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Introduction
Being a young carer, 
or a young adult carer, 
can be a difficult and 
demanding role but also 
hugely rewarding. Young carers
do all sorts of things for their loved ones such as
housework, helping with physical care, dealing
with money issues and looking after brothers and 
sisters.

However, many young people who have a caring role may 
not identify as a young carer which means they could be 
missing out on support that is available to help them 
care for their loved ones. 

This chapter will help you to find out if you are a 
young carer and give you the opportunity to think 
about what support you may need.

YOUNG CARERS
THE FACTS

1

In Scotland a young carer 
is a person who is under 18 
years (or over 18 if still at 
school)

Three out of five people will become a
carer at some stage in their lives 

There is a range of support available to help young 
carers stay in education and employment and 
maintain their physical and emotional wellbeing

There are an estimated 44,000–100,000
young carers in Scotland
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Not every young person who cares for a family 
member identifies as a young carer. For some 
young people extra caring responsibilities are 
just part of family life. 

This section will help you to consider whether 
you are a young carer and any additional sup-
ports you may require.

Do I care? How old are you?

What tasks do you 
think young carers 
undertake?

DO you know anyone
who is a young carer?

2

Is there anyone
that you care for?

Do you identify as
a young carer, IF SO why?
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Meet Jess (17) a young carer
Tell us a little bit about yourself?
I am 17 years old and live in the highlands of Scotland with my Mum (who 
has symptoms of HD) and Dad. I left school last year and am training to 
be a hairdresser.

When did you start caring for your mum?
I started caring for my mum about 2 years ago. That’s when HD started 
to really affect her, so I started helping out a bit more. I sort of fell into 
the role naturally and ever since I’ve just got myself into a routine. It’s 
part of my day to day life now.

What type of things do you do to care for your Mum?
A variety of things. Day to day this can include things like making meals, 
cleaning the house, helping with shopping and organising paying bills 
and other household tasks. Until recently I wouldn’t have identified as 
a young carer, I just always saw what I did as a natural instinct to help 
look after my Mum.

What do you find most challenging about caring?
A big challenge is that there are times when I feel that I can’t leave Mum 
on her own and this means that I will pass up chances to go out with 
my friends. That can be difficult. I want to spend time with my Mum but 
I also want my own time too, and when Dad is working away I sometimes 
feel that I need to stay in with her. If I do end up going out then often I 
feel nervous and anxious that something will happen to her and it makes 
me just want to go home instead of staying out and having fun. As well 
as that sometimes I just feel really tired. 

How does HD affect your mum?
Watching how HD affects mum is really difficult. 

It’s very hard to watch her movements as I’m always thinking ‘is she going 
to fall over?’. I get quite worried when she is around people in case she 
walks into them or they knock her over. It can make me quite agitated.

Her moods can also be difficult to deal with. Sometimes she will go 
into a mood for seemingly no reason and start getting very angry and 
shout at me. mum can forget about it very quickly and it doesn’t seem 
to affect her too much but it takes longer for me to process what 
happened and get over it.

Sometimes when we fall out I feel like saying ‘don’t you appreciate 
everything I’ve done for you?!’. Afterwards I always feel guilty about
getting frustrated, as I calm down and realise that what is 
causing my mum to act like that is HD, it’s not my mum talking.

CONTINUED ON NEXT PAGE
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Did your caring role have an impact on your school life?
I actually really enjoyed going to school as it felt like it was time 
focused on me but when I was studying for exams it was hard to 
get peace and quiet at home. Also, if mum and I had an argument 
the night before going to school I would often be sitting in class 
wondering if she was going to speak to me or not when I got home. 
It meant that instead of concentrating on my school work all I was 
thinking about was how mum was at home and whether she was in a 
mood with me or not.

What positives are associated with your caring role?
Although there are difficult moments my mum and I also have a 
really good laugh together and I think my caring role has a positive 
impact on her life. I have also learned and developed some new skills 
like how to cook for myself, do household shopping and organise 
paying for bills. I actually really enjoy caring for her and sometimes 
I find myself looking forward to coming home and cooking and 
cleaning.  

