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Preface

The study reported here provides a unigue and much needed contribution to the future planning of palliative care for Western Australia.

The aims of the study were;
1) to better understand the needs of families of chiidren suffering from life threatening conditions in Western Australia, and
2} identify the extent of service provision currently available for these families.

Results from this study provide an evidence base for the development of a statewide paediatric palliative care service.

The team undertaking this study involved a balanced blend of researchess, clinicians, consumers and community representatives
with knowledge and expertise in issues related to care of children. The collaborative efforts of Edith Cowan University, the
Children’s Hospice Association {Inc), and Princess Margaret Hospital for Children have been especially helpful in ensuring a
comprehensive examination of the issues was achieved.

Several important factors were considered during study design. There is a growing awareness of the need for co-ordinated and
comprehensive palliative and supportive care for children who are chronically ill or have life-limiting ilinesses and their famities.
The needs of this populaticn are unique and require special cansideration to enable the delivery of interdisciplinary care that aims
to relieve suffering and improve quality of lfe. Although the needs of children who sutter either from a life threatening or chronic
disability and/or illness and their families were thought to be significant, there was little evidence to verify the extent of this need
in Western Australia.

An additional impetus for this study was the Children’s Hospice Association {Inc) who had been actively raising funds and gathering
support for the construction of a hospice in the Perth metropolitan area that would provide respite and end-of-life care for children
and their families. The Children's Hospice Association generously provided in kind and financial support to ensure that this needs
assessment could be undertaken to better inform future care for children with life-threatening and progressive illnesses.

This report presents the study findings from the perspective of families, as well as service providers. The results provide an
extremely helpful set of recommendations for fusure palliative care planning and will form an important component of the overall
health care review currentty underway in Western Australia.

The team should be commended for this excellent report. The next steps will be to ensure that the pailiative care and broader
health care community work collaboratively to ensure that the recommendations arising from this study are r_e_a_lised.

Clive Deverell

President, Palliative Care Western Austraiia:_ o
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Executive Summary

BACKGROUND

Pailiative care is the relief of symptoms, regardless of their impact on the underlying disease process. The philosophical

underpinning of current international paediatric palliative and supportive care models is that palliative and supportive care should
be offered to all children with life threatening or chronic ilinesses/disabilities with complex care needs. This approach allows the
integration of cure-directed treatment and palliative care, allowing children to benefit from both philosophies of care.

In Australia, thers is increasing recognition of the need for the development of appropriate paediatric palliative care services,
especially in Western Australia where supportive care services for children with life-limiting conditions are significantly underdeveloped.

The needs of children with life threatening conditions and their families are unique and require special consideration to enable the
appropriate delivery of muitidisciplinary care that aims to relieve suffering and improve guality of life. Although traditionally skils
and knowledge base were developed for end-of-life care for adults, palliative care for children with life-threatening illnesses may
be combined with curative or disease-modifying therapy.

In addition, a child’s progressive, life-threatening illness has a profound effect on all dimensions of family life!. Families are
affected emotionally, psychologically, and financially as family structure and organisation become permanently altered. Only
recently have the specific palliative care needs of children and their families been recognised?-4:

> (hildren are physiologically and pharmacodynamically different to adults®7.

> Children who require palliative care represent a smaller and more varied population in terms of the range of diagnoses encountered®,

> The treatment of childhood diseases incorporates tremendous variation in the state of readiness for transition to an exclusively
palliative approach8.

> Aggressive attempts to proleng life are more likely in the paediatric setting. 10.

> Access to key components of the palliative care model (i.e. supportive care that seeks to provide symptom control due to disease
or treatment) is often required before a child begins palliation™!,

> Developmental factors influence the child’s understanding of illness and death, their ability to communicate and participate in
decision-making, as well as their response to paint.

> Paediatricians often develop longstanding relationships with children and their families and are less likely to hand over care?0,

> |n paediatric cancer, provision of paliiative care is often of short duration!® and traditional hospital care is not necessarily the most
appropriate mode! for palliative care provision as most families of children with cancer will opt for home care if given the opportunity2,

> Grief is often more prolonged following the loss of a child!3,

Current models of paediatric palliative care in Australian include hospital care services, free-standing hospices, home care programs,
and residential care services. It cannot be assumed that models of pailiative care that exist elsewhere in Australia are necassarily
transferable without some modification for paediatric palliative and supportive care in Westemn Australia, given the diversity in
geography, population distribution, illness profile, and provision of tertiary paediatric services. The notable lack of evidence to guide
the development of Western Australian paediatric palliative and supportive care services provided justification for this study.

OBJECTIVES

To identify the palliative and supportive care neads of families of children with life threatemng cond;tmns _
reatemng 'oﬂdltlons and their famifjes.
dltsons__ar_ga cu_rrently met.

To identify the palliative and supportive care services currently available to chifdren wuth In‘e
To examine how the pali:a‘{we and supportwe care needs of families of chlldren W|th hfe threatemn




IETHODOLOGY

is two-phase study used both quantitative and qualitative methods.

"asé 1 comprised face-to-face or telephone interviews with 134 parents to administer a series of guestionnaires to determine:
Th"é demographic profile of parents ant children, including children’s medical diagnoses and treatments.

hildren's abilities to perform essential daily finctional skills.

The needs of parents and sibiings. :

rents’ education and support needs.

Sarvice and educational resource wtilisation by children and parents in hosital and community settings.

:_Thé level of anxiety and depression in parents.

rents were stratified into two cohorts: non oncology and oncology. Stratification was undertaken because the majority of parents
the nen oncology cohort had living children whilst the majarity of the oncology cohort were bereaved and also involved in a
tional paediatric oncology palliative care needs study.

hase 1l comprised in-depth interviews with 38 families to further explore the following major issues identified in Phase I:
The concepts of palliative and supportive care.

The need for family respite.

Potential use of a children’s hospice facility.

Issues related to care of a sick child including the emotional and financial impact.

Sémi-structured interviews were also undertaken with 20 service providers to determine:
o, The extent of services provided.

Client eligibility criteria.

o Waiting times.

® Types of services offered.

¢ Barriers and facilitating factors to service provision.

- KEY STUDY FINDINGS

1. Children with life-threatening and/or progressive illnesses prefer to remain at home for care whenever possible.

: 2. Many families are significantly affected physically, emotionally, mentally and financially.

- 3. Parents need ongoing multidisciplinary suppert from PMH throughout the trajectory of their child's iliness.

4. Parents require specific assistance regarding the provision of care, inciuding aids and equipment, appropriate nutrition and pain

management for their sick children.

Home visits by health professionals are required by families of children requiring paliiative care, especially to discuss management

of nutrition and pain.

6. Professienal carers proving in-home and residential respite care must be skilled in the care of such children.

1. Parents require clear, straightforward information about their child’s condition, treatment and long term outcome.

8. Parents require education and practical assistance with caring for their other children.

9. Siblings of sick children have specific needs and are sometimes burdened with the care of their brother/sister.

10.Parents use and require access to a wide range of community education and resources.

11.Families of children who require end-of-life care prefer that care he provided i the home.

12.Families of children with chronic life-threatening illnesses/or disabilities require access to both in-home and residential respite care.

13.There is a need to improve current levals of in-home and residential respite care services.

14.Professional carers providing end-life-home care require specific paediatric knowledge and experience, particutarly regarding
medication dosages and administration.

15.Some parents of children with non-oncology conditions would use a dedicated children's respits centre.

16.Improved coordination between community-based disability services with service providers and families is required. There is a nead
for increased leadership to organise inter-agency coltaboration, and for a case management approach for families.

~ 17.The eligibility criteria for accessing support (e.g. respite, aids and equipment, allied health care, home care) are narrow and inconsistent.

" 18.There are a number of access and travel issuss related to inadequate parking, limited public transport and ACROD bays at PMH and

in the community.

19.There is a lack of recognition of the caring role, with many families feeling isolated and "battling on”.

e




CORE ELEMENTS IDENTIFIED FOR CONSIDERATION IN THE FUTURE
DEVELOPMENT OF AN INTEGRATED PALLIATIVE AND SUPPORTIVE CARE
SERVICE IN WESTERN AUSTRALIA

Results from this study have led to the identification of a mode! of care for a statewide paediatric palliative and supportive care
service that is based upon two key principles:

<+ Care must be community based, linked and integrated with Princess Margaret Hospital in collaboration with other
community services such as Disability Services Cammission, Silver Chain and Lady Lawley Cottage.
< Care must be coordinated by a full multidisciplinary team in consultation with the children and their families.

The model must incorporate the following core elements:
. Simple and accessible homea-based care for all families of Western Australia.
. Care that is individualised and responsive to parents’ needs.
. Care that is coordinated by a full multidisciplinary team.
. More inclusive criteria for access to support services.

1

2

3

4

5. Access to flexible and responsive respite support.

6. Plans for long term care support,

7. Caters for end-of-life care.

8. Specific designated respite beds.

9. Need for specialised respite services for children with non-ancology diseases thome ard special facilities).

10.Caardination between existing community-based disability services (in terms of palliative and supportive care for children), service
praviders and families {i.e. a need for broader criteria to accommodate the needs of children and their families, a need for increased

leadership to organise inter-agency collaboration, and a need for a case management approach by famiies).

Empirical findings from this study provide specific guidelines for the broad delivery of palliative and supportive care for children
suffering from life threatening or chronic ilinesses/disabilities with complex care needs. Appropriate infrastructure support is
required fo facilitate the provision of quality and effective supportive and palliative care through partnerships betwaen sick children,

their families and health professionals.




equire special consideration. The report presented here examines the specific needs of children.

tuv'b averall aims of the study were:
b"provide a broad and detailed description of the palliative and supportive care needs of Western Australian
children and their families, and

o identify the extent of service provision currently available for these families.

BACKGROUND LITERATURE

¢ focus of paediatric care has traditionally been limited to investigation, diagnosis, treatment and cure. This model of care has led
a dramatic change in the way children with life-limiting conditions (particularly those with cancer) receive care. Over the past two
¢ades, advances in medical science and technology have been rapid and cantributed to ever increasing survival rates for children
with life-limiting ilinesses. However, despite improved susvival rates, there can be ro assurance of cure and the imminence of death
as been replaced by uncertain survival. Life-threatening ilinesses that children may suffer from have been categorised as follows':

= (onditions such as cancer for whom curative treatment is available but may fail,

> (Conditions such as cystic fibrosis or HIV-1 infection requiring regular prolonged and intensive therapy that may provide a good

- quality of life, but may still result in premature death,

> Progressive conditions such as mucopolysaccharidoses where treatment is exclusively palliative from the time of diagnosis and may
~ extend over many years, and

> Severe disabilities (often neurclogical) such as cerebral palsy or congenital anomalies that are neither progressive nor immediately
life-threatening, but may lead to complications with a risk of premature death.

- Many of these conditions are encountered only in paediatric practice.

. Definitions of Paediatric Palliative Care: The growth of palliative medicine for adults has not been parallelled in paediatrics.
+ Hence, there is a striking lack of evidence in the scientific literature relating to paediatric palliative care. Traditionally, palliative
+ care has focused on the aging population and adults with a terminal illness, with a focus on cancer. In 2002 the World Health

22 Organisation'? issued the following paediatric-specific definition of palliative care:

"The active total care of the child's body, mind and spirit, and also invelves giving support to the family. It begins when illness is
diagnosed, and continues regardiess of whether or ot a child receives treatment directed at the disease. Health providers must
evaluate and alleviate a child's physical, psychological, and social distress. Effective palliative care requires a broad multidisciplinary
approach that includes the family and makes use of available community rescurces; it can be successfully implemented even if
resources are limited. |t can be provided in tertiary care facilities, in community health centres and even in children's homes.”

This definition is more inclusive than traditional definitions and emphasises a palfiative approach to care for children with a wide
range of illnesses in a range of settings.

The definition provided by Palliative Care Australiat® emphasises provision of care delivered, where possible, in the environment of
the person’s choice, encompassing support to the patient’s family and friends. This definition also emphasises the provision of grief
and bereavement support for the family and other carers during the life of the patient and continuing after his/her death.

Similarly, the American Academy of Pediatrics!! {AAP) has suggested that traditional definitions of palliative care are too narrow
and rigid and may prevent children who could benefit from palliative care services, but are not actively dying, from receiving such
services. The AAP supports a model in which cure-directed treatment and palfiative care are integrated, allowing the child to
benefit fram both philosophies of care.

A more useful definition that adopts these characteristics has been developed by the Royal College of Paediatrics and Child Health
{UK} in conjunction with the Association for Children with Life-Threatening or Terminal Conditions and their Families:

“Palliative care for children and young adults with fife-limiting conditions is an active and total appreach to care, emhracing
physical, emotional, social and spiritual elements. It focuses on enhancement of quality of life for the child and support for the
family and includes the management of distressing symptoms, provision of respite and care through death and bereavement” 1.




