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Abstract 

Background:  Although a significant proportion of children with cancer need palliative care, few are referred or 
referred late, with oncologists and haematologists gatekeeping the referral process. We aimed to explore the facilita-
tors and barriers to palliative care referral.

Methods:  Twenty-two paediatric oncologists and haematologists were purposively recruited and interviewed. Data 
were analysed using reflexive thematic analysis. Findings were interpreted using the critical realist paradigm.

Results:  Four themes were generated. 1) Oncologists expressed concern about the competency of palliative care 
teams. Palliative care often symbolised therapeutic failure and abandonment, which hindered referral. Trustworthy 
palliative care providers had clinical competence, benevolence, and knowledge of oncology and paediatrics. 2) Mak-
ing a palliative care referral was associated with stigma, navigating illness-related factors, negative family attitudes and 
limited resources, impeding palliative care referral. 3) There were benefits to palliative care referral, including symptom 
management and psychosocial support for patients. However, some could see interactions with the palliative care 
team as interference hindering future referrals. 4) Suggested strategies for developing an integrated palliative care 
model include evident collaboration between oncology and palliative care, early referral, rebranding palliative care as 
symptom control and an accessible, knowledgeable, and proactive palliative care team.

Conclusion:  Presuppositions about palliative care, the task of making a referral, and its cost-benefits influenced refer-
ral behaviour. Early association with an efficient rebranded palliative care team might enhance integration.
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Introduction
Worldwide, every year around 300,000 children are 
diagnosed with cancer [1], of whom 90% live in low and 
middle-income countries, constituting 84% of the global 
burden of childhood cancers [2]. A significant disparity 
in cure rate and mortality between high and low-income 
countries makes palliative care highly relevant in a 

paediatric oncology setting [3, 4]. Empirical studies have 
shown that palliative care referral in a paediatric oncol-
ogy setting improves the quality of life [5–8], pain and 
physical symptoms [6, 9–17], emotional support to chil-
dren and their families [10, 15, 18–21], communication 
between families and health care providers [11, 15, 16, 
19–26], advance care planning and end-of-life care sup-
port [5, 12–16, 18, 20, 26–32].

Although many children with cancer need palliative 
care, 65.6% of countries have no known paediatric pal-
liative care activity [33, 34]. Diminished access is pri-
marily due to limited public and health care providers’ 
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understanding of the role of palliative care [35]. Fur-
thermore, children in low and low-middle income coun-
tries are less likely to access palliative care due to sparce 
number of palliative care services [35]. Globally children 
with cancer are infrequently referred to palliative care 
and late in the illness trajectory [15, 36–40]. Children 
with haematological malignancies are referred even less 
[41–45], and most receive some form of chemotherapy 
in their last days [39, 40, 43, 44]. Cure potential, com-
plex course and complications needing intense medical 
attention often hindered palliative care referral in paedi-
atric blood cancer setting [46]. Non-referral and delayed 
referral often leads to invasive medical interventions at 
the end of life [40, 42] and increased in-hospital deaths 
[39, 40, 42, 47]. Oncologists and haematologists act as 
gatekeepers, and their views about palliative care referral 
can facilitate or hinder referral to palliative care [48, 49]. 
Moreover, they have the discretionary authority to make 
treatment and referral decisions for their patients [50]. 
We believe that clinical research should have an emanci-
patory goal where the research inquiry intertwined with a 
social action agenda has the potential to change the lives 
of people and the society in which we live and work [51]. 
Critical realism is a philosophical basis for transforma-
tive research [52]. Therefore, critical realist paradigm 
informed the conduct of this research and interpretation 
of study findings.

To ensure enhanced integration of paediatric oncology 
and paediatric palliative care, there is a need to explore 
the facilitators and barriers for referral internationally in 
various practice settings. Except for the two studies [53, 
54] conducted in high-income countries, all other studies 
examined oncologists’ views in the adult setting. This was 
the first study exploring paediatric oncologists’ perspec-
tives on palliative care referral in a low-middle-income 
country (LMIC) setting. In this study we explored the 
perspectives of paediatric oncologists and haematologists 
on what helps or hinders the palliative care referral of a 
child with cancer.

Methods
Aim and study setting
This study aimed to explore the views of paediatric 
oncologists and haematologists on what facilitates or 
hinders the referral of a child with advanced cancer to 
palliative care. The study was conducted in 13 cancer 
centres across India. The sites for qualitative interviews 
were selected based on three essential criteria: a) sites 
where paediatric oncology and haematology services 
were offered, b) availability of oncologists and haema-
tologists managing children with cancer, and c) availa-
bility of palliative care services to which children could 
be referred to. Most cancer centres participating in this 
study were in urban cities, except for two in semi-urban 
areas. The research question was What are the views 
of oncologists and haematologists of what facilitates or 
hinders referral of a child with advanced cancer to pal-
liative care?

N.B. Henceforth Oncologist(s) means Oncologist(s) 
and Haematologist(s).

Participant recruitment
The inclusion and exclusion criteria of the research 
participants are provided in Table  1. Eligible paediat-
ric oncologists were purposively identified and invited 
to participate. Purposive sampling enabled identify-
ing participants with experience of the phenomenon 
studied. Moreover, adherence to the eligibility crite-
ria during selection enabled homogeneity of the par-
ticipant’s perspectives [55]. Reflexive thematic analysis 
is an approach to qualitative research which relies on 
the researcher’s subjectivity, depth of engagement 
and reflexive interpretation [56]. The purpose was to 
develop a rich, complex, and multi-faceted story of 
the phenomenon that had been explored. Therefore, as 
described in other qualitative methodologies and meth-
ods, saturation as the generic quality marker for sample 
size determination was not adopted [57, 58].

