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| mproving management of bereavement in
general practice based on a survey of recently
bereaved subjectsin a single general practice

JILL MAIN

SUMMARY

Background. Previous studies of bereavement in primary
care have tended to concentrate on the attitudes of general
practitioners (GPs) to bereavement support and little has
been documented on the views of patients.

Aim. To establish the role, content, and value of a protocol
designed to help the newly bereaved by examining the
experiences and expectations of a group of bereaved
patients within a single general practice, with a view to
developing patient care within this area.

Method. A qualitative approach was adopted using a semi-
structured questionnaire, data collection, and analysis con-
sistent with the principles of grounded theory. Patients were
approached by letter and those who agreed to take part in
the study were interviewed at home.

Results. Many of those interviewed expected some form of
contact from their GP after bereavement, although the
nature of the contact they would have liked varied. The
majority would have appreciated a letter of sympathy and
none would have objected to it. Over half expressed some
form of dissatisfaction either with their GP or with the
hospital. Quality of information giving and communication
affected bereavement outcomes for some. The role of the
GP was examined and patients responded positively to
practical suggestions to improve bereavement care.
Conclusions. Bereavement support was seen to be an
important part of the GP role by the majority of those inter-
viewed. As a result recommendations have been made for a
protocol to support the newly bereaved.
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Introduction

was put forward by Freddin his work Mourning and
Melancholia He believed that grief was a normal process involv-
ing withdrawal of ties to the deceased. Other auttfonsive
since developed models that are derived from this work.
However, some people deviate from the norm, leading to the
concept of abnormal grieving. Parketescribes the circum-
stances under which abnormal grief reactions can occur.

Symptoms that might indicate an abnormal grief reaction have
been documented by various authors and summarised by Woof
and Cartérin their literature review. If bereavement can have a
detrimental effect on health, it should be of relevance to the
health professional. While some would warn against the medical-
isation of grie?'%others consider that grief should be regarded as
a medical problem as it can be associated with illessgial
isolation, and lonelinesg.Charlton and Dolmah believe that
bereavement care is a neglected area of health promotion and
that general practice is the ideal place to help and support
bereaved people, providing preventive care where problems are
likely to occur.

The aim of the study was to improve the management of
bereavement, to examine bereaved patients’ views of bereave-
ment support within a general practice, and to develop a protocol
for helping the newly bereaved as no formal bereavement
support policy currently exists.

Method

A qualitative rather than quantitative approach was adopted
using the principles of grounded thetrywhere data are collected
and analysed concurrently. Early data are coded with words that
describe emerging themes. These themes will determine what
information will be sought next and interview questions may
evolve or change as the ongoing analysis refines the focus of the
study!* Approval for the study was obtained from the Local
Research Ethics Committee.

NOWADAYS most people die in institutions such as hospitalsSample
| Nland residential and nursing homes, and so families and relas no form of death register existed in the surgery, the identifica-
tives are not prepared to deal with the death of a relative in thgon of patients within the practice who had been bereaved was

same way that their grandparents were.

difficult. The only method available was to use the practice com-

Expectations of modern medicine can make the reality ohuter to compile a list of patient deaths in the previous two years

death a subject with which most people feel uncomfortable. Thugnd check the family registers of those patients for relatives or

Costelld suggests that this can result in a stigma being attachgghriners still living at the same address. By this method a list of

to the subject and preparation for bereavement has become a syitients registered in the practice and who had suffered a
ject which people avoid. However, Stééelieves that the death pereavement were identified (after excluding for ethical reasons

of a loved one is one of the most stressful experiences of lifghe recently bereaved and those with known bereavement-associ-
describing it as a personal natural disaster affecting both healited problems). For ethical reasons the following were excluded

and social circumstances. Writef$iave emphasised the norma- from the study: anyone under the age of 18 years, those who had
tive component of grief reactions. One of the earliest theoriegeen bereaved within the previous six months, and anyone whose
practice records included entries relating to health problems

associated with their bereavement.

A total of 36 patients who were identified in this way were
contacted by letter and asked to participate in the study. Of these,
23 (six men and 17 women) agreed to be interviewed. All partici-
pants were over the age of 60 years. The participants were
interviewed at home by the author. Data were collected using a
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1. Satisfaction with GP

(i) Completely satisfied:

* No contact with surgery

¢ GP contacted patient

¢ Patient contacted GP

(i) Not satisfied:

* No contact from surgery
No acknowledgement during consultation
Felt ill-informed about seriousness of illness
Support disappeared following bereavement
GP forgot cause of death

iii) Nature of dissatisfaction:
Felt let down by the surgery
Hurt by apparent lack of awareness
Angry following an unexpected death
Bitter because given misleading diagnosis

e o o o .~ o o o o

N

. Quality of information given (hospital and GP)

