how our charity
can function. We will ensure that we become
compliant with data protection changes whilst
recognising these necessary changes may have
a negative impact on some of our fundraising
activities. A greater responsibility placed on
governance will see the need for our charity to
ensure trustees are properly trained and
equipped to oversee the work of the charity and
that they work to the highest ethical standards
and integrity.

Research advancements
As progress in research develops, there is a
greater hope and expectation that an effective
treatment will prevent or delay the onset of
symptoms in the future. We need to be ready to
adapt to meet the needs of the Huntington’s
community when these research advancements
begin to open up new treatment opportunities.

The possibility of disease modification has the
potential to increase the demands on the
service our charity provides.
Given the complexity of Huntington’s we
should be realistic about what research can
achieve in the next five years but be building a
clearer picture of what will be needed to
encourage further research opportunities and
access to any potential treatments. We also
need to ensure that we have sufficient
resources and support mechanisms in place
for the people who are unlikely to benefit from
these treatments.

Strategic goals

Six keys goals that
represent our plan for the
next five years

Goal 1

Improved quality care and
support
The quality of care and support available throughout England and
Wales is inconsistent. We will do all we can to ensure those affected by
Huntington’s disease can access the care and support they need.

Objectives

1

Develop and expand the provision of care and support for children and young people living
in families affected by Huntington’s.

2

Improve the quality, range and means of providing advice and support to those that
need it.

3

Improve the quality of care given by care providers.

4

Influence policy makers to standardise quality of care.

5

Build links and work in partnership with organisations to ensure people affected by
Huntington’s disease and Juvenile Onset Huntington’s disease will have better access to
care, support and information.

"

Our SHDA is our eyes on the ground as
well as smoothing the way in trying to establish
early relationships with Huntington’s families to
reinforce the long term partnerships we try to
create with them. Providing advocacy, promoting
research and providing up to date advice and
education through training and HDA literature,
our local SHDA is an integral part of our team.
Alex Fisher, Occupational Therapist

"

A better knowledge and
understanding of Huntington's

Goal 2

Huntington’s disease is a rare illness which means many professionals
have a lack of understanding of the impact of the disease and its
symptoms.

Objectives

1

Ensure health and social care professionals recognise Huntington’s as a complex illness
and provide them with access to a range of specialist training and information.

2

Targeted training to care homes where there are residents with Huntington’s.

3

Ensure family members have access to training and practical information and guidance.

4

Address inequalities and misconceptions of Huntington’s with public
organisations and agencies.
Develop the Huntington’s Disease Association membership package for both family
members and professionals to support and educate people living with and supporting
those with Huntington’s.

"

5

I recently went for a new job, was successful
I recently went for a new job, was successful
until my medical. The reason? I have the
until my medical. The reason? I have the
possibility of developing Huntington’s. I was
possibility of developing Huntington’s. I was
distraught and wasn’t sure where to turn, and
distraught and wasn’t sure where to turn, and
then I found the HDA. They wrote many letters
then I found the HDA. They wrote many letters
and emails and I am due to attend a second
and emails and I am due to attend a second
review. Whatever the outcome, I would never
review. Whatever the outcome, I would never
have got this far without the charity.
have got this far without the charity. recently
Hannah Jackson , Essex
went for a new job, was successful until my

"

Greater opportunity for peer
support and community
involvement

Goal 3

The Huntington’s community knows the complex nature and
challenges of living under the shadow of Huntington’s. They are best
placed to support others facing similar situations. Likewise, their expert
knowledge is invaluable in helping us to develop resources and inform
our work.

Objectives

1

Develop digital platforms for peer support.

2

Identify unmet peer support needs and target hard to reach groups.

3

Review the structure of our branches and support groups with the aim of
improving their reach.

4

Increase opportunities for community involvement.

