
JOURNAL OF PALLIATIVE MEDICINE
Volume 9, Number 4, 2006
© Mary Ann Liebert, Inc.

Interdisciplinary Interventions To Improve 
Pediatric Palliative Care and Reduce Health Care

Professional Suffering

CYNDA HYLTON RUSHTON, D.N.Sc., R.N.,1,2 ELIZABETH REDER, M.A.,2
BARBARA HALL, R.N.,2 KATHERINE COMELLO, M.S.N., R.N.,2

DEBORAH E. SELLERS, Ph.D.,3 and NANCY HUTTON, M.D.4

ABSTRACT

Objective: To implement and evaluate a quality improvement program of interdisciplinary
palliative care education and support intended to increase the competence, confidence and
ability to manage personal grief of health care professionals caring for dying children.

Setting: A children’s hospital in an urban academic medical center.
Participants: Pediatric health care professionals of all disciplines caring for children with

life-threatening conditions.
Interventions: We initiated a quality improvement program of professional education and

support consisting of four interdisciplinary activities facilitated by the pediatric palliative
care team. The Compassionate Care Network (CCN) provides an open forum for interdisci-
plinary networking and education. Palliative Care Rounds (PCR) provides education through
monthly case-based discussions on selected units. Patient Care Conferences (PCC) facilitate
communication and care planning for selected patients with palliative care needs on any unit
in the children’s center.. Bereavement Debriefing Sessions (BDS) offer health professionals
the opportunity to manage their responses to grief after a patient’s death.

Evaluation measures: From February 2002 to September 2003, we prospectively tracked the
frequency of sessions conducted, the number and discipline of attendees, the age and diag-
nosis of patients discussed, and themes raised at each session. Participants evaluated each
session.

Results: One hundred one sessions were conducted (PCR � 31, PCC � 23, CCN � 9, BDS �
38) for 950 participants (PCR � 312, PCC � 188, CCN � 193, BDS � 257). All units and disci-
plines participated in one or more sessions. Evaluations report that sessions are informative
and will influence future professional practice.

Conclusions: A program of interdisciplinary interventions can successfully educate and sup-
port health care professionals in providing palliative and end-of-life care for children. This
program model can be applied in diverse pediatric health care settings.
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INTRODUCTION

TO IMPROVE THE QUALITY OF CARE given to dy-
ing children and their families, leaders at the

Johns Hopkins Children’s Center (JHCC) initi-
ated a pediatric palliative care program. An ac-
tion plan was designed to respond to an initial
assessment that found significant distress among
health care professionals. Implementation in-
cluded establishing an interdisciplinary network
to support palliative and end-of-life care; its
members served as liaisons for pediatric pallia-
tive care to the units and disciplines they repre-
sented. In addition, three activities—palliative
care rounds, patient care conferences, and be-
reavement debriefings—were implemented on
the three units in the JHCC that cared for the most
children with life-threatening conditions.

This paper reports on the development and im-
plementation of those interventions and dis-
cusses the programs’ assumptions and guiding
principles.

ASSESSING END-OF-LIFE CARE

The JHCC is a 165-bed tertiary children’s hos-
pital within a large academic medical center. With
eight different units and a separate pediatric
emergency department, the Center provides 7000
inpatient admissions and 70,000 outpatient visits
per year. Approximately 120 pediatric and ado-
lescent patients die annually. The three inpatient
units with the highest number of children with
life-threatening conditions are the Pediatric In-
tensive Care Unit (PICU), Neonatal Intensive Care
Unit (NICU), and Pediatric Oncology (ONC). The
JHCC is affiliated with the Johns Hopkins Home
Care Group, which provides home care to chil-
dren with life-threatening conditions, and a re-
gional community-based hospice.

In 1997, the JHCC established an interdiscipli-
nary committee to assess the quality of end-of-
life care for its patients. Members, appointed
from all disciplines and clinical services caring for
children with life-threatening conditions, worked
intensively together for 3 years to study this is-
sue. This group met monthly to develop and im-
plement an ambitious plan to evaluate current
practices, identify barriers, and develop consen-
sus about solutions.

