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Introduction
Paediatric palliative care (PPC) focuses on pro-
viding holistic and integrated care to enhance the 
quality of life of children and young people with 
life-limiting illnesses while also supporting their 
families.1 A key principle of family-centred care is 
for professionals to work with families to ensure 
the best interests of the child and family are 
addressed.2–4 In Australia, the health department 
policy identifies children and their family caregiv-
ers to be central in the care model, with their 

physical, spiritual, psychosocial and cultural 
needs determining appropriate care.5

However, in clinical practice, a gap remains 
between this optimal approach of family-centred 
care and reality.6 Families with seriously ill chil-
dren face complex challenges including stress on 
siblings, physical and mental health issues, finan-
cial and work problems, relationship issues, social 
isolation and high distress.6 Parents report high 
levels of distress and burden, low quality of life 
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and unmet emotional and practical support needs.7 
Parents place their personal needs aside to focus 
on their child’s needs. This may be feasible in the 
short term when a child is suffering from an acute 
illness; however, when a child has a life-limiting 
illness, placing personal needs aside for months 
and years can have detrimental effects on the par-
ents’ health and well-being.8,9 However, when 
involved in the planning of their child’s care, they 
feel empowered in being able to anticipate the 
child’s needs as the illness progresses.10 The long, 
debilitating trajectory of some non-cancer dis-
eases can also lead to negative effects on the par-
ents’ mental health11 and to high levels of stress 
around feelings of burdening other family mem-
bers and of financial strain.12

Despite the known unmet needs of parents of 
PPC patients, there is no formal systematic 
assessment approach embedded in practice to 
identify and address these needs in a paediatric 
setting. The Carer Support Needs Assessment 
Tool (CSNAT) is a validated adult palliative care 
tool designed to identify and address the individ-
ual support needs of carers of adults with life-lim-
iting conditions.13 The CSNAT approach also 
involves creation of an action plan in response to 
the needs assessment and further reviews and 
follow-ups (more details in the ‘Methods’ sec-
tion). The effectiveness of the CSNAT approach 
has already been demonstrated in the adult set-
ting, with family carers and service providers 
greatly appreciating the benefits of this 
approach.14–16 However, the key challenge to 
improve practice is for practitioners to change 
from the prevailing ad hoc approach to a person-
centred carer-led systematic approach as advo-
cated by the CSNAT.

In an Australian study (undertaken in 2013–
2014), Collins and colleagues7 used the CSNAT 
to assess the unmet needs of parents in a cross-
sectional design; however, the study did not 
extend to developing and reviewing action plans 
to address the needs. The sample included both 
cancer and non-cancer conditions, but the analy-
ses did not distinguish between the two groups. 
A small American study trialled the paediatric 
version of the CSNAT (as explained in the 
‘Methods’ section) as part of an intervention for 
advance care plans (ACP).17 The sample included 
only non-cancer conditions. The study con-
cluded that an apparently difficult topic to broach 
was facilitated by the CSNAT process of regular 

conversations that elicited palliative care needs 
and a support plan, with all six families complet-
ing the ACP.

Objectives
The aim of this pilot study was to evaluate the use 
of the Paediatric Carer Support Needs Assessment 
Tool (pCSNAT) in assessing and addressing par-
ents’ needs for support while caring for their ill 
children, with cancer and non-cancer conditions, 
in the PPC setting in Western Australia (2018–
2019) in order to inform a future larger study. 
Specific objectives were the following:

1. Identify and compare the profile and the 
support needs of parents caring for children 
requiring palliative care from both cancer 
and non-cancer groups.

2. Assess the feasibility and initial implemen-
tation outcomes of pCSNAT related to 
parent strain, distress, positive appraisals, 
family well-being and preparedness to care 
in this paediatric setting.

Methods
The project was approved by the Ethics and 
Governance Committee of the Child and 
Adolescent Health Service (RGS0000000772) 
and La Trobe University Research Ethics 
Committee. Reporting is consistent with the 
Strengthening the Reporting of Observational 
studies in Epidemiology (STROBE) guidelines.18 
Participants provided their signed written consent 
prior to the start of data collection. Two health 
consumers (parents with experience of the PPC 
service) informed the project.

Setting
PPC services in Western Australia are located at 
the specialist children’s hospital. They provide 
care for children with life-limiting diseases and 
their families in line with recognised definitions of 
PPC by supporting children and their families 
from time of diagnosis of a life-limiting condition 
through their illness including end-of-life and 
bereavement care. Inpatient and outpatient ser-
vices are provided in addition to support and 
delivery of care in the home by close collaboration 
with local providers across the state. The service 
usually has about 70 children requiring palliative 
care.
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Eligibility
Parents of children (18 years and younger) receiv-
ing palliative care were invited to participate. 
They needed to be able to speak, read and under-
stand English. Parents of children who were 
assessed to be within 6–8 weeks of dying were not 
eligible for inclusion.

Design
This was a non-randomised prospective interven-
tion pilot study to evaluate the parents’ support 
needs and the likely impact of the intervention on 
parent outcomes. The researchers delivered a 2-h 
intervention training session for health profes-
sionals. The intervention and all the tools were 
initially pilot tested with six parents.

