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cope with severe 

mental illness
A guide for carers



who we are

Rethink, the leading national mental
health membership charity, works to
help everyone affected by severe
mental illness recover a better quality
of life. We were established over
thirty years ago by carers and our
aim is to give them, and those they
care for, a voice in every aspect of
mental health care. 

Rethink carer support
We recognise that carers are central to the
delivery of mental health care and that many
carers have developed high levels of expertise
gained from years of experience.

We offer over 45 specialist services across the
country to carers of people with severe mental
illness. We also provide more than 130 support
groups which meet regularly to give carers and
people with severe mental illness a support
network in their local area. 

This leaflet summarises your rights as a mental
health carer and looks at some of the problems
you may encounter and strategies which may 
be useful. 



are you helping
someone to cope 
with a mental 
health problem?

In the UK today there are around 1.5 million
carers, people who are the mainstay of practical
and emotional support to someone who is
affected by mental health problems. And, every
year, hundreds more become carers to a partner,
family member or friend.

Suddenly you may find yourself supporting
someone who is close to you with mental health
problems without even realising that you have
become a ‘carer’, because you may not live with
this person, for example. When you become a
carer, the world of mental health can be complex
and confusing. But it is important to remember
you are not alone.



caring for someone
with a mental 
health problem

Over the last ten years, the role that carers 
play has been increasingly recognised by the
Government, in law and by health and social
services. The National Service Framework for
Mental Health (1999) defines carers as people
who ‘provide regular and substantial care for
those with severe mental illness’. 

Since 1995, carers have gained some significant
rights, including having their own needs
assessed, to take time off work and to respite
breaks from caring. In 1999, the Government
launched its National Carers Strategy which has
encouraged mental health services to develop
support services for carers, and the National
Service Framework for Mental Health, which
includes the standard that ensures health and
social services assess the needs of carers.



carer’s rights 

The right to an assessment
Carers have the right to an assessment of their
‘ability to provide and to continue to provide
care’. This is usually carried out when the needs
of the person using the service are assessed and
their care plan is drawn up. Carers should
receive their own written care plan and be
reassessed annually. 

If you are a carer aged 16 or over, the right to an
assessment applies, even if the person you care
for refuses to be assessed. Despite your right to
an assessment, it does not necessarily follow that
you will be provided with the services you need. 

Local authorities have a duty to inform carers
about their rights to be assessed and must take
into account whether the carer would like to
work, to go on a course and also their need for
leisure activities. Local authorities should listen
to what carers say they need, and be innovative
in the type of support they offer.

Services for carers are not defined by law, but
the Department of Health recommends that the
mental health services provide: 

• support for carers in their caring role, or 

• help for carers  to maintain their own health
and well-being



Carer’s Allowance
If you spend at least 35 hours a week looking
after someone who receives Disability Living
Allowance at the middle or highest care
component rate, you may be entitled to Carer’s
Allowance. There is a limit on what you are
allowed to earn if you receive this benefit – in
2005-6 the benefit was £45.70 per week and the
earnings limit £82. Carer’s Allowance can’t be
paid in addition to Retirement pension - you
normally get whichever is the higher amount, 
but receiving it entitles you to a ‘carer’s
premium’ when Income Support, Housing
Benefit and Council Tax Benefit are calculated.
This means that benefits you’re already entitled
to will increase, or that you could become
entitled to one or more of them. But it’s
important to remember that if you are paid this
allowance the benefit of the person you care for
may be reduced as a result.

Council Tax concessions
The Council Tax rules which apply to carers are
complicated, and, as a result, many carers don’t
get the concessions they are entitled to. It’s
worth getting advice about ‘second adult rebate’
and ‘disability reduction’, and whether you, or
the person you care for, should be ‘disregarded’
when your Council Tax is calculated.

Paying for services
Once you have been assessed, you may be
eligible for direct payments to purchase your
own services if you do not wish to accept those
offered by the local authority.

restoring and supporting



Time off work
If you have a paid job as well as your caring
responsibilities, you have the right to take
reasonable time off work to deal with
unexpected problems involving ‘dependants’,
i.e. anyone who reasonably relies on you. 

Breaks for carers
Local authorities receive a government grant
to make it easier for carers to take a break. The
way it is used varies between different local
authorities. Remember to ask about this. 