They launched their planning by assessing
knowledge, attitudes, beliefs, and concerns re-

garding palliative and end-of-life care among in-
terdisciplinary health care professionals through
the use of a survey, focus groups, and individual
interviews with staff and bereaved families. The
survey instrument, which was developed after a
thorough review of the literature on family-cen-
tered care and ethical guidelines for the treatment
of children near the end of life, addressed issues
specific to pediatric decision-making as well as a
wide range of ethical and legal issues in end-of-
life care.1

Findings were provocative. Although families
reported satisfaction with the care provided for
their dying child, health care professionals ex-
pressed significant levels of distress, as reported
through all three data collection modalities. Many
believed that the care provided was not optimal,
in part because it caused undue burdens on chil-
dren and their families and on the health care pro-
fessionals providing that care. Often they ex-
pressed concerns about poor communication or
conflict among staff and between staff and fami-
lies. It also appeared that health care team mem-
bers were insulating children and families from
the stresses associated with poor communication,
diminished collaboration, and unacknowledged
grief.

The impact on the caregivers was cumulative
and significant. Respondents talked of an unspo-
ken burden upon staff members who sustained
multiple losses without explicit professional or
institutional support for their grief. As the anal-
ysis proceeded, it became clear that the health
care professionals who care for children with life-
threatening conditions were themselves suffering
not only in grief over the child’s circumstances,
but also because of role conflicts, or situations
that caused moral distress or loss of professional
integrity.

Although the needs assessment underscored
the importance of caregiver suffering, it is not a
new concept. Suffering and loss are intrinsic and
inevitable dimensions of caring for children with
life-threatening conditions. According to Reich,2

suffering is “an anguish experienced as a threat
to our composure, our integrity, the fulfillment of
our intentions, and more deeply as a frustration
to the concrete meaning that we have found in
our personal experience. It is the anguish over the
injury or threat to the injury to the self and thus
the meaning of the self that is at the core of suf-
fering.” Suffering for and with patients and fam-
ilies is inherent in health care professional roles.
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Health care professionals struggle to balance
competing professional and ethical obligations
and preserve a sense of wholeness.3–6 In a na-
tional, multisite survey of health care professional
views on decisions near the end of life, almost
half (47%) of all respondents reported that they
had acted against their consciences in providing
care to the terminally ill. Seven out of ten house
officers reported distress, and five out of ten
nurses.7

Their integrity can be threatened in myriad
ways, including competing interests of patients,
families and other team members, the organiza-
tion where they practice, and even by their own
behaviors and feelings. As a result, nurses and
other health care professionals may experience
conflicts, dilemmas, and, in some instances, moral
distress.8–10 Acting in a manner contrary to per-
sonal and professional values undermines the in-
dividual’s integrity and authenticity. Moral dis-
tress, in contrast to other kinds of distress, involves
an irreconcilable conflict between one’s ethical
commitments and the action required for congru-
ence between or among them. Although the
sources of moral distress and threats to integrity
for doctors and nurses are similar, there are dif-
ferences in how they perceive their distress.5

Several of these differences are highlighted in
a national survey of attitudes of pediatric critical
care physicians and nurses on end-of-life
care.11–14 More physicians (78%) than nurses
(57%) agreed that withholding and withdrawing
care are “ethically the same,” while no one in the
two groups judged either practice unethical.
Physicians were more likely than nurses to be-
lieve that families are well informed about the
burdens and benefits of further treatment (99%
versus 89%); that ethical issues are discussed well
within the care team (92% versus 59%); and that
ethical issues are discussed well with the family
(91% versus 79%).

These differences in perspectives may lead to
interdisciplinary conflicts. Such conflicts are
identified as a common source of moral distress,
a special form of suffering.3,9,15 Interdisciplinary
conflicts may become more acute when impor-
tant values are at stake. Values guiding the care
of children living with life-threatening conditions
may be or be perceived to be in conflict among
diverse interdisciplinary team members. When
interdisciplinary conflicts are not resolved, the
costs to the entire team can be significant and far
reaching.16

CREATING AN ACTION PLAN

The needs assessment led to the establishment
of the pediatric palliative care program, known
as Harriet Lane Compassionate Care (HLCC) in
July 2000. The HLCC Team includes a program
director, medical director, bereavement coordi-
nator, and family care coordinator. Through ed-
ucational initiatives, facilitation, and individual
interventions, the program strives to integrate pe-
diatric palliative care into clinical practice, edu-
cation, and research. Not a typical medical model
of consultation, the service uses an empower-
ment, facilitation model similar to ethics consul-
tation to support members of the health care team
to build on their existing knowledge and skills
through mentoring, support, and clinical guid-
ance.17

The team’s underlying hypothesis is simple:
health care professionals will provide better care
and support to seriously ill children and their
families when they feel supported personally and
professionally in their work.

