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Abstract

Background: Palliative care in primary care and nursing home settings is becoming
increasingly important. A multidimensional palliative care approach, provided by a
multiprofessional team, is essential to meeting patients” and relatives’ values, wishes, and
needs. Factors that hamper the provision of palliative care in this context have not yet been

fully explored.

Objectives: To identify the barriers to providing palliative care for patients at home orin
nursing homes as perceived by healthcare professionals.

Design: Cross-sectional survey study.

Methods: A convenience sample of nurses, doctors, chaplains, and rehabilitation therapists
working in primary care and at nursing homes in the Netherlands is used. The primary
outcome is barriers, defined as statements with =20% negative response. The survey
contained 56 statements on palliative reasoning, communication, and multiprofessional
collaboration. Data were analyzed using descriptive statistics.

Results: In total, 249 healthcare professionals completed the survey (66% completion rate).
The main barriers identified in the provision of palliative care were the use of measurement
tools (43%), consultation of an expert (31%], estimation of life expectancy (29%], and
documentation in the electronic health record (21% and 37%). In primary care, mainly
organizational barriers were identified, whereas in nursing homes, most barriers were related
to care content. Chaplains and rehabilitation therapists perceived the most barriers.
Conclusion: In primary care and nursing homes, there are barriers to the provision of
palliative care. The provision of palliative care depends on the identification of patients with
palliative care needs and is influenced by individual healthcare professionals, possibilities
for consultation, and the electronic health record. An unambiguous and systematic approach
within the multiprofessional team is needed, which should be patient-driven and tailored to

the setting.
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Introduction

The need for palliative care is increasing in pri-
mary care and nursing homes as 41% of people
indicative of palliative care needs die at home and

27% in nursing homes.! Palliative care aims to
optimize the quality of life of patients facing life-
threatening illness and their families.?> To meet
the values, wishes, and needs of patients and their
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relatives, a multidimensional approach provided
by a multiprofessional team of healthcare profes-
sionals (HCPs) is needed.

Palliative care addresses the patient’s holistic
well-being, which encompasses physical, psycho-
logical, social, and spiritual dimensions.*7 For
optimal palliative care, multidimensional symp-
toms and concerns should be managed in a cyclic
process of signaling, analysis and treatment, mon-
itoring symptom intensity, evaluating the treat-
ment effect, and adjusting individual care plans if
needed.®® The assessment and management of
symptoms and concerns as a multidimensional
experience underlines the significance of a multi-
professional approach in addressing multidimen-
sional care needs.%%10 Thus an interprofessional
collaboration between members of the multipro-
fessional team, communication, and coordination
is essential for the continuity of treatment and an
optimal therapeutic effect!0-12 as well as informed
and shared decision-making.%!3 Other funda-
mental elements comprise a systematic and pro-
active approach,31012 and documentation in the
health record.1%:14

In practice, the palliative care provided is often
inadequate for patients cared for at home!%!5 and
in nursing homes.”>1416-19 Symptoms prevalence
is high in all four dimensions,>-20 symptoms are
often assessed and managed inadequately,” or
they remain untreated.!’!7 Untreated symptoms
concerned mostly non-pain and psychological
symptoms and social and spiritual concerns,
implying that multidimensional symptom man-
agement is not performed optimally.>7-2! In addi-
tion, many patients do not receive palliative care
although they are eligible for it,!® resulting in poor
quality of dying.15-22:23

The Netherlands is a country with a generally
high-level development of palliative care,?* with
palliative care being part of the governments’
health policy since 2007. Despite this, patients
report suboptimal palliative care and reduced
quality of life,1¢ insufficient and limited commu-
nication, and multiprofessional collaboration
between HCPs.?5 Palliative care is lacking struc-
tural incorporation into education, and the deliv-
ery model involves both generalists and specialized
professionals.>2¢ To improve availability and
access to high-quality palliative care, the
Netherlands Quality Framework for Palliative
Care was developed.? This framework promotes
interprofessional collaboration in the form of

multiprofessional meetings and structured clini-
cal documentation. However, the application of
this collaboration varies among the settings. The
frequency of multiprofessional meetings within
nursing homes varies, but they are held at least
once every 6 months. In primary care, there is col-
laboration between general practitioners (GPs)
and district nurses (DNs), which is called PaTz
(an acronym for ‘Palliatieve Thuiszorg’; palliative
care at home),?? but it is not implemented nation-
ally. Transparent electronic medical record sys-
tems are not kept wuniformly, resulting in
challenges in communication and the duplication
of documentation.

