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ABSTRACT

Context

Although a large percentage of children with adeaistage cancer die at home, remarkably
little information is available regarding the exipeice of general practitioners (GPs) with respect
to providing home-based palliative care to childnet incurable cancer.

Objectives

To explore the perspectives of GPs who care fddn with advanced-stage cancer in a home-
based setting.

Methods

In this cross-sectional study, 144 GPs who provideche-based palliative care to 150 children
with incurable cancer from 2001 through 2010 wamgited to complete a questionnaire
addressing their perspectives regarding: 1) symptmamagement, 2) collaboration with other
health care professionals, 3) the child’s death eme@ after death and 4) impact of having
provided palliative care, scored on distress theneter (range 0-10).

Results

A total of 112 GPs (78%) responded, and 91 GPs eththe questionnaire for 93 patients.
The median interval between the child’s death ammhpieting the questionnaire was 7 years.
The most prevalent symptoms reported in the patierdre fatigue (67%) and pain (61%).
Difficulties with communicating with (14%), coorditing with (11%), collaborating with (11%),
and contacting (2%) fellow members of the multighBoary treatment team were rare. Hectic
(7%) and shocking (5%) situations and panic (2%uad the child’'s death were rare. GPs

reported feelings of sadness (61%) and/or powersss(43%) around the time of the patient’s



death, and they rated their own distress levetkadively high during the terminal phase (median
score: 6, range: 0-9.5). The majority of GPs (94&pprted that they ultimately came to terms
with the child’s death.

Conclusion

In general, GPs appear to be satisfied with thditguaf home-based palliative care that they

provide pediatric patients with incurable cancesmthunication among healthcare professionals
is generally positive and is considered importdfihally, although the death of a pediatric

patient has a profound impact on the GP, the ntgjofiGPs eventually come to terms with the

child’s death.
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INTRODUCTION

Approximately 25% of children diagnosed with candé from the diseasé Compared to
children with non-malignant diseases, children vigimcer are more likely to die at hofié
Several organizations developed guidelines to sumhidren at the end of life, for instance the
American Academy of Pediatrics and the Europeamdiation of Palliative Carg®. According

to the European guideline, two healthcare modedspassible in case children die at home, i.e.
hospital-based care or community-based &afdve Dutch primary health care system is similar
to several other countries in Europe, i.e. the GRtions as a primary health care professidnal
8 Palliative care in the Netherlands is generathpedded in general practifeHome death in
the Netherlands therefore implies that care is gégtxl to general practitioners (GPs) and
community nurses, preferably supported by an egpeed multidisciplinary paediatric oncology
team, supporting the GP whenever necessary.

Because death of a child at home due to canceelaively rare, managing home-based
palliative care for children with incurable can@an be a challenge, given that children with
cancer face multiple symptoms near the end of*fif€. In addition, managing symptoms in
children in the palliative phase is not always sssful’® % and the child’s suffering at the end
of life is a major concern reported by parefftsMoreover, poorly managed pain is associated
with increased parental griéf. In addition to adequately managing the patiesymptoms,

achieving effective communication, collaboratiomdacontinuity of care among health care



professionals are recognized as determinants @iging high-quality paediatric palliative care
14—16-

Many studies have described the key features agedcwith providing home-based palliative
care to children with cancer from the parent’s pective, health care professionals’ perspective,
and/or by reviewing the child’s medical informatibf® On the other hand, the experiences of
GPs with respect to home-based palliative cardiidren have received relatively little attention
273031 These few studies were small in scale (includinly severi* and ten GPZ) or included
randomly selected GPS, and emphasized the need for GPs to gain additkmawledge
regarding pediatric palliative café

Several studies reported how providing pediatriigieve care affects health care professionals
3341 Thus, we hypothesized that providing home-basglifive care to a child with incurable
cancer is likely a challenging task for many GPe. t€st this hypothesis, we obtained the
perspectives of GPs regarding their experiencexceded with providing home-based palliative

care to children with incurable cancer.

