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A study of bereavement care after a sudden and
unexpected death

Ann Dent, Louise Condon, Peter Blair, Peter Fleming

Abstract
Bereaved parents' perceptions of care
after the sudden, unexpected death of
their child (from 1 week to 12 years), and
the care that was or could be offered by
statutory and voluntary agencies, was
assessed in 11 health districts in seven
regions of England and Wales. In these 11
districts, 185 families were identified who
met the criteria of the study. Permission
to contact these families was given by only
72 general practitioners. Of these, 42
families responded (58%). Sudden infant
death syndrome accounted for 43% of the
deaths.
The results from postal questionnaires

sent to both parents showed that hospital
care was perceived as good on the whole,
although parents would like more choices.
Most parents felt that community care
was inadequate, leaving many feeling
isolated. In contrast, questionnaires from
health visitors and general practitioners
in the same health districts showed that
they believed that they were the most
appropriate professionals to give foliow up
care, but as there were few policies to
guide them and little training provided,
felt unable to offer support.
(Arch Dis Child 1996;74:522-526)
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While there is an expanding literature on the
emotional responses of families to the death of
an infant or child, '" no studies have concen-
trated on how bereaved parents view the care

they have received, how care is coordinated
between the voluntary and statutory agencies,
or how equipped professionals and volunteers
are to meet the needs ofbereaved families. Fin-
lay and Dallimore suggested in their study of
150 bereaved parents, all members of the
voluntary agency, Compassionate Friends, that
there was a serious need to revise the in-service
training of the police and the health profession-
als, particularly in their approach to informing
of the death, and that parents should be
allowed more time with their dead child with
fewer restrictions on what they could do with
the body. 7

This report gives the results of a two year

qualitative, retrospective study carried out in
11 health districts of England and Wales, to
establish what parents thought of the care they
had received both from the statutory and
voluntary agencies after their child died
suddenly and unexpectedly from accident or

illness. It also shows what professionals and
voluntary agencies in the same health districts
as the bereaved parents, can offer in the way of
support.

Methods
AREAS INCLUDED IN THE STUDY
The study was carried out in England and
Wales. Of the 14 health regions, seven were
selected, namely: Northern, Trent, East An-
glia, NE Thames, Wessex, Mersey and Wales,
taking into consideration geographic, socioeco-
nomic, urban, rural, and ethnic factors. Two
health districts within each of these regions
were chosen for study. Ethical approval was
sought from 15 health districts (one being for
the pilot study). In four regions it was possible
to utilise only one health district as two ethical
committees did not consent to the study, and
in another two health districts, although ethical
approval had been given, local paediatricians
did not give the information required to carry
out the study. In the latter two health districts,
it was possible to obtain information from
health professionals and voluntary agencies but
not from bereaved parents. All ethical commit-
tees, except one, wished us to contact the fami-
lies' general practitioner for permission to con-
tact the bereaved parents.
A pilot study was conducted in one health

district. Because there were minimal changes
to the questionnaires, and no modification of
the protocol, the results from the pilot study
are therefore included in the overall results. As
a consequence, the full study was carried out in
11 health districts, from seven different health
regions.

INCLUSION CRITERIA
The study included all families whose children
from 1 week to 12 years had died suddenly and
unexpectedly from accident or illness from the
beginning of May 1991 to the end of May
1993.

EXCLUSION CRITERIA
Families whose children had died of a possible
non-accidental injury, who had been mur-
dered, had died as a result of suicide, or a
chronic life threatening disease, or who had
moved abroad since the death of their child,
were not included in the study.

DESIGN OF PARENTAL QUESTIONNAIRE
Postal questionnaires were chosen to obtain
the required information from bereaved par-
ents. This method was adopted because of the
wide distribution ofbereaved families through-
out the UK and the limited length of time to
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complete the study. The questionnaires were
designed to gain information from both fathers
and mothers on their perceptions of, and satis-
faction with, the care they had received from
the emergency services, hospital staff, the
coroners' officers, the clergy, funeral directors,
Department of Social Security staff, the media,
voluntary agencies, and members of the
primary health care teams. Advice was sought
from bereaved parents in both the design of the
questionnaire and how the questions were
asked.
To maintain confidentiality, respondents

could only be identified by region, district, and
questionnaire type. Any names of people or
institutions or dates given by the respondents
were removed from the completed question-
naires.

because the general practitioner refused per-
mission, could not locate records, did not reply
to our request, or could not be traced. Further-
more, in two health districts, identified families
could not be contacted due to lack of informa-
tion from local paediatricians. Of the 72 fami-
lies contacted, 42 returned questionnaires, giv-
ing a response rate of 58%.

