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ABSTRACT

A paucity of research has evaluated the perspectives of the
broader healthcare team regarding perinatal palliative care.
This study examines the views of healthcare providers
involved in perinatal palliative care in 3 tertiary care
hospitals in Canada. Developing an understanding of

their perspectives of care provision, as well as the
interactions that took place with families and other

teams while providing perinatal palliative care, was of
interest. Twenty-nine healthcare providers were in-
volved in 4 focus groups and 5 individual interviews.

Data were transcribed and content analysis was

Author Affiliations: Transition & Palliative Care, CancerCare
Manitoba, Winnipeg, Manitoba, Canada (Ms Stenekes); Manitoba
Health, Winnipeg, Manitoba, Canada (Dr Ens); Winnipeg Regional
Health Authority Palliative Care Program, Winnipeg, Manitoba, Canada
(Dr Harlos); Manitoba Palliative Care Research Unit, CancerCare
Manitoba, Winnipeg, Manitoba, Canada (Dr Chochinov); and
Department of Obstetrics, Gynecology and Reproductive Sciences,
University of Saskatchewan, Saskatoon, Saskatchewan, Canada

(Dr Mytopher).

This research is financially supported by The Innovation Fund in Chil-
dren’s Palliative Care Research from The Team for Research with Ado-
lescents and Children in Palliation and Grief (TRAC-PG) at SickKids in
Toronto, Canada. Dr Chochinov is a Canada Research Chair in Palliative
Care, funded by the Canadian Institutes for Health Research (CIHR). The
authors thank Katherine Cullihall and Devon Brown for their help with
conducting the focus groups.

Disclosure: The authors have disclosed that they have no significant
relationships with, or financial interest in, any commercial companies
pertaining to this article.

Corresponding Author: Simone J. Stenekes, RN, MN, CHPCN(C),
Transition & Palliative Care, CancerCare Manitoba, OG015—"0"
Block-409 Tache Ave, Winnipeg, Manitoba, Canada R2H 2A6
(simonestenekes@gmail.com).

Submitted for publication: July 12, 2013; accepted for publication:
December 23, 2013.

280 www.jpnnjournal.com

undertaken. The overarching theme of communica-

tion materialized from the data. Within this theme were

3 subthemes, each highlighting an aspect of communi-
cation that impacted care provision: connecting through
proximity, protected time and dedicated space, and flex-
ibility and formality. The study also describes a model of
integrated perinatal palliative care program development
and explains where each of the 3 sites falls along this con-
tinuum. The development of formal programs in these fa-
cilities is varied and recommendations are included to en-
hance communication and assist in providing improved and
integrated programming.

Key Words: perinatal hospice, perinatal palliative care,
program development

n the developed world, more children die immedi-

ately prior to birth or in the neonatal period than

at any other time in childhood."? Perinatal pal-
liative care (PPC) (also referred to as perinatal hos-
pice) is defined as the care provided to families and
infants in the perinatal period including any point in
time prior to birth and during the newborn or infancy
stages.® In addition to the mandate of ensuring com-
fort for dying infants, the 2 general tenets of PPC are
to help families with the process of making choices
about pregnancy management and afterbirth care, and
to ensure that choices are both consistent with families’
personal beliefs and in the best interest of the infant.'
Perinatal palliative care affirms life; regards dying as
a normal process; stresses values that go beyond the
physical needs of the infant and the family; meets the
medical, emotional, and spiritual needs of the family;
and neither hastens nor prolongs death.*®
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LITERATURE REVIEW

Only recently has attention been given to the crucial
palliative care needs within the perinatal population.’
In circumstances of life-limiting conditions, the standard
of care must include the options of termination of preg-
nancy as well as PPC.'>"!! When parents are provided
full disclosure and informed counsel on what to expect
in the setting of a life-limiting condition, 37% to 87% of
parents chose PPC and they are generally satisfied with
the care they receive.'*'¢

Advances in technology have expanded what can be
known prenatally. However, prognostication for many
life-limiting conditions remains uncertain.® During the
prenatal period, parents desire early consultation,"” de-
tailed information, and support.”® Although many of the
needs of dying infants and families are known, too
often healthcare providers (HCPs) fail to meet those
needs,? and only a small portion of infants who die in
the perinatal period receive services from a palliative
care program.'”-? Earlier referral may be required to
provide comprehensive care.?

