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Abstract
Background and aims:

When deciding the place of care for the terminal cancer patients, there may be a difference in the 
opinion between the patient, their family and the doctor as to the most appropriate place.  It may be 
complicated when the patient lacks capacity to decide and there has been no prior expression of the 
preference by the patient. We are currently investigating the views and practice among the Japanese 
and the UK MSWs, who are involved with the decision making on place of care for these patients, 
by carrying out a national survey. We report our pilot survey with four MSWs who belongs to the 
Marie Curie Hospice in the UK. We plan to report the results of the national survey in Japan and UK 
subsequently. 

 
Methods:

Anonymised questionnaire survey during the month of November 2013.

Subject:
Four MSWs who work for the Marie Curie Hospices in UK （There are total of 9 Marie Curie 

Hospices in the UK, each may have a several MSWs）.

Results and Conclusion:
This pilot study showed that the MSWs respected the wishes of the patient first in deciding the 

place of care when they had the capacity to make decisions and when there had been an expression 
of wishes by them before they lost the capacity regardless of the age of the patient. Otherwise the 
family’s wishes were respected, so long as it was considered to be in the best interest of the patient. 
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2. Methods
2.1   Methods

Anonymised questionnaire survey during the 
month of November 2013.

2.2    Subject
Four MSWs who work for the Marie Curie 

Hospices in UK （There are total of 9 Marie 
Curie Hospices in the UK, each may have a 
several MSWs）.

2.3   The questionnaire
The questionnaire was anonymised and 

consisted of four parts. The first part asked 
about the current practice by the MSWs with 
their client with terminal cancer and their 
family in making decisions about the place of 
care. The second part asked about the general 
views of the MSWs on the place of care for the 
terminal cancer patients who has competed 
the curative treatment. The third part asked 
about the views of the MSW’s on place of 
care in more specific case scenario with adult 
clients and the fourth part was the same except 
the client was a child. The results from the 
part two （general situation）, three （specific 
situation with adult patient） and four （specific 
situation with paediatric patient） are used for 
the purpose of this study report.

1. Background and aims
When deciding the place of care for the 

terminal cancer patients, there may be a 
difference in the opinion between the patient, 
their family and the doctor as to the most 
appropriate place.  It may be complicated 
when the patient lacks capacity to decide 
and there has been no prior expression of the 
preference by the patient. How should the place 
of care be decided in such a situation? While 
respecting patient’s autonomy is important, it 
may result in a significant burden （financially 
and emotionally） on the family. There are 
also situations where the patient’s preference 
cannot be determined. The views on the medical 
social workers, who are involved in discharge 
planning of the terminal cancer patients, on 
these issues has not been examined previously. 
We are currently investigating their views and 
practice among the Japanese and the UK MSWs 
by carrying out a national survey. We report 
our pilot survey with four MSWs who belongs 
to the Marie Curie Hospice in the UK. We plan 
to report the results of the national survey in 
Japan and UK subsequently.

Further research to compare the UK and Japanese MSWs may highlight the cultural differences and 
scope for education and development in this area of social work.  

Keywords:  terminally-ill, decision making, place of care, the best interest, UK medical social worker
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3. Results
3.1 Respondent demographics （Table 1）

3.2   Place of care for terminally ill cancer 
patients 

When deciding on place for palliative care, 

Gender Age Experience Education Medical institution you work in Number of beds in your hospital

A Female 55 15 University
 (postgraduate) Charity 30

B Female 47 15 College Charity 30

C Female 55 2 University 
(postgraduate) Charity 16

D Female 49 16 University
(undergraduate) Charity 30

Table 1:   Respondent demographics

depending on the patient’s capacity to decide 
and presence or absence of advance will the 
following situations are possible （Figure1）. 

A. Patient has the capacity to make a decision and able to express it.

B. Patient lacks capacity to make a decision and unable to express their wishes. 

B.1 Patient has previously expressed their wish while they had the capacity.

B.2 Patient has never expressed their wish while they had the capacity.

Figure1:  Situation categories by the capacity and prior expression of wishes

3.3   The general views of the MSWs
3.3.1　In the situation A how do you think the 
decision on place of care should be made?