Given the increasing need for care for patients in
the palliative phase, cared for at home and in
nursing homes, it is important to identify barriers
to providing palliative care. Based on the
Netherlands Quality Framework for Palliative
Care, this study focuses on the essentials of pallia-
tive care as well as areas known to need improve-
ment to provide high-quality palliative care: the
structure and process of palliative care (palliative
reasoning), communication with patients and
relatives, and multiprofessional collaboration.? It
is common knowledge that barriers in these
aspects exist,?> but specific insights into knowl-
edge, skills, and attitudes of all involved HCPs
working in primary care and nursing homes are
lacking. A better understanding of HCP-perceived
barriers and their origin can guide interventions
to improve palliative care provision. Thus, the
aim of this study is to identify barriers to provid-
ing palliative care in primary care and nursing
homes, where most palliative care patients reside.

Methods

Study design

A cross-sectional survey study was conducted
between June and October 2019 with multidisci-
plinary HCPs working in primary care or nursing
homes. The ‘Strengthening the Reporting of
Observational Studies in Epidemiology (STROBE)
statement: guidelines for reporting observational
studies’ was used.?8

Setting and participants

A convenience sample of collaboration between
GPs and DN, called PaTz,2” and nursing homes
in the center of the Netherlands were recruited.
Settings were eligible for inclusion if the chair or
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the management expressed a motivation for par-
ticipation and if there was a willingness to facili-
tate the study procedures. All HCPs from each
PaTz group and nursing home included were
invited. Settings were contacted for participation
by an e-mail, which included an informative letter
about the study. A contact person or the investiga-
tor distributed the survey invitation, including the
survey link, to all HCPs via e-mail. Additionally,
HCPs from PaTz groups were asked to distribute
the survey within their network. HCPs were eligi-
ble if they were professional caregivers providing
care to patients in the last year of life.

Data collection

Data were collected using the open survey soft-
ware SurveyMonkey.?® A reminder was sent
3—6weeks after the initial invitation, depending
on the contact person. The survey software auto-
matically collected all responses. Participants
could access the online survey via a survey link
provided to them in the invitation e-mail at their
convenience.

Survey instrument

A survey instrument was developed to identify bar-
riers to providing palliative care in primary care and
nursing homes. Survey items were based on three
domains: (1) palliative reasoning, (2) communica-
tion with patients and relatives, and (3) multipro-
fessional collaboration. Statements on the domain
of palliative reasoning were based on a palliative-
care-adapted clinical reasoning approach to opti-
mize the systematic attention for all dimensions
following an iterative process: (1) assessment of
the individual situation of the patient, (2) sum-
mary of the problem and formulation of a proac-
tive care plan, (3) evaluation, and (4) modification
of the care plan as needed and constant evalua-
tion.”%3? Statements on the domains of commu-
nication with patients and relatives and
multiprofessional collaboration were based on the
Netherlands Quality Framework for Palliative
Care? and supported by relevant literature.25-31
Multiprofessional collaboration was further divided
into sub-domains: (a) palliative reasoning, (b)
acknowledgment within the multiprofessional
team, (c) multiprofessional consultations, and (d)
documentation in the electronic health record.

Domains included statements (domain 1: #=21;
domain 2: n=6; domain 3: n=26) that partici-
pants could rate using a five-point Likert-type

scale, ranging from either ‘always’ to ‘never’,
‘strongly agree’ to ‘strongly disagree’, or ‘excel-
lent’ to ‘inadequate’. In addition, three questions
were answered with ‘yes’ or ‘no’ (domain 3). If
appropriate, questions included answer possibili-
ties such as ‘not applicable’, ‘unknown’, or ‘other-
wise, namely’. Answers on a five-point Likert-type
scale were summarized into three categories: posi-
tive, negative, and non-informative. Bottlenecks
were defined as all statements where =20% of
participants answered negatively, according to the
categorized statements.

Participants’ characteristics included gender, age,
profession, years of working experience in the
profession, working hours per week, and addi-
tional education or training in palliative care. In
addition, the surveys for primary care included
questions on PaTz group membership. At the
beginning of the survey, participants were asked if
they provided palliative care; if they answered no,
the survey ended for them.