Despite published guidelines for care planning and
symptom management in PPC>**% implementation
and improvement is required. When providing care
to dying infants at birth, providers do not adequately
document the symptoms experienced, nor are med-
ications commonly used to manage symptoms that
are present.**® Valid and reliable instruments to mea-
sure respiratory distress,* lethargy, neuroirritability, and
quality of life in this population are required in order
to adequately assess and treat symptoms.”’ The evi-
dence for most interventions in PPC is lacking; how-
ever, the management of symptoms at end-of-life is still
required.”’

Barriers faced by nurses providing PPC include the
inability for the nurse to express personal opinions, val-
ues and beliefs regarding palliative care, a less than op-
timal physical environment, technological imperatives,
parental demands, and lack of education for nurses
in palliative care principles.?®? Facilitators for these
nurses include a supportive medical staff, parents be-
ing informed of options and being involved in decision
making, institutional policies to support palliative care,
as well as time spent with the dying infant.*® Measure-
ment of the perceptions and barriers that HCPs have
toward PPC is a first step to identifying program is-
sues, interventions to modify the practice environment,
and educational opportunities.** There is a paucity
of research that has evaluated the perspectives of the
broader healthcare team about PPC.** Information on
individual PPC programs has only recently been de-
scribed in the literature, and no published evidence-
based empirical models exist. -3
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PURPOSE

This study was undertaken to examine the views of
HCPs involved in PPC. Developing an understanding of
their perspectives of how they provided care, as well as
the interactions that took place with families and other
teams while providing PPC were of particular interest.
In evaluating the data from participants as well as rec-
ommendations in the literature, a new model to guide
PPC programming was developed.

SETTING

In Canada, there are varying degrees of programming
in perinatal and pediatric palliative care. The neighbor-
ing provinces of Saskatchewan (population 1 063 000)
and Manitoba (population 1 225 000) were selected for
this study in light of contrasting approaches and similar
demographics. At the beginning of the study, a formal
PPC program had yet to be initiated in Saskatoon, the
province’s largest city. The development of a formal
program was being explored, and a pediatric palliative
care physician was hired as the study concluded. In the
province of Manitoba, the Pediatric Palliative Care Ser-
vice was developed in late 2006 to provide consultation,
leadership, and care. The majority of births that receive
PPC take place in the 2 tertiary care hospitals located
in the capital city, Winnipeg. Although the bulk of PPC
programming is focused there, the program attempts to
facilitate care regardless of location.

The study was based at 3 tertiary care hospitals: 1
in Saskatoon, Saskatchewan, and 2 in Winnipeg, Man-
itoba. Site 1 (Saskatchewan) is a tertiary care facility,
which provides acute care services and is the province’s
main trauma center. The site has about 5200 deliveries
per year. Site 2 (Manitoba) is the largest healthcare re-
ferral, teaching, and research center, serving residents
of Manitoba, northwest Ontario, and Nunavut, and has
about 5500 deliveries per year. Site 3 (Manitoba) is the
second largest hospital in Manitoba, providing commu-
nity outreach programs, ambulatory care programs, and
inpatient services with approximately 5500 deliveries
per year. All sites provide prenatal care, have a neona-
tal intensive care unit (NICU), and they all have pedi-
atric tertiary facilities on-site or direct access to pediatric
facilities.

METHODS
Design and ethical approval
This study used a qualitative descriptive design. Par-

ticipants were involved in a focus group or individual
interviews on 1 occasion. Ethical approval was granted
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by the Research Ethics Boards of the Universities of
Manitoba and Saskatchewan, with access approval ob-
tained from the 3 participating sites. Written informed
consent was obtained from all participants. Participants
were offered a small honorarium to cover expenses
pertaining to transportation.