Table 1  Selection criteria of study participants

Inclusion Exclusion

Participants Paediatric oncologists and paediatric haematologists
Adult medical oncologists and adult haematologists if 25% of their clinical 
practice involved treating children with either solid or haematological 
malignancy
Consultant level practice

Trainee oncologists and haematologists
Radiation and surgical oncologists

Setting Cancer hospitals or tertiary hospitals with cancer care services
Have access to palliative care services

Private oncology and haematology consulting suites 
without inpatient facility situated outside a hospital 
setting
Hospital where the researcher is working
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Qualitative interviews
After consent, research data were collected through indi-
vidual, face-to-face, semi-structured qualitative inter-
views. When conducting and analysing the interviews, 
a critical realist perspective was used to formulate the 
semi-structured interview topic guide, which is provided 
as a supplementary file. The interview topic guide was 
developed from a systematic review conducted by the 
authors [59].

The critical realist paradigm focuses on the ontological 
depth of phenomena, knowing the multi-layered nature 
of social reality and the intertwined generative mecha-
nisms within these layers, causing a social event [60]. 
The phenomenon of palliative care referral might have 
several generative mechanisms causing the event. Some 
are empirically observed, and some are deeper and hid-
den, restricting understanding of the ontology [61]. 
However, the deeper and hidden mechanisms known as 
actual and real mechanisms in critical realist terms are 
the preconditions for an event to happen [62]. These 
generative mechanisms may be layered as biological, 
physical, psychological, social, and organisational, and a 
complex interplay between these layers could influence 
the event [62].

Critical realist interviews are theory-driven [60]. The 
study researchers have expertise in the subject, under-
stand the context, and have their views about the genera-
tive mechanisms leading to palliative care referral [63]. 
This facilitated exploration of the explanatory mecha-
nisms discussed by the participants that focussed on 
motivations, reasoning, attitudes, choices and decision-
making [63]. Therefore, the researcher’s theory and par-
ticipant’s view facilitated the co-creation of knowledge 
during research interviews and analysis. Being reflexive 
during the interviews enabled researchers to clarify and 
elaborate upon participants’ views, which facilitated a 
collective understanding of participants’ perspectives and 
experiences [64]. All interview transcripts were uploaded 
and coded using NVivo software version 12.6.0 for Mac. 
The interview transcripts and a sample coded interview 
transcript are provided as supplementary files.

Data analysis
Research data were analysed using the systematic six-
step approach outlined in Braun and Clarke’s Reflexive 
Thematic Analysis method [56]. This reflexive approach 
uses the researcher’s subjectivity as a resource during 
data analysis [56]. In a reflexive approach, themes are 
meaning-based patterns, conceptualised and analysed by 
the researcher and not merely a superficial summary of 
the data. It involves the significant critical engagement 
of the researcher with the dataset, where the researcher 

is actively interpreting the data through the lens of their 
scholarly knowledge, socio-cultural view, ideology, and 
theoretical suppositions [56]. The personal beliefs and 
presuppositions that may skew data collection, analy-
sis and interpretation of study findings were logged in a 
reflexive journal [65, 66]. This helped the researchers to 
have an open mind during interviews and data analysis. 
The data analysis process was checked using a 15-point 
checklist of criteria for good thematic analysis consistent 
with our reflexive approach [67].

Ethics approval
The study was approved by the Indian (Kasturba Medi-
cal College/Kasturba Hospital Institutional Ethics Com-
mittee 292/2018) and United Kingdom (Lancaster 
University- Faculty of Health and Medicine Research 
Ethics Committee 17,089).

Results
Twenty-two eligible paediatric oncologists were purpo-
sively recruited from 13 tertiary cancer centres across 
seven cities in India. Twenty participants practised 
paediatric solid tumour oncology and paediatric hae-
mato-oncology, and two practised only paediatric hae-
mato-oncology. Fifteen participants were men, and seven 
were women. The participant’s experience as a special-
ist ranged from 1 to 19  years (median 6  years). Among 
the participants, ten completed their specialist paedi-
atric oncology training in India, nine in the UK and one 
each from Australia, Singapore and the USA. A detailed 
description of the participants can be found in Table 2.

Four themes were inductively generated from the study 
findings during data analysis. These were: 1) presupposi-
tions about palliative care and palliative care referral, 2) 
the task of making a palliative care referral, 3) cost-ben-
efits of making a palliative care referral, and 4) strate-
gies for developing an integrated palliative care model 
in paediatric oncology. The study themes and subthemes 
are represented as a thematic map in Fig.  1. Illustrative 
quotes for these themes and their subthemes are pro-
vided in Tables 3, 4, 5 and 6. 

Presuppositions about palliative care and palliative care 
referral
Some participants felt they had the self-efficacy to 
address palliative care needs as they could manage pain 
and physical symptoms. Perceived self-efficacy is a per-
son’s belief about their capabilities to produce a level of 
performance to accomplish a task successfully that meets 
the expectation of the self and others [68]. Participants 
thought that symptom management is an integral com-
ponent of oncology care and that they have skills in coun-
selling. However, the majority had a contradictory view 
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Table 2  Description of the research participants

Participant Gender Area of Specialisation Oncology Training 
Site

Number of years as a consultant 
in India at the time of interview

Paediatric Solid 
Tumours

Paediatric Haemato-
Oncology

P001 Male Yes Yes UK 10

P002 Male Yes Yes UK 12

P003 Female Yes Yes India 3

P004 Male Yes Yes India 1

P005 Male Yes Yes India 2

P006 Male Yes Yes UK 6

P007 Female Yes Yes UK 19

P008 Male Yes Yes UK 6

P009 Male Yes Yes UK 10

P010 Male Yes Yes UK 16

P011 Female Yes Yes India 11

P012 Male Yes Yes India 5

P013 Male Yes Yes India 2

P014 Male Yes Yes India 5

P015 Male Yes Yes UK 6

P016 Female No Yes India 1

P017 Male Yes Yes Singapore 5

P018 Female Yes Yes India 4

P019 Male Yes Yes UK 8

P020 Male Yes Yes Australia 7

P021 Female Yes Yes USA 12

P022 Female No Yes India 1

Fig. 1  Thematic map of the research findings
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of their ability to meet palliative care needs and acknowl-
edged their limitations. They felt that their ability to 
assess and manage pain and physical symptoms was sub-
optimal and thought a specialist service should address 
these needs.

