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Introduction

We may all need extra support following a death. This booklet 
is part of a series of three entitled “When someone you know 
has died...” 

7KH�FOHDU�LQIRUPDWLRQ�OHDÁHW�LV�IRU�EHUHDYHG�SHRSOH�ZLWK�
learning disabilities. The booklets for professionals and carers 
offer guidance to support people with learning disabilities.

7KLV�OHDÁHW�ZDV�ZULWWHQ�WR�KHOS�\RX�DV�D�FDUHU�WR�RIIHU�
appropriate support to your bereaved relative who has a 
learning disability.

Everyone deals with death in his or her own way and carers 
should be guided by what the person needs at this sensitive 
time. However, carers should never assume what these needs 
might be, and talking with the bereaved person in a way 
that they can understand is crucial and fundamental to 
appropriate support.
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Explaining about death

'HDWK�LV�D�GLIÀFXOW�FRQFHSW�WR�H[SODLQ��VR�VRPHWLPHV�ZH�
DYRLG�HYHQ�WU\LQJ�WR�GHÀQH�LW��<RX�FRXOG�WU\�LQLWLDOO\�DVNLQJ�WKH�
person what they think death means. Dealing with death is 
often hard because we like to protect the ones we love from 
the pain of grief. Sometimes the circumstances around the 
GHDWK�PD\�EH�KDUG�WR�WDON�DERXW�DQG�GLIÀFXOW�WR�H[SODLQ�RU�
understand. But everyone has the right to know about the 
death of someone close to them, and to be told the truth 
about the death in a way that they can understand. This may 
not be easy, particularly if you as a carer are grieving too. 

When explaining about death, use clear language that the 
person can understand and plain words such as death and 
G\LQJ�WR�DYRLG�FRQIXVLRQ��<RX�PD\�QHHG�WR�XVH�SLFWXUH�ERRNV�
WR�H[SODLQ��IRU�H[DPSOH��ZKDW�KDSSHQV�DW�IXQHUDOV��<RX�FDQ�
use euphemisms that the person may be familiar with (for 
example, gone to heaven) but always accompany these with 
the word ‘death’ or ‘died’. For example ‘Grandpa has gone to 
heaven because he died…’.

Grandpa has 
gone to heaven 

because he died…
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6RPH�SHRSOH�PD\�KDYH�GLIÀFXOWLHV�UHPHPEHULQJ�WKLQJV�
and may need to have the same information consistently 
repeated over a period of time. It’s important to use the same 
language and phrases to avoid confusion, to reinforce what is 
being said, and promote understanding.

Think about how the person might want to be involved in the 
funeral and explore this with them. Meaningful involvement 
FDQ�LQFOXGH�KHOSLQJ�WR�FKRRVH�K\PQV��FDUU\LQJ�WKH�FRIÀQ�DQG�
travelling in the hearse. Talking this through with people will 
help them to say what they really want to do. Being involved 
FDQ�KHOS�WR�DIÀUP�WKH�UHDOLW\�RI�WKH�GHDWK�DQG�KHOS�WKHP�
UHÁHFW�DIWHUZDUGV�RQ�KRZ�WKH\�ZHUH�DEOH�WR�FRPPHPRUDWH�
their loved one. 
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Ways of responding to death

Loss can mean different things to different people and can 
affect people in many different ways. Some people may 
react in ways that we do not expect, for example, they may 
not react at all to the news but this does not mean that they 
will not grieve later. It may take time (sometimes months, even 
\HDUV��IRU�VRPH�LQGLYLGXDOV�WR�DFFHSW�WKH�UHDOLW\�DQG�ÀQDOLW\�RI�
the death and that they will never see the person alive again. 
Following the death of someone close, people may behave 
differently, for example they may talk, communicate or 
behave in a different way. Grief is a response to loss and can 
make people feel sad, unwell, angry or lonely. People don’t 
always appreciate how hurtful loss can be, so be watchful 
around the bereaved person and look for signs of distress  
and sadness.

Help and support

Help and support from other people can be very important, 
and can come from a range of different people. Bereaved 
SHRSOH�XVXDOO\�ÀQG�WKH�VXSSRUW�WKH\�QHHG�IURP�SHRSOH�WKH\�
are familiar with and trust, so the family can be a pillar of 
support and comfort. However, some people may need to 
DFFHVV�DGGLWLRQDO�KHOS�DW�WKLV�GLIÀFXOW�WLPH�IURP��IRU�H[DPSOH��
their community nurse, local faith leader, bereavement 
counsellor or doctor. A person with a learning disability may 
need help to access these services, and advocates can help 
with this. 

Members of the family may need to talk through their feelings 
too.

Other people involved with the bereaved person with a 
learning disability (e.g. Day Service staff) will need to know 
that the person has experienced a bereavement, so they can 
anticipate any changes in mood or behaviour and can be 
prepared to offer addition support.



6

$V�D�FDUHU�\RX�PD\�ÀQG�VXSSRUWLQJ�D�EHUHDYHG�SHUVRQ�
GLIÀFXOW�DQG�PD\�QHHG�WR�VHHN�VXSSRUW�IRU�\RXUVHOI�IURP�\RXU�
friends, family, GP or a counselling service.

Loss and change

A death often leads to other associated losses such as loss of 
friends, familiarity, changes in routine and even moving house. 
Such losses need to be acknowledged and the bereaved 
person encouraged to preserve memories (e.g. photos and 
meaningful mementos of the person who has died; taking 
photos of the house they used to live in) either in a memory 
book or as part of life story work. These losses may occur soon 
after a death or develop and accumulate over time.

Involvement and choice

Everyone has the right to be involved in the rituals following a 
death. These can include saying goodbye to the deceased at 
the hospital or Chapel of Rest; going to the funeral; choosing 
ÁRZHUV��VHOHFWLQJ�PRXUQLQJ�FORWKHV��RU�FRQWULEXWLQJ�WR�WKH�
order of service. 

Everyone has a right to choose to be involved in these rituals 
as much or as little as they need. Being involved may help 
people to accept the reality of the death.
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 ; Checklist

This checklist has been included to help you to consider the 
issues around the bereavement in a constructive way, and to 
help guide you through how you might involve the person with 
a learning disability during the aftermath of loss.

 � Has the person with a learning disability been 
told the truth about the circumstances around 
the death in a way that they can understand?

 � Does the person understand what he/she has 
been told?

 � Has the person been offered the chance to 
participate in the rituals following the death?

 � Has the person been helped to capture 
memories of the deceased in a method of his or 
her choice?

 � Does the person need additional support from 
other professionals?

 � Does the person need help to access any 
additional support?

 � Have all relevant people been informed of the 
bereavement (e.g. Day Service professionals, 
Respite Care professionals)?
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