Unique Palliative Care Needs of Children and Their Families: The treatment of childhood diseases is notable because of thy
tremendous variation in the state of readiness for transition to an exclusively palliative approach®. As well, developmental factar :
influence a child's understanding of illness and death, his/her ability to communicate and participate in decisien-making®. Access 1,
key components of the palliative care model {ie supportive care that seeks to provide disease or treatment related symptom contrel)
is often required before a child begins palliation!!. Although the principles of palliative care from aduft models can be applied to
chitdren with a life-limiting iliness such as cancer, the specific needs of dying children and their families are unique and require
special consideration?4. A child's progressive, life-limiting illness has a profound effect on alt dimensions of family life as families
are affected emotionally, psychologically, and financially and family structure and organisation become permanently altered!8, |
Paediatric health carers are becoming increasingly more aware that traditional hospital care is not necessarily the most appropriate :
mode! for palliative care provision, and that most families of chifdren with cancer wilt opt for home care if given the opportunity'2,

Palliative Care Service Development for Children: Worldwide, paediatric palliative and supportive care services have only
recently developed® 19, Seminal work by Frager® and Himelstein and colleaguesZ0 has recently confirmed that palliative care is
appropriate for children with a wide range of conditions, even when cure remains a distinct possihility. The American Academy of
Pediatrics?! supports a mode! in which cure-directed treatment and palliative care are integrated, allowing the child to benefit from
both philosophies of care. This model is strongly supported by the United Kingdom's Royal Coliege of Paediatrics and Child Health in
conjunction with the Association for Children with Life-Threatening or Terminal Conditions and their Famifies. Palliative and
supportive care should be offered to ali children with life threatening illnesses where cure is not an option, as weil as to children
with chronic illnesses/disabilities with complex care needs. These previously deseribed models of paediatric paliiative care,
proposed and adopted by child health providers of the United States of America and the United Kingdom, provide a pathway for the
delivery of paediatric palliative care. However, it cannot be assumed that the models developing in other parts of the world will
necessarily be concordant with the Australian health care and cultural context.

The Australian Context: During the 1980s there were notable developments in the care of dying people in Australia. Since that
fime, paliiative care has emerged as a specialised field in the health care system in Australia, and there has been significant
growth in the number and type of palfiative care services available. Unfortunately, this growth has largely focused on the needs of
the adult population. Although there is an increasing awareness by health professionals of the need for comprehensive care for
dying children and their families, there is a notable lack of evidence based literature to guide this newly emerging specialty of
paediatric paliiative care. There is a risk, therefore, that health providers and planners may feel pressured to respond to the needs
of this unigue population with adult models that are considered bacause they do not meet the specific neads of families of children
dying from a terminal illness.

In Austrafia, development of palliative care services for children is in jts infancy. The majority of families of children with life-
iimiting conditions choose to care for their children at home. However, caring for a chronically sick or dying chitd at home is an
snormous and complex task. Depending upon the child's condition, families can be faced with long-term care regimens that can be
complex and isolating. Limited time may be available to deal with day-to-day needs of healthier siblings, or to sacialise with family
and friends. Family carers often require a break from the constant pressures of caring on long term basis for the life-timited chiid
and respite care may enhance the bakance of family fife and help maintain the viability of family care arrangements. However,
tamilies must be secure in the capabilities of the carers with whom they entrust the care of their child, as concern about the quality
of care their child receives in families’ ahsence can mitigate the benefits of any respite services offered to families. As well,
circumstances of families caring for a child with a chronic condition may change so that access to respite services cannot always be
planned well in advance. Some families will choose to care for their child in their own heme during the final stage of their ifiness,
often with the support of a professional team during this time, yet may be reluctant to spend this time in a hospital setting.



Although organisations exist in Western Australia that provide care for chronically sick and disabled children with life-limiting
inesses, no single organisation provides the comprehensive care needed by these children and their families. Members of the WA
fldren's Hospice Association {Inc), as well as some health professionals and community organisations involved in the care of

se children and their families, believe that a children’s hospice may be required. However, there is considerable debate as 1o
'éiher funds would be better spent by improving home care services, offering respite for both children and their carers, or by
_E\'}fding a free-standing institution.

é_i‘e are currently fwo children’s hospice facilities in Victoria and New South Wales (Very Special Kids and Bear Cottage) and a
hildren's hospice is under construction in Queensland. Development of these facilities was based on perceived family needs rather
han empirically derived needs of the target population. To date, no formal evaluations of these services have been undertaken and
E"hilst anecdotal reports indicate that these facilities are extremely helpful to many families, a population based assessment of
rieeds of children with life-threatening and progressive illnesses wha might benefit from these types of services is needed. Reports
r'dm key informants in these settings indicate that the development of these services did not involve coliaboration with paediatrie
'_t:_aftiary service providers. This issue has since been resolved and is recommended as an important strategy for others in planning
imilar types of services.

Some states pravide paediatric pain and palliative care services, and/or dedicated paediatric pailiative care consultants and teams.
Evaluations of these models of care suggest that there may be elements of these services that would be helpful in Westem Australia.
mportant lessons can be learned from these states regarding the infrastructure required for the development of supportive and
“palliative care services in Westemn Australia in conjunction with the population based needs assessment reported here. Hawever,

. given the diversity in geography, population distribution, the disparity of support services and the existence of a sole terh@ry

© paediatric referral centre, these types of facilities cannot he assumed to be appropriate for paediatric palliative and suppomve care
n WA. Therefore, an empirical approach to examining this issue within the context of WA was warranted.

- This study addressed this knowledge deficit by determining the palliative and supportive care neads of families of children who
- have life-limiting conditions, how and where these needs were met, as well as the perceived bartiers to service provision.

'SPECIFIC STUDY AIMS

. What are the palliative and supportive care needs of families of children with life threatening conditions?
<2, What palliative and supportive care services are currently available to children with life threatening conditions and their families?
3. How are the palliative and supportive care needs of families of children with fife threatening conditions met?

4. Towhat extent are the supportive care and palliative care needs of families met in the hospital and community settings?
5. What are the perceived barriers and facilitating factors associated with the supportive care and palliative care as perceived by
parents and setvice providers?

 INNOVATION

The striking feature of this important paediatric study was the level of inquiry undertaken in collaboration with academic staff,
ealth professionals, and community agencies. The broad scope of the study was demonsirated by the age range of children
{0

epresentative sampling of families (metropolitan, regional and rural}, and the comprehensive views and comments that were sought

- 19 years) and families approached, the inclusive range of life-limiting conditions and chronic disahilities/illnesses, the

fcm families, health professionals, and community agencies?Z. As well, a creative mix of quantitative and qualitative

rhethodologies was used to expand the scope and enhance the analytical power of the study23, This approach was supported by
pr’evious research with this population, that has shown the importance of asking families about their needs using a combination of
imple quantitative questioning techniques as well as qualitative interviews to prompt further depth and detail regarding care needs.



STUDY DESIGN AND METHOD

A prospective, two-phase descriptive study using a combination of quantitative ard qualitative methodologies was used,
The study was undertaken between February 2003 and March 2005.

ETHICAL CONSIDERATIONS

Ethical approval to conduct this study was obtained from Edith Cowan University, Women's and Children’s Health Service of
Western Australia, South Metropolitan Health Service, Fremantle Hospital and Health Service, Confidentiality of Health Information
Committee (CHIC}, the Cerebral Palsy Association, and the Disability Services Commissian.

DEFINITIONS

The following terms have been defined and used throughout this study and report:

Respite Care: Supportive services for children with life-limiting conditions and their families. These services are provided by
appropriately trained carers and include in-home care, day care, residential care, and end-of-iife care.

In-home care: Services that are delivered by appropriately trained carers in the child’s own home.

Residential care: Services that are delivered by appropriately trained carers in a designated children's care setting. This service also

provides day care services for planned and emergency specialised childeare.

Children's Hospice: A "home away from home” for children with Kfe-Emiting conditions and their families that offers continuity of
care, support and respite into adulthood and/or for the duration of life, that includes ongoing bereavement support following the
death of the child.




hase comprised face-to-face or telephone interviews with parents to administer a series of six questionnaires to determine:
A demog;aphic profile of parents and children including children’s medical diagnosis and treatments.

hildren's performance with essential daily functional skills.

arent and sibling needs.

Parent education and support needs.

}fService and educational resource utitisation in both hospital and community settings.

“The level of anxiety and depression in parents.

NCLUSION CRITERIA

é_iénts of children who suffered from a conditicn in any one of the following disease categories were eligible for inclusion in this
tudy. Categories 1-4 comprise life threatening conditions originally devised by Goldman'. For the purpose of this study, an
dditional category {see b} was added to include children with chronic ilinesses/disabilities that had complex care needs, in keeping

ith current international paediatric palliative and supportive care models that suggest palliative and supportive care should be
fiered to children with life threatening illnesses or chronic illnesses/disabilities.

Conditions such as cancer for which curative treatment is available but may fail.

Conditions such as cystic fibrosis or HIV-1 infection requiring regular prolenged and intensive therapy that may provide a goed
; quality of life, but may result in premature death.

- Progressive conditions such as mucopolysaccharidoses where treatment is exclusively palliative from the time of diagnosis and
: may extend over many years.

. Severe disabilities {ofien neurological) such as cerabral palsy or congenital anomalies that are neither progressive nor

- immediately life-threatening, but may lead fo complications with a risk of premature death.

: Other conditions, where patients have complex care needs {e.g. autism, intractable bowe! disease, Crohn’s disease, glutaric aciduria,
cranio-facial malformation, endocrine disorders) or are receiving ongoing curative treatment but are not considered ferminal.

:."iVEany of these conditions are only encountered in the paediatric setting.

TARGET POPULATION

he population for this study included children with life-limiting cenditions, and children with chronic disabilities or ilinesses with

:.:comp[ex care needs. It was not possible to determine the number of potential parents for this study as diagnostic information is not
feadily available in this state. In a UK study, Nash16 estimated that 1:1000 children aged hetween 0-16 years will have a life-
~limiting illness, and of them, 25% will use palfiative and supportive care services. According to the Ausiralian Bureau of Statistics
figures for 199924, there were 480,200 children and adolescents aged between 0 - 17 years in WA. Based on these figures, use of

:ﬁ Nash's16 equation showed there were potentially 480 children with a life-limiting #lness in WA at the time of study. Of these, 120

* families were likely to use palliative and supportive care services.

'SAMPLE

Four hundred and ninety seven families were identified as eligible for inclusion in this study. Of these, 385 families were identified
:"by staff {consultants, nurses, social workers, physiotherapists) at PMH, and 112 families through media advertisements This figure
_closely matched the estimated number of potential parents using Nash's25 formula. Despite ethical approval being granted from the
__PMH Committee for the Conduct of Ethical Research to approach these families through their child’s treating consuktants,
'__ﬁonsultants agreed for only 145 of the 385 families identified to be approached. As a result, a large media campaign was conducted
0 augment recruitment. Two hundred and fifty seven families {145 from PMH, 112 from responses o media advertisements} were
pproached for consent to participate in Phase | of the study. Of these, 138 parents consented to participate (54% response rate), of
~whom 134 were interviewed (37%).
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STUDY COHORTS

Parents were stratified into one of two cohorts: non-oncology that included parents of children with, or who had died from, a life
threatening iliness and oncalogy that included parents of children with, or whe had died from cancer, Stratification was
undertaken because the majority of parents in the non-oncology cohort had living children (i.e. 110 of 114 parents), whereas the
maiority of parents in the oncology cohort were bereaved (i.e. 13 of 20 parents). As well, parents in the oncology cohort were
also involved in a national paediatric oncology palliative care study.

RECRUITMENT PROCESS FOR PHASE |

According to the requirements of the PMH Ethics Committes, each parent was initially sent a etter of invitation (signed by the head
of department if recruited through PMH, or, signed by the lead investigator if recruited through the media or community service
agencies), a tick-box Torm and reply paid envelope. If parents chose to participate, they were advised to complete the tick-box form
indicating their willingness to be sent an information sheet about the study and a consent form. Upon receipt of the signed consent
form, the research assistant contacted each parent by telephone and arranged an appointment to conduct the Phase | interview
gither face-to-face or by telephone. At the completion of the Phase | interview, parents were asked if they would be willing to
participate in Phase |I.

QUESTIONNAIRES

1. Demographic

The demographic guestionnaire captured disease-retated informatien and demographic data for children such as gender, age and
clinical data consisting of type of diagnosis, age at diagnosis, treatment regimens, and the approximate date of transition from
curative to palliative fotus of care and death details if appropriate. In addition, demographic data about parents such as age,
aducation and work details, and details about other children were collected.

2. Service and Educational Resource Utilisation (SERU)

This survey was originally developed by Pedersen and colleagues'™ for use in families of children with cancer in the Cueensland

population. The purpose of the SERU is to explore the access and/or use of services and educational resources available from

community service agencies and/or local regional health centres. The SERU was amended to reflect the available community

service agencies and/or local regional health centres in Western Australia. The SERU comprised seven sections and included

yes/no, Likert-type and open ended questions as follows:

» Section 1: Services provided at PMH, community services and agencies, use and preference of respite, and use of a Children’s respite
gentre {n = 47).

e Section 2 guestions about trave! to PMH or other treatment centres (n= 11).

o Section 3: questions about the financial impact of caring for a child with a life threatening illness {n =7).

» Section 4: questions about use of educational and other resources at PMH {n = 15).

» Section 5: additional demographic questions about the child and family not included in the demographic questionnaire {n =17,

» Section B: comprised 14 items from the Hospital Anxigty and Depression Scale (see below for full description) as well as 2 guestions about
whether the care-giving role caused isolation and communication difficutties with family, friends and members of the general community.

» Section 7: questions about specific carer needs refated fo services and education (n=13).