METHODS

Study design and participants

From 2001 through 2010, a total of 264 pediatritepas at the Erasmus MC — Sophia children’s
Hospital (Rotterdam, The Netherlands) died dueatacer; 150 of these patients (57%) died at
home. In 2013, the 144 GPs of these 150 childrere wevited to complete a questionnaire
asking about their experience regarding pediatitgive care. For this study, we defined the
start of the pediatric palliative care as the tiatewvhich the child and/or parents received the

news that the child’s disease was no longer corsideurable. The GPs were sent at least one



reminder to complete the questionnaire. The studpgsal was submitted to the Medical Ethics
Committee of the Erasmus Medical Center (METC, &d#m), who ruled that the study is not
under the scope of the Medical Research InvolvinoghBin Subjects Act (WMO) (number 2013-

295).

Questionnaire

Because no validated questionnaire was availablihettime of the study, we developed a
guestionnaire based on clinical experience, annsite literature search, and discussion with
professionals from the General Practice and Pubbkelth departments. The questionnaire,
which is available upon request, was reviewed byiratependent GP. The questionnaire
included topics such as the GP’s demographic cteisiics, as well as specific details

regarding the child and care provided during théatize phase, including both open-ended and
closed questions regarding the following four ralgvdomains of pediatric palliative care: 1)

symptom management; 2) collaboration with otheltheare professionals; 3) the child’s death
and care after death and 4) the impact of haviogiged palliative care. To quantify impact, a

distress thermometer was used, with a score rarfigngO (no distress) to 10 (extreme distress)
2. GPs were instructed to reflect upon three spetifie points: the pre-terminal phase, the

terminal phase, and the time at which the questimarwas completed.

Data analysis

Analyses were performed using SPSS version 21.M (Borp., Armonk, NY). Descriptive
analyses were generated for all variables. Pergesteere calculated based on the number of
GPs who completed the specific question, including GPs answering the question with

unknown or not further specified. For the analysisLikert scales, categories 1 and 2 were



combined to the response “disagree”, categoriesd4bavere combined to the response “agree”,
and category 3 was neutral. Non-parametric tebts ManaWhitney U test and the Kruskal-
Wallis test) were used to compare the levels otrelis across the GPs’ demographic
characteristics and across characteristics ofgtiali care. Bonferroni correction was applied
because of multiple comparisons (=36 comparisoas)p-value <0.001 was considered

statistically significant.

RESULTS

Response rate

A total of 144 GPs who provided home-based pali@atiare to 150 children with cancer were
invited to participate, and 112 GPs (of 116 decgageldren) responded (a response rate of
78%). Of the 112 GPs who responded, 91 (81%) retura partially or fully completed
guestionnaire; the remaining 21 GPs of 23 decea$déldren declined to participate. An
overview of the study is provided in Figure 1. Thedian interval between the child’s death and

completion of the questionnaire was 7 years (réah@2 years).

Characteristics of the participating GPs

The demographic characteristics of the particigpt®Ps are summarized in Table 1. The
majority of GPs stated that they remembered thiel ¢h=85, 92%), and/or the palliative phase
very well (n=72, 80%). Two-thirds of the GPs (67%tted that this was the first time in their
career that they cared for a child during the ptile phase. Collaboration with other health care
professionals was in the majority of cases remeathén=51, 56%) or vaguely remembered

(n=30, 33%). Approximately one-third of the GPs Z8:=31%) were present at the time of the



child’s death. With respect to the duration of pladliative phase, according to GPs, 7% of cases
(n=6) lasted less than one week, 33% of cases jna8@kd 1-4 weeks, 28% of cases (n=26)

lasted 5-10 weeks, and 28% of cases (n=26) lasteget than 10 weeks.