The participants believed that the feedback of parents 
and families referred to the palliative care team pro-
vided a valuable opinion of the quality of those services. 
Participants experienced families returning after the 
child’s death and thanking the oncologists for the end-
of-life care provided. They felt it was usual for the fami-
lies to thank the oncologists when the child was cured 
but unusual for them to thank the oncologists after the 
child’s death. Positive family feedback enhanced their 
confidence in the palliative care team, facilitating future 
referral.

The participants emphasised the need for a trusting 
relationship between oncology and the palliative care 
team and felt that a lack of trust is a barrier to referral. 
Participants perceived competence, training in oncology 
and paediatrics, assessment and management skills, and 

a benevolent approach made the palliative care providers 
trustworthy.

A minority of participants had concerns about the abil-
ity of palliative care providers to care for children with 
cancer as they lacked training in oncology and paediat-
rics, and a lack of clarity and objectivity in palliative care 
assessment and management made them less reliable. 
Undertreating and overzealous symptom management, a 
mechanistic approach, and a perceived lack of proactive-
ness and empathy by the palliative care providers hin-
dered referrals.

A minority of participants thought that they had 
the power to make the palliative care referral. They felt 
that palliative care providers should agree to the line of 
clinical management proposed by the oncologists. They 
thought that the virtue of being an oncologist, expertise 
and qualifications, and years of professional experience 
conferred that power.

Some participants equated palliative care referral with 
a break in the therapeutic alliance. They believed that pal-
liative care referral caused emotional hurt to oncologists 

Table 3  Presuppositions about palliative Care and palliative care referral

(…) indicates part of the interview omitted by the authors for conciseness

Subthemes Participant Quotes

Self-efficacy and acknowledging own limitations Symptoms like constipation, loose stools, some headaches, body pains. I think those are symptom 
care issues we as clinicians are trained to do that and we kind of manage it quite all right. (P 020)
The pain management that we were giving in the end-stage was not good enough. The sedation 
that we were giving was not good enough, and I just felt that we were doing a very bad job. (P 016)
The mother told me that it’s okay if he dies, because at least I have got somebody to listen to me 
and to my child [referring to the palliative care team]. So that was the first time I realised that we 
don’t really speak to them well. (P 011)

Client feedback as a mechanism to validate action When somebody comes back, they themselves are in a very traumatic state to lose a child. And 
within a couple of weeks of the child’s funeral, to come back, seek us out and specifically mention 
what went well. It’s not just a general thanking, it was specifically about the care the boy received 
when he was dying. (P 007)
Parents of some of the children who died came and thanked us which is very unusual. (P 001)

Trust and trustworthiness You need to know whether they are going to do a good job of taking care because you have been 
taking care of them for such a long time. (P 016)
So, faith in their competence is important (…) I would refer to somebody, but if that person is not 
very good then it is not helpful, it makes a huge difference. (P 007)
They should have a paediatric perspective of dealing with care or symptom control (…) Dealing 
with a child is always different than dealing with an adult. (P 017)
We are trained to look at things objectively (…) The response rate is 56% versus 63% (…) The overall 
survival is 90% versus 95%. Even if it’s not the same language used in palliative care, probably that 
clarity of thoughts is not present. (P 014)
They were not wholeheartedly in it (…) I felt a lot of lack of empathy in there (…) the parents have 
come back and told me that it’s better that you handle this than them (…) I feel the compassion is a 
big thing in palliation. (P 003)

Power relationships We are always a little more one level higher (…) A shared care concept has not come in (…) It’s 
more like I’m referring a patient to you, and you do what I want you to do and take care of them 
because of the seniority and also one is DM [highest subspecialist qualification in oncology], the 
other one is a DCH [basic diploma in paediatrics]. (P 011)
They don’t deliver what I think they should deliver. Then I would not refer to them. (P 019)

Hurt of ending the therapeutic alliance It is that kind of a feeling that you’re handing them over to somebody else, but you’re not sure 
whether they will take the same care of them and whether they will form the same bond with 
them. As I said they are like family. So, you know, it feels like you are handing over your part of your 
family to somebody and telling them, now you take care of them, but you always wonder whether 
they are doing a good job of it. (P 016)
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and perceived it as a therapeutic failure and failing the 
child, which was attributed to a sudden shift in the treat-
ment goals. Moreover, they believed that as oncologists, 
they are trained to cure and save and not give up. They 
compared referral to palliative care as handing over their 
family member and not seeing them again and breach-
ing the bond established between them, which hindered 
a referral. The participant quotes linking the theme and 
subthemes are provided in Table 3.

The task of making a palliative care referral
Participants expressed the presence of stigma among 
patients and families about palliative care due to a nega-
tive stereotyped association of palliative care with death, 
end of life and the terminal stage of illness. Participants 
sensed that families associated palliative care referral 
with a child not going to survive, a change in treatment 
intent, or stopping active treatment. They felt that fami-
lies also perceived palliative care as a treatment offered 
just before death and palliative care physicians as doctors 
dealing with death. Participants believed families hesi-
tated to pursue a line of management due to the stigma 

associated with its name. A few participants suggested 
that both oncologists and families would like to avoid the 
term palliative care. A few felt that oncologists perceive 
the term palliative care as a disadvantage, symbolic of a 
loss of hope and negative attributes.