In collaboration with Education Development
Center’s Initiative for Pediatric Palliative Care
(see �www.ippcweb.org�), which provided finan-
cial support and technical assistance, the JHCC
interdisciplinary team initiated a quality im-
provement program and developed a specific ac-
tion plan to help health care professionals.

• Increase their competence and confidence in
providing pediatric palliative care

• Increase their ability to manage responses of
grief

• Restore and maintain their sense of profes-
sional integrity.

Implementing the action plan

To achieve these objectives and desired out-
comes, the HLCC developed four interventions.
Each was designed to foster interdisciplinary par-
ticipation. The first intervention established a
compassionate care network (CCN) to integrate
palliative and end-of-life care (PEOLC) informa-
tion and expertise across all units in the Chil-
dren’s Center.

The remaining three interventions were activ-
ities directly linked to the care of individual pa-
tients: palliative care rounds, patient care confer-
ences, and bereavement debriefing sessions.
During the study period (February 2002 to Sep-
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tember 2003), each intervention was made avail-
able to the three units with the greatest number
of children with life-threatening conditions
(PICU, NICU, and ONC); other units throughout
the JHCC participated in the interventions to a
lesser extent. All members of the interdisciplinary
care team were invited to participate, and atten-
dance was interdisciplinary, as shown in Table 1.
These interventions are described in terms of fea-
sibility and utilization, content and participant
assessment of usefulness. A consistent note taker,
using forms developed by the HLCC team for
each intervention, documented the content of the
various intervention sessions. Content analysis
was conducted on these forms as well as on the
responses to open-ended questions on the partic-
ipant evaluation forms that were developed for
and administered at all intervention activities. A
more formal evaluation of the impact of these in-
terventions on clinical attitudes and practice is re-
ported elsewhere.18

ESTABLISHING THE NETWORK

To build a community to support the work of
the group and build capacity in PEOLC, the JHCC
established the HLCC Network in June 2001. Cur-
rently 69 members, the network includes physi-
cians (22%), nurses (49%), social workers (13%),
child life specialists (8%) and other health care
professionals (7%) from every unit/department
in the Children’s Center, pediatric home care, and
Kennedy Krieger Institute (an affiliated rehabili-
tation hospital).

Recruitment of interdisciplinary team mem-
bers targeted key clinicians and leaders in the

JHCC. Attention was given to inviting individu-
als that were from diverse disciplines, practice
areas, years of experience (from novice to sea-
soned clinician), and leadership within the JHCC.
Additionally, volunteers who had expressed an
interest in palliative care or who were frequently
involved in the care of children living with life-
threatening conditions were also recruited. The
HLCC team sought out individuals who had the
time to devote to the initiative, the capacity to be
a liaison between their service area and the
HLCC, were willing to engage in learning more
about the content area, and whose goals were
aligned with those of the HLCC. Network mem-
bers are asked to serve as liaisons for pediatric
palliative care to the units and disciplines they
represent. They play a key role in clinical case
finding and in helping to identify issues and con-
tent resource needs for other health care profes-
sionals at the JHCC.

Feasibility and utilization

In its first 2 years, the network sponsored three
intensive training sessions and held six quarterly
meetings. A total of 73 people participated in the
intensive training sessions; attendance at quar-
terly meetings averaged 20 people per session.
Participants included all members of the inter-
disciplinary team and represented a diverse cross
section of clinical specialties.

Content

Content of the quarterly meetings and inten-
sive training sessions was based on an initial
needs assessment and ongoing feedback from the
participants. Each quarterly meeting involved
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TABLE 1. OVERVIEW OF INTERVENTIONS LINKED TO CARE OF INDIVIDUAL PATIENTS

Palliative Patient care Bereavement
care rounds conferences debriefings

# Held 31 23 38 (31 children)
# Attendees 312 188 257 (31 children)
Attendees by

discipline in %
Physicians 40% 41% 14%
Nurses 35% 31% 63%
Social workers 7% 11% 3%
Child life specialists 6% 10% 7%
Other Chaplains 2% Medical students 3% Physician assistants and

Respiratory therapists 1% Physician assistants 2% nurse practitioners 5%
Students 4% Nutritionists 2% Students 5%



sharing of progress, networking discussions, an
educational component, and community build-
ing. The meetings addressed a wide range of is-
sues involved in palliative and end-of-life care.
Topics ranged from how to track deaths within
the JHCC accurately to how to integrate pallia-
tive and end-of-life care into respective patient
populations. Other topics discussed included the
role of the HLCC, strengths and challenges of
each unit or specialty, triggers for palliative and
end-of-life care, identifying and documenting
goals of care, resources for palliative and end-of-
life care, hospice, bereavement, and strategies for
offering a new palliative and end-of-life care cur-
riculum.