"

Huntington’s is a complex disease. It’s challenging for the person,
the family and carers. It’s a journey. Our branch is the train upon
which we can all travel. Different people get on and off at different
stops. It’s where you can meet people in similar circumstances and
know that you are not alone. We raise funds and distribute them to
those in need – when even small amounts can make a significant
difference – and try to raise awareness wherever we can, and when
the inevitable happens the group is there to support those left behind.

Steve Duckett, Dorset

"

Improved understanding of
Huntington's and the Huntington's
Disease Association's role with the
general public

Goal 4

A lack of awareness of Huntington’s within the general public is one of the biggest frustrations
our community has told us about.

Objectives

1

Develop and take part in national and international awareness campaigns.

2

Increase the profile and coverage of Huntington’s disease in the media.

A strong charity to better
champion the needs of our
community

Goal 5

As a charity with a small staff team, we need to ensure we have the
appropriate resources, strategies and processes in place to work as
efficiently and effectively as we can, to best support people affected by
Huntington’s and the professionals involved in their care.

Objectives

1

Have a robust fundraising, communications and social media strategy.

2

Implement charity rebrand.

3

Use the charity’s resources effectively.

4

Be able to demonstrate effectively the impact the work the charity does.

5

Demonstrate partnership working with professional bodies and like-minded organisations
to make sure the Huntington’s community is better represented.

6

Ensure the charity is governed in line with
charity commission good practice guidelines.

7

Ensure the charity works to current data
protection and cyber security
regulations so The Huntington’s
community know their data is safely
managed.

Supporting Huntington's
research

Goal 6

As a key organisation supporting people affected by the disease in England and Wales, we are best
placed to gather evidence to help inform research priorities and provide pharmaceutical
companies with family perspectives. We are a key link between the researchers and
pharmaceutical companies and those affected by Huntington’s. We can provide reliable and
understandable guidance about advances and participation opportunities in research.

Objectives

1

Build a bank of evidence about health economics and the cost of caring for someone with
Huntington’s to support the charity to influence decision makers and commissioners to
better meet the needs of the Huntington’s community.

2

Become the authoritative voice on research for the Huntington’s community by
developing strong relationships with researchers in order to bridge the gap between
patients and researchers.

3

Work with funders and policy makers to ensure that any effective treatments are available
to all who might benefit from them.

4

Provide research grants in accordance with the Association of Medical Research Council
(AMRC) guidelines to advance knowledge and understanding of Huntington’s disease.

"

recentlyera
went
a new
job,getting
was successful
In theI modern
of for
“fake
news”,
fast,
until my medical.and
Therealistic
reason?research
I have the
accurate, understandable
possibility
of developing
Huntington’s.
I was
information
to patients
and families
is a vital part
distraught
wasn’t
turn,theand
of the HDA’s
role. and
We need
to sure
workwhere
closelytowith
I found
the HDA.
They
wrote
leadersthen
in the
research
field to
make
suremany
that letters
our
andisemails
andbyI our
am members
due to attend
a second
research news
trusted
and others
review. Whatever thewho
outcome,
I would
never
interact
with us.
have got this far without the charity. recently
Professor Hugh Rickards, Consultant in Neuropsychiatry
went for a new job, was successful until my

"

1

We will strive to develop services and
resources to improve the care and support
that families affected by Huntington’s
need.

How will we
achieve
this?

2

We will provide training and information
that will give a better understanding and
knowledge of Huntington’s disease.

3

We will give the Huntington’s community a louder voice - giving
opportunities and platforms for their stories and viewpoints to be heard.
We will align ourselves with others facing similar situations and the
organisations that support them for maximum impact.

4

5

6

7

8

We will work to the seven principles of the charity governance code, those
being that the trustees must understand the charities purpose, operate
with integrity, use good decision making to negate risk and have control,
work effectively as a board, recognise diversity and be open and
accountable. to ensure we work fairly and ethically.

We will prioritise the use of the funds that we receive to ensure we
achieve our mission.