Oncologists had to navigate complex permutations and 
combinations of illness-related factors that predisposed 
the patient for a referral. The course of illness, complica-
tions, stage of the disease, presence of symptoms, cure 
potential, the intent of treatment, prognosis and perfor-
mance status of the patient were the predisposing factors 
influencing referral. Oncologists might find it challenging 
to navigate a complex set of illness-related factors under-
pinning the palliative care referral decision, which could 
make the referral task daunting.

The participants considered that parents and fami-
lies lacked clarity about the role of palliative care, with 
parents and families having different perspectives 
about illness and a mismatch of goals and expecta-
tions. A lack of comprehension of the benefits of palli-
ative care referral also hindered families from engaging 
with a palliative care team. Participants’ experience 

Table 4  Task of making a palliative care referral

(…) indicates part of the interview omitted by the authors for conciseness

Subthemes Participant Quotes

Stigma associated with palliative care When you refer to the palliative team, some of the parents think that it is for end-of-life man-
agement (…) Parents think that some major issue is going on, and that’s why they have been 
referred to palliative care. (P 008)
One thing is that family feels that you have sent to the doctor dealing with death. (P 006)
Palliative care is associated with end-of-life care (…) If we have that thought process and we 
are not able to get over that thought process, how do we expect our patients and families to 
get over that thought process. (P 020)
The family hears this word, palliative they say but you are trying to treat, cure my child why do 
you want me to engage with it [referring to palliative care]? (…) That means you’re telling me 
that my child is not really going to live. (P 009)

Navigating illness and treatment related factors Child needs continued input in leukaemia, which is relapsed or refractory and continue to 
need blood support because there is going to be bleeding and they need blood all the time. 
So, these children we like to keep them under our cover. (P 007)
You know, which way it is going to go. I usually refer to the palliative care team at that point 
before the child has got any symptoms. (P 001)
If the curative option of treatment is going on, there will not be any referral to the palliative 
care. I don’t think that it will go well with the patient’s mind, but unless it is for symptom 
control. (P 006)

Attitudes of parents and families towards palliative care What is really their role? They are not counsellors, they are not social workers, they are not 
doing psychological medicine. So, you know, what exactly is their role? that is what the family 
thinks and likes to know. (P 005)
From the family perspective, they will think that the doctor has completely, you know, aban-
doned this patient by referring to other departments. (P 012)
When a family is not ready, then there’s no point thrusting, they will agree for symptom man-
agement, but they want disease directed management as well. (P 010)

Palliative care resource constraints It is difficult for patients with advanced malignancies to access palliative care or with compli-
cations to get admitted under palliative care. It is because of lack of inpatient beds and most 
of them had to be managed on outpatient basis, which again, becomes very difficult because 
titrating medicines and pain control on an outpatient basis becomes quite challenging. (P 
005)
Seeking and asking for referral is easy. If today every single deserving patient is sent to the 
department of palliative care of my hospital, they will be completely overwhelmed. I do not 
think that they have the people to handle that kind of a load. (P 014)
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was of families being disinclined to attend meetings 
concerning palliative care referral. They presumed that 
discussing palliative care triggered a sense of abandon-
ment, and families preferred the oncologists to con-
tinue the care instead of a new service provider caring 
for their child.

Most participants believed that patients and their 
families had restricted access to palliative care due to 
the limited availability of palliative care services, few 
inpatient beds and outpatient clinics, which hindered 
palliative care referral. Moreover, access to pallia-
tive care in rural and remote communities was almost 
non-existent, and families needed to travel long dis-
tances to access palliative care services. The partici-
pants thought that the capacity to provide care was 
limited due to fewer specialists, inadequate staffing to 
handle caseloads, limited space to provide palliative 
care and restricted access to opioids. The participant 
quotes linking the theme and subthemes are provided 
in Table 4.

Cost–benefit of palliative care referral
Most participants appreciated the pain and symptom 
management as a benefit of a palliative care referral, 
believing that palliative care providers have exceptional 
skills in prescribing medications for symptom man-
agement. Furthermore, participants discussed several 
benefits of palliative care referral beyond the symptom 
management role. Participants thought that palliative 
care referral facilitated less intensive care and hospital 
resource utilisation and avoided potentially inappropriate 
medical interventions at the end of a child’s life. Moreo-
ver, engaging with the palliative care team helped parents 
and families better understand and accept the clinical 
situation, discuss prognosis, and participate in decision-
making and future planning meetings. Palliative care 
referral facilitated access to end-of-life care, and end-of-
life symptoms were well controlled. Families and caregiv-
ers were supported throughout the illness and beyond 
the child’s death. Participants felt that children referred 
to palliative care were more expressive and interactive 

Table 5  Cost–benefit of palliative care referral

(…) indicates part of the interview omitted by the authors for conciseness

Subthemes Participant Quotes

Immediate direct benefits of palliative care referral We call the palliative team because they are much better at doing things like pain control than 
we are, so we utilise their expertise over there. We do that quite a lot especially in sarcomas when 
there is complex pain that we find difficult to control (P 007)
It was so nice to see that difference because first three weeks, there was no interaction. Just noth-
ing. Later she just opened up so much and family was happy. I am not saying happy would be the 
right word, but they were more accepting of the things, which I thought was really good (P 004)
“Palliative team has made an effort to, you know, to be with them during the end of life, after the 
child has passed away, they have been with the parents. And they have made an environment 
which was very conducive for both parent and the child” (P 016)
When we decided that the child is progressing on second line chemotherapy. They saw the pal-
liative care team. Finally, the patient died at home, the parents actually phoned and said the child 
died, but you did everything, and palliative care did everything and thanked us. I think that is one 
of the things which was really the highlight as all these patients didn’t die in the hospital. They 
died at home. (P 001)

