Huntington's disease:
Well-being for older
carers guide

Contents
Introduction 3
Caring for someone with Huntington's disease 4
Connecting with others 5
Looking after yourself 6
Lifestyle 11
Learning new skills 14
Time for you 15
Resource library 17
Notes 19

2
Huntington's Disease Association

Introduction
Well-being describes how a person is feeling and how well they can
cope with day to day life. This can change depending on what is
going on in their life. Caring for a family member can be challenging
and make people more vulnerable to times of poor mental wellbeing. Building up your mental well-being makes you more able to
take on caring challenges, cope with day to day stresses and adapt to
change and uncertainty.
As a carer it can feel that there is never time for you, but taking time
for yourself will, in the long run, build your well-being and help you to
be there for the person you care for.
Being an older carer has an impact on well-being. It’s a time in life
when you may be taking on a different lifestyle, perhaps giving up
work, spending more time at home, possibly facing ill-health yourself.
Many people struggle with losing the structure of work, the
friendships they had with colleagues and the time it gave them away
from their caring role. It’s a period of change and it is important to
look after yourself and make this a positive time.

"In dealing with those who are undergoing great
suffering, if you feel 'burnout' setting in, if you feel
demoralised and exhausted, it is best, for the sake of
everyone, to withdraw and restore yourself. The point
is to have a long-term perspective."
Dalai Lama
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Caring for someone with
Huntington's disease
Huntington’s disease is a complex disease and there are strategies
that you can follow to make life easier for the person with
Huntington’s disease, and therefore easier for you as the carer.
The older carers section of our website houses a number of guides,
information leaflets and videos that explain some of the
communication and behaviour strategies you can use in further
detail. We can also send hard copy resources to you on request.
The Huntington's Disease Association Specialist Huntington's disease
Adviser in your local area can also provide you with advice and
guidance on issues specific to Huntington's disease and your
situation. They can also help you to access relevant hard copy and
online support materials. Details of your local adviser can be found by
visiting our website or by getting in touch with us.

e

www.hda.org.uk
0151 331 5444
info@hda.org.uk

Top tips
During stressful times, it is important to remember the
positives. Seeing them during difficult times may sometimes be
difficult, but they are there! Try using a notebook to write key
words, or a short sentence each day. You will start to see a list of
positives forming, and it may, hopefully, start to get easier to
find them as you practice.
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Connecting with others
Good relationships are important for your mental well-being. As an older
carer you may have a social circle of friends and family who are
supporting you in your role, however for many people their children may
have grown up and moved away and friendships may have dwindled
over time.
Connecting with other people can help you build a sense of belonging
and self-worth. It can give you an opportunity to share positive
experiences and provide emotional support to each other. It's important
to try to maintain current relationships or develop new ones.

Top tips
Join the Huntington's Disease Association's online community for
older carers – our ‘Pop in café'
Join a local Huntington's Disease Association Branch or Support
group
Join a local carers group, people there might not understand
Huntington's but will have experience of caring
Keep in touch with family and friends, it might be a meet up, a
phone call or even a text
Visit our website or give us a call at the Huntington's Disease Association
for details of our branches, support groups and online community.
www.hda.org.uk
0151 331 5444
Your local libraries, council and the charity Age UK may be able to provide
details of social activities and friendship centres in your local area.
www.age.org.uk
0800 678 1602
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Looking after yourself
The following strategies and therapeutic activities may be helpful to
you and the person you care for and have a positive impact on your
health and well-being.

Mindfulness
Mindfulness is a simple form of meditation. Mindfulness involves the
practice of learning to purposefully pay attention to the present place
and time, clearing the mind of distractions and encourages 'living in
the moment'. Mindfulness teaches you to focus on your breathing,
accepting that thoughts which come into your head are transient
and do not need to influence you or be acted upon. This is a
technique that can be used when you are feeling overwhelmed by
things that are outside your control. Neuroscientists are increasingly
discovering the importance of controlling the breath. Just one deep
breath in and out sends a message to the brain that you are safe and
everything is ok.

Swimming
Swimming is a gentle but effective exercise that does not put excess
pressure on the joints.

Gym
Some gyms offer special membership rates for older people and
carers and many provide a basic fitness assessment and exercise
programme.

Music
Try joining a local choir or learn to play a new instrument. Have a look
at what is available locally.
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Yoga
Yoga teaches you techniques to control your breathing to help you
relax and reduce stress. These breathing techniques are useful when
practicing mindfulness (see above). Yoga also improves strength and
flexibility. There are many forms and traditions of yoga, so begin with
one that is suitable for beginners so that you can build up gradually.
There is further information available about yoga and its benefits on
the NHS website including a downloadable guide.
www.nhs.uk

"Yoga does not have to be serious and introspective;
there are many forms, including laughing yoga which
I discovered when visiting family in the USA. I have a
DVD I watch at home, either alone or with a friend!”
Tai Chi
Tai Chi was originally developed as a martial art in 13th century China.
Tai Chi is a series of flowing controlled movements accompanied by
deep breathing which can be effective in reducing stress.