The first intensive training session was a full-
day event in June 2002, designed to raise aware-
ness about palliative care issues, develop a sense
of community, and provide a supportive, nur-
turing setting for learning and renewal. The sec-
ond day-long event was held in October 2002 to
discuss the topics of loss, grief, and bereavement.
The third, a half-day session in April 2003, ad-
dressed pain and symptom management using
components of the IPPC curriculum (�www.ip-
pcweb.org�) Strategies to build a sense of profes-
sional community included using off-site loca-
tions that allowed participants to get away from
clinical duties and programming the sessions to
allow for both education and networking.

Participants’ views of usefulness

Evaluation forms were developed for each of
the three training sessions to assess usefulness of
content and methods, application to clinical prac-
tice and assess future needs. Findings indicate
high levels of engagement and intentionality
about building community. Many participants
identified the importance of holding the sessions
in a nurturing, off site location where an envi-
ronment of trust, respect and safety was created.
Equally important was the benefit of interdisci-
plinary exchange and understanding. Partici-
pants reported that the sessions increased their
capacity to provide palliative care and integrate
it into care on the units where they practiced. Par-
ticipants in each session identified specific new
learning that would influence their clinical prac-
tice. The initiation of weekly psychosocial rounds
on the oncology unit and the development of a
pilot program for palliative home care demon-
strated the benefits of encouraging the network

members to integrate PEOLC beyond the activi-
ties outlined in the study team’s original plan.

PALLIATIVE CARE ROUNDS

From February 2002 to September 2003, Pallia-
tive Care Rounds (PCR) were held on each of the
three inpatient units. These monthly educational
sessions used the familiar model of Attending
Rounds: health care team members identified in
advance a patient from among their current or re-
cent caseload that exemplified the need for pal-
liative and/or end-of-life care. Members of the
HLCC team facilitated the discussion, encourag-
ing input from all the professional disciplines rep-
resented. Often a physician resident or fellow
presented the medical facts of the case, the goals
of care for the patient, and members of the inter-
disciplinary team shared psychosocial, emotional
and spiritual information about the patient and
family. A discussion of the holistic needs of the
patient was facilitated to involve the entire inter-
disciplinary team. Particular teaching points were
highlighted and explored with the group. Each
session concluded with a summary of key con-
tent and implications for the current and future
cases. Often the emotional needs of the health
care team were acknowledged and explored.

Feasibility and utilization

During the study period, the HLCC team fa-
cilitated 31 palliative care rounds. (see Table 1).
Rounds were evenly distributed across the three
participating inpatient units (PICU, 10; NICU, 11;
ONC, 10). The patients chosen by the unit teams
for discussion spanned the pediatric age range
from newborn to 17 years old. They had a range
of diagnoses and life expectancy. Of the children
discussed, 6 had cardiac disease, 6 had leukemia
(acute monoblastic leukemia [AML] or acute lym-
phocytic leukemia [ALL]), 5 were premature
newborns, 4 were admitted because of lung dis-
ease, 3 had other forms of cancer, and 3 had a ge-
netic disorder. Four children were discussed on
two different units (usually ONC and PICU).
Eighteen of the children (58%) died during the
study period.

Content

Rounds addressed a range of themes. The two
most frequently raised themes were “discussion
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with the family about prognosis” (19) and “fam-
ily support” (17). Other family-related topics
were “parental/staff disagreement reaching de-
cisions” (8) and “discussion with siblings about
prognosis” (7). “Coordination of care” (16)
ranked third in number of mentions; this one con-
cept was echoed in “difference in goals between
services” (10). “Discussion of the prognosis with
patient” was cited at least a third of the time (10).

Finally, the fourth-ranked theme “treatment
not working” (11) is also reflected in the discus-
sion of possible medical goals. The most frequent
goals that were identified involved “improving
function” (18) and “relieving pain” (13). “Cure”
was identified as a goal least frequently, with
only one mention; “peaceful death” was men-
tioned only twice. Discharge issues ranked third
and fourth (home, 9; facility, 8).

Participants’ assessments of usefulness

In 136 of 138 evaluations, participants reported
that palliative care rounds were helpful and in-
formative. Seventy-nine participants reported
having attended rounds two or more times pre-
viously, a strong indication that those who par-
ticipated valued the experience enough to attend
repeatedly. When asked what impact the session
would have on the participant’s practice, re-
sponses included “encourages me to be a strong
advocate for the patient and family,” “learned
feelings of other team members,” “shows need
for pastoral care perspective,” learned “specific
ways to help patient and family in terminal
phase,” and “helped to organize thoughts for up-
coming meetings.”

