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Abstract

Context. The majority of seriously ill children do not have access to specialist pediatric palliative care (PPC) services nor to
clinicians trained in primary PPC. The Education in Palliative and End-of-Life Care (EPEC)-Pediatrics curriculum and dissemi-
nation project was created in 2011 in response to this widespread education and training need. Since its implementation,
EPEC-Pediatrics has evolved and has been disseminated worldwide.

Objectives. Assessment of past EPEC-Pediatrics participants’ (“Trainers”) self-reported PPC knowledge, attitudes, and skills;
use of the curriculum in teaching; and feedback about the program’s utility and future direction.

Methods. From 2011 to 2019 survey of EPEC-Pediatrics past conference participants, using descriptive and content analyses.

Results. About 172 of 786 (22% response rate) EPEC-Pediatrics past participants from 59 countries across six continents com-
pleted the survey. Trainers, including Master Facilitators (MFs), used the curriculum mostly to teach interdisciplinary clinicians
and reported improvement in teaching ability as well as in attitude, knowledge, and skills (AKS) in two core domains of PPC: com-
munication and pain and symptom management. The most frequently taught modules were about multimodal management of dis-
tressing symptoms. Trainers suggested adding new content to the current curriculum and further expansion in low-medium
income countries. Most (71%) reported improvements in the clinical care of children with serious illnesses at their own institutions.

Conclusion. EPEC-Pediatrics is a successful curriculum and dissemination project that improves participants’ self-reported
teaching skills and AKS’s in many PPC core domains. Participating clinicians not only taught and disseminated the curriculum
content, they also reported improvement in the clinical care of children with serious illness. ] Pain Symptom Manage
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EDITORIAL COMMENT

Amy Case MD, FAAHPM Associate Editor

Excellent submission describing EPEC-PEDS which is important for others to learn more about.

Key Message

This article describes findings from a global survey
of clinicians who received EPEC-Pediatrics training
over a nine-year period, including the impact the
course had on their knowledge, attitudes, skills, and
teaching of others. The course had a positive impact
internationally, and importantly, was perceived as
improving care of children with serious illness.

Introduction

Education in pediatric palliative care (PPC) is in
high demand worldwide' with lack of clinician training
cited as a major barrier to accessing skilled palliative
care services for patients and their families.” Profes-
sional education and development in palliative care
has been encouraged by the Institute of Medicine
report Dying in America: Improving quality and honoring
individual preferences near the end of life, and by numerous
other pediatric organizations,” ” and researchers.®” "’

In response to the need for more widespread pallia-
tive care training for all pediatric clinicians to enable
delivery of primary PPC, and the dearth of advanced
training in the prevention and treatment of pain and
other distressing symptoms, the Education in Palliative
and End-of-Life Care (EPEC)-Pediatrics program was
conceptualized and funded through a US$1.6 million
National Institutes of Health and/or National Cancer
Institute (NIH/NCI) R25 grant.“

The curriculum is delivered through a combination
of online learning and in-person, face-toface sessions
and comprises 24 core palliative care modules, with 18
modules available online and 6 taught in-person by “Mas-
ter Facilitators” (MF) at “Train-the-Trainer” (TtT) con-
ference sessions. The EPEC-Pediatrics training approach
places strong emphasis on teaching participants
advanced teaching skills such as how to disseminate PPC
concepts to others in engaging ways that foster acquisi-
tion of attitudes, knowledge, and skills (AKS), that in
turn achieve desired clinical outcomes.'” These TtT
courses provide “Trainers” (pediatric clinicians) with 22
adaptable PowerPoint presentations, all training videos,
and a Trainer’s handbook for each module to teach
interdisciplinary teams. Trainers can adapt these materi-
als as necessary for teaching interprofessional colleagues
across a variety of settings. Trainers who are interested in
becoming a MF must attend an EPEC-Pediatrics Profes-
sional Development Workshop (PDW) that emphasizes
professional teaching techniques including interactive
lecture, and small group and/or case-based teaching
role-play using the curricutum. "

While several PPC curricula are available through
academic and non-profit organizations in the US and
internationally,'”~*’ EPEC-Pediatrics remains the larg-
est and most comprehensive PPC training curriculum
and dissemination projects worldwide, and has been
translated from English to Spanish, Russian and
French. The curriculum is constantly being updated,
adapted, and expanded to encourage interdisciplinary,
global participation. In this study we surveyed past
EPEC-Pediatrics participants to examine how they have
used EPEC-Pediatrics course materials to teach PPC in
their own communities, and whether EPEC-Pediatrics
had an impact on their own PPC AKSs.

Methods

Participants

We invited all past EPEC-Pediatrics participants who
completed at least the face-to-face conference compo-
nent of the EPEC-Pediatrics TtT or PDW courses (i.e.,
Trainers and MFs) between October 2011 and early
2019, regardless of whether or not they completed the
online training portion (80% completed the 18 online
modules).

Survey Instrument

The survey contained forced-entry and open-ended
items including personal and professional characteris-
tics (e.g., race, profession, country of residence); geo-
graphical dissemination of EPEC-Pediatrics (US states,
Canadian provinces, Australian territories, and coun-
tries); dissemination of EPEC-Pediatrics through teach-
ing (e.g., which modules have been taught and to
whom); perceived improvement in AKSs as a result of
attending EPEC-Pediatrics (pain and symptom man-
agement; teaching PPC; communicating with col-
leagues about PPC); improvement in the clinical care
setting as a result of attending EPEC-Pediatrics (e.g.,
institutional improvement in care of children with seri-
ous illness); and general feedback about the program,
including suggestions for program improvement and
ways in which the program can be adapted for imple-
mentation in low- and medium-income countries.