Description of the intervention: pCSNAT
The CSNAT is a validated evidence-based tool 
used to systematically identify family carer sup-
port needs during their relative’s end-of-life care 
and is carer-led but facilitated by the health pro-
fessional (HP). The CSNAT is structured around 
14 broad domains that fall into two distinct 
groups: those enabling the caregiver to care and 
those that enable more direct support for the car-
egiver. It is brief but comprehensive and enables 
caregivers to identify the domains in which they 
require further support, which can then be dis-
cussed with health professionals and an action 
plan developed. The tool has demonstrated sensi-
tivity to change over time and has face validity as 
well as content and criterion validity.13

The CSNAT has been used in several trials in 
Western Australian adult populations, including 
in caregivers of terminally ill patients,14–16 in 
motor neurone disease19 and for older people dis-
charged from hospital.20,21 The CSNAT was 
adapted for use in a paediatric setting in the 
United States. This adaptation was created 
through a process of community-based participa-
tory research with parents of children living with 
rare diseases in Washington, DC. Semi-
structured interviews and conference calls with 
parents led to the addition of items about spouses 
and siblings, and to changes in wording more 
appropriate for paediatric patients not in hospice, 
but medically fragile.17 Two items were subse-
quently added to the CSNAT: ‘... taking care of 
others in the home (e.g. siblings, ageing parents 
and grandparents?’ and ‘... your relationship with 

your spouse or partner?’, resulting in the pCS-
NAT having 16 domains and used in this study.

The pCSNAT approach has five stages:

1. The pCSNAT is introduced to the parent 
by the HP during a home visit, clinic 
encounter or inpatient admission.

2. The parent is given time to consider in 
which domains they require additional 
support.

3. The HP and parent discuss the domains 
where more support is needed to clarify and 
prioritise their specific needs during an 
assessment conversation.

4. A shared action plan is developed with the 
parent involved in identifying the type of 
input they would find helpful (rather than 
delivery of ‘standardised’ supportive input).

5. A shared review is planned.

Recruitment and data collection
Eligible parents with a child known to palliative 
care and attending a clinical appointment were 
identified and invited to participate. They were 
provided with information sheets about the study, 
given the opportunity to ask questions and com-
pleted a signed consent form and the outcome 
measurement tools (baseline).

The pCSNAT was completed during a scheduled 
clinical appointment or over the telephone when 
deemed appropriate by the HP. Parents completed 
the pCSNAT for a second time within 2–8 weeks 
of the initial encounter. The shorter time period 
was necessary to include those with terminal can-
cers and imminently dying and when the parents 
are at their most vulnerable time to benefit from 
the intervention; otherwise, we would have missed 
on including the cancer group in this study. The 
longer time period was suitable for the non-cancer 
group who did not need a review within a short 
time period. Post-testing of outcome measurement 
tools (follow-up) took place approximately 2 weeks 
after the second pCSNAT had been completed.

Outcome measures
Outcome measures were completed before and 
after the intervention. These tools were chosen 
because of their performance in other similar 
studies that used the CSNAT in the adult 
population.16,21

http://journals.sagepub.com/home/pcr
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The Preparedness for Caregiving Scale22 shows 
changes over time in caregiving preparedness. It 
has eight items scoring from 0 = not at all to 
4 = very well prepared. Satisfactory internal con-
sistency, reliability and stability, and unidimen-
sionality were reported.22 The higher the score, 
the better prepared. A change in the total score of 
two points was considered to be clinically mean-
ingful, given that this would mean a change such 
as from ‘not at all prepared’ to ‘somewhat well 
prepared’ in one item or from ‘pretty well pre-
pared’ to ‘very well prepared’ in two.22

The Family Appraisal of Caregiving Questionnaire 
Palliative Care23 (FACQ-PC) shows changes over 
time in caregivers’ impacts from caregiving. It has 
four sub-scales: Strain, Distress, Positive Appraisals 
and Family Well-being. Scores are from 5 = strongly 
agree to 1 = strongly disagree. It has good internal 
consistency reliability and construct validity.23

Feasibility measures
Feasibility was assessed using the following indi-
cators: the proportion of parents enrolled from 
those approached, the proportion who completed 
the intervention from those enrolled, the propor-
tion who had an action plan and the proportion 
who completed the outcome measurements. In 
addition, parents were asked to rate their experi-
ence completing the pCSNAT on a scale from 1 
to 5 (1 being very difficult and 5 being very easy) 
and to rate how helpful was completing the pCS-
NAT in getting the support they needed on a 
scale from 1 to 5 (1 being very unhelpful and 5 
being very helpful).

HPs were asked to rate how comfortable they 
were generally about using the pCSNAT in eve-
ryday practice on a scale from 1 to 5 (1 being very 
comfortable and 5 very uncomfortable), whether 
the pCSNAT prompted reviews of support put in 
place (yes, no) and whether they recommended 
the use of the pCSNAT as a standard/routine 
practice in their service on a scale from of 1 to 5 
(1 being strongly agree to 5 strongly disagree).

