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OBJECTIVES: To determine which staff behaviours and interven-
tions were helpful to a family who had a child die in the intensive
care unit (ICU) and which behaviours could be improved.
METHODS: Families whose child died six to 18 months earlier were
invited to participate. Families whose child’s death involved a coro-
ner’s inquiry were excluded. Family members were interviewed by a
grief counselor, and completed the Grief Experience Inventory
Profile and an empirically designed questionnaire.

RESULTS: No family refused to participate. All family members (13
families, 24 individuals) reported that they wanted, were offered and
had: time to be alone with their child, time to hold the child, chances
to discuss their feelings, and an opportunity to cry and express their
emotions openly. Tangible mementos of the child were appreciated.
Support provided by nursing staff was rated as excellent. Some physi-
cians appeared to be abrupt, cold and unfeeling. Hospital social
workers and chaplains, when available, were appreciated. Parents
valued access to private space and holding their child, but these
options needed to be suggested, as they did not know to ask for them.
Some families wanted more information about funeral arrangements;
most wanted more timely information about autopsy results and feed-
back on organ donations. Follow-up contact from the hospital about
four weeks after the death was valued. Families saw the study as an
opportunity to provide feedback that may help others.
CONCLUSIONS: Many acute bereavement interventions need to
be initiated by staff because families do not know to request them.
Physicians do not always meet individual family’s needs for support.
Contact initiated by staff following a death is appreciated.

Key Words: Communication; Death; Family; Follow-up;
Funeral arrangements; Organ retrieval

Le déces et le deuil dans une unité de soins
intensifs pédiatriques : Les perceptions qu’ont
les parents du soutien du personnel

OBJECTIFS : Déterminer les comportements et les interventions du
personnel qui sont utiles pour une famille dont enfant meurt a 'unité de
soins intensifs (USI) et les comportements qui pourraient étre améliorés.
METHODOLOGIE : Des familles dont Penfant avait péri au cours des
six 2 18 mois précédents étaient invitées a participer. Les familles dont le
déces de 'enfant sassociait a une enquéte du coroner étaient exclues. Les
membres de la famille ont passé une entrevue avec un thérapeute pour les
endeuillés et ont rempli le profil de I'inventaire de 'expérience du deuil
ainsi qu'un questionnaire empirique.

RESULTATS : Aucune famille n’a refusé de participer. Tous les membres
de la famille (13 familles, soit 24 personnes) ont déclaré qu'ils avaient
voulu, qu'on leur avait offert et qu'ils avaient regu ce qui suit : du temps
seul avec leur enfant, du temps pour tenir leur enfant dans leurs bras, la
possibilité¢ de discuter de leurs sentiments et I'occasion de pleurer et
d’exprimer leurs émotions ouvertement. Les souvenirs tangibles de
I'enfant étaient appréciés. Le soutien assuré par le personnel infirmier
était évalué comme excellent. Certains médecins semblaient brusques,
froids et insensibles. Le soutien des travailleurs sociaux et des aumdniers
de I'hopital, lorsqu'ils étaient disponibles, était apprécié. Les parents
trouvaient important d’avoir accés a un espace privé et de tenir leur
enfant dans leurs bras, mais il fallait leur suggérer ces possibilités parce
qu'ils ne savaient pas pouvoir le demander. Certaines familles désiraient
recevoir plus de renseignements sur les dispositions funéraires. La plupart
auraient voulu recevoir de I'information plus rapidement au sujet des
résultats de l'autopsie et bénéficier d'un suivi relativement au don
d’organe. Un contact établi par I'hdpital environ quatre semaines apres le
déces était jugé précieux. Les familles ont pergu I'étude comme une
occasion de fournir des commentaires qui pourraient aider d’autres
familles.

