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Challenges and opportunities in providing palliative care
services to children with a life-limiting illness:

A systematic review
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ABSTRACT

Background. Palliative care for children is an innovative
approach that helps improve the quality of life of children
suffering from life-limiting illnesses, and their family members.
The WHO recognized palliative care as a part of universal
health coverage. However, there is inadequate availability and
inequitable distribution of palliative care services for children
in most parts of the world. We reviewed the existing literature
to assess (i) the challenges in providing palliative care services
for children suffering from life-limiting illnesses and (ii) the
strategies or opportunities to overcome these challenges.

Methods. We conducted systematic searches in the
PubMed and Scopus databases to find articles published in
the past 10 years (January 2011 to December 2020). The
population, concept and context (PCC) framework was used
to devise a search strategy in an electronic database.

Results. A total of 1562 articles were found by searching
the database and other sources. Title and abstracts of articles
were screened, and 206 articles were selected for full-text
review. After scrutiny 28 articles met the inclusion criteria.
Barriers to and opportunities in the provision of palliative care
services for children were identified at policy, organizational,
healthcare provider, and patient/family levels.

Conclusion. We found that the majority of barriers to
provision of palliative care services for children with life-
limiting illnesses can be addressed by adopting research-
driven strategies. Adequate and equitable distribution of
palliative care services is required for improving children and
their family members’ quality of life.
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INTRODUCTION

Palliative care is a science that aims to alleviate the symptoms
and improve patients’ quality of life. Patients with life-limiting
chronic medical illnesses may be offered palliative care services
irrespective of whether the patient is receiving the treatment
directed at the disease or not. The WHO defines “palliative care
as the prevention and relief of suffering of adult and paediatric
patients and their families facing problems associated with a
life-threatening illness. These problems include the physical,
psychological, social and spiritual suffering of patients and
family members.’?

Palliative care needs to be provided to all, irrespective of age.
Palliative care for children is a philosophy and also a systematic
way to provide individualized care to children with life-limiting
illnesses. The main aims of the provision of palliative care to
children include improving the quality of life of the child and
family, preventing or reducing suffering, functional optimization,
and offering opportunities for growth in the personal and
spiritual domain of the suffering child.? The early integration of
palliative care for children at the time of diagnosis of the life-
limiting illness leads to a better impact on the overall outcome
and should be considered irrespective of whether or not a child
receives disease-modification treatment.® It should be integrated
into the holistic care of children suffering along with curative/
disease-modifying treatment/other innovative modalities such
as metronomic therapy to improve the quality of life of the child
and family.*® The provision of palliative care to children requires
a multidisciplinary approach. It can be provided by a child’s
treating doctor trained in basic or intermediate level palliative
care. All children may not always require a palliative care
specialist. Some children with refractory or complex symptoms
may require intervention by palliative care physicians.®

As per the WHO estimate, globally 1.2 million children
require palliative care at the end of life.® Of these, almost 98%
live in low- and middle-income countries with few palliative care
provisions.” Various obstacles have been reported to the optimal
provision of palliative care to children such as low assess and
inequitable distribution of services, lack of support from policy-
makers, limited resources, lack of trained workforce, financial
constraints, etc.

We did this systematic review to synthesize the evidence in
the published literature with the objectives to assess the (i)
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Fic 1. PRISMA flowchart of search and inclusion of the articles
for the systematic review

challenges in the provision of palliative care services for
children suffering from life-limiting illnesses and (ii) strategies
and opportunities to overcome these challenges.

METHOD

This systematic review was planned and conducted as per the
preferred reporting items for systematic reviews and meta-
analyses (PRISMA) guidelines (Fig. 1).

Data sources and search

We did systematic searches in the databases of PubMed and
Scopus for articles published in the past 10 years (January 2011
to December 2021). The population, concept and context (PCC)
framework was used to devise a search strategy in an electronic
database. The search was conducted using MeSH terms and
keywords ‘Palliative care, Hospice care, Terminal care, End of
life care, Child, Children, Pediatric, Pediatric, Challenges,
Obstacles, Barriers, Opportunities’ in various combinations.
The author’s database and secondary bibliographies from the
retrieved articles were also searched.