What advice would you have for another young person who 
is starting to care for a family member?
I have found it helpful to go and chat things over with someone 
else and cool off instead of allowing a difficult moment to lead to 
an argument. I have had to learn that it is sometimes best to walk 
away from difficult situations. It sounds simple but it’s a lot harder 
than it sounds.

I also think it’s a good idea to go out and do something to take 
your mind off things. Have a walk, go to the cinema, read a book. It’s 
important to make time for yourself.

And learn more about HD. I found that learning more about HD 
allowed me to better understand why Mum often acts the way she 
does. Speaking to my SHAYP Specialist Youth Advisor has made 
life so much easier and helped me cope better with the difficult 
moments.

Lastly, if you had to sum up your caring 
experience in 3 words what would you pick?
Stressful, Tiring, Enjoyable

4
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The caring jobs I do
This activity will help you establish the total amount of caring activity 
you may be undertaking. Below are some jobs that young carers do to 
help. Think about the help you have provided over the last month. Please 
read each one and put a score in the box to show how often you have 
done each of the jobs in the last month. 

How often do you… 

never = 0    some of the time = 1   a lot of the time = 2

 1    Clean your own bedroom

  

 2    Clean other rooms

 3    Wash up dishes or put dishes in a dishwasher

 4    Decorate rooms

 

 5    Take responsibility for shopping for food

 6    Help with lifting or carrying heavy things

 7    Help with financial matters such as dealing with bills, 

             banking money, collecting benefits

 8    Work part time to bring money in

 9    Interpret, sign or use another communication system 

                          for the person you care for

CONTINUED ON NEXT PAGE
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 10     Help the person you care for to dress or undress

 11      Help the person you care for to have a wash

 12     Help the person you care for to have a bath or shower

 13     Keep the person you care for company e.g. sitting with  

   them, reading to them, talking to them

 14     Keep an eye on the person you care for to make sure  

    they are alright

 15     Take the person you care for out e.g. for a walk or to  

    see friends or relatives

 16     Take brothers or sisters to school

 17     Look after brothers or sisters whilst another

   adult is near by

 18     Look after brothers or sisters on your own

This activity (Multidimensional Assessment of Caring Activities (MACA-YC18)) is taken 
from Manual for Measures of Caring Activities and Outcomes for Children and Young 
People (2nd Ed):  Stephen Joseph, Fiona Becker and Saul Becker. 

6
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To find your total score of caring activity total all
18 scores on page 5 and 6 together and write in the box below. 

  Subscale Add the scores Score
 from following questions

Domestic Activity Questions 1, 2 and 3
e.g. cooking, cleaning, 
washing dishes

Household Management Questions 4, 5, and 6
e.g. shopping, household 
repairs, heavy lifting  

Financial and Practical Questions 7, 8, and 9 
Management e.g. paying
bills, working part time, 
interpreting 

Personal Care Questions 10, 11, and 12
e.g. dressing, washing,
giving medication 

Emotional Care Questions 13, 14, and 15
e.g. watching, taking
person out, 
emotional support 
 
Sibling Care Questions 16, 17, and 18 
e.g. caring for
brother/sister

7

What does your total score show?
0:   No caring activity recorded
1-9:   Low amount of caring activity
10-13:   Moderate amount
14-17:   High amount
18 and above:  Very high amount of caring activity

TOTAL SCORE

Now complete the table below to find out what areas of caring you are most 
involved in. The higher your subscale score, the more caring you do in that 
area (0=lowest, 6=highest).

THE CARING JOBS I DO

RESULTS
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Young Carers worker interview 
Marjory Jagger is the Skye & Lochalsh Young Carers Manager.