Symptom management

The symptoms and how well the GPs managed thospteyms are summarized in Figure 2. The
GPs assessed the severity of the child's symptositggua variety of approaches, including
discussion with the child’s parent(s) (n=81, 91&®mmunicating directly with the child (n=49,
55%), performing a medical examination of the cliiid49, 55%), and/or reviewing the nurses’
notes (n=21, 24%). A total of 29 GPs (33%) reportedt they did not receive sufficient
information from the hospital regarding possiblenpyoms and potential difficulties during the
palliative phase, and the majority of these GP®dtthat they would have appreciated receiving
such information.

Figure 3 summarizes the palliative treatments atht@red at home. In two cases, the GPs
reported that they could not provide the necessagtment in time; these treatments included
placement of a urinary bladder catheter and mideazauppositories. Lastly, the GPs reported
that practical problems associated with adminisgegain medication in the patient’'s home were

rare (Figure 4).

Collaboration between the GP and other health-carerofessionals
The perspectives of the GPs with respect to comeating with, coordinating with,
collaborating with, and the accessibility of othegalthcare professionals are summarized in

Table 2. The GP was first contacted by the hospitaédiatric oncology department either



shortly after the child was first diagnosed (n=24%), during the child’s treatment (n=22,
24%), or when it became clear that the diseasephagtessed to the terminal (incurable) stage
(n=31, 34%). Shortly after the family was informétat curative treatment was no longer
possible, 43 GPs (47%) considered only themselveharge of the day-to-day palliative care,
and this number increased to 72 GPs (78%) just fwithe child’s death.

With respect to collaborating with other healthcareviders, 52 GPs collaborated with pediatric
oncologists (57%), 42 with community nurses (4684)with colleagues (i.e., fellow GPs; 37%),
25 with secondary care pediatricians (27%), 13 witembers of a pain-management team
(14%), 11 with secondary care nurses (12%), 9 wathary care nurses (10%), 5 with social
workers (5%), 2 with pediatric psychologists (2%)yith a child life specialist (1%), and 1 with
a chaplain (1%). Note that some GPs collaboratdtl wiore than one additional healthcare
provider. Interestingly, 25 GPs (27%) reported timblving a pediatric psychosocial expert
would have been a positive addition to the multigilsnary care team.

Seventeen GPs (19%) had the direct mobile phonédeufor a pediatric oncologist. Nearly all
of these GPs (n=15, 94%) indicated that they ajpgiest having this number, and 69% actually
used it. Among the 52 GPs who did not have direleiphone access to a pediatric oncologist,
the majority (n=28, 74%) indicated that they wobk/e appreciated it. Nearly 70% of the GPs
provided the parents with their direct mobile phomenber, and 51 of these parents (80%) used

it.

Experiences of the GPs around the time of the chilsl death, and thereafter
The time at which the child died was best describped7 GPs (90%) as ‘expected’ and/or by 75

GPs (96%) as ‘well-prepared’. The atmosphere sudimg the child’'s death was often



described as a rather positive experience by thg @Ro used the terms ‘calm’ (n=54, 62%),
‘intimate’ (n=34, 39%) and/or ‘appropriate’ (n=228%). Terms that were used less frequently
by the GPs included ‘beautiful’ (n=10, 12%), ‘tess’ (n=10, 12%), ‘hectic’ (n=6, 7%),
‘shocking’ (n=4, 5%) and ‘panic’ (=2, 2%).

After the child died, 12 (14%) and 68 (78%) GPs bad or more discussions, respectively, with
the child’s parents to reflect upon the palliatplease. Thirty-five parents (40%) and 21 siblings
(24%) were referred by the GP for further care,owtwas often psychological in nature. In 28%
of cases (n=25), the GP evaluated the palliativee caith the collaborating health-care
professionals. Among the 63 GPs (72%) who did meelrsuch an evaluation, 18 GPs indicated

