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Introduction: primary care (PC) paediatricians are an essential pillar in the management of children
with palliative care (PPC) needs. The aim of this study was to perform a descriptive analysis of the situ-
ation of these professionals in Madrid.

Material and methods: we conducted a cross-sectional study. Questionnaires were designed, pilot-
tested and disseminated electronically using a mailing list that includes active PC paediatricians prac-
ticing in Madrid.

Results: we obtained 199 responses to the survey. Most respondents (97%) identified the correct defi-
nition of patients with palliative care needs. Only 24.6% reported managing some of these patients in
their regular practice. Respondents thought cancer patients were the largest subset of patients with
palliative care needs, and almost half believed there were paediatric palliative care units (PPCUs) in
hospitals that did not have one. Most respondents (70.8%) had never received specific training on pal-
liative care. More than half did not feel integrated in palliative care teams, and no more than 35% re-
ported interaction between the PC and PPC teams. Only 14% felt adequately trained to manage these
children, while 99% expressed a desire to be involved in their management and followup.

Conclusions: there are significant lacks and limitations for PC paediatricians as regards palliative care.
Deficient training and a lack of communication between care levels were the main problems identified
by respondents. Specific training programmes need to be implemented along with promotion of
shared care.
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Situacion de los cuidados paliativos pediatricos en el ambito de Atencién
Primaria

Introduccién: los pediatras de Atencion Primaria (PAP) son un pilar esencial en el manejo de nifios con
necesidad de cuidados paliativos pediatricos (CPP). Este estudio pretende realizar un analisis descripti-
vo de la situacion de estos profesionales en la Comunidad de Madrid.

Material y métodos: estudio descriptivo y transversal. Se disefiaron, pilotaron y enviaron encuestas
digitalizadas previamente a los PAP en activo en la Comunidad de Madrid utilizando listas corporativas.

Resumen

Resultados: se recibieron un total de 199 encuestas. La mayoria (97%) identificaron correctamente el
concepto de nifio con necesidad de CPP; solo 24,6% report6 atender alglin paciente con estas caracte-
risticas. Los pacientes oncologicos fueron el grupo identificado como el mas prevalente y casi la mitad
de los profesionales identificaron una unidad de CPP en hospitales donde no la hay. Una gran mayoria
(70,8%) nunca habian recibido formacién en CPP. Mas de la mitad reconocieron no sentirse integrados
en los equipos especificos de CPP (UCPP), identificindose comunicacion entre PAPy las UCPP en no més
del 35% de los casos. Solo 14% respondieron sentirse capacitados para manejar estos nifios. El 99%
manifesto su deseo de participar en su abordaje integral.

Conclusiones: existen importantes carencias y limitaciones respecto a los CPP por parte de los PAP. La
formacion deficitaria y la falta de cohesion entre niveles asistenciales son factores importantes. Es
necesario implementar programas de formacién concretos y favorecer un mayor trabajo en red.
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INTRODUCTION

Primary care (PC) is defined as health care focused
on the needs and circumstances of individuals,
families and communities, encompassing physi-
cal, psychological and social health and wellbeing.

This entails a comprehensive approach ranging
from health promotion and prevention to treat-
ment, rehabilitation and palliative care in order to
meet the health care needs of the individual
through the lifespan.*

All of the above, together with the values and at-
titudes of health providers working in this field,
justify PCand make itan indispensable pillarin the
care of patients with complex chronic disease and
patients that require palliative care.

At this point, it would be useful to clarify concepts
in the context of paediatric care. We use the term
patients with complex chronic disease (CCD) to re-
fer to patients with chronic disease that is known
or unknown but suspected, severe or associated
with medical fragility, with significant functional
limitation, in many cases dependent on technolo-
gy and who have substantial health care needs
and pose a significant burden to the family.?

We use the term paediatric palliative care (PPC) to
refer to the care and services provided to patients
with advanced, incurable and irreversible disease
that results in extreme fragility and is life-threat-
ening and limiting, with the main goals of improv-
ing the quality of life of patients and their families
and alleviate suffering.

Despite the conceptual differences between pri-
mary and palliative care, both are characterised by
an integral approach to patients and families in
response to their physical, psychological, social
and spiritual needs and problems.