1.　Based on patient’s wishes
2.　 Based on the wishes of patient’s family or 

someone close to the patient 

3.　 Based on medical/care team’s judgement
4.　 Based on doctor’s judgement
5.　 Based on nurses’ judgement
6.　ased on MSW’s judgement
7.　Other____
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Answer for 3.3.1

1 2 3 4 5 6 7

A ○

Respondent B ○

C ○

D ○

Respondent　　　　　　　　　　Comments

　A　　　 Patient has capacity should be the 
patient’s decision. Team should not 
adapt a paternalistic perspective.

　B　　　 If the patient has capacity to make 
the decision they are classed as 
being the decision maker under the 
Mental Capacity Act, even if that 
decision is unwise.

　C　　　 The patient has the right to choose.
　D　　　-

3.3.2　In the situation B1 how do you think the 
decision on place of care should be made?

1.　Based on patient’s wishes
2.　 Based on the wishes of patient’s family or 

someone close to the patient 
3.　Based on medical/care team’s judgement
4.　Based on doctor’s judgement
5.　Based on nurses’ judgement
6.　Based on MSW’s judgement
7.　Other____

Answer for 3.3.2

1 2 3 4 5 6 7

A ○

Respondent B ○

C ○

D ○

Respondent　　　　　　　　　　Comments

　A　　　-
　B　　　 We would attempt to work with 

family & patient in consensus. The 
assessments made by the medical 
care  team would  need to  be 
considered to enable the family to 
decide an appropriate care.

　C　　　 When they had capacity they made 
a clear choice. But circumstances 
must be the same as when the 
decision was taken.

　D　　　-

3.3.3　In the situation B2 how do you think the 
decision on place of care should be made?

1.　Based on patient’s wishes
2.　 Based on the wishes of patient’s family or 

someone close to the patient 
3.　Based on medical/care team’s judgement
4.　Based on doctor’s judgement
5.　Based on nurses’ judgement
6.　Based on MSW’s judgement
7.　Other____

Answer for 3.3.3

1 2 3 4 5 6 7

A ○

Respondent B ○ ○ ○

C ○

D ○ ○
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Respondent　　　　　　　　　　Comments

　A　　　 Based on best interest decision by 
the medical team. Mental capacity 
legislation should inform medical 
team decision.

　B　　　 A best interest decision should 
be made taking into account all 
opinions- family, patient, MDT. If a 
family member has losting power 
of attorney for welfare decisions – 
they would be the decision maker.

　C　　　 Best interest decision making; 
MDT including patient’s family + 
advocator’s appropriate.

　D　　　 Family and best interest decision.

3.4　Specific scenarios – Adult patient

An 80 year-old man has been given a 
prognosis of 3 months with his cancer. 
Currently he is in a central hospital and 
receiving opioids for pain control and 
oxygen for breathlessness. He is in bed 
most of the time. 

He lives with a 75 year-old wife and they 
have no children. She is healthy and get on 
well with her husband. Their only source 
of income is their pension but they have 
no issues with housing environment. Their 
relatives live far away. The community has 
enough resources to support medical and 
nursing care for the patient. 

The doctor explained to them that no 
further cancer directed treatment will be 
given and a discussion was held to decide 
where he should be cared for from now on.  
However, patient and his wife were unable 
to decide and MSW was going to have 

further discussion with the patient and his 
wife.

3.4.1　The patient has the capacity to decide 
and he is able to express his wishes. 

The patient is requesting to go home and be 
cared for at home but wife is requesting for 
a care in a palliative care unit about 1 hour 
away from home. His doctor thinks it is best for 
him to be cared for on a medical ward in the 
hospital near the patient’s home.

Where do you feel is the most ideal place of 
care for this patient?

1. 　Home
2. 　Palliative care unit 1h away from home
3. 　Medical ward in a local hospital.

Answer for 3.4.1

1 2 3

A ○

Respondent B ○

C ○

D ○ ○
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Respondent　　　　　　　　　　Comments

　A　　　 Provided adequate care is provided, 
then home is the most natural 
place to be – familiar surroundings.

　B　　　 The patient has capacity to choose. 
The community can support with 
medical care at home. I would want 
to explore why the wife had chosen 
the unit as opposed to their home 
& see if support could be offered to 
her.

　C　　　 It won’t work at home as his wife 
is not on board with that decision. 
Local hospital would facil itate 
visiting but is generally not a good 
place to die.

　　　 Hospice the best choice so long as 
wife can travel or stay.

　D　　　 Ideal place is where patient wishes 
to be – And where care can safely 
be managed.