Figure 1 shows the cause of death of the
children whose parents were contacted.
The age of death of the children ranged from

2 weeks to 10 years, the majority of the
children being less than 1 year old (61 %).
Exactly half the deaths occurred in the home,
most of the other deaths taking place in inten-
sive care units. In 25 cases, both parents
replied, and in 17 cases just one of the parents
(15 mothers and two fathers).

QUESTIONNAIRES TO HEALTH PROFESSIONALS AND
VOLUNTARY AGENCIES
The option of sending questionnaires to the
general practitioners and health visitors who
had actually been involved with bereaved fami-
lies was considered. However, it was rejected
because of lack of available time to follow up
those who had been involved in this way. It was
felt that a random sample would be less threat-
ening and would give a clearer picture of what
could or had been offered in each health
district.
For each chosen health district, question-

naires were designed to send to 20 health visi-
tors and 20 general practitioners randomly
selected, all hospital accident and emergency
departments, hospital chaplains, emergency
services, and national voluntary agencies
(CRUSE, Foundation for the Study of Infant
Deaths, SANDS, Compassionate Friends) in
that district. In each of the chosen health
districts, a local paediatrician was asked to
assist the project by giving local information
and support to the study. Only one declined.

Results
SAMPLE SIZE
Although 185 eligible families were identified,
only 72 were included in the study. Almost two
thirds of the families could not be approached

Fir

Multiple injuries

Gastroenteritis

Unknown

0 5 10 15
No of deaths

Figure 1 Cause of death in 42 children; SIDS = sudden infant death syndrome, RTA =

road traffic accident.

ANALYSIS OF PARENTAL RESPONSES
Emergency services
Most parents were satisfied with the care given
by the police, ambulance, and fire brigade.
Many praised the efficiency of the ambulance
staff in dealing sensitively with the situation,
although a third of the parents were not able to
accompany their child in the ambulance. A
number of parents (28%) felt that the police
could have been more sympathetic and less
accusing.

Hospital service
Care of their child while in hospital was
perceived by 92% of parents as being good.
Care by hospital doctors and nurses was
considered good by 77% of parents. All parents
had been told sensitively about their child's
death. 'We were told very, very sensitively by
the doctor in charge, told with some emotion
and sadness which helped us enormously'.
Most hospitals had facilities available to help

the bereaved parents, although few intensive
care units provided a play area for the siblings
or offered transport home if required.
Over a quarter of parents were not given

information as to what was happening to their
children while being treated before they died,
and a third would have appreciated someone to
sit with them while waiting before the death.
Most couples were given the opportunity of
holding their child after death. Only a quarter
of the parents were aware that they could wash
the body, bring siblings to see the dead child,
and accompany the body to the mortuary.

Less than half the parents were offered a
photograph and only a very small number were
offered hand and foot prints, or a lock of hair.
In retrospect, most parents would have liked
these mementoes.

Less than half of the parents were offered a
help-line telephone number or a contact num-
ber for a support group. Many would have val-
ued leaflets on bereavement issues, especially
on how to help bereaved siblings, explanation
of postmortem examinations, and how to
register the death.

Coroner's officer
Questions were asked regarding the parent
identifying the child's body, taking away cloth-
ing and bedding, and collecting information
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about the circumstances of the death. Most
parents felt that this had been carried out in a
sensitive manner by the coroner.

Media contact
Over half of the deaths (55%) were reported
either in newspapers, on television, or the
radio. Many parents were deeply upset by the
insensitivity of the reporters and the inaccu-
racy of the reports. 'Totally horrifying! It was
one of the most distressing parts of the
tragedy'.

Dealing with governmental departments
In half the cases the parents were not told
about informing the Department of Social
Security about the death of their child. Most
were satisfied with the attitude of the depart-
mental staff, although a small number felt
angry with their lack of sensitivity.

Postmortem examinations
Most examinations (74%) were conducted
within two days of the death. None took longer
than six days. Most parents understood the
findings and were able to ask questions, but
nearly half did not understand the answers to
their questions. Those whose infants had died
from sudden infant death were distressed that
there was no medical explanation. Such
comments as 'There weren't any answers to his
death. There was nothing wrong with him'
were common for responses. These parents
were also unaware that organ donation was not
possible and could not understand why they
had not been asked.

Funeral
All parents were satisfied with the service
offered by funeral directors and the way in
which the service was conducted by the clergy.