that they would have appreciated such an oppoytunit

Impact of providing paediatric palliative care on the GPs

The impact of providing palliative care on the G®summarized in Table 3. The median score
for the distress thermometer during the pre-terhphase, during the terminal phase, and at the
time the questionnaire was completed was 4 (rabdgd; 6 (range: 0-9.5), and 0 (range: 0-8),
respectively. The GPs reported that, among ottibey, received support for coming to terms
with the patient’s death from his/her own family migers (n=61, 70%), fellow GPs (n=40,
46%), and/or friends (n=15, 17%). A few factors evexssociated with increased levels of
distress in the GPs during the terminal phase €rdhl After Bonferroni correction, none of

these associations were statistically significantly

DISCUSSION
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In general, the GPs who participated in our stugjyorted being satisfied with the quality of
palliative care provided to their pediatric canpatients. Communication between the GP and
other healthcare professionals was experiencedsitve and was considered important by the
GPs. Although the death of the child generally hagtrong impact on the GP, the majority of
GPs eventually came to terms with the child’s de&ihtaining the perspective of GPs with
respect to providing home-based palliative carechddren with incurable cancer is highly
relevant, as the majority of children with incumliancer die at honfé' . Because the role of
the GP in providing home-based care differs amoognties, translating our findings into
clinical practice will depend on the country ofdrest.

Our results show that from the GP’s perspectivéddidn who receive home-based palliative
care frequently experience pain and/or fatigue Jeviglatively less often, the GPs remembered
psychological symptoms in the child, including fegé of fear and/or anger. This finding is
consistent with a previous study reporting thatfrthe parents’ perspective, most healthcare
professionals tend to notice physical symptoms nuften than they notice psychological
symptoms*®. The majority of GPs in our study reported thagitttassessment of the child’s
symptoms was based primarily on information obtaiftem the parents. GPs tend to rely more
upon their clinical experience and/or communicatwith family members than on validated
instruments when assessing the child’s symptones llome-based setting. Practical problems
with respect to prescribing pain medications ocmliroccasionally, and situations in which
treatment was not available in a timely manner ware. Nevertheless, a large subset of GPs
expressed their desire to receive more structunéormation from the pediatric oncology

department regarding the management of their datipain and other symptoms.
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It is interesting to note that the participating sGRere highly satisfied with their own
performance, which may indicate that not all phigsis are able to critically reflect on their own
performance, especially in a sensitive area suatndsof-life care. A systematic review of the
accuracy of physicians’ self-assessment indeed dsiraded their limited ability to self-assess
44 which should be taken into consideration whearjmieting our findings as this may result in
underestimation of the child's level of sufferibdpreover, it is interesting that GPs reported that
they were highly satisfied with symptom managemuifitile they also preferred to have more
information on how to manage the child’s symptombis may reflect the need of GPs for
education or expert advice, which is in line wittiséing literature?” 3°4*

Our study provides evidence that GPs report expeng physical and/or psychological
symptoms surrounding the death of a pediatric patigth incurable cancer. This finding is

consistent with previous studies in health carefgssionals>**

Liben and colleagues
previously reported that healthcare professionéisnorely upon colleagues for support more
than their family and friend®, whereas we found that GPs generally receive stjjmon own
family members and—to a lesser extent—their colleag One possible explanation for this
difference is that the GPs might have less frequily contact with their colleagues. The
majority of participating GPs did not indicate thiéey would have preferred to receive
professional help with respect to coming to ternith whe child’s death, nor did they prefer the
opportunity to speak further with their colleaguegarding the patient’'s death. These findings
seem to be in contrast with the relatively highdaur that was reported among GPs. However,

the majority of GPs had come to terms with thedhideath by the time they completed the

guestionnaire.
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This study has several possible limitations thatrarg discussion. First, when completing the
guestionnaire, the GPs had to rely on their menobrgpecific details regarding the palliative
care provided and their own emotional feelingshattime of the child’s death; in some cases,
several years had passed between the child’s dedtlicompletion of the questionnaire. Despite
this seemingly long interval, however, impactfukeets such as the death of a pediatric patient
with a prolonged illness are often remembered baeljeneral practitioners; therefore, recall bias
may not have been a strong confounding factor dbfiten, no information was obtained from
the other healthcare professionals who were inebinghe child’s palliative care.