(i) Prior to death (excluded are those previously well or who died
suddenly):

e Felt fully informed

¢ Feltinadequately informed

¢ Were unaware of seriousness of illness

(i) After death (excluded are those who felt fully informed). Of the
remaining 13:

* GP/hospital explained cause of death to their satisfaction
¢ Some subjects gave more than one reason

* GP/hospital still unable to offer adequate explanation

3. Adequacy of communication
¢ Some reported that they way information was given to them
affected how they felt

4. Differing expectations of the GP service

(i) Contact with surgery/GP following bereavement in any form:
¢ Some form of communication/contact should be made

e Contact with the surgery/GP not necessary

« Important and should happen
¢ Possibly, but wary of trivialising physical symptoms
* Not necessary

5. Development of the service

These are positive responses to suggestions put to the subjects

researcher:

* A letter offering sympathy/support would be appreciated

¢ Avisit by GP/nurse should happen

* A specific bereavement consultation should be offered

* Notes should be tagged to allow GP/nurse to be ‘bereavemer]
aware’ during consultation

* Record of deaths kept to allow members of staff to offer symg
when appropriate

(ii) Acknowledgement of bereavement during routine consultatior|:

Box 1. Themes arising from interviews with bereaved patients.

semi-structured interview schedule. Areas of enquiry were:

 individual experience of bereavement;
« the intervention of the health care services at the time;

e expectations of the health care services regardless of thel

actual experiences; and

recorded. As the interviews progressed emerging themes were
noted and subsequent interviews focused on them. The ongoing
analysis of the data allowed themes and issues not considered
before the start of the study to be pursued and developed. Issues
surrounding hospital care emerged and have been included in the
study. Widening the search to increase the number of participants
was considered. However, as no new themes were emerging
during the final interviews, this was not felt by the author to be
necessary.

Results

After all the interviews had been completed, themes or categories
were identified. These are set out in Box 1.

Satisfaction with the service

Ten subjects who expressed complete satisfaction with the ser-
vice they received all had relatives who had been ill for some
time. Those who had had contact with the surgery appreciated it.
Those who were satisfied but had no contact with the surgery felt
that the general practice was not required in this situation.
Thirteen subjects voiced some dissatisfaction with the service
they had received. Those who mentioned that there had been no
contact with the surgery felt that this was an important job of the
general practitioner (GP) or a member of his team. Contact in
any form would have been appreciated and they had expected it
to happen. Some felt they had not been made aware of the seri-
ousness of the illness. One felt the hospital had understated how
ill her husband was 12 hours before his death, while another felt
abandoned by her GP after her husband died.

Quality of information given (GP and hospital)

Prior to death.Those who felt fully informed at every stage of
their relative’s illness told of the ‘kindness’ of hospital staff, the
‘marvellous’ GPs, and the ‘excellent’ care their relatives received
both in the community and during hospital admissions. Others,
however, felt they had not been fully informed. Several subjects

y the'said they were unaware their relative had reached the end of what

t

athy

In most cases had been a long illness and missed the chance to
share final memories. Another felt that no-one told him what was
going on. Some seemed apparently unaware that their relative
had a life-threatening iliness.

After death.Some subjects who had expressed some dissatisfac-
tion at not feeling fully informed prior to the death were happy
that the GP/hospital explained to their satisfaction the reasons for
the death of their relative afterwards. Others were unhappy
because, even up to three years later in some cases, they did not
fully understand the cause of death or the circumstances
surrounding it. Three said that they still did not understand why
certain things had been written on the death certificate. On being
told of advanced arthritis as a secondary cause of death one sub-
ject claimed that ‘no-one told me she had arthritis, and suddenly
/S advanced!” Most of this group felt that the reason they had
not been given a full explanation was because there was no con-

« their reaction to several suggestions for possible improvet@ct from the health services after the death.

ment.

Participants were encouraged to talk about their own exper
ences from their own point of view. This unstructured form of

interview is described as a ‘conversation with a purptsthe

Adequacy of communication (GP and hospital)

‘The majority of patients reported no problems in this area. Most
could not actually remember what had been said to them, but

I%wly recalled that the manner of health service staff had been

interviews were not tape recorded. Field notes were made at t € mforting and supportive. However. those who reported prob-
time by the author and a written record of the interview made ar]% 9 pp ’ ’ P P

soon as possible afterwards with actual comments and opiniors "> " communication could recall exact remarks made at the
time and were still upset about them.
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Differing expectations of the GP service

At the end of the interviewsome subjects stithad noexpecta-
tions of their GP following a bereavement. However, the majori
felt that contact and communication with people who had recent- ~ anything.’ B

ly been bereaved was important and something that ought to hgp: 1hat's not their job.” o ,
pen. Some were visibly upset during the interview: ‘I can’{ ... 1 1eYre too busy to perform this social role.