Criteria for inclusion of study in this review

The following criteria were used to include studies in the
present systematic review:

1. Original research articles

2. Atrticles focused on assessing challenges or opportunities in
providing palliative care to children with life-limiting illnesses

3. Published within the last 10 years

4. Written in English

Articles excluded from the review were:

1. Review articles, editorials, protocols, conference reports or
abstracts, guidelines, and policies
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2. Only abstract available through online search
3. Articles on perinatal palliative care

Study selection

The retrieved studies were exported to Zotero, which was used
to remove duplicate articles. Two authors (USA and RG)
screened the title and abstracts of the studies as per pre-defined
criteria. The full text of the articles was retrieved for further
evaluation to ascertain the eligibility to include in the review.
The authors (USA, JS and RG) reviewed the studies
independently to assess their eligibility. In case of any
disagreement, a consensus among the authors was sought for
resolution. Reasons for not including the articles were identified
and documented.

Qualitative data from each study were compiled in a tabulated
form with the following information: (i) citation details: authors,
year of publication, and country of the first author; (ii) aim of the
study; (iii) population; (iv) method; (v) challenges related to
personnel, system, policy and organizational factors; and (vi)
recommendation or opportunities to overcome these challenges.

RESULTS

Study characteristics

A total of 1562 articles were found on searching the databases.
Title and abstracts of articles were screened and 206 articles
were selected for full-text review. Of these, 28 articles dealing
with barriers to and opportunities in providing paediatric
palliative care services were identified and were included for
further consideration in the present systematic review. The
characteristics of included studies were extracted and
summarized (Table I; available at www.nmji.in).

DISCUSSION

The present systematic review identified many barriers to the
provision of palliative care services for children at different
levels. These barriers related to policy and system, while others
related to organizations or healthcare providers (HCPs). The
literature also emphasized suggestions to improve the provision
of palliative care among children with life-limiting illnesses.

The barriers to provision of palliative care for children with
life-limiting illnesses have been compiled under four broad
headings (Fig. 2).

Policy and system-level barriers

It has been observed that there is less focus on palliative care
in the state’s policy and strategy framework.® Bureaucratic
hurdles and non-availability of a bridging care system serve as
a barrier to provision of palliative care for children.® Lack of
financial resources, pre-employment education regarding
palliative care in children, and lack of awareness among policy-
makers were found to be the main obstacles at the policy
level.’** There is a skewed distribution of services related to
palliative care in children resulting in limited access.*? Inadequate
supply of opioids for pain management, lack of financial
resources, large or remote areas of coverage are major constraints
to achieving the required reach and quality of services.

Organizational barriers

Difficulty in maintaining continuity of care due to inadequacy
or absence of home-based care or a bridging care system from
hospital to home, inadequate workforce and infrastructure of
hospitals, variability of factual and emotional knowledge among
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Organiza-

tional
level

* Lack of awareness among
policy-makers

* Lack of focus on palliative
care in policy

e Bureaucratic hurdles

* Non-availability of bridging
care system

* Financial constraints

» Skewed distribution of
palliative care services for
children

» Opioid availability

e Inadequate human
resource

e Inadequate infrastructure

* Lack of knowledge among
healthcare providers

e Lack of standardized
palliative care referral
practices

* Non-availability of support
person for family

e Inadequate or absent
homecare and bridging
care

Fic 2. Barriers to the provision of services to children palliative care

parents and HCPs are major organizational barriers to the
provision of palliative care for children.’®2 Lack of trained
workforce, high workload with complexity in care, low rates of
referrals, and lack of partnering community service providers
are the barriers to providing palliative care to children.®® The
non-governmental organizations (NGOs) providing specialized
care to children focus only on patients with AIDS and cancer,
with some of them exclusively focusing on adults.® The lack of
standardization of palliative care referral practice is a hurdle in
initiating palliative care consultations.* Sometimes non-
availability of a support person for the family such as a
psychosocial worker or spiritual leader may act as a barrier to
providing palliative care to children at the end of life.®

Healthcare provider-related barriers

Frequently reported barriers are lack of knowledge, experience
and improper understanding of palliative care for children
among HCPs.21¢ However, it has been found that despite
adequate knowledge about palliative care, an unfavourable
attitude of HCPs, feeling uncomfortable when addressing
palliative care requirements, and associating palliative care with
end of life or death acts as an obstacle to timely referral to
palliative care services for children.”18