Another motivation for our study was the increase
in the official documents both at the national and
international level that highlight the importance
of involving PC providers in palliative care delivery
and PC paediatricians in the delivery of PPC, con-
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sidering the latter another competency included in
their scope of practice and underscoring the need
of providing specific training on PPC to providers.>”

Paediatrics associations (Asociacién Espafiola de
Pediatria, Asociacion Espafiola de Pediatria de
Atencion Primaria, Asociacion Madrilena de Pedi-
atria de Atencion Primaria) have also been making
statements regarding the need to involve PC pae-
diatricians in the care of patients with palliative
care needs with increasing frequency.8**

A review of the literature on the management of
patients with CCD and palliative care needs by PC
teams showed that there are numerous recent
studies on the subject in the adult population.#1®
However, and despite the fact that it is estimated
that each year there are between 5500 and 7500
patients aged 0 to 19 years that need palliative care
in Spaint’ (a number that will be increasing thanks
to medical advances, improvements in care, greater
awareness, growing support networks etc.), there
are hardly any studies that provide updated data
on the involvement of paediatricians in the care of
these patients'®'® (contrary to the international
medical literature in recent years, in which the role
of PC paediatricians in the delivery of palliative care
is growing in importance®%2).

Thus, due to the clear need for the participation of
PC paediatricians in palliative care, the exponen-
tial increase of this type of patient and the lack of
published evidence on the shifting reality of paedi-
atric palliative care in the PC setting, we believed
our study would be relevant.

The primary objective of the study was to analyse
the current overall situation of paediatric palliative
care in the PC setting in the Community of Madrid
(CM) from the perspective of the providers.

MATERIAL AND METHODS

We conducted a cross-sectional, observational and
descriptive study.



Study universe

The study universe consisted of all physicians
(without distinction between paediatricians and
family physicians) that provided PC paediatric care
in the Community of Madrid, Spain, at the time of
recruitment.

Due to the lack of updated official data, we took as
reference the last official figure published in the PC
Administration report available through the insti-
tutional intranet from December 2017, according
to which there were 911 filled primary care paedia-
trician positions in the Community of Madrid.

Sampling and sample size

We reached out to the population of interest
mainly through the corporate mailing list of the
Asociacion Madrilena de Pediatria de Atencion Pri-
maria (Primary Care Paediatrics Association of
Madrid), which includes the members of the as-
sociation that chose to be added to it (a total of
742 providers). We also sought participants
through the contacts of the providers that had re-
ceived the questionnaire through WhatsApp
groups, email etc.

We recruited participants by non-probability con-
secutive sampling. The survey included clinicians
that met the criteria defining the population un-
der study and who submitted correctly completed
responses by the established deadline.

Data collection

To collect data, we developed a questionnaire that
has not been validated but pilot tested previously
by paediatricians (Appendix 1). The questionnaire
was self-administered on an anonymous basis by
clinicians between June 1 and 15, 2019.

The questionnaire included questions on demo-
graphic characteristics, knowledge and basic train-
ing on PPC, involvement in PPC and regular activity
of the clinician related to PPC and identified prob-
lems in the delivery of PPC from the PC setting.

The questionnaire was developed by the principal

investigator based on questionnaires used in pre-
vious studies.**?*
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Once the final version of the questionnaire was
ready, it was converted to the Google Docs format
for dissemination.

Statistical analysis

We entered the data collected through Google
Docs in a Microsoft Excel spreadsheet, after which
we used the Stata software to calculate percent-
age distributions for the qualitative and quantita-
tive variables under study. We also calculated
measures of central tendency and dispersion.

RESULTS

We received a total of 199 questionnaires.

Profile of PC paediatricians

Of all respondents, 84.8% were female, and the
greatest proportions of the sample corresponded to
clinicians aged more than 50 years (48.2%) and with
more experience (59.3% with 15 years or more) (Fig.
1). Most respondents (60.3%) had caseloads of
1000-1500 patients.

Knowledge and training in PPC

All respondents reported the subjective perception
that they understood the meaning of “patient
with palliative care needs”, and nearly all (97%,
195/199) identified the correct definition for the
term.

To the question of which patients are most fre-
quently managed in specialised PPC units (PPCUs),
40.7% of respondents answered cancer patients
(Fig. 2).

When it came to the hospitals in the Community
of Madrid that have PPCUs, nearly all respondents
(96.9%) identified the Hospital Universitario Nifio
Jesus (HNJ) as one of them. Of the subset that
stated the HNJ had a PPCU, 26.4% (51/193) be-
lieved that there were additional PPCUs in other
hospitals (the most frequent combination was the
HNJ and the Hospital Infantil Universitario La Paz:
17 respondents).
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Appendix 1. Survey

Demographic data

1. Sex

2. Age

3. Years of experience as primary care paediatrician
4. Current workplace (name of primary care centre)
5. Approximate number of children in your caseload

Knowledge and training on paediatric palliative care

6. Which answer provides the best definition of a paediatric patient with palliative care needs?

7. Which do you think is the group of patients managed most frequently by paediatric palliative care units?

8. Which hospitals in the Community of Madrid have a paediatric palliative care unit? (you can check more than one option)

9. Have you attended a training or conference on paediatric palliative care in the past 5 years?

10. If you answered no to the previous question: which, among others, have been the reasons? (you can check more than one
option)

Paediatric palliative care in your everyday clinical practice

11. Inyour caseload: can you think of any patient that has palliative care needs?

12. If you do: do you consider yourself the clinician in charge of any of these patients? (meaning the clinician responsible for
the comprehensive care of the child and family, whether or not the child is being followed up by other specialists)

13. If you answered yes to question 11: do you know if any of these patients receives care from a paediatric intensive care unit?

