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Objective To investigate parents’ perspectives on the desirability, content, and conditions of a physician-parent conference
after their child’s death in the pediatric intensive care unit (PICU).
Study design Audio-recorded telephone interviews were conducted with 56 parents of 48 children. All children died in the
PICU of one of six children’s hospitals in the National Institute of Child Health and Human Development Collaborative
Pediatric Critical Care Research Network (CPCCRN ) 3 to 12 months before the study.
Results Only seven (13%) parents had a scheduled meeting with any physician to discuss their child’s death; 33 (59%)
wanted to meet with their child’s intensive care physician. Of these, 27 (82%) were willing to return to the hospital to meet.
Topics that parents wanted to discuss included the chronology of events leading to PICU
admission and death, cause of death, treatment, autopsy, genetic risk, medical docu-
ments, withdrawal of life support, ways to help others, bereavement support, and what
to tell family. Parents sought reassurance and the opportunity to voice complaints and
express gratitude.
Conclusions Many bereaved parents want to meet with the intensive care physician
after their child’s death. Parents seek to gain information and emotional support, and to
give feedback about their PICU experience. (J Pediatr 2007;151:50-5)

In the United States, 53,000 children die annually.1 Most of these deaths occur in
inpatient hospital settings, primarily intensive care units.2,3 Pediatric intensive care
physicians are extensively involved in the care of dying children and their families.4

Such care includes communicating poor prognoses, treating pain and other symptoms,
advising on decisions regarding life support, requesting permission for autopsy, and
initiating organ donation. In managing the child’s death, intensive care physicians have a
unique opportunity to help parents prepare for the death and begin a grief process that
enables the family to remain functional and intact.

Previous studies have documented the need for greater parental support following
the death of a child and better physician training to provide such support.5-13 Bereaved
parents have expressed the need for comprehensive information regarding their child’s
illness and death, emotional support, and consistent follow-up by their child’s physi-
cians.5-9 Professional organizations such as the American Academy of Pediatrics, the
Royal College of Paediatrics and Child Health, and the Society of Critical Care Medicine
suggest that physician-parent meetings to discuss the death and review autopsy results
may help meet families’ needs during bereavement.14-16 However, evidence regarding
parents’ desire for such meetings, the most appropriate time and place, the topics to be
discussed, and the participants to be involved is lacking. The paucity of evidence and
inadequate training may contribute to physicians’ reluctance to meet with parents after a
child’s death.

PICU Pediatric Intensive Care Unit CPCCRN Collaborative Pediatric Critical Care
Research Network
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Family perspectives must be strongly considered when
planning supportive interventions during the complex expe-
rience of bereavement. The objective of this study was to
investigate parents’ perspectives regarding the desirability,
content, and conditions of a physician-parent conference con-
ducted after their child’s death in the pediatric intensive care
unit (PICU).

METHODS

Setting
The Collaborative Pediatric Critical Care Research

Network (CPCCRN) established by the National Institute of
Child Health and Human Development consists of six clin-
ical centers and a data coordinating center.17 Pediatric inten-
sive care physicians have primary responsibility for the care of
all medical patients and routinely provide consultation on
surgical patients in the PICU at each center.

Participants
Parents or legal guardians were eligible to participate if

their child died in the PICU at one of the CPCCRN sites
between 3 and 12 months before the start of the study. The
medical records of the deceased children were reviewed to
obtain the parents’ contact information and primary lan-
guage.18 Parents who did not speak English or Spanish were
excluded. The study was approved by the Institutional Review
Board at each site. Informed consent was obtained from all
participants.

Recruitment
Parents were contacted consecutively beginning with

those whose child died 12 months earlier. Initial contact
occurred via a mailed letter that originated from the hospital
where the child died. The letter asked parents to participate in
a research interview. Parents were telephoned 2 weeks later to
explain the details of the study and schedule interviews. If
both parents of one child agreed to participate, separate
interviews were scheduled.

Interviews
A committee of CPCCRN investigators developed an

interview guide to elicit parents’ experiences with and percep-
tions about meeting with their child’s intensive care physician
after their child’s death. The interview guide was based on
the bereavement literature19-23 and the clinical experience of
the investigators. Spanish versions of the interview guide were
developed by forward and back translation. To standardize
interview procedures, interviewers participated in training ses-
sions that included didactics, modeling of interview tech-
niques, role-playing, and feedback.