As a young carer’s worker, what does your job involve?
My job involves working alongside young carers to support their different 
needs and wishes.  Our team provides training to help people understand 
what young carers are going through and what we can do to help 
support them.  We work in partnership with schools and other services 
like the Scottish Huntington’s Association to get the best information 
and support we can for young carers and most importantly we provide 
opportunities to help young carers achieve and have a life outside of 
their care role.

How does the young carer service help young people?
In our area we help young carers get together each week for some skill 
development training, activities and fun to help them cope and put aside 
their worries.  We also provide regular respite breaks and space and 
time for young carers to speak in confidence about their worries and 
thoughts so that we can make plans together to help improve things. 

In your experience what are some of the biggest issues that young 
carers face?
Many young carers can feel lonely and misunderstood by other people.  
As they tend to prioritise the needs of the person they care for they 
can often neglect their own needs and wishes.  Many struggle to deal 
with lack of information, tiredness, pressure of school work and difficult, 
stressful feelings. 

What advice would you give to a young person who is thinking about joining in 
with a young carers project?
Do it!  The service is there for you, it’s a special service for a special 
young person like you.  If you want more supportive friends, support 
from adults who can understand and opportunities to have fun and 
learn skills to help you cope then come along and join us. 

How can a young person get involved with a service like yours?
A young person can make contact themselves or they can ask 
any adult or friend to help support them.  There is a short 
form (called a referral form) to fill in and when we receive 
it we get back in touch to plan what happens next. 
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How caring affects me
Caring for someone can at times be challenging. This activity helps you 
to look at the positive and negative effects of the caring activities you 
carry out.

On the next page are some things young carers like you have said about 
what it feels like to look after someone. Please read each statement 
and write your score in the box to show how often this is true for you. 
There are no right or wrong answers. We are just interested in what life 
is like for you because of caring. 
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1 Because of caring I feel I am doing something good

2 Because of caring I feel that I am helping

3 Because of caring I feel closer to my family

4 Because of caring I feel good about myself

5 Because of caring I have to do things that make me upset

6 Because of caring I feel stressed

7 Because of caring I feel that I am learning useful things

8 Because of caring my parents are proud of the kind of person I am

9 Because of caring I feel like running away

10 Because of caring I feel very lonely

11 Because of caring I feel like I can’t cope

12 Because of caring I can’t stop thinking about what I have to do

13 Because of caring I feel so sad I can hardly stand it

14 Because of caring I don’t think I matter

15 Because of caring I like who I am

16 Because of caring life doesn’t seem worth living

17 Because of caring I have trouble staying awake

18 Because of caring I feel I am better able to cope with problems

19 I feel good about helping

20 Because of caring I feel I am useful

never = 0      some of the time = 1        a lot of the time = 2

This activity (Positive and Negative Outcomes of Caring (PANOC-YC20)) is taken from Manual for 
Measures of Caring Activities and Outcomes for Children and Young People (2nd Ed):  Stephen 
Joseph, Fiona Becker and Saul Becker. 
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                    Scores Interpretation

 Positive 0 No positive outcomes reported 
  

 1-12 Relatively few positive outcomes reported
  

 13-20 Relatively high positive outcomes reported

 Negative 0 No negative outcomes reported

 1-8 Relatively few negative outcomes reported

 
 9-20 Relatively high negative outcomes reported
  

     

HOW CARING AFFECTS ME 

RESULTS
Look back at the questions and total your scores:

Box 1 – Positive Response Score 
Questions 1, 2, 3, 4, 7, 8, 15, 18, 19, 20

Calculate here
Questions  1  2  3  4  7  8  15  18  19  20
Score

Calculate here
Questions  5  6  9  10  11  12  13  14  16   17
Score

Box 2 – Negative Response Score 
Questions 5, 6, 9, 10, 11, 12, 13, 14, 16, 17
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Select the statements from page 10 which had the biggest impact on you 
and explain why this is important to you and what support you may need to 
manage or maintain your next steps.