14. Inyour career as a primary care paediatrician in the Community of Madrid, have you ever taken the initiative to contact the
paediatric palliative care unit to improve the management of a patient?

15. Inyour career as a primary care paediatrician in the Community of Madrid, have you ever been contacted by the paediatric
palliative care unit to share and coordinate the management of a patient/family with palliative care needs?

16. Inyour career as a primary care paediatrician in the Community of Madrid, have you ever made home visits to care for a
patient with complex chronic disease or palliative care needs?

17. If you answered no to the previous question: which are the main reasons for it?

Self-reflection and personal opinions

18. Do you believe that children with palliative care needs and their families are currently receiving adequate care in the
Community of Madrid?

19. Do you think that specialised paediatric palliative care units integrate PC paediatricians in the care team that manages
these patients?

20. How do you think the care of paediatric patients with palliative care needs should be organised?

21. Given your current training and experience, do you currently feel competent to manage patients with complex chronic
disease or with palliative care needs in your practice?

22. What about patients with a tracheostomy or requiring home mechanical ventilation?

23. What about patients with gastrostomy and requiring enteral nutrition?

24. And what about prescribing opioids to paediatric patients?

25. What do you view as essential for the purpose of managing these patients adequately in your primary care clinic?

26. Overall, provided changes are made to the organization of care delivery, continuing education improved and direct support
is available from specialised paediatric palliative care teams, would you like and would you be willing to care for patients
with palliative care needs in the clinic or at home?
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Figure 1. Demographic characteristics of surveyed clinicians (percent [%] distribution of PC paediatricians by age

group and years of experience in PC)
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We ought to highlight that 97 respondents (48.7%)
answered that there were PPCUs in hospitals other
than the HNJ (in different combinations) and 17
paediatricians (8.5%) answered that every tertiary
care hospital in the Community of Madrid had a
PPCU (Fig. 3).

Of all participants, 70.8% (141/199) reported that
they had never attended any trainings or confer-
ences on PPC in the past 5 years. The reasons cited
most frequently were lack of time for education
(58.8%) and lack of training programmes offered in
PC or speciality care (SC) settings (37.5%) (Fig. 4).
The proportion of paediatricians that had attended

Figure 2. Percent distribution (in decreasing order) of PC paediatricians by the group of patients they believed
constituted the majority of patients managed in specialised PPCUs

0.50% 0.50%

PC: primary care; PICU: paediatric intensive care unit; PPCU: paediatric palliative care unit.

B Cancer patients

Patients with
neurologic/neurodegenerative diseases
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Did not know/answer
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Figure 3. Percentage of PC paediatricians (over the total sample) that believed the given hospital in the

Community of Madrid had a specialised PPCU
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trainings or conferences of PPC was highest in the
group aged more than 50 years (44.8%; p = 0.008),

Integration and presence of palliative care in the
clinical practice of PC paediatricians

Only 24.6% (49/199) of clinicians could think of a
child in their caseloads with palliative care needs;
46 of them identified between 1 and 3 such pa-
tients, which would correspond to an estimated

total of children managed in PC with palliative care
needs of 46 (minimum) to 138 (maximum). Only 3
paediatricians identified more than 3 patients in
their caseloads eligible for palliative care. We
ought to mention that 6 clinicians acknowledged
that they would not know how to recognise these
patients.

Of all the paediatricians that had patients receiv-
ing PPC (n = 49), 40% reported feeling that they
were not the physician in charge of the patient.

Figure 4. Main reasons for not having been trained on PPC identified by clinicians (expressed as absolute

frequency distribution)

General lack of time for education (83/141)
Lack of trainings offered in PC or SC setting (53/141)

Lack of interest on the subject due to perceived low
relevance for PC paediatrics (22/141)

PC: primary care; PPC: paediatric palliative care; SC: speciality care.