. B (ii) Dissatisfied:
lkjlggebrzteann\(/jvilth etl;] :I;)r;c:ilzgyal(ljlgup(r)lgg?rieegcl)ir\]/?sct’ me after? ... We,™ The GP should visit personally. I should not be expected to gp to

the surgery.’
The need for the GP to be aware of bereavement and fa ‘A simple acknowledgement of bereavement is often all that i

acknowledge it during routine consultations was thought to b required it would not strain the service in terms of time or

important by some subjects. Several were upset when thgir resources.’

bereavement was not mentioned as they had questions they warjted ‘A telephone call would do.’

to ask but felt unable to raise the subject as the GP had not mgri/naware of seriousness of iliness ,

tioned it. Those who were normally fit and well and who rarely * The% [the hoksp;nhal] told mde hehwzsné Vﬁw We:]' and could stay
p ! another week if he wanted — he died that night.’

attended surgery said that had they needed to see their GP and . : : . . /

would have gxpyected acknowledggment of their bereavement. -N(itzvﬁry wellis a huge step away from being so ill he died wikh-

©oin ours.’

The majority of those whose bereavement had been acknowl. | ots of people have asthma and they don't die.’

edged by their GP appreciated it and felt it proper that it had poorly informed

been. Three subjects were worried that genuine physical symjp+ ‘I have looked after him so intimately, over so many years, thd

toms might be trivialised or assumed to be part of a bereavemgnt end was so important for me to have him home where | could

reaction. have some time for us to face it together.’

¢ ‘The consultant didn't like talking to relatives.’

re ‘I still don’t know whether he died at home, in the ambulance pr
in the hospital.’

No contact with GP
(i) Satisfied:
¢ ‘What could he (the GP ) have done? It wouldn’'t have changg

[}

Development of the service — several specific suggestions wi
put to the subjects to seek their views Poor communication
A letter of sympathyThe majority said ‘yes’. One felt that it | . The specialist made a joke of it saying her heart was as stror|g as
would have given her ‘permission’ to ask for help, anothe abull's.’
expressed the view that while most people do not need profgse ‘He was crying out and | asked the auxiliary to help. I've only fjot
sional help, it was easy for those who did need help not §o  one pair of hands she said.’
receive it and a letter from the surgery would be valued: ‘I don? Importance of family and friends _
think you'd be inundated with weeping people.” Another said: ‘|| * 've been very lucky with family and friends, but there must be
think that about 50% of people would benefit, but 100% would  '0ts of people out there on their own who need help.
appreciate it.’

Box 2. Quotes from the subjects interviewed.

Visit from GP/nurseA few believed it to be necessary, although
most would have appreciated it. One simply asked for ‘five orside their family. The fact that the interviews were not recorded
ten minutes to explain what had happened and why’, whilenight seem to limit the study in terms of sound measurable
another was more distressed: ‘His death has left me desolate aresearch methods. However, it was felt by the author on hind-
until | have answers to my questions, I'm finding it so difficult to sight that the rich data that was actually collected was owing to
come to terms.’ the fact that some subjects felt they could express their thoughts
and feelings in a confidential manner and that this justified the
Tagging of notesA practical way of ensuring bereavement decision not to tape record.
awareness is by ‘tagging’ or marking the notes of the bereaved The issues that emerged are not new. Poor communication and
person in some way and this was also put to the subjects. Nitadequate information caused distress to a number of subjects,
surprisingly, those who expected awareness and acknowledggemetimes resulting in bereavement difficulties. Se¥leiew
ment reacted enthusiastically to this suggestion, while the fewhat those patients who suffered from cancer and their relatives
who had reservations were those concerned about the trivialisaere more likely to understand the implications of the diagnosis
tion of physical symptoms. was confirmed in this study, whereas some relatives seemed to
have been unaware of the seriousness of the illness that had
Record of deathsThe final suggestion was that there should be d€ésulted in the death of their relative. Those whose relatives had
record of deaths within the practice. This would allow surgenydied from cancer understood that death was inevitable, although
staff to offer sympathy to those who had been bereaved if apprd? some cases the timing was unexpected. Several subjects

priate. This was generally well received. Box 2 contains soméeported the upset that offhand remarks had caused. They
additional quotes from the subjects. described the guilt that they now felt after tactless remarks by

health service staff. Davet al” documents this finding also.

