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Objective: To evaluate the feasibility and perceived benefits of
conducting physician-parent follow-up meetings after a child's
death in the PICU according to a framework developed by the
Collaborative Pediatric Critical Care Research Network.

Design: Prospective observational study.

Setting: Seven Collaborative Pediatric Critical Care Research
Network—affiliated children’s hospitals.

Subjects: Critical care attending physicians, bereaved parents,
and meeting guests (i.e., parent support persons, other health
professionals).

Interventions: Physician-parent follow-up meetings using the Col-
laborative Pediatric Critical Care Research Network framework.
Measurements and Main Results: Forty-six critical care physicians
were trained to conduct follow-up meetings using the framework.
All meetings were video recorded. Videos were evaluated for the
presence or absence of physician behaviors consistent with the
framework. Present behaviors were evaluated for performance qual-
ity using a 5-point scale (1 = low, 5 = high). Participants completed
meeting evaluation surveys. Parents of 194 deceased children were
mailed an invitation to a follow-up meeting. Of these, one or both
parents from 39 families (20%) agreed to participate, 80 (419%)
refused, and 75 (39%) could not be contacted. Of 39 who initially
agreed, three meetings were canceled due to conflicting schedules.
Thirty-six meetings were conducted including 54 bereaved parents,
17 parent support persons, 23 critical care physicians, and 47 other
health professionals. Physician adherence to the framework was
high; 79% of behaviors consistent with the framework were rated
as present with a quality score of 4.3+0.2. Of 50 evaluation sur-
veys completed by parents, 46 (92%) agreed or strongly agreed the
meeting was helpful to them and 40 (89%) to others they brought
with them. Of 36 evaluation surveys completed by critical care phy-
sicians (i.e., one per meeting), 33 (92%) agreed or strongly agreed
the meeting was beneficial to parents and 31 (89%) to them.
Conclusions: Follow-up meetings using the Collaborative Pediat-
ric Critical Care Research Network framework are feasible and
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viewed as beneficial by meeting participants. Future research
should evaluate the effects of follow-up meetings on bereaved
parents’ health outcomes. (Crit Care Med 2014; 42:148-157)
Key Words: bereavement; death; follow-up; intensive care;
parents; pediatrics; physicians

any professional organizations in the United States

l \ / I recommend follow-up meetings between physicians

and family members after a patient’s death as part

of routine care (1-4). Parents whose children die in PICUs are

at high risk for bereavement-related complications (5-8) and

may potentially benefit from a follow-up meeting. Physicians

and other health professionals familiar with the patient may

help parents understand their child’s illness and death in ways
that promote healthy adjustment.

The Eunice Kennedy Shriver National Institute of Child
Health and Human Development (NICHD) Collaborative
Pediatric Critical Care Research Network (CPCCRN) previ-
ously evaluated the perspectives and experiences of bereaved
parents and critical care physicians regarding follow-up meet-
ings after a child’s death in a PICU (9, 10). This research suggests
that many bereaved parents desire a follow-up meeting with
their child’s critical care physician to gain information, reassur-
ance, and an opportunity to provide feedback on their hospital
experiences. Additionally, many critical care physicians are will-
ing to conduct follow-up meetings with parents and staff and
believe follow-up meetings are beneficial. However, our prior
research also suggests that follow-up meetings rarely occur (9).
For example, although 59% of parents reported wanting a fol-
low-up meeting with their child’s critical care physician, only
13% met with any physician to discuss their child’s death.

Based on our prior research, the CPCCRN developed a
framework for conducting follow-up meetings with bereaved
parents after a child’s death in the PICU (11). The framework
is a general set of principles intended to guide follow-up meet-
ings and includes processes and content adaptable to the spe-
cific context of each family’s circumstances. The objective of
this study is to assess the feasibility and perceived benefits of
conducting follow-up meetings after a child’s death according
to the CPCCRN framework. Outcomes include parent par-
ticipation rates; physician adherence to the framework; and
parent, physician, and other health professional evaluations of
follow-up meetings.