Analyses
Descriptive statistics were used to describe the 
demographic (patients and parent carers) and clin-
ical profile (patients) and the needs as identified by 
the pCSNAT. Data were analysed using the SPSS 
statistical software package version 24. A paired t 
test was used to compare pre-intervention versus 

post-intervention responses to the two outcome 
measurement tools. Sample power was not calcu-
lated as the primary objective of the study was to 
test the applicability of the tool in this setting and 
not to achieve significance.

Results

Participants’ characteristics
Forty-two eligible parents were approached for 
enrolment; 33 agreed to participate and 28 (8 
with cancer and 20 with non-cancer) completed 
the study consisting of the pCSNAT interven-
tion, pre- and post-intervention outcome meas-
ures and the feedback interview. Reasons for 
declining to participate or not completing the 
study were due to the child rapidly deteriorating 
or because of the parent feeling overwhelmed.

Most parents were women (93%) with age rang-
ing from 27 to 55 years (mean = 41.7 years; 
SD = 8.4). Eighty-two percent of parents were 
married/de facto and 14% were separated/
divorced. Seventy-five percent of the parents had 
an Australian background. The age of the chil-
dren ranged from <1 to 18 years with a mean of 
9.4 years (SD = 5.5). The median time from diag-
nosis was 64 months, the median time since the 
child first became unwell was 94 months, and the 
median time since referral to palliative care was 
23 months (Table 1).

There were differences in the profile of parents in 
the two groups. The non-cancer group had higher 
proportions of Australian-born (85% versus 50%), 
lower proportions of employed (35% versus 75%), 
higher proportions from rural areas (25% versus 
12.5%), a longer median period of child being 
unwell (140 versus 24 months) and a longer 
median period since diagnosis (123 versus 34.5 
months), compared with the cancer group, 
although both groups had similar median time 
since referral to palliative care (24 versus 20 
months) (Table 1).

Support needs and actions taken
Time frames and contacts. The median period 
between the first and second pCSNAT contacts 
was 34 days (mean = 42 days, SD = 23, 
range = 14–99 days). Fifty percent of first pCS-
NAT contacts and 7% of second pCSNAT con-
tacts were face-to-face, and the remainder were 
conducted by telephone.
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Table 1. Demographic characteristics of parents (and their children) who completed the study.

All (n = 28) Cancer (n = 8) Non-cancer (n = 20)

 n (%) n (%) n (%)

Condition

 Cancer 8 (28.6)  

 Non-cancer 25 (71.4)  

Gender

 Female 26 (92.9) 7 (87.5) 19 (95.0)

 Male 2 (7.1) 1 (12.5) 1 (5.0)

Age (years)

 Mean (SD) 41.7 (8.7) 39.6 (10.6) 42.5 (8.0)

 Median (min., max.) 42 (27, 55) 40 (27, 55) 42 (27,55)

Current marital status

 Never married or single 0 0 0

 Married or de facto 23 (82.1) 6 (75.0) 17 (85.0)

 Separated or divorced 4 (14.3) 2 (25.0) 2 (10.0)

 Widowed 1 (3.6) 0 1 (5.0)

Cultural background

 Australian 21 (75.0) 4 (50.0) 17 (85.0)

 Other 7 (25.0) 4 (50.0) 3 (15.0)

Highest level of education

 High school 4 (14.3) 1 (12.5) 3 (15.0)

 Diploma/certificate/trade qualification 13 (46.4) 4 (50.0) 9 (45.0)

 University degree 11 (39.3) 3 (37.5) 8 (40.0)

Main employment situation

 Paid employment, including self-employed 13 (46.4) 6 (75.0) 7 (35.0)

 Household duties 7 (25.0) 0 7 (35.0)

 Student/unemployed 2 (7.2) 2 (25.0) 0

Residential postcode

 Metropolitan 22 (78.6) 7 (87.5) 15 (75.0)

 Rural 6 (21.42) 1 (12.5) 5 (25.0)

Relationship to the child you are caring for

 Mother/Father 28 (100) 8 (100) 20 (100)

(Continued)
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Support needs identified by parents. The HPs dis-
cussed with the parents their support needs dur-
ing the two pCSNAT contacts. Figure 1 shows 
the support needs identified by the parents at the 
two time points.

The top five needs, with proportions of parents 
needing support ranging from 65% to 78% at 
baseline, were the following: having time for your-
self in the day (direct support); practical help in the 
home (direct support); knowing what to expect in 
the future when caring for your child (enabling 
support); financial, legal or work issues (direct sup-
port); and knowing who to contact if you are con-
cerned about your child (enabling support).

Three of the five needs related to direct support 
needs for the parents. The need to understand the 
child’s illness was high at follow-up, and that was 
mainly for the non-cancer group. The two spe-
cific paediatric items for the pCSNAT17 identi-
fied that approximately 40% of parents had needs 
in ‘taking care of others in the home’ and about 

30% had ‘needs in managing relationship with 
spouse/partner’.

The item ‘anything else’ consisted mainly of 
needs related to children transitioning to adult 
services, navigating the National Disability 
Insurance Scheme (NDIS) system and disability 
services, and psychosocial support for family 
members such as siblings and grandparents who 
helped care for the ill child.