We will proactively involve families affected by Huntington’s disease in
the development of information and research, and we will endeavour to
become a reliable source of information to help advance understanding
of, and research into, the impact of Huntington’s and any prospective
treatments.
We will develop engaging, compelling and targeted communications to
enable those in the Huntington’s community better access to our
support.

We will adapt to meet the needs of the community we support in line
with political, economic, social and research developments.

Funding our
work

Our plans are ambitious and to achieve them
we will need to increase our income. For this we
will need the help of our supporters. We will
implement a comprehensive fundraising
strategy that enables this to happen. We will
look to diversify our income streams and
develop different ways for people to support us.
To maximise the income we have, we will use
the resources we have efficiently and will only
fund activities that help us achieve our goals.
Uncertain economic times and changes to
fundraising and data protection regulations may
impact on our ability to raise funds. Improved
communication and strong brand positioning
will help. It is important that we review this
strategy regularly.
We would not exist without the incredible
generosity and support of families affected by
Huntington’s, who know first-hand what it is like
to live in the shadow of this genetic disease. It is
as a result of their donations that we are able to
meet our goals and carry out our vital work.
A significant proportion of our funds come from
trusts, foundations and corporate bodies who
have gratefully recognised the integral role our
association plays in providing a better life for
anyone affected by Huntington’s.

Three members of
one family talk
about
Huntington’s
disease

Lisa, 50, lives in Manchester and
runs a childminding business.
She is married with a grown-up
daughter, son, stepdaughter,
and granddaughter.
Her late father had Huntington’s,
and she too, has inherited the
Huntington’s gene.

Lisa
Priddey
(daughter of Dot,
mum of Miles)

“When my dad was diagnosed it helped in a
way, because it gave a reason for his moods.
We didn’t understand his depression, his not
talking to people – it was so unlike him. The
Huntington’s Disease Association got
involved and helped us. Every bit of support
was essential, because he needed a very
high level of care."
Lisa now attends a regular HDA-run support
group. “It’s brilliant”, she says, “and it might
surprise people to know, there’s a lot of
laughter. With my family and my support
group, I can be positive. It’s a horrible
disease and I know there will come a time I
have to face it, but for now I stick two
fingers up in the face of it and try to laugh
every day.” Lisa says she cannot speak too
highly of her Specialist Huntington’s Disease
Adviser, Debs. “We are very close”, she
explains. “She has always been there for me
and my family.”

Lisa’s advice for others in her situation is not to let
Huntington’s get you down.“It can be really quite
hard, but you have to take each day as it is. Work
is important to me – my doctor said he would be
concerned if I did childminding on my own - but
I’m working with my mum and my daughter and
I feel confident they will know the signs, because
of dad. I am very blessed with my family.”
Lisa also feels strongly that Huntington’s disease
needs more funding. “Give it funding it needs”,
she says. “Cancer gets so much – we’re left to fight
our own corner. We need to get the word out –
it’s a very hard disease and it doesn’t get the
recognition it should.”

“It was what I wanted to do but it was the
hardest job I’ve ever done”, she says, “it’s so
difficult to see the person you love eroding
and being taken away from you.”

Dot
Lomas
(mum of Lisa,
grandmother of
Miles)

Seventy-two-year-old Dot from Manchester lost
her husband Robin to Huntington’s disease four
years ago. Her daughter Lisa has inherited the
faulty Huntington’s gene.
“I knew all about Huntington’s because my
mother-in-law had it.”, says Dot. “My husband was
one of nine children, five of whom developed the
disease. Yet somehow I was in denial with Rob
and it never occurred to us that he might have it.”
Rob and Dot had worked on the markets
together selling clothes for decades, but he gave
up when he became depressed. “It was a sign,
but I didn’t realise it at the time,” says Dot. “But
when he was taken ill in Tenerife on holiday, the
doctor there asked me, is he always like this? And
I thought, that’s just Rob. But it registered
something in my head and suddenly the penny
dropped. When we got home I went to our
doctor and told him I thought he had
Huntington’s. Our doctor said he knew almost
nothing about it. He said he had not come across
one case in 37 years, and he referred us to a
neurological centre. In the end, by the time we
got the test done, it was a relief to put a name to
it. With the behaviour Rob was showing, not
being interested in things, and not considering
other people’s feelings, that just wasn’t like him
at all.”
Dot cared for her husband, keeping him at home
for four years until he died.