3. The Hospital Anxiety and Depression Scale (HADS)

The HADS is a widely published, easy to use, validated and reliable tool to assess levels of psychological symploms amongst a
sample. The scoring system divides the total scores into four categories: normal {scores 0-7), mild (scores 8-10) and moderate
(scores 11-14) to severe {scores 15-21) anxiety or depression. Although the title may suggest its use may be limited to patients in
hospital, it has been shown to be a concise and useful instrument for other populations such as the parents in this study?®, Previous
Cronbach’s alpha reliability coefficients of 0.78 for anxiety and 0.86 for depression have been reported for this instrumentZ5.

In this study, the overall internal consistency for all scales for the oncology cohort was 0.80 for anxiety and 0.87 for depression; and
was (.80 for anxiety and 0.79 for depression for the non-oncology cohort. All scales were considered to be reliable.
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., WeeFIM I

he WeeFIM 1127 is a widely used, reliable and valid tool that measures children's functional ability with everyday functioning.
ke WesFIM 1l is an 18-item {with 8-14 levels per item), ordinal scale instrument that measures a child's consistent performance
1essential daily functional skills according to the following three domains:

elf-care: eating, grooming, hathing, dressing Upper and lower body, toileting, bladder and bowe! management
Johility/Transfers: chair/wheelchair, toilet, tub/shower, locomotion {watk/wheelchair) and stairs

ognitive: comprehension, expression, social interaction, problem solving, memory
For each item in gach domain, there were three possible scores: 1 = help required, 2 = supervision required, and 3 = no help or
upervision required. The total score for each domain was calculated, and divided by the number of items.

revious internal consistency scores (Cranbach’s alphal for all three domains have been reported between 0.85 - 1.0077. For this
fudy, the intesnal consistency of the WeeFIM 1l for the oncology cohort was 0.86 for the self-care domain, 0.96 for the mobility
omain, and 0.95 for the cognitive domain as calculated by the Crenbach’s Alpha coefficient. The internat consistency for the non-
-':Dhcology cohort was 0.95 for the self-care domain, $.86 for the mobility domain, and 0.94 for the cognitive domain. All three
..'dbmains for hoth cohorts used in this study were considered reliable.

:5; Patient Carer Needs Survey (PCNS)

he PCNS is a 16 item instrument derived from the Home Caregiver Needs Survey?8, The 14 items represent “Patient Carer Needs
urvey”. For each item, parents/carers were asked to respond to three separate Likert-type scales ranging from 0-4. These scales
“measured perceived importance of the need (0 = not at all important, to, 4 = extremsly important), how well the need had been met
(0=nota need to 4=completely met), and if they would have liked to learn more (0=not at all, 1o, 4=a great deal). The PLNS has
vaioust demonstraled stability as measured by test-retest procedures achieving dimension coefficients of 0.85-0.9720. The
'_:_ri_temai consistency reliability of this scale was demonstrated by an overall Cronbach's alpha coefficient of 9.93.

- Cronbach’s alpha coefficients for the oncology cohort study ranged from 0.81 to 0.87, and (.87 to 0.83 for the non-oncology cohors
. Ehdicating a high degree of internal consistency. All three subscales for both populations were considered reliable.

. Family Inventory of Needs-Paediatric “Fin-Ped”

- The FIN-PED is based on the 20-item Family of Inventory of Needs (FIN) develeped by Kristjansen and colleagues for use in an adult
opulationZ®, The FIN-PED was modified for the paediatric population and tested as a 52-item instrument in a Canadian paediatric

: _éncer setting30, Following data analysis, a modified 17-item version of the FIN-PED was developed. The FIN-PED is a multi
:'Hijmensional instrument structured to include 3 subscales, the first measuring the importance of care needs, the second measuring
. the extent to which needs are met, and the third measuring the need for fusther information. All subscales have achieved an
‘estimated internal consistency of 0.94, and there is evidence of the instrument’s stability over time30,

:embers of the research team have tested the FIN-PED with mothers and fathers of children with cancer in the sole tertiary referral
entre of WAS!, The FiN-PED demonstrated stability over time as measured by test-retest procedures achieving intraciass
.correlations between 0.79 and 0.95. The internal consistency reliability of each need according to the degree of importance,

ihether the need had been met, and whether parents regquired further information regarding the need was determined by
calculation of Cronbach’s alpha coefficients. These ranged from 0.83 to 0.98 indicating a high degree of internal consistency.

he FIN-PED has also been tested for refiahility in a major paediatric tertiary referral centre in Queensland with non-metropolitan
arents. Internal consistency ranged from .77 to 0.95 for all but one subscale {the need for clear and open and clear responses to

:' 'l_iestions) where intemnal consistency ranged from 0.51 for the degree of importance to 0.78 for the need for more information'®.

or this study, the intemal consistency across all subscales for the oncology cohort ranged from 0.77 to 0.99, and 0.64 to 0.96 for
. the non-oncology cohort indicating a high degree of internal consistency.
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NON-ONCOLOGY COHORT

110 non-bereaved parents and 4 bersaved parents of children with life threatening ilinesses other than cancer wete interviewed.
Given the small number of bereaved parents in this cohort, the findings presented are for nen-hereaved parents onty (n = 110

DEMOGRAPHIC CHARACTERISTICS

Children's Biagnosis

As shown below and in Figure 1, the majority of children suffered from a condition that met the criteria for Category 4.

1. Conditions such as cancer for which curative treatment may fail {see Oncology cohort resuits in next section).

2. Conditions (e.g. cystic fibrosis or HIV-1) requiring regular prolonged and intensive therapy that may provide a good quality of life, but
may result in premature death {n = 15; 14%}.

3. Progressive conditions {e.g. mucopolysaccharidoses) where treatment is exclusively palliative from the time of diagnosis and may
extend over many years (r = 14; 13%).

4. Severe disabilitias (often neurological) such as cerebral palsy or congenital anomalies that are neither progressive nor immediately
life-threatening, hut may lead to complications with a risk of premature death (n = 64; 58%).

5. Other conditions where patients have complex care needs {e.g. autism, severe diabetes, Crohn’s disease) or are receiving ongoing
curative treatment, but are not considered palliative {m = 17; 16%).

percent

premature death palliative from severe disability other - need
possible diagnosis complex care

Figure 1. Diagnosis of children by disease category.




ge of children at diagnosis

igtire 2 shows the majority of children were diagnosed between birth and 3 years of age {n=h8, 53%].

60 —

percent

antenatal at birth birth - 3 years 4 -7 years 8- 10vyears
igure 2. Age of children at diagnosis by age range in years.

{ospital Attendance

he majority of children received care from PMH {n=103, 94%%) and over 30% {n = 33) of children were admitted to PMH on more

than 16 occasions {Figure 3).

507

percent

<Btimes 6- 10 times 11-15times > 16 times

'. Figure 3. Frequency of admission of children to PMH for treatment.
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Children's functional ability with everyday activities

The Wee Fim Ii was used to measure children’s functional ability with everyday activities. For the mobility domain, the mean score
was 2.04 (D = 0.75); for the cognitive domain the mean score was 1.92 {SD = 0.81}; and for the self-care domain the mean score
was 1.62 {SD = 0.67). Across all domains 58 {n=64) of children required some help or supervision (Figure 4}. A significant proportion
of children required assistance with mohility {n=60; 55%), cognitive tasks (n=63; 57%), and self-care {n = 80; 73%).
80—
70—
80—
50—

40—

percent

30

mobility cognitive self-care

Figure 4. Assistance required with daily functioning assessed by the Wee Fim H
aceording to the mobility, cognitive and self-care domains.

in the mability domain, the mast highly ranked prohlems ocourred with:

e (oping with bath or shower transfers

o Wheelchairs

s Stairs

Eighty two percent {n=90} of the children walked, 16% (n=18) used a wheelchair and 2% {n=7} crawled.

In the cognitive task domain, the most highly ranked problems included:
o Problem solving

o Memory

s Comprehension

In the self-care domain, the most highly ranked problems included:
¢ Dressing the lower body

e [athing and toileting

¢ [ressing the upper body




Parents’ demographic details

Seventy four percent {n = 82) of parents resided in the metropolitan area, and 26% {n = 28} in rural areas.
» Most parents were aged between 31-40 years {n = 56; 51%], with 37% (n = 41} aged between 41-50 years (Figure 5).

60 —

21-30 31-40 41-50 over 50

ure 5. Age range of parents in years.

74% {n = 81) of parents were married or were living in a defacto relationship, and 25% (n = 28) were single parents

» 32% (n = 35} of parents had a bachelor's degree or higher, 5% {n = 28) had no tertiary qualification and 23% (n = 25} had a
= gertificate/diploma

s 30%i(n = 33) of parents worked full time

42% (n = 46) of parents were full time home carers

92% (n = 101) of children held a Heath Care Card

As shown in Figure 6, the majority of parents were mothers {76%. n = 82)

= Care was shared between mothers and fathers in 21% (n=23) of cases

100 =7

percent

mother father other single parents

Figure 6. Carer status.
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Impact of child’s condition on parents and family

As shown in Figure 7, 37% {n = 41) of parents reported their general heatth as either poor or fair, and 59% {n = 65) as either good or excellent,

percent

poor fair good excellent

Figure 7. General health status of parents.

As previousiy described, the Hospital Anxiety and Depression Scale {HADS) was used to measure anxiety and depression in the
parents of this study at the time of interview. Thirty three percent {n = 36) of parents reported moderate to severe anxiety and 23%
{n =25} of parents reported moderate to severe depression {Figure 8).

80—
depression

607

anxiety

normat mild moderate severs

Figure 8. Anxiety and depression in parents as measured by the HADS.

A large proportion of parents (77%:; n = 85} stated the care-giving role caused them to feel isolated from friends and family. The
maijority of parents {n = 96; 87%) also reported the care-giving role had affected their ability to go on family holidays or attend
family social events. Qualitative data confirmed the above findings and demonstrated that many parents had not had a holiday since
their child was born or diagnosed. Table 1 shows that overall, 86% {n=94) of parents reported a moderats to very high overall
financial impact as a result of caring for their sick children. L




ble 1 Dverall financial impact of caring for a sick child (N=110).

Overalt financial impact n o
None 4 36
Small - 109
“Moderate 29 96.4
High 33 30.0
- Very high 32 29.1

p’bsts related to transport, accommodation, pharmacy items and aids and equipment accounted for the majority of the financial impact
{Figure 8). Only 21% {(n=23) of parents had access to transport benefits, and only 15% {n=16} had access to accommodation benefits.

80—
no impact

60— moderate impact
severe impact

40 =

20—

1] ] ] 1
transport accommodation aits and pharmacyitems  contactwith clothing care of other food
equipment family children

Figure 9. Costs contributing to overall financial impact of caring for a sick chitd.

: Travel to hospital and parking arrangements

L e

@

93% {n = 102) of parents used a private car for transport to hospital or treatment centre

43% {n = 47) of parents who resided in metropolitan areas spent less than 30 minutes travelling to PMH and 49% [n = 54) of parents
{ook betwesn 1/2 hour to 1 hour, No participant spent more than 2 hours. For all parents/carers, the travelling distance was less than
100k (80% less than 50 km and 26% less than 100 km)

80% (n = 20} of parents who resided in yural areas travellad for less than 1 hour to reach PMH, 33% {n = 43) took between 1 1o 2
hours and 25% (n = 2B} over 4 hours. The travelling distance was between 50 and 199 km for 32% (n = 35) of parents and over 200km
for 64% {n = 70) of these parents. 18% (n = 20} of parents residing in rural areas travelled to hospital by air

h%% (n = 65} of parents experienced moderate o severe difficulty travelling to PMH

Of the 89% of parents who travelled to PMH for their child's care, 77% {n = 75) stated that parking was an issue, 8% (n = 8} stated that
travelling from hame 1o PMH was a problem and 12% {n = 12) complained about waiting times to see health professionals

A large proportion of parents stated they found both travelling to, and parking at PMH difficult and this appeared to have an impact
on thair quality of life. The parents in this study were particutarly affected because many children were not independently mohile
. and required assistance with mobility {e.g. wheelchairs).
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Travel 1o Community Serviges.

e 9B% {n = 108) of parents used local health services.

e All parents living in matropolitan areas spent |ess than 1 hour travelfing to these local services {65% less than 30 minutes, 35%
less than 1 hour). For 89% the distance travelled was less than 50km.

e 87% {n = 27) of parents living in the rural area travelled less than 1 hour to reach these services, 79% less than 30minutes, 18%
between 1/2 hour and 1 hour, and 4% between 1 ard 2 hours. The distance was less than 50 km for 88% of rural families. No
family fravelled more than 200 km %o reach local health services.

e B83% (n=91) of all parents experienced minimal to no difficulty when attending focal services.
¢ 60% {n = 66) of all parents received support from ACROD.

e 42% (n=45) of parents who travel to local health services commented about this issue. For 32%, travelling from home to local
health services was a problem. it was generally difficult for 20% (s = 22} and parking was an issue for 16%.

KEY HEALTH PROFESSIONALS, SERVICES, AND RESOURCES AT PMH

The Service and Educational Resource Utilisation {SERU) questionnaire was used to determine use of PMH services {including key
health professionals).

Section 1 of the SERU guestionnaire was used to explore the use of PMH services (including key health professionals). Parents were
then asked how easy it was to access each professional/service, and how helpful these were using Likert-type scales ranging from
0-41{0=not atall, to, 4 = extremely). Results represent items rated as either 3 or 4 (Table 2.