"We practice Tai Chi with a group. In the warmer
months, we often meet in a local park. It is something
we can still do together and helps us both manage our
stress.”
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Pilates
Pilates is a series of exercises and techniques which aim to support
both physical and mental well-being, Pilates focuses on supporting
core strength and teaches breathing techniques which can be
helpful in fall prevention and as an antidote to stress.

“I have been going to Pilates classes for several years
now and although my walking is not as good as it once
was, I firmly believe it has helped me. My teacher knows
me well and has adapted classes to my ability."
Massage
A massage is a good way of easing some of the stress which builds
up in tense muscles. It does not have to be a full body massage.
Sometimes, it may help the masseur to focus on your shoulders or
back. Try Indian Head Massage or an aromatherapy treatment.

Gardening
Being outside, even for a relatively short period of time can help to
lift your mood and boost Vitamin D levels. Gardening is a fantastic
way to encourage you to spend time out doors and is possible
whether you have a garden, a balcony, an allotment or volunteer in
local green spaces. It is rewarding to watch the seeds you plant grow
into healthy plants. Even weeding brings its own rewards in terms of
a good physical workout! Many allotments have community plots if
you would like to be involved but couldn't commit to a plot of your
own.
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Walking
Walking can be an opportunity to practice mindfulness. Join a
walking group and meet others at the same time or simply take the
dog out for a walk.

"I joined a walking group last year and have made lots
of new friends as a result. Sometimes I do a long group
walk up a mountain if I can get away for the day,
other times it is just a quick stroll along the beach on
my own. Either way it lifts my spirits and of course
helps me to keep fit."
Hobbies and interests
When you are busy looking after someone, it can be easy to neglect
your own hobbies and pastimes. However, it is important to maintain
your own interests. Maybe it's time to rediscover hobbies you enjoyed
in the past, or try new ones. This can be of benefit to your physical,
emotional and mental well-being. Some interests can be a great way
of meeting others whilst others can give you some much-needed
time to yourself!
The charity Age UK run a programme called 'Men in Sheds' in some
areas of the country to support older men who want to come
together, share and learn new skills.
www.ageuk.org.uk
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Another example is 'Meetup', a nationwide organisation that brings
together groups of people to take part in shared hobbies such as
walking, photography or lunch and a chat to name just a few.
www.meetup.com
There are many local opportunities available, libraries often have
information on local groups and your local college will have a
selection of courses available.
All of the above are ideas, things to have a think about and see if
there's something that you might try. You may have other ways that
you have found of looking after yourself that work for you. Please do
think about sharing these on our online community.
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Lifestyle
Lifestyle changes brought about by the responsibilities of being a
carer may feel inevitable. You may feel a burden has been placed
upon you or that you are losing control of the lifestyle you know.
Accepting what is happening, with emotions running high, can be
overwhelming. You may blame the person you care for or indeed
anyone who is close to you. Anger, guilt and resentment may build
up and you could feel 'off balance.'

With guidance and support, finding and keeping a balanced lifestyle
is possible. Eating well, sleeping enough, exercising, discovering
relaxation techniques and activities that work for you can help.

It is important to take one step at a time and not try to change
everything overnight. When you feel stress is building and you are
feeling overwhelmed you should try to use some of the strategies
mentioned earlier in this guide. You will learn what works best for you
over time and this will hopefully make you feel more able to cope.
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Eating well
Caring for someone with Huntington's, when you have to cater for
their high calorie diet can be time consuming. It can be tempting to
eat snacks for convenience rather than focussing and spending time
on preparing a balanced diet. A healthy diet should include foods
from all the food groups

Fruit and
vegetables
Protein

You should aim to eat at least five portions of a
variety of fruit and vegetables each day, whether
they are fresh, frozen, tinned, dried or juiced.
Protein is in foods such as meat, fish, eggs, beans,
pulses or meat substitutes such as quorn and tofu.

Carbohydrates

You need starchy carbohydrates from foods like
potatoes, rice and pasta. Try to eat whole grain
versions for maximum nutrients and roughage.

Dairy / dairy
alternatives

These help to provide nutrients such as calcium
and protein. These can be high in fat and too
much saturated fat can lead to heart disease.
Moderate and look for healthier unsaturated fats
and sources of Omega 3.