  
  
  

How
Caring
Affects

ME

STATEMENT

STATEMENT

SUPPORT NEEDED

SUPPORT NEEDED

WHY IMPORTANT

WHY IMPORTANT
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STATEMENT

STATEMENT

SUPPORT NEEDED

SUPPORT NEEDED

WHY IMPORTANT

WHY IMPORTANT

STATEMENT

SUPPORT NEEDED

WHY IMPORTANT
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My views on caring
All young carers in Scotland should be given the opportunity to develop a Young 
Carer’s Statement. This statement will include your views and give a clearer idea 
of any issues you face and the help that you need.

What I would
like to achieve
in the future?

Do I need a break?
 Yes/No

I think I need the 
following help to keep 
caring:

I feel that I am able to do
the following caring roles:

I AM       YEARS OLD

I CARE FOR:

my NAME IS:
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YOUNG CARER Mood wall
By colouring in some of the words you can use this space to
express how you feel about being a young carer in a HD family.
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This is a great place to start for some information
which will help you as a young person caring for
someone with HD. The following pages are full of
tasty recipes that will help you prepare healthy meals
for both yourself and the person you care for. Look out for
the Top Tip boxes which give some extra suggestions on how
to make meal times easier for someone with HD.

YOUNG CARERS 
FOOD ADVICE
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Breakfast ideas
Boiled Egg with Toast soldiers
1. Fill a small saucepan with water (enough to cover the egg by about 1 cm)  
 and bring the water to the boil (so the water is bubbling).
2. Carefully place the egg into the boiling water using a large spoon (be   
 careful not to burn yourself with the boiling water).
3. Turn the heat down so the water is simmering (small bubbles) and leave  
 the egg in the water to cook for 5 minutes for a soft boiled egg (a runny  
 yolk) or 7-8 minutes for a hardboiled egg ( a hard yolk).
4. Using a large spoon carefully take the egg out the water and place into  
 an egg cup. Chop off the top of the egg with small knife and serve with   
 warm buttered toast cut into strips of soldiers (to dip into the egg   
 yolk). 

PORRIDGE
1. Place 5 or 6 tablespoons (approx. 40g) of instant hot oat cereal 
 in a microwaveable bowl. 
2. Gradually stir in cold milk (approx. 200ml).
3. Cook in microwave for approx. 2 mins (stir halfway through).
4. Check the Porridge is piping hot and allow to stand for 1 minute. 

Top Tip: 

Top Tip: 

17

To make it easier to chew and swallow, lightly 
toast the bread and spread it with lots of

butter. Cutting off the crusts helps. If toast is tricky, chop 
up the boiled egg in a cup and mix it with some butter.

To add calories to porridge use full fat milk 
rather than water or if that’s too creamy use 

half water/ half full cream milk. Other options are Weetabix well 
soaked in full fat milk or a smooth, thick and creamy yoghurt. 
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LUNCH ideas
Lentil and bacon soup
Ingredients (serves 6)
• 2 tablespoons sunflower oil
• 6 rashers of finely chopped smoked streaky bacon
• 1 onion, peeled and finely chopped
• 2 carrots (peeled and diced)
• 200g red lentils
• 400g can of chopped tomatoes
• 1 vegetable stock cube
• 1.5 litres of water
• Salt and pepper
• Bread 

1. Heat the oil in a large saucepan. Add in the chopped bacon, 
 onion and carrots and cook over a medium heat for 7-10 minutes
 (stirring every so often).
2. Add the red lentils to the pan and stir together. 
3. Add in the chopped tomatoes and 1.5 litres (2½ pints)
 boiling water (use a kettle). Once this is done you can add 
 and stir in the stock cube. 
4. Bring everything to the boil (so it is bubbling), cover and then gently
 simmer the soup gently for about 1 hour (the lentils and vegetables 
 should be soft and tender). Add more water if required.
5. Take the pan off the heat and leave it to cool a little. Add salt 
 and pepper to taste and serve with buttered bread.