Based on our findings, we recommend that evidersed guidelines be developed in order to
better support GPs who care for children with adedrstage cancer. For example, such
guidelines should include information regarding fhequency of symptoms experienced by
patients and the management of those sympt&mswing that clinicians often express a need
for more education in knowledge on paediatric paile care, this is in line with developing

future guidelines.
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Table 1. Characteristics of GPs (n=91)

Characteristics

Gender, n (%)

Male 67 (74%)
Female 24 (26%)
Ageat time of the study, median [range] 56 [35-71]
Age at palliative phase, median [range]* 48 [32-65]
Marital status, n (%)

Married/living together 84 (93%)
Divorced 3 (3%)
Single 2 (2%)
Not stated 2 (2%)
Having children, n (%)

Yes 77 (85%)
No 11 (12%)
Not stated 3 (3%)
Number of children, median [range] 3 [1-5]
Religion, n (%)

No religion 45 (50%)
Protestant 22 (24%)
Roman Catholic 18 (20%)

Others

5 (5%)




Not stated 1 (1%)

Importanceréeligion, n (%)

Very important 14 (15%)
Somewhat important 28 (31%)
Little important 28 (31%)
Not important 19 (21%)
Not stated 2 (2%)

Currently working as GP, n (%)

Yes 76 (84%)
No 15 (16%)
Y ears of experience as GP at time of the study, median [range] 23 [5-39]
Y ears of experience as GP at palliative phase, median [range]* 15 [0-32]

Previous education about paediatric palliative care, n (%)

Yes 2 (2%)
No 86 (95%)
N.A. (no specific GP education) 3 (3%)

Characteristics are presented as number and frequen median and range. *=age at
palliative phase and years of experience as GRalligive phase were calculated for all chilren

(n=93).



Table 2. General practitioners’ satisfaction with symptormnagement, communication, coordination, collabonaéind accessibility

Difficulties (Some- Neutral | (Some- N.A.
experienced what) what)
by GPs Disagree Agree

Symptom management -
‘l was satisfied with the extent to which the clsildhysical symptoms were controlled’ 12 (13%) | 9 (10%) | 62 (70%)| 6 (7%)
‘| was satisfied with the extent to which the clsildsychological symptoms were controlleg’ 11 (12%) | 17 (19%)| 49 (55%)| 12 (14%)
Communication N=13 (14%)
‘| was satisfied with the content of the handaviemedical care from the tertiary line’ 10(11.5%)| 12 (14%)| 55 (63%)| 10(11.5%)
‘I would have appreciated more communication whté third line before the child’s death’ 31 (36%) | 16 (18%)| 32 (37%)| 8 (9%)
‘I would have appreciated more communication wité third line after the child’s death’ 42(49.5%)| 19 (22%)| 16 (19%)| 8(9.5%)
Coordination N=10 (11%)
‘It was clear to me what my role was during thdlipive phase’ 13 (15%) | 13 (15%)| 60 (68%)| 2 (2%)
‘I would have appreciated a clearer descriptiomof role during the palliative phase’ 36 (42%) | 17 (20%)| 28 (32%)| 5 (6%)
‘| was satisfied with the timing of the handovenwddical care from the tertiary line’ 10 (11%) | 12 (14%)| 54 (62%)| 11 (13%)
‘| was satisfied with the role of the third linet@rms of coordination of medical care’ 13 (15%) | 22 (25%)| 41 (47%)| 11 (13%)




‘| was satisfied with how | coordinated medical ean the last days before the child’s death 4 (5%) 10 (11%) 68 (77%)| 6 (7%)
Collaboration N=10 (11%)