The NHS provide a useful eat well guide on their website that gives
information about how much you should eat from each food group.
www.nhs.uk
The British Dietetic Association also have a number of useful
factsheets available to download from their website
www.bda.uk.com
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At the Huntington's Disease Association, we have an eating well
guide that can provide helpful information about diet for the person
you care for with Huntington's disease.
wwww.hda.org.uk

Smoking
Smoking is the biggest cause of preventable deaths in the UK and it
is very hard to give up due to the highly addictive properties of
nicotine. When stressed and busy it can be hard to find the willpower
to quit something which may have been part of your life for many
years. It is even harder if the person you care for smokes too.
However, the benefit to your health and finances is enormous and
there is a lot of support to help you to give up. Ask your GP if there is
a cessation smoking service attached to the practice or locally. They
will be able to help and may prescribe aids for this free of charge. The
NHS provide useful guidance on ways to help stop smoking.
www.nhs.uk

Alcohol
A glass of wine at the end of a stressful day can seem like a good way
to relax, however alcohol is a depressant and can be very addictive. It
can disrupt your sleep and lead to fatigue the next day. It can be easy
for consumption to increase to a level where it causes problems for
your health. If you find relaxing a problem after a stressful day, try to
find alternatives such as a herbal tea or a relaxing bath. Speak to your
GP if you need advice about the amount you are drinking. The Drink
Aware website has a drink tracker and self-assessment tool you may
find useful.
www.drinkaware.co.uk
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Learning new skills
You may have a lifelong skill or hobby which you have found a way to
continue, or you may have one that has dwindled away. Many carers
find that having something for themselves makes life easier.
Research has shown that learning new skills can also improve your
mental well being by:
Boosting self-confidence and raising self-esteem
Helping you to build a sense of purpose
Helping you to connect with others
Maintaining the health of your brain

Top tips
Join a social group that is nothing to do with caring such as a
gardening group or a book club.
Consider a course at your local college

The University of the Third Age is a great resource to find out more
about educational or skills based courses across England and Wales.
www.u3a.org.uk
020 8466 6139
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Time for you
“When I can’t get it, I become crabby. When I do get
it, I’m a much better carer. In fact, I’m much more
professional. Professionals don’t work 24 hours and
neither should we.”
Hugh Marriott, The Selfish Pigs Guide to caring book

Caring for someone can feel like a 24 hour job. When you are
supporting the person you care for and all that caring involves, you
may feel like you are, ‘carrying a load.’
Making time for yourself is both essential for your own well-being
and to enable you to provide the best level of care for the person you
care for.
There are a number of ways you can make time for yourself.
You can try to find time for your hobbies and interests around the
routine of the person you care for.
You can also seek support from family and friends to come and
spend time with the person you care for while you take a break
from caring.
You may decide you need more specific respite which may involve
support from your Local Authority. This could be employing a
Personal Assistant or having a paid Carer come to look after the
person you care for whilst you take some time for yourself.
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More information about respite and financial support can be found in
our 'Carer’s guide’ available to download from our website.
www.hda.org.uk
It is important to value your own well-being and you shouldn't feel
guilty about seeking support and taking time away from your caring
role. Looking after yourself will give you the strength and resilience to
better cope with your caring responsibilities.

Support
Local authorities offer a carer's assessment that will provide you with
relevant guidance, advice and signpost you to services that can
support you. Depending on your financial situation, you may be
entitled to some financial support.

Carers centres
Both your local council and the charity Carers UK can advise if your
area has a carers centre. Carers centres offer a range of resources for
carers that you may find useful.
www.carersuk.org

Work
If you work, balancing your job alongside care can be difficult.
However work can also help you to think about things other than
caring, meet and socialise with other people, provide you with an
income and a different sense of identity. All of which can be
beneficial to your own sense of well-being.
If you do still work whilst caring for someone with Huntington's, you
should look at your rights at work. Carers UK have some useful
information on their website.
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Resource library
The following charities, organisations and public bodies have been
mentioned throughout this guide. Their details have been summarised
and grouped below for easy reference.

Organisation

Contact details

Support

Huntington's
Disease
Association

0151 331 5444

Advice

info@hda.org.uk
www.hda.org.uk

Support resources
Online forum

GOV UK

Local telephone list
www.gov.uk

Advice
Local services
Financial support

NHS UK

Local telephone list

Advice
Medical services

www.nhs.uk

Referrals
Carers UK

Age UK

0808 808 7777
info@carersuk.org
www.carersuk.org

Advice
Support resources

0800 678 1602

Advice

contact@ageuk.org.uk

Support resources

www.ageuk.org.uk

Independent Age

0800 319 6789
www.independentage
.org

Online forum

Advice
Support
Resources
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University of the
Third Age

020 8466 6139
www.u3a.org.uk

Education

British Dietetic
Association

0121 200 8080
info@bda.uk.com

Advice
Support

www.bda.uk.com

Resources

020 7766 9900
contact@drinkaware.co.uk

Advice
Support

www.drinkaware.co.uk

Resources

Drinkaware

Local courses
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Notes
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Get in touch
For advice and support
or to speak to a
Specialist Huntington's
Disease Adviser
email

info@hda.org.uk

phone 0151 331 5444
www.hda.org.uk
@hda_tweeting
@hdauk
@hdauk
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We'll be there

