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Useful resources:

A Toolkit for family carers of adults with learning
disabilities.

British Institute for Learning Disabilities (BILD)
www.bild.org.uk

Does a member of your family have a learning disability?

National Team for Social Inclusion
www.ndti.org.uk

Are you a carer? Do you find that looking after your own
health often gets pushed down to the bottom of your
‘to do’ list?
If so, then this toolkit is for you. It will help you think
about the importance of looking after your own health
If you are looking after someone you need to look after
yourself too!
There are a number of organisations that can help you
find out more about opportunities for your learning
disabled family member.
Mencap
www.mencap.org.uk
The Challenging Behaviour Foundation
www.challengingbehaviour.org.uk
Foundation for People with Learning Disabilities
www.learningdisabilites.org.uk

National Family Carer Network
www.familycarers.org.uk
For carers with learning disabilities see:
Mutual Caring: Supporting Older Families Who are Looking
After Each Other www.learningdisabilities.org.uk
Getting the best for your own health see:
Carers Health and Wellbeing Checks
www.devon.gov.uk/carershealthandwellbeingchecks
Carers Health check Carers UK
www.carersuk.org
Carers Trust
www.carers.org
www.nhs.uk/livewell/fitness
www.rcpsych.ac.uk/expertadvice/treatments/exercise
andmentalhealth

Introduction

Your Good Health!
There were 5.8 million carers identified in the
latest Census.

In addition, they often find themselves caring for
other family members whilst caring for their son or
daughter.

All these carers need to be known to services and
have access to support that helps them maintain their
own health and wellbeing.

Over 52% of adults with learning disabilities
live with their parents; a further 12% live with
other family members, often siblings, and even
when the person with learning disability leaves
home it does not mean an end to the caring role!

All Carers need:
• Good information
• Good assessment of their needs
• Good support
• Good health to carry on caring!

As families grow older together many adults with
learning disabilities find themselves taking on a
caring role for their elderly parents.

Family carers of adults with learning disabilities
have all the same needs as other carers but they
also face some additional challenges. It is important
to acknowledge this and provide information that
is targeted specifically at them.
The important thing about family carers of people
with learning disabilities is the lifelong and
continuous nature of their caring role over many
decades!

Carers with learning disabilities need appropriate
and tailored support in their own right.
For siblings the caring role can also be spread out
over their life time, first as children and then later
when their parents grow older and eventually die.
No two families are alike and all family carers
have to be respected for their uniqueness – but
all family carers need support to think about
and prioritise their own health!

Introduction

There is a lot of evidence that
caring can have a significant impact
on health!
Your wellbeing is vitally important – if you
become ill there could be serious implications
for the person you care for.
It is important you:
• Look after your health
• Look after your emotional wellbeing
• Make sure you stay connected to people and
don’t become isolated
• Make sure you get a break
• Know where to ask for help and how to
ask for it if you need it!
• Know your rights as a carer

There are two very good reasons to do so:
• You deserve a life for yourself beyond your
caring role;
• If you are too unwell to care anymore –
who will?

Your Good Health: Staying Well

There is an old saying, ‘prevention is better than
cure’, and when it comes to your health and
wellbeing it is true.
There are things that you can do to change and
adapt your lifestyle that will make a difference to
the way you feel and reduce your risk of
developing health problems.
It is important to remember that your physical
and mental wellbeing are linked. Sometimes
small changes can make a big difference to the
way you feel about yourself and your life.
Things you can do for yourself! – Be proactive
Eat Well.
Most people know a good diet is important for
protecting the body against physical problems like
heart disease, obesity and the related problems of
diabetes and strokes, but did you know that
what you eat also has an effect on your
mental well being? You should eat three
balanced meals a day and drink plenty of water.

Eating fresh food is important and you should try
to include more fruit and vegetables in your diet.
• Try adding chopped fruit to your cereal/ yoghurt/
or porridge in the morning
• Have salads with your lunch
• Add vegetables to sauces
• For a healthy snack chop carrots/peppers/
cucumber into sticks and dip them in cream
cheese or salsa
• Don’t forget that a glass of fruit juice counts too!
Many people with learning disabilities have problems
with their weight and diet so the added value
of looking after your diet is that you are looking
after theirs too if they live with you!
www.nhs.uk/livewell/goodfood
(8 Tips for Healthy Eating)
www.bbc.co.uk/health
www.helpguide.org/healthy_eating
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Drink Sensibly

Exercise

Lots of people enjoy an alcoholic drink, a glass of
wine or a beer but it is important to stay within the
recommended daily allowance: 3-4 units for men,
2-3 for women. Excessive drinking is not good for
your physical or mental health. Some people use
alcohol to try to deal with difficult feelings
however the effects are only temporary and can
make you feel worse as the alcohol wears off.

