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1 Executive Summary

In September 2006 the Disability Policy and Research Working Grengaged the

Social Policy Research Centre (SPRC) at the University of New South Wales (UNSW) to
compl ete a research project entitled O6Chil
(IncorporatingCh al | engi ng Behaviour)d6. The research
of family resilience in families where a child {@ years) has a disability and to inform

service provision.

A qualitative methodology was usedresearch family resilience inrfalies who have a

child aged 0- 8 years with disability.The research was conducted in two péirta
literature review and primary data collection with families (where a chil@ @ears of

age has a disability) and other key stakeholders, such asesgmawiders, family
advocacy groups and government officials. Eleven families where children under eight
years of age have a disability were interviewed in March and April 2007. Thirteen key
stakeholders from advocacy groups, government service prownagrgovernment and
private organisations and government officials at the policy level were also interviewed.

This reportsummariseshe findings of the final report, which focuses on the findings
from the primary data collection with families and stakebrdd It develops the
understanding of family resilience in families with young childrenr @years of age)

with disability. This component of the research also analyses service practices and
models in order to identify and define elements of practiceltbiéd family resilience,
detract from family resiliency, and are crucial to the maintenance of resiliency. It
concludes with a section on how services can assist families to build and maintain
resilience. This report should be read in conjunction wigHitarature revievg.

1.1 Understanding family resilience
Family resilience is not a trait, static entity or an absolute. It is a process that will change
over time and exists on a continuum of levels. Family resilience where the family
includes a child withlisability can be described as a process that includes three steps:
crisis/adversity;
drawing on strengths and resources to adjust; and

adapting and resuming family functioning adversity, resources/strengths and
adaptability.

! The Disability Policy and Research Working Group isarking party to the Community and Disability
Services Ministers' Advisory Council which discusses Commonwealth State Territory Disability
Agreement management issues and oversees the development and implementation of the
Commonwealth State Territory Diséity Agreement work plan
(http://www.facsia.gov.au/internet/facsinternet.nsf/disabilities/pedstgla.htm).

% See www.sprc.unsw.edu.au.
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When confronted by adversjtyamilies draw on their strengths and resouiicdRose
internal to the family and individual family members and external resources such as
services so they may adapt to the situation. From this, the family is able to recover from
the adversity; they arable to regain a pattern of family functioning, despite having to
make some changes. Importantly, this outcome is one that families are able to achieve
and maintain over the long term despite shifts and fluctuations in family resilience over
the short tam2
Stakeholder perceptions of family resilience
From the interviews, we found that stakehol d

1 intrarindividual and intrafamily qualities that get them through times of

significant crisis and dato-day challengesf disability and family life;

T the ability to 6bounce back©d;

1 equity of access to opportunities;

i freedom of choice; and

1 adequate external supports.

Overall, the responses of stakeholders reflected the intrinsic relationship between intra
individual and inta-familial strength and the supports they receivefom their own
communities and from the disability and broader service sector.

Family case studies: facing adversities and stress

The families interviewed were all going through the process of resliemovarying
extents. They experienced numerous occasions of adversity, crisis or very stressful
experiences; they were constantly reacting to these situations and having to renegotiate
routines and restabilise family functioningll of the families spokeof experiencing

crisis and adversities associated with particular events, including:

birth;

diagnosis and assessments;

accessing services for their child with disability;

hospitalisations (emergency and planned);

therapies and treatments;

financial presstes; and

=4 =4 4 A4 -4 A

the compounded effect of having other family members with high level needs.

% For further discussion about family resilience see Muir, K. (208&hily resilience where families have
a child wit disability: literature reviewReport prepared for the Disability Policy and Research
Working Group, Sydney, Social Policy Research Centre, University of New South Wales.
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Parents, mothers especially, also reported being under stress from a lack of sleep due to
the extra demands of caring for their child with disability.

Family functioning

Family functioning plays an integral role in family resilience. Most of the interviewees
reported that the familyds functioning ofter
they were frequently negotiating the resilience process by changing oingdeyir

family functioning around the needs of the child with the disability.

Work and education

Work and education commitments ensured some levels of family functioning remained
fairly stable, at least for the family members involved in these activitieall of the

couple families (except one, where the responsibility was shared), the fathers were the
primary income earners.