Interviews were conducted between January 19, 2006
and May 22, 2006 by research assistants from the clinical
centers where the children died. Interviews were conducted in
English or Spanish over the telephone and were digitally

audio-recorded. Parents responded to questions about their
contacts with hospital personnel since their child died; their
desire to meet with their child’s intensive care physician; and
the preferred timing, location, participants, and topics for
such a meeting. Parents also ranked the importance of pre-
defined topics and provided demographic information. Par-
ents were asked to respond to all questions in the interview
guide. If a parent indicated that he or she would not want
to have a physician-parent conference, the parent was asked to
explain the reason why not, and to respond hypothetically to
further questions about the meeting. Parents selected their
race and ethnicity from a predefined list to assess sample
diversity. All interviews were monitored by one of two inves-
tigators (KM, SE) who provided feedback to the interviewer
to maintain standardization and quality.

Medical Record Review
Medical records of the deceased children of participat-

ing parents were reviewed to obtain the child’s age, sex,
trajectory of death, mode of death, and length of PICU and
hospital stay. Mode of death was categorized as limitation of
therapy, withdrawal of therapy, brain death, or death despite
cardiopulmonary resuscitation.24

Data Analysis
Analysis was ongoing during data collection, and inter-

views were conducted until saturation was reached.25 Two
investigators, a pediatric intensive care physician (KM) and a
behavioral scientist with expertise in health communication
(SE), analyzed the interviews. The behavioral scientist is
bilingual; the physician analyzed the Spanish interviews with
the assistance of a translator. The two investigators listened to
each interview independent of each other and wrote detailed
notes on parents’ responses to the questions.26 Responses to
select questions were transcribed verbatim. Displays of emo-
tion (e.g., crying) were noted. The two investigators com-
pared their notes for accuracy and generated a combined data
set. Discrepancies between investigators were resolved by
listening to the audio-recording together and reaching con-
sensus. A member of the data coordinating center reviewed
20% of the interviews with representation from each site to
confirm the accuracy of the data set.

The data set was imported into a qualitative analysis
software program (QSR N6, QSR International Pty Ltd.,
Doncaster, Australia) to facilitate data management. The two
investigators used an iterative process to identify themes per-
taining to the content and conditions of the physician-parent
conference. This process included independent reading of the
data set to identify themes, comparison of themes between
investigators, and re-reading of the data set and discussion to
refine themes and reach consensus on their meaning. Exem-
plars were taken from the transcribed sections of the inter-
views. To enhance the validity of the thematic analysis, two
bereaved parents reviewed the manuscript to provide their
opinions as to whether parents’ views were appropriately
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represented. Categorical data were described as absolute
counts and percentages, and continuous data were described
as medians and ranges.

RESULTS
Parents of 161 deceased children were sent letters ex-

plaining the study; 56 parents of 48 children (30% of families)
were interviewed, parents of 33 children (20%) refused, and
parents of 79 children (49%) could not be contacted by
telephone. One mother (1%) agreed to participate and was
interviewed, but the recording device malfunctioned and the
interview was lost (Tables I and II). Parents were interviewed
a median of 8 months (range, 4-15 months) after their child’s
death. Five interviews were conducted in Spanish.

Contacts with Hospital Personnel Since the
Child’s Death

Thirty-five (63%) parents had spoken with one or more
hospital workers since their child’s death. Sixteen (29%) par-
ents had had contact with a physician; however, only seven
(13%) had had a scheduled meeting with a physician to
discuss their child’s death. Other physician contacts included
expressions of condolence via telephone or at memorial ser-
vices, and chance visits in corridors when parents returned to
the hospital for other purposes.

Twenty-five (45%) parents had spoken with a nurse or
ancillary health provider. Of these, 13 (52%) parents had had
spontaneous social visits with staff, and 12 (48%) had planned
professional contacts for psychosocial support. Eight (14%)
parents had spoken with administrative personnel about hos-
pital billing, charitable donations, or voluntary participation
on hospital advisory boards.

Desirability of Meeting with an Intensive
Care Physician

Thirty-three (59%) parents wanted to meet with their
child’s intensive care physician, 19 (34%) did not want to
meet, two (4%) were undecided, and two (4%) did not
answer the question. Of those who did not want to meet
with the intensive care physician, nine (47%) were satisfied
with the information and support provided by the physician
before the child’s death, seven (37%) were dissatisfied with
the physician’s availability and communication skills, two
(11%) gave no explanation, and one planned to meet with
another physician to discuss the child’s death. For example, a
satisfied parent explained, “They were very informative. When
I left the hospital when my son died I knew of everything that I
needed to know.” In contrast, a dissatisfied parent said, “They
should have been there before she died. After the fact, it’s just a
little late to discuss it and try to talk about it after she’s passed
away.”