Participant accrual and procedures

All staff of the 3 sites that provided direct patient care
in any capacity to pregnant mothers or infants were el-
igible to participate. This included physicians, nurses,
respiratory therapists, midwives, social workers, chap-
lains, ultrasonographers, and other HCPs in the settings
described. Participants represented a variety of perina-
tal clinical care areas, which included fetal assessment,
obstetrics, neonatology, the NICU, the nursery, the post-
partum unit, high- and low-risk delivery units, as well
as pediatrics and palliative care. Out of approximately
850 eligible staff, 29 participated in this study.

Accrual for participants utilized 2 methods. The ini-
tial method had participants identify an interest and
contact the researcher. Posters and e-mail messages de-
scribing the study were utilized to recruit participants
in this way. About half of the participants became in-
volved in the study by this method of accrual. When
additional participants in focus groups and interview
were required, purposive sampling was utilized to ob-
tain a representative sample of healthcare disciplines
and clinical areas involved in PPC.* Focus groups were
the primary method of data collection, allowing partic-
ipants to collectively identify and discuss a multitude
of topics.* The palliative care consultation team mem-
bers were interviewed individually, as it was felt that
their participation in a focus group could possibly al-
ter the degree of comfort for the group when asked
to comment on how palliative care services were pro-
vided. When the focus groups at site 1 did not provide
adequate representation from a variety of clinical areas
and disciplines, recruitment was targeted at specific de-
partments to provide the broader perspective desired.
Semistructured interviews were then conducted. These
accrual strategies were undertaken to obtain a wide va-
riety of perspectives and improve the trustworthiness
of the data.

Focus group and interview guide

A demographic form was used to elicit basic informa-
tion from participants. A question guide, developed by
the research team to elicit the perspectives of the HCPs
regarding the delivery of PPC services, was used for all
focus groups and interviews. Probing questions were
used to obtain further detail on comments provided by
participants. Four topic areas were incorporated into the
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guide: (1) education and work experience, (2) experi-
ences with patients and other healthcare team members
when providing PPC, (3) PPC approach within each in-
stitution, and (4) impact of providing PPC. In Manitoba,
a fifth area pertaining to interactions with the formal
palliative care program team was included. These ques-
tions were open-ended, intended to solicit information
about processes and how the system of PPC delivery
could be improved.

Data collection

Each focus group had a leader (CE) and a recorder
(varied by site). The leader asked the questions and
engaged the group, while the recorder took notes per-
taining to the overall process and content. Following
each focus group, the leader and the recorder held a
debriefing session to capture initial impressions and dis-
cuss emerging themes. Four focus groups were held in
total. Two focus groups took place at site 1 (with 3 and
5 participants, respectively), with 1 focus group held at
site 2 (8 participants) and 1 at site 3 (8 participants).
Focus groups ranged in length from 48 to 100 minutes.
Five individual interviews were conducted by a mem-
ber of the research team (SS): 4 took place by phone
and 1 was in person. Interviews were recorded and
lasted 17 to 31 minutes in length. The interviewer took
notes during and after the interviews.

To maintain confidentiality when direct quotations
are used, the profession of the participant is not listed.
Only the site where the individual works is identified.
There were 3 individuals who acknowledged that they
provided care at both site 2 and site 3. Therefore, these
quotes are attributed to both sites.

Analysis

A qualitative descriptive approach was used to capture
the perceptions of HCPs and to better understand the
experiences of professionals providing PPC. Content
analysis was undertaken, which allowed for the devel-
opment of a thematic summary, while maintaining the
essence of participants’ views and language.* The qual-
itative data were analyzed thematically, which involves
an ongoing search for patterns within the data toward
the formation of themes.?”” All focus groups and inter-
views were recorded and transcribed verbatim. Two
authors (SS and CE) independently read through the
transcripts and the extensive notes and summaries from
the focus groups and interviews. The 2 authors met to
discuss and develop content themes. Following this, all
authors met to broadly discuss the themes and refine
the model of program development. Transcripts were
then coded by the primary author (SS) according to the
themes and model.
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RESULTS