In the beginning she wasn’t involved with the
HDA and tried to do everything herself, but
she needed help. Dot explains: “Debs (the
family’s SHDA) was brilliant for me because
she directed us with what to do to access help
with costs and suggestions around the
practical things we needed, for example a
bedroom downstairs and a wet room.”
Years later, after losing her husband, Dot
realised she badly needed a change of
direction. “My life on the market was with Rob,
she explains, “and I didn’t want to carry on
without him. My granddaughter had become
a nanny and we needed a new focus. The idea
of running a family childminding business
from our home was born and we named it
Robin’s Nest, in memory of Rob.” Dot finds
children a great pleasure and a source of
happiness. Her own daughter Lisa, however, is
now living with the knowledge that she has
Huntington’s, and Dot has nothing but
admiration for how she has faced this. “She’s
incredible”, says Dot. “She’s so positive and I’m
totally amazed at her. We openly discuss it –
nothing’s taboo. Rob and I didn’t discuss
Huntington’s, but with Lisa we talk things
through.”
Dot says she takes every opportunity, in fact, to
talk to people about Rob and about
Huntington’s because “a lot of people have
never heard of it and that only makes things
more difficult”. She also finds the HDA-run
support group that she and her daughter have
joined, a great way to meet and talk to other
people living with Huntington’s. Dot adds, “My
doctor at the time hadn’t got a clue – he’d just
never come across it in his medical career. So,
we must talk, we must make people aware.”
Dot’s advice to other carers is to accept any
help you can get. “In the initial stages people
told me I must get help, but I was adamant
that I could do it. Now I’d say don’t be a
martyr, make sure you get any and every bit of
support you can.”

Graphic designer Miles is 29 and
from Manchester. His great
grandmother and late
grandfather died from
Huntington’s disease and his
mum Lisa is living with a
Huntington’s diagnosis.

Miles
Monaghan
(son of Lisa,
grandson of Dot)

“When I was younger we used to
have a kind of jokey saying in our family
which went ‘Anything could happen, or the
Huntington’s could get you!”, says Miles.
But things took a very serious turn when Miles’s
beloved grandfather Robin was taken ill with
Huntington’s. “I was 18 and I really didn’t like what
was happening and how it affected my nana”,
explains Miles. He says there was so much to do, so
much stress, and yet, “there wasn’t time to realise it,
to be affected, at the time.” He adds, “there were
some tremendously horrible moments, and yet
there were also some hilarious moments. It was a
complete rollercoaster. I saw true love, as my nana
kept going, doing everything she could for him, on
an hour’s sleep a day.”
Miles believes Huntington’s made him grow up
faster than many of his peers. “A job interview, for
example, doesn’t make me anxious. You have a
different perspective. This disease gives you more
drive, the way it’s hanging over you - you know you
have to go for it in life.”
To someone seeing a parent or grandparent

with Huntington’s, Miles says it’s best to enjoy the
little things and remember that things do get
better. “I think about all the stories I remember of
my grandad being poorly, and as well as great
sadness, there were moments to cherish where
there was most definitely a bit of black humour.
At one stage he had a psychotic episode and
was hospitalised. He managed to chisel out the
grout in the window and was breaking out and
my sister leaned out to find the window was held
on with two lollypop sticks. My grandad would
have liked that because he was a very funny man.
He would have everyone on the floor with his one
liners. The memory of him being ill has gradually
faded away, and I think more about the person
he was before.”
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