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Living in any family can be difficult, but living as a young person in a 
family affected by HD carries its own unique challenges that may at 
times feel overwhelming. Not only do you have to cope with normal things 
like exams, peer pressure and boyfriends or girlfriends but the effects 
of HD mean families often experience circumstances that can lead to 
relationships breaking down, loss and bereavement, poverty or extra 
caring responsibilities.
  
The aim of this chapter is to give you some hints and tips that will 
increase your ability to cope with the journey ahead.

INTRODUCTION
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Use the clock faces below to describe what a day in your life is like. Fill in each 
section with what you do during that time, and colour in the thumbs beside 
to describe how you feel at that time in the day.

A Day in your life

MORNING

LUNCHTIME

2

AFTERNOON



DInner time

EVENING

NIGHT TIME
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There are times when you might feel worried or anxious about 
something? Write down what’s bothering you on the graffiti wall! 
You can then use a bigger and bolder colour to graffiti over what you have  
written with how you can overcome what is causing you stress.
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MEET JACK...
Jack (17) lives in Glasgow with his Mum, Dad and little sister Hannah (4). 
Four years ago Dad tested positive for Huntington’s disease (HD) after he 
had noticed a twitch developing in his hand. Soon after the test result Mum 
and Dad sat Jack down and explained HD to him. 

Over the last 4 years Dad has developed a noticeable movement in his hands 
which he tries to disguise as tapping. These movements have progressed 
to the point where he is struggling to keep working as a self employed 
electrician. 

Jack has noticed that Mum and Dad are arguing a lot recently and shouting 
at each other over seemingly small things. Jack and his Dad have a close 
relationship but recently Jack has noticed that Dad can lose his temper 
- such as when someone spills a drink or changes the TV channel without 
asking. 

Jack is currently in his last school year at High School and has always been 
a steady student gaining good grades. Jack recently sat his mock exams 
and was disappointed to fail his Maths exam, which he thought was one of 
his strongest subjects. Jack’s Guidance Teacher is very friendly but Jack has 
never mentioned anything about HD to him.

Outside of school Jack loves playing football and is a member of the 
local football team. However, over the last few months he has missed the 
Wednesday night training session because he has had to look after his sister 
while his Mum works. This has meant he has lost his place on the team.

Jack has a close group of friends and some of these know about HD.  
His closest friend (Jim) feels that Jack should get tested when he turns 18. 
Jim has told Jack this many times, but at the moment Jack is undecided 
about what to do. 

As you can see, Jack is growing up in a family that is affected by HD. Like 
most 17 year olds he is trying to cope with a huge amount of ‘stressors’. 
These include dealing with his Dad’s HD symptoms, tension between parents, 
exam pressures, caring responsibilities and dealing with his own genetic risk.

Thinking about Jack’s situation, use the table on the next page to think 
through the advice that you would give to Jack to help him cope with these 
issues  
in the best possible way.
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LUNCH TIME

MORNING

AFTERNOON

DINNER TIME

night time

EVENING
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You may be living with, or know someone who has started showing symptoms 
of HD.  Use the clock faces below to describe what a day  
in their life looks like.

A Day in THEIR life

What is the bit  they most enjoy?
What is the bit they 

least enjoy?

How could their 

day be improved?



Sometimes it can feel that a person in your life with HD is changing  
a lot. Take some time to think about how you can stay connected  
in the future and write your ideas around the photograph.

Something I 
wish we could 

do is

Your best
quality is

Something  
I would like  
us to talk 
about is

A special 
 memory 

I have of us is

Add in
your own...

Something  
I would like  

to learn from 
you is

Insert a picture  
of your family 

member
here!
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Staying connected

Add in
your own...



Have a think about your own situation and how other people’s symptoms 
are affecting your life.

Using the Movement, Mood and Mind symptom categories below, draw 
a circle around each word. The bigger the circle, the more impact this 
symptom is having on your life.  