Actions taken by HPs for the top five needs. The 
action plans discussed by the parents and HPs 
and suggested solutions to address the top five 
unmet needs are presented in Table 2. The con-
versations were about what the parents could do 
for themselves and what could the service do for 
parents in terms of the internal capacity to help or 
reaching out and referring to external health and 
community services. Action plans also explored 
the families’ own social and informal networks to 
provide support and peer support from other 
families in similar situations.

All (n = 28) Cancer (n = 8) Non-cancer (n = 20)

 n (%) n (%) n (%)

Time since child became unwell (months)

 Median (min., max.) 114.5 (8, 219) 24 (13, 68) 140 (8, 219)

Other caring responsibilities (e.g., for children, parents)

 No 19 (67.9) 5 (62.5) 14 (70.0)

 Yes 9 (32.1) 3 (37.5) 6 (30.0)

Time since referral to palliative care (months)

 Median (min., max.) 23.0 (0, 63) 20 (2, 45) 24 (0, 63)

Age of the child (years)

 Mean (SD) 9.4 (5.5) 10.1 (5.7) 9.5 (5.7)

 Median (min., max.) 10.0 (0, 18) 9.5 (1, 17) 10.5 (1, 18)

Gender of the child

 Female 13 (46.4) 6 (75.0) 9 (45.0)

 Male 15 (53.6) 2 (25.0) 11 (55.0)

Time since date of diagnosis (months)

 Median (min., max.) 63.5 (0, 215) 34.5 (6, 67) 123 (0, 215)

SD, standard deviation.

Table 1. (Continued)
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Differences in support needs between the cancer 
and non-cancer groups. The support needs of the 
non-cancer group parents were considerably 
greater at baseline (Figure 2): practical help in the 
home (85%); having time for yourself in the day 
(85%); knowing who to contact (80%); looking 
after own health (70%); equipment to help care 
(65%); getting a break from caring overnight 
(60%); and providing personal care (50%).

The cancer group parents had greater unmet 
needs at baseline in the following domains: talk-
ing with the child about the illness (63%); taking 
care of others in the home (63%); and relation-
ship with partner (50%)

At follow-up (Figure 3), almost all needs were 
considerably greater for the non-cancer group 
parents.

Outcome measures
Parent strain and distress scores (FACQ-PC) 
decreased between the two time periods. Although 
not statistically significant, the p-value was 0.09 
for distress. Improvement in the family well-being 
subscale was significant (p = 0.05), but positive 
appraisals stayed the same between the two time 
periods (Table 3). The mean preparedness to 
care score improved, though not significantly.

Regarding the individual items of the Preparedness 
to Care scale (Table 4), the item measuring ‘par-
ents’ ability to respond to and handle 

emergencies’ involving their sick child improved 
significantly (p = 0.043). Parents’ ability to ‘take 
care of physical needs’ marginally improved 
between the two time periods (p = 0.09). There 
were no significant differences in mean outcome 
measures between the two groups.

Feasibility measures
Seventy-eight percent of approached eligible par-
ents were enrolled and 85% of those enrolled 
completed the study (or 67% of approached eligi-
ble parents completed the study). All 28 parents 
completed the first and second CSNAT contacts 
and had action plans developed. Between 25 and 
28 parents completed the outcome measures, 
with three parents missing four data points in 
their caregiver strain subscale of the FACQ-PC at 
baseline.

Ninety-six percent (n = 27) found the CSNAT 
‘very easy to easy’ to complete, 68% (n = 19) 
found it ‘very helpful to helpful’ to obtain timely 
support, 29% (n = 8) found it moderately help-
ful and only one found it unhelpful. The parents 
who gave lower ratings clarified that their scores 
reflected their frustrations about the complexi-
ties they faced in getting support from govern-
ment agencies rather than any internal service 
support.

Three HPs were ‘very comfortable’ using the 
CSNAT and one was ‘somewhat comfortable’ 
but only initially. However, there were mixed 

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

having �me for yourself in the day

prac�cal help in the home

knowing what to expect in the future when caring for your child

your financial, legal or work issues

knowing who to contact if you are concerned about your child (for a range of needs including at night)

looking a�er your own health (physical problems)

managing your childs symptoms, including giving medicines

dealing with your feelings and worries

equipment to help care for your child

ge�ng a break from caring overnight

talking with your child about his or her illness

understanding your childs illness

taking care of others in the home (e.g., siblings, ageing parents and grandparents)

providing personal care for your child (e.g., dressing, washing, toile�ng)

your rela�onship with your spouse or partner

anything else

your beliefs and spiritual concerns

Baseline

Followup

Figure 1. Support needs identified by parents at baseline and follow-up, n = 28.
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responses as to whether the CSNAT prompted 
timely reviews of action plans due to resources 
and time constraints. Review time periods ranged 
from 14 to 99 days, aided by reminders from the 
research team. All four HPs agreed that the 
CSNAT should be included in routine practice.

Discussion
The goal of this pilot study was to test the meth-
ods and procedures that would be used in a large-
scale test of the intervention. It tested the 

pCSNAT approach in a paediatric setting, with 
comparative analyses between cancer and non-
cancer groups of parents. It demonstrated that it 
is suitable to use the pCSNAT in this paediatric 
setting, as evidenced by two-thirds of eligible par-
ents concluding the study and completing the 
pCSNAT during a scheduled clinical appoint-
ment or by telephone. The outcome measures 
were readily completed by parents before and 
after the intervention. Despite the limitations 
posed by the small sample, all outcomes demon-
strated a tendency to improve, with strain and 

Table 2. Examples of action plans discussed between parents and HPs.