It is really important that you try to get some
regular exercise. Not only is it physically good for
you by getting your heart pumping, using your
muscles but it can release chemicals that make
you feel much better about yourself mentally.
Regular exercise can help you sleep, look and
feel better and in turn boost your confidence and
increase the way you feel about yourself.

Drink for the right reasons and enjoy it but not
to drown your problems or deal with stress.
Be aware about how you use alcohol.

Some ideas for getting active include:

www.drinkaware.co.uk
Smoking
Stopping smoking will improve your health but it can
be hard! You might need support to kick the habit.
To find out more call the free help line 0800 022 4332
or visit www.smokefree.nhs.uk You will find out
about local support groups, where to get free nicotine
gum and patches and other ideas to help you stop!

• Going for a walk as part of your routine either by
yourself, or with the person you support as this
might be good for them as well.
• Take the stairs rather than the lift when you are
out.
• Gardening
• Find an exercise class or join a leisure centre.
There may even be concessions for carers in your
local area. The same may be true at your local
swimming pool.
• Use one of the technology games you can plug
into your computer and do a keep fit programme
daily. If this is too expensive buy a keep fit DVD.
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Look after yourself emotionally

Learn to relax – Do something you love!

Looking after your mental heath is as important
as looking after you physical wellbeing. Caring
for someone on an on going basis brings immense
rewards but it can also be hard and you should
never feel ashamed to acknowledge this to yourself
or the other people around you. Talk about how you
feel with someone you trust, it can really help! Take
time to care for the other relationships in your life.
A partner or other children can feel very left out
if you take on too much caring yourself and
have no time left for them.

Easier said than done, you might say, but taking time
for yourself and learning how to de–stress when you
can is important. Seize the moment and try and work
out when you can find time to see what works for you!

Some of the emotions you may feel or have felt
in the past might include anger, stress, anxiety
or even depression. This is entirely normal. These
can all be very powerful emotions but there are a
number of things you can do to help manage them. It is
important that you do. Strong emotions release
hormones in your body which in turn increase your
heart rate, blood pressure, body temperature and
breathing. Long term exposure to these stress
hormones can lead to ill health.
www.helpguide.org/mental/stress
www.Mindyourhead.org.uk

Ideas might be:
• Going for a long bath – pop in some
aromatherapy oils.
• Listening to your favourite music and maybe sing
along too.
• Watching a favourite television programme.
• Go for your daily walk.
• Trying yoga or meditation.
• Play with your pets.
• Read a book or a magazine.
• Spend time with friends.
• Cooking your favourite food.
• Solving puzzles.
• Doing something creative like sewing or painting.
The list is potentially endless. It is finding what
relaxes you that count!

Your Good Health: Staying Well

“Our GP back in 2001 gave a prescription to Terry
and me when we went into the surgery frazzled
and near to splitting up. We expected medication
but he wrote on the prescription pad, ‘get yourself
a hobby’. It worked for us!”
Family Carer

You might think that all of this is just common sense
but if you are busy looking after someone else these
important things can be neglected!
Make time for yourself – try and plan in the time!
Don’t become isolated - stay connected

If you don’t have family and good friends near
to where you live then there are other ways of
staying connected to people and getting the
emotional and practical support that you might
need. Modern technology can really help here! But
so do old fashioned methods like talking on the
phone, writing a letter or going on a visit!
Peer Support – talking to other families
Over the years you might have found that meeting
up and talking to other family carers of people with
learning disabilities has been the best way of
getting support and finding out about the help that is
available. These other families are your peers and
this is what we mean by Peer Support.

Family and Friends
Having a strong support network of family and
friends can help you deal with life’s stresses.
Not only is it good to have people to talk to but
sometimes the people who care about you can help
you feel valued. They can also sometimes help you
see things from a slightly different perspective, and
offer practical help and support.