Table 2. Frequency of access, ease of access, use and helpfulness of key health professionals and services at PMH (N=103).

PMH health professionals Had access Ease of access Freguency of use Helpfulness

and services n % n % n % n %
Specialist doctors 100 97.1 b4 54.0 97 97.0 69 711
Other health services (see Table 3} 63 61.2 19 778 61 9.8 53 86.9
Dietician 49 476 23 48.9 47 85.9 78 53.8
Physiotherapist 47 456 26 55.3 46 978 37 80.4
Liaison nurses 45 437 33 73.3 44 97.8 33 780
Occupational therapist 38 369 24 63.2 38 100.0 28 73.7
Social worker 38 369 22 57.9 36 94.7 23 63.9
Children’s activity co-ordinator 34 330 27 794 33 97.1 26 788
Dentist 34 33.0 16 471 34 1000 27 794
Psychologist 26 5.2 13 50.0 27 B4.6 7 3.8

Pain team 13 12.6 N 84.6 13 1000 10 76.9




Table 3. Other services at PMH used by children and their parents.

Audiology Neurology clinic
Chaplain or Minister Neuroscience
Diagnostic tests eg. cardio tests Ophthalmologist

Early intervention feam {Orthopaedic appliances
EEG Orthopaedic clinic
Emergency (accident) {Orthotics

Emergency (for admission} Pharmacy
Endacrinology Physio for Botox injections/treatment
ENT {Ear nose throat) Psychologist

Epilepsy dept. Ophthalmologist Respiratory clinic

Fye Clinic Respiratory medicine
(iastro-enterologists Sleep study clinic
(ienetic counselling Speech Therapy

Hip surveillance clinic Spinal clinic
Hydrotherapy pool Stoma therapy
Immunoglebutin service/ immunology School

The Kalparrin Centre® Home visiting nurse

Medical supplies

* Help and support for families of children with special needs.

Key professionals and services most frequently used were: specialist dactors, other services and dieticians. Key professionals and
services easiest to access were: the pain team, children's activity co-ordinaters, and other services. The most helpful key
professionals and services were: other services, physiotherapists, and dentists.

Besources at PMH

Parents were asked 1o rank resources at PMH according to frequency of use and helpfulness (results shown reflect parents who
ranked the resources as either very or extremely useful). The results are shown Table 4.

Table 4. Frequency of use and helpfulness of resources at PMH {MN=110).

PMH resources Frequency of use Helpfulness
n % n %
Specialised agencies (e.g. Cerebral Palsy Association, DSC) 92 89.3 74 B80.4
General information from nurses on the ward 65 63.7 42 64.6
Internet sites about your child's condition and treatments b8 56.8 36 §2.1
Written information sheets about your child's specific condition/ problem 55 54.5 79 51.8
Pamphlets about your child's specific condition/problem b2 51.8 26 51.0
-Education by staff about how to care for your child at home 52 510 36 89.2
Information or advice from family and friends 48 471 18 375
Information from PMH liaison nugses 43 422 28 65.1
“Support groups or programmes 34 34.7 22 64.7
Educational videos 19 188 8 421
Programmes/courses about your child’s condition 17 16.7 13 76.5
Audio-visual material {e.g. television, audio-tapes, videos) 13 124 8 B61.5
Practical aids for teaching {e.q. photos of child's programme} 12 11.8 7 58.3

The resources most frequently used were specialised agencies, general information from ward nurses, and internet sites about the
child's condition and treatments. ‘

The resources considered “most helpful” were specialised agencies, programs/courses about child’s condition, and education by
staff about how to care for the child at home.
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COMMUNITY SERVICES AND RESOURCES

Parents were asked to rank key community services and resources according te frequency of use and ease of access and helpfulness.
Table 5 shows results for services and resources rated as either: very or extremely easy to access, and very or extremely helpful.

Table 5. Frequency of access, ease of access, use and helpfuiness of community resources (N=110).

Community resources Had access Ease of access Frequency of use Helpfulness
n % n % n % n %
Local general practitioner 9z 837 60 65.2 91 98.9 B7 738
Disability Services Commission 73 6.4 48 65.7 73 100.0 45 61.6
Other health services (see Table 6) 63 57.3 45 7.4 63 100.0 50 794

Compiementary medicine practitioners 37 337 0 0.00 35 97.3 0 0.0
Lacal public hospital 36 327 23 63.9 35 87.2 24 686
{acal paediatrician 35 s 21 60.0 34 g7.1 32 94.1
Camrmunity support services (specify e.g. church) 35 31.8 3 88.6 34 97.1 29 85.3
Community heatth nurse 32 29.1 17 53.1 22 68.7 13 59.1
Cerebral Palsy Association 32 79.09 20 §2.50 30 9375 24 80.0
Private therapy 29 264 17 58.6 26 89.7 21 80.7
Silver Chain 26 7386 14 53.8 25 96.1 18 720
Local public hospital with 2 paediatric facility 14 12.7 6 429 14 100.0 7 50.0
Local private hospital 8 1.3 7 B75 ] 75.0 4 66.7
Local private hospital with a paediatric facility 5 45 4 80.c 4 80.0 3 75.0

Table 6. Other cemumunity resources used by children and their parents.

Child Development Centre Red Cross Respite
Chiropractor Riding for the disables
Dentist Rocky Bay

DSC camp Ronald McDonald House
Hydrotherapy School Age Therapy Services {SATS)
The Kalparrin Centre® School dentist

lady Lawley Cottages School nurse

local cardiologist School nurse

Massage School psychologist
Neurological Council Speech therapy
Occupational therapy Spina Bifida Association
Perth Home Care Therapy Focus
Physiotherapy

* Help and support for families of children with special needs.

The key services and resources most frequently used included the local GP, Disability Services Commission and other services.
The key services and rescurces most easily accessed were the local GP, Disability Services Commission, and other services, The most
helpful key services and resources were the local GF, other services, and Disability Services Commission.
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' RESPITE AND SUPPORT

“The maijority of parents retied on support from their immediate family. Table 7 shows that 64% {n=70} of parents relied on support
from their partner.

- Table 7. Support from immediate family {N=110).

Immediate family membar n %
‘Partner (hushand, wife or partner) 70 64
Other children 18 15
_Combination 9 8

-Table 8 shows that 56% {n = 51} of parents relied on support from their extended family, mainly grandparents (n=34; 31%).

“Table 8. Support from extended family (N=51).

‘Extended family member n %

Grandparents 34 31
‘Parents’ sibling 1 10
- Combination 11 18
Neighbours 9 8
Others (ex partner, babysitter, other members of extended famiiy) 6 5

Respite

Govenment funded or private in-home care was used by 46% (n= 51} of families. As shown in Table 9, the three agencies most frequently
used by families wers i.dentity.wa {18%), Disahility Services Commission {DSC - e.g. Getabout} {18%) and the Cerebral Palsy Assaciation [16%].
{Of note, 12 {24%) families used a combination of agencies. 11 (22%) families did not spacify the name of the agency used.

Tahle 9. Agencies used for in-home respite (N=51}

Agency

-}

—
(e

Combination of agencies used
Other {not specified}
i.d.entity.wa {formerly Catholic Care)
BSC (eg. Get About)
Cerebral Palsy Association (CPA)
Activ Foundation
Rocky Bay
Home and Community Care (HACC)
DSC Locat Area Coordinators (eg. Home Care Pursuit)
Perth Home Care
Red Cross Respite
Sense
Silver Chain
Lady Lawley Cottage
Neurological Council
Babysitter
Southwest Family
"YMCA
Private aid

—_
o =
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Table 10 shows agencies used for residential respite care. Forty six percent of families used government funded or private respite out
of home. The three most frequently used associations were i.dentity.wa (n =11, 24%), Lady Lawley Cottage {13%), DCS (11%), and Red
Cross Respite {11%]. 9% of families dig not name the associations used, and 16% of families used combination of several associations.

Table 10. Agencies used for residential respite care (N=45).

=

Agency

i.d.entity.wa {formerly Catholic Care) H
{ombination of agencies used
Lady Lawley Cottage

DSC (e.g. Get About)

Red Cross Respite

CPA

Private aid

Other (not specified)

Rocky Bay

Activ Foundation

Host Family

Regional associations

LAC (e.g. Home Care Pursuit)
Post Options

Southwast Family

Wesley Mission

YMCA

—_—e s R RN LW s B OO~ —

Table 11 shows that 24% (n=11} of families used residential respite care on a weekly basis, and 24% (n=11) of families used respite
at intervals of greater than one month. Residential care was used mainly overnight (n=25, 56%] or during daylight hours [n=23,
51%}. 11 {24%) families used residential respite care for a number of different time periods.

Table 11. Frequency and time of use for residential respite care {N = 45).

n

Frequency of use
Daily 1
Weeldy 1
Weekend 4
Fortnightly 4
Monthly B
Period greater than one month 1
Occasionally

Time preference
Day 23
Night {including evening) 75
Holidays 7
Weekend only 10

Combination of above 1




e 43% {n=4/} of families reported experiencing a waiting period for accessing in-home and residential respite care services

e The mean waiting period was 10 months (SD = 9.76), with a range of 1.5 months to 3 years

e 40% {n=44) of families did rot use either in-home or residential respite care services. Of these families, 25% would have
preferred to use in-home care services, 23% would have preferred to use residential care, and 18% weuld have preferred to use
respite provided by other family members

o Only 2% of families felt they did not need respite services

» Families who would choose to use residential care prefer the location to be within easy travel distance, and were prepared to
travel a mean distance of 76 km {SD = 82.44), with a range of 2km to 200km

e [f given the option, families prefer to use in-home respite services on a weekly or monthly basis

Respite centres

e 34% (n=17} of families who accessed respite services used either a dedicated respite centre (n=13; 26%), or family home (n=4; 7%)

o The age range (based on median scores} of children and adolescents cared for in paediatric specific respite centres (89%; n=45)
ranged from 0 fo 18 years

o The mean trave! distance to centres was 45 km {SD = 78.32], range was 1 - 400 km

Children’s respite centre concept

72 (79%} parents responded to a specific question regarding use of a dedicated children’s respite centre if available. 51% (n=37)
said they would use such a facility, and 49% {n=35) said they would rot. Of the families who would use a dedicated Children’s
respite centre, use of the centre would be on 2 menthly or weekend basis {Table 12).

Table 12. Projected use hy parents of a dedicated children’s respite cenfre according to frequency and time preference (N =32).

Agency n

Frequency of use

Daily

Weekly

Fartnight

Monthly

Period greater than ane month
Oscasionally

O CoO W0 W A —

Time preference

Night (including evening)
Holidays 1
Weekend only 2

Independent living program

» 46% {n = 42) of parents thought their sick children would not be able to live with them in future. Fourteen percent of parents
were unsure if their children would continue to be able to live with them in future

& 59% {n=65} of parents helieved their sick children would require future placement in an independent fiving program.
(f these, 8% {n=75} had already explored this issue
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CARER MEEDS

The Patient Carer Needs Survey (PCNS) was used to determine the needs of parents. The PCNS comprised 14 items (i.e. needs). For
each need, parents were asked to respond to three separate Likert-type scales ranging from 0-4. These scales measured the
perceived importance of the need {() = not at al} important, to, 4 = extremely important), how wel! the need had been met (0 =not a
reed, to, 4 = completely met), and whether parents would have liked to learn more about the particular need (0 = not at all, to, 4 =3
great deal). Results for items scared as either 3 or 4 are shown in Table 13.

Table 13. Needs of parents (N=110).

Patient carer needs Important How well met Need more
information
n % n % n %

To know how to obtain equipment to help with my child’s care

(e.g. Kanga pump, orthotics, wheelchair). b7 54.3 25 238 20 .0
To have home visits by health professionais as needed

(e.g. for therapy or by the Visiting Nurse). b4 51.0 36 340 25 247
To know ways to maintain a normal lifestyle with my child. 52 50.0 42 404 36 349
To know ways to deal with difficult behaviour. 51 477 50 46.7 a2 39.2
To know more about ways to help me care far my child. 50 46.0 50 46.0 34 36.1
To know about ways to provide my child with adequate nutrition. 48 44.4 33 308 28 26.2
To know what information to give my child {appropriate to his/her age). 46 43.0 38 355 32 311

To know how to help my child participate in activities with the
able-badied in the community. a6 4272 48 4.9 37 33.9

Assistance in matheds of medical management for my child

{e.g. Kanga pumps, seizure management), 29 276 14 13.3 12 11.6
To know ways to overcome problems associated with use of a wheelchair, 24 24.5 25 255 19 19.8
Infermation about how to get my child to eat. 25 240 30 285 22 216
To know about ways to help keep my child comfortable. 23 220 16 15.4 12 15
information about nutritional drinks for my child. 15 14.9 16 187 13 13.0
TJo know ways to help my child fee! better about his/her appearance. 15 146 18 173 12 11.9

The highest rated carer neads were: to know how to obtain equipment to help with child's care, to have home visits by health
professionals as needed, and to know ways to maintain a normal lifestyle with child.

Carer needs that were not well met were: to know ways to deal with difficult behaviour, to know more about ways to help care for
child, and to know how to help child participate in activities with the able-bodied in the community.

The needs about which parents requested more information were: te know ways to deal with difficult behaviour, 1o know mare about
ways to help care for child, and to know ways to maintain a normal lifestyle with child.