MATERIALS AND METHODS

This prospective observational study of physician-parent
follow-up meetings was conducted across the CPCCRN
(12-15). The CPCCRN is a multicenter research network
consisting of seven U.S. tertiary care academic pediatric cen-
ters and a data coordinating center. The CPCCRN is funded
by the NICHD to conduct collaborative clinical trials and
descriptive studies in pediatric critical care medicine. The
study was approved by the institutional review board at each
site and the data coordinating center. Informed consent and
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self-reported demographics were obtained from all partici-
pants. A Certificate of Confidentiality was obtained from the
NICHD to protect identifiable research information from
forced disclosure (16).

CPCCRN Framework

The framework is based on prior CPCCRN research investi-
gating bereaved parents’ and critical care physicians’ perspec-
tives and experiences with follow-up meetings (9-11). Using
a semistructured interview approach, parents whose children
died in a PICU were asked about their desire to meet with
their child’s critical care physician following the death and
their preferences for meeting time, location, participants, and
discussion topics (9). Using a similar approach, critical care
physicians were asked about their past experiences partici-
pating in follow-up meetings, perceived benefits and barriers
to meeting, and how future meetings should ideally be con-
ducted (10). Interview transcripts were analyzed inductively
from a constructivist stance (17), and important processes
and content for follow-up meetings were identified and serve
as the basis for the framework (11). The framework includes
suggestions for extending a meeting invitation, preparing for
a meeting, meeting structure and content, communicating
effectively, and follow-up after the meeting (Fig. 1).

Participants

Study participants included critical care attending physicians,
bereaved parents, and meeting guests invited by physicians
or parents. Critical care attending physicians were eligible if
they were practicing at a CPCCRN PICU, willing to be trained
to use the follow-up meeting framework, and not directly
involved with prior development of the framework. Parents
(i.e., biological and/or legal guardians) were eligible if their
child died in a CPCCRN PICU, if they were English or Spanish
speaking, if they were old or older than 18 years, and if a criti-
cal care physician trained to use the framework participated in
their child’s care. Guests were individuals whose presence at
the follow-up meeting was requested by parents or physicians
including parent support persons (e.g., relatives) who were old
or older than 18 years and other health professionals (e.g., sub-
specialist, social worker, nurse).

Recruitment and Training of Critical Care Physicians
Critical care attending physicians were recruited at each site by
aresearch coordinator. Two investigators (K.L.M., S.E.) trained
physician participants to use the CPCCRN follow-up meeting
framework (11) via face-to-face or web-based small group ses-
sions. Training included a lecture on the health consequences
of bereavement and an explanation of key aspects of using the
framework emphasizing the structure and content of follow-
up meetings and suggestions for communicating effectively
(see CPCCRN framework, described above). Training included
a viewing of three simulated follow-up meetings, interactive
discussion, and a question and answer period. The simulations
were created with actors and illustrated meetings following
diverse types of PICU deaths.
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e Extending the meeting invitation to bereaved parents
o Develop a system for meeting invitation and follow-up

o Extend the invitation in a variety of formats and at regular intervals

e Preparing for the meeting

o Assess family preferences for the meeting
= Meeting location (e.g., hospital, telephone, other); meeting date/time
= Family attendees and guests (e.g., grandparents, pastor)
= Special family needs (e.g., translator)
= Discussion topics (e.g., specific parent questions)

o Invite hospital attendees requested by parents or physicians (e.g., bedside nurse,

social worker, subspecialists, trainees)

o Review medical record and psychosocial history; prepare the team

e At the meeting
o Meeting structure and content

= Open the meeting: welcome family, express condolences, make
introductions, ask parents how they are doing; encourage parents to
identify discussion topics

= During the meeting: Provide a balance of information, emotional support,
opportunity for feedback

= Suggested discussion topics: (e.g., chronology of events, cause of death,
treatments provided, autopsy report, genetic risk, end-of-life decisions,
ways to help others, bereavement support; family coping, reassurance, and
referrals; feedback to hospital)

= Closing the meeting: summarize topics discussed, ask for further questions,
provide referrals and documents, acknowledge sadness

o Communicate effectively

= Use lay terminology

= Adjust pace to parents’ needs

= Refer specifically to child, rather than children in general

= Behaviors to avoid: blocking, redirecting, lecturing, providing premature
reassurance