Place, Timing, and Meeting Participants
Of the 33 parents who wanted to meet with the inten-

sive care physician, 27 (82%) were willing to return to the
hospital to meet. One parent stated, “It would have been
difficult but nevertheless I would have come.” Similarly, another
parent responded, “Yes, although it’s not easy. But I would feel
that it’s important enough because there are so many questions.”
Parents’ preferred timing for meeting with the intensive care
physician ranged from one day after the death to more than
one year. Of those who wanted to meet, 15 (45%) wanted to

Table I. Characteristics of study parents (n ! 56)

Relationship to child, No. (%)
Mother 37 (66)
Father 17 (30)
Other female legal guardian 2 (4)

Race, No. (%)
Black 7 (13)
White 42 (75)
American Indian/Alaska Native 1 (2)
Asian 2 (4)
Native Hawaiian/Pacific Islander 0
Other or unknown 4 (7)

Ethnicity, No. (%)
Hispanic 9 (16)
Non-Hispanic 47 (84)

Age, median (range), y 36 (22-57)
Marital Status, No. (%)

Married 39 (70)
Single 17 (30)

Education, No. (%)*
Elementary school 2 (4)
High School 16 (28)
College 29 (52)
Postgraduate 4 (7)
Other 5 (9)

Employment, No. (%)
Full-time 30 (54)
Part-time 3 (5)
Homemaker 14 (25)
Other 9 (16)

*Parents were categorized in the education level for which they had fulfilled any part.

Table II. Characteristics of deceased children (n ! 48)

Male sex, No. (%) 26 (54)
Age, median (range), y 1.6 (0.0-20.8)
PICU days, median (range) 10.5 (1-80)
Hospital days, median (range) 19 (1-130)
Trajectory of death, No. (%)*

Sudden, unexpected 16 (33)
Lethal congenital anomaly 4 (8)
Chronic potentially curable disease 8 (17)
Chronic progressive condition with

intermittent crisis
20 (42)

Mode of death, No. (%)
Limitation of therapy 7 (15)
Withdrawal of therapy 22 (46)
Brain death 6 (12)
Failed resuscitation 13 (27)

*Trajectory of death is categorized as described by Field and Behrman.2
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meet within the first 3 months, five (15%) between 3 and 6
months, four (12%) between 6 and 12 months, four (12%)
after one year, one (3%) anytime, and four (12%) were unde-
cided. One parent explained, “Early enough to have any benefit
that you could have from it yet not just so close to the grieving time
that you’re not hearing what anybody’s saying anyhow.” Twenty-
six parents (79%) wanted their spouse/partner to attend the
meeting, 12 (36%) wanted their own parents to attend, and 18
(55%) wanted a nurse who had cared for their child to attend.
One parent responded, “Somebody you could trust. In my case,
maybe my mother.” Another parent said, “I think it would be
really helpful to have the primary care nurse there, too. They may
ask questions in that meeting that you maybe didn’t think of from
a medical standpoint.”

Among the 23 parents who did not want to meet with
the intensive care physician, or who were undecided about
meeting or did not answer that question, 16 (70%) felt that
they would be willing to return to the hospital if they had
decided to meet. Nine (39%) felt that the best time for such
a meeting would be within the first 3 months, three (13%)
between 3 and 6 months, five (22%) between 6 and 12
months, two (9%) after one year, one (4%) anytime, and three
(13%) were undecided. Nineteen (83%) wanted to bring their
spouse/partner, five (22%) wanted to bring their parents, and
nine (39%) wanted to invite the child’s nurse, if they decided
to meet.

Content of the Meeting
Parents most often mentioned their desire to gain in-

formation; next, their desire to provide feedback to the phy-
sician regarding their PICU experience; and to a lesser extent
their need for emotional support. Informational topics spon-
taneously mentioned by parents included the chronology of
events leading to PICU admission and death, cause of death,
treatment, autopsy, genetic risk, medical documents, with-
drawal of life support, ways to help others, bereavement
support, and what to tell other family members (Table III;
available at www.jpeds.com). Parents’ ranked responses to
questions about the importance of predefined topics showed
that information about treatment, autopsy, cause of death,
medical records, and bereavement support was very important
to most parents (Figure).

Parents wanted to provide feedback on several aspects
of care including physician communication (Table IV; avail-
able at www.jpeds.com). Parents frequently perceived that
information was withheld during their child’s PICU stay,
especially regarding prognosis. Other communication issues
included callous style, use of medical jargon, and conflicting
information from different physicians. Additionally, many
parents wanted to express gratitude for the care received and
to provide feedback on other health providers, their degree of
trust in physicians and the healthcare system, medical errors,
and administrative issues.