The impact of the care rounds may be partially
evidenced in the follow-up they inspired. Fol-
lowing the 31 rounds were 38 additional activi-
ties. These included patient care conferences,
family meetings, and referrals for service (9 each,
most often requested by the NICU and PICU),
four referrals for hospice requested by oncology,
three referrals for other specialty services to be
involved, two referrals for both pastoral care and
social work services, and four debriefings upon
the death of the patient discussed.

PATIENT CARE CONFERENCES

Patient Care Conferences (PCC) were designed
to help identify and clarify goals and plans of care

for individual patients with palliative and end-
of-life care needs. Health care professionals di-
rectly involved in the patient’s care were invited
to attend these interdisciplinary team meetings.

Each session was facilitated by a member of the
HLCC team who followed a set format to clarify
issues, identify next steps, develop an imple-
mentation plan, and ensuring that all members of
the interdisciplinary team had an opportunity to
identify and discuss issues of concern. In some
cases, the team determined that additional PCCs
were needed at regular intervals to discuss evolv-
ing issues and goals. The format developed to
guide each PCC included patient demographics,
reason for the conference, summary of the child’s
illness, identification of patient/family/staff
needs and issues, creating a palliative care plan,
formulating a discharge plan, and follow-up.

The Family Care Coordinator (FCC) played a
vital role in case finding and in implementing the
patient care conference intervention. A highly
competent and respected nurse who had long-
standing relationships with JHCC health care
professionals, particularly physicians, the FCC
had broad responsibility for identification of fam-
ily needs and actual or potential conflicts between
families and the health care team.

Surveillance of the JHCC for potential cases in-
cluded applying a broad set of triggers for pal-
liative and end-of-life care, as shown in Table 2.
When a PCC was requested by a member of the
health care team or initiated by the HLCC team,
the FCC reviewed the patient’s chart and con-
sulted with key members of the health care team
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TABLE 2. TRIGGERS FOR A PEDIATRIC

PALLIATIVE CARE CONFERENCE

Does this patient have a disease that will limit his/her
life span?

Would you be surprised if this patient died in the next
6–12 months?

Has the frequency of hospitalizations increased during
the past 6–12 months?

Has there been a major clinical event (e.g., relapse,
need for transplant) related to this patient’s
condition?

Does the patient have symptoms that have changed the
frequency of clinic visits?

Has there been a change or deterioration in the
patient’s response to treatment, pain intensity,
energy, functional status, respiratory function, mental
status, or quality of life?

Is there conflict among the family or the health care
team about the goals of care?



to determine essential participants. The goal was
to be inclusive of all major services involved in
the patient’s care, with particular attention to staff
members who were experiencing concern or con-
flict about the case.

Feasibility and utilization

Over the study period, there were 23 patient
care conferences conducted with 188 attendees
(see Table 1). Patients discussed in PCCs reflected
a range of primary diagnoses, including glioblas-
toma, cystic fibrosis, lisencephaly, HIV disease,
renal failure, aplastic anemia, hyperammonemia,
and connective tissue disorder. As was true of
palliative care rounds, attendees at the patient
care conferences were predominantly physicians
(41%) and nurses (31%).

Whereas rounds were piloted in three specific
units, patient care conferences were available for
patients throughout the JHCC and were held in
six different units, including outpatient (5), three
medical surgical units focusing on different age
groups (5, 5, and 2), PICU (4), and a pediatric clin-
ical research unit (2). Two of the 23 conferences
were initiated by the FCC, and 21 by others. In
seven cases, dialogue with the FCC about the is-
sues in a particular case resulted in a PCC being
suggested as a strategy to address the concerns.

Content

Participants cited multiple reasons for the 23
care conferences. The most frequent were goal
setting (15) and information sharing (14). Con-
flicts between family and staff (8) and among staff
(6) were also cited. Four conferences involved
cases with do-not-resuscitate orders (DNRs). Pro-
fessional distress was cited twice. Change in the
patient’s condition and uncertainty were each
mentioned five times.

The “primary concern” in 14 of the 23 confer-
ences was parental and staff disagreement about
decisions. Differing cultural and religious values
was the primary concern in 4 conferences and
staff concern about the parents’ expectations was
primary in 3.