= Behaviors to cultivate: listen, encourage questions, respond to emotions;

make transitions between topics

e Following the meeting
o Send thank-you note and bereavement support materials
o Follow up on any unfinished tasks identified at meeting

o Debrief with hospital participants

Figure 1. Framework for physician-parent follow-up meetings. Bullets represent suggested activities and behaviors to be enacted by critical care
physicians and/or other health professionals before, during, and after follow-up meetings with bereaved parents.
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Recruitment of Parents and Meeting Guests

Eligible parents were identified at each site by review of PICU
logs for deaths occurring in the preceding month and consulta-
tion with participating physicians. Deceased children’s medical
records were reviewed to obtain the parents’ primary language
and contact information. Eligible parents were mailed a letter
approximately 1 month after their child’s death that expressed
condolences and invited them to participate in a follow-up
meeting as part of a research study. Letters were in English or
Spanish depending on the parents’ primary language. Research
coordinators contacted eligible parents via telephone 1-2
weeks later to recruit them to the research. Research coordina-
tors explained the study purpose and procedures and answered
parents’ questions about the research. If a parent agreed to par-
ticipate in the research, research coordinators elicited parents’
preferences for meeting (e.g., desired date and time, meet-
ing participants, discussion topics) and scheduled follow-up
meetings. Parents who agreed to participate were offered the
opportunity to invite guests from their family or community
to attend the follow-up meeting and to identify other health
professionals they would like to be present. Research coordina-
tors invited health professionals whose presence was requested
by the parents or the critical care physician.

Follow-Up Meetings

Follow-up meetings were conducted at the hospital where
the child died in a conference room away from the PICU or at
another on-campus location. The research coordinator met the
parents and their guests on arrival, escorted them to the confer-
ence room, assisted with the completion of consent documents,
and remained with parents until the meeting began. A critical
care physician conducted each follow-up meeting according to
the CPCCRN framework (11) and training described above. Fol-
low-up meetings were intended to last about 1 hour. At the close
of the meeting, research coordinators escorted parents to the hos-
pital lobby or exit. All follow-up meetings were video recorded.

Postmeeting Surveys

Parents, critical care physicians, and other health profession-
als participating in each follow-up meeting were asked to
complete a brief investigator-developed survey within 1 week
of the meeting (Supplemental Fig. 1, Supplemental Digital
Content 1, http://links.lww.com/CCM/A726). Critical care
physicians and other health professionals completed a sepa-
rate survey for each meeting in which they participated. Sur-
veys were designed to elicit participants’ perspectives on the
meeting and survey items varied by type of participant (i.e.,
parent, critical care physician, and other health professional).
Surveys included items with a Likert-style response format
(1 = strongly disagree, 5 = strongly agree) and items with
a brief open-ended response format. Parent surveys were
administered by a research coordinator via telephone. Coordi-
nators read the survey items and recorded parents’ responses
in writing. Closed-ended responses were recorded verbatim
and open-ended responses were paraphrased. Physician and
other health professional surveys were written.
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Data Analysis

Description of Participants and Meetings. Participant and
meeting characteristics were summarized as absolute counts
and percentages for categorical variables and mean and sp
for continuous variables. Parent participation rate was cal-
culated as the proportion of families mailed invitations
from which at least one parent participated in a follow-up
meeting.

Physician Adherence to the Framework. All video recordings
of follow-up meetings were transcribed verbatim. An inves-
tigator (S.E.) trained two research assistants to evaluate the
presence and quality of physician behaviors consistent with
the framework. Training involved reading the framework (11),
discussing definitions and examples of each physician behav-
ior, and reviewing three videos and accompanying transcripts
together. Once training was complete, both research assistants
reviewed each video and transcript to rate physician behav-
iors using a 20-item checklist (Supplemental Fig. 2, Supple-
mental Digital Content 2, http://links.lww.com/CCM/A727).
Each behavior on the checklist was categorized as one of the
following: 1 (present), 0 (absent), NA (not appropriate), or
NR (not ratable). NA occurred if the behavior represented by
the item was not present and would have been inappropri-
ate in the context of the particular meeting and family. NR
occurred if the quality of the recording was compromised
such that a behavior could not be identified or judged. Next,
both research assistants scored the quality of performance of
each present behavior using a 5-point scale (1 = low quality,
5 = high quality). After initial scoring of the videos, discrep-
ancies between the research assistants were reviewed. If the
research assistants were discrepant in whether a behavior was
present, absent, NA, or NR or if the quality scores were more
than 1 point apart, they reviewed and discussed the video and
transcript together to reach consensus. If the quality scores
were discrepant but within 1 point of each other, the average
of the two scores was used.