There may be a delay in palliative care consultation due to
the non-availability of widely accepted unified practice for
implementation, conflict among primary physicians about the
consistency of palliative care with curative therapy, and
difference of opinion regarding the timing or eligibility of
patients.t”® There is confusion among providers in defining
hospice and palliative care with many believing that both share
the same definition.?® Physicians’ limited knowledge about the
benefits of palliative care, feeling discomfort while raising the
topic of palliative care with family, desire to maintain hope, the
uncertainty of prognosis, emotional labour in calling palliative
care consult, and time constraints are the leading causes of
delay in initiating palliative care for children. Many times
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Healthcare Patients
provider and family
related related

e Lack of awareness

* Negative perception about
palliative care services for
children

* Not willing to utilize
palliative care services

 Irrational hopes

e Cultural aspects

e Communication

* Non-availability of support
persons

» Financial and
reimbursement issues

e Lack of knowledge,
experience or
understanding

* Unfavourable attitude

* Uncomfortable
addressing care
requirements of patients

* Misconception

e Desire to maintain hope

 Difference of opinion
about direction of care

e Uncertainty

* Reluctancy to prescribe or
administer morphine

e Communication gap

physicians are resistant to giving up their traditional roles to the
palliative care team.'2?122 Many times more than one physician
is involved in the care of a patient and they have differences of
opinion about the direction of care.® HCPs’ reluctance to
prescribe or administer morphine also serves as a barrier to
adequate pain relief in this population.®

Lack of parental involvement in decision-making including
treatment, prognostication, and lack of empathy in communi-
cation are also barriers. Parents felt a lack of support from the
healthcare team regarding decision-making at the end of life.
HCPs give less attention to the family during the illness and
there is a lack of bereavement care; providers give much
emphasis on symptom management and treatment and do not
give attention to the child as a person.®

Lack of appropriate referrals by the paediatricians to a
hospice because of ongoing therapy with curative intent has
been found to be a barrier.?® Seven broad categories of
uncertainties that can delay referral of children to palliative care
are: prognostic, informational, individual, communication,
relational, collegial and inter-institutional uncertainty.?* HCPs,
as well as family, perceive referral to hospice as giving up hope.
There is a negative connotation of palliative care due to the
synonymous use of the terms end of life and palliative care. Care
requirements of children are complex and there is a lack of
personnel trained to provide palliative care to them. Language
also serves as an obstacle to care.??¢

Palliative care in children is difficult as communication with
them requires a different set of skills and building rapport with
parents is quite challenging. Care of children suffering from life-
limiting illnesses is emotionally intensive and multifaceted for
HCPs.22 Providers also feel stressed about getting things right
for the children and work-related stress.?

Patient and family-related barriers

Family members of the patient may not be willing to use or
sometimes even feel offended by the suggestion to introduce
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palliative care because they have negative connotation of palliative
care services. Using the term ‘palliative care’ and ‘end-of-life’
interchangeably or synonymously might have contributed to the
negative perception of such services.*?262%-32 Cultural aspects,
irrational parental hopes, and incomplete communication may
also serve as a barrier to the involvement of palliative services.
Non-availability of support persons such as religious leaders
may cause hindrance in availing the benefits of palliative care
services.® These services are not covered by insurance, therefore
reimbursement of expenses for palliative care services was found
to be a barrier.23! Families are not aware of the benefits and
availability of palliative care services.**3

RECOMMENDATION AND OPPORTUNITIES TO
OVERCOMETHE BARRIERS/CHALLENGES

In this systematic review, we have identified opportunities to
improve palliative care service provisions by appropriate steps
at policy, organization, healthcare provider and family levels
(Fig. 3).

At the policy level
Local governments should be aware and empowered to
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strengthen the health system and increase its capacity to
improve provision of palliative care services. Adequate funding,
workforce and training of palliative care specialists for children
should be supported. There should be guidelines to promote
the timely implementation of palliative care services, which
should be modified to align with the political and cultural
preferences of each country.1%2 Paediatric palliative care should
be integrated into the broader health system of every country.
It is also important to bring paediatric palliative care on the
priority development agenda of policy-makers.® Patient managers
may be introduced to act as a bridge between patients, family
and different HCPs and may help in resolving bureaucratic
problems.® Palliative care should be incorporated in the
postgraduate, undergraduate, and pre-service training
curriculum of HCPs.122 Empowering nurses to consult
paediatric palliative care through policy change may help in the
early initiation of palliative care.? Countries with higher service
provisions can take mentorship roles and handhold other
countries to develop such services. Guidelines and good
practices should be shared across the countries. Opioid demand
should be tackled from all sides and an adequate supply of these
drugs should be maintained. Facilitative policies should be
adopted in prescribing opioids and providing access to them.**34