Multiple staff issues were identified during the
conferences. Most frequently cited were conflicts
and continuity of care. Of 32 mentions, 10 (31%)
involved conflict with family and 8 (25%) in-
volved conflict among health care professionals.
Eight (25%) identified discontinuity of care as a
significant barrier to palliative care.

Participants’ views of usefulness

Fifty-six health care professionals evaluated
patient care conferences in which they partici-
pated. They overwhelmingly indicated that the
conferences offered enough opportunities for dis-
cussion, were supportive and noncritical, helped
make the team well informed, and addressed
their needs as health care professionals (52 of 56
on each item, or 93%). Other indicators ranked
86% or higher, with the exception of improved
morale, which evaluators ranked higher for their
teams (61%) than for themselves as individuals
(45%). Intentionally creating opportunities for in-
terdisciplinary dialogue appears to be supportive
to health care professionals. Whether there is a
direct relationship between the degree of per-
ceived support and the quality of care provided
to patients and families requires further study.

BEREAVEMENT DEBRIEFINGS

To provide opportunities for staff to manage
their responses to grief, the team instituted be-
reavement debriefing sessions (BDS) as an inter-
vention after patient deaths and provided op-
portunities for individual follow-up.

The format for the BDS was adapted from the
traditional critical incident stress debriefing
model. Initially designed to address responses to
unusual situations, the sessions were adapted to
help health care professionals realize that the
physical, emotional, social, and spiritual re-
sponses they experience after patient deaths were
normal, natural responses to situations they reg-
ularly encounter.

Education about the grief process and recom-
mendations for support were part of each session.
This included normal responses to grief and loss
and strategies for coping with multiples losses.
Recommendations for support included good
self-care, healthy expressions of grief, the use of
support systems and opportunities for meaning-
making.

Consistent with the literature,19,20 the commit-
tee assumed that reflection on the child’s life and
meaning-making would help health care profes-
sionals to make sense of the losses they experi-
ence, find benefit or renew purpose in their work.
Therefore, the debriefing format included stan-
dard open-ended questions such as, “What will
you remember most about this child and family?”
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and “How can we honor this child?” These open-
ended questions invited participants to reflect on
their experiences and to create a sense of mean-
ing from serving a particular child and family.
Debriefing sessions also included informal ritu-
als of remembrance, such as sharing a poem or
signing sympathy cards.

The Bereavement Coordinator contacted the
nurse manager, primary physician, and primary
health care professional to offer a session. The ses-
sions were facilitated by the HLCC team using a
preset format. In some cases, scheduling involved
multiple sessions to accommodate multiple dis-
ciplines responsible for a patient’s care. In all
cases, sessions were scheduled at times conve-
nient to the participants. Special sessions were es-
tablished for residents to facilitate their involve-
ment.

Feasibility and utilization

From February 2002 to May 2003, 38 bereave-
ment debriefing sessions were held for 31 differ-
ent children. Seven of the 31 were discussed in
multiple debriefing sessions held to accommo-
date multiple units/services involved in their
care. Seventeen of the sessions were for oncology
patients, 5 were for patients with chronic renal
disease or lung disease, 2 sessions were held for
patients with HIV and 2 were for patients on the
critical care unit. During this time, there were 159
pediatric deaths (see Table 1 for details on atten-
dees).

Content

Study data showed professional distress was
the most frequent reason for initiating a session
(33 of the 38 sessions), validating the original in-
tent for establishing the debriefings. Sudden/un-
expected death was a factor in 9 of the 38 ses-
sions. Professionals who declined debriefings
noted no professional distress and stated that the
patient’s death was expected.

One of the key questions asked in each session
was, “What was the most difficult aspect of the
case?” The most common theme in response to
this question was that the death ended a long-
term relationship with the patient (31 of 38 
sessions), validating Papatatou et al.’s21,22 con-
clusion that the loss of such relationships signif-
icantly affects health care professionals. Conflict
with the family was a difficult aspect in 9 cases;
sudden or unexpected death in 6. The inability to

relieve pain and the provision of care perceived
as overly aggressive were each cited as factors in
5 cases. The frequency at which these difficult as-
pects were cited diminished over the study pe-
riod, perhaps as a result of the increase in patient
care conferences specifically designed to explore
patient/family goals of care. The concerns cited
are consistent with the findings of Solomon and
colleagues.1

One key question was, “What was the most sat-
isfying aspect of the case?” The most frequent
theme in response to this question was working
as a team (15 of 38 sessions). These data may be
interpreted as supporting Papadatou et al.’s21

conclusion that lack of team cohesion and col-
laboration undermines the integrity of health care
professionals; alternately, they may be inter-
preted as suggesting that working as a team is
highly satisfying. Responses also cited sense of
closure (9), helping the patient die respectfully
(10), and helping the family (7) as sources of sat-
isfaction.