The extent to which physicians performed each behav-

ior on the checklist was summarized by item as the absolute
count and percentage of all meetings in which the item was
performed. The quality of performance of each present behav-
ior was summarized by item as the mean and sp of all quality
scores obtained for the item. Overall adherence was summa-
rized for each meeting as the percentage of items present out
of all items that were appropriate and ratable. Overall quality
of performance was summarized for each meeting as the mean
and sp of quality scores for present items.
Meeting Evaluation Surveys. Likert-style survey responses
were summarized by item as the absolute count and percent-
age in each response category, excluding missing or not appli-
cable responses. Responses to open-ended survey items were
analyzed inductively. Two investigators (K.L.M., S.E.) used an
iterative process which included independent reading of the
responses to identify themes, comparison of themes between
investigators, and re-reading of responses and discussion to
refine themes and reach consensus. Examples of each theme
are presented.
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Sample Size. In this pilot study of feasibility, we planned to
recruit participants until about 35 physician-parent follow-
up meetings had been conducted across the CPCCRN. This
number of meetings was anticipated to provide sufficient data
and representation from each of seven sites (approximately
five meetings per site) to allow the investigators to refine the
framework and determine feasibility of testing the framework
in a larger trial.

RESULTS

Forty-six critical care attending physicians were trained to
conduct follow-up meetings as described by the CPCCRN
framework. Parents of 211 deceased children were eligible to
participate in a follow-up meeting; parents of 194 were mailed
invitations. Reasons for not inviting eligible parents included
lack of contact information or only out-of-state or interna-
tional addresses available (1 = 4), parent incarceration (n = 1),
physician preference not to meet because of potential litiga-
tion (n = 3), suspected child abuse (n = 3), lack of familiarity
with parents (n = 2), patient not residing with parents prior to
death (n = 1), prior occurrence of a follow-up meeting with a
critical care physician outside of the study (= 1), or no reason
provided (n = 2).

Of the 194 families who were mailed invitations, one or
both parents from 39 families (20%) agreed to a follow-
up meeting, 80 (41%) refused, and 75 (39%) were unable
to be contacted. Of the 39 families who initially agreed to a
follow-up meeting, three were cancelled due to conflicting
schedules. A total of 36 follow-up meetings were conducted
including 54 bereaved parents, 17 parent support persons, 23
critical care attending physicians, and 47 other health pro-
fessionals. Demographics of study participants are listed in
Table 1. Most bereaved parents were Caucasian women. Most
critical care physicians were Caucasian; about half were men.
Of the 47 other health professionals, 32 (68%) were invited
at the parents’ request and 15 (32%) at the critical care
physicians’ request. Each critical care physician conducted
1-3 follow-up meetings. Children of participating parents
were 6.8 6.9 years old at the time of death: 18 (50%) were
boys, 10 (28%) died from multiple organ failure, 8 (22%)
cardiac causes, 7 (19%) respiratory causes, 4 (11%) neuro-
logic causes, 3 (8%) malignancy, 3 (8%) trauma (two sus-
pected abuse), and 1 (3%) gastrointestinal causes. Follow-up
meetings took place 14.5+ 6.3 weeks after the child’s death,
and the meeting duration was 1.2£0.6 hours. Thirty-three
meetings (92%) were conducted in English and three meet-
ings (8%) in Spanish (with the assistance of a translator).
Video recording was attempted for all follow-up meetings;
however, during one meeting, the camera malfunctioned
and the video was lost. Rating of the video recordings and
accompanying transcripts showed that critical care physi-
cians performed 12 of the 20 behaviors consistent with the
framework in more than or equal to 89% of the meetings
(Table 2). Mean quality scores were more than or equal to 4
for 17 of the 20 behaviors. Overall adherence to the frame-
work (when behaviors were both ratable and appropriate in
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TABLE 1. Participants Represent Bereaved
Parents, Critical Care Physicians, and
Other Health Professionals Participating in
Follow-Up Meetings