Long-term benefits of palliative care referral It gives the chance of sharing the responsibility (…) Instead of you being the sole physician in 
charge, you get somebody else who will also be their doctor. It always helps to share responsibility, 
especially when things are not going well. (P 021)
And when you struggle to take care of your normal patients, curative patients, or patient without 
symptoms, how would you spend time and resources for patients who need end of life care or 
symptom control. (P 017)
I feel I have become more empathetic (…) I feel I have become much calmer as a person and It’s 
more of a positive effect. (P 003)
I’m able to forecast and able to predict and able to pre-empt. So that is the skill that I’ve learned by 
engaging with palliative care physicians. (P 010)

Unintended cost of making a palliative care referral I remain sceptical about the role of palliative during the curative setting because the worry is that 
Morphine is interfering with the ability to detect symptoms so that this abdominal pain could be 
a complication. And I don’t know if the child is getting worse, or there’s going to be respiratory 
depression and then the child will die because of that. (P 011)
If you go and give information to family about a cancer and the cure rate and the relapse rate and 
something else, and the palliative care person team goes and completely paint a different picture, 
they may not be wrong. It’s just how you give the message. So, in a multi-disciplinary set up, the 
message has to be given consistently the same way. (P 019)
If patients have to shell out more money because they have to see them, that becomes a deter-
rent. If that is built into the whole oncology costs, like if everything is paid for that includes pallia-
tive care team the patients don’t feel that they have to pay separately. (P 021)
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and could communicate their intimate thoughts. More-
over, palliative care enabled normalising experiences 
for children as the team routinely involved them in play 
activities.

A few participants believed that a child who has com-
pleted all cancer-specific treatment should continue to 
live at home as enormous efforts are needed to transport 
the child back to the hospital. Moreover, parents and 
families found it stressful as they had to travel long dis-
tances to access care. Families preferred to stay at home 
and liked to be remotely supported from the hospital 
via the telephone or home visits from the palliative care 
team. The participants also preferred the children with 
no prospects of oncological treatment to be able to die 
at home. Dying at home enabled the child to be with the 
parents during the last moments and avoided unneces-
sary hospital-based interventions. Moreover, families 

also preferred their child to be at home during the ter-
minal stages and thanked the oncologists for facilitating 
a home death.

Participants valued advantages of palliative care refer-
ral. By making a palliative care referral, they found a 
partner to share their responsibility of care. They felt 
that the palliative care team shouldered specific respon-
sibilities like symptom management, family meetings, 
communication, counselling, and emotional support. 
The palliative care team also assisted oncologists in the 
medical management of the patients and in conduct-
ing minor procedures such as paracentesis. A few par-
ticipants thought patients referred to palliative care had 
better treatment outcomes due to improved treatment 
compliance and reduced treatment abandonment rates. 
They also believed that making a palliative care refer-
ral can save oncologists’ time on symptom assessment, 

Table 6  Strategies for developing an integrated model of palliative care

(…) indicates part of the interview omitted by the authors for conciseness

Subthemes Participant Quotes

Excellent collaboration between oncology and pallia-
tive care teams

It is more of a personal relationship with the physician. So, they still want to see the oncologist, 
but if the palliative care team is there in the clinic and sitting with you and they recognise you 
as one of the physicians in the team, it will be easier for them to manage the patient. (P 015)
While we are handling chemo, blood products, nutrition the palliative care team was taking 
care of her pain medicines, spending time with her, have a painting or drawing or just play 
some music and try to distract her. (P 003)
I might be giving somebody a treatment which could save the child but at the same time it 
might not work, and it could go to a life extending or life ending situation. So, we bridge that 
gap with parallel planning where child is ready to receive both treatments and you choose 
what is the best. (P 009)
If there is no proper communication between the two teams then it’s going to be a problem 
because even if I made a referral to the palliative care team unless we have discussed as to what 
is the purpose of making the referral? What are the goals of care? And what is the communica-
tion that has been made to the family? and vice versa expecting some kind of feedback from 
my colleague about the referral” (P 002)

Early palliative care referral I find it very difficult to allow patients with the advanced cancer to die at home. That’s because, 
we have not involved palliative care right since the diagnosis (…) Rapport hasn’t developed. (P 
013)
Patients who need enucleation* or amputation, those undergoing chemotherapy… they are 
going through probably as much distress as a child who has relapsed at least for that period of 
time. (P 018) [*removal of the eye leaving behind the contents of the orbit intact]
When I say that it’s not curative, they go to palliative care team. It’s almost like watershed, we 
don’t need watersheds. They can work in parallel. One team works takes the lead up to a point 
of time. The other team always remains in the background, helps whenever they need to, and if 
need to be, they become the primary team and the other team takes the backseat. (P009)

Rebranding palliative care as symptom control service Not as a palliative care team, we counsel and tell them that this is the symptom control team 
which takes care of your pain, gives you supportive management, and will help you out. (P 018)
When you say palliative care, I’m sure they’re [families] quite concerned and apprehensive 
about what’s going to happen to their kid. We tell them it is a symptom control program (…) 
Probably is an all-encompassing term and probably more comforting to the parents, and I 
would say for doctors as well. (P 022)

Presence of an effective palliative care team They never waited for the referral from us, they used to do ward rounds and find out any child 
is having any kind of pain and or any kind of suffering they used to just point it out to us and 
suggest treatment and that way it was good. (P 013)
When I pick the phone and I call them to discuss they were more than happy to discuss. We 
were able to discuss and come up with a consensus kind of plan. (P 002)
It is not like you give a problem, like pain, you come and give Morphine, not that kind of pallia-
tive care, but actually assess, check, look at all the aspects. Okay, and then come up with a full 
plan rather than telling patient has pain give Morphine. (P 001)
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management, and family communication. Moreover, 
participants felt that they had little time within their 
busy clinical practice to spend with children and their 
families, which could be compensated by the time pro-
vided by the palliative care team.