Not knowing of any PPC trainings (2/141) 1
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Figure 5. Percentage of primary care paediatricians out of the total surveyed (N = 199) that reported having

contact with a PPCU (the first column reflects contact initiated by the PC paediatrician and the second contact
initiated by the PPCU)
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Connection between PC paediatricians and PPCUs

Tothe question whether they had ever contacted a
PPCU regarding the management of a paediatric
patient at the PC level, only 18.5% (37/199) an-
swered that they had. Also, 11.6% (22/199) report-
ed having been contacted by a PPCU (Fig. 5).

Of the 49 paediatricians that could identify pa-
tients with palliative care needs in their caseloads,
34.6% reported having taken the initiative to con-
tact the PPCU (17/49, Fisher: 0.007), and 22.4%
(11/49, Fisher: 0.02) having been contacted by the
PPCU first. Twenty-one paediatricians (42%) re-
ported having no contact at all the PPCU (including
6 that acknowledged not knowing whether their
patients did or did not receive palliative care of any
kind).

Home health care

Only 30.6% of respondents (61/199) had provided
home care for management of patients with CCD
or with palliative care needs (at any point in their
careers as PC paediatricians). In the group of re-

spondents that reported not doing home visits
(138/199), the most frequent reasons given for not
providing home care, excluding not having any pa-
tients with these needs (90/138), were lack of
training and experience (22.4%) and lack of time
specifically allocated to home care (10.4%) (Fig. 6).

Perceptions regarding palliative care and self-
competence

More than half of PC paediatricians (557%,111/199)
expressed not feeling integrated with PPCUs in the
Community of Madrid.

Similarly, in self-reflection, only 14% expressed
feeling competent and/or confident to manage
these patients appropriately (with higher propor-
tions of clinicians with less than 5 and more than
15 years of experience reporting feeling confident:
42.8% and 46.4%, respectively).

In addition, 28.1% of respondents (56/199) report-
ed adequate skills to manage gastrostomies and
enteral nutrition. In contrast, only 15 paediatri-
cians (8%) reported feeling confident managing
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Figure 6. Reasons identified by PC paediatricians for not providing home care to paediatric patients with palliative

care needs (absolute frequency of each answer in the group of paediatricians that did not do home visits)
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tracheostomies and at-home mechanical ventila-
tion. Another salient finding was that only 15
(7.5%) felt competent in the prescription of opioids
(Fig. 7).

Notwithstanding, most PC paediatricians per-
ceived the management of patients with palliative
care needs positively (only 34 of the 199 paediatri-

cians perceived that these patients were not man-
aged correctly).

Needs, problems and barriers identified by PC
paediatricians

Nearly all respondents thought that these patients
required more comprehensive and better integrat-

Figure 7. Percentage of PC paediatricians that expressed feeling confident (yes/no answer) in the management of

patients with PPC needs and the specified care interventions
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Figure 8. Needs identified by PC paediatricians to improve the management of patients with PPC needs (expressed

as absolute frequency of the answers)
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ed care, with PC paediatricians and speciality clini-
cians in PPCU sharing the responsibility and man-
agement of the patients (99.5%).

Furthermore, 91.9% expressed a willingness to
manage these patients in the clinic setting or at
home.

To be able to do so, most respondents (165/199,
83%) considered that more continuing education
on palliative care needed to be offered at the PC
and SC levels. Also, a substantial number of re-
spondents (155/199, 77.8%) declared that they
needed more support from PPCUs, increased ac-
cess to them and more coordination between the
two care settings to improve the management of
these patients (Fig. 8).

DISCUSSION

Primary care paediatricians are an essential and
indispensable componentin the care and manage-
ment of children with palliative care needs, and
they constitute the most basic level of care that is
most accessible to the population.

Although the literature that underscores the impor-
tance of their involvement is growing in volume,
there are still many and important improvements
that need to occur before this objective is achieved.

The analysis of the obtained data showed that PC
paediatricians seemed to be quite familiar with

the concept of the paediatric patient with PPC
needs, which could have a positive impact on the
ability to identify these patients.

However, the data did not support this hypothesis,
asitonce again evinced the difficulty of identifying
these patients. If we estimate the prevalence of
patients eligible for PPC in the Community of Ma-
drid based on the prevalence published by the Eu-
ropean Association for Palliative Care in 2017% (10
to 16 children and youth under 20 years with pal-
liative care needs per 100 000 inhabitants under
20 years) and the last population census of 2016,
there would be a total of 1316 to 2105 patients
with palliative care needs in this age range.

To this figure, we must add the important datum
of the number of patients included each year in
the PPC of the HNJ, which amounts to 300 (count
provided by the unit).

Both results are substantially different from the
values obtained in our study, in which a maximum
of 138 children with PPC needs were identified.