Parents (n = 54)

Age, yr, mean £ sb 377+9.7
Relationship to child, n (%)
Biological mother 33 (61)
Biological father 21 (39)
Race, n (%)
White 40 (74)
Black or African American 7 (13)
Other 6(11)
Unknown or not reported 1(9)
Ethnicity, n (%)
Hispanic or Latino 8(1b)
Not Hispanic or Latino 40 (74)
Unknown or not reported 6(11)
Marital status, n (%)
Married 39 (72)
Not married 15 (28)
Critical care physicians (n = 23)
Age, yr, mean £ sb 41.0x78
Gender, n (%)
Male 12 (52)
Female 11 (48)
Race, n (%)
White 18 (78)
Black or African American 1(4)
Other 2(9)
Unknown or not reported 2(9)
Ethnicity, n (%)
Hispanic or Latino 2(9)
Not Hispanic or Latino 20 (87)
Unknown or not reported 1(4)
Other health professionals (n = 47)
Age, yr, mean * sp 441+£14.3
Gender, n (%)
Male 10 (21)
Female 37 (79)
(Continued)
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TABLE 1. (Continued). Participants
Represent Bereaved Parents, Critical Care
Physicians, and Other Health Professionals
Participating in Follow-Up Meetings

Race, n (%)

White 41 (87)
Black or African American 1(2)
Other 4 (8)
Unknown or not reported 1(2)
Ethnicity, n (%)
Hispanic or Latino 2 (4)
Not Hispanic or Latino 41 (87)
Unknown or not reported 4 (9)
Professional background, n (%)
Physician 18 (38)
Social worker 15 (32)
Nurse 6(13)
Chaplain 5(11)
Other 3(6)

the context of the meeting) was 79%, and overall quality of
present behaviors was 4.3 +0.2.

Fifty meeting evaluation surveys were completed by par-
ents (Table 3). Of these, 46 parents (92%) agreed or strongly
agreed that the meeting was helpful to them, 40 (89%) that the
meeting was helpful to others they brought with them (when
applicable), and 39 (78%) that the meeting will help them to
cope in the future. Thirty-six meeting evaluation surveys were
completed by critical care physicians (i.e., one per meeting).
Of these, 27 critical care physicians (75%) agreed or strongly
agreed that they adhered to the follow-up meeting framework
and 33 (92%) that the framework was easy to use. Thirty-three
critical care physicians (92%) agreed or strongly agreed that
the meeting was beneficial to parents and 31 (89%) that the
meeting was beneficial to them. Forty-six meeting evaluation
surveys were completed by other health professionals. Of these,
40 other health professionals (89%) agreed or strongly agreed
that the meeting was beneficial to parents and 39 (85%) that
the meeting was beneficial to them.

Parents’ responses to open-ended survey items described
aspects of the meeting parents perceived as most helpful
including the opportunity to gain information, receive emo-
tional support, and provide feedback, as well as the hon-
est, unhurried, and nonthreatening style of communication
(Supplemental Table 1, Supplemental Digital Content 3,
http://links.lww.com/CCM/A728). Parents’ comments per-
taining to the least helpful aspects of the meeting included the
need for additional information that was not available or com-
municated clearly and the desire for different support staff at
the meeting than those who attended.