SERVICE AND EDUCATIONAL NEEDS

Section 7 of the SERU was used to explore the specific carer needs related to services and education. For each need, parenis were
asked 1o respond to three separate Likert-type scales ranging from 0-4. Thess scales measured the perceived importance of the
need (0 = not at all important, to, 4 = extremely important}, how well the need had been met (0 = not a need, to, 4 = completely
met), and whether parents would have liked more information about the particular need (0 = not at all, to, 4 = a great deal}. Results
for items scored as either 3 or 4 are shown in Table 14.

Table 14. Carer needs related to service and education needs (N=110).

Carer service and educational needs Importance How well met Need more
information
n % n % n %

To know about what financial assistance is available

{e.g. Patient Assisted Travel Scheme (PATS) 68 61.8 75 68.2 58 53.2
To have access to more specific sources of information

ahout my child’s condition 58 527 51 484 42 38.9
To have practical help with my child at home 55 50.0 62 56.3 36 33.0
To have access to health care professionals’ advice out of regular hours 48 43.6 45 40.9 28 26.2

To know about complementary medicines and treatments for my child

{e.g. vitamins and herhal tonics) 42 38.2 50 454 32 294
To know about focal health care resources while at home 40 .4 45 4.9 30 278
To know more about the role of other medicines for my child (e.q. antibiotics} 28 5.4 78 7254 14 130
Ta know more about managing travel and distance issues 15 13.8 21 19.3 6 1540
To know about schoal/day care options for my other childsen 7 9.0 7 9.0 4 53
Help in administering medications to my child 8 1.3 ] 54 2 18

The most important service and educational needs were: to know about what financial assistance is available, to have access to
more specific sources of information about child's condition, and to have practical help with child at home.

The service and educational needs not as well met as expected by parents were: to know what financial assistance is available, to
have practical help with child at home, and to have access to more specific sources of information about child’s condition.

Parents needed more information about the needs: to know about what financial assistance is availabie, to have access io more
specific sources of informatien about child’s condition, and o have practical help with child at home.
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FAMILY NEEDS

The tamily Inventory of Needs — Paediatric {HN-PED) was used to determine the needs of parents. the FIN-PED comprised 17 items
{i.e. needs). For each need, parents were asked to respond to three separate Likert-type scales ranging from 0-4. These scales
measured the perceived importance of the need (0 = not at all important, to, 4 = extremely impertant), how well the need had been
met (0 = not a need 1o 4 = completely met), and whether parents would have liked to learn more about the particular need (0 = not
at all, to, 4 = a great deal}. Results for items scored as either 3 or 4 are shown in Table 15.

Table 15. Family needs.

Family needs Important How well met Need more
information
n % n % n %

To feed that the heatth care professionals were sincere in caring ahout my child 103 938 22 20.0 16 5.1
To know ! could ask questions any time 103 936 28 254 20 19.1
o be told when and why changes were being made in my chifd's treatment plans 97 90.6 19 17.8 16 15.4
To have explanaticns given in terms that were understandahle to me 97 88.2 27 245 19 18.1
To have trust in the health-care system 96 87.3 56 50.9 36 34.3
To feel there was hope Q0 81.8 o6 50.9 28 217
To know to whom | should direct my guestions ae 818 36 327 20 191
Ta be informed of changes to my child's condition 89 81.6 30 275 29 776
To know that heaithcare professionals would offer me the
opportunity to participate equally in my child's care B85 78.0 23 21.5 14 131
To know what treatment my child was recelving 83 76.8 8 74 10 95
To know what side effects the treatment can cause 76 697 42 3849 38 35.5
To know the probable cutcome of my child's illness 73 §7.6 49 454 31 29.5
To know when to expect side effects to occur 68 62.4 68 62.4 49 47.8
To know how to handie the feelings of my other children bd 53.5 40 396 3 313
To know how to give infermation to my other children
{appropriate to his/her age} 48 485 30 303 23 235
To know what information to give to my ather
children (appropriate to his /her age} 46 46.5 33 33.0 24 245
To have thorough information about how to care for my child at homs 39 368 25 23.6 21 0.2

The highest rated family needs were: to feel that the health care professionals were sincere in caring about child, to know parents
could ask questions any time, and to be told when and why changes were being made in child’s treatment plans.

The family needs not as well met as expected were: to know when to expect side effects to occur, to feel there was hope and to
have trust in the health-care system, and to know the probable outcome of child's illness.

Highest rated needs ahout which parents required more infermation were; to know when to expect side effects to occur, to know
what side effects the treatment can cause, and to have trust in the health-care system.




SUMMARY OF PHASE 1 FINDINGS FOR NON-ONCOLOGY COHORT

The majority of parents were caring for a child with a nan-progressive reurclogical condition. Most children were diagnosed
between birth and the age of 3 years and attended Princess Margaret Hospital (PMH) often, either as inpatients or outpatients.
Many children required assistance with daily functioning (mobility, self care and cognitive skills). Most parents were aged between
31 and 50 years of age, and lived in the metropolitan area. Of these, a significant number were single parents. Most parents
experienced a significant financial impact, and feel the burden of caring for a sick child caused isolation, interferes with caring for

_ gther children and impacted on socialisation with partrers, families and friends. Many parents suffered seme degree of anxiety
and/or depression, and had poor or fair general health. Most parents experienced a significant degree of difficulty travelling to PMH
and found parking there difficult. This included issues of transperting their child from their vehicle to the hospital site. This problem
was also experienced when travelling to other health services, though not as significant.

The most helpful and eastly accessible PMH services included: other services {e.g. orthotics, Kalparrin, pharmacy, speech pathology),
physiotherapists, and occupational therapists. The most helpful and easily accessible community services included: local GPs, DSC,
and other health services (e.g. Rocky Bay, school health and schoel dental services, Spina Bifida Associatisn, Riding for the Disabled).

Most parents relied on support from their immediate and extended family — mainly from grandparents. Almost half of parents used
government or privately funded respite provided either in their own home, institutions {such as Lady Lawley, Catholic Care, Rocky
Bay, or Red Cross), or in the homes of carers and other family members. The waiting period for respite ranged from 2 months to 3
years, with an average waiting time of 10 months. A third of parents stated they would use a children’s respite centre if it were
available. Many parents envisaged they would reach a point where they could no longer care for their child and were investigating
other arrangements.

Care-related needs rated highly included the need to; know how to obtain equipment to assist with care of their child; have home
visits from hospital staff; and to know ways of maintaining a normal lifestyle with their child.

Service and resource needs rated highly included the need to krow about what financial assistance is available, have access to
mare spacific sources of information about chitd’s condition, and have practical help with child at home.

Family needs rated as most important included the need to: feel that the health care professionals were sincere in caring about
child, to know questions could be asked at any time, and to be told when and why changes were being made in child's treatment
plans. Needs that were not well, or, not met at all included the need to: know when to expect side effects to occur, feel there was
hope, and have trust in the health-care system.
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ONCOLOGY COHORT

Twenty parents were interviewed, of whom 19 were bereaved and 1 parent was caring for a child receiving palliative care. Results
are shown for the bereaved parents only.

DEMOGRAPHIC CHARACTERISTICS

Children’s demographics

Figure 10 shows diagnostic categories at the time of death.

# Brain tumours - medulloblastoma (p=3; 15%}; other {n=4; 21%)
» Neuroblastoma {n=4; 21%)

o Acute lymphoblastic leukaemia {n=2; 11%)}

¢ Rhahdomyosarcoma (n=2; 11%)

o Undifferentiated sarcoma (n=2; 11%)

¢ Acute myeloid feukaemia (n=1; 6%)

o (ther {n=1; 6%)
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brain tumour neurohlastoma acute lymphoblastic  rhabdomyosarcoma  undiferentiated acute myeloid ather type
taukemia sarcema leukemia

Figure 10. Children's cancer diagnosis

Treatment

Al children (n=19; 100%) underwent chemotherapy

13 {68%) children had radiotherapy

16 {84%) children had surgery

9{47%) children had no episodes of relapse

3{16%) children experienced 2 relapses

1 (5% child experienced 4 episodes of relapse

As shown in Table 16, the mean age of children at diagnosis was 6.0 years {SD 4.5). The msan age of children at the time of death
was 8.7 years {SD 4.3). The mean duration of treatment was 2.7 years {SD 2.7).

Table 16. Mean age of children at diagnosis and death, and treatment duration in years.

Mean S0 Median Range
age of child at diagnosis 6.0 45 42 12-158
age of child at death a7 43 8.1 25-16.5
treatment duration 2.7 27 1.4 0.7-107
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Figure 11 shows the age at diagnesis according to age range in years.

40—

percent

birth - 3 years 4 - Tyears 8- 10 years over 10
Figure 71. Age range in years of children at diagnosis.

Hospital attendance

All children received care at PMH. Figure 12 shows that 63% (n=12) of children were admitted to PMH on mare than 16 occasions,
3 children 11-15 times (16%), 3 children between 5-10 times (16%), and one child was admitted between 1-5 times {5%).

B T

percent

<fitimes 6 - 10 times 11 - 15 times > 16 times

Figure 12. Frequency of admission of children to PMH for treatment.

Children’s functional ability with everyday activities

As previously described, the Wee Fim |l was used to measure children’s functional ability with everyday functioning. For the mobility
domain, the mean score was 1.6 (SD = 0.8}; for the cognitive domain the mean score was 2.5 (SD = 0.8); and for the self-care domain the
mean score was 1.8 (SD =0.7). Across all domains 53% (n=10) of children required some help or suparvision.

3




Figure 13 shows a significant proportion of children required assistance with mobility (n=13, 71%), cognitive tasks {r=b, 28%),

and self-care {n =11, 60%).

80 7

60 ™

a0 =

percent

20

self - care

mobility cognitive
Figure 13. Assistance required with daily functioning assessed by the Wee Fim I1.

In the mobility demain, the most highiy ranked problems occurred with:
Coping with bath or shower transfers

Wheelchairs

Dealing with movement

Fourteen children {71%) walked and 5 (26%) children used a wheelchair

In the cognitive task domain, the mast highly ranked problems included:
¢ [xpression
¢ Problem sclving

¢ Social interaction

In the self-care demain, the most highly ranked problems included:
» Dressing the lower body

¢ Bathing

* Dressing both the upper and lower body

Parents” demographic details

* B4% {n = 16} of parents resided in the metropolitan area, and 16% {n=3) in rural areas

® At the time of interview the mean age of parents was 38.7 years

* Most parents were aged between 30-40 years {n = 10; 53%, 47% {n=8} were aged between 40-50 years

& 74% {n =14} of parents were married or living in a defacto relationship and 16% {n = 3} wers singie parents

¢ The mean age of parents at the time of their child's death was 37.2 years

* The mean period of mourming was 1.06 years

o 47% {n = 8} of parents had a bachelors degree or higher, 21% (n = 4) no tertiary qualification and 26% {n = 5} had a
certificate/diploma -

® (2% {n =12) of parents worked full time

* 32% {n = B} of parents were full time home carers

* 89% {n = 17) of children held a Heath Care Card
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o As shown in Figure 14, 43% (n = 8) of parents interviewed were mothers, and 16% (n = 3) were {athers. Care was shared between
mothers and fathers in 42% (n = 8) of cases. One child (5%) was cared for by her grandmother.

50

percent

mother father other shared

Figure 14. Carer status.

Impact of child's condition en parents and family

As shown in Figure 15, one parent [5%) reported his/her general health as poor, 12 parents {63%) as good, and 6 {32%) parents
as excellent.

80

60 ]
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40 —

20—

fair good excellent

Figure 15. General health of parents.
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As previously described, the Hospital Anxiety and Depression Scale (HADS) 26 was used to measure anxiety and depression in the
parents of this study. Figure 16 shows that 79% {n = 15) of parents repcrted modsrate to severe anxiety, and 69% {n = 13) reported
modesate o severe deprassion.

60
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30

20—

normal mild moderate severe

Figure 16. Anxiety and depression in parents as measured hy the HADS.
Table 17 shows that over 74% (n=14} of parents reported a moderate to very high overall financial impact from caring for their sick children,

Tahle 17, Overall financial impact of caring for a sick child {(N=19).

Overall financial impact n {%)
Small 4 21.1
Moderate 5 26.3
High 3 15.8
Very high B RN

*Missing values

The majority of financial costs related to fransport, pharmacy items and maintaining contact with ather family members (Figure 17}.
Only 36.8% (n=7} of parents had access to transport benefits, and only 21% {n=4) had access to accommodation benefits.

80
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Figure 17. Costs contributing to overall financial impact of caring for a:si'c_k chlld



Travel to PMH for outpatient appointments

L]

83% of parents used a private car for transport to PMH

@

67% of parents who resided in the metropolitan areas took less than 30 minutes to reach PMH, 22% of parents took between 1/2 to 1
hour to reach PMH, and 28% took between 1 to 3 hours to reach PMH. Generally, the travelling distance was < 50 km

13% of parents residing in rural areas travelled 1o Perth by air

34% of parents experienced difficulty travelling to PMH
22% of parents stated that finding parking was very difficult

KEY HEALTH PROFESSIONALS, SERVICES AND RESOURCES AT PMH

Section of 1 the SERU questionnaire was used to explore the use of PMH services {including key health professionals). There were
11 items (key health professionals or hospital services) and parents were asked a yes/no question about whether they had access
to, and/or ever used, each professional or service. Parents were then asked how easy it was to access each professional/service,
and how helpful these were using Likert-type scales ranging from 0 - 4 (0 = not at all, to, 4 = extremely). Results represent items
rated as either 3 or 4 (Table 18}.