Emotional support sought by parents included reassur-
ance and the sense that the physician cared about them. One
parent explained the need for reassurance, “And like I said, if

there was anything else that we could have done. I don’t even
know if knowing there was something else would be helpful but
it’s always on your mind. Did we do everything we could have
done? Were we good parents? It’s more about reassuring.” An-
other parent described a feeling of abandonment after the
death and the need to know that the physician still cared, “It
seems like they care so much while it’s going on and as soon as it’s
done they forget about you. You build a pretty good trust with
these people for a couple of months of your life and all of a sudden
they aren’t there. I would have liked my doctor to have at least
called me.”

DISCUSSION
Our findings indicate that many parents want to meet

with their child’s intensive care physician to discuss the death
of their child, and they are willing to return to the hospital to
do so. However, our findings also indicate that such meetings
rarely occur. Some parents wanted to meet with the physician
early after the death, whereas others preferred to wait until the
distress of acute grief had begun to subside. Parents envi-
sioned the conference to be a small personal meeting with the
intensive care physician and in some cases family members or
hospital personnel who had close relationships with their
child. Parents sought information about their child’s illness
and death, the opportunity to provide feedback about their
PICU experience, and emotional support. These findings
support the published opinions of experienced clinicians and
the scant research conducted on physician-family conferences
during bereavement in other populations.19,21,22,27-29

The most important component of the physician-par-
ent conference is the provision of information to parents.
Parents reported that the emotional turmoil surrounding the
child’s demise made it difficult for them to comprehend
information provided at that time. Information most fre-
quently sought by parents and ranked highest in importance
was directly related to the child’s treatment and cause of
death. Many parents felt that a review of the sequence of
events leading to the child’s PICU admission and death would
help them to make sense of what happened. Medical records

Figure. Parents (n ! 56) were asked to rank the importance of each
discussion topic. Response choices were (1) very important, (2) somewhat
important, or (3) not important.
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and autopsy reports were viewed by parents as additional
sources of information that could increase their understanding
of their child’s treatment and cause of death. Parents also
wanted information about the risk of the illness in other
children and steps that could be taken toward prevention. Our
findings concur with those of Meyer et al that showed that
complete and honest information is one of parents’ top pri-
orities for quality care of dying children.5-6 Parents continue
to seek information after their child’s death. Regarding the
most appropriate timing for providing such information, so-
cial support theory suggests that soon after the death rather
than later may be more beneficial. Information provided early
on can help parents more accurately appraise the experience of
their child’s death and their own adaptive capabilities, thereby
promoting a healthier response to the loss.30

Feedback that parents wanted to provide to the physi-
cian often concerned ineffective communication. Many par-
ents reported that “bad news” was withheld or delivered
poorly, leaving them with a sense of betrayal and loss of
control. Although some parents believed that information was
withheld to protect their hope, parents stated that they pre-
ferred to hear the truth to spare their child and themselves
unnecessary suffering. Problems with communication at the
end of a child’s life have been previously described.5,7-8,31 In
a study by Contro et al,8 families reported the distress they
experienced by the uncaring delivery of bad news, callous
remarks made by staff, and the receipt of contradictory infor-
mation about their child’s condition and prognosis. In this
same study, physicians and staff reported feeling inexperi-
enced in communicating with patients and families about
end-of-life issues, and they described their own need for
greater emotional, psychological, and social support when
caring for dying patients. In our study, problems with com-
munication during the child’s last hospitalization was a com-
mon reason given by parents for not wanting to meet with
their child’s intensive care physician after the death.

Additional feedback that parents wanted to provide
included complaints about people or events that they per-
ceived as wrongful. Parents often explained that their negative
feedback was intended to prevent other families from expe-
riencing similar problems. Isolated incidents such as callous
remarks and preventable oversights in care are long remem-
bered by bereaved parents.7,32 Allowing families to speak and
be heard at end-of-life conferences increases family satisfac-
tion and reduces conflict with physicians.33,34 Careful listen-
ing may also help families during bereavement. Many parents
wanted to provide feedback on positive aspects of care as well.
For example, parents wanted to express gratitude to health
professionals whom they perceived had gone beyond the call
of duty in caring for their child.

The most frequent type of emotional support sought by
parents was reassurance that the right decisions had been
made and that no other plan of action would have altered the
child’s outcome. Research conducted after neonatal death has
shown that parents welcome reassurance from a source they
perceive as authoritative.28 Parents also wanted to know that

the physician cared about them after the child’s death. Al-
though most parents did not rank physician inquiries about
personal and family coping as very important, many parents
explained that they would perceive such questions as a sign of
caring. Parents did not expect the physician to provide grief
counseling directly during the conference. Most parents
ranked bereavement support as very important; however, sev-
eral commented that referrals for such could be made by social
workers or chaplains.