Participants and demographics

Data collection took place over a period of 13 months,
from June 2010 to June 2011. A total of 29 HCPs partici-
pated in this study. Twenty-four individuals participated
in focus groups and 5 individuals completed semistruc-
tured interviews. The sample consisted of 22 registered
nurses, 1 registered nurse/sonographer, 1 sonographer,
and 5 physicians. Participants were mostly female (n =
27, 93.1%) and reported being employed in their health
profession between 3 and 32 years (mean = 17.6 years)
and in their current area of practice between 1 and
32 years (mean = 14.3 years). Of the 27 participants
who were not employed as part of a palliative care
consultation team, 17 (58.6%) had interacted with pal-
liative care in some capacity (see Table 1 for further
demographic information).

Thematic synopsis

Communication was the overarching theme, with 3 sub-
themes that highlighted an aspect of communication:
connecting through proximity, protected time and ded-
icated space, and flexibility and formality. The next sec-
tion describes these themes with illustrative quotes from
participants. Following analysis of the themes, a model
of integrated PPC programming is explained along with

Table 1. Demographic characteristics of
participants (n = 29)

Demographic variable No. %
Age, y
26-30 2 6.9
31-40 8 276
41-50 13 44.8
51-b5 4 13.8
>56 2 6.9

Number of times caring for a fetus or child
with a life-limiting or life-threatening illness
and their family

1-3 times 1 34
4-6 times 4 13.8
7-10 times 2 69
>10 times 22 75.9

In your current area of practice,

approximately how many patients/families

that you have been involved with have the

palliative care team been consulted?
None 11 345
1-5 patients/families 12 414
6-10 patients/families 1 34
>10 patients/families 2 6.9
Not applicable (participant is 2 6.9

member of palliative consult team)

THE JOURNAL OF PERINATAL & NEONATAL NURSING

a description of how each of the 3 sites included in this
research study falls along this continuum of program
development.

Communication

Respondents frequently cited “communication” as the
most crucial element in providing PPC. Broadly, com-
munication was seen to facilitate best practice among
the specialist teams. However, timely and effective com-
munication with families was seen as vital to the process
working well. When communication between teams
was weak, the development of a comprehensive care
plan was affected, which resulted in unclear goals. The
following quote demonstrates how communication im-
pacted processes and role clarification:

... when things go poorly, to me the first thing that
goes wrong is communication . ... Another element
that tends to fall apart is confusion about roles of the
healthcare team. So we find on some occasions that it’s
not clear to the family or to the healthcare providers
who is attending to what with regards to the baby’s
needs, and who is primarily responsible and
accountable for the needs of the baby and the family.
(Sites 2 and 3)

Without a palliative care team in place (at site 1), care
planning did not consistently involve the teams outside
of the area of obstetrics. Therefore, ensuring informa-
tion was discussed and then provided to the family
directly was crucial, so the plan of care was known and
could be relayed to the staff when the mother presented
to the hospital in labor.

Sites 2 and 3 identified that as the involvement of
a palliative care team increased, so did engagement
and communication among the healthcare teams. This
resulted in responsibilities being discussed more consis-
tently and roles being negotiated on a consistent basis.

Connecting through proximity

The physical layout of the various medical buildings re-
stricted or enhanced the ability of teams to connect eas-
ily with one another, especially during the labor process
and care after the birth of the infant. Physical proximity,
therefore, influenced the interdisciplinary approach and
level of cohesiveness; as the physical distance between
labor units and potential affiliated disciplines increased,
the degree of connectedness decreased. At sites 1 and
2, there was significant physical distance between the
labor and delivery units and the NICU. Participants re-
ported not feeling as connected to staff in areas re-
lated to perinatal care, which limited opportunities to
enhance the collegial interactions that could improve
high-risk patient care. Conversely, at site 3, all of the
labor units and the NICU are situated on the same floor
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of the hospital, resulting in increased communication
among perinatal staff. Their approach seemed to fa-
cilitate much closer interactions and a connectedness
between staff, allowing neonatology to have more of a
presence and take the coordinating role in communi-
cating with teams and providing assistance and support
to the labor and delivery units.