CONCLUSIONS : De nombreuses interventions immédiates pour les
endeuillés doivent étre suggérées par le personnel parce que les familles ne
savent pas qu’elles sont autorisées a les demander. Les médecins ne
respectent pas toujours les besoins de soutien des familles. Les contacts
établis par le personnel aprés un déces sont appréciés.

he death of a child is probably the most traumatic event

that a family can experience. When a child dies in an
intensive care unit (ICU), interactions between the staff and
the family around the time of death influence both the short
term impact and the long term recovery for the family. The
actions and comments of staff are remembered, often vividly
and verbatim, and have the potential to alleviate or exacerbate

the parents’ pain (1). Many individuals, including some ICU
staff, feel very uncomfortable around parents who are losing or
have just lost a child. Nursing education addresses how to cope
in these situations (2,3). Physicians must learn almost exclu-
sively from faculty role models through observation and exam-
ple, because the formal medical curriculum rarely extends
beyond the theoretical considerations of how to help a family
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TABLE 1
Bereavement care strategies specifically addressed in the
questionnaire

Ensuring that the family has time to be alone with their child

Suggesting that the family take opportunities to hold their child

Not limiting access to the child's bedside

Providing access to a nurse or doctor whenever the family had
questions

Encouraging the family to personally collect their child's belongings

Offering to discuss funeral arrangements

Providing opportunities for individual family members to discuss their
feelings

Validating the need for family members to cry and express their
emotions openly

Preparing and providing mementos of the child (footprints, photos, locks
of hair)

deal with death (4-6). Medical staff can also perceive the death
of a child as a failure on their part and experience guilt, anger
or detachment (7) and, consequently, be unable to provide the
parents with constructive or effective support.

The ICU at the Children’s and Women’s Health Centre of
British Columbia has developed specific care strategies for use
around the time of death designed to assist family members in
the short and long term (Table 1). The authors’ ICU is the sin-
gle tertiary care paediatric facility serving a large western
Canadian province. The strategies developed are not unique to
our paediatric ICU. Many premature nurseries and oncology,
cardiology and perinatology programs have established support
initiatives (8). However, this is an aspect of care that is rarely
evaluated as a quality assurance measure, or addressed in the
paediatric literature (1,9).

We reviewed the available literature and conducted a study
to evaluate parents’ perceptions of the impact of bereavement
care. The objective of the study was to obtain feedback from
parents who had a child die in our paediatric ICU and identify
the components of care provided particularly well by our staff
and aspects where improvements could be made. We hypothe-
sized that there would be aspects of the care provided that
more than half of families found to be positive, and aspects of
care that the majority found were not well-delivered.

METHODS

This study was approved by the Behavioral Research Ethics
Board of the University of British Columbia (#B97-0361) and
the Research Review Committee of Children’s Hospital. Families
who had experienced the death of a child in the authors’
paediatric ICU more than six months but less than
18 months before the study were sent a letter inviting them to
participate in the study. This time period was chosen to avoid
deaths that were too recent for parents to be objective, or too
long ago for all relevant aspects to be remembered. Exclusion cri-
teria were: English language comprehension below the grade 4
level (insufficient to complete the questionnaires and participate
in the interview), and residence outside a 160 km (100 mile)
radius of the hospital (beyond a reasonable travel distance for the
interview). Families whose child’s death was ‘suspicious’ (suspect-
ed violence or abuse) or involved a coroner’s inquiry for other
reasons were excluded because such cases often involve incom-
pletely resolved legal action or complex issues on causation.
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If the family returned the consent form enclosed with the
letter, they were mailed copies of the Grief Experience
Inventory Profile (10) and an empirically designed question-
naire, one for each caregiver, usually the father and the moth-
er. In single-parent families, a second close family member was
encouraged to participate.

The Grief Experience Inventory is a validated measure of
the status grief resolution following a significant loss (10). It
was developed as a means of quantifying data from individual
interviews of bereaved individuals. It is made up of statements
made during interviews with people experiencing grief, or by
researchers describing the grief experience as they observed it.
It is presented in a true or false format using simple, nonsexist
language. The score is separated into 12 scales rating: denial,
atypical response, social desirability, despair, anger and/or hos-
tility, guilt, social isolation, loss of control, rumination, deper-
sonalization, somatization and death anxiety.