Survey items were based on the expertise of the
multidisciplinary research team. Face and con-
tent validity were tested after consultation with
experts working in the field of palliative care.
After three stages of development, in which the
survey was pilot-tested among the target popula-
tion (#=23) and experts (n=5), suggested
changes, such as wording to improve comprehen-
sibility, were discussed with the research team
and changed after a consensus was reached. The
final version was one survey with six modules
modified per target population and setting.

Data analysis

Data were analyzed using descriptive statistics.
Bottlenecks that were identified were stratified by
setting and profession, and the characteristics of all
participants were summarized. Data were exported
from SurveyMonkey into Microsoft Office Excel
version 201632 and analyzed. Participants who
responded with ‘no’ to the question about the pro-
vision of palliative care were excluded from data
analysis. Duplicate respondents were checked
based on IP addresses and removed.

Results
Characteristics of participants

In total, 22 PaTz groups and 13 nursing homes
were invited, of which 5 (39%) and 11 (50%)
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agreed to participate, respectively. Reasons for
nonparticipation were time-related. In total, 306
surveys were completed. After the exclusion of 57
participants: wrong discipline (n=2),duplicates
(n=6), and not providing palliative care (n=49),
249 participants were included for analysis: 112
from primary care and 137 from a nursing home
(Table 1). Of the 249 participants, 165 com-
pleted the survey, resulting in a completion rate
of 66% (74% primary care, 60% nursing home;
Figure 1). The majority of participants were
female (89%), with a sample mean age of 45 years
(+13). The total sample had a median work
experience in their profession of 11years and
worked a weekly median of 28h. In the primary
care sample, 66% were nurses (62% nurses and
4% nurse assistants), 29% physicians, 4% chap-
lains, and 2% rehabilitation therapists. In the
nursing home sample, 60% were nurses (36%
nurse assistants and 23% nurses), 23% rehabilita-
tion therapists, 14% physicians, and 3% chap-
lains. Training in palliative care during initial
education was received by 21% of primary care
respondents and 29% of nursing home respond-
ents; nurses and physicians in the nursing home
did not follow any additional specialized educa-
tion in palliative care compared to nurses and
physicians from primary care (13% primary care,
0% nursing home). Furthermore, respondents in
primary care followed occasional courses on pal-
liative care more often (68% primary care, 40%
nursing home).

Barriers to providing palliative care

Barriers were identified in the domains of pallia-
tive reasoning and documentation in the electronic
health record (Figure 2; Table 2). Estimating the
life expectancy (29%), considering consultation
of an expert and/or performance of additional
diagnostics (31%), and use of measurement tools
(43%) were identified as barriers. Within the doc-
umentation of the electronic health record, HCPs
stated that double reporting is not avoided (37%)
and that responsibilities are not clear (21%).

Barriers stratified by setting

Primary care. Barriers identified specifically in
primary care were found in palliative reasoning
and multiprofessional collaboration (Figure 3). The
effect of interventions on symptom severity, expe-
rience, patient functioning, and well-being is
sometimes or never assessed 22% of the time. Of
the participants, 27% sometimes or never adapt

the care plan as needed and evaluate constantly.
Furthermore, multiprofessional consultations are
not conducted in each setting (20%), and these
are mostly not planned (62%). Barriers concern-
ing the documentation in the electronic health
record concerned that information sharing
between HCPs was not made easier (35%), and
did not support multiprofessional collaboration
(38%) nor problem analysis and decision-making
(23%).

Nursing home. In nursing homes, most barriers
were identified within the domain of palliative rea-
soning (Figure 4): assessment of medication inven-
tory (25%) and the meaning of the symptom for
the patient (22%), formulation of an individual
care plan (26%) and a plan of action for patient’s
care problem(s) (23%), and a proactive approach
regarding patient’s needs and priorities (32%). If
multiprofessional consultations are conducted,
24% of all HCPs did not participate. Lastly, 27%
of HCPs stated that documentation in the elec-
tronic health record is not efficient.