Protected time and dedicated space

Participants frequently expressed a desire to have more
time to fully enter the caregiving process and engage
with families, which included opportunities to spend
time with families during the birth and death expe-
rience. At site 1, finding a private space as well as
spending time with patients was discussed by several
participants, with this quote being one example:

We see a lot of them in fetal assessment. We have much
more time there for counselling, to do scans and do all
those things . ... Because it takes time. It takes an hour
every time they come. And we want to be able to give
them that time .... We try to keep people’s
experiences private. We keep them in private rooms
away from everybody else with only one nurse if
possible. I think it usually goes okay. (Site 1)

All sites discussed ways in which staff tried to make
the labor, delivery, and postpartum experience the best
that they could for families whose infant had a life-
limiting condition. Site 3 highlighted the recent changes
they made, encouraging births of infants not expected
to survive, to take place in the low-risk area (as long as
the mother was not at high-risk for complication) called
the labor, delivery, recovery, and postpartum (LDRP)
unit. Parents have a private room and all procedures
as well as postpartum care occur in the same room,
providing staff with the luxury of time in one location
with the patient and the family and the private space for
the birth experience. The site 3 focus group participants
clearly felt that this change had resulted in better overall
care:

We did all the stillbirths or perinatal losses on L & D
[Labour and Delivery] . ... And we often had a real lack
of privacy. When LDRP opened, there were none done
on LDRP .... They always came to high-risk. But then
we would be sometimes in a room where in the next
room you would hear a baby being born and the baby’s
crying, and this mother knows her baby is not going to
cry. It was very hard and it was kind of like, you know
what we have LDRP there, the rooms are very private,
and they don’t really hear anything else. It just makes so
much sense. We did perinatal loss workshops with all
the staff and it was a bit of a transition for the staff here,
but it all of a sudden fell into place. I don’t think any of
the staff here could argue that it didn’t make more
sense. (Site 3)
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All sites highlighted a variety of ways they tried to
improve care and be sensitive to the needs of fami-
lies, such as providing rooms at the end of the hall
to maximize privacy, scheduling appointments at loca-
tions where it was quieter, and altering where these
women would go to receive their postpartum care, so
that there would not be infants in the same room or on
the ward.

Flexibility and formality

Several participants described the challenges of teams
determining individual roles in the care of perinatal pa-
tients, identifying the need for flexibility in the midst of
unknown outcomes.

. it is not always set out in stone. It can be very
complicated at times. I know recently we had a
situation where there was a plan that palliative care was
involved, but there was confusion as to whether we
would call neonatology or the resusc [resuscitation]
team. On the plan it said that neonatology and the
resuscitation team and respiratory would come to the
delivery, but palliative care would be involved also.
And the team wasn’t exactly sure why they should be
present, if the baby would be palliative. So there was
kind of like a flip-flop as to who would be caring for
this child. So I think sometimes it’s not always set in
stone what’s going to be done. (Site 2)

The focus groups at site 2 recognized the need to de-
velop a group that could evaluate how PPC is provided
within their institution. They acknowledged that similar
issues arose from their discussion and that identifying
issues in the focus group helped them to see the possi-
bilities that could come from simply sitting at the same
table. Participants stressed that formalized plans and
coordinating the healthcare teams that are involved are
necessary. However, they also recognized the need for
flexibility to respond appropriately to individual needs:

What I would like to see is the establishment of a
consistent and reliable and formal process for perinatal
palliative care so that it’s delivered in a similar manner
in all care settings so that there is clear identification of
roles of individuals who are involved in the care of
dying newborns and so there is a standard of care as
well for those children’s care needs. (Sites 2 and 3)

A Model for integrated PPC programming

Variations in process, protocol, and experience with
PPC programming were evident between the 3 sites.
In the focus groups and interviews, factors influenc-
ing a site’s current state of development and ability
to offer PPC programming were frequently described.
When evaluating the current literature describing pal-
liative care programming,®?*%¥* the differences in

October/December 2014

Copyright © 2014 Lippincott Williams & Wilkins. Unauthorized reproduction of this article is prohibited.



aspects of program development in this research study
could be captured in 3 evolutionary categories, includ-
ing (1) emergent, (2) developing, and (3) integrated
(see Figure 1).