Table 18. Frequency of access, ease of access, use and heipfulness of key health professionals and services at PMH (N=19).

PMH health professionals Had access Ease of access  Frequency of use Helpfuiness

and services n % n % n % n %
Specialist oncology doctors 19 100.0 13 68.4 19 100.0 12 63.2
Oncology liaison nurse 19 1000 14 73.7 19 100.0 i4 737
Children's activity co-ordinator 18 94.7 15 83.3 17 94.4 i4 82.3
Dietician 17 895 15 88.2 16 84.1 9 56.2
Social worker 17 89.5 15 88.2 17 100.0 13 76.5
Physictherapist 186 84.2 9 56.2 12 75.0 7 58.3
{ccupational therapist 16 84.2 13 81.2 15 93.7 13 86.7
Pain Team 12 63.2 8 66.7 10 B83.3 8 80.0
Dentist 10 h2.6 7 70.0 7 70.0 b 71.4
Psychologist 7 36.8 5 7.4 4 57.1 2 50.0
{Other services {see Table 19) 5 26.3 4 80.0 b 100.0 3 80.0

Table 19. Other services at PMH used by children and their parents.

Education team

Malcolm Sargent Fund

Murdoch Hospitat and Sir Charles Gairdner radiology departments
Ronald McDonald House of Life

Starlight Foundation
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Key PMH professionals and services most frequently used were: oncologists, the oncelogy liaison nurse, and other services.
Key professionals and services easiest to access were the dietician, social worker, and children's activity co-ordinators.
Most helpful key professionals and services were the occupational therapist, children's activity coordinator, and pain team.

Resources at PMH

Parents were asked to rank resources at PMH according to frequency of use and helpfulness. Table 20 reflects parents who ranked
the resources as either very or extremely useful.

Table 20. Frequency of use and helpfulness of resources at PMH {N=19).

Frequency of use Helpfulness

n % n %
Education by staff about how te care for your child at home
(e.g. nasogastric feeding, central line care) 18 100.00 17 94.44
General information from nurses on the ward 16 88.89 13 B1.2%
Chemotherapy information sheets 15 83.33 9 §0.00
Infermation from oncology liaison nurses 15 83.33 1 7333
Printed materiai (e.g. newspapers, magazines, books, madical journals) 15 8333 3 60.00
Information or advice from family and friends 14 7178 1 7.4
internet sites about cancer and treatments 13 75.47 g 69.23
Support groups or programmes from Camp Quality, Canteen of Seize the Day 1" 61.11 8 7273
Pamphlets on specific diseases 8 50.00 3 33.33
Practical aids for ®eaching (e.g. doils) B A44.44 5 62.50
Programmes/courses about cancer from the WA Cancer Foundation 2 11.76 1 50.00
Educational videos ] 5.88 1 100.00
Audio-visual material (e.g. television, audio-tapes, videos) 1 5.88 0 £.00
Programmes/courses about cancer from the Leukaemia Foundation 0 0.00 0 0.00

The PMH resources most frequently used and “most helpfu!” were: education by staff about how to care for child at home, general
information from nurses on the ward, and chemotheragy information sheets.
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COMMUNITY SERVICES AND RESOURCGES

Parents were asked to rank key community services and resources according to fraquency of use (Table 21}. Parants were then
asked to rank these according to ease of access and helpfulness. Results reflect parents who ranked these services and resources
as either: very or extremely easy to access, and very or extremely helpful.

Table 21. Frequency of access, ease of access, use and helpfulness of community resources (N=13).

Community services Had access Ease of access Frequency of use Helpfulness
and resources n % n % n % n %
Lacal general practitisner 16 842 13 81.2 11 68.7 7 638
Support services (i.e. school, neighbous, church} 13 68.4 1 84.6 13 100.0 N 84.6
Local public hospital 10 526 8 80.0 6 60.0 & 10G.0
Corplementary medicine practitioners 7 368 4 57.1 2 28.6 1 50.0
Commmunity oncology nurse (Silver Chain) & 316 5 83.3 b 100.0 6 100.0
Local public hospital with a paediatric facifity B 316 4 66.7 5 833 ) 100.0
Lacal private hospital 5 3.6 5 83.3 1 18.7 0 0.0
Local paediatrician 5 26.3 3 60.0 3 60.0 3 1000
Local private hospital with a paediatric facility 4 211 4 100.0 0 0.0 0 G0
Other health services (i.e. child health nusse,

local pharmacy) 2 10.5 2 100.0 2 100.0 z 100.0

Community services most frequently used were; support services, local GP, and local public hospital {with and withaut a paediatric
facility). Community services easiest to access were the local private hospital {with and without a paediatric facility) and other

health services, support services, and Silver Chain nurses. Most helpful community services were the Silver Chain Nurse, local
paediatrician, and local public hospitat {with and witheut a paediatric facility).

RESPITE AND SUPPORT

e 78% of families relied on support from their immediate family

e 3B8% of families relied on support fram their extended family

s 11% of families used government funded or private in home respite

e 6% of families used government funded or private residential care

» 83% of parenis stated they had not used respite services because they had either chosen not to use respite,
or felt that use of respite was not applicable to their child or family
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CARER NEEDS

The Patient Carer Needs Survey [PENS) was used to determine the needs of parents. The PCNS comprised 14 items {i.e. needs).
For each need, parents were asked to respond to three separate Likert-type scales ranging from 0-4. These scales measured
the perceived importance of the need [0 = not at all important, to, 4 = extremely important}, how well the need had been met

(0 = not a need, to, 4 =completely met), and whether parents would have liked to learn mere about the particular need

{0 =not at all, to, 4 = a great deal). Results for items scored as either 3 or 4 are shown in Table 22.

Table 22, Needs of parents (N=19),

Patient care needs Imporiant How well met Need more
information

n % n % n %
To know about ways to help keep my chiid comfostable. 16 88.9 5 29.4 5 29.4
To have home visits by health professionals as needed
(eg. for injections or taking blood). 16 84.2 4 21.0 5 778
To have equipment to help with my child’s care
(e.g. nasogastric pump, bathirg). 15 833 0.00 0.00 1 5.9
To know about ways to provide my ¢hild with adeguate nutrition. 14 77.8 5 278 5 27.8
Assistance in mgthods of pain control for my child, 14 778 3] 33.3 4 722
To know about ways to help me cope with my child’s condition. 14 137 8 444 9 50.0
To know ways to deal with changes to my childs activity/ability levels. 13 72.2 7 4.2 7 .2
To know ways to maintain a normal lifestyle with my child. 13 684 4 235 ) 3.2

To know about activities to help my chifd feel occupied when

activities are restricted. 12 66.7 6 375 6 375
Ta know what information to give to my child (appropriate to his/her age)

about his/her condition. 12 632 3 333 5 294
Information about nutritional drinks for my child. 9 56.3 ) 333 3 20.0
Information about how to get my child to eat. 9 52.9 4 25.0 ] 3Nz
To know ways to help my child feel better about his/her appearance. 6 353 1 6.7 0 0.0
To know ways to avercome problems with clothing and accessing devices. 5 294 1 7.1 0 0.0

The highest rated carer needs were: to know about ways to keep a child comfortabile, to have home visits by health professionals
{hospital) as needed, and to know how to obtain equipment to help with child’s care.

Highest rated carer needs that were not as weli met as expected by parents were: to know about ways to help cope with child's
condition, to know ways to deal with changes to child’s activity/ability levels, and to know about activities to help child feel
occupied when activities are restricted.

Highest rated carer needs for more infarmation were: 1o know about ways to help cope with child’s condition, to know ways to deal
with changes to child's activity/ability levels, and to know how about activities to help child feel occupied when activities are restricted.




SERVICE AND EDUCATIONAL NEEDS

Section 7 of the SERU explored the specific carer needs that were related to services and education. As previously explained,
results for items scored as either 3 or 4 are shown in Table 23.

Table 23. Carer needs related to service and education needs (N =19).

Carer service and educational needs Important How well met Need more information

n % n % n o

To have access to health care professionals’

advice out of regular hours 16 88.9 6 333 i 33.3
To have access to more spesific sources of

infermation, ineluding palliative care 13 722 7 389 ] 50.0
To know about what financial assistance was

avaitable (e.g. PATS, Malcoim Sargent Fund,} 11 61.1 3 17.6 4 25.0
To know more about the rele of other medicines fer my child

{e.g. antibiotics, anti-sickness) 9 50.0 2 HR Z 11.8
To know about local health care resources while at home 9 50.0 4 235 5 3t.2
Help in administering medications to my child 8 444 4 250 3 20.0
Ta have practical help with my child at home 7 417 2 14.3 ? 14.3
To know about school/day care options for my other children 7 38.9 2 13.3 1 77
To know about complementary medicines and treatments

for my child (e.g. vitamins and herbal tonics) ] 333 6 333 5 294
To know mere about managing travel and distance issues 3 16.7 z 12.5 2 143

The most important service and educational needs were: to know about ways to help keep child comfortable, to have home visits by
health professionals as needed, and to have equipment to help with child's care.

Highest rated service and educational needs not as well met as expected by parents were: to know about ways to help cope with
child's condition, to know ways to deal with changes to child's activity/ability levels, and to know about activities 1o help child feel
occupied when activities are restricted.

Highest rated carer needs for more information were: to know ahout ways to heip cope with child's condition, to know ways to deal
with changes 1o child's activity/ability levels, and to know about activities to help child feel occupied when activities are restricted.
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FAMILY NEEDS

The Family Inventory of Needs — Paediatric {FIN-PED) was used to determine the needs of parents. As previously explained, results
for items scored as either 3 or 4 are shown in Table 24.

Table 24. Family needs {N=19).

Family needs Imporiant How well met Need more

information

n % n % n %
To know when to expect side effects to occur 19 100.0 5 253 6 316
To have thorough infarmation about how to care for my child at home 18 %47 6 Np 7 389
To know | could ask questions any time 18 94.7 1 5.3 5 29.4
To be informed of changes to my child's condition 17 94.4 6 333 1 58.8
To know what treatment my child was receiving 17 944 1 5.6 B 333
To feel that the health care professionals were sincere in caring akaut my child 17 944 z 1.1 5 778
To have explanations given in terms that were understandable to me 17 94.4 1 0.6 5 278
To be told when and why changes were being made in my chiids treatment plans 17 94.4 1 5.6 4 222
To have trust in the health-care system 17 895 4 21.1 7 33.9
To know what side effects the treatment can cause 16 88.9 3 16.7 5 278

To know that health-care professionals would offer me the opporiunity

to participate equally in my child’s care 16 88.9 0 0.0 2 111
To know to whom | should direct my questions 16 88.9 5 278 B8 444
To know the probable outcome of my child’s illness 16 888 4 722 5 278
To feel there was hope 14 77.8 5 294 3 178
To know how to give information to my other children {appropriate to his/her age) 12 B6.7 3 16.7 5 278
To know what information ta give to my other children (appropriate to his /herage) 12 66.7 5 778 B 333
To know how to handle the feefings of my ather children 12 66.7 5 278 5 278

The most important family needs were: to know when to expect side effects to occur, to have thorough information about how to
care for child at home, and to know questions could be asked at any time.

Highest rated needs that were well not well met were: to be informed of changes to child’s condition, to have thorough information
about how to care for child at home, and to feel there was hape.

Highest rated needs for more information were: to be informed of changes to child's condition, to know to whom questions should
be directed, and to have thorough information about how to care for child at home.




SUMMARY OF PHASE | FINDINGS FOR ONGOLOGY COHORT

A typical parent interviewed in this cohort had been bereaved for approximately one year, was aged between 30 and 50 years,
residing in the metropolitan area, suffered from moderate to severe anxiety and/or depression, and had suffered a high financial
impact as a result of their child’s iHness. The mean age of the child at diagnosis was & years, the mean treatment duration was 3
years, and children had required up to 16 admissions to hospital. The majerity of parents cared for their children at home during
palliation. Most children required assistance with daily functioning such as mobility, self care and cognitive function. Most parents
prefer and rely upon support from family and friends. Little use was made of respite (either in-home or residential).

The most easily accessed and helpful key PMH professionals and services were: the sncology liaison nurse, social worker, and
dietician. The PMH resousces most frequently used and most helpful were education by staff about how to care for child at home,
general information from nurses on the ward, and chemotherapy information sheets.

The most frequently easily accessed and helpful community resources were the |ocal GP local public hospital (with and without a
paediatric facifity), and the Silver Chain Nurses.

Care-related needs rated highly included the need to: to have home visits by health professionals (hospital) as needed, to know
about ways to keep child comfortable, and to know how to obtain equipment to help with child's care. All of these needs were
perceived as not well met.

Service and educational needs rated highly included the need to: have access to health care professionals’ advice out of regular
hours and more specific sources of information {including palliative care}; to know more about financial assistance; and the role of
ather medicines for child. These needs were also perceived as not well met.

Highly rated family needs included the need to: feel hope, have access to home care, and trust the health care team. These needs
were not as well met as parents had expected.
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Phase ||

This phase comprised in-depth interviews with parents and service providers to Turther explore the major issues identified in Phase |

{i.e. the concept of palliative and supportive care, the need for family respite, potential use of a children’s hospice facility, and
issues related to care of a sick child including the emotional and financial impact.