Peer Support is often the most effective way of
getting the information and support that makes a
difference to you and your family.
That is why many family carers of people with
learning disabilities form groups and formalise peer
support.
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Groups can take different forms:
• A recreational or activity group for the learning
disabled family members.
• A local support group for families.
• A local family carer campaigning group.
• A group of families coming together to manage
Direct Payments and purchase services and
supports for their family member with a learning
disability.
Voluntary Sector and Professional Support,
including Carers Centres.
Most areas have paid Carers support workers
who will listen to you and offer help and advice.
Although the local groups may not have many people
who are in a situation similar to yours you might find
a ‘good buddy’ there.
Look out for local groups of other carers who have
a son or daughter with the same condition as yours.
Look at National websites of the big charities. There
is lots of information there. If you don’t have a
computer, try your local library. They often have
computers and the staff should help you get
started. You might find a local class to join so you
stay connected.

Work
Work is an important part of people’s lives. Not only
can it provide you with an income but it can help you
feel worthwhile and be an important way of making
friends and having a social life.
Many carers find it very difficult to balance paid
work and their caring role. There has been a growing
recognition of how important it is for carers
to work if they want to and legislation has been
put in place to support it in two ways.
In the work place: The Work and Families Act
2006 and the Employment Rights Act 1996 give
working carers rights to help them manage work and
caring, including the right to request flexible work
and leave entitlement. Building on this, the scope
of the law was extended from April 2007 to include
employees who care for, or expect to care for, adults.
The Carers (Equal Opportunities) Act, which came
into effect in April 2005, makes it a legal requirement
for all local authorities to ensure that you are
made aware of your right to a carers assessment.
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As part of this assessment the local authority
should ask you about your daily activities, including
if you work or would like to work.

make a difference but always be realistic about what
you want to change otherwise you might set yourself
up to fail! But why not have a go! You are worth it!!!

The authority must take all of these issues into
account when deciding what services they give you
and the person you look after.

Making changes in your lifestyle can be difficult
but using the S.M.A.R.T formula can help make
things easier!

You have a right to work and increasingly changes
to benefit rules will mean you may need to work.

Specific – Be as detailed as possible when you set
yourself a goal. E.g. rather than say, ‘I want to lose
weight’ say ‘I want to lose half a stone by going for a
walk four times a week and stop eating snacks
between meals’.

For more information see: Carers Rights at
Work www.Carers.org
Looking After Your Own Health
Ask yourself - are there any changes I need to
make in my current lifestyle that will improve my
health and wellbeing?
Are these changes about your own physical
health – do you want to lose weight for example
or do more exercise? Or do you want to overcome
some of the sense of isolation you feel?
There are things that you can do for yourself that can

Measurable – To know how successful your
attempted change has been you need to measure
it. A good way of doing this is by keeping a diary:
make a note of your weight loss recording how many
times you did go for walks and what you ate. Seeing
your progress on paper can help you increase your
determination and improve self esteem.
Achievable – your goal can be challenging but
should not be an impossible task. E.g. if you do no
exercise now it would be unwise to say you are going
to run a marathon next week. Start off small and
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then you can gradually increase your ambitions.
Planning round any obstacles might also be a good
idea. If it snows when you are planning to go for
a walk then do another form of exercise indoors.
Making good use of that DVD you bought but
rarely use!
Realistic – your goal – what you want to
achieve - should be really meaningful to you, for
example losing that half a stone. Achieving the
weight loss it will inspire you to succeed and
nothing
succeeds
like
success!
The
more
important the goal the more likely you are to stick
with it and overcome any obstacles which get
in your way.
Timely – set yourself a realistic timescale in which
you want to complete your goal.
Losing weight might not be your personal goal.
Staying connected to people and building up a circle
of support might well be the goal you feel is most
important. Whatever your personal goal – think
through what your S.M.A.R.T goals would include.
For more ideas and information visit
www.nhs./Change4Life
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My Plan
My goal is to: ........................................................................................................................................................................
................................................................................................................................................................................................
I could reach my goal by doing the following things: .......................................................................................................
................................................................................................................................................................................................
This is when and how often I will do these things: ............................................................................................................
................................................................................................................................................................................................
Things that could help me reach my goal are: ...................................................................................................................
................................................................................................................................................................................................
I could work round these difficulties by: ............................................................................................................................
................................................................................................................................................................................................
I will know I am making progress because: ........................................................................................................................
................................................................................................................................................................................................
The time I aim to complete my goal is: ...............................................................................................................................
................................................................................................................................................................................................