Stratified by profession

In both settings, chaplains and rehabilitation ther-
apists perceived the most barriers, followed by
physicians and nurses in primary care and nurses
and physicians in nursing homes (Table 2).
Although most physicians followed the steps of
palliative reasoning in practice, this is less the case
for nurses in nursing homes and chaplains and
rehabilitation therapists in both settings; chaplains
and rehabilitation therapists in nursing homes
identified almost all steps of palliative reasoning as
a barrier. It is also striking that physicians in par-
ticular do not use measurement tools (63% pri-
mary care, 88% nursing home). Furthermore, the
inclusion of patients’ wishes and needs was prob-
lematic for chaplains and rehabilitation therapists
in both settings (25%). Chaplains and rehabilita-
tion therapists in nursing homes identified barriers
to involving the patient/relative when drawing up
the care plan for admission/start of care and
informing patients/relatives about changes in care
(25%). Concerning the multiprofessional collabora-
tion, chaplains and rehabilitation therapists from
both settings stated that the communication
between HCPs in identifying a patient’s problems/
symptoms is inadequate (25% primary care, 26%
nursing home), that they are not always involved in
decision-making regarding the patient’s care plan
(50% primary care, 66% nursing home) and
implementation of patient care (75% primary care,
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Table 1. Participant characteristics.

Characteristics Primary care Nursing home Total
Nurses Physicians Others Total Nurses Physicians Others Total
N=74 N=32 N=6 N=112 N=82 N=19 N=36 N=137 N=249
Gender, female, n (%) 73 (99) 21 (66) 5(71) 98 (88) 78 (95) 14 (74) 32(89) 127 (93) 222 (89)
Age, mean (SD) 44.(13) 49 (7) 56 (13) 46 (12) 42 (13) 44(12) 44 (15) 43(13) 45(13)

Profession, n (%)

Nurse assistant 5(7) 5 (4) 50 (61) 50 (36) 55 (22)
Registered nurse 18 (24) 18 (16) 28 (34) 28 (20) 46 (18)
Specialized nurse in palliative 11 (15) 11 (10) 4 (5) 4 (3) 15 (6)
care/oncology
District nurse 40 (54) 40 (36) 0(0) 0(0) 40 (16)
Basic physician 0(0) 0 (0) 2(11) 2(1) 2(1)
Elderly-care physician 1(3) 1(1) 15 (79) 15 (11) 16 (6)
General practitioner 28 (88) 28 (25) 2(11) 2 (1) 30(12)
Physician specialized in 3(9) 3(3) 0(0) 0(0) 3(1)
palliative care
Chaplain 4 (67) 4 (4) 4(11) 4(3) 8 (3)
Occupational therapist 0 (0) 10 (28) 10 (7) 10 (4)
Speech therapist 0(0) 3(8) 3(2) 3(1)
Physiotherapist 2(33) 2(2) 10 (28) 10 (7) 12 (5)
Dietitian 0(0) 1(3) 1(0) 1(0)
Psychologist 0(0) 8(22) 8 (6 8 (3)

Years working in profession, 6(14) 19 (12)a 14 (25) 10 (16) 12 (18]P 13 (13) 11(13) 13(17) 11(15)

median (IQR)

}/I\/g;]kly working hours, median 28 (8)¢ 36 (10) 16 (11)d 28 (8) 26 (12)p 32 (7)e 28 (9)f 28 (9) 28 (8)

Palliative care education, yes, n (%)

During initial education 15 (20) 6(19) 2 (33) 23 (21) 24.(29) 10 (53) 6 (31) 40 (29) 63 (25)
Additional specialized 8(11) 6(19) NA NA 0 (0) 0(0) NA NA NA
educationd

Occasional coursesh 51 (69) 22 (69) 3 (50) 76 (68) 35 (43) 9 (47) 11(31) 55 (40) 131 (53)
Member of PaTz group, n (%) 47 (64) 31(97) 3 (50) 81(72) NA NA NA NA NA

2n=2 missing (based on n=30 responses).

®n=3 missing (based on n=79 responses).

¢n=4 missing (based on n="70 responses).

dn=1 missing (based on n=>5 responses).

en=1 missing (based on n=18 responses).

fn=5 missing (based on n=31 responses).

9For nurses: post-higher vocational education; for physicians: specialization course palliative care.
hAdditional courses within the own organization; courses given by external organizations; congress/symposia.
IQR, interquartile range; NA, not applicable; PaTz, Palliatieve Thuiszorg; SD, standard deviation.
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Total surveys filled in,
N=306

:

Primary care,
N=120

! '

,

Nursing home,
N=186

| !