PARENT INTERVIEWS

Recruitment process for parent interviews

Those parents who in Phase |, agreed to be contacted regarding participation in Phase || were approached by telephone by the
research assistant. If parents agreed to participate in this phase, they were sent an information sheet, a consent form and reply
paid envelope. Upan receipt of the signed consent farm, the research assistant contacted each parent by telephone and arranged an
appointment time to conduct the Phase || interview sither face-to-face or by telephone.

Fifteen parents from the oncology cohart interviewed in Phase | agreed to be approached for participation in Phase I, Thirteen
cansents were received, and 10 interviews were completed {eural parents = 2, metropolitan parents = 8).

Ninety one parents from the non-oncology cohort agreed to be approached. All parents were approached because the researchers
wished to ensure the data obtained represented parents of children from each of the previously described disease categories.
Forty-five consents were received and 28 interviews undertaken.

A total of 38 interviews were undertaken involving bath cohorts: 10 for oncology, and 28 for non-oncology. The distribution of Phase
Il interviews according to disease category and location is show below in Table 25.

Tahle 25. Distribution of Phase 2 interviews according to disease category and location.

Disease category Invitations Consents Rural interviews Metropolitan interviews Total
1 15 13 ? 8 10
i B 4 2 7 4
3 14 1 2 6 g
4 56 75 5 4] 1
5 13 5 0 5 5
Total 106 58 1 27 J8

Analysis of parent interviews
Fach interview was audio-taped and then transcribed. Transcriptions were analysed using the technique of content analysis.
Open coding was used to identify common themes. Nine themes were identified and are presented with parents’ perceptions.




KEY THEMES IDENTIFIED FROM PARENT INTERVIEWS

The experience caring for a sick child.

Non-oncelogy cohort

e Many parents accepted their experience of caring for their child as a fact of life

e Many parents had developed their own coping strategies (e.g. alternative tharapies to kaep their children in optimat health)

e Many children received care from health professionals through the school he/she attended {e.q. occupational therapy,
physiotherapy and speech therapy)

e Parenis spake frequently about disficulties procuring funding for the various types of care their children required, and perceived barriers
and inequities {e.g. other children with similar disabilities receiving different funding allowances)

o The 'LAC' {local area co-ordinator} was often the person who helped parents in practical matters such as fundirg and equipment for the home

¢ Parents on the outer metropolitan fringe (i.e. Mandurah and beyand) spoke of the difficulties, due to distance, of accessing
facilities at Rocky Bay and Princess Margaret Hospital

o Parents, especially mothers, had concerns about the care of their children as they reached the teenage years {i.e. physical size
and weight). Several parents had back problems

e (Care of children requiring mobilisation in wheelchairs often required building a special house or improving facilities in the home
for which cost was a major facior

» Parents who were renting reguired help from the State Housing Commission, and had some difficulty in finding suitable
accommodation

o Parents in rural areas found local support groups important in accessing facilities in the country, and for moral support

» School support was important as a form of respite, support to parents, and counselling for siblings

» A major aspect of care was the personal care required to prepare a child for school, and ongoing toileting requirements

e Some parents found the physiotherapy requirements of their child difficult to sustain [e.g. discomfort experienced by the child
during therapy sessions, or a lack of co-operation from the child)

Oncoloay cohort

» Perception of the experience was affected by the duration of the iliness and period of time since the child’s death

» Parsonal relationships with caregivers were important, but many parents described a wish for privacy for the family

e Many parents preferred to look after their dying children at home when they could, and often stated that they tried to take their
child home as soon as possible after outpatient treatments

o Most children preferred to be at home when dying, although the ahility to express this wish varied with the age of the child and
with their condition

s Support from family and friends were impertant to many parents

® Spousal support was important in caring for the child for most mothers, especially when the child was in hospital

o [Difficulties in parental relationships {e.g. separatien or divorce) impacted negatively on the parental perception of the child's
iliness and death

» Rural parents were concerned that access to specialist help/advice was difficult and time consuming and contributed to the
stress when caring for their child at home




Use of, and preferences for, respite care (in-home care or residential care).

Non-oncology cohort

Mast parents of children with disabilities used some form of respite

Use of in-home and residential care was mixed, hut many parents and chitdren had a preference for either ong or the other
Parents needed to be confident their child was well-cared for. Some parents felt a lack of privacy with in-home support
School was viewed as a form of respite for most parents

For many, respite atrangements had taken a considerable time to arrange

A considerable number of parents did not feel they had sufficient respite time

Oncology cohort

Parents of children with caneer wanted to be with their child as much as possible while in hospital, and used their partner or close
family members for respite

At home, many parents stated that both they and their child liked fo keep everything as normal as possible, by attending scheol
where possible, and maintaining contact with friends

Buring the terminal phase, most parents preferred to be with their children where possible. Some felt they had extra stamina at this
time, and felt naturally inclined to be the carer for their children

Parents felt their children shared this sentiment

Parents preferred to care for their children at hame during the terminal phase of their child’s illness

Mast children who were able, expressed a desire to be at home during the palliative phase of their illness

Parents’ understanding of/and introduction to cencept of "palliative care”.

Non-oncology cohort

NB: The term “supportive” rather than “palliative” was used for this cohort in accordance with advice from PMH clinicians who
percaived this cohort of parents would be particularly sensitive to the term “palliative™ care.

Many parents were not really sure of what was meant by “supportive care”

Many parents with children who suffered from conditions with declining health found it difficutt to discuss a palliative phase in their
child’s iliness, although frequently admitted to thinking or worrying about their child's future

Parents with children requiring complex care did not like to burden their weil children with care of the sick child, and were concemed
for the future of the well child

Some doctors had discussed the possible outcome of the child's iliness at diagnosis, but not in recent times

Many parents felt they had ongoing support from their doctor, and that the matter would be addressed in time

Some doctors were perceived by parents not to have addressed the issue of "supportive care” and parents felt they had no support
from their doctor regarding this issue

Some parents felt their child's doctor assumed the parent would understand the eventual outcome of their child's illnsss after offering
a diagnosis, and did not realise they would like 1o discuss the matter further

Some parents of children with long-term illnesses were sometimes not in frequent touch with the child’s paediatrician

Some parents felt the doctor's explanation of the prognosis as insufficient

Many parents given explanations of the diagnosis of a serious life-limiting conditions felt the doctor was too considerate, and
had tried to explain the condition without actually underlining the severity of their child’s iliness

Many children’s conditions were perceived by parents to have been diagnosed in a fragmented fashian

Some parents perceived their child's illness/condition had an inevitable outcome, and there was no use therefarg in discussing
this situation with the doctor

Oncology cohort

Most parents parceived palliative care as care for a chifd no longer receiving acute care, i.e. care of a dying child

Some parents perceived the care of their child as palliative from the time of diagnosis, due to the severity of the conditien,
or due to treatment options offered, as well as when specifically told so by their oncologist

Parents felt introduction of the concept was linked to a specific test or episode of illness

Many parents felt they were kept well-informed



Potential use of a Children’s Respite Centre/Hospice if it had existed.

Preamble - There is an association (Children’s Hospice Association Inc) wishing to build a freestanding home, which would offer
special care for children and respite for their carers, palliative care for thase ehildren and their famifies who may require it, and
bereavement support if required.

Non-oncoloay cohort

e MMany parents stated they might use the facility if it were accessible to them

e Some parents felf it would be useful to their child, as long as there was a period of familiarisation hefore a long stay

e Many parents were happy with the respite currently offered, such as Rocky Bay, and were already using this service for longer stays

e Many parents were happy with the type of arrangements they had at present, but felt they wouid use them more often if they
had more access and/or funding 1o purchase respite

= Parents were concerned that a hospice aimed at a more general population of children with life-limiting conditions might find it
harder to provide the skilled care their child required

Cncology cohort

* Many parents wanted to care for their children at home

s Metropolitan parents felt a hospice might be useful for country people

s Many country people wanted to look after their children at home, but feit the distances invelved in travelling to PMH placed
extra stress on their families

Parents’ expectations of carers.

Non-oncology cohort

= Professional carers or other persans who offer regutar respite were often seen as important in the care of the child and family

» Professional carers who cared for children on a regular basis were highly valued, as many parents felt it took considerable time
and effort fo train a carer to care adequately for their child

e School facilities were important to parenis of children requiring a lot of supportive care {e.g. physiotherapy, speech therapy and
occupational therapy) as these are regular and easily accessible

Oncology cohort

e Many parents expressed positive views about PMH staff involved in the care of their child, however there were key staff who
were viewed as very important to the child and/or the family

» The paediatric oncologist at PMH was often regarded as a key person in the care offered in hospital, and their availability out
of hours for support and advice was valued

o Parents stated they and their child valued school attendance at PMH as retaining a sense of normality for the child when well enough

e Visits from medicat and nursing staff at PMH when children were receiving palliative care at home were seen as supportive,
even if the parents and family undertook most of the actual care

* Many parents saw their extended family and {riends as key support people

» |f more adequate paediatric oncology medical and nursing services had existed in country areas, parents felt their family's
palliative experience would have been a lot less stressful

= Metropolitan parents felt there was a lack of specific paediatric knowledge and experience among community-hased nursing and
medical staff that cared for their dying child at home. There was a lack of familiarity by nurses with medication doses for
children (especially morphine). Parents perceived a lack of nursing staff, especially at night
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Level of contact from PMH & other staff for non-oncolegy cohort, and PRAH staff for oncology cohort

Nen-oncology cohort

» Parents of children with long-term life-limiting conditions often have minimal contact with PMH staff and this was not perceived
t0 be a problem

e Many parents and children who do have regular appointments with their paediatrician at PMH viewed the allocated consuiting
fime as sufficient

e (are at PMH is often seen as supportive or advisory only, and parents try to keep their children well enough to avoid hospital stays

s |ocal area co-ordinators from DSC were seen as helpful and important for moral support

Oncology cohort

= Parents often stated they felt very supported by PMH oncelogy staff, and found it hard when contact decreased or ceased after
their child’s death

» Some parents stated they would have liked more contact with staff after their child died, although they did not want to visit the
hospitat to do this

» Some parents felt they would have liked to discuss issues around their child's palliative care, such as pain management and
nuirition, and would have liked to be more informed about the process of death

* Some parents expressed cancern about not feeding their dying child

» The children’s activity co-ordinator was important to many children and parents

» The social worker, Home Visiting Nurse, and the Pain Management Team from PMH during palliative phase were considered
helpful

s Parents complained about long waiting lists for pracedures and that marning procedures were seen as most practical

= Some parents feel a certain disregard to timing of procedures {e.g. when planned during meals or ather important activities)

* Some parents felt insufficient attention was given to pain medication issues during the palliative phase

» Some parents felt it was difficult to be togethar as a family during treatment in hospital

What was most important to the child and family during the last months of life?
Non-oncoloegy cohort
s Funding to obtain respite, aids and equipment {i.e. hoists, wheelchairs)

Oncology cohort

» Most parents felt it was most important to be together as a family, and to spend as much time togather as possible

» Some parents felt the demands of visiting friends and extended family made this difficut

s Pain management was mentioned as an issue for some children. Parents were relieved when intractable pain issues were resolved

* Some parents said their child wanted to spend time with friends, although for many this changed as they became more incapacitated
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Management of other children and suggestions for improvement.

Non-oncology cohort

e Well siblings had difficulty dealing with deterioration in their sibling’s health and found it hard to discuss the issue of their
premature death

o Parents were aware of the needs of their other children, and tried hard to ensure all children receive the same attention and
opportunities for entertainment

= Many parents make a conscious effort to ensure their healthy children do not feel responsible for the care of their disabled sibling

Oncology cohort

e Parents felt family life was difficult to maintain when they have a sick child

» Some parents felt their other child or children were neglected at times

Dus to distance issues, rural parents found it hard to manage to care for other children who needed to attend the local school “in town”
Children found it hard to deal with the illness and death of a sibling. Some siblings found this more difficult than others

Some children required counselling at the time of their sibling’s death and subsequently during the mourning period

= Many parents felt their other children have ongoing issues about the illness and death of their sibling

How parents’ emotional needs were met, and how they felt at the time of the study.

Non-oncology cohort

= Many parents stated they were physically wom out at times

= Some parents have back problems associated with the lifting of their child

= Parents have difficulty going away or out as a couple due to the lack of appropriate care for their child and commented that
this piaced a strain on their relationships

o Parents had feelings of isolation and lack of social opporiunities

» Parents stated that respite did help, although they often worried about their child while they wers not with them

o Help with the physical care of their child and toileting tasks is seen as important for many parents’ well-being

Oncology cohoert

* Parents did not focus on their own well-being throughout the trajectory of their child's iflness or death

» Parents experience more emotional issues foliowing their child's death than during the care of their sick child

= Some parents have not speken in detail about the death of their child to anyone

¢ Parents felt they would value more inguiries about the well-being of the family by some of the staff who looked after their deceased child
2 Some parents felt counselling might help them
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SERVICE PROVIDER INTERVIEWS

Semi-structured interviews were undertaken with service providers to determine the extent of services provided, client eligibility
criteria, waiting times, types of services offered, and the barders and facilitating factors to service provision. The sample consisted
of all service providers identified and used by parents for palliative and supportive care (n = 20). See Table 28.

Table 26. Service providers of supportive and palliative care as identified by parents in Phase 1.