Top Tip: 
18

To make this easier to swallow blend the soup until it’s nice and 
smooth. Some people might find bread tricky to chew so cut off 
the crusts and soak small pieces of the bread in the soup. To 
add calories to the soup, try adding some cream. 
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BAKED POTATOES WITH FILLINGS

Ingredients
• Jacket potato
• 15ml of vegetable oil
• Butter
• Choice of fillings e.g. grated cheese, beans, tuna, chicken   
 mayonnaise, chilli con carne

1. Heat oven to 190C fan/gas mark 6. 
2. Rub a little oil over each potato and put on the top shelf   
 of the oven. 
3. Bake for  approximately 1 hr until the skin is crisp and   
 the flesh soft.
4. Cut in half and top with your favourite filling.

Alternatively you can cook the potato in a microwave for between 
5-10 mins until the potato is soft.

LUNCH ideas

Top Tip: To make this easier to swallow, use a soft filling 
like tuna mayo, cheese or baked beans. Once the baked potato is 
cooked you might want to scoop the soft potato out of the skin 
as sometimes the skin can be tricky to swallow. Again you can add 
calories by using extra butter, mayo or cheese; this will also keep it 
nice and soft!

CH6YoungCarers.indd   22 24/07/2018   14:57



20

MAIN COURSE ideas
SPAGHETTI BOLOGNAISE (serves 4)

Ingredients
• 300 grams of Spaghetti
• 500g Beef mince
• 1 jar of Bolognaise sauce (from any supermarket)
• 15ml of vegetable oil

1. Heat up 15ml of oil in a sauce pan and add the mince. Cook the  
 mince over a medium heat until brown (approx. 5-6 mins).   
 Remember to stir  the mince to make sure it gets cooked evenly.
2. Once the mince is cooked drain any excess fat and add the   
 Bolognaise  sauce. Cover the pan and leave to simmer for 25-30  
 minutes. 
3. About 10-15 minutes before you serve bring a large saucepan of  
 lightly salted water to the boil.
4. Add in your Spaghetti and cook for between 9-11 minutes.
5. Drain your Spaghetti and serve onto a plate.
6. Using a serving spoon dish up some Bolognaise sauce on top of  
 the Spaghetti and serve whilst hot.  

Top Tip: Use penne pasta rather than spaghetti and cook for 2 

minutes longer than usual. To make it extra easy to chew and swallow cut the 

penne pasta in half once cooked. Soft garlicy dough balls cut into halves or 

quarters are also easier to swallow than garlic bread. 
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Sweet and Sour
Chicken with Rice (serves 4)

Ingredients
•  400g diced chicken breast
•  1 jar of Sweet and Sour sauce 
   (from any supermarket)
•  250g of long grain rice
•  15ml of vegetable oil

1. Bring to the boil a large
 pan of lightly salted water.
2. Add the rice and cover and simmer for approx. 10 minutes.
3. While the rice is cooking heat up approx. 15ml of oil in a frying pan.
4. Add the diced chicken to the frying pan and cook thoroughly    
 (chicken must be cooked all the way through, do not leave pink bits). 
5. Once the chicken is cooked, drain excess oil/fat and stir in the   
 sauce. Bring to the boil and leave to simmer for approx. 5 minutes. 
6. Drain your rice using a colander and serve onto a plate.

Gammon, beans and chips (serves 2)

Ingredients
•  2 gammon steaks
•  15ml of vegetable oil
•  1 tin of baked beans 
•  400g frozen chips

1. Preheat your oven to 220C. Place your chips on a baking tray in the oven. 
2. Cook chips for the time indicated on the back of the chip packet,   
 normally between 15mins-30mins depending on type of chips.
3. 10 minutes before chips will be ready, preheat a frying pan with the oil.
4. Fry the gammon steaks approximately 6 minutes per side, turning   
 regularly, until the slices are nicely browned and cooked through. 
5. Pour the beans into a small saucepan. Cook on the hob until the juice   
 starts to simmer.
6. Serve the gammon, chips and beans. 