Nurses, Physicians, Others, Nurses, Physicians, Others,
n=80 n=33 n=7 n=112 n=21 n=53
Excluded, n=2; Excluded, n=6:
- Nurses, n=1 duplicate - Nurses, n=3 duplicate
- Others, h=1 wrong | - Physicians, n=1 duplicate;
\ y n-1 wrong discipline
- Others, n=1 duplicate
n=79 n=33 n=6 n=109 n=19 n=52

Exclusion based on no provision
of palliative care, n=6

- Nurses, n=5

- Physicians, n=1

Exclusion based on no provision
of palliative care, n=43

- Nurses, n=27

- Others, n=16

Surveys included for analysis

v Y '

1 ' '

n=74 n=32 n=6 n=82 n=19 n=36
N=112 N=137
ey Total, N=249
|
Surveys completed
Completion rate,
66% (165/249)
Completion rate, ey l - Completion rate,
74% (83/112) 60% (82/137)
Nurses, Physicians, Others, Nurses, Physicians, Others,
73% (54/74) 78% (25/32) 67% (4/6) 51% (42/82) 89% (17/19) 64% (23/36)

Figure 1. Flowchart of participation.
61% nursing home). Furthermore, 25% of chap- Discussion

lains and rehabilitation therapists in primary care
perceived barriers in feeling equal in collaboration.
Over one-third of nurses in nursing homes per-
ceived barriers to participating in multiprofessional
consultations (39%). Documentation in the elec-
tronic health records forms a barrier for chaplains
and rehabilitation therapists in nursing homes, fol-
lowed by physicians in primary care and chaplains
and rehabilitation therapists in primary care.

This study showed that, in both primary care and
nursing homes, barriers exist to the provision of
palliative care. Not all HCPs implement steps nec-
essary for optimal palliative care, such as estimat-
ing life expectancy, the use of measurement tools,
and consultation with an expert. Furthermore,
multiprofessional collaboration about multiprofes-
sional consultations and documentation in the
electronic health record does not support
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Use of measurement tools

Double reporting in the electronic health record

I 43

40 al
e 3]
44
31
Consult of it
onsult or an expe 39
P )0
28 41

Estimation of life expectancy
Responsibilities in the electronic health record

0

m Total

Figure 2. Barriers to providing palliative care.

the provision of palliative care. In primary care,
barriers were mainly indicated on an organiza-
tional level, whereas, in nursing homes, barriers
were mostly related to care content. Chaplains and
rehabilitation therapists perceived the most
barriers.

Care content-related barriers

In both settings, participants do not pay system-
atic attention to symptoms indicated by following
all the steps of palliative reasoning, which is
needed for a comprehensive palliative care
approach.®30 Although more barriers were identi-
fied within the nursing home setting, the estima-
tion of life expectancy was identified as a barrier
in both settings. The identification of patients
with possible palliative care needs depends on the
estimation of prognosis, and if not optimally per-
formed, this increases the risk of not identifying
patients with palliative care needs, resulting in
undertreatment or overtreatment and a lack of
multidimensional support.?33 This barrier may
also be reflected in the number of nursing home
respondents excluded from this study because
they stated that they do not provide palliative care
(n=43). Furthermore, prognostic uncertainty
hampers HCPs from initiating end-of-life conver-
sations with patients and relatives.3* Patients need
caring and effective communication to make well-
informed decisions for (future) care.?5-3% In this
study, HCPs did not perceive barriers in commu-
nication with patients and relatives, although
poor communication or a lack of communication

Primary care

10 15 20 25 30 35 40 45 50
%

Nursing home

between HCPs and patients or relatives is identi-
fied as a barrier to providing and consequently
using palliative care in other studies.3’-3° Patients
often perceive communication with HCPs as
ineffective due to a lack of communication skills,
use of language unfamiliar to the patient, HCPs
that do not listen, and not being taken seri-
ously.37-40-42 HCPs from this study seem to not be
aware of or experience these perceptions. The
discrepancy in perceptions exposes the necessity
of communication and requires attention for fur-
ther research.

It was also striking that 43% of all participants
did not use measurement tools. To treat symp-
toms, they have to be identified. A systematic
approach to assessment and monitoring identi-
fies more symptoms.43#* For both patients and
HCPs, it is not always natural to express pallia-
tive care needs in words and to discuss them.%>
Patient-reported outcome measures (PROMS)
can support HCPs in identifying symptoms and
needs of patients and monitoring their severity.
Furthermore, these instruments can facilitate a
conversation about the meaningfulness of symp-
toms experienced by the patient.#¢ To provide
palliative care, HCPs working in primary care
and nursing homes need support in using instru-
ments to measure symptoms.47

These identified HCP-related barriers, estimation
of life expectancy, and the use of measurement
tools may indicate a lack of knowledge and insuf-
ficient education, since other studies showed that
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Support of multiprofessional collaboration in the
electronic health record

Information sharing between HCPs in the electronic
health record

Adaption of the care plan as needed and constant
evaluation

Problem analysis and decision-making in the electronic
health record

Measuring the intervention effect

Multiprofessional consultations
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23
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%

Figure 3. Barriers to providing palliative care in primary care.