Procedures

The survey was granted exemption by the Children’s
Hospitals and Clinics of Minnesota’s Institutional
Review Board. REDCap software®’ was used to imple-
ment the survey. A unique survey link was emailed to
eligible participants in early summer of 2019. Two
reminders were sent to non-responders during a four-
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week period. Participants who completed the survey
received a US$10 gift card for their participation.

Statistical Analysis

Descriptive statistical analyses were conducted using
IBM SPSS v27. Means, standard deviations (SD),
medians and interquartile ranges (IQR) were run for
continuous variables; and frequencies and percentages
were run for categorical variables. Manual sorting and
content analysis to identify frequency of common cate-
gories was conducted for each of the open-ended items
using Microsoft Excel.”>*

Table 1
Survey Respondent Characteristics (n=172)

Characteristic n (%)
Female gender, n=170 138 (81)
Race, n=165

White 102 (62)

Asian 45 (27)

Other® 11.(7)

Black 3(2)
Ethnicity, n=164

Hispanic or Latino 23 (14)
Years of post-graduate work experience, mean 14.2 (9.9)

(SD) n=152
Palliative care fellowhip training

Formal pediatric fellowship, hospice and 21 (12)

palliative medicine
Formal adult fellowship, hospice and palliative 14 (8)

medicine (with pediatric track)
Formal adult fellowship, hospice and palliative 7 (4)
medicine (without pediatric track)
Country in which most respondents work”,

n=170

United States 46 (27)
Canada 38 (22)
Australia 10 (6)
Israel and Occupied Territories 7 (4)
Malaysia 6 (4)
New Zealand 6 (4)
Singapore 6 (4)
Others (XXXX XXXXXXXXXXXX XX x) 33 (IQ)

Has experience working in low-/ middle-income

countries, n=157

Yes 65 (41)
EPEC-Pediatrics Trainer level, n=170

EPEC-Pediatrics Trainer (online curriculum 110 (65)
plus face-to-face conference)

TtT conference attendee only (has not 33 (19)
completed online curriculum)

Master Facilitator and/or part of original 26 (15)
Expert Advisory Group

Other* 1(<1)

Conference attendance, top locations and year

(n=172)"

Kuala Lumpur, Malaysia (2019) 21 (12)

Sydney, Australia (2019) 18 (11)

Chicago, Illinois, USA [in conjunction with 18 (11)
AAHPM and HPNA Annual Assembly]
(2016)

Montreal, Quebec, Canada in conjunction 17 (10)
with ASPHO 30th Annual Meeting (2017)

Montreal, Quebec, Canada (2015) 16 (9)

St. Jude Children’s Research Hospital, 12 (7)
Memphis, Tennessee, USA (2018)

Toronto, Ontario, Canada (2015) 12 (7)

(Continued)

Results

Participant Characteristics

Between October 2011 and March 2019, a total of
786 participants from 61 different countries attended a
TtT conference or TtT conference plus PDW. A total
of 172 (22% response rate) EPEC-Pediatrics past partic-
ipants completed the survey. The majority of respond-
ents were female (81%), with an average of 14.2
(SD =9.9) years of post-graduate work experience and
40 (23%) had completed a formal palliative care fellow-
ship for at least one year postresidency. Survey
respondents included at least one participant from
each of the offered conferences, with the highest

Table 1
Continued
Characteristic n (%)
Montevideo, Uruguay (2015) 11 (6)
Auckland, New Zealand (2016) 11 (6)
Minneapolis, Minnesota, USA (2018) 10 (6)
Oak Brook, Illinois, USA (2014) 10 (6)
Profession, n=172
Physician 110 (64)
Nurse 31 (18)
Nurse Practitioner 20 (12)
Educator 3(2)
Psychologist 2(1)
Social Worker 2 (10)
Administrator 1(<1)
Has provided PPC in the last 2 years, n=171 151 (88)
Works as part of a designated PPC team, n=151
Yes 98 (65)
Full-time 52 (55)
Part-time 43 (45)
No, work as part of another team (e.g., 53 (35)
oncology)
Provides primary palliative care as part of the
following programs, n="75
Pediatric Oncology 36 (21)
Pediatric Hematology 11 (6)
General Pediatrics 9 (5)
Pediatric Pain Medicine 4(2)
Adult Medicine 3(2)
Pediatric Intensivist 2(1)
Neonatology 2 (1)
Family Medicine 1(<1)
Pediatric Hospitalist 1(<1)

Other® 6 (3)

AAHPM = American Academy of Hospice and Palliative Medicine, HPNA =
Hospice and Palliative Nurses Association, ASPHO = American Society of Pedi-
atric Hematology/Oncology.

““Other” race descriptions included mestizo/a; ethnicity as race (Hispanic or
Latina/0); or countries of origin (Africa, Arabia, Peru, Spain).

PSee Figure 1 for map of all countries.