Some participants commented that the long-term 
association with the palliative care team also conferred 
several benefits towards their self-improvement as a 
doctor. Working with the palliative care team made 
them resilient and compassionate. It improved their 
confidence in managing children in the terminal stages 
and bettered their decision-making and prognostica-
tion skills. They also felt that working with the palliative 
care team enhanced their ability to handle emotions and 
counsel families.

Conversely, a few participants believed that palliative 
care referral during cancer treatment could cause inter-
ference in cancer management. Morphine prescribed by 
the palliative care team might mask cancer symptoms 
and lead to disease progression. It could mask the clini-
cal signs of complications and worsen complications. 
Moreover, oncologists feared that morphine prescribed 
to children could cause addiction, respiratory depres-
sion, and hasten death. They disliked children receiving 
polypharmacy. They felt that the opportunity to resume 
chemotherapy is diminished if children are referred to 
palliative care.

Furthermore, a minority of participants felt that the 
palliative care team might provide conflicting informa-
tion about the child’s clinical condition to the families, 
which could lead to a lack of congruence in communica-
tion and cause families to receive mixed messages about 
their child’s illness. They suggest this incongruence is due 
to palliative care providers having a different perspective 
of illness trajectory and treatment outcomes and poor 
inter-team communication. Moreover, participants dis-
liked the palliative care provider’s perceived excessive 
discussion with the family about the child’s prognosis. 
The participant quotes linking the theme and subthemes 
are provided in Table 5.

Strategies for developing an integrated model of palliative 
care
The participants perceived that limited awareness about 
the scope of palliative care hindered palliative care refer-
ral and that improved palliative care awareness and 
education of both consultants and trainee paediatric 
oncologists could enhance integration. Some participants 
believed that palliative care should be part of paediatric 
oncology training and curriculum, and paediatric oncol-
ogy trainees should have palliative care rotations.

Participants emphasised the need for palliative care 
providers to be seen as part of the oncology team. A few 

opined that a physical presence during initial consulta-
tion was necessary even when there is a limited role for 
palliative care, and it was essential for families to recog-
nise palliative care providers as part of the oncology team. 
They felt this could facilitate trust and bonding between 
families and the palliative care team and open commu-
nication channels. They liked palliative care providers 
participating in oncology clinics, ward rounds and family 
meetings, avoiding the need for a separate introduction 
to the palliative care team, a formal referral process and 
handover, and physical transfer of patients. Moreover, 
some felt that a referral-based service is less optimal than 
an integrated service and advocated for both teams to 
share the same work environment. They also thought that 
an experienced palliative care provider should participate 
during the initial consultation, as this facilitated better 
rapport-building between the palliative care team and 
families. Participants believed that both teams should 
understand and respect each other’s roles and that pallia-
tive care should be part of routine oncology management 
and should be provided to every patient.

Participants believed that cancer care and palliative 
care should be provided concurrently. The palliative care 
team has a role at diagnosis, during, and after treatment 
completion with the understanding that the tailored pal-
liative care approach could complement the care pro-
vided by the oncologist. Moreover, oncologists felt that 
families perceive a concurrent care approach positively. 
Some participants suggested a parallel planning model 
where children will have both curative and palliative 
treatment planned. The child may receive either one or 
both based on individual needs.

Participants discussed the role of effective inter-team 
communication in facilitating a palliative care referral. 
Participants felt that communication must be transpar-
ent and bi-directional, and that clarity of communication 
facilitates referral. Inter-team communication should 
have a clear purpose that discusses patient management 
goals enabling both teams to arrive at a mutually agreed-
upon plan. Communication need not always occur dur-
ing the team meeting and can be an informal process or 
at a personal level. Participants liked palliative care pro-
viders giving feedback about the referrals made, helping 
both teams to be on the same page. Some participants 
preferred to be remotely involved and receive commu-
nications about the patients even when they were not 
directly involved in their care.

Participants felt the need for policy and referral guide-
lines for facilitating a palliative care referral. A few par-
ticipants liked registering all children with cancer with 
palliative care and thought that nurses should be empow-
ered to make palliative care referrals directly. Partici-
pants believed that referral criteria make it easy to refer, 
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providing clarity and objectivity, which may help junior 
doctors and nurses make timely referrals. Some partici-
pants suggested creating an automatic referral trigger 
system based on pain scores, prognosis, and complica-
tions. The participant quotes linking the theme and sub-
themes are provided in Table 6.

Discussion
In this study, the participants had mixed feelings about 
their self-efficacy to cater to palliative care needs. Spe-
cialist palliative care is delivered by trained specialist pal-
liative care providers managing patients and families with 
complex symptoms, psychosocial needs and palliative 
care situations [69]. In contrast, the palliative approach or 
generalist palliative care refers to general practitioners or 
non-palliative care specialists with basic training in palli-
ative care catering to simple palliative care needs [69]. In 
Canada, patients and families access generalist palliative 
care providers twice as much as they do specialists [70]. 
Generalist and specialist palliative care providers work-
ing together could create a more sustainable model as 
increasing demand for palliative care could outstrip the 
supply of specialist providers [71]. Effective collaboration 
between them could be achieved through proactive com-
munication, role negotiation, shared problem-solving 
and recognition of generalists’ expertise [72]. A lack of 
policy and structure to organise generalist palliative care 
resources in a setting where specialist resources are non-
existent often hindered their development [73]. A men-
toring model between specialists and generalists could 
enhance generalists’ palliative care expertise furthering 
their self-efficacy [74].