Top Tip: Make sure the chicken pieces are 
cut into small chunks and use plenty of sauce to 
mix the rice into! If meat is too difficult to chew, 
try buying turkey or chicken mince instead. 

Top Tip: If swallowing the gammon is difficult 
try cutting it into small pieces and mix through the 
beans. You might want to try mash potatoes rather 
than chips – why not give frozen mash a go!
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DESSERT IDEAS
Ice cream and Jelly (serves 4)

Ingredients
• Packet of jelly (approx. 135g). Lots of different flavours are available
• Ice cream

1. Open the packet of jelly and separate the jelly into cubes placed   
 into a jug/bowl.  
2. Add 1/2 pint (285 ml) of boiling water to the bowl and stir the cubes   
 until they have dissolved. 
3. Then add 1/2 pint (285 ml) of cold water. Keep stirring and pour into   
 serving bowls.   
4. Allow to cool down and put in the fridge for the jelly to set. Once set   
 serve with your favourite ice cream.

NO COOK CAKE
Ingredients
• 100g butter
• 225g chocolate
• 2 tablespoons of golden syrup
• 100g of your favourite sweets (Maltesers/smarties etc)
• 100g mini marshmallows
• 225g biscuits (digestives or ginger snaps), broken into pieces

1. Line a rectangular or square cake tin with baking parchment.
2. Heat the butter, chocolate and golden syrup in a saucepan, and stir   
 it together with a wooden spoon. Leave the mixture to cool for 10 mins.
3. Place your sweets, mini marshmallow and biscuits in a large mixing bowl.  
 Pour in the melted chocolate mixture and mix together.
4. Pour the mix into the cake tin and leave to set in the fridge for 2 hrs. 
5. Once the mixture has set slice into individual portions. 

Top Tip: 

Top Tip: Try serving with some tinned fruit
which is often softer than fresh fruit.

A good option which might be easier to swallow is 
Angel Delight or chocolate mousse. 

CH6YoungCarers.indd   25 24/07/2018   14:57



23

TOP TIPS 
FROM THE EXPERT

1)

2)

3)

4)

5)

6)

7)

8)

9)

10) 

If possible, eat meals and snacks sitting at a table. It’s    
important to be sat up straight when you eat or drink

Try to reduce distractions e.g. turn off the TV/radio when eating

Try not to talk with food or drink in your mouth

Eat and drink slowly, sometimes people can rush without    
realising it!

It’s a good idea to remind people to stop after every few mouthfuls  
of food for a sip of juice, it helps to clear their mouth

Where possible add extra sauce to food to keep it soft and moist,   
and cut meat into small pieces

If the person with HD gets quite tired at night time they might find   
it easier to have their big meal at lunch time and a smaller supper   
later on

Lots of people find it hard to swallow tablets. It can be easier to   
take tablets with a spoonful of smooth yoghurt or custard

If you notice that the person you care for is coughing or choking   
when they eat or drink, it is important that you tell your SHAYP   
Specialist Youth Advisor about this as they will contact a Speech   
and Language Therapist who will be able to give you lots of help   
and advice to make eating and drinking safer

People with Huntington’s disease can lose weight easily. You can   
add extra calories by using full fat, full sugar products but you   
should always speak to your GP or HD specialist if you’re worried   
about weight loss. They can arrange for a Dietitian to give you   
advice and support

We asked Rachel Corr, Speech and Language Therapist
from NHS Ayrshire & Arran, to give us her top ten tips to
support someone with HD at mealtimes.
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FOODS TO BE  

CAUTIOUS OF

Some foods can be more difficult to swallow due to their texture, and 
this may cause a person with HD to cough and choke. To make foods 
easier to swallow ensure they are soft, moist and not too dry. Below 
are some foods which people with HD may find difficult to eat.