Getting help to look after your own health!

Friends and family, other family carers and Carers
organisations are all great potential sources of
support for you – use them! But, when it comes to
looking to your health and wellbeing there are
other sources of professional advice, guidance and
support. Use them as well!
Support from the GP and the primary care team
at your local surgery.
Your GP and primary health team have a very
important role to play in supporting you look
after your own health. The Royal College of General
Practitioners (RCGP’s) and the Carers Trust have
developed best practice guidance for GP’s on how to
work with Carers.
Supporting Carers: An Action Guide for General
Practitioners and their Teams.
Your GP should:
• Find and recognise the carers amongst their
patients
• Identify a Carers lead in the practice
• Provide information for Carers
• Support Carers within their practice
• Help Carers access other services
• Help to plan for emergencies

Quick check list for you!
• Tell your GP that you are a carer
• Find out what your practice can offer carers
• Make sure you have an annual flu jab
• Ask for a Health Check just to make sure
everything is ok and to flag up any health
problems before they become a problem
• If you feel ill, or develop symptoms that worry
you – don’t put off going to the doctors – get
things sorted immediately – some things won’t
get better on their own
• If you are going to need tests or even treatment,
talk to your GP about replacement care
• Find out about how your GP can help you get a
break from caring. Some GP’s have a budget for
this themselves or will refer you to social services
or the local Carers support organisation
• Make sure you have an Emergency plan in
place – ask your GP who can help
www.rcgp.uk
www.carers.org
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Planning for Emergencies – having peace of
mind!
What would happen to the person with learning
disabilities you support if you:
• Were delayed by something like a traffic accident
and couldn’t get home at the right time?
• Suddenly became seriously ill or had an accident?
• Another member of your family became seriously
ill or had an accident and you felt you had to
support them?
Any of these things could happen at any time and
you need to make contingency or emergency plans
to deal with them.
Some things are easier to plan for and cover.
For example if you got delayed by traffic on the way
home you could have made an agreement with a
neighbour.
As long as everyone is aware that this is the plan
it should be quite straight forward.

“GP’s and our colleagues in primary care can
support carers by making them aware of their
own health needs, supporting them emotionally
and practically and providing useful information.”
Professor Nigel Sparrow from Royal College of General
Practitioners

Make sure all the emergency contact numbers are
written down in the right places so there is no
confusion if a problem does occur!
• Keep a list by the phone.
• Remember to add family member’s names and
their relationship to you.
• Put down the GP and Social Services.
• Make sure your relatives name is clearly written
at the top of the list especially if the spelling is
unusual or their family name is different to yours.

Getting help to look after your own health!

For more serious emergencies you need an
emergency plan in place. This will put your mind
at rest and your family member with a learning
disability.
This
could
involve
family
and
friends but it might also need a more
formalised approach on your behalf by services.

You should carry a note of any medication you
need to take and how often. Do the same for your
relative. If they cannot keep this safely, make sure
the people who are with them have the note. Also
keep a copy by the phone. If your area has the ‘Message
in a bottle’ scheme, use the bottle and stickers
to alter the emergency services

You need to discuss Emergency Planning with you
GP or staff at the Carers Centre who can refer you
to Social Services. Many areas now have schemes
to help carers develop emergency plans and help
put them in place if they need to be activated!

If your relative lives independently, have an
extra key cut and keep it in a key safe near their
front door. Make sure your relatives and friends
know it’s there and what the combination code is!

Make sure you carry a card or paper which says
you are a carer and who you care for. It should
say who needs to be contacted in an emergency
and who your doctor is and their phone number.

In your mobile phone, put your nearest
relative or friend’s name and number under ICE. The
emergency services will look for this when they arrive
if you are unable to communicate.

Fill out a health passport for your relative
especially if their health needs are complex. You
can find blank ones of these on www.easyhealth.
org.uk Keep it up to date and make sure copies are
easy to find in your house. Maybe by the phone too.