Supportfor bereaved parents
More than half the parents were not offered
follow up care at the hospital to talk of the
death with a paediatrician. Of those that were,
88% thought the meeting was helpful. Only
13% of families received formal support from
their general practitioners and 12% from

General practiti
(n =

Health vi
(n=

A& E (n = 13'

Emergency servi
(n=

Voluntary a ennri=

Chaplains (n = 141 86

100
Percentage

Figure 2 Involvement with sudden unexpected deaths in children 1 week to 12 years;
A&E = accident and emergency department.

health visitors. Those who had been helped by
their general practitioner and/or health visitor,
commented how helpful this had been. Only
36% had made contact with a local support
group. A further 18% said they would have
liked to. Around 90% felt that their partner
sometimes or quite often provided them with
emotional support, but 55% said they had
experienced a serious strain in their relation-
ship with their partner. Two thirds of parents
turned to other bereaved parents. Less than
10% felt there was no-one to give support.

Other children in thefamily
Of the 42 families involved in the study, 33 had
other children, 68 in total (the number ranged
from 0-5, the median being 2). The ages
ranged from 1 month to 15 years. Of the 50
children aged 2 or over, three quarters of fami-
lies said they had noticed behavioural changes,
the most common being withdrawal (39%).
Other families also listed stealing, sleeping
problems, crying over little things, pretending
to be a baby, wanting lots of attention, and
putting on excessive weight. Only 27% of these
families had been given advice from health
professionals about the needs of grieving
siblings and only two of the children were
receiving professional support (one from a
bereavement counsellor the other from a social
worker). Two thirds of the parents thought the
health professionals could have been more
helpful in dealing with bereaved siblings. Many
parents advocated the need for professionals to
conduct home visits and to make regular
contact.

ANALYSIS OF RESPONSES FROM THE HEALTH
PROFESSIONALS AND VOLUNTARY AGENCIES
Of the 598 institutions or individuals con-
tacted, the overall response rate was 74%. Of
the 36 emergency services contacted 89%
responded, 13 of the 15 accident and emer-
gency departments responded and 14 ofthe 15
hospital chaplains. Of the 240 general practi-
tioners contacted, 69% responded as did 78%
of the 240 health visitors. The lowest response
was from the voluntary agencies, 63% of the 48
voluntary agencies responded.

Figure 2 shows the involvement of each
group of professionals with a sudden unex-
pected death in the last two years. Most of
those contacted in the accident and emergency
departments, emergency services, voluntary
agencies, and hospital chaplaincy had experi-
ence of at least one case in the last two years.
Less than a half of the 186 health visitors had
dealt with such a death and less than a quarter
of the 166 general practitioners.

ANALYSIS OF GENERAL PRACTITIONER
QUESTIONNAIRES
Although virtually all of the 166 general practi-
tioners who responded believe that families
should be offered follow up care after the
death, few were aware of formal policies (only
20% were aware of a policy for the death of a
baby and 7% for the death of a child).
Only 8% had been given any specific training

in how to help a family bereaved through the
death of a child. Most would value training and
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more information, especially on bereaved chil-
dren. Many general practitioners would like
leaflets to give to parents on bereaved children,
understanding bereavement, and self help
groups. Nearly all (96%) believed that they and
their health visitors should be involved in
follow up care. Over half (59%) felt that the
voluntary agencies met unfulfilled needs of
parents, and could give up to date information
and resources.

ANALYSIS OF HEALTH VISITORS QUESTIONNAIRES
Although 58% had been involved with the
death of a child or infant in the last two years,
few had policies to guide them, especially after
the death of a child (only 35% of health visitors
were aware of a policy for the death of a baby
and 16% for the death of a child). All health
visitors (n= 186) believed that families should
be offered follow up care and that they have an
active role in doing so. Three quarters had had
no specific training, and all thought it would be
helpful. Many expressed a wish to have more
leaflets, especially on bereaved children and
understanding bereavement.

ANALYSIS OF QUESTIONNAIRES FROM ACCIDENT
AND EMERGENCY STAFF
More than two thirds (n=13) had policies for
caring for a family when a baby dies, and just
under a half for the death of an older child.
Over half had been given training and more
than two thirds would appreciate more. What
they offered parents matched up with what the
parents said, in terms of what facilities,
services, and choices were available.

EMERGENCY SERVICES
Responses came from 12 police stations, nine
ambulance services, and 11 fire brigades.
Again it was found that few policies existed for
the death of a child or infant. Only a third of
the police stations had a policy for the sudden
death of a baby and a quarter for that of a
child. Only 11% of ambulance services had a
policy for the death of a baby, none for
children, and no fire services had a policy for
either a baby or child. Few had been given spe-
cific training, which most would find helpful.

HOSPITAL CHAPLAINS
Of the 14 hospital chaplains who returned
questionnaires, all had had contact with
families whose infant or child had died. Many
would welcome information rather than train-
ing on specific areas. These include children in
crisis, post-traumatic stress syndrome, and cri-
sis counselling.

