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MEDICAL PRACTICE

Hospital Topics

Terminal care for children dying of cancer: quantity and
quality of life

J A KOHLER, M RADFORD

Abstract

Parents of 18 children who died of cancer in the last five years
were interviewed. The mean duration of terminal care was 5-6
weeks, the median being two weeks. Most children died peace-
fully at home after a brief but obvious period of deterioration.
More counselling is needed for families in this situation.

Introduction

Various studies on home care for children dying of cancer have
suggested that not only do the children themselves feel happier at
home but that their parents cope better with bereavement if they
have been able to care for their child during the terminal illness.' 2
The questions most frequently asked by parents when taking a

child home to die are "How long will it be?" and "How will he die?"
This study was designed to find answers to those questions and to
discover the problems faced by these families.

Patients and methods

The case notes of all children from our unit who had died of cancer in the
previous five years were reviewed. For the purposes of the study only those
in whom there was a defined period of terminal care3 after a change from
curative to palliative treatment were selected. Of the 22 families whose child
fell into this category, 18 agreed to participate in the study. A semistructured
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interview was conducted by one or both authors, and a related questionnaire
was completed. Both parents attended for 11 of the interviews and the
mother came alone in the remaining seven.

Results

The mean age at death was 5 years 11 months. Neuroblastoma (four
cases), leukaemia (three cases), and hepatoblastoma (three cases) were the
most common diagnoses. The mean duration of terminal care was 5 6 weeks,
the median time being 2 weeks. Four children lived longer than 6 weeks,
dying at 2 months, 3 months, and two at 5 months.

All the families elected to take their child home after curative treatment
had been stopped. All but one family stated that the major reason for
choosing home care was that this was where the child wanted to be. Keeping
the family together was another important factor. Negative factors affecting
the decision for home care were fear of uncontrollable symptoms, especially
pain (15 families) and extreme anxiety over what would occur at the moment
of death (10 families).

In most cases the quality of life during terminal care was good until the
child's last few days. For example, one week before death one child went to
his local youth club, two rode a bicycle or pony, and one was on a camping
holiday. The worse case was a child who was bedridden for six weeks.

Half the children had gastrointestinal problems, anorexia and constipa-
tion being the most common. Six children experienced pain, but this was
subsequently controlled in five with adjustment of oral medication. The
sixth child had poor control of pain despite oral analgesics and local nerve
blocks. Fifteen children took diamorphine syrup, one distalgesic, one
valium, and one needed no analgesic. One third of the children suffered from
respiratory symptoms, one child having dyspnoea severe enough to warrant
readmission. Two children had bleeding problems, one having melaena and
one haematuria. Two of the three children with convulsions had isolated, self
limiting fits, and the third had frequent fits necessitating admission to
hospital.

Half the families believed their general practitioner to be in medical
control of their child and received daily to twice weekly visits from him. The
other half maintained contact with the hospital specialist, either by
telephone or weekly clinic visits. Immediate admission was always available,
and four children eventually died in hospital and one in a hospice. They
were readmitted between eight hours and 10 days before death at the
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parents' request in two cases and beca. se of uncontrollable symptoms in the
three others.
Twelve families had found help in the Church and six families thought

that they were especially supported by district nurses and social workers.
Half the families received charitable funding and 14 needed some form of
special equipment, particularly sheepskins (8 families) and wheelchairs (5
families).

Only one family had discussed death with their dying child, and two
strongly denied its approach to their other children. Three children talked
openly of death in their last 24 hours, although it had not been mentioned to
them. Death was described as peaceful by the parents of 14 children. In all
but one of the 18 cases the child had shown a steady deterioration in the days
preceding death so that the event was entirely expected.
The children of the four families not participating in the study died

peacefully at home, their parents informed the hospital staff soon after
death. The mean duration of terminal care for these children was four weeks.

Discussion

Although it is difficult to predict how long an individual child is
likely to survive after active treatment has been stopped, it
obviously helps the family to make appropriate plans if they have
some idea of what might happen. Our mean survival time of 5-6
weeks is similar to that of 32-7 days reported in a series of 32
children studied by Martinson et al.