If they are able to understand, talk to your son and
daughter about the plans you have made. They will
be less frightened if they know what is going to
happen if things go wrong.

Getting help to look after your own health!

Short Breaks
In the past people used to talk about ‘respite
care’ as the only way for family carers to have a
break from their caring role. Today we talk about
‘short breaks’ and this is a much more flexible
approach. Short breaks can be beneficial for everyone:
family carers and the person with learning disability.
In terms of looking after your health – having a
break from caring either for a few hours each
week to having a longer holiday can make all the
difference to the way you feel. This is also true
for the person with a learning disability that you
support.

• The person with a learning disability is supported
to do something they like out and about in the
community – you are free to do what you choose
• A holiday – with or without the person needing
support
• The person with a learning disability has a holiday
of their choice with support
• Shared Care with another family through a
shared life scheme
• Support for the person with a learning disability
at a designated support service
Practical support

Because every person and family situation is
different it is important that people have a range
of different ways of having a break.

As well as making sure you get support to look
after your health from the your GP’s practice there
are other, more practical things that can make a
difference to the quality of your life, health and
wellbeing.

These might include:

Your rights as a Carer

• S itting services – where someone comes into your
own home and supports the person with learning
disabilities while you go out

• Under the current law you have some important
rights as a carer.
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These include:
• Rights to financial help.
• Rights to have an assessment of your needs as a
carer.
• Right to receive a direct payment from social
services to buy the support you need to help
you manage your caring role.
• Employment rights in the workforce.
The legislation covering Welfare Benefits and
Health and Social Care are changing. You will need
to keep up to date with the way these changes are
going to affect you and the person you care for.
For more detail see:
Looking after Someone: A Guide to Carers Rights and
Benefits.
www.Carersuk.org
Advice Line 0808 808 7777
Carers UK publish this annually and it is very
important that you access the most up to date advice.
Local Authority Social Services Departments
Your local Social Services Department has an important
role in providing you with support as a carer.

They have a role in providing you with:
• Information
• Responding to your request for a Carers
Assessment.
• Providing an access to a short break.
• Offering you a direct payment to buy your
support if this is what you would prefer.
It is important that you:
• Tell Social Services that you are a carer.
• Ask for a Carers Assessment.
• Access the practical support you are eligible to
receive.
• Don’t be fobbed off or made to feel guilty that
you are want support yourself.
A Carers Assessment is not to assess how well you
are providing care and support - it is to assess what
support and services you could be provided
with to help you in your caring role. Carers’
assessments are for people who provide ‘regular
and substantial’ unpaid care. No definition of
‘substantial’ is given in current legislation, so
if you feel you devote a lot of time to caring
for someone ask for a Carers Assessment.
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You can have a carer’s assessment whether or not
the person you care for has had an assessment or
wants one themself or whether they live with you.
Your carer’s assessment should look at:
• How you feel about your caring role
whether you are coping with the level of care
you are providing now and how this might
change in the future
• What help you need to be able to carry on
providing care
• Your health – is it suffering because you are a
carer?
• Work, training and leisure interests – are you
working and caring?
• Would you like to work? Are there hobbies or
interests you would like more time to pursue?
• What happens in emergency – a contingency
plan should be put in place in case you are
suddenly unable to care.
It is very important that you get the most out of your
Carers Assessment. You need to prepare for it and
think about all the things you do because you might
just take them for granted. Staff from your local
Carers Centre might be able to help you or even
family and friends.

This is not the time to ‘put on a brave face’! Be
honest even if it upsets you. The professionals are
used to this and you should not feel embarrassed.
This may be the first time you have ‘owned up’ to
needing help. This is a good thing, not something
to be ashamed of.
As part of the assessment process the Local
Authority will decide where your need for
support in your caring role fits into their eligibility
criteria known as Fair Access to Care. Ask them to
explain this to you or talk to someone at a carers
support service so you understand how it works.
The sort of services that could be on offer after
your Carers Assessment includes:
• Practical help at home such as help with
housework or gardening
• Help with taxi fares or other travel
• A mobile phone for you as a carer (if this would
give you peace of mind when you are away from
the person you care for)
• Counselling/alternative therapies to deal with
emotional issues and stress
• Information about local support groups for carers
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• Financial help towards taking a break from caring
or alternative care for the person you care for to
enable you to continue your employment/return
to employment.
• Alternative care for the person you care for to
enable you to attend medical appointments, or
receive medical treatment.
Carers and direct payments
You have a right to take a Direct Payment from
Social Services to buy your own support directly
rather than accept a service that they provide.
Direct payments can be used to buy services from an
organisation or to employ someone to provide
assistance.
A direct payment can be used to buy the services that
you have been assessed as needing to support you in
your caring role. This could be having driving
lessons; having a cleaner or paying for a holiday to
give you a break or even taking an evening class
to pursue your interests. All important aspects of
ensuring your health and wellbeing are maintained.