Having time for yourself in the day
She [parent] will work on doing activities she enjoys guilt-free
Walks twice per day (1/2 h morning and 1/2 h evening)
Respite needs currently okay; however, childcare for sibling is minimal. Parents don’t have time together. Plan: social worker to 
help with childcare/Centrelink

Practical help in the home
She [parent] spoke with SW and OT about priorities. Social worker to explore assistance with cleaning and suitable chaplain 
referral.
Explored family help, school community help, private cleaner; mum will be able to pay for cleaner if NDIS provides funding with 
carer respite needs. Plan: If NDIS covers respite needs, family intends on putting extra money into cleaner.

Knowing what to expect in the future when caring for your child
HP discussed what works for [parent name] in terms of how much information; given information on plan for scan and potential 
treatment (potential immunotherapy, surgery + immunotherapy post op); emailed journal article.
GP referral for 10 counselling sessions (to discuss worry about [child name] unknown prognosis); meeting with PCH transition 
team; mum will investigate adult care centre near their home (looking into future care when he is an adult).
Attend palliative care clinic to discuss; PPC to find family to link with; post on complex care Facebook page to see whether 
anyone wants to meet.
Connecting with families in similar situations; raise this at next neurology appointment; remain conscious that there is a lot of 
uncertainty.

Financial, legal or work issues
Mortgage concerns with cutting back on work hours. Agrees to have contact with social worker to assist with this, i.e., contacting 
bank.
She [parent] is considering to employ someone to help with book keeping – even if it is just once/month
[child] needs now 6 weeks as inpatient admission, parent can’t afford to pay for siblings’ childcare needs during this time. Social 
worker to see parents about arranging 6 weeks of emergency child care through Centrelink.
Parent would like to be able to work 3 days to be more available for [child] and siblings; they pay school fees. Work pressures 
where some of her work colleagues are not supportive. Parent finds this affects her health (emotional/mental). Social worker to 
review and assess to help carer explore what financial assistance is available; discuss with school payment plan, Centrelink, and 
Redkite.

Knowing who to contact if you are concerned about your child
Reminded that they [parents] can contact Silver Chain Hospice for any worries and concerns about symptoms.
Mum given epilepsy liaison nurse contacts, all team contacts, including email address, neuroscript phone number (a dedicated 
number from the Neurology team for prescriptions). Explained to mum she can call our team and we can talk through symptoms 
and ask Neurology for help if required.
Mum frustrated by not knowing who to call for different problems and then becomes frustrated when no one calls her back: plan: 
1. Mum can always call or email PPC team for advice who will refer onwards to appropriate service; 2. Neuro issues: email or 
call neuro nurses; 3. GP; 4. Hospital ED if concerned regarding immediate well-being; 5. Team social worker; 6. Nurse specialist 
for immunology; 7. OT name given for rehab/equipment and so on

NDIS, National Disability Insurance Scheme; PPC, paediatric palliative care; ED, emergency department; GP, general practitioner; HP: health;  
OT, Occupational Therapist; PCH, Perth Children Hospital; SW, Social Worker professional.
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Figure 2. Differences in support needs between the cancer and non-cancer groups at baseline.
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Figure 3. Differences in support needs between the cancer and non-cancer groups at follow-up.
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distress demonstrating a tendency to decrease, 
while the positive appraisals, family well-being 
and preparedness to care showed a tendency to 
increase. Such directionality of effects in a pilot 
study is a promising result24 and especially that 
carer strain of parents has been found to strongly 
correlate with their quality of life.7

The need to understand their child’s illness 
increased after the pCSNAT intervention likely 
for the following reasons: The intervention gave 
parents time out of the daily demands of caregiv-
ing to reflect on their understanding of their 

child’s illness; the questions may have increased 
their realisation that their understanding of their 
child’s illness was not complete; and this in turn 
may have increased their confidence and motiva-
tion to seek more information about their child’s 
illness.

Psychosocial support for siblings and grandpar-
ents who help care for the ill child has emerged as 
a distinct issue that could not fit within the exist-
ing item of ‘taking care of others in the home’, 
and this is an item worth including and testing in 
a larger trial.

Table 4. Preparedness for Caregiving Scale at baseline and follow-up.

Higher scores = better prepared Baseline Follow up Test score p-value N

Mean SD Mean SD  

For physical care 3.07 0.663 3.32 0.863 −1.698 0.090 28

For emotional care 2.71 0.810 2.89 0.934 −1.147* 0.251 27

For service finding/set-up 2.54 1.071 2.61 0.956 −0.076* 0.939 28

For stress of caregiving 2.39 1.066 2.32 1.090 −0.524* 0.600 28

To make caregiving pleasant 2.61 0.956 2.64 1.026 0.000* 1.000 28

To handle emergencies 2.89 0.994 3.25 1.005 −2.027* 0.043 28

To get support from the system 2.54 0.962 2.79 1.031 −1.462* 0.144 28

How well prepared overall 3.14 0.891 3.21 0.738 −0.500* 0.617 28

Total mean score 2.73 0.683 2.89 0.709 −1.521 0.140 27

SD, standard deviation.
*Nonparametric methods used – Wilcoxon Signed Ranks test.