3.4.2　The patient lacks capacity to decide but 
has previously expressed his wish to be care  
for at home. His wife is requesting for a care in 
a palliative care unit about 1 hour away from 
home. His doctor thinks it is best for him to be 
cared for on a medical ward in the hospital 
near the patient’s home.

Where do you feel is the most ideal place of 
care for this patient?

1.　Home 
2.　Palliative care unit 1h away from home
3.　Medical ward in a local hospital.

Answer for 3.4.2

1 2 3

A ○

Respondent B ○

C ○

D

Respondent　　　　　　　　　Comments

　A　　　 If the patient have expressed 
a wish to be cared for at home 
previously – this should be honored 
providing adequate care for both 
husband & wife can be provided.

　B　　　 I believe the starting point should 
still be his wishes. It would be 
important to explore the risks of 
being home. Is the wife saying she 
will not care for him at home?

　C　　　 It won’t work at home as his wife 
is not on board with that decision. 
Local hospital would facil itate 
visiting but is generally not a good 
place to die.

　　　 Hospice the best choice so long as 
wife can travel or stay.

　D　　　 Doctors advice should be taken 
into account if patient needs acute 
admission on medical grounds. But 
patient wishes should be considered 
first.

3.4.3 The patient lacks the capacity to decide 
and never expressed his wish on place of care 
previously. 

His wife is requesting for a care in a palliative 
care unit about 1 hour away from home. His 
doctor thinks it is best for him to be cared for 

 60 

Deciding the place of care for the terminally-ill



on a medical ward in the hospital near the 
patient’s home.

Where do you feel is the most ideal place of 
care for this patient?

1.　Palliative care unit 1h away from home
2.　Medical ward in a local hospital.

Answer for 3.4.3

1 2 3

A ○

Respondent B ○

C ○

D ○ ○

Respondent　　　　　　　　　　Comments

　A　　　 Staff on a palliative have more skills 
& knowledge & time, specialist 
medical knowledge.

　B　　　 I would think that the palliative 
care unit would be best placed to 
offer appropriate end of life care & 
give support to the wife.

　　　 More than the medical word – that 
can be very busy, noisy- be too 
medicalized.

　C　　　 It won’t work at home as his wife 
is not on board with that decision. 
Local hospital would facil itate 
visiting but is generally not a good 
place to die.

　　　 Hospice the best choice so long as 
wife can travel or stay.

　D　　　 If patient needs acute intervention 
– Doctors advice should be listened  
to. If NOT then wife’s wishes 
should be considered.

3.5 Specific scenarios – Paediatric 
patient

A 15 year-old boy has been given a 
prognosis of 3 months with his cancer. 

Currently he is in a central hospital 
and receiving opioids for pain control and 
oxygen for breathlessness. He is in bed 
most of the time. 

He was living with his parents （both 
40 years old） before the admission to the 
hospital. His parents are both healthy and 
the family get on well with each other. 
They both work as civil servants. There are 
no issues with housing environment. Their 
relatives live far away. The community has 
enough resources to support medical and 
nursing care for the patient. 

The doctor explained to the family that 
no further cancer directed treatment will 
be given and a discussion was held to 
decide where he should be cared for from 
now on.  However, patient and his parents 
were unable to decide and MSW was going 
to have further discussion with the patient 
and his parents .

3.5.1　The patient has the capacity to decide 
and he is able to express his wishes.

The patient is requesting to go home and be 
cared for at home but parents are requesting 
for a care in a palliative care unit about 1 hour 
away from home. His doctor thinks it is best for 
him to be cared for on a medical ward in the 
hospital near the patient’s home.

Where do you feel is the most ideal place of 
care for this patient?
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1. Home
2. Palliative care unit 1h away from home
3. Medical ward in a local hospital.

Answer for 3.5.1

1 2 3

A ○

Respondent B ○

C ○

D ○

Respondent　　　　　　　　　　Comments

　A　　　 Has capacity – legal ly Gil l ick 
competency able to decide where 
he wishes to be.

　B　　　 It is the patient wishes & he has 
capacity to decide. I would want 
to discuss with the family & they 
were reluctant to have him home, 
but advocate for his right to be 
home.

　C　　　 To enable the boy to have quality 
time in his home environment. 

　　　 Unlikely to happen, parents will 
probably make the decision.