VOLUNTARY AGENCIES
Of the 30 (62%) voluntary agencies that
responded, 50% offered individual counselling
to bereaved parents, 87% provided befriending
services, and 73% ran support groups for par-
ents. However, only 27% had support groups
for grandparents and only 13% had support
groups for siblings. Two thirds provided train-
ing for their volunteers, but only a quarter gave
specific training on how to help parents whose
infant or child had died suddenly. Most (82%)

thought this would be useful. Many would
appreciate more information especially on
coordination with health professionals. Many
had referrals from health visitors and worked
alongside them. All would like leaflets to give to
parents on grieving children and grieving
parents.

Discussion
This study relied heavily on permission being
granted from ethical committees in the first
instance and general practitioners' approval in
the second. The low sample size can be attrib-
uted mainly to 'professional blocking'. One
ethics committee did not give approval as it
was felt that 'parents might question why they
were not offered certain facilities'. In another,
paediatricians claimed that others were con-
ducting similar research but on further investi-
gation this was not the case. As several months
had elapsed since the original proposal had
been submitted, it was too late to enter a
further proposal. In a further two districts,
although ethical approval had been granted,
the identified paediatrician in one was unwill-
ing to release any information on children who
had died, and in the other, general practitio-
ners' names and addresses were withheld. As a
result of these exclusions (and the inclusion of
the pilot study) the study was conducted in
only 1 1 of the 15 districts. All ethical commit-
tees except one were insistent that families'
general practitioners were approached initially
for permission to contact bereaved parents.
Consequently, the number of families was
greatly reduced. It may be that ethical commit-
tees were being inappropriately protective of
families and denied the families therefore the
opportunity to voice their concerns and ways
in which care could be improved. Similarly the
general practitioners who refused contact may
have done so for many reasons not related to
whether the family wished to complete the
questionnaire or not. There is therefore an
implication that ethics committees and medi-
cal personnel felt threatened by the study.
From the number of infant deaths identified

in the study, a mean of nine children per health
district (ranging from three to 17 deaths) died
each year from sudden and unexpected causes
of accident or illness. Although the number of
children is small, the numbers of those affected
by the death are not. Taken nationally, around
2000 families will be affected each year;
approximately 4000 parents, a possible 8000
grandparents, and an unknown number of sib-
lings.
The findings of Finlay and Dallimore's

study7 have been partly confirmed in this
present study, in that while most parents were
satisfied with the emergency services as a
whole, some parents felt the police could have
handled the situation more sensitively. There
was, however, universal praise for the health
professionals in the manner in which the
parents were told of the death. Further, this
study agrees with Finlay and Dallimore's study
in that parents want to spend more time with
their dead child and would appreciate more
choices, for example in accompanying their
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child to the mortuary, washing their child, and
bringing siblings to see their dead brother or
sister. Parents would also like more mementoes
such as hand and foot prints, and locks of hair.
The parents' perceptions of behavioural

changes in their surviving children is a matter
for concern. Very few parents received any pro-
fessional help. Most of the parents who had
other siblings wanted more information and
help from the health professionals.
More than 30 years ago, Cain et al comm-

ented 8 'A full preventive-therapeutic approach
to the dead child's siblings, integrated with
assistance to the grieving parents, remains to
be carefully spelled out. But recognition of the
need for such efforts represents a major step
towards preventing what we called elsewhere,
the senseless arithmetic of adding newly
warped lives to the one already tragically
ended'. It would appear that little has changed.

It is apparent that all professional groups
would value more training and information.

General practitioners and health visitors see
themselves as the most appropriate profession-
als to support bereaved families and yet few are
aware of specific policies to provide guidelines
for bereavement support. Many feel inad-
equate to care for such families, especially
bereaved siblings. Many health visitors feel that
they are unsupported and unsupervised in
bereavement care.

Conclusions
Although the number of families that could be
included in this study was small in comparison
to those that were identified, the evidence sug-
gests that improvement could be made in the
following areas:

(1) More choices should be available to par-
ents in hospitals.

(2) A system of identifying bereaved families
should be established in each health district to
ensure that an appropriately trained paediatri-
cian can offer support either directly or prefer-
ably through the parents' general practitioner.
Home visits are seen by families as especially
valuable, and in view of the relatively small
number of such deaths in each district, it would
be entirely appropriate for a paediatrician to
offer a home visit preferably with the general
practitioner and/or health visitor.

(3) More structured bereavement follow up
in the community should be offered to parents
by health visitors and general practitioners.

(4) More training should be available to all
who are involved with a family which has
suffered the sudden and unexpected death of a
child.
We gratefully acknowledge funding from the Foundation for the
Study of Infant Deaths and from Cot Death Research.
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