Table 3. FACQ-PC scales at baseline and follow-up.

Baseline Follow up Test score p-value N

 Mean SD Mean SD  

FACQ-PC Caregiver Strain
(higher score = more strain)

3.81 0.808 3.72 0.829 0.903 0.375 25

FACQ-PC Positive Caregiving Appraisals
(higher score = more positive)

4.43 0.470 4.42 0.402 0.136 0.893 28

FACQ-PC Caregiver Distress
(higher score = more distress)

3.71 0.650 3.55 0.598 1.728 0.096 27

FACQ-PC Family Well-being
(higher score = better well-being)

3.57 0.891 3.73 0.777 −2.045 0.051 27

SD, standard deviation; FACQ-PC, Family Appraisal of Caregiving Questionnaire for Palliative Care.
Means tested using paired t-tests.
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One HP explained the difference:

Supporting siblings/grandparents in dealing with 
the grief and stress in having a very ill sibling/
grandchild is very different to the practical issues of 
siblings/grandparents (after school activities, meals 
etc) .... this needs to be a different question. It is a 
distinct issue for paediatric palliative care.

Financial, legal or work issues featured highly in 
the needs of parents of children with terminal ill-
nesses in contrast to settings with adult popula-
tions where it was rated much lower.16,20 Parents 
in this study were of working age and raising fam-
ilies; however, only 35% and 75% of the non-
cancer and cancer groups, respectively, were 
employed. The Australian NDIS added another 
layer of complexity to navigate the system and 
funding allowances for respite and other needed 
support.

At both baseline and follow-up, almost all needs 
were considerably more pronounced for the non-
cancer group. This could be due to the consider-
able differences in the lengths of illnesses between 
the two groups, the heterogeneity of illnesses 
within each group and the extent and nature of 
formal and informal support available for the two 
groups. One HP commented,

Many illnesses in the non-cancer group are ill-
defined with very uncertain trajectories that span 
many years accompanied by severe disability 
requiring constant support and equipment such as 
for physical moving, and by consequence years of 
disturbed sleep and other adverse carer outcomes.

In this study, parents in the non-cancer group 
had children who had been unwell since diagnosis 
for a median period that was four times longer 
than the cancer group (123 compared with 35 
months). The non-cancer group parents reported 
higher unmet needs in knowing who to contact if 
they were concerned, and this could be a reflec-
tion of care being provided by multiple teams 
rather than the single team approach for families 
of children with cancer. This was apparent in 
Table 2 where HPs were assisting frustrated par-
ents to know who to call for the different prob-
lems they were encountering. Parents and HPs 
reported that informal support networks and 
non-government organisations were not available 
to the non-cancer group to the same extent they 
were for the cancer group. For a cancer diagnosis, 
there were established informal and social 

networks. By contrast, the non-cancer group of 
parents were more likely to become socially iso-
lated if their child was unwell needing chronic 
long-term and complex care, which reduced their 
opportunities to connect with social networks. 
One HP reflected,

Parents from our cohort [non-cancer] often describe 
feeling like the poor cousins to the cancer group- 
they are aware if their child had a cancer diagnosis 
they would have access to additional supports 
(sibling camps, help with utilities for example).

It is interesting that most of the challenges 
reported in this study, particularly for the non-
cancer group, were the same as those reported 13 
years ago in a study undertaken in this paediatric 
tertiary hospital.25 The same differences in the 
profile, care burden, complexity and long-term 
duration of care, social and physical isolation, 
information needs and coordination of care 
between the two groups were highlighted. More 
recently, Collins and colleagues7 reported that the 
higher proportion of non-cancer conditions in 
their study could have contributed to the demon-
strated high levels of distress, burden and unmet 
needs.

While access and availability of clinical support 
have improved for both groups since the 2007 
study, what remains of significance are the differ-
ences in support that these two groups receive 
from the not-for-profit and community-based 
organisations and the partnerships between for-
mal and informal networks which are better 
established for cancer.

Implications for practice
Despite the clear benefits for family carers in 
many previous studies of adult populations, intro-
ducing comprehensive assessment of carer needs 
into routine practice is still a challenge or an aspi-
ration as highlighted by the CSNAT developers: 
‘While there is clear research evidence and posi-
tive policy ambitions to achieve comprehensive, 
person-centred assessment and support for car-
ers, so far these remain as aspirations in practice 
delivery’.26 They reported 10 organisational bar-
riers that can be overcome by a number of strate-
gies that include consistent identification of 
carers, a protocol for needs assessment, a record-
ing system separate to patients, time and work-
load capacity of staff, and support from senior 
managers.26
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As in previous Australian CSNAT studies under-
taken in different settings,16,19,27 time and work-
load capacity of staff, particularly in undertaking 
regular reviews of carer needs, was a challenge that 
was encountered in this study. One suggestion, 
that could have assisted prompting for reviews, is 
the tool having a scoring system to alert to severity 
of needs. This could have elicited more timely 
reviews by HPs who could prioritise their follow-
ups according to severity of these needs. One such 
evidence-based tool with a scoring system is the 
Carers’ Alert Thermometer.28 However whichever 
assessment approach is used in routine clinical 
practice, service providers would need to make the 
judgement when to introduce it and how often.