Participants’ views on usefulness

The evaluation form included questions re-
lated to the bereavement debriefing session and
questions related to the actual case. Evaluations
were received from 29 of the 38 sessions; 184 of
the 257 attendees completed an evaluation form.
Attendees consistently rated the session as help-
ful (98.4%), informative (97.8%) and meaningful
(97.8%). Many reported that they had attended
sessions 2 or more times previously (43%). In re-
sponse to the question, “How will this session
change your professional practice?” attendees ac-
knowledged the importance of effective commu-
nication with staff and families (10) and reported
they felt less isolated/more connected with their
colleagues (12). They also reported that they
gained knowledge in coping strategies (12).

DISCUSSION

The goal of the HLCC is to provide excellent
care for children who live with life-threatening
conditions, some of whom will die. The under-
lying and operative assumptions are simple:
quality palliative care must be integrated into the
care of all patients living with life-threatening
conditions and that everyone—every health care
professional, regardless of discipline—is ac-
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countable for having the knowledge and skills to
do so.23

In its initial program assessment, the HLCC ac-
knowledged that issues of disagreement and staff
distress and suffering were prominent. The action
plan and interventions subsequently developed
specifically addressed these concerns as critical to
the sense of integrity for health care profession-
als. In order for every child to receive the high-
est quality care, regardless of the outcome, the
caregivers themselves must be supported in ac-
quiring and using new knowledge and skills.

A comprehensive approach that includes clin-
ical skills, psychosocial support, meaning mak-
ing, and offering opportunities to integrate pal-
liative and end-of-life knowledge and skills is
critical to meeting the diverse needs of the inter-
disciplinary health care team. Techniques such as
using triggers for considering palliative care is-
sues can play a key role in identifying patients or
situations that could benefit from a forum for in-
terdisciplinary discussion. Throughout the im-
plementation of the action plan, the voices of suf-
fering became more audible, perhaps because
participants were invited to acknowledge it and
name it, and respond to it rather than deny or re-
press it.

The health care professionals who provide pal-
liative and end-of-life care must desire the
changes in institutional culture necessary to
achieve this goal. The HLCC team devised inter-
ventions that respected the strengths, traditions,
and values of the institution and its different
units, and also recognized individual styles of
learning and accommodating change. Instead of
developing a more traditional specialty consulta-
tion model, the HLCC program stressed an edu-
cational and supportive role that is inclusive of
all disciplines in every setting. Rather than im-
posing a model or approach on health care pro-
fessionals, the HLCC intentionally created part-
nerships and alliances with interdisciplinary
team members.

Anecdotal reports affirmed the effects of this
approach on behaviors. One resident in his last
year of training commented that, “We never
would have had this type of discussion when I
was an intern.” At a debriefing session for a
child who had received care at the JHCC for 15
years, health care team members expressed
pride that their efforts had allowed her to live
by her own values during the dying process.
They also expressed certainty that her family

would be able to go on with their lives as a re-
sult of their care.

The interventions tested during the study period
created a learning environment where interdisci-
plinary team members could acquire clinical, psy-
chosocial, and spiritual knowledge and skills and
have opportunities to give and receive support
from their colleagues. Acquiring new skills in pal-
liative and end-of-life care demanded a departure
from the traditional lecture format. Instead, the
HLCC used a relationship centered, dialogue for-
mat in conjunction with a facilitation model. Facil-
itation was chosen over an authoritarian approach
that privileges the knowledge and skills of an “ex-
pert” over the participants in the process, assum-
ing that the “expert” imparts knowledge to others
because they are deficient in a particular area.

In contrast, a facilitation model views the
leader as a guide and mentor whose role is to il-
luminate issues and solutions that may not be
readily apparent, to offer insights and new ways
of thinking about an issue, and to assist others in
discovering the learning embedded in the situa-
tions themselves. From this perspective, learning
occurs in a highly specific context and is flexible
enough to accommodate diverse learning needs
and styles. Such a model stimulates creativity and
“out of the box” thinking. By fostering commu-
nication and a sense of community, such a model
also engenders respect for the complementary
role of each discipline, enhancing understanding.
This approach is utilized throughout the IPPC
curriculum (�www.ippcweb.org�).