Oncologists relied upon family feedback, and positive 
family feedback was a reinforcement for future referrals. 
Client feedback helps the clinicians know about a treat-
ment’s effectiveness, therapy relationships and adverse 
outcomes. It alerts them to change the course of treat-
ment and institute risk mitigation strategies [75]. How-
ever, in an early bereavement phase, feedback provided 
by the emotional family members might not always genu-
inely represent the quality of palliative care services [76].

Oncologists regarded palliative care providers as less 
competent due to a perceived lack of clarity and objec-
tivity in clinical assessment and management. These 
findings were corroborated by a study that showed a 
lack of confidence in paediatric palliative care provid-
ers by oncologists hindering palliative care referral [77]. 
In this study, the oncologists expressed stigma associ-
ated with palliative care due to the negative stereotyped 
association of palliative care with death. Mixed-meth-
ods research explored public knowledge, attitudes and 
perceptions toward palliative care [78]. It showed that 

general understanding of palliative care is derived mainly 
from the experiences focused on the end of life care and 
not the holistic journey contributing to stigma [78].

In this study, oncologists felt that the efforts needed 
to make a palliative care referral were significant as 
they had to deal with a palliative care team with limited 
resources and capacity. Limited access to palliative care 
was a substantial barrier to paediatric palliative care 
integration in Eurasian countries [79]. Overcrowding 
and long waiting times in low-middle-income countries 
are due to a significantly smaller number of pallia-
tive care physicians compared to oncologists, reduc-
ing accessibility and effectiveness [80]. The absence of 
standard referral criteria could make the task of referral 
daunting. Furthermore, paediatric oncologists are more 
likely to refer if there is a screening tool for identifying 
children with palliative care needs and standard refer-
ral practices [81].

Oncologists liked palliative care providers to be at the 
same level as oncologists by introducing them as part 
of the oncology team. A lack of concurrent care and 
advance care planning hinders palliative care integra-
tion in paediatric oncology [82]. Therefore, these sug-
gestions could fit well with the embedded paediatric 
palliative oncology model where the paediatric pallia-
tive care team is situated in the oncology clinic, ward 
round and meetings and identified as part of the oncol-
ogy team [83]. Although embedding is an excellent sug-
gestion for an integrated palliative care model [84], it 
may not be practical considering paediatric palliative 
care resource constraints in LMICs [85].

Oncologists liked to rebrand palliative care and 
introduce it early and covertly as a symptom con-
trol team. Oncologists felt that a covert introduction 
minimises palliative care stigma and family resistance. 
Negative parental attitudes about palliative care were 
an essential barrier to referral in a paediatric oncol-
ogy setting [86]. Children were more open to accepting 
early palliative care referrals than parents if it offered a 
symptom control benefit [86]. Literature on early palli-
ative care integration in paediatric cancer settings [69, 
87–89] has not explored covert relationships as a strat-
egy for early integration. Perhaps this finding needs 
further exploration. Oncologists felt training pallia-
tive care providers in oncology and paediatrics might 
improve referral. A lack of palliative care awareness 
among oncologists [90] and limited access to palliative 
care providers and resources [79] hindered palliative 
integration in paediatric oncology. Furthermore, inter-
professional palliative care education for paediatric 
oncologists was identified as a crucial task to facilitate 
integration [48, 91].
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Discussion of study findings using a critical realist 
framework
In this study, participants have provided valuable insight 
into how effective collaboration and a well-developed 
palliative care team can facilitate referral. Critical realism 
is a philosophical basis for transformative research [52]. 
Therefore, these perspectives could bring about eman-
cipatory social change [92] by facilitating palliative care 
referral and mitigating the pain and suffering of children 
and their families with cancer.

From a critical realist perspective, there are several 
generating mechanisms causing the social event; some 
are empirically observed, and some are deeper and hid-
den [93]. The interplay of stratified layers of generative 
mechanisms triggers the event [62]. In this study, the bio-
logical layer is formed by illness-related factors such as 
the stage of cancer, the intent of treatment, cure poten-
tial, prognosis, course of illness, and complications. They 
are the preconditions for a referral. However, biological 
factors triggering the referral are moderated by a psycho-
logical layer. Knowing the referrer’s limitations or confi-
dence in their ability, negative sentiments about palliative 
care providers, trust issues, presuppositions, and past 
experiences constitute the psychological layer. Social and 
organisational layers further impact referral behaviour. 
Family acceptance of palliative care due to the stigma 
associated with it are examples of the social layer. Avail-
ability and access to palliative care, limited resources, 
hospital-based services, and consultation cost are a few 
illustrations of an organisational layer.

The study might not be able to fully uncover the strati-
fied ontology of referral [94] and some of the genera-
tive mechanisms were not readily apparent [95]. We do 
not make claims to know or unearth all the generative 
mechanisms causing referral, and we have explored the 
perspectives of some participants who can provide reli-
able and insightful information about the phenomenon 
[96]. The knowledge generated in this study is contextual 
to the research country setting[97],, and the perspectives 
of oncologists about palliative care referral might change 
over time. It supports the fallibility of the knowledge con-
cept of critical realism, where knowledge about causal 
mechanisms changes with context and time [62].