When a program is created, it is in the emergent
stage that is often unstructured, operating with limited
financial resources, and depending on specific people
instead of having processes in place for provision of
consistent care. As a program develops, the empha-
sis is placed on frameworks and the development of
processes, thus focusing more on the needs of the pa-
tient population it serves. The elements of an integrated
program represent the ideal, wherein PPC is philosoph-
ically and programmatically accepted and financially
supported, a team concept is applied, training is avail-
able, and a collaborative approach among all teams
involved in care is utilized. As is evident in Table 2,
none of the sites in this study had every element of
what has been described in the literature as an ideal
and integrated system, all were moving forward on the
evolutionary continuum.

Several participants recognized how PPC was pro-
vided and that services were changing and being en-
hanced. They described these changes as a positive
process that was improving care for patients and fami-
lies, as palliative care discussions were now occurring
sooner, instead of occurring in the last hours or minutes
of life. There was an acknowledgement that in addition
to the consultation provided to families, the involve-

ment of the palliative care team impacted the HCPs
themselves.

I also find not only is the palliative care team helpful to
the family, but when they are here, they are supporting
us. They are making it so much less stressful for us,
because they are reassuring us in the things that we are
doing and giving us some options and helping us to
handle things. It is so much less stressful to do the work
that we need to do with them there or with them being
even just available to us. (Site 3)

Participants at site 1 were beginning to acknowledge
how services could be improved in terms of linkages
with community resources and planning for care at
home, while recognizing the possibilities as they pre-
pared for the arrival of a pediatric palliative care physi-
cian. However, along with these increased resources in
palliative care, 1 participant realized that there would
come the need to define new roles and work together
to provide appropriate care.

Certainly if we are going to have a team [referring to
palliative care team], then that’s good and that’s bad. It’s
good because we have someone who is an expert, and
can provide excellent services and care for our patients.
But it is bad because then we feel that it kind of
absolves us of any responsibility for that. And I don’t
think that’s necessarily right. I don’t want to just hand
this over. I want to be part of a team that does this.
(Site D

e Interest developing in

Developing

e Perinatal palliative care

perinatal palliative care, but

supported by administration

no evidence of formalized
program

e No funding available

o Staff training is self-initiated

e Limited support and
understanding of perinatal
palliative care

e Limited communication
between teams involved in
care

Emergent

e Perinatal palliative care
acknowledged and valued
by administration, but not
funded

o Self-identified group of
interested individuals form
core group

e Ad hoc training

e Good communication
between teams involved
evident, but not consistent

e Physical layout not ideal for
care

with dedicated funding

o Interdisciplinary teams
involved in collaborative and
formalized approach

e Regular staff training
available

o Clear decision-making
protocol in place, with
parent involvement

e Bereavement planning and
follow-up care provided

Integrated

Figure 1. A model for integrated perinatal palliative care programming.
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Table 2. Model of integrated palliative care continuum-—site comparison

Perinatal palliative care variables Site1 Site2 Site3
A clear understanding of the philosophy of perinatal palliative care D D
Coordinated and standardized perinatal palliative care training available | |
Effective communication evident between healthcare team members D D |
Care plan formulated with parents prior to birth E D D
Parents provided with the opportunity to take the lead in decision making E D D
Healthcare team understands and applies principles of perinatal palliative care D | |
Standardized bereavement planning and follow-up care in place D D D
Collaborative approach used D D |
Palliative care team integrated as one of the specialty teams involved in care E D D
Physical layout of wards facilitates delivery of palliative care D E |
Key personnel or “champions” identified D D D
Clear communication about the plan of care for patients D D |
Staff motivated and passionate about providing the best care for patients and families | | |
Formal perinatal palliative care programming in place, with stable funding and staff D | |
Support and funding for perinatal palliative care available from different levels of E D D

stakeholders
Unigue needs of the perinatal palliative care population recognized D D |
An understanding of the roles and responsibilities various teams may have prior to and E D D
after the birth

Abbreviations: D, developing; E, emergent; |, integrated.