The physician-parent conference is not the only forum
by which emotional support can be offered to parents. Many
of the parents in this study received emotional support
through contacts with nurses, chaplains, social workers, and
other hospital staff in the form of letters, telephone calls, and
personal visits. MacDonald et al9 described the deep appre-
ciation felt by parents toward staff who attended memorial
services, sent sympathy cards, or performed other acts of
kindness and commemoration after a child’s death. Parents’
perceptions of a caring emotional attitude from staff during
the child’s illness and death have been associated with a
decreased intensity of parental grief both immediately after
the death and in the long term.35

Limitations of this study include the large number of
parents who could not be contacted and the predominance of
mothers among participants. Differences in parents’ views
based on demographics, the trajectory of death, or mode of
death could not be evaluated because of the small sample size.
Also, questions remain regarding whether parents would pre-
fer to meet with a physician other than the one who cared for
their child in the PICU. Strengths of this study include the
geographic diversity of the participants and the collection of
data directly from bereaved parents.

Parents should be invited to attend a physician-parent
conference early after their child’s death, and this invitation
should be kept open for those parents who want to meet with
the physician at a later time. Physicians should be prepared to
provide information, receive feedback from parents about
their PICU experience, and offer emotional support. More
research is needed to evaluate the therapeutic effects of a
physician-parent conference on parental grief.
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Table III. Informational topics that parents want to discuss with the intensive care physician*

Topic Sample quotation

Chronology of events leading to
PICU admission and death

“I would just like to clarify what happened. J- was in a regular room and she kind of crashed. By
the time I got back to the hospital, she went from being in a regular room to being in ICU
and everything was just horrid. At that point, there really wasn’t a chance to go, ‘What
happened?’”

Cause of death “Nobody ever really told me what was wrong with him. It was some different things that they
had said could be but nothing was a fact. I just want to know why he died.”

Treatment “I want to know about her medicines and the different beds they had her in and what role they
played and what were they hoping to accomplish by putting her in those beds and with the
machines that they used on her.”

Autopsy “We had issues about the autopsy which I would have liked to have explained a little bit more.”
Genetic risk “Is it something genetic? Is it something to look for in my other children?”
Medical documents “The only question that we really had was on his death certificate. It was marked cerebral

edema and we’re curious as to why that was, rather than marked as actually SIDS. Cause,
they said that’s exactly what SIDS is, when they quit breathing.”

Limitation/withdrawal of life
support

“What I’d like to ask is the whole difference between critical care and comfort care. You know
we talked about it with the doctor in the conference room, when we made that decision, but
that would probably be the topic that I’d want to talk about.”

Ways to help others “My only thing now, is there anything I could do in terms of being there for other parents or
helping them in that respect?”

Bereavement support “Maybe talk to them about where you can get help . . . I think it would be important if they
think about telling you what you could do and where you could go.”

What to tell other family members “After the fact, we had a lot of questions asked to us, by our own family. Everybody. We tried
answering the best we could but when everything is going on it’s really hard to communicate
to the rest of the family all the details and everything.”

*Topics are listed in order of decreasing frequency of mention by parents.

Table IV. Feedback that parents want to provide to the intensive care physician*

Topic Sample quotation

Communication
Withholding prognosis “It was apparent they knew my baby was dying but none of them quite came out and said ’your

baby’s gonna die’ . . . So they knew and that irritated me that they didn’t come out and say it.”
Callous delivery of “bad news” “The way the news was delivered to me was horrible. It was very callous. I was not offered a

chair. I was not offered a drink of water. I was alone.”
Use of medical jargon “The head of PICU was very helpful in explaining everything in layman’s terms.”
Conflicting information “I talked to one doctor and he told me not to have this procedure done this way. And I turned

around and the intensive care doctor was doing the procedure that way . . . I think the doctors
need to talk to one another.”

Gratitude “I would really like to thank them and compliment them on how they handled the situation. They
were very good about it and they tried to prepare us for everything.”

Other providers “I realize that everywhere you go, there are different personalities, but some of these nurses
there, were magnificent. But some of them were just doing it for a paycheck. They are not
nurses.”

Degree of trust “Why was they looking guilty when I came in the room, like they done did something to him . . . ?
That made me think they killed my baby.”

Medical errors “I would also like to talk about that in the future, when a child is so young and so delicate and
also sick, that there should be much more care taken in following medical orders.”

Administrative issues “The complaint process was very weak as well. I submitted 3 written complaints on the forms that
are provided by the hospital and I never got any feedback.”

*Topics are listed in order of decreasing frequency of mention by parents.
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