Generally the fathersd working week routines
partners. However, having a child it di sabi |l ity i mpacted on so
regarding their employment. Fat hersd wor k de

responsibilities on mothers, in particular increasing the difficulties of caring for their
child with disability.

Only afew of the women interviewed were working. One was able to workifoé
because of the flexibility of her and her |
working did so part i me . Mot hersd work was important ir

T balancing out mothersé needs;
1 providing ®me stability and routine to the week; and

1 providing additional income to enable their children with disability to partake in
activities other children are likely to have the opportunity to participate in.

Caring responsibilities

Unsurprisingly, caring rgmnsibilities dominated most routines and how the families
functioned dayto-day. Routines for the mothers with young children largely revolved
around early intervention and therapy appointments. While there are often specified days
for appointments, theist of therapies coupled with essential, unplanned medical
appointments, illnesses or behaviour problems, mean it is difficult for families to
maintain steady routines. Caring responsibilities and medical problems also interrupted
work and education commitents, particularly for mothers. Thus, these families
experience a constant renegotiation of family functioning.

Many of the mothers interviewed highlighted the extensive time demands placed on

them. When children are young, it is difficult for family faiening to not revolve

around the childodés disability. Once childre
becomes somewhat easier for some families because some routines are determined by
school times.

SPRC 3
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Protective factors: resources and strengtt's

The esources and strengths families have to draw on are essential in assisting them to
maintain resilience: to overcome adversity, to adapt family functioning aestablish
normal routines.

Good communication and problem solving

All family members interviewd, except one, identified good communication as a

strategy for solving problems within the family. These discussions occurred between
partners and partners and children. Alkoet f ami | i esd bel i ef that th
solve problems was often téemined by whether they felt the problems were within or

outside their control.

Balancing family relationships

Balancing the needs of all family members (not only the child with disability) was a

challenge for most of the families interviewed. The hidrarof meeting family

member sd6 needs was generally addressed in t}
siblings, individual parents (often the father first) and couples.

In all situations the mothers were the primary carers for the children.elw aituations,

there was a clear delineation of roles. Therefore when extra caring demands were placed
on them, women in these situations often absorbed the extra responsibilities, leaving them
little time for themselves.

In other family situations, fathertook on more responsibility to provide their partners

with time away from the children. However, spending time together as a couple was often
compromised. It was recognised that many new families experience this, but it could be

more pressing for familee where a child has a disability because of the additional
demands required in baisitting. Family holidays were identified as being really

I mportant forcohaemct ©es Thibs 6was not an opti
expressed particular difficudts in finding time for themselves and financial resources for

holidays.

Addressing the needs of siblings was prioritised, but parents also found this to be a
challenge because of the time required to care for their child with disability. All of the

mothes reported that their ot her children &émi
attention and having their needs met. This
capacity to be involved with their friends and participate in the community, garhcu

for those in rural areas.

“Spirituality and 6finding meani ng &e weeissiestfiowlew ot her i
families and were not described in great depth. Thus, they comprise short sections of the full report and
are not discussed in this short report.

SPRC 4
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Parents attempted to spend time with their
to competed with their brother or sister wi
balance instructions from therapists wiitle needs of their other children. The other issue

raised by three families in regard to siblings was their role as young carers. The
supportive caring roles siblings play are an important resource for parents, yet parents are

also mindful of the respongiity and time constraints this can place on their children.

Bal ancing other childrendés educational needs
a concern for the parents interviewed.

Hardiness

Another protective factor is having a family that wotkgether in difficult times. All
families identified some emotional strengths and tangible strategies that they believed

make their families durabl esufTfriaditesnts,ucchptas
and oO6in it toget he reporteddaviag stromgirelationshipsithat a@o u p | e s
6l ovabl e, close and affectionated. Parents

members. Not all families believed they were durable and, in some cases, partners did not
al ways agr ee addinass. Twohmothefs aepartédyth@atstheihfamilies are
sometimes able to endure difficulties and other times not.

Social support

Maintaining relationships with relatives, friends and others to keep up social interaction,
avoid social isolation and ensusenetwork of people who can provide practical and
emotional support when required can also protect families.