The empirical questionnaire (available from the authors)
addressed five areas: demographics; contact with hospital per-
sonnel; specific experiences the day the child died; support
received the day the child died; and support or contact
received since the child’s death. The questionnaire specifically
asked about bereavement interventions that the Children’s
and Women’s Health Centre of British Columbia suggests and
supports (Table 1), eliciting whether they were offered,
whether they were wanted and whether they happened. In
addition, questions addressed the contribution of interaction
with different staff members, including physicians, nurses, clin-
ical nurse specialists, hospital chaplains, social workers, psy-
chologists and child life workers, both on the day of the death
and subsequently.

Once the questionnaires had been returned, an appoint-
ment was made for a home visit for a personal interview with a
grief counsellor. To ensure objectivity, the counsellor was an
experienced independent grief counsellor not based at the
Children’s and Women’s Health Centre of British Columbia.
The home interview followed a semi-structured format to
ensure that the same issues were covered with all families.
Topics covered were: the circumstances surrounding the death,
positive and negative aspects of the bereavement care provid-
ed at the hospital, impact of the interventions, coping strate-
gies they have used since the death, and any issues raised by
the questionnaires. The parent(s) or family members were
interviewed together.

Data analysis

The Grief Inventory was scored, and the mean and SD of the
t-scores were determined for men and women separately.
Results of structured questions were entered into a database
and analyzed using descriptive statistics. If appropriate, the
Wilcoxon signed-ranks test was used to compare scores.
Open ended questions and interview responses were content
coded and either reported as percentages or as specific
comments.

RESULTS
No family that was invited refused to participate. Of 54 deaths,
36 families were excluded based on the exclusion criteria
(approximately two thirds of patients in the authors’ ICU are
from outside the Greater Vancouver area). The authors were
unable to locate five of the remaining 18 families. Thirteen
families were studied and 24 parents participated. The average
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age of the parents was 37 years (SD 6), and more than half had
post-secondary education. Parents scored their religious faith
on ascale of 1 to 5 (absent to extremely strong), with the mean
being 3.3 (SD 1.4). The average age of the children who died
was two years (median 2, range neonate to 11 years, SD 3).
Four children died as a result of congenital cardiac problems,
four as a result of complications of other birth defects, three
following motor vehicle crashes, and two from infections (one
as a corollary of neoplastic disease).

Scores on the Grief Inventory (Figure 1) indicated that,
when tested (six to 18 months following the death), all parents
were in the normal range on all scales, including the validity
scales, with the exception of one parent’s score of 9 (the max-
imum score) on the anger scale, which was in the 71st per-
centile.

Contact with hospital personnel since the death ranged
from none (three families) to frequent, ongoing contact with
specific nurses (one family). Most families had received a card
from their child’s primary nurse (10 of 13 or 77%). Most con-
tact initiated by the staff involved notes or cards. Attendance
at the funeral occurred in four cases. Contact initiated by the
parents was usually to meet a specific goal such as seeking
information on the results of autopsy or organ donation.

Of the actions or behaviors routinely suggested and sup-
ported in the authors’ ICU on the day of the child’s death, the
authors specifically identified and asked parents about nine
(Table 1). Six were considered to be helpful and important by
at least 10 of 13 families: time to be alone with their child,
time to hold their child, having as much time as they wanted
at the bedside, a physician or nurse available when needed,
opportunities to cry and express their feelings openly, and
receiving mementos of their child. Mementos of the child such
as photographs, footprints, and locks of hair were particularly
appreciated. Mothers unanimously scored receiving mementos
as 5 (on a scale of helpfulness of 1 to 5) whereas fathers report-
ed this as somewhat less important (mean score 4.4). Being
moved to the privacy of a single room and being able to hold
their child were critically important (both scored as 5 on the
scale of helpfulness), but written comments by the parents
indicated that both these actions needed to be initiated by the
staff as they would not have thought to ask for them.

Three interventions were desired by less than 80% of fami-
lies: being able to collect the child’s belongings personally,
having funeral arrangements discussed by staff, and having
opportunities to discuss how they were feeling. The discussion
of funeral arrangements scored the lowest. However, it was
only offered to seven of 13 families, and desired by four of 11
fathers, and five of 13 mothers. The desire for opportunities to
discuss feelings was different for fathers versus mothers: eight of
11 fathers (73%) versus 10 of 12 mothers (83%) (who respond-
ed to this question).

