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Introduction
What is this booklet for?

This booklet is to help you:

Think about your care now and in the future

Consider care choices and preferred locations of care in 
different scenarios

Facilitate discussion with health care professionals

Keep a record that can be added to over time 

This booklet can be used in a number of ways: 

If you want to you can:

Take it home and use it in private,

Fill it in with the support of health care professionals 
such as your doctor or nurse,

Use it to help consider your thoughts and feelings,

Use it to help talk through care choices and options with 
your friends, family and health care professionals.

You can use this booklet to think about things, you don’t 
have to fill it in.

What care options and services are available? 

When using the ‘My Choices’ booklet – You can refer to the 
accompanying leaflet ‘Types of Services and Important 
Terms’. 

Sometimes, not all care options and services will be available 
in your area – but knowing your preferred choice and 
preferred location of care will help the NHS to plan services for 
the future.  Sometimes your care choices and preferred 
options may not be able to translate into actual services.  
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The ‘My Choices’ 
booklet for young people covers:

Thinking about and planning for different 
situations, including: 

Every day

Social activities I would like to do, 
things I would like to achieve

Routine appointments and follow-up 

Education/employment

Transition to adult services

And  

‘What if?’  - scenarios, including:

If I or my family need a ‘short break’ 

If I am mildly unwell

If I am moderately unwell 

If I am very unwell 

If I may not recover
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Everyday care at home

You may need practical help and support to care for yourself at home.

Is this an aspect of your care that you want to change or improve? 
If yes, please provide a brief description of your current situation

Do you have a ‘key worker’ to coordinate care?   Circle Yes   No    Don’t know

If you answered ‘No’ or Don’t know’ ask your nurse or doctor.

What works well with your everyday care?

What would you like to work better at the moment with your everyday care? 

How important is it to change/improve this aspect of your care?  
Circle one option

Very important Important Not important
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Planning ahead: My everyday care

What would be your overall aim in changing or improving 

your everyday care?

Very far 

from my

aim

I have 

achieved 

my aim

My overall aim would be to ...

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about improving or 
changing my everyday care

Share these ideas with your parents, nurse and doctor
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Social activities and things I would like to achieve

You may have lots of activities that you would

like to do now or in the future

Is this an aspect of your care or family life that you want to change or 
improve? Circle Yes   No    Don’t know

How important is it to change/improve this aspect of your care/ family life?  
Circle one option

Very important Important Not important

If yes, what would you like to change?
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Planning ahead: Social activities and things 
I would like to achieve now or in the future

What would be your overall aim in changing or improving the 

activities that you do with your family now or plan to do in the 

future?

Very far 

from my 

aim

I have 

achieved 

my aim

My overall aim would be to ...

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about planning and 
social activities
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Follow-up appointments and routine tests

You may frequently attend follow-up appointments and routine

tests (such as blood tests).

Is this an aspect of your care that you want to change or improve? 

Circle Yes   No    Don’t know

How important is it to change/improve this aspect of your care?  
Circle one option

Very Important Important Not important

If yes, what would you like to change?
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Planning ahead: Follow-up 
appointments and routine tests

What would be your overall aim in changing or improving 

your follow-up appointments and routine tests?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about changing or improving follow-up 
appointments and routine tests
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Education/employment

You may need practical help and support to get the 

best out of your education and employment

How important is it to change/improve this aspect of your life?  
Circle one option

Very important Important Not important

Is this an aspect of your care that you want to change or improve? 

Circle Yes   No    Don’t know

If yes, what would you like to change?
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Planning ahead: My health care and education/
employment

What would be your overall aim in changing or improving 

your education/employment?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about my health care and education/employment
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Transition to adult services 

You would usually transfer to adult services from around 16 years

Is this an aspect of your care that you have started planning for, or been 
through?   Circle Yes No Don’t Know 

If yes, please provide a brief description of your current situation

How important is it to change/improve this aspect of your care planning?  
Circle one option

Very important Important Not important

If you answered ‘No’ or Don’t know’ ask your nurse or doctor.

12



Planning ahead: Transition to adult services

What would be your overall aim in improving/planning for 

your transfer to adult services?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about transition to adult services
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What if I / my family need a 

‘short break’ 

You may need a  ‘short break’ from your parents/family, and your parents/

family may need a ‘short break’ if they have caring responsibilities

Is this an aspect of care that you want to change or improve? 

Circle Yes No Don’t Know 

If yes, what would you like to change?

How important is it to change/improve this aspect of your care?  
Circle one option

Very important Important Not important
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Planning ahead: Short break care

What would be your overall aim in improving/planning for if 

you need short break care?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about short break care

16



What if I am mildly unwell

When mildly unwell with illnesses such as coughs, colds, tummy 

bugs and urine infections etc – young people usually need some extra 

care until they are better.

What works well when you are mildly unwell?

What could work better when you are mildly unwell?

How important is it to change/improve this aspect of your care?  
Circle one option

Very important Important Not important
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Planning ahead: If I am mildly unwell

What would be your overall aim in improving your care if you 

are mildly unwell?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about if I am mildly unwell
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What if I am  moderately unwell?

When moderately unwell – young people usually need quite a bit of extra care, help 

with eating and drinking, sometimes more help with breathing such as additional 

nebulisers of physiotherapy, taking extra medicines, more frequent help with 

washing and hygiene and extra monitoring.

What works well when you are moderately unwell?

What could work better when you are moderately unwell?

How important is it to change/improve this aspect of your care?  
Circle one option

Very important Important Not important
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Planning ahead: If I am moderately unwell

What would be your overall aim in improving your care if you 

are moderately unwell?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about if I am moderately unwell
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What if I am very unwell?

When very unwell – young people require active treatment and care from doctors 

and nurses.   They may need such things as an intravenous drip or naso-gastric feeding, 

intravenous medicines, help with breathing (such as oxygen and additional

physiotherapy) and 24 hour sometimes one to one care.

What works well when you are very unwell?

What would you like to work better when you are very unwell?

How important is it to change/improve/plan for this aspect of your care?  
Circle one option

Very important Important Not important
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Planning ahead: If I am very unwell

What would be your overall aim in planning for or managing  

your care if you are very unwell?

My overall aim would be to ...

Very far 

from my 

aim

I have 

achieved 

my aim

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.

My ideas about if I am very unwell
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Planning ahead: what if doctors consider that 

I may not recover?

Very important Important Not important

Months in advance Weeks in advance At the time

Circle one option

Circle one option

How important is it for you to have a clear plan in place for this aspect of your care?

When would be an appropriate time for you and your family to start thinking about 
planning care if doctors thought that you may not recover?

If appropriate – what type of help and support would you and your family need to start 
thinking about and planning this aspect of care with your care team?

Please describe:
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Planning ahead: what if doctors consider that 

I may not recover?

Would you and your family like to see a copy of an ‘end of life’ care plan template for 
future use?

Yes No Don’t know

Circle one option

Very far from 

thinking about 

end of life 

care options

Very close to 

thinking about 

end of life care 

options

You may not be ready to, or need to, consider care options – but if you have a 
preference – where would you  prefer to be cared for:

Towards the end of your life? Please state option:

At the end of your life? Please state option:

If ‘Yes’ contact your nurse or doctor.

Use this rating scale to show where you are now:

1. 2. 3. 4. 5. 6. 7. 10.9.8.
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Other important things you wish to 

think about and plan ahead:

Notes:
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