‘Collaboration with the primary care went well’ 1 (1%) 8 (9%) | 66 (75%)| 13 (15%)
‘Collaboration with secondary care went well’ 5(6%) | 12 (14%)| 59 (68%)| 10 (12%)
‘Collaboration with tertiary care went well’ 8 (9%) | 13 (15%)| 53 (62%)| 12 (14%)
‘| felt supported by the tertiary line in relatido the care of the child’ 13 (15%) | 14 (16%)| 50 (57%)| 11 (12%)
Accessibility N=2 (2%)

‘| was satisfied with the accessibility of stafftiee third line before the child’s death’ 3(3%) | 19 (22%)| 54 (61%)| 12 (14%)
‘| was satisfied with the accessibility of stafftleé third line after the child’s death’ 1(1%) | 24 (28%)| 23 (27%)| 38 (44%)

General practitioners rated agreement on a fiveapaikert scale (1 and 2=(somewhat) disagree; 3=n&y4 and 5=(somewhat)

agree). Results are presented as numbers and gages N.A. = not applicable or not known.




Table 3. Physical and emotional impact

Statements (Some- Neutral (Some- N.A.
what) what)

Disagree Agree
‘The impact of the child’s death was bigger thaa tleath 5 (6%) 3 (3%) 78 (91%) -
of an adult in my practice’
‘| experienced insomnia around the time of death’ 53 (61%) 7 (8%) 23 (26% 4 (5%
‘| felt tired around the time of death’ 43 (49%) 9 (10%) 32 (37% 3 (4%
‘| experienced reduced appetite around the chittéath’ 68 (78%) | 12 (14%) 3 (3%) 4 (5%
‘| felt anxious around the child’s death’ 69 (79%) 7 (8%) 7 (8%) 4 (5%)
‘I was sad around the child’s death’ 27 (31%) 6 (7%) 52 (61% 1 (1%
‘| felt powerless because the situation aroundahiéd’s 35 (41%) | 13 (15%)| 37 (43% 1(1%
death’
‘| spoke extensively with colleagues about thedéhil 38 (44%) | 12 (14%) 36 (41% 1(1%
death’
‘I would have like more opportinuty to speak with 56 (64%) | 19 (22%)| 11 (13% 1(1%
colleagues about the child’s death’
‘I would have like professional help with comingg¢oms 70 (81%) 7 (8%) 8 (9%) 2 (2%)
with the child’s death’
‘| feel positive about the circumstances surrougdime 6 (7%) 6 (7%) 74 (86%) -
child’s death, despite it being difficult’
‘| have been able to come to terms with the chitt#ath’ - 3 (4%) 82 (94%) 2 (2%)




General practitioners rated agreement on a fiveapolikert scale (1 and 2=(somewhat)
disagree; 3=neutral; 4 and 5=(somewhat) agree). ltssare presented as numbers and

percentages. N.A. = not applicable or not known.



Table 4. Impact of paediatric palliative care on GPs dutimgterminal phase

Distress Thermometer P-value

(Terminal phase)

Median [range]
Gender 0.05
Male 5 [0-9]
Female 6 [0-9.5]
Marital status 0.73
Living together or married 6 [0-9]
Single, divorced or widower 3 [0-9.5]
Having children 0.63
Yes; No 6 [0-9]; 6 [0-9]
First time child died 0.06
Yes; No 6 [0-9.5]; 4 [0-8.5]
Present at death 0.10
Yes; No 4 [0-9.5]; 6 [0-9]
Importance of faith 0.63
Very important 4 [1-9]
Somewhat important 5.5 [0-9.5]
Little important 5.5 [0.5-9]
Not important 7 [0-8]




Difficultieswith (yes; no)

Communication 6.5 [0-9]; 5.8 [0-9] 0.40
Collaboration 5.5 [0-8]; 6 [0-9.5] 0.61
Coordination 7 [0-8.5]; 5 [0-9] 0.27
Accessibility 6 [4-8]; 6 [0-9] 0.69
Presence of symptoms (yes; no)