The issues identified by the non-cancer group in 
all domains of needs warrant more attention for 
development of more tailored and coordinated 
models of care, including the support from the 
non-government sector. This may also involve 
partnerships with the community to boost the 
support of the informal networks for example, 
through a Compassionate Communities Model 
of end-of-life care,29 which harnesses the informal 
resources inherent in communities.30

Limitations
The difference in number of participating parents 
of non-cancer versus cancer patients is compatible 
with proportions reported in the literature. Fraser 
and colleagues31 reported that the distribution of 
life-limiting diagnoses comprised only 13.7% 
oncology, with the majority being congenital 
anomalies and neurologic diagnoses. A study 
undertaken in the same hospital in Perth 13 years 
ago25 had 15% cancer and 85% non-cancer, and 
Collins and colleagues7 had 85% of their sample 
consisting of non-cancer conditions. Our study 
had a higher proportion of cancer diagnoses com-
pared with the literature (29% cancer and 71% 
non-cancer).

It is to be expected that outcomes would not be 
significant considering the small sample size and 
the relatively short follow-up period for changes 
to take place. These findings will inform a larger 
study regarding suitability of design and outcome 
measures. Further details on other acceptability 
matters captured in interviews with parents and 
HPs will be covered in a forthcoming article. The 
results of this study may not be generalizable to 
parents who are not receiving palliative care from 
this tertiary service or not at all, and therefore 

their unmet needs and well-being outcomes will 
differ and possibly these may be worse.

Conclusion
This project has shown that there is a benefit to 
using a systematic and evidence-based approach 
to assessing and addressing the support needs of 
parents in a timely manner. Using such a short 
form provided a concise and comprehensive ‘one 
stop shop’ for HPs to identify and address prob-
lems encountered by parents. Such problems 
have been usually reported in a piecemeal manner 
using lengthier questionnaires to assess the same 
aspects of needs but stopped short of implement-
ing the necessary strategies. This pilot study has 
demonstrated that this intervention is appropriate 
for further testing in larger studies using a longer 
follow-up period.

Acknowledgements
We gratefully acknowledge the participants (par-
ents and health professionals) for contributing to 
this research project, the consumer representa-
tives for their advice and Taryn Vose for her 
assistance.

Funding
The authors disclosed receipt of the following 
financial support for the research, authorship, 
and/or publication of this article: This research 
was funded by a grant from Health Department 
of Western Australia through the WA Cancer and 
Palliative Care Network and supported by La 
Trobe University and Perth Children’s Hospital.

Conflict of interest statement
The authors declared no potential conflicts of 
interest with respect to the research, authorship, 
and/or publication of this article.

ORCID iDs
Samar M. Aoun  https://orcid.org/0000-0002- 
4073-4805
Suzanne Momber  https://orcid.org/0000-0001- 
6232-4930

References
 1. Bergstraesser E. Pediatric palliative care-

when quality of life becomes the main focus of 
treatment. Eur J Pediatr 2013; 172: 139–150.

 2. Arango P. Family-centered care. Acad Pediatr 
2011; 11: 97–99.

http://journals.sagepub.com/home/pcr
https://orcid.org/0000-0002-4073-4805
https://orcid.org/0000-0002-4073-4805
https://orcid.org/0000-0001-6232-4930
https://orcid.org/0000-0001-6232-4930


SM Aoun, FJ Gill et al.

journals.sagepub.com/home/pcr 13

 3. McGraw SA, Truog RD, Solomon MZ, et al. ‘I 
was able to still be her mom’ – parenting at end 
of life in the pediatric intensive care unit. Pediatr 
Crit Care Med 2012; 13: e350–e356.

 4. Wells N, Bronheim S, Zyzanski S, et al. 
Psychometric evaluation of a consumer-
developed family-centered care assessment tool. 
Matern Child Health J 2015; 19: 1899–1909.

 5. Department of Health, Western Australia. 
Paediatric and adolescent palliative model of care. 
Perth, WA, Australia: WA Cancer and Palliative 
Care Network, Department of Health, Western 
Australia, 2009.

 6. Jones BL, Contro N and Koch KD. The duty of 
the physician to care for the family in pediatric 
palliative care: context, communication, and 
caring. Pediatrics 2014; 133(Suppl. 1): S8–S15.

 7. Collins A, Burchell J, Remedios C, et al. 
Describing the psychosocial profile and unmet 
support needs of parents caring for a child with a 
life-limiting condition: a cross-sectional study of 
caregiver-reported outcomes. Palliat Med 2020; 
34: 358–366.

 8. Collins A, Hennessy-Anderson N, Hosking S, 
et al. Lived experiences of parents caring for a 
child with a life-limiting condition in Australia: a 
qualitative study. Palliat Med 2016; 30: 950–959.

 9. Verberne LM, Kars MC, Schouten-van Meeteren 
AY, et al. Aims and tasks in parental caregiving 
for children receiving palliative care at home: 
a qualitative study. Eur J Pediatr 2017; 176: 
343–354.