Direct payments are meant to give you greater
flexibility to organise support and services
yourself. They are an important part of the move to
personalise support to carers and the people they
care for.
Caring role

Request Carers Assessment

Assessment of your support needs as a carer

Local Authority confirms your eligibility for support services
and range of support available to you

Agreement how support delivered

Or combination of

Support services delivered
directly by the Local Authority

Direct Payment – money for you
to purchase support and services

Getting the best for the person you support with
Learning Disabilities

Your health and wellbeing is inextricably
linked to the health and wellbeing of the person
with learning disabilities that you support!
“Get it right for him and you get it right for us!”
A mum and dad talking about their learning disabled son

Many family carers of adults with learning
disabilities say that the thing that causes the most
stress in their lives is not their family member with
a learning disability but having to fight to get the
best support services for that person. They say that
if things are in place for their family member then
the pressure and the need for ‘carer’ support is
dramatically reduced. The big question is what
can be done to ensure that your family member is
getting the right support to live a good life and
reduce the stress for you – enhancing your health and
wellbeing as well as theirs?
Share the Load!
One way of reducing your stress and improving
the quality of life for your family member is to
share the load by developing a Circle of Support.

This simply means finding ways of connecting up
with family, friends and people from your local
community so they can all play a part (however small)
in the life of the family member with a learning
disability. This can be
connecting them up to
someone who likes doing the same sorts of
activities through to having someone come to
meetings with you and advocate on their behalf.
Peter likes football. He has a season ticket for the
local team which includes a carer going free. In the
past paid supporters took him but now some
local football enthusiasts have formed a rota and
go regularly with Peter. He loves this and has made
new friends who now include him in other social
activities. His mum gets a break on Saturdays to do
something she wants to do!
For more information on how to build a Circle of
Support go to
www.circles-uk.org.uk

Getting the best for the person you support with
Learning Disabilities

Be informed to take control!
To get the best for the person you support and care
for you need to have the right information about
what is and what could be on offer! Without this
information it will be hard for you and the person
you support to make informed choices.
As a family carer you need to be able to access
the right information at the right time at the
different stages of your caring career! There are
many national organisations that can help you find
out more about important areas like:
• How to get to get good support from social
services
• Housing opportunities
• Health care
• The law
• Daytime opportunities including employment
• Leisure activities
• Understanding and getting the best from the
personalisation of services
By finding out about what you can expect and
what good practice looks like you can ask your local

services how they can help make it happen for your
family member.
Campaign for change if you are not happy!
If you feel that services for people with learning
disabilities and family carers are not doing the right
thing in your area – get involved!
Get involved with other family carers and groups
who are working to make things better in your
area. Don’t just have a good old moan – tell local
politicians and services about what is not
working but also tell them what needs to happen
to make things work! You can do this via your
local Learning Disability Partnership Board. Most
regions have a Family Carer Family Carer Forum.
All local areas will now have a Health and
Wellbeing Board find out how the needs of people
with learning disabilities and their family carers
are represented. Find out how to get involved!
And finally remember –
You are important! Look after yourself!
You are worth it!

My Notes & Contacts:

GP ...........................................................................................................................................................................................................
Social Worker or Social Services ............................................................................................................................................................
Carers Organisation/Carers Support Worker .......................................................................................................................................
Local Learning Disability support group ..............................................................................................................................................
Local Family Carer support group ........................................................................................................................................................
Emergency names and numbers of who to contact if you are ill .......................................................................................................
Who knows about the Emergency Plan ...............................................................................................................................................
Emergency numbers in your mobile phone under ICE .......................................................................................................................

My Notes & Contacts:
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