1. Carers WA

2. Cerebral Palsy Association

3. Cystic Fibrosis Association of WA

4. Disability Services Commission

5. Hills Community Support Group

6,  Homecare Pursuits

7. i.d.entity.wa [formerly Catholic Care)

8.  Kalamunda Community Care

8.  The Kalparrin Centre®

10.  Lady Lawley Cottage

11.  Neurological Council of WA

12, Nulsen Haven

13.  People With Disabilities

14.  Perth Hame Care Services

15.  Red Cross WA — Commonwealth Carer Respite Centre
16.  Rocky Bay

17.  Silver Chain — Home Support Services Program
18.  Southcare Inc

19.  The Gowrie (WA} inc.

20. Wanslea Home Care Program

* Help and support for famities of children with special needs.

Analysis of serviee provider interviews

Responses to each question were summarised according to perceived facilitating factors to provision of patliative and supportive care.



FINDINGS FROW SERVICE PROVIDER INTERVIEWS
Service provides were asked 1o describe the services provided by their organisation. Results were categorised according to
palliative and supportive care and are detailed below.

Supportive eare services available

> PMH
Full multidisciplinary care team

> Therapy services / early intervention services {e.g. Cerebral Palsy Association, Rocky Bay, Nulsen Haven)
> Home help {i.e. domestic assistance) and other HACC funded services {e.g. Silver Chain, Scuthcare}

> Respite
In-home care
Residentiai care {often long waitlists)
Emergency / crisis care respite [Perth Home Care Services)
Brokerage models of respite

> Carer Support Groups
> Carer weekends / camps (particularly for mothers) provided by Kalparrin

> Carer Information
{Carer's resource packs
“Disability First Stop” {information hub for people with disabilities)
Kalparrin Drop-in centre
Neurological Councit of WA

> Carer Counselling {phone or face-to-face)

> Sibling programs

> (arer Education & Training

> Carer advocacy

> Disability Advosacy (People With Disabilities)

> Family Strengthering Programs {Wanslea)

> Pre & post hospitalisation care (Lady Lawley Cottage)

> Recreation programs (Cystic Fibrosts Association of WA, Cerebral Palsy Association, Nulsen Haven, i.d.entitywa [formerly
Catholic Care)

> Equipment & / or Assistive Technology Services {Cerebral Palsy Association, Rocky Bay)
> Altematives fo Employment / Post-Schooi Options Programs (Hills Community Support Group, Rocky Bay, Nulsen Haven)
> Parent-Link Program {Kalparrin)

> Accommaodation
Group homes for adolescents (Nulsen Haven)

> (hild Care
Facility based {i.e. Gowrie)
Family day care (i.e. Wanslea)
In-home child care {i.e. Wanslea)
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Palliative care services available

> PMH
Medical and nursing care

> lady Lawley Cottage
Nursing care
Residential care

> Rad Cross WA — Commonwealth Carer Respite Centre
in-home or residential care

> Silver Chain - Home Support Services Program
In-home care
Counselling support

> Perth Home Care Services

> |n-home care
The following list provide a summary of the barriers and facilitating factoys to supportive and palliative care provision as perceived
by the abiove service providers.

Facilitating factors to the provision of supportive and palliative care.

1. Compassionate, committed skilled staff. Networks and collaboration between different service providers (encouraging continuity
of staff / agency involvement).

.- Respite is bacoming more individual focused, flexible and responsive.

. Different models of respite are increasingly becoming available.

. Availability of emergency / crisis care respite {Red Cross, Perth Home Care Services).

. Lady Lawley Cottage is able to provide respite for children with very high complex medicat needs.

. Agencies committed to advocating for people with disabilities and carers

b = > T o 2 B & B

. Introduction of “Disability First Stop” — funded by Disability Services Commission. This is a pilot innovative program that aims 1o
help people with disabilities and their families get the help they need. Disability First Stop has been designed to direct disabled
people {following the diagnosis of a disability either from an accident or medical condition) to the appropriate agencies that can
provide the specific support required by individuals

B. Use consumers by some agencies 10 guide service provision [e.g. management boards that comprise at least 56% parents of a

child with a disability}.

9. Family oriented perspective of many services.

19.Larger services such as Silver Chain who can provide high quality services 24 hours a day, 7 days a week.

11.Many agencies conduct their own staff training and professional development activities, therefore, staff continually up-skilled.
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Barriers fo the provision of supportive and palliative care
1. Lack of funding available for families to purchase necessary services (i.e. a sufficient rumber of hours of respite).

2. Lack of funding / adequate resources 1o enable agencies to provide desired services (e.g. camps for fathers),
3. Uncertainty of future funding for service providers.

4.  lack of centrai information point. Parents do not know where to start to look for information (DSC attempting fo address this
issue through the recent launch of "Disability First Stop”).

5. lack of accommodation services — long waiting lists (often several years).

B. Llack of residential care options:
a. Long waiting lists — especially for weekends and school holidays.
b. Incaonsistent criteria.
¢. Difficulty securing respite for children with challenging behaviours.
d. Small but significant number of families who adopt a “revolving door’ approach to using
residential care — thereby limiting the availability of beds, and alsc perceived to not be coping
with caring role {this issue is also perceived not to be dealt with).

7. Lack of recognition about growing issue of children with complex medical needs.

8. Lack of carers who are suitably trained to provide in-home care for such children.

9. Lack of beds available for such children in residential care facilities.

10. Growing reality that more children are surviving into adulthood with high medical needs.

11. Lack of workforce planning;
a. Poor recruitment and retention of carer staff.

b. Low community regard for care staff.

¢. Inadequate wage scale for carers and typical ‘unsociable” hours of work.
d. Poor marketing of profession and job prospects.

e. Difficulty managing inconsistent demands for services .

12. Concern with existing community-hased disability services in terms of palliative support for children:
a. Need for more coordination of care on behalf of families.
b. Need for better forward planning.
c. Need to decrease perceived bureaucratic processes {some decisions take many years),
d. Need for broader criteria to accommodate many needs of children .
e. Need for increased leadership to organise inter-agency collaboration .
f. Need for a case management approach .

13. Unrealistic expectations regarding specific service providers.

14. Narrow eligibility criteria of a number of key service providers.

15. Lack of recognition of ADHD as a disability. There are limited services available for these children and their families {i.e. Red Crass WA).
16. Lack of community and health worker knowledge about already existing services {especially amongst GPs and other medical specialists).
17. Distance Issues related to the vast area of Western Australia — most agencies are poorly resourced to provida rural services.
18. Access / transport issues { limited parking, limited public transport, limited reserved ACROD Bays).

19. Parents failing to identify themselves as carers and, therefore, not accessing services as they choose to “battle on’ independently.
20. Lack of recognition for caring role.

_21. Many families in Western Australia are very isolated.
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SUMMARY OF FINDINGS

Parent interviews

Findings supported the major findings of Phase | and provided valuable additional information about the barriers and facilitating
factors regarding care provision. As in Phase |, parents preferred to care for their children themselves whenever possible, thraughout
the trajectory of their illness. Adequate financial and practical assistance are central to care provision, and contribute to the quality
of life experienced by children and their parents. Families need access to specialist health care, whether they live in metropolitan or
country areas. The concepts of palliative and supportive care are not well understood. Parents require clear information ahout their
child’s diagnosis, changes in condition and treatments, however, seemingly non-oncology docters may fail to provide this
information in an effective and timely manner. Parents maintain that professional carers who provide end-of-tife care to their
children require specific paediatric knowledge and experience. Siblings of ill children are often affected emotionally and parents try
not to burden them with the care-giving role by encouraging them to live as normal a lifestyle as possible. Respite is viewed as
crucial to the wellbeing of children and their families, however, parents perceive that insufficient respite care is available.

Service provider interviews

There is a wide range of supportive and palliative care services including early intervention therapy, in-home and residential respite
care, emergency/crisis respite care, carer counselling and support programs, sibling programs, child care, greup homes for
adolescents, carer information centres, and home help. However, there is a lack of funding available for families to purchase
necessary services {e.0. respite, allied health care), and the criteria for accessing services are narrow and inconsistent. There is a
perceived lack of worldorce planning and a lack of suitable trained carers. There is a lack of recognition of the caring role, with
many families being isolated and “battling on”. There are a number of access and travel issues related to inadequate parking,
limited public transport and ACEOD bays.

Existing community-based disability services require improved coordination between service providers and families, broader criteria
to accommodate the needs of children and their families, increased leadership to organise inter-agency collaboration, and a case
management approach for families.
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Conclusion

The philosophical underpinning of international paediatric palliative and supportive care models is that palliative and supportive

care should be offered to all children with life threatening or chronic ilinesses/disabilities with complex care needs. This approach
allows the integration of cure-tirected treatment and palliative care, ensuring children can benefit from both philosophies of care, There
is increasing recognition for the need to development appropriate paediatric palliative care services, especially in Westem Australia
where supportive care services for children with life-limiting conditions are significantly underdeveloped. The notabie lack of evidence
to guide the development of Wastern Australian paediatric palliative and supportive care services provided justification for our study.

The overall purpose of the study was to hetter understand the needs of families of children suffering from life threatening
conditions in Western Australia, and identify the extent of service provision currently available for these families in order to provide
an evidence base for the development of a statewide paediatric palliativa care service.

The following key findings were identified:

1. Children with life-threatening and/or progressive itinesses prefer to remain at home for care whenever possible.

2. Many families are significantly affected physically, emotionaily, mentally and finarcially.

3. Parents need ongoing multidisciptinary support from PMH throughout the trajectory of their child's Hiness.

4. Parents require specific assistance regarding the provision of care, including aids and equipment, appropriate nutrition and pain
management for their sick children.

5. Home visits by health professionals are required by families of children requiring palliative care, especially to discuss management
of nutrition and pain.

6. Professional carers proving in-home and residential respite care must be skilled in the care of such children.

1. Parents require clear, straightforward information about their child’s condition, treatment and fong term outcome,

8. Parents require education and practical assistance with caring for their other children.

9. Siblings of sick children have specific needs and are sometimes burdened with the care of their brother/sister,

10.Parents use and require access to a wide range of community education and resources.

11.Families of children who require end-of-life care prefer that care be provided in the home.

12_Families of chitdren with chronic life-threatening ilinesses/or disabilities require access to both in-home and residential respite care.

13.There is a need to improve current levels of in-home and residential respite care services.

14.Professional carers providing end-life-home care require specific paediatric knowledge and experience, particularly regarding
medication dosages and administration.

15.Some parents of children with non-oncology conditions would use a dedicated children’s respite centre.

18.Improved coordination between community-based disability services with service providers and families is required. There is a need
for increased leadership o erganise inter-agency collaboration, and for a case management approach for families.

17.The eligibility criteria for accessing support (e.9. respite, aids and equipment, allied health care, home care) are narrow and inconsistent.

18. There are a number of access and travel issues related to inadequate parking, limited publie transport and ACROD bays at PMH and
in the community.

19.There is a lack of recognitien of the caring role, with many famiites feeling isolated and "battling on”.

There is a clear and pressing need for the development of an integrated statewide paediatric palliative and supportive care service
model of care in which cure-directed treatment and palliative care are integrated, allowing the child to benefit from both philosophies
of care. In light of recent recommendations from the Report of the Health Care Reform — A Healthy Future for Westemn Australians
{2004) and the Natitjna_E Palliative Care Strategy (2000), the emphasis should be on: the implementation of coordinated and evidence-
hased clinical guidelines' f@’r_the care of children with complex and chronic conditions, provision of palliative and supportive care
facitities for all catégoril_és_o_f 'pat_ients (inpatient, day patient and ambulatory), and infrastructure support for the provision of quality and
effective palliative care ‘_ch:r'c_ju;c;_fj':_p'a":_’[:n'e_fships between those individuals who are dying, their families and health professionals.







Recommendations

CORE ELEMENTS IDENTIFIED FOR CONSIDERATION IN THE FUTURE
DEVELOPMENT OF AN INTEGRATED PALLIATIVE AND SUPPORTIVE CARE
SERVICE IN WESTERN AUSTRALIA

Results from this study have led to the identification of a madel of care for o statewide pasdiatric palliative and supportive care
service that is based upon two key principles:

% Care must be community based, linked and integrated with Princess Margaret Hospital in collaboration with other
community services such as Disability Services Commission, Silver Chain and Lady Lawtey Cottage.
4 Care must be coordinated by a full multidisciplinary team in consultation with the children and their families.

The model must incorporate the foliowing core elements:
. Simple and accessible home-based care for all families of Western Australia.
. (are that is individualised and responsive to parents’ needs.
. Care that is coordinated by a full multidisciplinary team.
. More inclusive criteria for access o support services.
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5. Access to flexible and responsive respite support.

6. Plans for long term care support.

7. Caters for end-of-life care.

8. Specific designated respite beds.

9. Need for speeialised respite services for children with non-oncology diseases (home and special facilities).

10.Coordination between existing community-based disabifity services {in terms of palliative and supportive care for children), service
providers and families {i.e. a need for broader criteria to accommadate the needs of children and their families, a need for increased

teadership to organise inter-agency collaboration, and a need for a case management approach by families).

Empirical findings from this study provide specific guidelines for the broad delivery of palfiative and supportive care for children
suffering from {ife threatening or chronic ilinesses/disabilities with complex care needs. Appropriate infrastructure support is
required to facilitate the provisien of quality and effective supportive and pailiative care through partnerships between sick children,
their families and health professionals.
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