Access to help 
The Mental Health Act (1983) gives the Nearest
Relative, who may be involved in the person’s
care and support, some significant rights,
including the right to require an approved social
worker to consider whether a compulsory
hospital admission may be needed. This is
especially useful if all attempts to get help for
someone who needs care and treatment 
have failed.

The nearest relative can also apply for hospital
admission in certain circumstances and
discharge someone who has been detained.
There are also rights to be provided with
information and consulted in some
circumstances, but this often requires the
consent of the person concerned.

“When I needed
help, I turned to
Rethink. They gave
me the support
and information 
I really needed.”



Caring for someone affected by
mental health problems can be
physically and emotionally
demanding, so it’s important to
consider your own health as well as
that of the person you’re caring for.

If you become ill, you may not be able to
continue in your role as carer, and although 
it sounds obvious, you should benefit from:

• enjoying whatever helps you to relax, perhaps
reading or listening to music

• taking care with your diet - try not to rely too
much on convenience foods

• talking about the way you feel to friends, or
perhaps in a carers’ group

• arranging a regular break so that you can take
up a hobby you enjoy, like joining a choir,
gardening or attending a yoga class

looking after yourself



Refusal to provide a carer’s assessment
Although this right was introduced over a
decade ago, many carers are still waiting for 
an assessment, and they are often told that
assessing them would be pointless as the local
authority has no money to provide services for
carers. If you are in this situation, you can use
the local authority’s complaints procedure or 
ask your local councillor to take up the matter 
on your behalf.

Getting help for your relative
It can be very difficult to get help for someone
affected by mental health problems if they
believe that they are perfectly well. Mental health
professionals may not know who to believe
when they are approached by a partner or
relative who is asking for help for someone who
says they don’t need it. This is most likely to
arise if the person loses touch with the reality 
of their situation during periods of psychosis. 

Some GPs and mental health professionals 
may believe that accepting information from 
a person’s relatives about their mental health 
is a breach of confidentiality but there is no legal
basis for this view and, if the problem persists, 
it could become grounds for a NHS complaint.
Rethink has a factsheet on ‘Getting help in a
crisis’ which many carers have found useful.

Carers and information sharing
It is much easier for someone to provide effective
care and support if they are informed about the
condition being treated, the role of medication
and how to recognise signs of relapse.

problems for mental
health carers



This rarely presents a problem in the case of
physical illness, but many mental health
professionals are cautious about information
sharing because of their concerns over patient
confidentiality. This can lead to carers feeling
unsupported and their expertise and views not
being heard or valued by professionals. Many
carers feel professionals block any information
from being passed to them.

Rethink has undertaken an important piece of
research into this issue to highlight best practice
where carers can be supported through
information sharing, and where patient
confidentiality is respected. One way to deal
with the problem is for the person affected by
mental health problems to decide, when they are
well, what information is to be shared with whom
and for this to be written into their care plan.

Most people are happy for some information to
be shared but many wish to keep certain things
private. Other suggestions include regularly 
updating consent to disclose documents, clear
understanding of the differences between
‘general’ information and ‘personal and
sensitive’ information and professionals trained
in supporting carers through information sharing.



joining Rethink is easy
If you’re affected by severe mental illness and
would like information, help, support or advice
and if you share our vision of fairer, more
enlightened mental health care fit for the 21st
Century, we want you to join us. 

Our ‘Pay What You Can’ membership scheme
means you don't have to pay to join, but please
make a donation if you can to cover costs. Apply
online at www.rethink.org or call 0845 456 0455.
Please join us today.

Make a donation
All donations to Rethink are welcome. Please
make cheques payable to Rethink, FREEPOST
SEA 6772, Kingston upon Thames, Surrey, 
KT1 1BR or call 0845 456 0455 with your 
credit card details.

Information on mental health
For more information about Rethink 
publications and other publications on mental
health, please visit www.mentalhealthshop.org
or call 0845 456 0455

This leaflet has been printed with an educational
grant from Janssen-Cilag Ltd. As part of their
commitment to the field of mental health,
Janssen-Cilag Ltd runs a health awareness
campaign, called 1 in 100, which aims to provide
people living with schizophrenia and their carers
with information and support.

www.oneinonehundred.co.uk or
www.janssen-cilag.co.uk



Working together to help everyone
affected by severe mental illness

recover a better quality of life

National Advice Service
28 Castle Street

Kingston upon Thames
Surrey KT1 1SS

Phone 020 8974 6814
Email advice@rethink.org

For further information on Rethink
Phone 0845 456 0455
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