Interviews and open ended comments were unanimously
positive about the contributions of nursing staff. Nurses were
deemed to have provided excellent support throughout the
ICU stay, on the day of the child’s death and subsequent to the
death. Descriptors included great, wonderful, open, tremen-
dous, remarkable, friendly and available. Of the nine couples
that commented on the support provided by physicians,
six (67%) had negative comments and three (33%) had posi-
tive comments about their interactions with the physicians.
The negative comments indicated that physicians tended to
appear to be rushed, distant, abrupt, cold and somewhat
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Figure 1) The Grief Inventory raw and t-score values for male and
female parents of children who died in the intensive care unit. The
scales are numbered as: 1) denial; 2) atypical response; 3) social desir-
ability; 4) despair; 5) anger; 6) social isolation; 7) loss of control; 8)
somatization; 9) death anxiety; and 10) guilt

unfeeling; that one changed the life support withdrawal and
organ retrieval schedule without discussion; and that one pro-
vided information that needed “translation and interpreta-
tion” by the nurses after the physician left. Positive comments
acknowledged one physician who told the parents that they
had “great courage” when they agreed to the withdrawal of life
support, another who was seen as providing particularly clear
information on why an autopsy was needed, and one oncolo-
gist who stopped by just to talk to the parents about how they
were, and to express his condolences. Scores for nurses’ sup-
portiveness on the day of death on a scale of 1 to 5 averaged
4.8, compared with physicians who scored 4.1 (P<0.001,
Wilcoxon rank sum test). Families who were provided with
access to social workers and/or chaplains appreciated their
involvement, and scored their support at 4.4. Those who were
not offered social work or clerical support (n=4) suggested that
it be available 24 h a day. Psychologists were perceived as less
helpful on the day of the death, with a mean score by parents
who had contact with a psychologist on that day of 4.1.

Responses to open ended questions on the questionnaire
and during the interview identified several areas of ICU
bereavement care that could be improved:

e Four families indicated that they would have
appreciated talking on the telephone to a staff member
who knew them and their child two to four weeks after
the death. Three families commented positively on Red
Cross volunteers who maintained contact following the

child’s death.

e Four families indicated that they had never received
autopsy results from hospital staff. The majority of
parents who agreed to their child being an organ donor
felt that information on the success of the donation
would have been helpful to them.

e Four families indicated that additional help with
making funeral arrangements would have been
welcome.
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e Three families indicated that suggesting cessation of life
support treatment as an option was, or would have
been, valued.

e One family indicated that they wished they had held,
and been encouraged to hold, their baby more than

they did.

e One family, for whom a social worker was called in,
initially felt that there was an unspoken or implied
accusation of abuse associated with this action, and
therefore suggested that the role of the social worker be
described more carefully before he/she is brought in.

e Individual families indicated that a place to express or
pump breast milk in privacy would have been
appreciated; an information pamphlet or video about
the hospital and ICU would have been useful; mailed
information following the death would have been
valued; and free parking would have been helpful.

DISCUSSION

The death of a child is a critical event, and 30% to 75% of par-
ents can experience either clinical depression or pathological
grieving following the death of their child (1). It is the respon-
sibility of the ICU team to ensure that the care of the family
through the process of dying and after death is comprehensive
and meets the needs of each individual family. The role of the
ICU physician involves not only providing good medical
treatment, but also providing ‘a good death’ (11).

This study found that behaviors and interventions intro-
duced in our paediatric ICU to support parents around the
time of bereavement were all considered to be helpful by more
than 70% of respondents. The ‘Recommendations’ section
summarizes what parents found to be particularly helpful.
Importantly, we found that certain acute bereavement inter-
ventions such as having parents hold their child and moving to
a more private space, such as a single room, needed to be initi-
ated by staff because families do not know to request them.

The needs of the family differ at the different stages of care.
During the period of active medical treatment, even where
care is family oriented, the central focus is on the care of the
child. However, once death is inevitable, the focus of care must
shift from provision of support to the patient to provision of
support to the family (11).