Proactive approach regarding patients needs and
priorities

Efficient documentation in the electronic health record
Formulation of an individual care plan

Assessment of medication inventory

Multiprofessional consultations

Formulation of a plan of action for patients care
problem(s)
Assessment of the meaning of the patients
symptom(s)

32

27

26

25

24

23

22

%

Figure 4. Barriers to providing palliative care in nursing homes.

poor knowledge, inadequate education, or experi-
ence in palliative care hampered HCPs in imple-
menting a palliative approach.37.38:48

These care content-related barriers were more
evident in the nursing home setting, which could
be due to the organization of care. In nursing
homes, medical, paramedic, psychological, and
social care is integrated with nursing,*® leading to
a wide variety of educational levels within the
team. Elderly-care physicians, who specialize in

elderly-care medicine,>° are responsible for medi-
cal care and care plans,*° while it is predominantly
nurse assistants who provide daily care. In addi-
tion to the elderly-care physician, nurse assis-
tants, and registered nurses/nurse specialists, the
nursing home team consists of various disciplines
such as physiotherapists, psychologists, social
workers, and chaplains.*® Since nurse assistants
and nurses provide daily care, they have an impor-
tant role in identifying symptoms, wishes, and
needs of patients and relatives.’! However,
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several studies showed that skills and knowledge
of palliative care are minimal47-52:53 and that edu-
cation of nursing staff needs to be improved,>254-56
since this may negatively affect the quality of pal-
liative care.>?”59 Furthermore, elderly-care physi-
cians stated that they lack competence in palliative
care and that they need more education,’? and
that national standardization of methodologies
and palliative care tools and systems are lack-
ing.52:60 These findings conflict with the complex-
ity of nursing home care, which is rapidly
increasing due to a decrease in the length of stay,
an increase in care and support needs, and more
severe problems.®© Most nursing home residents
are in their final months or years of life,°! remain
in the nursing home until death*%2 and could
benefit from palliative care.

Organizational barriers

Moreover, barriers were identified in consulting
an expert, multiprofessional consultations, and
the electronic health record — all aspects that may
indicate inefficient interprofessional collaboration
between HCPs. Within the interprofessional col-
laboration, all HCPs involved combine their
competencies to care for patients, which can ben-
efit organizations, professionals, and patients
when collaboration takes place highly effec-
tively.63:64  The multidimensional approach
requires the knowledge and involvement of sev-
eral professionals working together in close col-
laboration with the patient and relatives.? Within
this collaboration, HCPs involved evaluate care
at set times, HCPs specialized in palliative care
will be consulted when HCPs involved cannot
meet the values, wishes, and needs of the patient
and relatives, and HCPs work with a shared and
continuously updated electronic health record to
sustain collaboration.? Collaboration and com-
munication between HCPs were also identified as
a barrier in other studies, which was explained by
a poor exchange of information, a lack of effective
team communication and opportunities to com-
municate, and a lack of effective ways to give and
receive patient care information.37-64

These barriers were more prevalent in the pri-
mary care setting. Differences in findings between
both settings can be explained by the organization
of settings. In primary care, multidisciplinary col-
laboration is not inherently present. The GP and
the DN play a leading role in the provision and
coordination of palliative care, although collabo-
ration remains difficult due to the lack of

structural consultations, a collaborative care plan
with a focus on continuity and evaluation, and
insightful reporting of care.®> Communication
and collaboration were experienced as increas-
ingly difficult when more HCPs were involved
and when the situation of the patient was com-
plex and changing rapidly.®> To optimize and
ameliorate collaboration in primary care, PaTz
groups were developed, where GPs and DNs
meet regularly to identify patients with palliative
care needs and to discuss care for these patients.5°
A pre- and post-survey study showed that the
implementation of multiprofessional collabora-
tion improved the provision of palliative care.6%-67
Although GPs and DNs are the main providers
of palliative care, if needed, they can refer to a
chaplain, rehabilitation therapist, or social
worker. However, in practice, referrals are rare
and thus involvement is not yet standard.68:69
From the perspective of chaplains, noninvolve-
ment in palliative care provision was mainly
based on the lack of structural funding, knowl-
edge of spiritual care by other HCPs, and how to
find them.’® Multiprofession consultations were
mentioned as a possible solution by GPs, DN,
and chaplains.6970