Informal support from extended family members and/or friends is a common source of
support for most of the parents interviewed. This support rafriges emotional to
practical support, such as financial assistance and child care.

All of the couplescited each other as their main emotional support. They generally
reported friends or extended family as the second most common supports and thirdly
suppot groups, such as dme or community based disability specific groups. The sole
parents interviewed relied on friends, extended family and services for their emotional
support. Two sole parents, however, appeared to be dislocated from their local
communties because they were not emotionally or socially linked with other members of
their community.

The women in couple families (with the exception of one) were able to readily identify at
least one source @motional suppoibesides their partner. Howeude fathers involved

in the interview process reported not having anyone other than their partners to talk to
about issues raised by having a child with disability.

Even those families who hadformal supportavailable could not rely on that support
whenthey most need it. This is an important issue for resilience and service provision;
families with informal contacts still need extra support. Most respondents reported not
being able to rely oextended family member&ear, a lack of behaviour management
skills, geographic separation, poor health and a preoccupation with their own

SPRC 5
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responsibilities were some of the reasons the interviewees gave for their extended

familiesd | ack of support. Even where practi
family, there was some anxiety around the permanence of this support, due to their
parentsd ageing or geographical distance.

Friendswere less likely to be primary supports for most of the interviewees. Some
interviewees were reluctant to ask friends to helgh whild care for their child with
disability because of the extra demands of care, their own family responsibilities and lack
of awareness of how to treat and care for the child with disability. On the other hand,
friends were helpful emotional supposd babysitters for the other children in the
family.

Routines and family times

All families interviewed had periods of time they spent together, such as over meals, at

church, going on picnics or holidays and doing other family based activities. While

spending time together was found to be beneficial for families, it could also present
chall enges, conflict and/ or stress if act i
Behaviour problems limited the capacity of some families to interact sociallyemdat

certain community events. Parents restrict the places families attend for social events to

ensure there is no danger to their child.

Couples were more able to balance weekend a
needs because they could shamd/or divide responsibilities. Where older siblings could

take on some caring responsibilities, families had greater flexibility to participate in

activities. Sole parents were more socially isolated because taking their children,
including their child wih disability, out on their own was difficult.

Hope and flexibility

Stakeholders noted that when children with disabilities are going through diagnosis,
assessments and disability management plans, their wishes, dreams and aspirations for

the future somethe s &6 get | ost 6. Mai ntaining these an:
were considered by some stakeholders to be a central component of family resilience.

These aspirations translate to futergented concrete, practical concerns and are linked
insomeway o t he chil dés devel opment and progr es:

Most of the families interviewed had goals or hopes related to their children, such as
being able to access required services and supports and for them to get a sound education.
Most families hoped for happinessy ftheir families to remain strong and for the needs

of individual family members to be met. Some families just hoped for a break away from
the routine of therapies. While practical support may assist families to set and achieve
some goals, there was les®pe around goals for financial securitigelying on
government support and having to limit employment due to caring responsibilities and
the lack of appropriate child care can place limitations on the long term financial goals of
families.

SPRC 6
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Financial managment

The comments from stakeholder and family interviewees suggest that financial
management and adequacy of income are important factors for families who have a child
with disability. The majority of the families interviewed could not always afford the

goods and services they felt were essential for their child with disability to achieve a
reasonabl e quality of |ife. Two families <c

o u

five could only 6édsometi mesd af f ongdblettoh e m. Th

afford goods and services most of the time or all of the time, but nonetheless expressed
concerns that their situation may suddenly change. They also described careful -decision
making concerning their finances.

Openness

Most parents interviewedctively spoke with their children about what their sibling with

a disability o6can and <canot doo. One parer
understand their siblingsé disability, and t
asafamily. Copl es al so reported talking oO6openlyd w
is going and about parenting. As the mothers are the primary carers and largely going to
doctors alone, they often informed their par
Empaverment

The level of empowerment of the parents interviewed is difficult to judge. However,

parents articulated their feelings of control, or lack of, when dealing with service
provider s. I n dealing with difficuwlotpbservic

strategy, in an attempt to bring the situation under their control and successfully
negotiate.