“The respondent who selected “Other” did not provide an explanation.
‘lSuwey participants could select more than one conference, and some partici-
pants also completed a Professional Development Workshop following the
main conference. Conferences that were also attended by survey participants
included Boston, Massachusetts beta conference, USA, 2012 (n=9); Phoenix,
Arizona, USA, 2015 (n=9); Coimbatore, India, 2017 (n=8); Nazareth, Israel,
2017 (n="7); Pune, India, 2016 (n=4); San Diego, California, USA in conjunc-
tion with AAHPM/HPNA Annual Assembly, 2014 (n=4); Miami, Florida, USA
in conjunction with ASPHO 26th Annual Meeting, 2013 (n=4); and Pune,
India, 2019 (n=2).

““Other” includes hospice work, neurology with focus on neuromuscular dis-
ease (n=2), pediatric home care work, pediatric nephrology, adult palliative
care service that occasionally receives pediatric cases.
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Fig. 1. Countries represented by survey respondents.

representation from the following five conference loca-
tions: Kuala Lumpur, Malaysia 2018 (n=21); Sydney,
Australia 2019 (n=18); Chicago, IL, USA 2016
(n=18); Montreal, Canada 2017 (n=17); Montreal,
Canada 2015 (n=16) (Table 1 for a complete listing).
Most survey respondents participated in at least one
TtT conference between 2015 and early 2019 and only
19 (11%) participated in a conference prior to 2015.
Respondent characteristics are shown in Table 1.

Geographic Dissemination

Survey respondents were from 34 of the 61 different
countries represented by EPEC-Pediatrics participants
(Fig. 1). The majority of teaching took place in the
countries where respondents worked including: United
States (n=41); Canada (n=37); Australia (n=10);
India (n=10); Malaysia (n=7); Uruguay (n="7); and
Singapore (n=6) which was similar in distribution to
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Nursing students

Psychologists

Lay people/Community members
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o
N
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people’s primary work locations shown in Table 1. Of
the 41 respondents from 29 US states or territories, the
majority had taught using EPEC-Pediatrics in the fol-
lowing states: Tennessee (n=9); California (n=7);
Massachusetts (n=7); Florida (n=5); and Texas
(n=>5), while no survey respondents had taught in 24
states and five Territories. The Canadian survey
respondents had taught in all provinces except Prince
Edward Island, Saskatchewan, and the Yukon Territory.

Teaching Experience with EPEC-Pediatrics

One hundred and fifty-three (89%) respondents
accessed at least one type of EPEC-Pediatrics teaching
modality (i.e., PowerPoint slides, teaching guides, trig-
ger videos). One hundred and thirty-four (79%) survey
participants taught PPC since attending an EPEC-Pedi-
atrics training event, and 97 of 134 (72%) have used
EPEC-Pediatrics materials to teach. Fig. 2 shows the

N
o
a
]

80 100

Fig. 2. Proportion of survey respondents who reported teaching EPEC-Pediatrics contents by role or discipline of the recipient

(n=172).
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variety of roles and disciplines held by those trained by
the survey respondents. Most reported teaching to
nurses (65%) and physicians (61%).

Most Useful Modules and Teaching Methods
Ninety-seven respondents used at least one of the
EPEC-Pediatrics modules to teach PPC (Table 2). The
most frequently taught module was What Is Palliative
Care? (76%) which was taught a median of five times
(IQR=7). The next four mosttaught modules were
focused on symptom management (acute pain, opioid
selection, neuropathic pain, and respiratory symp-
toms). Content analysis of open-ended responses indi-
cated the most useful aspects of the EPEC-Pediatrics
curriculum were learning new teaching skills (n=29),
learning about pain and symptom management
(n=21), gaining new communication skills (n=19),
and the teaching materials themselves (breadth, depth,
access to, and quality [n=14]). Content analysis of 86
responses to other ways EPEC-Pediatrics has changed
how they provide PPC indicated their teaching skills
had improved (n=25) and their confidence or excite-
ment about teaching others has improved since

becoming a Trainer (n=8). Some respondents said
they have successfully taught specific types of professio-
nals (e.g., residents, fellows) (n=6) and some felt
becoming an EPEC-Pediatrics Trainer elevated their
status as a PPC educator within their institution (n=4).

Impact of EPEC-Pediatrics on Participants’ Knowledge,
Attitudes, and Skills

Pain and symptom management: The majority of
respondents agreed or strongly agreed that EPEC-Pedi-
atrics improved their knowledge (86%), attitudes
(77%) and skills (91%) in pain and symptom manage-
ment. Content analysis of other ways in which EPEC-
Pediatrics impacted their approach to pain and symp-
tom management revealed that nearly one quarter of
the 89 respondents shifted their approach to one that
is more holistic and incorporates non-pharmacologic
approaches (n=20). Others said they are now aware of
the importance of systematic assessment and re-assess-
ment of symptoms (n=7), gained confidence in their
knowledge of symptom management (n=7), and their
approach to teaching symptom management had
improved (n=7). Others have become overall

Table 2
Most Frequently Accessed Modules by Past Participants Who Have Taught Using EPEC-Pediatrics Teaching Materials (n=97)