At this stage, the provision of information is probably the
most critical element needed by the family (12), and here
physicians carry a major responsibility (13). Nurses were per-
ceived as being very supportive, but that some physicians could
improve their interactions during this phase of care. It is not
the ICU physician’s responsibility to provide every piece of
information, all members of the team share in this role, but
some information is their personal domain, and their place in
the hierarchy of care requires that they ensure that each fami-
ly gets responses to all their questions and that unrequested
essential details are also explained. Parents invariably seek two
elements in any dialogue intended to counsel them: enough
time to absorb the information, and explanation in words that
they can understand (1,14). For a review of optimizing com-
munication between physicians and parents in the paediatric
ICU, see Todres et al (7). Platitudes are not welcome (15), and
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our own research indicates that families value caregivers who
show their emotions appropriately (16), which corroborates
other literature (1).

We noted differences between families as well as between
members of the same family to questions about their desire for
supportive interventions, and that some may be unable to ask
for the support they need, or to show appreciation when it is
given (17). This emphasizes the unique nature of each family
member and the need for communication to be individualized.

When death has occurred, the family enters a new phase
and their needs change again (12). All families need provision
of information for later reference and mementos of their child,
and many require the opportunity for members of their extend-
ed family or friends to see the child. Mementos tend to be val-
ued later. A footprint or handprint, and/or a lock of the child’s
hair, as well as taking care to return the child’s personal
belongings in a suitable container (not a hospital plastic bag),
were particularly appreciated by the families in our study.

The package of information we provide includes a descrip-
tion of the stages of grief; contact information for someone
closely involved with the family in the hospital, who the par-
ents can contact if they wish; and details of local bereavement
support groups. We found that contact with individuals who
have had a similar experience can be helpful and this is con-
firmed by other studies (7,17). Contact initiated by the ICU
staff about one month following a child’s death was valued. As
Hansen emphasizes, it is important to recognize that emotion-
al concerns do not end when the family leaves the unit (18).
Cards and notes, as described by Brown and Sefansky (3), are
helpful, including ones sent for Christmas or Hanukkah, the
child’s birthday, or the first anniversary of the child’s death.
Todres (13) confirmed that parents appreciate some contact
being maintained by a physician via a periodic telephone call.
These actions support the finding that parents are unanimous-
ly concerned that their child not be forgotten (1,19).

Paediatric medical literature is largely silent on the issue of
families experiencing the death of a child (1). There are few
studies of the value of bereavement interventions. A review in
1990 identified four randomized studies, primarily addressing
perinatal grief counselling (9,20-23). A search of MedLine
from 1966 to 2002 produced no other citations. The results of
studies on bereavement interventions are equivocal (9), and
major elements of their design, have been questioned, includ-
ing enrollment, randomization, follow-up, and outcome meas-
ures (9,19).

All eligible families in our study consented to participate
but partial funding decimated our proposed recruitment. To
achieve high enrolment and ongoing participation, it is critical
that research in this area is funded, and that studies are con-
ducted sensitively with interviews and questionnaires that
acknowledge and address the respondent’s distress (24).

Objective outcome measures for studies of bereavement are
difficult to design, because the range of normal responses to
such an event is very wide, responses change with time and the
differences made by the interventions are comparatively small.
We selected the Grief Experience Inventory (10) as our vali-
dated outcome measure, and all our parents scored within the
normal range of six to 18 months after bereavement. However,
this measure may not be sufficiently sensitive when it is a child
who dies. In perinatal studies the Perinatal Grief Scale is now
used (25), and a similar scale is needed specific to deaths
involving children.
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In contrast to our parent group, Oliver and Fallat (1) found
that only seven of 29 parents (24%) grieved normally when
their child’s death had been sudden and due to trauma. They
did use a different outcome measure, a combination of
Worden’s “tasks of mourning” (26) and Demi and Miles’
parameters of normal grief (27), but it is possible that sudden
death creates more problems with grieving because it deprives
parents and caregivers of the time needed to establish rapport
and share information fully. Our use of a grief counsellor was
valuable in a research context and could help parents at risk
for pathological grieving.