Health

| f adequate support services cannot be acce

poor physical and/or mental health has the potential to unsestof the factors listed as
critical in protecting and strengthening these families. All except one individual reported
their health as good or very good at the time of the interview. However, one of the

women who reported goolde hseaftéaribrerdi evech dbép

few of the parents interviewed exercised for stress relief, but not all could allocate the
time for regular physical activity.

Issues that Threaten Resiliencé Risks for Families

When asked about the risks they see tramilies possibly facing in the future, none of
the families stated that they are concerned that their families will separate or relinquish
their child.

The familiesd own concerns for their future

SPRC 7
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1 issues associated with their child with disabiligetting older: schooling,
increased weight and being able to carry them, about the time when their children
were Onot as cuteo;

future health problems and safety for their child with disability;
who will care for their children when they are no longeregli

barriers associated with their geographic location and/or having to move to
accommodate their childdébs needs or financ

loss of financial security and/or increasing financial stress;

difficulties accessing services in relation to supportimgr child with disability;
and

1 the limitations imposed on their other children and the risk of their needs not
being met.

Summary: Family protective and risk factors

1 Having resources and strengths to draw on protects families and helps them
recover andgerience resilience;

1 Families are most likely to use communication, emotional strengths and tangible
strategies to deal with stress, solve problems and manage interfamily conflicts;

1 Most families have difficulty balancing the individual needs of familgmmbers
because of the time and financial resources required to support their child with
disability;

1 Couples spend little or no time alone together and sole parents have little or no
time for themselves and appear dislocated from their local communities;

1 Families are stressed about trying to address the needs of their children who do
not have a disability;

Sole parents and fathers are most likely to lack emotional support;

Despite all except one family identifying sources of informal emotional or
practical sipport, seven families reported not getting support when they most
need it;

1 Families sometimes socially isolate themselves because of barrferancial,
behavioural, transport, extensive carinfpced as a result of having a child with
disability;

1 Famiy interviewees hope for lontgrm goals, like positive outcomes for their
children, and shoitierm ones, such as access to necessary services and supports;

1 The majority of families cannot afford the goods and services they believe are
essential for theichild to achieve a reasonable quality of life;

1 Most interviewees reported sound health; but the interviews reinforced the
importance of emotional support for families; and

SPRC 8



Family resilience where families have a child @years) with disability Final Report

1 Families worry about future access to services, their ability to cope with a child
with disability as they get older, their financial security, geographic location and
about their other childrendés outcomes.

1.2 Service Provision and Family Resilience

The purpose of this section is to integrate findings from stakeholder and family
interviews to offer insight into the characteristics of an optimal service provision
framework that can support family resilierice.

Formal Services and Supports used by Families

The families interviewed use a range of formal services and supports which can be
categoised into community, disability specific, -@vdinated, medical, therapy, family
focused and other government services. All families access a range of medical services,
however, there was considerable discrepancy regarding access to other types af service

Service Providers Facilitating and Hindering Family Resilience

The interviews with stakeholders and family members revealed key areas where services
providers both facilitate and hinder family resilience.

Transitional periods

Transitional periods canebunderstood as shifts in circumstances. They reflect a point in
time characterised by a change in need.

Transitional periods threatening family resilience were a common theme raised by
stakeholders. They involve disabiligpecific transitions (such as aginosis and
assessment), and transitions that all children face, but that are compounded by disability.
These include transitions into school, growth and development (such as puberty), care
transitions between family and institutional care and transitiotts employment and
independent living. Transitions pose particular challenges for children, families and
service provision. Their outcomes can haver&aching and longerm effects on family
resilience.

As many of the children are young, the birth asdegsment periods were the major
transition points that have significantly affected the families interviewed. These periods
were very stressful for many of the interviewee€kis is a critical time for families to
receive appropriate support and therefgsential in supporting families in the resilience
process. Therefore service providers play an instrumental role in either supporting
families or compounding their stress.

® Section 5 address@swservices can assist families to build and maintain familjiease.

SPRC 9
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Accessing information and services

Learning about and getting access to appropsateices is an important step in families
being able to adjust to having a child with disability (the first stage of the resilience
process).

Most families felt illinformed about services and supports available to tkeher carers

or parents of childre with disability were a primary source of information for many
families. There was widespread frustration among the families that this information was
not provided at the time of the assessment.