Module Number  Module Title Number of Respondents Who Have Number of Times Each Respondent
Used Module to Teach PPC has Used Module to Teach, Median
(IQR)
What is Pediatric Palliative Care? 74 5(7)
10 Multimodal Analgesia: Acute pain 61 4 (5.25)
Management
12 Neuropathic Pain Management and 59 3(3.5)
Adjuvant Analgesia
11 Opioid Selection and Opioid Rotation 53 4 (5.5)
16 Management of Respiratory 52 3(4)
Symptoms
20 Preparation for Imminent Death 51 4 (6.25)
7 Communication and Planning 46 4 (3.75)
14 Chronic/Complex Pain Management 41 3(4)
15 Management of Gastrointestinal 40 3 (5.5)
Symptoms
18 Management of Neurological 38 2.5 (4.75)
Symptoms
4 Grief and Bereavement 37 3 (4)
17 Management of Emotional and 34 2.5 (4)
Behavioral Symptoms
19 Management of Refractory Distress 34 3 (5.5)
5 Self-Care for Professionals 33 3 (5.25)
23 Teaching Pain and Symptom 32 3(4)
Management
13 Procedural Pain Management 31 3 (3)
Strategies
3 Family-Centered Care 30 3(3)
8 Ethical and Legal Considerations 30 2 (3)
6 Team Collaboration and Effectiveness 27 2.5 (3)
21 Integrative Medicine 26 3 (5.5)
2 Child Development 23 2.5 (2)
24 Methadone 21 1(2)
9 Teaching with EPEC-Pediatrics in the 12 2.5 (3.5)
Face-to-Face Setting
22 Introducing Quality Improvement in 11 2(2)

Pediatric Palliative Care
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Table 3

Examples of Written Open-Ended Survey Responses

Question

Responses

Has EPEC-Pediatrics impacted the way
you approach pain and symptom
management in other ways?

Has EPEC-Pediatrics impacted your ability
to communicate with others about PPC
in other ways?

Anything additional you wish to share
with us about how EPEC Pediatrics has
impacted your ability to teach, the way
you approach teaching, and your
abilities to communicate with others
about PPC?

Please describe which aspects of EPEC-
Pediatrics you have found to be most
useful

If not already mentioned above, describe
how EPEC-Pediatrics has changed the
ways in which you provide PPC

What is working well with EPEC-
Pediatrics, and what should we
maintain?

Where do you see room for
improvement?

We are developing an EPEC-Pediatrics for
low- and medium-income countries.
What content would need to be
changed, added, or which modules
might be missing?

I am now more aware of the impact of
integrative therapies and have included
training on these in my course.

Yes, since I am confident about handling certain
aspects of care and communication especially
related to de-escalation of therapy and end-of-life
care.

I have learned how to structure my sharing in a
way that would be more powerful than just
plainly explaining knowledge and skills alone.

An organized, well written complete curriculum.
'One stop shopping’. It provides good
information and examples of how lo leach the
information

Despite limit in the choice of morphine formulation,
we have made children pain free. I have also
extended service beyond cancer and now included
children of life-threatening diagnoses.

1t is comprehensive, which should be continued.
The access to slides and resources is good.

Provide more information about available
medications in different parls of the world, so the
pharmacological management could be more
relevant to each local setting.

Cultural humility and sensitivities. PPC for the
severely neurologically disabled. Some
medications and integrative services are not
easily available.

1t has reinforced, and actually led to, practice change in
using multimodal pain management and reinforced
the meed to listen to the child as a judge if their
symptoms.

EPEC has allowed me more confidence in discussing
topics with families but more importantly my abilities
and confidence in discussions with other staff

EPEC Pediatric content is integrated into our Pediatric
Palliative Care workshops that we offer annually.

Content s best pediatric palliative care training for
practitioners with all levels of experience as material
is self-taught and focus of class is on how to leach
which is fantastic skill many practitioners don't get
during their training

At my institution we are now more aware of PPC, not
only from a physician’s point of view. I have also
been able to influence the region so cooperation with
home care providers has increased, though this can
still be improved more.

1 find the arrangement of the lopics to have a good flow,
particularly when working with 'early’ learners
(medical students/residents).

Accompanying docuwments that could be used eastly for
a quick teaching session (such as a I-pager on
nausea pathways and medications). In pdf format
Jfor sharing with residents/learners. Another option
would be an opioid conversion tool as one page

The pediatric oncology teams are limited to a few busy
physicians and a very small number of nurses in
most of these countries. They need practical solutions
Jfor limited resources, and emotional support for their
high level of anxiety and frustration originating from
the feeling of incapacity

advocates for change within their departments or insti-
tutions (n=>5) and some described the value of learn-
ing differences in symptom management in adults
versus children (n=5). Respondents also indicated
that EPEC-Pediatrics has provided them with medica-
tion-specific knowledge (n=38) (e.g., morphine, gaba-
pentin, methadone, managing multiple distressing
symptoms, and when to undertake opioid rotation).
See Table 3 for examples of open-ended survey
responses

Teaching PPC: The majority of past participants
agreed or strongly agreed that their knowledge (86%),
attitudes (77%) and skills (91%) in teaching PPC to
others had improved.