. . While a few subjects did not expect any contact from their GP
Discussion following bereavement, none would have objected to a message
The decision not to tape record was taken because of the vepy sympathy. Many bereaved persons adapt to their loss with
sensitive nature of the interview and it was felt that subjectdittle help from health professionadtsand this was characterised
might feel threatened by the fact that their conversation waby comments such as ‘you just have to pick up your knapsack
being recorded and taken away by the author. Some subjeca®d carry on’. Others looked at what they still had and have
came with their own agendas and talked at length about verpoved on with the help of family and friends. ‘I wept because |
distressing experiences. Others were very critical of both hospit&lad no shoes, then | met a man with no feet.’
services and their GP and were aware that the author was theAs a result of this study a series of suggestions have been
practice nurse employed by their GP. For some, it was the firgnade (Box 1, Item 5) based on the findings of this study and the
time they had spoken openly about these matters to anyone o@iecumented literature. With regard to improving management of
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bereavement, the suggestions that were put to the participants
were generally received positively and are reflected in the literat:
ture. The development of a death register has been discussed {5y
several authot$'%2%and an evaluation of such registers by Stacy
et aP! concludes that they are a valuable source of informatiod8.
used for, among other things, bereavement follow-up and care.
Most of the subjects felt that while some acknowledgement o% '
their bereavement should be made, a visit was not necessary.
This concurs with the results of Blyfrand Cartwrigh® but not 20
with Gunnell?* Charlton and Dolma suggest that if personal 5
contact is not made then a suitably worded letter may be sent.
Robinson and Stacy’sguidelines for the management of the 22.
dying and bereaved include the recording of the death in thg3
notes of close family members. Charlton and Dolthaitso '
encourage the marking of case notes and only a few of the study.
subjects voiced an objection to this. Haines and Boor5ff's
survey of GPs found that half of their responders thought thet®
terminal care was an important part of their work and believed
that training in bereavement counselling would be helpful.26.
However, a study of GPs in South Thames Health Région
found that only 39% of GPs who responded to their question-""
naire routinely offered contact to their bereaved patients. The
degree to which bereavement support is proactive or reactive

Stand1998;12(52): 47-50.

Seale C. Communication and awareness about death: a study of a
random sample of dying peop®oc Sci Medl991;32(8): 943-952.
Davis BD, Cowley SA, Ryland RK. The effects of terminal illness on
patients and their carei3 Adv Nursl996;23: 512-520.

Carter YH. Death notification in general practice: optimizing the
quality of care. (Letter.Br J Gen Practl998;48: 1728.

Wagstaff R. Information about patients’ deaths: general practition-
ers’ current practice and views on receiving a death register.

Gen Practl994;44: 315-316.

Berlin A, Bhopal R, Spencer J, van Zwanenberg T. Creating a death
register for general practicBr J Gen Practl993;43: 70-72.

Stacy R, Robinson L, Bhopal R, Spencer J. Evaluation of death regis-

" tersin general practicBr J Gen Practl998;48: 1739-1741.

Blyth AC. Audit of terminal care in a general practB®J 1990;

300: 983-986.

Cartwright A. The role of the general practitioner in helping the
elderly widowedBr J Gen Practl982;32: 215-227.

Gunnell DJ. Terminal care in general practice. (LetB) 1990;

300: 1400-1401.

Robinson L, Stacy R. Palliative care in the community: setting prac-
tice guidelines for primary care tearn®s.J Gen Practl994;44:
461-464.

Haines A, Booroff A. Terminal care at home: perspective from gen-
eral practiceBMJ 1986;292: 1051-1053.

Harris T, Kendrick T. Bereavement care in general practice: a survey
in South Thames Health Regidr. J Gen Practl998;48: 1560-

1564.

seems to depend on the individual GPs interests, beliefs, ankicknowledgements

knowledge of individual patients. This has been demonstrated inwould like to thank Dr Philippa Daniell, general practitioner, for helping
this study also where bereavement support has been shown totbesonceive the project and for allowing me to approach the patients who
patchy and inconsistent. However, this study has identified frorE;r“c'pated in the study. Thanks are also due to Dr James Harrison,

the bereaved person’s point of view the practical steps that cou
be taken to improve bereavement care in general practice. This

siness Design Consultancy, Moseley Hall Hospital, Birmingham, for
pport and encouragement.

study has demonstrated that the bereaved do feel that some inpddress for correspondence
from their GP is not only helpful but, for the majority, very ys jill Main, Clinical Development Nurse (Research), Moseley Hall

important in helping them deal with their loss.

The study was limited in size, in that it was carried out within
a single practice and thus reflects only the views of that practice
population. It is also acknowledged that the sampling method did
not identify all patients in the practice who had been bereaved, as
it was not possible to find those patients who had been bereaved
following the death of a person in another practice. However, the
findings confirm previous research and therefore the author feels
that they reflect a true picture.
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