　D　　　 Work wi th  fami ly  regard ing 
support, practical + emotional to 
carry out son’s wishes if possible.

3.5.2　The patient lacks capacity to decide but 
has previously expressed his wish to be care for 
at home. 

His parents requesting for a care in a 
palliative care unit about 1 hour away from 
home. His doctor thinks it is best for him to be 
cared for on a medical ward in the hospital 
near the patient’s home.

Where do you feel is the most ideal place of 
care for this patient?

1. Home
2. Palliative care unit 1h away from home
3. Medical ward in a local hospital.

Answer for 3.5.2

1 2 3

A ○

Respondent B ○

C ○

D ○ ○

Respondent　　　　　　　　　　Comments

　A　　　 Made his wishes when he was 
competency had mental capacity.

　B　　　 I believe the starting point should 
still be his wishes. It would be 
important to explore the risks of 
being home. Is the wife saying she 
will not care for him at home?

　C　　　 To enable the boy to have quality 
time in his home environment. 

　　　 Unlikely to happen, parents will 
probably make the decision.

　D　　　 If possible carry out patient’s 
wishes – also need to consider how 
parents are coping – May be best 
interest decision would need to be 
made for hospice if parents unable 
to cope.

3.5.3　The patient lacks the capacity to decide 
and never expressed his wish on place of care 
previously. 

His parents are requesting for a care in a 
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palliative care unit about 1 hour away from 
home. His doctor thinks it is best for him to be 
cared for on a medical ward in the hospital 
near the patient’s home.

Where do you feel is the most ideal place of 
care for this patient?

1. Palliative care unit 1h away from home
2.  Medical ward in a local hospital.

Answer for 3.5.3

1 2

A ○

Respondent B ○

C ○

D ○

Respondent　　　　　　　　　　Comments

　A　　　 More cut all to meet the needs of 
someone who has palliative needs.

　B　　　 As reasons for the adult patient 
as believe specialist palliative care 
would be most suitable rather than 
a medical word. However, would 
the palliative unit have offer young 
people there? I would want to try 
to ensure he was somewhere with 
similar ages.

　C　　　 I do not believe a medical word 
would be a good place for this 
young man to die.

　D　　　 If palliative care unit can manage 
situation best placed there. If 
doctor believes acute intervention 
needed – would need to consider 
doctor advice.

4.   Discussion
All respondents had the view that the 

patient’s wishes should be respected when they 
had the capacity to decide and when they had 
expressed specific wishes before loosing the 
capacity. This is in keeping with the principle of 
informed consent.

For the patients who lack capacity some 
respondents said the decision should be made 
in the patient’s best interest while others 
said they would base their decision on family’
s wishes. The question would be who should 
decide the patient’s best interest. Those who 
said they would decide in the best interest of 
the patient mentioned that all parties concerned 
including the medical and social team, family 
and the patient should be consulted. It was 
however not made clear who ultimately decide 
what the best interest of the patient is. Within 
the Japanese medical and social cultures the 
family would be considered as the best judge of 
the patient’s best interest. This may not be the 
case in the UK and this point is worth exploring 
in the further study. 

Safety was mentioned frequently by the 
respondents. Two respondents said that the 
wishes of patient and family should be respected 
so long as the care can be provided safely. One 
respondent said the doctor’s advice should be 
taken into account in the scenarios given if an 
acute intervention was required, otherwise the 
patient’s wishes would be considered first. This 
respondent was probably also concerned about 
the patient safety.  Patient safety seems to play 
a significant part in the UK MSWs decision 
making in the place of care.

For the paediatric patient, the MSWs view 
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was that his wishes and decisions should be 
respected so long as he was competent. In 
Japan,  whether the patient is an adult or a child 
would probably impact hugely on the MSWs 
response to the situation. A larger study to 
explore and compare the views of the Japanese 
and the UK MSWs on young persons’ care 
would also be interesting.

5. Conclusion
This pilot study showed that the MSWs 

respected the wishes of the patient first in 
deciding the place of care when they had the 
capacity to make decisions and when there had 
been an expression of wishes by them before 
they lost the capacity regardless of the age 
of the patient. Otherwise the family’s wishes 
were respected, so long as it was considered to 
be in the best interest of the patient. Further 
research to compare the UK and Japanese 
MSWs may highlight the cultural differences 
and scope for education and development in this 
area of social work.  
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