Others have increased their use of patient care-
focused methods (e.g., bedside teaching, telemedi-
cine). About 94 of 171 (55%) agreed or strongly agreed
that participation in EPEC-Pediatrics has resulted in
more teaching opportunities at their institutions.
When asked what other teaching approaches they have
used respondents described using 1:1 teaching (n=4)

or interactive methods requiring direct participation
(n="7). Examples include reflection journaling; simula-
tion sessions; starting sessions with a “chalk talk” list of
topics participants wish to learn; asking each audience
member to share their most difficult case; asking partic-
ipants to breathe through straws for a lesson on dys-
pnea; using techniques such as Attract Attention,
Inform, Create Desire, Act (AIDA), or “think, pair,
share”; and sharing challenging clinical situations and
asking participants to join groups of colleagues around
the room whose proposed solution aligns with theirs.
Communicating about PPC: The majority of partici-
pants reported overall improvements in knowledge
(84%), attitudes (81%), and skills (82%) in communi-
cation with others. Most also reported improvement
(i.e., agree and/or strongly agree) in who they commu-
nicate with about PPC across four different communi-
cation domains: communication with others (82%),
communication with colleagues and/or other clini-
cians (86%), communication with patients and/or fam-
ilies (82%), and communication with leadership and/
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Clinical improvements in care of
children with serious illnesses at my
institution

Clinical improvements in care of

children with serious illnesses at other h
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More opportunities to teach |

Other beneficial changes at my
institution and/or region/country

0%

Agree/Strongly Agree

® Neutral
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B Disagree/Strongly Disagree

Fig. 3. Outcomes experienced as a result of participating in EPEC-Pediatrics.

or administration (75%). Content analysis of additional
ways in which EPEC-Pediatrics has impacted their abil-
ity to communicate with others about PPC showed a
similar pattern with the ratings above (i.e., their skills
and confidence improved in communicating with col-
leagues (n=12), patients and families (n=8), and lead-
ership (n=5)). Some described seeing themselves as
better advocates for PPC (n=5) (e.g., early integration
of PPC). Others described how specific communication
skills have improved their clinical care, such as break-
ing bad news to families and guiding colleagues in pain
management approaches (n=9).

Content analysis of the question asking respondents
to share anything else about how EPEC-Pediatrics has
impacted their ability to teach or communicate with
others about PPC revealed that participants felt their
overall teaching skills have improved (n=24) (e.g., less
reliance on slides, providing more learner participation
opportunities such as case-based role play, story-telling,
audience knowledge). Some described how EPEC-Pedi-
atrics inspired them to advocate for local PPC training
(n=13) (e.g., creating annual workshops, designing
formal courses, rural outreach teaching programs, giv-
ing input into Oncology - PPC program integration).
Others appreciated the adaptability of the teaching
materials to different audiences and situations (n=9)
(e.g., slides can be modified on short notice, teaching
videos are easy to incorporate).

Benefits of EPEC-Pediatrics Participation

One hundred and twenty (71.0%) respondents
agreed or strongly agreed that they have seen clinical
improvements in the care of children with serious ill-
nesses at their own institutions as a result of participa-
tion in EPEC-Pediatrics, while 44 (26%) were neutral
and only five (2.9%) disagreed. Eighty-three (49%)

agreed or strongly agreed that they have seen clinical
improvements in the care of children with serious ill-
nesses at other institutions as a result of EPEC-Pediatrics,
while 112 of 170 (66%) have seen other beneficial
changes at their institution or at the regional and/or
national level. See Fig. 3 for more detail.

Program Strengths, Weaknesses, and Suggestions for
Adaptations in Lower-Resource Settings

Content analysis of the question asking participants
to describe what was working well and should be main-
tained showed that some participants liked the curricu-
lum itself because of its breadth, quality, length, and
organization (n=23), with some participants appreciat-
ing the online modules (n=6) and others describing
the value of the symptom-focused modules (n=4).
Some participants said all aspects of the EPEC-Pediat-
rics program are working well (rn=22) and that they
should be maintained while some described the quality
and accessibility of the teaching materials (n=15) and
the adaptability of the PowerPoint slide decks. The
EPEC-Pediatrics teaching approach was described as
valuable (n=10).

When asked how EPEC-Pediatrics could be
improved, 107 respondents suggested new module
topics (n=18), such as management of delirium, the
role of cannabis, the role of philanthropy in PPC, car-
ing for special populations (e.g., neonates, cardiology),
how to start a new service, research and outcome meas-
ures, physician-assisted suicide, and additional cultural
adaptations (n=9) including incorporation of differen-
ces in analgesic availability by country (n=4).

Others said materials should be updated and modi-
fied over time (including editorial updates) (n=7),
and that the updated materials should be re-issued to
past participants so that they have access to the latest
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evidence. Some specifically addressed the need to
update the trigger tape video content for use outside
the US (n=38). A few respondents felt the teaching
materials or modules were too lengthy (n=>5) while
others felt more didactic sessions and conferences
should be offered (n=7). When asked how content
should be modified in order to expand EPEC-Pediat-
rics offerings to people living in low- to medium-
income countries, 13 of the 51 respondents suggested
addressing lack of analgesic availability and access by
country; modifying or adding modules emphasizing
the importance of cultural humility and sensitivity in
PPC (n=10); discussing alternative care options in lim-
ited-resource settings (n=6) (e.g., limited staffing,
rural settings); emphasizing the importance of honor-
ing religious and spiritual beliefs in PPC (n=4) (e.g.,
fear of abandonment, alternative treatments); and dis-
cussing how to build and sustain PPC programs in lim-
ited-resource settings (n="06).