Our finding that negative feelings could follow communica-
tion with physicians around the time of death is not uncom-
mon. Communication skills are a neglected area of medicine,
and appropriate empathy is precariously balanced between
‘emotional detachment’, with the risk of appearing to be cold
and unfeeling, and ‘over involvement’, which risks emotional
exhaustion (7). However, because how we communicate ulti-
mately determines the level of satisfaction accruing from any
doctor-patient/family relationship, skills and empathy of
appropriate quality must be assured. The other major parental
concern voiced in our study was over delays in obtaining
autopsy reports. The importance and benefits of autopsies are
reviewed by Riggs and Weibley (28). Autopsies provide closure
and are therefore invaluable in processing grief; they provide
information and often consolation, and provision of the results
provides an opening point for discussion between the physi-
cian and the family. This gives the family an opportunity to
make sense of, and bring closure to, the death of their child
(28). However, the timeline for autopsies needs to be
explained to the parents around the time of death, and proba-
bly again in the course of follow-up phone calls, to ensure that
their expectations are realistic. Then a clearly defined process
needs to be in place to ensure that results are communicated
once they are available.

Limitations

This observational study was conducted on a small sample size,
and did not involve randomization. We studied as many fami-
lies as possible with the funding granted. Our population is not
optimal for several reasons.

e Excluding all deaths involving families living more than
160 km away or investigation by the coroner severely
limited our study population. The rationale was to
avoid unreasonable travel distances (and cost) for
interview, and confounders generated by major guilt,
criminal proceedings and/or unresolved issues about the
cause of death. In retrospect, there was probably only a
need to exclude deaths where there was a suspicion of
child abuse and/or criminal action, and future studies
should obtain funding to enable the counsellor to travel
greater distances. There may be differences between the
needs of urban and rural families that were not
identified in this study.

e The ethnic diversity of the participants was limited
because of the need for parents to speak English for the
interview. Other literature (29) and an unpublished
study conducted by us, indicate that individual ethnic,
socioeconomic and religious groups have different needs
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and expectations surrounding significant illness and

death.

e As the roles of the different physicians providing care

were not spelled out in the questionnaire, there may

have been ambiguity about who was an ICU physician

and who was an attending physician or surgeon, or

visiting specialist or paediatrician.

[t can be argued that the process we describe is more a qual-
ity assurance measure than research. Certainly, the frequency
with which death occurs in most ICUs (5% to 10% of admis-
sions) (30) means that all will offer support to such families,
and many of the interventions will be similar to ours. However
the quality of a unit’s supportive care is of comparable impor-
tance to other aspects of care provided, meaning that here too
some measure is necessary to determine when errors of omis-
sion and commission occur for optimal care around bereave-
ment to be assured. Our study and literature review indicate a
need to define and categorize the interventions offered, and a
need to implement and validate measures to evaluate their effi-
cacy.

Although death in childhood and related family support are
topics that appear occasionally in the medical literature
(8,15,31-34), the small number of studies done and virtual
silence on the subject of bereavement support in the main-
stream paediatric literature should be regarded as unacceptable.

Recommendations

The results of this study and our review of the literature con-
firm our clinical impressions regarding the support families
need in connection with the loss of a child. We therefore rec-
ommend the following:

e Each unit has a central checklist and process in place to
ensure that all relevant aspects of bereavement care are
implemented before, during and following a child’s

death.

¢ The attending physician coordinates the measures
necessary to meet the individual needs of the family for
support.

e ICU staff suggest moving the family and dying child to
a single room, and that parents and family members
take opportunities to hold the child.

e Unit philosophy and structure support physicians being
more accessible to families around the time of death.

e Paediatric intensive care units have access to social
workers and clergy at nights and weekends.

e Timelines for organ donation/retrieval are managed to
minimize conflict with parents’ needs.

e Autopsy information is presented comprehensively.
Telephone follow-up is made to restate the timeline and
schedule discussion of the results.

e Information or advice about funeral arrangements is
readily available.

e A designated person is always assigned to follow up
with each family.
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e Opportunities are provided following death to promote
closure for the family and staff.

e Follow-up contact is made at approximately one month,
and paediatric ICUs consider implementing a program
similar to those of many palliative care units (use of a
grief counsellor and sympathy cards sent by staff at
intervals following the child’s death).

e Each unit’s bereavement care is included in their
quality assurance measures.

e Continuing education is provided for the ICU team
regarding death and dying.
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