• Breakfast Cereals containing nuts or dried fruit, e.g. Alpen,
 Granary bread or crusty loafs
• Fish with bones, fish in batter, fried fish and fish cakes
• Stringy meats, meat pasties or sausages with a skin 
• Chips, crisps, potato skins, roast potatoes, sauté potatoes 
 or croquettes
• Dry rice, couscous etc...
• Roast vegetables
• Breaded foods
• Brussel sprouts, sweet corn, whole peas or fresh tomatoes
• Pastry
• Crackers or crumbly biscuits e.g. oatcakes, Hob Nobs etc…
• Nuts or fruit with a skin on e.g. grapes, apples etc…
• Coleslaw
• Salads
• Boiled sweets

Reproduced from Speech and Language Therapy, NHS Ayrshire and Arran
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Living in a family with HD, there may be times when you need to use first 
aid, either for yourself or for the person you are caring for. Over the 
next few pages, you will find some guidance on how to respond to some 
common first aid situations that you may come across living in a family 
impacted by HD.

It’s always useful to have a family first aid kit in your house.
Here are some things you may wish to include: 

YOUNG CARERS

FIRST AID

Plasters 

Sterile gauze dressings

Bandages

Disposable sterile gloves

Tweezers

Scissors

alcohol-free wipes
micropore tape
antiseptic cream
eye wash and eye bath
first aid manual

Family First Aid Kit

Top Tip: 
If you would like to learn more about first aid, why not 

undertake a training course with St Andrew’s First Aid 

www.firstaid.org.uk
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MINOR CUTS
Minor cuts can happen to anyone however due to changes with 
movement and mind symptoms a person with HD may be at increased 
risk of experiencing a minor cut e.g. chopping food, shaving, bumping into 
sharp objects. Although it can be daunting dealing with cuts due to 
the sight of blood these simple steps will help you control the situation.

1) Check the wound and if it is dirty 
then clean it by using running water with 
soap. You can also use alcohol-free 
wipes if there is no running water 
available.

3) If it is possible, with your support, 
get the person to raise the wound 
above the level of their heart as this 
will help slow blood loss.

2) Dry the wound by 
patting it dry with a 
clean towel/gauze swab.

4) Carefully remove a plaster from its 
packaging and cover the wound.

26
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CHOKING

3) If the back blows have not helped then 
try doing some abdominal thrusts (see 
picture). After 5 times stop and check the 
persons mouth to see if anything come out.

Sometimes a person with HD can get things stuck in their throat 
which could lead to them choking. Often they will be able to clear it 
themselves by coughing. However, there may be times that the person 
will need some help. Follow these simple steps. 

1) If the person is still able to breathe then 
keep encouraging them to cough as this may 
help clear whatever is blocking their airway.

2) If the person cannot speak and 
stops coughing or breathing then 
you should try giving them 5 back 
blows (see picture). Check to see if 
anything has come out their mouth.

4) If after trying the above steps the 
person is still having difficulty breathing 
then call 999 and ask for an ambulance. 
The call operator will give you further 
instructions about what to do next.

27
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BURNS
People can burn themselves in many ways however due to changes with 
movement and mind symptoms a person with HD may be at increased 
risk of experiencing a burn e.g. smoking a cigarette, spilling a hot drink, 
ironing, running a bath which is too hot. Most minor burns will heal 
naturally if treated properly. If the person you are caring for burns 
themselves then you should follow these steps:  

1) Hold the injured part of the person’s 
body under cold running water for at 
least 10 minutes, or until the pain from 
the burn is reduced.  Note: The skin may 
begin to swell so carefully remove any 
jewellery or clothing from the injured area.

2) When the burn has cooled you should 
cover it with kitchen (cling) film, or if it is 
a foot or hand then you can place a clean 
plastic bag over it. This will help keep the 
area clean.

3) If you think you need to, then you can 
seek medical advice.

28
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1) Be calm and don’t try to rush the 
person on to their feet too quickly. 
Reassure them and ask if they are 
hurt anywhere. If they are hurt and 
in pain then it may be best to ask 
them to remain where they are whilst 
you phone an ambulance.