Discussion

EPEC-Pediatrics represents the most comprehensive
PPC  curriculum and  dissemination  project
worldwide.'"?” As a program designed to train clini-
cians of all disciplines in the core competencies of pedi-
atric palliative care, it responds to the recognized need
to increase the number of clinics with “primary pallia-
tive care knowledge” and skills.”” Findings from this
survey of a cohort of past EPEC-Pediatrics participants
suggest that EPEC-Pediatrics improved participants’
self-reported knowledge, skills, and attitudes across
core PPC domains, including advanced pain and symp-
tom management, teaching PPC, and communication.
Participating clinicians from six continents not only
taught and disseminated the curriculum content, but
also reported perceived improvement in the clinical
care of children with serious illness in their institutions
and regions.

The most commonly used module for teaching was
What is Pediatric Palliative Care?, similar to Widger et al.’s
(2018) findings during their large-scale, enhanced
EPEC-Pediatrics project implemented across all Cana-
dian provinces.”” Not only was it the most used module
amongst all Trainers, but it was used a median of five
times by Trainers . This was the only module in the top
five mosttaught that was unrelated to symptom man-
agement and analgesia. This could be due to a relatively
seasoned group of interprofessional PPC clinicians rec-
ognizing the widespread need for teaching core PPC
concepts to a variety of colleagues and learners in their
institutions and communities who may not be familiar
with fundamentals of PPC. Teaching about symptom
relief and analgesia was a high priority for this sample,
suggesting they recognize clinicians’ low confidence in
providing symptom management for children with

serious illness that has previously been described in the
literature.”’ ™' Responses indicated most respondents
felt they gained new AKSs, with many describing their
new approach to symptom assessment and manage-
ment as more holistic (e.g., incorporating integrative
“non-pharmacologic” management) and utilizing a sys-
tematic step-wise treatment approach. Requests for
EPEC-Pediatrics materials to acknowledge inter-country
differences in analgesic medication nomenclature and
availability have been noted.

Most past EPEC-Pediatrics participants have
accessed the teaching materials, and a large percentage
of them have taught PPC using them, with nurses as the
most common trainees. While nursing education in
PPC has improved in the last decade,'” there remains
much work to be done across a variety of healthcare set-
tings.”* Many of the survey respondents had also lever-
aged EPEC-Pediatrics materials to teach post-graduate
physicians and trainees such as residents and/or fel-
lows or medical students, indicating EPEC-Pediatrics
has positively impacted the void in didactic and hands-
on PPC training typically available to early career physi-
cians.””"*"** One of the core EPEC-Pediatrics training
topics is communication. Open-ended survey responses
indicated that Trainers’ new EPEC-Pediatrics commu-
nication skills were highly valued. This is important
because research has shown that children with serious
illness and their families rate clear and open communi-
cation as very important when facing end-ofife (EOL)
planning and decision—rnakingmi% and that poor com-
munication can have a detrimental effect on a family’s
EOL experience.:w’?'s However, training clinicians in
communication about EOL in the PPC context has his-
torically lagged in part due to low numbers of PPC
patients seen during early clinical training
rotations. " During TtT conferences, communica-
tion skills are taught using different approaches (e.g.,
role play, trigger tape videos), suggesting hands-on par-
ticipation and an expanded toolbox likely led EPEC-
Pediatrics Trainers to feel more confident in teaching
these challenging vet vital PPC topics, with 46% of par-
ticipants going on to teach Communication and Planning
and 51% teaching Preparation for Imminent Death.

EPEC-Pediatrics is one of several PPC training pro-
grams worldwide'>'"~*>"~* but it is unique in several
ways. First, teaching clinicians how to teach PPC effec-
tively is a hallmark of the program. Open-ended survey
responses revealed that participants placed high value
on the new teaching skills they acquired. Second, it is a
comprehensive PPC curriculum offering fundamental
and advanced topics and tools that can be tailored and
taught to any audience or situation. Third, its global
reach as a dissemination project is expansive and par-
ticipation is encouraged through scholarship opportu-
nities and language translations. Experienced EPEC-
Pediatrics Master Facilitators are located around the
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world on all populated continents and encouraged to
collaborate and host their own programs. EPEC-Pediat-
rics targets participants who are non- fellowship
trained, practicing clinicians with some experience
with PPC rather than novice students or clinicians rep-
resenting a single discipline (e.g., nurses).” " While
some PPC training programs have been offered a lim-
ited number of times'”" or in a single format,'” EPEC-
Pediatrics is one of the most flexible, comprehensive,
long-running PPC training programs available with
1,517 clinicians from 100 countries trained to date.

Limitations

The extent to which the opinions of those who chose
to participate are representative of all past EPEC-Pediat-
rics participants is unknown due to the relatively low
response rate. However, there was at least one respondent
from each of the past conferences and the response rate
was within the expected range."' The majority of respond-
ents were physicians, and while this is reflective of actual
EPEC-Pediatrics participation, opinions may not be
shared by all PPC disciplines. This survey is a helpful step
toward assessing the impact and dissemination of EPEC-
Pediatrics, but responses should be interpreted with cau-
tion as they are self-reported perceptions rather than mea-
surable indicators of EPEC-Pediatrics’ impact on clinical
outcomes and AKSs. Pre-post conference AKS assessments
were conducted during the initial NIH and/or NCI grant
funding period, but the focus of this survey was longer-
term use of the materials and dissemination. Going for-
ward, there may be benefit to conducting an annual sur-
vey. Past participants from earlier conferences were not as
well represented, but this was not surprising considering
several years have passed, contact information may have
changed, and the full complement of modules was not
available until 2015. Conversely, some participants may
not have had adequate time for implementation. Despite
over 70% of survey respondents indicating their training
led to improvements in the care of children with serious
illness, it was unclear from the data why nearly one-quar-
ter were neutral, warranting further exploration.