Critical Care Medicine
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Physicians’ responses to open-ended survey items described
aspects of the framework that were most useful in conducting
follow-up meetings. These included having a system for invit-
ing parents and arranging the meeting and having a structure
to guide the meeting (Supplemental Table 2, Supplemental
Digital  Content 3,  http://links.lww.com/CCM/A728).
Regarding least useful aspects, some physicians suggested more
structure to the meeting would be helpful for those inexperi-
enced with follow-up meetings. Physicians’ responses to open-
ended survey items also described aspects of the meeting felt
to be most beneficial to parents and physicians. Physicians
reported their belief that parents benefited from the informa-
tion and reassurance provided during the meeting and that
physicians benefited by reconnecting with parents, gaining a
deeper understanding of parents’ perspectives, and achieving a
sense of closure (Supplemental Table 3, Supplemental Digital
Content 3, http://links.lww.com/CCM/A728). Other health-
care professionals’ responses to open-ended survey items mir-
rored the comments of parents and physicians.

DISCUSSION

Our findings demonstrate that it is feasible to conduct phy-
sician-parent follow-up meetings after a child’s death in the
PICU. Critical care physicians were willing to be trained to use
the CPCCRN follow-up meeting framework. Overall adher-
ence to the framework was strong (79%) and behaviors consis-
tent with the framework were enacted with high quality. Other
health professionals, such as subspecialists, social workers,
nurses, chaplains, and others, routinely participated in follow-
up meetings when requested by parents or physicians. Physi-
cians, parents, and other health professionals’ views of their
follow-up meeting experiences were generally favorable. Ben-
efits to both family members and professionals attending the
meetings were identified.

Twenty percent of families that were mailed invitations
(33% of those able to be contacted) agreed to participate in
a follow-up meeting with a critical care physician after their
child’s death. This participation rate is similar to the rates
observed in other bereavement research conducted by the
investigators (7, 9, 18). However, reports describing physi-
cian-parent follow-up meetings offered as part of clinical care
typically report parent participation rates greater than 50%
(19-21). Although the CPCCRN framework aims to accom-
modate parents’ preferences for meeting such as timing of the
meeting, invited guests, and discussion topics (11), it may be
that parents are more likely to participate in a follow-up meet-
ing when offered outside of a research context. Research proce-
dures such as video recording may be stressful for parents and
thereby deter meeting participation.

Critical care physicians” adherence to the CPCCRN follow-
up meeting framework was strong overall. However, certain
behaviors were found to be poorly adhered to or not ratable
by video analysis. Most of these behaviors were associated with
opening the meeting and their absence on the videos is likely
a methodological issue. For example, in some cases, physicians
and other health professionals welcomed the family, expressed
153
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TABLE 2. Physician Adherence to Framework Behaviors (n = 35 Video-Recorded Meetings)

Present,

Behavior? n (%)°

Not Appropriate,
n (%)*

Not Ratable,
n (%)°

Quality Score,
Mean * sof

Opening the meeting

Welcome the family 20 (57) 5(14)
Express condolences 23 (66) 6 (17)
Make introductions 16 (46) 4(11)
Ask parents how they 13 (37) 20 (67)
are doing
Encourage parents to 32 (91) 1(3)
identify discussion topics
Make transition to 13 (37) 20 (57)
meeting content

During the meeting
Cover a balance medical, 35 (100) 0
social, emotional topics
Make transitions 1(3) 34 (97)
between topics
Encourage questions 35 (100)
Be responsive to 35 (100)
questions and concerns
Encourage feedback 31(89) 4(11)
Acknowledge emotions 35 (100) 0
Provide reassurance 34 (97) 1(3)
Use terminology parents 35 (100) 0
can understand
Set a comfortable pace 35 (100) 0
Provide information in 34 (97) 1(3)
short segments
Tailor discussion to the 35 (100) 0
specific family

Closing the meeting
Summarize discussion 4(11) 29 (83)
Ask for further questions 14 (40) 14 (40)
Clarify next steps and 31(89) 1(3)

provide referrals

10 (29) 41£06

6 (17) 40£08

13 14 (40) 41£08

0 2 (6) 39+08

0 2 (6) 44+06

1(3) 1(3) 3708

0 0 45+05
0 0 3.0

0 42+05

46+04

0 0 46x0.7

0 0 41+05b

0 0 46x05

0 0 45+0.3

45+05

0 41+£06

0 0 47+0.4

0 2 (6) 46+05

5 (14) 2 (6) 45+06

0 3(9) 42+0.7

2Each behavior on the checklist was categorized as one of the following: present, absent, not appropriate, or not ratable for each of 35 video-recorded meetings.

