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Aim of this worksheet
To explore some issues for patients and carers at the time of death.

How to use this worksheet

e You can work through this worksheet by yourself, or with a tutor.

e Read the case study below, then work on the questions overleaf.

e  The work page is on the right side, the information page is on the left.

e  Work any way you want: you can try answering from your own knowledge (in which
case fold over the information page), you can use the information page (this is not
cheating- you learn as you find the information), or you can use other sources of
information

. It should take you about 15 minutes. If anything is unclear, discuss it with a
colleague.

e If you think any information is wrong or out of date let us know

e  Use the activity on the back page and take this learning into your workplace.

Case Study

Michael is a 57 year old man with severe learning disability who lives
in a community home with three other men with learning disability.
Michael was diagnosed with gastric carcinoma some months ago,
but presented too late for treatment. He has begun to deteriorate
rapidly, is smoking fewer cigarettes and now has difficulty
swallowing his tablets. In the last few days he has become extremely
weak and unable to move in bed without assistance.

He is now comatose and close to death.
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INFORMATION PAGE: The Death |

Death- how it is for the patient

For most patients with advanced illness there is a gentle 'winding down' of the body's systems.
Even in cardiac and respiratory failure, sudden, unexpected, dramatic deaths are uncommon.
At the end it is more a gentle absence of life, than a sudden presence of death.

Peaceful silence is the most obvious feature.

Death- how it is for the carers (from Doyle D 1994)

Some find it easy to cry, others feel as though they have dried up.

Some feel the urge to speak, often to express relief.

Others feel it's an anticlimax because, in a sense, the patient ‘left’ hours or days before.

Many are so numbed with grief that they feel helpless and useless, but they may not admit to this. Some cannot
remember names, addresses and telephone numbers. This needs to be understood when it comes to giving
information about registering a death- the information may have to be given to another member of the family.

Occasionally a relative or partner has been unable to adjust to the deterioration of the patient and reacts with shock or
anger and what is obvious to everyone else. It is rare for such people to be truly ignorant of the facts, it is just that they
have not been able to face the terrible reality. Experienced help and support from a palliative care specialist (doctor,
nurse or social worker) may be needed.

(Doyle, 1994)

Death- how it is for the professional carer

Awkward is how it feels.

There is an overwhelming feeling to -do something (check the pulse, breathing, move a pillow, make tea)
-say something (usually something like, "Well, he's at peace now.")

There are no rules, but there are some principles:

e Take your cue from the family or partner- enable them to do it their way.

e Silence is awkward, but is right in the right place (anyway, there's nothing you can say that will make it better).

o |f those present want to talk then talk, if they're silent then let them be silent.

e Someone will need to check the patient has died. Don't pronounce death until at least several minutes have
elapsed from the last breath since some patients take an occasional breath for several minutes.

o After the death, ask those present if they want to stay, and if so, whether they want to be alone.

e Now go and make that cup of tea!

The arrangements

This gives you more things to do:

Help the family contact friends and relatives.

Ask them whether it's to be a burial or a cremation.

Help them choose an undertaker

Explain what's on the certificate.

If a post mortem is needed, obtain consent and explain the arrangements.
Explain how to register a death.

The death certificate and post mortems

The death certificate should be filled out by the doctor who saw the patient within the last few days.

The cause of death is what is put down (in Michael’s case, ‘Carcinoma of stomach’), not the mode of death (so not
‘respiratory arrest’ or ‘coma’).

There is no reason to seal the certificate in an envelope, it is better for the relative or partner to see the certificate and
have the words on it explained. In some cases the patient or partner asks that the diagnosis is kept from other

relatives (eg in AIDS). In this case the prime cause of death (eg. ‘Cerebral lymphoma’) is put in and there is a box on
the back of the certificate which ensures that the registrar contacts the certifying doctor later for the underlying cause.

Post mortems required by law: these are necessary where death is due to industrial disease (eg. asbestosis), injury,
neglect, suspicious circumstances, or within the normal recovery time of an operation. A relatives permission is helpful.
Post mortems as a valuable way of obtaining information: a relative’s permission is essential and usually it is not
difficult to ask if this is done sensitively (‘It would help us to examine Michael to find out why he had problems with
vomiting”). It needs to be made clear that the relative or partner can refuse.

It is unusual for a funeral to be delayed by a post mortem.




WORK PAGE: The Death

) Think back to last patient who died with you present.
“ - “ ) H! NB. If you find this hard because of a difficult personal experience
JidlJ J: thenask a colleague about their experience.

Q How did it seem for the patient?

Q How did it seem for the partner, relative or friend?

Q How did you feel?

Michael drifts into coma and dies peacefully four days later, with his family at his bed side.

wri[e What can you do and what can you say?

Michael's mother asks what is going to be put on the death certificate and is a post mortem
necessary.

Q What do you say?



FURTHER ACTIVITY: The Death

Reflect on a patient who died recently:
—how did you feel?
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CLl P Fifty seven 15 minute worksheets are available on:
e Anintroduction to palliative care (3 worksheets)
Current e Helping the patient with pain (9 worksheets)
Learni ng ¢ Helping the patient with symptoms other than pain (11 worksheets)
In e Moving the ill patient (2 worksheets)
Palliative care e Psychological needs (8 worksheets)

a ) e Helping patients with reduced hydration and nutrition (8 worksheets)
Qgr?lﬁrﬁgss:gﬁamme e Procedures _in palliative care (4 workshee_zts) _ o
for health care o Under_stand_lng _a_ngl helping the person with alternative communication
professionals (learning disabilities) (5 worksheets)

e The last hours and days (4 worksheets)
e Bereavement (3 worksheets)
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