Similarly, creating an environment of interdis-
ciplinary support required intentional structur-
ing of the sessions to promote trustworthy and
respectful dialogue. Formats for rounds and pa-
tient care conferences were familiar to partici-
pants, but offered an expanded view of how clin-
ical and psychosocial issues could be discussed
in an interdisciplinary setting. The familiarity cre-
ated an initial willingness to participate in a new
forum for discussion and built trust among par-
ticipants. Once established, the repetition of the
process created reliability and confidence among
participants. The facilitation model also offered
health care professionals a safe forum within
which to experience interdisciplinary dialogue
that witnessed and honored emotions, intellec-
tual confusion, shared vulnerability, and grief.

According to Remen,24 learning how to grieve
is a fundamental life skill. Without skills in griev-
ing and the ability to recover a personal sense of
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meaning in their work, health care professionals
risk becoming “burned out,” unable to continue
to care for others.

The HLCC findings support, and are sup-
ported by, the findings of other researchers in
several key areas. Stroebe and Schut25 docu-
mented that health care professionals “oscillate”
between dealing with the death and grief and
learning to adjust to a role that includes life and
death, sorrow and joy. Papadatou19 and Saunders
and Valente20 found that providing clinical and
emotional support and the opportunity for mean-
ing-making rituals are effective ways to reduce
caregiver suffering and increase their ability to
manage responses to grief. In another recent
study, Papadatou et al.22 found that physicians
tend to value opportunities for clinical support,
while nurses are more likely to seek emotional
support among colleagues. Attendance patterns
in the study appear to validate these findings.
While physicians most frequently attended the
clinical interventions of palliative care rounds
and patient care conferences, nurses were in the
majority at bereavement debriefings. How physi-
cians address their own needs for emotional sup-
port in the care of children with life-threatening
conditions merits further study.26

The findings of Papadatou et al.19,22 suggested
differences in the type of support required by
professionals in different units, a finding paral-
leled by the HLCC study which noted that the
themes for oncology debriefing sessions were
more often related to the relationship with the pa-
tient, while the lessons learned from the case were
the most prevalent themes sounded in debrief-
ings in the PICU. The most frequent reason cited
for declining debriefing sessions was that the staff
did not have a long-term relationship with the pa-
tient.

Papadatou et al.19,21 also noted that the death
of a pediatric patient could lead to loss of as-
sumptions about how the world works which
can have a profound impact on the experience
of health care professionals. Neimeyer27 pro-
posed that meaning reconstruction is the central
aspect of the grieving process: to affirm or re-
construct shattered assumptions. Some people
“come to terms with” or reconstruct their beliefs
early on in their professional career; others may
never do so. This may explain why the NICU
staff, who had the longest years of service, de-
clined debriefings. Presumably they and some
long-term PICU professionals have reconciled

that some children suffer and die despite best ef-
forts.

LIMITATIONS

Our study outcomes were centered on HCP’s
self-reports of their competence and confidence
with palliative and end-of -life care, their ability
to mange their grief and their perceptions of the
effectiveness of the methods we used. We did not
conduct chart review to assess the content of
progress notes pertaining to family conferences,
or assess the orders written in the patients’ charts
following a patient care conference, nor did we
assess families’ reactions to the process or its im-
pact on them. Nonetheless, the focus on HCP is
a strength of the study, as the perceptions of in-
terdisciplinary professionals in these specific
areas has been the subject of limited study. Fu-
ture research might incorporate assessment of all
of these domains.

CONTINUING EFFORTS TO 
IMPROVE CARE

Today the HLCC is building on these findings
and continuing its work to improve palliative and
end-of-life care through education, clinical prac-
tice and research. All of the interventions have
continued beyond the study period and utiliza-
tion of patient care conferences, in particular,
have steadily increased and new initiatives to sys-
tematically address goals of care and advance
care planning have been developed. These be-
ginning efforts have been instrumental in inte-
grating palliative and end of life care into the cul-
ture of the Johns Hopkins Children’s Center. Next
steps include evaluation of the impact of these in-
terventions on the actual care that was provided
and on patient outcomes.

Our experience offers a promising model to
other pediatric health care settings interested in
building pediatric palliative care programs. This
approach is flexible and responsive to the unique
aspects of each setting. It successfully engages
broad participation of professionals from all dis-
ciplines and clinical services in promoting pedi-
atric palliative care. These data suggest that the
magnitude of situations causing caregiver suffer-
ing may not be fully appreciated. In particular,
the frequency of and experiences of physicians
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and other health care professionals has not been
adequately studied.
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