Next Steps

The COVID-19 pandemic presented logistical chal-
lenges for the EPEC-Pediatrics program, but its flexibil-
ity and adaptability to a virtual platform were
demonstrated through a successful global TtT confer-
ence and two end-user conferences between March
and October 2021. The use of a virtual platform,
reduced participation fees, and global EPEC-Pediatrics
leadership collaboration encouraged widespread par-
ticipation across time zones and languages (English
and Spanish). The EPEC-Pediatrics curriculum will
continue to evolve in response to new training needs
and priorities, such as the need to expand training to
all clinicians who care for children with all types of

serious illness; the expressed desire to expand the psy-
chosocial aspects of the program; to encourage greater
participation from the full range of professions that are
integral to the successful delivery of family-centered
PPC; and the need to expand global outreach and par-
ticipant accessibility through culturally-sensitive means
including translation to more languages.

Summary/Conclusion

Survey findings of past EPEC-Pediatrics participants
were positive and showed that EPEC-Pediatrics
improves participants’ attitudes, knowledge and skills
across core PPC domains. Participants created teaching
opportunities in their own institutions and communi-
ties, and many felt that their efforts translated into
notable improvements in the care of children with seri-
ous illness at their own institutions and beyond.

Disclosures and Acknowledgments

No funding was received for this study and the
authors have no conflicts of interest to disclose. The
authors thank Rachel Youngbloedt for her assistance
with REDCap survey development and implementa-
tion, and to all the EPEC-Pediatrics past participants
who took time and effort to complete the survey and
share valuable feedback.

References

1. Himelstein BP, Kane R. Appendix G: education in pediat-
ric palliative care. In: Field MJ, Behrman R, eds. When chil-
dren die: Improving palliative and end-of-ife care for
children and their families, Washington, D.C.: National Acad-
emies Press; 2003.

2. Hilden JM, Himelstein B, Freyer DR, Friebert S, Kane ]J.
Report to the national cancer policy board: pediatric oncol-
ogy end-of-life care. 2000.

3. Institute of Medicine of The National Academies. Dying
in America: Improving quality and honoring individual pref-
erences near the end of life. Washington, D.C.: The National
Academies Press; 2015.

4. Section on Hospice And Palliative Medicine And Com-
mittee on Hospital Care. Pediatric palliative care and hospice
care commitments, guidelines, and recommendations. Pedi-

atrics 2013;132:966-972.

5. World Health Organization. Cancer Pain Relief and Palli-
ative Care in Children. Geneva, Switzerland; 1998.

6. Baker JN, Torkildson C, Baillargeon JG, Olney CA, Kane

JR. National survey of pediatric residency program directors

and residents regarding education in palliative medicine and
end-of-life care. J Palliat Med 2007;10:420-429.

7. Kolarik RC, Walker G, Arnold RM. Pediatric resident
education in palliative care: a needs assessment. Pediatrics
2006;117:1949-1954.

8. McCabe ME, Hunt EA, Serwint JR. Pediatric residents’
clinical and educational experiences with end-ofife care.
Pediatrics 2008;121:e731-e737.



358 Postier et al.

Vol. 63 No. 3 March 2022

9. Michelson KN, Ryan AD, Jovanovic B, Frader J. Pediatric
residents' and fellows' perspectives on palliative care educa-
tion. J Palliat Med 2009;12:451-457.

10. Khaneja S, Milrod B. Educational needs among pediatri-
cians regarding caring for terminally ill children. Arch
Pediatr Adolesc Med 1998;152:909-914.

11. Downing J, Ling J, Benini F, Payne S, Papadatou D. A
summary of the EAPC White Paper on core competencies
for education in paediatric palliative care. Eur J Palliat Care
2014;21:245-249.

12. Horowitz R, Gramling R, Quill T. Palliative care educa-
tion in U.S. medical schools. Med Educ 2014;48:59-66.

13. Brock KE, Cohen HJ, Sourkes BM, Good JJ, Halamek LP.
Training pediatric fellows in palliative care: a pilot compari-
son of simulation training and didactic education. | Palliat
Med 2017;20:1074-1084.

14. Friedrichsdorf SJ, Remke S, Hauser J, et al. Development
of a pediatric palliative care curriculum and dissemination
model: education in palliative and end-of-life care (EPEC)
pediatrics. ] Pain Symptom Manage 2019;58:707-720. e3.

15. Stanford University. End-of-Life Care Online Curriculum
2021 Available at: https://med.stanford.edu/sfdc/additio-
nal_programs/eol_care/eol_online_curriculum.html.

16. End-of-Life Nursing Education Consortium (ELNEC).
ELNEC- Pediatric Palliative Care 2021 Available at: https://
www.aacnnursing.org/ELNEC/Courses.

17. American Academy of Hospice and Palliative Medicine.
Education at Your Fingertips: Self-Study Resources 2021 Avail-
able at: http://aahpm.org/education/self-study.