From a critical realist perspective, structure, power, 
generative mechanisms and tendencies are the four 
concepts that form a perspective [98]. In this study, 
oncologists discussed various illness-related factors that 
constitute a structure, which is a precondition for mak-
ing a referral. Oncologists decide and control palliative 
care referral, embodying the power to refer by virtue of 
their status. Their appraisal of benefits and costs of refer-
ral, presuppositions, and sentiments about the pallia-
tive care providers are some of the tendencies impacting 

referral behaviour [98]. Therefore, even when structure 
and power are set in motion, the referral may not be ini-
tiated as participants either intentionally or unintention-
ally choose not to refer [98].

Limitations and strengths
The palliative care referral phenomenon has oncolo-
gists, palliative care providers and patients and families 
as the stakeholders [99]. The oncologists participating in 
the research may have different views on palliative care 
referral compared to palliative care providers, patients, 
and families. One of the potentials of critical realism is 
to unpack and understand a complex social phenom-
enon [100]. This research has unpacked the phenom-
enon only from the perspectives of oncologists. Future 
research focused on the views of palliative care provid-
ers, and patients and families may facilitate a more com-
prehensive and holistic understanding of the referral 
phenomenon.

The research invitation email was sent to several pae-
diatric oncologists across India. Many did not respond, 
and a few declined the invitation without reason. There 
is a possibility that participants with a particular view of 
palliative care responding to the invitation and partici-
pating in the study skewed the study results. Only those 
oncologists who were already referring to palliative care 
were included in the study as they would have experi-
ence with facilitators and barriers to palliative care refer-
ral. The views of those who were not accessing palliative 
care services are unknown. All the participants included 
in the study are paediatric oncologists working in paedi-
atric cancer units. In India, many adult oncologists care 
for children with cancer. Their views are not captured in 
this study.

The research participants were a homogenous group of 
paediatric oncologists practising in a paediatric cancer 
unit and referring to palliative care. They were familiar 
with the phenomenon and provided in-depth, insightful 
information during the research interviews. The research 
had good country coverage, and unlike a survey-based 
data collection, these interviews were generally detailed 
and provided in-depth information about the research 
question being explored. However, contextual nature of 
study findings might limit its generalisability and trans-
ferability to other country settings.

Implications of the study on policy, practice and future 
research
At an individual level, there is a need for palliative care 
trainees to have training in both oncology and paedi-
atrics. Likewise, there is a need for oncology and hae-
matology trainees to have palliative care training and 
to include palliative care in the oncology curriculum. 
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Adult palliative care providers may need additional 
training in general paediatrics to make them quali-
fied to treat the paediatric population. Besides, a sur-
vey study exploring gaps in palliative care education 
recommended cross-learning between the disciplines 
[101]. At present, palliative care training is introduced 
to medical undergraduates in India through a unique 
attitude, ethics, and communication (AETCOM) cur-
riculum [102].

Research findings suggest that at an organisational 
level, there is a need for capacity building of paediatric 
palliative care services. Existing palliative care services 
could create a separate space for palliative care outpa-
tients to see children and their families. There is also 
a need to develop community-based services to ensure 
the child receives care at home and dies at home. There 
is perhaps a role of federal and state governments to 
drive this change through strategy, policy, and funding.

At an interdisciplinary team level, oncologists prefer 
palliative care providers to join them in consultations, 
family conferences and multi-disciplinary team meet-
ings, which may provide an excellent opportunity for 
both teams to bond and build confidence. Oncologists 
preferred palliative care providers to close the refer-
ral loop by providing patient information, which could 
be achieved during multi-disciplinary team meetings. 
Oncologists have expressed the need for hospital pol-
icy and referral criteria. The palliative care team could 
advocate for an institutional policy on paediatric pallia-
tive care that could become a norm for the accreditation 
of paediatric cancer centres across the country. Creat-
ing referral criteria based on disease factors, symptoms 
and psychosocial needs might advance standardising 
paediatric palliative care referral. The palliative care 
community might need to explore a less threatening 
nomenclature acceptable to oncologists and families to 
ensure that children in the initial phases of the illness 
are not excluded from receiving palliative care benefits.

A survey study using a questionnaire developed from 
these study findings could enhance knowledge of this 
topic. Moreover, it might be advantageous to know if 
the adult oncologists’ views on caring for children with 
cancer on palliative care referral are the same as those of 
paediatric oncologists. The research participants’ sug-
gestions were for palliative care staff to be part of the 
oncology team and be present during consultations, fam-
ily conferences and oncology team meetings. Currently, 
studies on the effectiveness of embedded paediatric pal-
liative care models are restricted to the United States 
[103–105]. The feasibility and effectiveness of the embed-
ded palliative care model in the paediatric oncology set-
ting internationally would need further evaluation.

Conclusion
Competence, capacity building, collaboration, crite-
ria for referral, and changing the name were the key 
research findings that might facilitate palliative care 
referral in a paediatric cancer setting. Four themes 
were inductively generated from the study findings dur-
ing data analysis. They were: 1) presuppositions about 
palliative care and palliative care referral, 2) the task of 
making a palliative care referral, 3) the cost-benefits of 
making a palliative care referral, and 4) strategies for 
developing an integrated palliative care model in pae-
diatric oncology. This research had some practice and 
policy implications. Training in oncology and paediat-
rics might enhance the competence of current palliative 
care providers. The capacity to provide palliative care 
must be augmented by increasing palliative care train-
ing positions, hospital and home-based palliative care 
and increasing inpatient palliative care beds. Close col-
laboration could be achieved by palliative care provid-
ers participating in cancer consultations and meetings. 
Easy access and completing the communication loop of 
palliative care referral by providing feedback to oncolo-
gists might facilitate care coordination. Clear referral 
criteria and guidelines on the referral process could 
clarify referral practices. A change in name to symptom 
control or supportive care can be explored after seeking 
palliative care providers’ consensus to facilitate early 
palliative care integration.
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