Pain 5 [0-9.5]; 7 [0-9] 0.99
Anxiety 7 [1-9.5]; 5[0.9] 0.13
Fatigue 6 [0-9.5]; 5[0.9] 0.59
Sadness 6 [0-9.5]; 5 [0-9] 0.23
Constipation 6 [2.5-9.5]; 5 [0-9] 0.17
Anger 6 [0-9.5]; 5 [0-9] 0.36
Nausea 7 [0-9.5]; 5 [0-9] 0.04
Dyspnea 7 [0.5-9.5]; 5 [0-9] 0.04
Difficulties managing symptoms (yes; no)

Pain 6 [0-9]; 5 [0-9.5] 0.46
Anxiety 8 [6-9.5]; 6.5 [1-9] 0.16
Fatigue 5 [0-9.5]; 6 [0-9] 0.29
Sadness 6 [2.5-9.5]; 6 [0-9] 0.92
Constipation - -
Anger 4 [0-8]; 6 [2.5-9.5] 0.11
Nausea 6 [0.5-9]; 7 [0-9.5] 0.52
Dyspnea 7 [1-8.5]; 7 [0.5-9.5] 0.80




Supportive care not availablein time

Yes; No 7.5 [7-8]; 5[0-9.5] 0.16
M oment of death

Expected vs. unexpected 6 [0-9.5]; 4 [3-7] 0.42
Prepared vs. unprepared 5 [0-9.5]; 5.3 [3.5-7] 0.95
Atmosphere around death (yes; no)

Beautiful 5.5 [0-8]; 5.8 [0-9.5] 0.64
Restless 7.5 [5-9.5]; 5 [0-9] 0.007
Calm 5 [0-9]; 6.5 [0-9.5] 0.34
Shocking 7 [4-8]; 5.5 [0-9.5] 0.41
Appropriate 5.3 [1-8]; 6 [0-9.5] 0.99
Panic 7.5 [7-8]; 5.3 [0-9.5] 0.16
Intimate 6 [0-9.5]; 5 [0-9] 0.46
Hectic 7 [2-8]; 5 [0-9.5] 0.20




Figure 1. Flowchart of general practitioners (GPs) who pgtited in the study.

Children with cancer who died in
2001-2010 after receiving treatment at

the university hospital
N=264 children

Did not die at home
N=114 children

Died at home
N=144 GPs (150 children)*

3 GPs die

3 questionnaires were lost

Eligible GPs
N=138 GPs (144 children)

/\

Responded

N=112 GPs (116 children)

Did not respond
N=26 GPs (28 children)

T

Participated
N=91 GPs
(93 children)

Did not participate
N=21 GPs
(23 children)

Reasons for declining to participgtaore than one reason possible)

The child’s death was too long ago and/or the GiRdcnot
remember specific details (n=11);

The GP was not involved in the patient’s care jn=3

The GP could not access his/her personal noteéy;(n=
The GP was retired (n=2);

The GP had health issues and did not wish toquaatie (n=2);
The GP received too many requests to participastudies
(n=2);

The GP was on vacation during the patient’s palkephase
(n=1);

The GP felt that completing the questionnaire teastime-
consuming (n=1);

Other (n=1).




ACCEPTED MANUSCRIPT

*= Six GPs provided palliative care for two childre



Figure 2. Summary of symptoms in children who received horagel palliative care, and the
management of these symptoms.
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Occurrence and difficulty managing the childrentsypical and psychological symptoms during
the palliative phase (as reported by the treatings{> Data are missing from 4 GPs. For
calculating difficulty managing the child’s sympt®nonly the GPs who reported that the given
symptom occurred were selected.



Figure 3. Summary of the palliative treatments administexekdome.
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Figure4. Practical problems encountered with respect to pedication.
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Prevalence of practical problems encountered by GR%h respect to administering pain
medication at home, as reported by the GPs. Thieatetl problems were rated on a five-point
Likert score ranging from 1 (no problems encourd¢te 5 (severe problems encountered). N.A.
= not applicable or not known.