18. Center to Advance Palliative Care (CAPC). Online Clini-
cal Training Courses For All Clinicians 2021 Available at:
https://www.capc.org/training.

19. Center for Palliative Care, Harvard Medical School. Palli-
ative Care Education and Practice (PCEP) 2021 Available at:
https://pallcare.hms.harvard.edu/courses.

20. Pallium India. Pallium India 2021 Available at: https://
palliumindia.org/ training.

21. Malloy P, Sumner E, Virani R, Ferrell B. End-of-life nurs-
ing education consortium for pediatric palliative care
(ELNEC-PPC). MCN Am ] Matern Child Nurs 2007;32:298—
302. quiz 3-4.

22. Green SB, Markaki A. Interprofessional palliative care
education for pediatric oncology clinicians: an evidence-
based practice review. BMC Res Notes 2018;11:797.

23. Browning DM, Solomon MZ. Initiative for pediatric palli-
ative care investigator T. The initiative for pediatric palliative
care: an interdisciplinary educational approach for health-
care professionals. ] Pediatr Nurs 2005;20:326-334.

24. Harris PA, Taylor R, Thielke R, Payne ], Gonzalez N,
Conde JG. Research electronic data capture (REDCap)—a
metadata-driven methodology and workflow process for pro-
viding translational research informatics support. J Biomed
Inform 2009;42:377-381.

25. Vaismoradi M, Turunen H, Bondas T. Content analysis
and thematic analysis: implications for conducting a qualita-
tive descriptive study. Nurs Health Sci 2013;15:398-405.

26. Stemler S. An overview of content analysis.. Practical
Assess Res Evaluation 2001;7. Available at: https://scholar-
works.umass.edu/pare/vol7/iss1/17. Accessed January 3,
2022.

27. Widger K, Wolfe |, Friedrichsdorf S, et al. National
impact of the EPEC-pediatrics enhanced train-the-trainer
model for delivering education on pediatric palliative care.
Palliat Med 2018;21:1249-1256.

28. Quill TE, Abernethy AP. Generalist plus specialist pallia-
tive care—creating a more sustainable model. N Engl | Med
2013;368:1173-1175.

29. Baughcum AE, Gerhardt CA, Young-Saleme T, Stefanik
R, Klopfenstein KJ. Evaluation of a pediatric palliative care
educational workshop for oncology fellows. Pediatr Blood
Cancer 2007;49:154-159.

30. Sheetz MJ, Bowman MA. Pediatric palliative care: an
assessment of physicians' confidence in skills, desire for train-
ing, and willingness to refer for end-of-life care. Am J Hosp
Palliat Care 2008;25:100-105.

31. Downing ], Jassal SS, Mathews L, Brits H, Friedrichsdorf
S]. Pediatric pain management in palliative care. Pain Manag
2015;5:23-35.

32. Price DM, Strodtman L, Montagnini M, et al. Palliative
and end-of-ife care education needs of nurses across inpa-
tient care settings. ] Contin Educ Nurs 2017;48:329-336.

33. Lyckholm L, Kreutzer KO. Creating training opportunities
in pediatric palliative care. Virtual Mentor 2010;12:548-553.

34. Feudtner C. Collaborative communication in pediatric
palliative care: a foundation for problem-solving and deci-
sion-making. Pediatr Clin North Am 2007;54:583-607. ix.

35. Greenfield K, Holley S, Schoth DE, et al. A mixed-meth-
ods systematic review and meta-analysis of barriers and facili-
tators to paediatric symptom management at end of life.
Palliat Med 2020;34:689-707.

36. Wolfe ], Grier HE, Klar N, et al. Symptoms and suffering
at the end of life in children with cancer. N Engl J] Med
2000;342:326-333.

37. Marsac ML, Kindler C, Weiss D, Ragsdale L. Let's talk
about it: supporting family communication during end-of-life
care of pediatric patients. ] Palliat Med 2018;21:862-878.

38. Meert KL, Eggly S, Pollack M, et al. Parents' perspectives
on physician-parent communication near the time of a child's
death in the pediatric intensive care unit. Pediatr Crit Care
Med 2008;9:2-7.

39. Cowfer B, McGrath C, Trowbridge A. Teaching pediatric
palliative care communication skills to fourth-year medical
students through role-play. MedEAPORTAL 2020;16:10991.

40. Wager J, Zernikow B, Drake R, Papadatou D, Hubner-
Mohler B, Bluebond-Langner M. International multiprofes-
sional course in pediatric palliative care: benefits and chal-
lenges. ] Palliat Med 2013;16:96-99.

41. Initiative for Pediatric Palliative Care (IPPC). Educa-
tional programs 2021 Available at: https://www.ipfcc.org/
events/index.html.

42. National Hospice and Palliative Care Organization.
Pediatr Palliat Hospice Care 2021 Available at: https://www.
nhpco.org/pediatrics.

43. Peng NH, Lee CH, Lee MC, Huang L.C, Chang YC, DeS-
warte-Wallace J. Effectiveness of pediatric palliative care edu-
cation on pediatric clinicians. West J Nurs Res 2017;39:1624—
1638.

44. Dykema ], Jones NR, Piche T, Stevenson J. Surveying
clinicians by web: current issues in design and administration.
Eval Health Prof 2013;36:352-381.