FALLS
HD can impact upon someone’s ability to move and balance, and this may 
mean they are more likely to fall over or lose their balance. If the person you 
care for has a fall then follow these steps:

2) If they are not hurt then you 
can begin to help them up gently. 
Remember, people can be very 
heavy, so it might help to pull 
over a piece of furniture that the 
person can hold onto to help get 
up.

3) Help them get up slowly, and take them to a seat to recover. 

If the person appears responsive then follow the steps on this page.
If the person appears unresponsive then see page 30-31.
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UNRESPONSIVE PERSON
You may come across a situation where the person you care for 
becomes unconscious or unresponsive. If this happens then try to 
stay calm and follow these steps.

1) As you approach the person have 
a look to see if there is anything 
dangerous around them (broken glass, 
electric wires, something slippy). If it 
is safe then gently shake the person’s 
shoulders.

3) If they respond to you then you can find out what happened and 
whether they have any other injuries. But if they do not respond the 
next thing to do is find out whether they are still breathing or not. 

2) Ask the person a few questions to see if they 
respond (‘What has happened? Can you open 
your eyes?).

30

4) If the person is on their back 
then put two fingers under the 
person chin and tilt their head 
gently back which will help open 
their airway.
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5) Have a look and listen for any breathing by putting your cheek next to 
their mouth to feel any breath and look at their chest to see if it is rising 
and falling. After 5-10 seconds make a decision and then do one of the 
following: 

UNRESPONSIVE PERSON

If the person is NOT breathing 
then start CPR (Cardiopulmonary 
Resuscitation) – see page 34.

31

If the person is breathing 
(but is unresponsive) 
then put them into the 
recovery position - see
page 32.
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RECOVERY POSITION

32

2) Straighten the 
person’s legs
and then put the person’s 
arm that is closest to 
you at right angles to 
their body (with the palm 
of their hand facing up).

3) Reach across the person and 
take their other arm across their 
chest holding their hand against 
their cheek (the cheek that is 
nearest to you).

Whilst you are holding their hand against their cheek hold their 
furthest away leg (just above their knee) and pull it up so their foot 
is resting flat on the ground.

By putting the person into the recovery position
they will be safe until help can arrive.

1) Remove anything from the 
person that is bulky or fragile, 
such as glasses, mobile
phones or keyrings.

CH6YoungCarers.indd   35 24/07/2018   14:57



33

4) Whilst you are holding the 
persons hand against their cheek 
pull gently on the leg so the 
person rolls towards you onto 
their side.

5) Now their body is in position the 
next thing to do is gently tilt the 
person’s head backwards to make 
sure their airway stays open and 
they can breathe more easily.

6) If you haven’t already, call an 
ambulance by dialling 999. Continue 
to check that the person is 
breathing.
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CPR 
CPR (Cardiopulmonary Resuscitation) is a first aid technique 
that can help someone who is not breathing stay alive until 
help arrives. CPR helps to circulate blood and oxygen around 
the person’s body and has two steps which are repeated.

34

STEP 1 - Chest Compressions
Lean over the person’s chest and press 
straight down with your interlocked hands.
The chest should move downwards by about 
5-6 cm. Bring your hands up but do not remove 
them. This will allow the persons chest to rise 
before giving the next compression. You should 
give 30 chest compressions at the speed 
of about 100-120 per minute (approx. 2 per 
second). 

x 30
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If there is another person present ask 
them to call 999 for an ambulance! 

Repeat steps 1 and 2
until help arrives.

35

STEP 2 - RESCUE BREATHS
After 30 chest compressions it is time to give some rescue breaths. 
Tilt the person’s head back and raise their chin which will help to open their 
airway. Using two fingers pinch the person’s nose, take a deep breath and
blow into their mouth, making sure there is a tight seal. 

x 2

Give two rescue breaths for every 30 chest 
compressions and keep repeating this pattern until help 
arrives, the person starts to respond or you get too 
tired to keep going. 
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