Despite these differences, we ought to highlight
that a negligible proportion of respondents report-
ed not knowing how to identify these patients,
when the actual proportion is probably larger.

We found that PC paediatricians continue to have
inaccurate perceptions of PPC. Respondents consid-
ered cancer patients the largest group of patients in
PPC services, when in fact they only amount to 30%
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of the total.'” Most patients included in these pro-
grammes are not cancer patients, but rather pa-
tients with neurological disorders (up to 70%%), in-
cluding neurodegenerative, metabolic and genetic
diseases and polymalformative genetic syndromes.

Furthermore, a high percentage of clinicians con-
tinued to believe that there are PPCUs in hospitals
that do not have these services (the frequent com-
bination of the HNJ and Hospital La Paz is probably
due to confusing the CCD unit in the latter hospi-
tal with a PPCU). Nevertheless, we ought to note
that when we compared the data obtained in our
study with the data obtained in the study conduct-
ed in Madrid in 2010,'® we found a significant in-
crease in the number of PC paediatricians that
knew about the PPCU of the HNJ from only 35% to
96.9% of paediatricians.

One of the salient unfavourable findings of the
study concerned the deficient communication and
collaboration between PC and SC paediatric man-
agement teams described by respondents.

In this regard, many paediatricians (slightly more
than 50%) expressed feeling a lack of integration
with PPCUs. Contact between these 2 levels of care
to share the management of these patients was
very scarce (contact was more frequent in the sub-
set of paediatricians that identified patients with
PPC needs in their caseloads, but it did not exceed
35% of clinicians in any case).

In our survey, most respondents reported not feel-
ing competent or confident and not having suffi-
cient resources to care for these patients.

Another finding that we should highlight and that
was consistent with the results of the 2018 study*?
was the low proportion of paediatricians that felt
confident and had basic skills to manage tracheos-
tomies and mechanical ventilation in the patient’s
home. We also found a generalised lack of experi-
ence in opioid prescription (respondents familiar
with it amounted to less than 15% of the total). On
the other hand, the limited experience delivering
home care is probably related to the infrequent fa-
miliarity with technologies and devices such as
tracheostomies, ventilators or enteral feeding
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tubes, which should be within the scope of prac-
tice of these professionals (as demonstrated by
several studies in adults).

What was clear and would largely explain the sig-
nificant limitations of PC paediatricians revealed
through questionnaire items and the statements
of participants is that there is a lack of training in
PPC (with the proportion of clinicians that had not
had any even exceeding the proportion found in
previous studies'®*).

This situation may reflect a perception by paedia-
tricians that they do not need to contribute sig-
nificantly to the care of these children, as most
believed that these patients were being adequate-
ly managed (independently of their own participa-
tion in their management).

However, this contrasts with their desire to learn
and get involved in the care of patients with pallia-
tive care needs, which unquestionably requires
training on the subject. This would allow paedia-
tricians to acquire the necessary skills to identify
patients eligible for palliative care, collaborate in
care delivery and clinical decision-making and im-
prove their integration in multidisciplinary teams.

This objective requires the commitment of paedia-
tricians as well as speciality care teams and health
care administrators to guarantee and boost learn-
ing, facilitate ready and close collaboration be-
tween levels of care and help develop a high-qual-
ity care pathway.

All of the above would achieve more holistic, inte-
grated and coordinated delivery of multidiscipli-
nary care, improving the quality of life of children
and their families.

CONCLUSION

Paediatric palliative care is characterised by a com-
prehensive, integral, multimodal and multidiscipli-
nary approach to the management of patients and
families in which primary care providers must par-
ticipate actively to achieve a common goal: im-
proving the wellbeing and quality of life of children
and their families.



The PC paediatricians currently practicing in the
Community of Madrid exhibited significant defi-
ciencies and limitations for the purpose of contrib-
uting appropriately to delivering quality care to
patients with PPC needs.

Although these clinicians have grown more aware
of the need of PPC, they continued to evince the
dearth of education received on the subject of pal-
liative care and the persistence of misconceptions
about this field. They also exhibited a limited ca-
pacity in recognising these patients and limited
skills to manage these patients adequately.

Most PC paediatricians did not identify any pa-
tients with palliative care needs in their caseloads,
which was at odds with the literature and the re-
cords of facilities offering specialised care, which
report a growing number of patients in these pro-
grammes. It is worth noting that despite this, re-
spondents that could identify patients with these
needs reported a heterogeneous level of involve-
ment and responsibility in the management of
these patients.

Primary care paediatricians reported low involve-
ment in PPC programmes managed by PPCUs. Re-
sponses also evinced a reciprocal lack of communi-
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