Inside the circles make a note of what specific symptoms are affecting 
you most.
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Symptom circles

MINDmood

movement



Stress-o-meter
We all have things that stress us out. Being able to identify what these are 
is an important step in improving our ability to cope and deal with them. 
Thinking about the symptoms and the issues that you have identified in the 
Symptom Circles activity, place them on the stress-o-meter. The closer to 
the top of the stress-o-meter, the more stress it causes you.

LITTLE BIT stressed 

BIT MORE stressed 
 

quite stressed 

stressed 

very stressed 

stressed out

11

write the 
things 

that stress 
you 

out here



What’s causing 
me stress?

How does this 
make me feel?

How I cope at the 
moment?

How well is this 
working?

Identifying the things that cause us stress is important, but if we stop there then 
nothing will change. Take your top issues from the stress-o-meter and use this 
activity to map your route to better coping.

Your Route to 
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What could I do 
differently?

What support do I 
need to make this 
happen?

Who can help? How will I know 
when things 
start to 
improve?

better coping
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Notes
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Coping  
Toolbox
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Over the next few pages you will find lots of practical 

hints and tips that will help you cope when you are 

finding life difficult. You won’t find every idea works for 

you, but that is ok. The important thing is to try out 

new ways of coping, and in doing so it will give you more 

’tools’ to use when the going gets tough.

Use the space at the end of the toolbox to add in your 

own ideas and keep a record of the hints and tips that 

you have found most helpful.



Helping Hand
We all go through challenging times, however speaking to someone can 
help. Using the helping hand below, write down who your ‘go-to’ people 
are. Put a name (and a telephone number) on each finger.

If you are going through a difficult time why not use the helping hand to 
contact the person written on the thumb above. If they are too busy to 
listen - try the person written on the next finger until you find some one 
who can help. Don’t stop until you are heard.
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Hints and Tips
Take a ‘tech’ break

Light a  
scented candle

Play a sport

Have a hot choc

Make a list of your 

achievements

Go for a jog

Count to 10 slowly

Do something to 

help at home

Complete a crossword

Make a thoughts jar

Go on a picnic

Visit a sea life centre
Visit the zoo

Go to the park

Bake a cake

Have a coffee

Take the dog for a walk
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Circle the hints 

and tips you 

would like to try



Wheel of life
Step one – Choose 6 different areas of your life, and write what they 
are at the top of the 6 spokes on the wheel. Examples could include: 
School – HD – Health – Hobbies – Friends – Family etc.

Step two – Under each heading, mark on the line how well that area of 
your life is going (0 lowest and 10 is highest). After you have marked a score for 
each section, using a ruler draw a line from point to point round the circle.

Step THREE – How balanced is your wheel? Remember a wheel works 
best when it is round, otherwise it gets bumpy. Using a different colour, mark 
on the wheel what you would like the scores to be in 6 months.

Step FOUR – Above the headings that you would like to improve, write 
down a few ideas that will help you achieve your new score.

10

10

0

10

10

10

10

18



Hints and Tips

Run a bath

Take TEN deep breaths

Go for a walk

Pick some wild flowers

Draw a picture

Begin a blog

Go to the  
cinema

Visit a family member

Eat an ice cream

Write a poem

Make a fruit 
smoothie

Take a funny 
selfie

Listen to 
music

Have a nap

Write a letter 
to yourself

Play a video game

Have a cup  
of tea
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Circle the hints 

and tips you 

would like to try



Bucket List
What 5 things would you like to do 
before you turn 30?

1

2

3

4

5
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Hints and Tips

Keep a journal

Keep a journal
Play a board game

Go to a SHAYP 

activity

Set a new
 life ‘goal’

Visit an 
art gallery

Volunteer for  something

Phone a friend

Go on a 

bike ride

Speak to a SHAYP 
youth advisor

have a 
good cry

Take an away day
Lunch at 
a cafe

Do a random act
of kindness

Watch your  
favourite TV show

Dance!

zzzz....Arrange a 

sleepover

21

Circle the hints 

and tips you 

would like to try



Write your own hints,tips and the  
tools you have tried

22