Other interventions and innovative models of col-
laborative palliative care that involve different
HCPs are needed to improve interprofessional
collaboration between HCPs and therefore multi-
demensional care. Concrete examples of such
interventions and innovative models are tele-
health services, such as videoconferencing, tele-
phonic communication, or remote symptom
monitoring,”! interprofessional collaboration in
teleconsultations,”? such as telephone-based col-
laborative care,’> and regionally organized col-
laborative palliative care.”* Several studies showed
that this care improved patients’ quality of life,
reduced emergency department visits and the risk
of dying in the hospital, the access to HCPs, and
decreased caregiver depression and burden.’3-76
Interventions support HCPs to assess patient care
needs,”!>’7 to optimize information flow?” and can
improve interprofessional collaboration.”>? HCPs
experienced this collaborative model as positive,
with improved knowledge exchange, collabora-
tion and communication, and more comprehen-
sive care.”®

Strengths and limitations
A strength of this study is that we have provided a
broad insight into the current practice of
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palliative care in primary care and nursing homes,
two settings with a high need for palliative care
and, from a Dutch coordination of care model of
palliative care, all HCPs should be able to provide
this care. Several limitations of this study have to
be taken into consideration. This was a cross-sec-
tional study with a small sample, conducted in a
defined region of the Netherlands in a conveni-
ence sample of HCPs working in primary care
and five nursing homes. Primary care respond-
ents were mainly members of a PaTz group
(72%), where GPs and DNs meet to discuss
patients with palliative care needs.®® These
respondents are probably more aware of and
experienced with palliative care. Moreover, only
4% of the primary care respondents were chap-
lains and 1% were physiotherapists. Although the
perspective of these professions is underreported
in this study, this reflects reality as they are infre-
quently involved in palliative care.’”® A conveni-
ence sample was used, which can result in either
an overestimation or an underestimation of bot-
tlenecks, and as participation was voluntary, there
could have been a selection bias. All HCPs were
represented in the sample; therefore, the results
can serve as a first broad understanding of current
practice and guide the next steps to be taken in a
large action research design study. There was a
delay in publishing the study, but the situation is
not expected to have changed. Due to the increas-
ing pressure on health care in recent years, health
care is rather underrated in this study. In this
study, we did not use an existing, psychometri-
cally tested survey instrument but developed one
ourselves. The whole range of variables that may
possibly influence palliative care may not have
been fully explored, although face and content
validity were tested by experts and professionals
from all education levels.

Practical implications

To improve the provision of palliative care, it is
crucial to understand the current practice and
possible needs of HCPs. Optimal palliative care
can only be provided if patients with possible pal-
liative care needs are identified. HCPs need to be
aware of the palliative phase and changes that
apply to it to deploy palliative care earlier.
Furthermore, incorporating an increased use of
marking instruments, such as the Surprise
Question,” and PROMS, such as the Utrecht
Symptom Diary,8° should be facilitated, along
with tools and education as to how to use them
and how to engage in conversations with patients.

A systematic approach to the provision of pallia-
tive care, including standardized notes and
assessment tools for HCPs, should be imple-
mented within organizations, in which multipro-
fessional consultations are included by default
and where the electronic health record is adapted
to this approach. Implementation of such an
approach should include all HCPs of the multi-
professional team and be supported by manage-
ment. For the implementation of such an
approach to succeed, HCPs should be able to
improve their capabilities and skills, which should
begin within the curricula of the faculties and
multiprofessional education.8! Once at work,
organizations should create opportunities for
continued learning from one another, interac-
tively, in a team with the explicit goal of improv-
ing collaboration.82

Conclusion

In primary care and nursing homes, barriers to the
provision of palliative care exist. The provision of
palliative care depends on the identification of
patients with palliative care needs and is influ-
enced by the knowledge and competencies of indi-
vidual HCPs, possibilities for multiprofessional
consultation, and optimal documentation in the
electronic health record. An unambiguous and
systematic approach is needed. Implementation of
change should be patient-driven and tailored
based on the variations in setting, profession, and
educational level.
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