Parents usually recognise the advantages for the whole family of
having their child at home for terminal care. They are glad to be
carrying out the child's wishes, can keep the family together, and
feel more in control of the situation. They may not, however,
express some of their anxieties about home care unless specifically
given the opportunity to do so. It was reassuring to find that despite
fears to the contrary the quality of the last few weeks of life was good
for most of the children in this study.
A recent study of adults dying of cancer found that 34% reported

moderate or severe pain and that only 5% were receiving oral
diamorphine.4 Our policy is to prescribe opiate analgesics early and
regularly, before the pain has a chance to return. Nevertheless,
despite careful instruction on the use of these drugs, several parents
expressed reluctance to increase the daily dose because of miscon-
ceptions concerning addiction or overdose. Five children therefore
suffered pain needlessly until the dose was adjusted. We now speak
directly to every general practitioner caring for a terminally ill child,
enlisting their help in following our analgesic regimen.
Those caring for adults dying at home have expressed anxiety

about what would happen at the moment of death,5 as have parents
of a child at home for terminal care. These parents emphasised
the enormous strain of coping with uncertainty and fear of the end
and criticised their otherwise very supportive medical practitioner
for failing to give them any guidelines. Over half of our parents
expressed similar fears. They dreaded a painful, undignified death,
and were also afraid that death would be sudden, leaving one parent

alone and unprepared for its occurrence. The fact that almost all of
the children showed obvious signs of impending death and that
most died peacefully is not only reassuring information but is vital in
counselling other families facing a similar situation.
Linked to the fear ofdeath itselfwas the anxiety over the practical

arrangements that must be made after death. Although these are
difficult to discuss in advance, especially when the child is relatively
well, lack of specific guidance about whether to call the doctor at
night and how long the body could remain in the house led to further
distress in five families. Ideally, there should be a doctor or nurse
well known to the family available at all times during terminal care,
anticipating problems of this kind and expecting to attend when the
child dies. '

Preparation for bereavement should include some discussion of
what to tell the child and other siblings about impending death. It is
widely believed that many children know when they are going to
die, and the opportunity for discussion should be available.
Similarly, support and counselling for siblings as well as parents
after the death are an important part of the paediatrician's role,I and
all our families appreciated being invited back to the hospital a few
weeks after the child's death. Clearly, however, doctors and nurses
based in the community are in a better position to give long term
support. In our health district we have a growing team of paediatric
district nurses who visit oncology patients at home throughout
their treatment and play a vital role in terminal care and follow up
of the family after bereavement.
When asked what practical help would have been welcome during

terminal care, many parents mentioned difficulties in obtaining
items of special equipment although they were often neither
sophisticated nor expensive. Delays inevitably led to frustration and
bitterness. We have now bought some basic items so that they are
instantly available and needs can be anticipated.

For most parents, however, the main burden of terminal care at
home was psychological. By discovering more about the duration
and quality of life for children dying of cancer, and through a greater
understanding of the unspoken fears of their parents, we should be
able to provide a more comprehensive preparation for bereavement
for future families.
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A 75 Year old man lost about 12 kg in weight-he is 1 72 m and now 56 7
kg-after having a subtotal gastrectomy for an acute gastnrc perforation. What
advice should he be given about diet, and is there any point in him trying to increase
his weight?

Weight loss is common after partial gastrectomy, the usual reason being
diminution of food intake due to the reduced capacity of the residual
stomach. This may best be overcome by increased frequency ofmeals so that
something is eaten every two to three hours. The type of "snack" taken
between main meals may consist of normal dietary constituents such as a
sandwich with a milky drink, but ifweight loss is severe high nutritional and
palatable proprietary preparations are available. For example, Build-ups
(Carnation) with milk provides 2-38 MJ and 32 g protein/500 ml; Complan
provides 1 87 MJ and 20 g protein in 100 g made up with water. Should there
be symptoms in addition to weight loss, such as "dumping," diarrhoea, or
the passage of stools suggesting steatorrhoea, then investigation may be
required to discover if there is some additional reason for malabsorption.
J R BENNETT, consultant physician, Kingston upon Hull.

A middle aged woman with Down's syndrome, hitherto normally active, has
increasingly painful osteoarthrosis in one hip. Is there any reason why she should
not have a hip joint replacement?

Disorders of the hip are relatively common in patients with Down's
syndrome. Provided that the particular patient's mental defect is not severe,
there is no reason why she should not have the hip replaced. It is assumed
that as she is normally active she is able to cooperate with treatment. Patients
with severe mental disturbance may be unable to do this. In particular, they
may assume extraordinary postures, placing the leg in bizarre positions
which make such operations impracticable. In the immediate postoperative
period nursing may be difficult, but it is not a major problem with patients in
whom the mental defect is moderate. Asymptomatic atlantoaxial instability
is a common problem in patients with Down's syndrome, and full clinical
and radiological assessment of the cervical spine should be undertaken
before anaesthesia.-s C GALLANNAUGH, consultant orthopaedic surgeon,
Hastings.
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