Negotiating how care will be provided and who will
be involved in each individual case would be one as-
pect of the communication that needs to occur as pro-
gram resources are enhanced. This speaks to the need
for collaboration among teams and the role that pallia-
tive care can play as a consultant in providing support
and guidance, enhancing services, without taking over
care.

The theme of communication and the subthemes
identified in this research study are interwoven in this
model of care. Effective communication provides the
basis for any program to move forward, identify the
needs of the teams involved in providing care, and de-
termine the needs of individual patients while striving to
achieve family-centered care. Communication is, there-
fore, the foundation of this model and the force that
assists a program to move toward becoming fully inte-
grated.

DISCUSSION

This study evaluated the perspectives of HCPs involved
with 3 institutions as they developed PPC programs and
aimed to become integrated in the services provided.
Each of these programs strived to advance, with the
themes in this study identifying areas for improvement.
The integral theme of communication, along with the
subthemes of connecting through proximity, protected
time, and dedicated space as well as flexibility and for-
mality, each identifies challenges and opportunities for
improvement in the delivery of PPC. Some of these
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challenges, specifically the concerns about adequate
space and proximity of healthcare teams, are larger
administrative issues that require physical location
changes. It is interesting to note that at sites 1 and 2,
where physical space and proximity were identified as
considerable issues, building projects for their women’s
health programs were in development or underway. To
address issues that pertained to all 3 sites, and are real-
istic to implement in any PPC program, this discussion
will focus specifically on the themes of communication
as well as flexibility and formality, as they relate to the
model of integrated programming.

All of the sites in the study recognized the lack of
communication between teams and the resulting incon-
sistencies in providing PPC. They spoke of the need to
develop more reliable and formalized processes and put
structures in place (similar to a care pathway) to ensure
that appropriate providers are involved with patients
and families during this experience. The organization
of standardized processes requires that various teams
work together to develop practices that function for
their facility and the families they serve. This process
alone could begin to improve communication among
HCPs. An integral part of a standardized process would
include developing a care plan template for families to
complete with HCPs to assist in identifying goals of care.
This would enhance communication among HCPs and
the family, assist the family in being a part of planning
and continued decision making, and provide flexibil-
ity and formality that is desired by the 3 programs and
suggested as a critical component of care provision and
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moving along the continuum of the model of integrated
program development.

Communication has been identified as a barrier
within the pediatric palliative care literature, specifically
in how HCPs interact with families. Attitudes related to
palliative care for infants with life-limiting conditions
are changing; an increasing number of parents are more
open to a palliative care philosophy and want to be
more involved with their dying infant.”> Good commu-
nication is central to an effective and efficient caregiving
process. It enhances the ability to create and implement
a cohesive plan with the family. When lacking, it can
lead to difficulties navigating the patient and the family
through the various specialty teams. Parents who have
experienced the death of an infant underscore the im-
portance of being an integral part of communication by
becoming the central decision makers in their child’s
care.# They valued empathic support, kindness, pro-
fessional expertise, sensitivity, and language that ac-
knowledged their infant; staff who both listened and
kept them informed; as well as staff who affirmed the
status they have as parents and the value of their infants
and respected the parents’ choices.”~ Parents appre-
ciate being offered informed choices and being guided
but not directed or controlled in decision making.*
Parents identify areas that were problematic with the
healthcare environment such as communication be-
tween HCPs, feeling abandoned or avoided, insensitive
treatment, fragmented healthcare, and a lack of coordi-
nated bereavement follow-up.'” % Infants and families
may benefit the most from coordinated interdisciplinary
care, with parents maintaining the role as primary care-
givers and decision makers.” Thus, it is imperative that
care is consistently focused on the needs of the fam-
ily and the patient. With respect to PPC, this could
begin during the prenatal period and extend to the
provision of adequate bereavement support and follow-
up. The desires of the HCPs in this study were
to enhance communication with families and be
able to continually improve the services the teams
provide.

