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Psychological distress and 
social support among 
community paediatric 
palliative care programme 
caregivers: 
longitudinal analysis

INTRODUCTION
Caregivers of medically complex 
paediatric patients often experience 
significant psychological burden, 
especially in Chinese society where 
‘end-of-life’ is often a taboo subject. 
Providing adequate psychosocial 
support for caregivers is crucial, 
with previous studies showing that 
they are at risk of becoming finan-
cially disadvantaged and socially 
isolated and typically have very 
limited access to death-related and 
bereavement-related information.1

In Hong Kong, the public 
healthcare system collaborates 
closely with the non-governmental 
organisations (NGOs) to provide 
holistic palliative care for paedi-
atric patients and their families. 
In 2019, the Hong Kong Sheng 
Kung Hui Welfare Limited, a 
local NGO, launched the Jockey 

Club Community Paediatric Palli-
ative Care Programme (JCPPC).2 
The JCPPC is one of the largest 
community-based, territory-wide 
palliative care programmes for 
children in Hong Kong. Since June 
2021, this programme has been 
providing evidence-based, multi-
disciplinary palliative services for 
medically complex children in 
line with the literature and inter-
national guidelines (figure  1).3 
Eligible medically complex chil-
dren were referred by either the 
paediatric palliative care teams of 
five local public hospitals in Hong 
Kong, special or hospital schools, 
other NGOs/local religious insti-
tutes, or by self-referral. During 
the project period (2019–2022), 
368 family members participated 
in >200 family activities and 
wish fulfilment, such as outings 
and virtual music therapy classes 
(during the pandemic). It also 
organised 28 mutual support 
groups for 128 family members 
to build up mutual support 
for caregivers of children with 
similar life-limiting conditions, 
as well as bereaved caregivers. 
More than 100 advanced care 

planning sessions were organised 
to support 120 family members. A 
total of 11 bimonthly multidisci-
plinary meetings were co-organ-
ised with the Hong Kong Society 
of Children’s Palliative Care to 
provide training for 672 fami-
lies and healthcare professionals. 
The JCPPC has also implemented 
culturally relevant adaptations of 
some services, including the use 
of complementary medicines for 
symptom management, psycho-
education on death and dying and 
end-of-life support tailored to the 
families’ religious faith.

There is currently no published 
data on the effectiveness of paedi-
atric palliative programmes in 
Hong Kong from the caregivers’ 
perspectives. With the overar-
ching aim of advising the devel-
opment of future initiatives, we 
performed a longitudinal analysis 
on the short-term effect of the 
JCPPC on 76 informal Chinese 
caregivers (ie, family members 
or relatives) who participated 
in the programme and provided 
informed consent to participate 
in the evaluation. Their children 
(mean age=10.2 years (SD=5.5 

Figure 1  Components and features of the Jockey Club Community Paediatric Palliative Care Program.
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years)) were diagnosed with cancer 
(37%), neurological conditions 
(38%), inborn errors of metabo-
lism (18%) or other life-limiting 
conditions (7%). The assessments 
of caregivers were conducted on 
enrolment to the JCPPC (T0), 3–4 
months post-enrolment (T1) and 
6–8 months post-enrolment (T2). 
At each assessment, the caregivers 
completed the validated Depres-
sion, Anxiety and Stress Scale-21 
items and the Multidimensional 
Scale of Perceived Social Support 
Scale (MSPSS) to assess changes 
in their psychological distress 
and perceived social support, 
respectively.

At baseline, approximately 
half of the caregivers reported 
moderate-to-severe depression 
(44.2%), anxiety (59.8%) or stress 
(42.9%). At follow-up assess-
ments (from T1 to T2), up to half 
of the caregivers reported a signif-
icant reduction in the severity of 
their depression (53%, p=0.033), 
anxiety (50%, p=0.049) and 
stress (33%, p=0.045) symp-
toms (McNemar’s test). Based on 
caregiver feedback, the reduced 
psychological distress might 
be the result of several unique 
evidence-based features of the 
JCPPC that have demonstrated 
effectiveness in addressing the 
specific needs of caregivers.3 For 
example, the provision of home-
based nursing services and access 
to an emergency helpline at night 
and on weekends directly reduces 
the caregiving burden. Addition-
ally, our previous study showed 
that traditional, complementary 
and integrative medicine (TCIM) 
is gaining popularity in the paedi-
atric palliative care setting.4 
Taken together, we propose that 
the evidence-based features of the 
JCPPC could be further expanded 
to guide the integration of TCIM 
services into paediatric palliative 
care in Hong Kong.

In terms of social support, the 
multivariable analysis showed a 
modest improvement in caregivers’ 
perceived social support from NGOs 
(adjusted MSPSS score: T0=41.6, 

T1=39.6, T2=44.6; p=0.037), 
adjusting for the children’s diag-
noses and caregivers’ age and sex 
(generalised estimating equations). 
Addressing caregivers’ emotional 
needs might have contributed to 
their improved perception of social 
support from the NGO. Consistent 
with evidence-based recommenda-
tions,3 a collective decision-making 
process was fostered through early 
advanced care planning, grief 
psychoeducation and culturally 
based family activities, such as 
reunion dinners during Lunar New 
Year and Mooncake Festivals. As 
Hong Kong is a multicultural and 
multireligious society, the JCPPC 
considered the families’ perceptions 
of death and preferred religious 
services during the bereavement 
process. Such a culturally sensitive 
and individualised approach might 
have significantly increased the 
caregivers’ perception of support 
from the NGO.

Overall, the vast majority of 
caregivers indicated that they 
had become more motivated to 
seek palliative care services and 
advanced care planning (94%), 
had developed a more positive 
attitude toward death (86%) and 
had learnt new coping mech-
anisms for anticipatory grief, 
death anxiety and feelings of loss 
and guilt (93%). Furthermore, 
85% expressed that they became 
more confident in seeking help 
from the community. However, 
our results also suggest a poten-
tial area for improvement—no 
significant change was observed 
in caregivers’ perceived support 
from peers/friends (p=0.71) and 
family (p=0.38). One poten-
tial reason could be that this 
programme was conducted during 
the COVID-19 pandemic, when 
intra-family gatherings and social 
activities may have been affected 
by city-wide infection control 
measures. Studies have shown that 
peer support among caregivers of 
patients with cancer can positively 
influence family relationships and 
self-efficacy.5 Therefore, strategies 
focusing on strengthening family 

relationships and peer support 
should be a long-term focus of the 
JCPPC.

To conclude, this is the first 
study in Hong Kong to evaluate 
the outcomes of a community 
paediatric palliative programme 
that provides culturally sensitive, 
multimodal medical and social 
support for medically complex 
children. Our analysis revealed the 
promising short-term effective-
ness of the JCPPC in alleviating 
caregivers’ psychological distress 
and improving their perceived 
support from the NGO. Future 
work should include systematic 
psychosocial screening and triaging 
of family caregivers to facilitate 
targeted psycho-interventions 
within the JCPPC, and to assess this 
programme’s clinical significance 
and long-term impact.
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