®Behavior was observed.

°Behavior was not observed but would have been appropriate in the context of the meeting.

9Behavior was not observed and would not have been appropriate in the context of the meeting.

°Behavior could not be identified or judged because the quality of the recording was compromised.

fQuality of performance of each present behavior was scored using a 5-point scale (1 = low quality, 5 = high quality).

condolences, made introductions, and asked parents how they
were doing while in the hallway before entering the confer-
ence room where cameras were set up; therefore, these behav-
iors were not captured on the video recordings. In other cases,
cameras were turned on after the conversation had begun.
One physician behavior prescribed by the framework,
“make transitions between topics,” was present in only one of

154 www.ccmjournal.org

the videos with a quality score of 3. An example of a transi-
tion statement provided to physicians during training was as
follows: “If you feel comfortable with what we've discussed
about what happened the night Ray died, I'd like to spend
some time talking about the other questions that you have for
me. Before we move on, do you have other questions? We can
always come back to this topic if you think of other questions”
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TABLE 3. Data Represent Responses of Bereaved Parents, Critical Care Physicians,
and Other Health Professionals to Likert-Style Items on Meeting Evaluation Surveys
Completed Within One Week of the Follow-Up Meeting

Strongly

Disagree, Disagree, Neutral, Agree,
n (%) n (%) n (%) n (%)

Parent surveys (n = 50)

The information discussed at the meeting was important 50 2(4) 0 1(2) 9(18) 38(76)
to me
The information was discussed in a way that | could 50 2(4) 0 0 8(16) 40 (80)
understand it
| had the opportunity to ask the questions that | wanted to ask 50 2(4) 0 0 6(12) 492 (84)
| felt emotionally supported at the meeting 50 2(4) 0 2 (4) 7(14) 39 (78)
| had the opportunity to provide feedback about my hospital 50 2(4) 0 0 8(16) 40(80)
experience
The meeting was helpful to me 50 2(4) 0 2(4) 9(18) 37 (74)
The meeting was helpful to the other people | brought with me 45 129 0 4 (9) 12(27) 28 (62)
(if applicable)
The meeting will help me in the future to cope with the loss of 50 2(4) 1(2) 8(16) 10 (20) 29 (58)
my child
Critical care physician surveys (n = 36)
| adhered to the framework during the follow-up meeting 36 0 1(3) 8(22) 24 (67) 3(8
The framework was easy to use 36 0 1(3) 2 (6) 22 (1)  11(31)
The framework helped me to achieve my goals for the 36 0 0 8(22) 20 (56) 8(22)
meeting
The framework helped me to address the parents’ needs 36 0 0 9 (25) 19 (53) 8(22)
during the meeting
The meeting was beneficial to the parents 36 0 0 3(8) 12(33) 21 (68)
The meeting was beneficial to other family members 16 0 0 2(13) 7 (44) 7 (44)
(if applicable)
The meeting was beneficial to other healthcare providers (if 28 0 1(4) 8(29) 10 (36) 9 (32
applicable)
The meeting was beneficial to me 35 0 0 4(11) 16 (46) 15(43)
Other health professional surveys (n = 46)
The information discussed at the meeting was important to the 45 1(2) 2 (4) 0 8(18) 34 (76)
parents
The information was discussed in a way the parent could 46 1(2 1(2) 0 6(13) 38(83)
understand it
The parents had the opportunity to ask questions 46  1(92) 1(2) 0 3(7) 41 (89)
The parents were emotionally supported at the meeting 46 1(9) 1(2) 1(9) 10(22) 33 (79
The parents had the opportunity to provide feedback about 46 1(2) 1(2) 0 3(7) 41 (89)
their hospital experience
The meeting was beneficial to the parents 45 19 2 (4) 2 (4) 9(20) 31(69)
The meeting was beneficial to other family members 24 1(4) 1(4) 3(13) 6(25) 13(b4)
(if applicable)
The meeting was beneficial to the physician(s) 44 2 (5) 1(2) 3(7) 19(43) 19(43)
The meeting was beneficial to me 46 3 (7) 1(2) 3(7) 15(33) 24 (52)
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(11). Another physician behavior prescribed by the framework
to occur during closing of the meeting, “summarize discus-
sion,” was also often absent. Despite the lack of formal transi-
tions and summary statements, most parents (96%) agreed or
strongly agreed with the item on the meeting evaluation survey
that information was discussed in a way that they could under-
stand it. Based on published literature regarding communica-
tion skills during physician-patient interactions (22, 23), the
investigators believe that organizing strategies such as making
transitions, providing summaries, and confirming parents’
understanding can be useful to provide and reiterate impor-
tant information in a way that can be understood. Physicians
did, however, encourage and respond to parents’ questions
during the meetings as prescribed by the framework. It may be
that this communication strategy compensated for the lack of
transitions and summary statements and contributed to par-
ents’ satisfaction with the way information was discussed.