The model for integrated PPC described in this study
enhances the recent analysis of the literature by Bala-
guer and colleagues.!® that describes a conceptual evo-
lution of PPC that includes the physical aspects of care,
psychosocial components, and the perspective of when

care should be initiated. The findings from this study
augment this information by providing specific indica-
tors of what is crucial in the development of programs
from the perspective of HCPs.

STUDY LIMITATIONS

Study participants were HCPs situated in 2 provinces
in Canada and reflected a cross section of profession-
als involved in the delivery of perinatal care. The vast
majority of the sample was nurses and females, which
is an adequate representation of the overall staff ratio
and demographic within this area of healthcare. Par-
ticipants may have selected to participate in this study
because they are comfortable with the topic of pal-
liative care and have a personal interest in the area
relative to other HCPs who did not participate. The
sample size was small, and participants were not ob-
served in their practice and thus the research conclu-
sions are based solely on the perceptions shared during
the focus groups or interviews. Interviews were short
and typically conducted over the phone, which may
have affected communication by obscuring nonverbal
cues. Despite these limitations, the transferability of the
themes and model developed from this research can be
useful for a variety of settings where PPC is provided.

RECOMMENDATIONS

All of the participants acknowledged that the perinatal
programming provided at their places of employment
could be improved and that there were specific im-
plications for how they practiced. Several participants
identified barriers that affected care. Site 1 faced the
challenge of moving forward with the implementation
of a new pediatric palliative care service within its orga-
nization. This involved incorporating a program within
existing structures and systems, which were open to
change. The goal this site was working toward in-
cluded enhanced linkages with resources throughout
the province, particularly neonatal hospital resources
and community adult-based palliative care programs.
To gain a better understanding of the services they
desire to provide, all 3 sites may want to consider
undertaking an environmental scan. This suggestion is
provided in the literature as the first step in determining

Table 3. Bereavement resources

Bereavement resource

Web site

The Compassionate Friends
Resolve Through Sharing

http://www.compassionatefriends.org
http://www.bereavementservices.org/resolve-through-sharing
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the population served, as well as the desires and needs
of various stakeholders.****>* Moving forward with an
environmental scan would require further communica-
tion and clarification of roles among teams. It would in-
volve the participation of HCPs and families as a crucial
part of the evaluation, development, and coordination
of comprehensive care. This would address what was
identified in this study as a lack of cohesiveness for all
teams involved in PPC.

To implement new initiatives and continue to de-
velop programs, education of staff is a vital piece to
enhance communication and develop an understand-
ing of the philosophy of PPC and highlight how it is
being implemented in the specific institution. It is clear
that palliative care education for HCPs remains woe-
fully inadequate, and insufficient knowledge of pal-
liative care is a barrier within the pediatric system.*
Inadequate education can lead to misconceptions re-
garding the goals and philosophy of palliative care and
thus impact the communication that HCPs have with
each other and with families. Standardized education
has been suggested as a key component of integrated
care® and an aspect of program development that all 3
sites could utilize to work toward more formalized and
integrated programming.

All sites could consider evaluating other programs
currently in existence'®¥#57% to determine whether
aspects of these programs are feasible to implement
where they provide care. Utilizing bereavement re-
sources already in existence and developing partner-
ships with organizations could enhance PPC education
and resources available to families (see Table 3).

To promote the development of integrated PPC pro-
gramming, it is necessary to take pragmatic steps to
enhance HCP communication, improve feedback and
evaluation, expand education, as well as incorporate
families into the care planning process.

In summary, there is mounting evidence that PPC
requires formal, integrated programming and that fur-
ther research is required to evaluate the overall expe-
rience of patients and families accessing PPC services.
It would be useful to describe how previous experi-
ence and exposure to PPC influences individual HCPs’
perspectives. Research evaluating the assessment and
management of symptoms in infants at the end-of-life
is desperately required. Studies that focus on the expe-
riences and perspectives of families choosing to carry
the pregnancy to term when a life-limiting condition is
diagnosed would be of value. In particular, longitudi-
nal studies to explore the impact of PPC services on the
experiences of families over time would be helpful in
this burgeoning area of healthcare.
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