Recommendation

o)
,:9@
%
%

&%

¢ Integration of palliative care services for ey

children in mainstream health services

e Training and capacity building

* Adequate provision of bridging care system

e Flexible approach to staffing and recruitment

e Multidisciplinary palliative care team should
be formed and supported

e Concurrent access to curative and palliative
care

* Reduce the cost of care

* Further research

* Development of standards of care

» Standardized tools for identification of
palliative care needs

Opportunities

Fic 3. Recommendation and opportunities to improve the provision of palliative care for children
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At the organizational level

Children are not miniature adults; therefore, it is important to
disentangle palliative care for children from palliative care for
adults. Palliative care services should be integrated with
mainstream health services.!* Adequate provision of a bridging
care system should be in place to maintain the continuity of care
from hospital to home. Implementing regular team meetings may
be beneficial for teamwork. The approach to staffing and
recruitment should be flexible to address the shortage of staff.
Proper disclosure of information should be given to parents and
family regarding the palliative care services through the use of
a more flexible approach in communication.® Quality of life of
the patient and family members can be improved with early
initiation of palliative care in the illness trajectory; therefore, the
palliative care team should be part of the healthcare team and
all providers must be aware of the potential benefits of early
initiation of palliative care.? Organizational heads must support
the introduction of multidisciplinary palliative care teams in
healthcare facilities and home-based care to ensure continuity
of care. It will also help in smooth transitions of care between
different care settings. Efforts must be made to reduce the cost
of care to mitigate the financial burden of the family.*? Hospice
organizations should provide flexible services and may cater to
curative treatment needs as well. There should be the provision
of concurrent access to palliative care and disease-directed
treatment. Further research should be conducted to understand
the perspective of parents, paediatricians and other specialists.®
Standards of care should be developed for current and new
palliative care services for children to ensure the quality of these
services. Continuous research should be done to support the
development and maintenance of these services.?® Support
must be provided to HCPs to retain them in their roles.? Training
and standardized way of identification of patients requiring
secondary or tertiary palliative care services may help to facilitate
integration of palliative care.?® Enhancing collaboration for
training and capacity building may help to strengthen the
delivery of palliative care services for children.tt13

At the HCP level

Lack of knowledge is a commonly identified barrier to the
provision of palliative care services, which may be addressed
by giving training to HCPs in palliative care for children. It
should be integrated into the training or pre-employment
education of all health professionals.2?® Educational strategies
for physicians to develop comfort with palliative care patients
may be helpful.*®33 HCPs should be open to communication with
family and parents, for which training in communication skills
is important. They should develop strategies and techniques to
deal with difficult situations, breaking bad news, interact with
family members and co-workers in difficult situations, and
collaborate with other organizations.?* HCPs should reconsider
and update their approach regarding palliative care
implementation and discussion with parents.'® Shared decision-
making, more involvement of parents in deciding on the care of
their child, and supporting parents in making end-of-life
decisions are critical to remove barriers to palliative care.
Professional intimacy should be used cautiously to detect the
need of the family.® HCPs should be experienced in child care
and they should be able to speak with non-English-speaking
children and their parents. Improving interdisciplinary
communication and providing palliative care skill training may
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help in better coordination and early referral to palliative care.'*

At the patient and family level

Targeted educational interventions may be provided to family
members and the community regarding the potential benefits of
palliative care services.® This may help in removing their myths
or misconceptions and improving the acceptance of palliative
care services. Receptive and understanding family members
may be identified to explain all the aspects of care and the active
involvement of a religious leader may help gain the confidence
of the family.1533

Limitations

Only qualitative studies were included; hence a meta-analysis
could not be performed. The published literature may have an
inherent component of publication bias.

CONCLUSION

Palliative care services for children are facing many barriers at
the level of policy, organization, HCP and patient or family.
These barriers can be addressed by adopting research-driven
strategies at every level. Adequate and equitable distribution
of such palliative care services will help in improving the quality
of life of children with life-limiting illness, and their families.
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