Meeting evaluation surveys completed by parents, critical
care physicians, and other health professionals suggest over-
all satisfaction with the CPCCRN follow-up meeting frame-
work. Seventy-five percent of critical care physicians agreed or
strongly agreed they adhered to the framework consistent with
overall adherence of 79% determined by research assistants
via video analysis. Importantly, most parents, physicians, and
other health professionals reported their belief that follow-up
meetings were beneficial for all types of participants. Most par-
ents reported their belief that follow-up meetings would help
them cope in the future. However, these perceived benefits
should be objectively assessed in future research.

Parents’ comments to open-ended survey items are consis-
tent with prior research suggesting that bereaved parents seek
information, emotional support, and an opportunity to pro-
vide feedback, as well as a physician communication style that
is honest, complete, and caring (9, 24-26). Parents’ comments
reflected dissatisfaction when these communication goals were
not achieved. Some parents were dissatisfied with the selection
of health professionals attending the meeting although paren-
tal preferences regarding professional attendees were sought.
Prior research suggests that in addition to the physician, par-
ents often desire the presence of their child’s bedside nurse at
follow-up meetings (9).

Physicians’ comments to open-ended survey items are con-
sistent with prior research suggesting that physicians desire
a systematic method for contacting parents and assistance
with the logistics of arranging follow-up meetings (10, 27,
28). Physicians appreciated the structure that the CPCCRN
framework provided for follow-up meetings although some
physicians felt more structure would be helpful. The CPCCRN
framework was intended to be flexible enough to be applica-
ble to a wide variety of family circumstances (11). Additional
training, such as the inclusion of role playing, may increase the
comfort level of less experienced physicians preparing to use
the framework. Physicians’ comments regarding benefits to
them obtained by participating in follow-up meetings are con-
sistent with those identified in our prior research and include
reconnecting with families, gaining a deeper understanding of
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families’ perspectives, and achieving a sense of closure after a
patient’s death (10, 29).

Limitations of this study include the large proportion of
parents who either refused participation or could not be con-
tacted. The low parent participation rate limits the generaliz-
ability of our findings; however, follow-up meetings may still
be important for parents who elect to attend. Characteristics
of nonparticipating parents are unknown since their child’s
medical records were reviewed for contact information and
primary language only. Other limitations include the lack of
validated instruments for evaluating adherence to and satis-
faction with the CPCCRN framework. We did, however, use a
consensus approach for video review and solicit feedback from
multiple meeting participants to increase the validity and reli-
ability of the findings. Strengths of this study include the geo-
graphic diversity of participants and sites, and the real-time
collection of data by video recording.

CONCLUSIONS

The CPCCRN framework for physician-parent follow-up
meetings after a child’s death in the PICU was developed and
implemented based on the perspectives and experiences of
bereaved parents, consistent with the tenets of patient- and
family-centered care (30). Findings from this study demon-
strate that follow-up meetings using this framework are feasible
to conduct and perceived to be beneficial by parents, physi-
cians, and other health professionals. The framework provides
a flexible structure that is easily learned and adhered to by crit-
ical care physicians. However, this study evaluates the feasibil-
ity of a single follow-up meeting. Future studies are needed to
determine whether a single meeting affects bereaved parents’
short- and long-term mental and physical health outcomes.
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