 10. Thompson A. Paediatric palliative care. Paediatr 
Child Health 2015; 25: 458–462.

 11. Landfeldt E, Lindgren P, Bell CF, et al. 
Quantifying the burden of caregiving in 
Duchenne muscular dystrophy. J Neurol 2016; 
263: 906–915.

 12. Connor JA, Kline NE, Mott S, et al. The 
meaning of cost for families of children with 
congenital heart disease. J Pediatr Health Care 
2010; 24: 318–325.

 13. Ewing G, Brundle C, Payne S, et al. The Carer 
Support Needs Assessment Tool (CSNAT) for 
use in palliative and end-of-life care at home: a 
validation study. J Pain Symptom Manage 2013; 
46: 395–405.

 14. Aoun S, Deas K, Toye C, et al. Supporting family 
caregivers to identify their own needs in end-of-
life care: qualitative findings from a stepped wedge 
cluster trial. Palliat Med 2015; 29: 508–517.

 15. Aoun S, Toye C, Deas K, et al. Enabling a 
family caregiver-led assessment of support 

needs in home-based palliative care: potential 
translation into practice. Palliat Med 2015; 29: 
929–938.

 16. Aoun SM, Grande G, Howting D, et al. The 
impact of the Carer Support Needs Assessment 
Tool (CSNAT) in community palliative care 
using a stepped wedge cluster trial. PLoS ONE 
2015; 10: e0123012.

 17. Lyon ME, Thompkins JD, Fratantoni K, et al. 
Family caregivers of children and adolescents 
with rare diseases: a novel palliative care 
intervention. BMJ Support Palliat Care. Epub 
ahead of print 25 July 2019. DOI: 10.1136/
bmjspcare-2019-001766.

 18. von Elm E, Altman DG, Egger M, et al. The 
Strengthening the Reporting of Observational 
Studies in Epidemiology (STROBE) statement: 
guidelines for reporting observational studies. Int 
J Surg 2014; 12: 1495–1499.

 19. Aoun SM, Deas K, Kristjanson LJ, et al. 
Identifying and addressing the support needs 
of family caregivers of people with motor 
neurone disease using the Carer Support Needs 
Assessment Tool. Palliat Support Care 2017; 15: 
32–43.

 20. Aoun SM, Stegmann R, Slatyer S, et al. Hospital 
postdischarge intervention trialled with family 
caregivers of older people in Western Australia: 
potential translation into practice. BMJ Open 
2018; 8: e022747.

 21. Toye C, Parsons R, Slatyer S, et al. Outcomes 
for family carers of a nurse-delivered hospital 
discharge intervention for older people (the 
Further Enabling Care at Home Program): single 
blind randomised controlled trial. Int J Nurs Stud 
2016; 64: 32–41.

 22. Archbold PG, Stewart BJ, Greenlick MR, et al. 
Mutuality and preparedness as predictors of 
caregiver role strain. Res Nurs Health 1990; 13: 
375–384.

 23. Cooper B, Kinsella GJ and Picton C. 
Development and initial validation of a family 
appraisal of caregiving questionnaire for palliative 
care. Psycho-Oncology 2006; 15: 613–622.

 24. Bowen DJ, Kreuter M, Spring B, et al. How we 
design feasibility studies. Am J Prev Med 2009; 
36: 452–457.

 25. Monterosso L, Kristjanson LJ, Aoun S, et al. 
Supportive and palliative care needs of families of 
children with life-threatening illnesses in Western 
Australia: evidence to guide the development of a 
palliative care service. Palliat Med 2007; 21: 689–696.

 26. Ewing G and Grande G. Providing comprehensive, 
person-centred assessment and support for family carers 

http://journals.sagepub.com/home/pcr


Palliative Care & Social Practice 14

14 journals.sagepub.com/home/pcr

towards the end of life: 10 recommendations for achieving 
organisational change. London: Hospice UK, 2018.

 27. Aoun SM, Toye C, Slatyer S, et al. A person-
centred approach to family carer needs 
assessment and support in dementia community 
care in Western Australia. Health Soc Care 
Community 2018; 26: e578–e586.

 28. Knighting K, O’Brien MR, Roe B, et al. 
Development of the Carers’ Alert Thermometer 
(CAT) to identify family carers struggling with 
caring for someone dying at home: a mixed 
method consensus study. BMC Palliat Care 2015; 
14: 22.

 29. Hilbers J, Rankin-Smith H, Horsfall D, et al. ‘We 
are all in this together’: building capacity for a 
community-centred approach to caring, dying 
and grieving in Australia. Eur J Pers Cent Healthc 
2018; 6: 685–692.

 30. Aoun SM. Bereavement support: from the 
poor cousin of palliative care to a core asset of 
compassionate communities. Prog Palliat Care 
2020; 28: 107–114.

 31. Fraser LK, Miller M, Hain R, et al. Rising 
national prevalence of life-limiting conditions 
in children in England. Pediatrics 2012; 129: 
e923–e929.

Visit SAGE journals online 
journals.sagepub.com/
home/pcr

SAGE journals

http://journals.sagepub.com/home/pcr
http://journals.sagepub.com/home/pcr
http://journals.sagepub.com/home/pcr