Eligibility for and availability of services and supports

Eligibility and assessments for services and supports repeatedly stressed many of the
families interviewed, which negatively affects the resilience process. Delays with
applications, appeals and rejections place families under considerable stress. They are
frustrated by repeatedly having to demonstra
need for services and supports.

Approval for services is further contentious when families are rejected or placed on long

waiting lists because their childisnotce i dered t o be sufficiently
families believed they are critical for childhood development or family-lstg. This

was tied to dissatisfaction around the limited availability of services and the reactive

nature of service provisionyhere support often only becomes available when families

are in crisis.The availability of services in rural areas was a cause of stress for families

and imposed significant financial and time constraints.

Service quality and treatment

The treatment seree providers offer, with regards to how they relate to families and the
quality of service children receive, is critical to effectively supporting families.

Families reported sound relationships with general medical services and were likely to
report podive relationships with community supports, such as child care services. On the
other hand, experiences with disability service providers were mixed. Families initially
had high expectations of the supports they could receive from specific disabiligeservi

and where these expectations were met families felt supported, but there was considerable
disappointment and exasperation where this was not occurring.

In particular, families were likely to report good practice support as coming from
individuals, rah e r than whole services. OExceptiona
experienced, well trained, effective communicators, who provided consistent and regular
follow-up and produced both positive outcomes for the child and the family. Thus family
resiliencewas supported by some practices and threatened by others.

Service ceordination

Where it was available and effective, serviceocdination could significantly support
family resilience. Only three families experienced some level of servicedomation.

SPRC 10
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However, this made a significant difference to their lives and the lives of their children.
Other family members are keen for serviceocdination to be introducedo-ordination

IS important in rural areas to support families and to change the wayesewark.
Stakeholders involved in programs with facilitators noted emotional support as being a
key service provided by this model of service provision.

In only one situation did a family have an active case manager who facilitated the range

of services th family received. This was perceived to be an incredibly valuable support

and a very important factor i n this family?®o
adamant about the need for this type of support. They wantdioators who were well

trained, well informed about the disability sector, and effective communicators who can

inform them about the services they can access, offer some emotional support and help
co-ordinate the range of supports and services they use.

Holistic support

One of the fators identified by stakeholders and family members that helps facilitate

family strengths, and in turn resilience, is holistic support. Holistic support assists
families to actively participate in their community and therefore acts as a protective factor
in regard to resilience.

Interviewees referred to underlying cultures of practice that either embrace the child
within the family and the community, or the
solely by disabilityspecific interventions, but by stegies that recognise global needs.

Respite care that was reliable and trustworthy was highly valued by the families
interviewed. Families were looking for supports that were positive for their child with

disability, and worthwhile for the family.

Communrtiy setting

The issue of community as a vital factor in family resilience was raised by many
stakeholders. Coming from a cohesive community was noted as being characteristic of
high resilience. Given the benefits of community cohesiveness, a number tibtiake

noted that enhancing this also enhances family resilience. For example, where respite
care services are family based and children with disability are exposed to new and
different experiences, parents feel supported. Commumitgedness was alsoisad by

a service provider, whose respite service relies on volunteer assistance, as a resource that
could be drawn upon to enhance family resilience.

Summary: Service provisioni facilitating and hindering family resilience

Transitional periods are cricl periods where a tdstadni | yéos r

Families reported experiencing most stress and negative experiences with services
at the time of their childbés birth and/ or

1 Learning about and getting access to appropriate services igpartant step in
families being able to adjust to having a child with disability;

SPRC 11



Family resilience where families have a child @years) with disability Final Report

1 Many families experienced difficulty accessing information about appropriate and
available services when their child was first born/diagnosed, but also ongoing;

1 Families are tsengthened by knowledge that their child is getting access to
effective services, where some positive outcomes were visible;

1 The eligibility process for services repeatedly frustrates families, especially where
there are delays with applications, long tvey lists, the need to appeal, or
rejections;

1 Family resilience is hindered when families are under considerable stress because
their child cannot get access to a service/support/therapy at a critical time in
childhood development, not because they do meed it, but because other
childrends needs are deemed higher;

1 How service providers relate to families and the quality of service a child receives
is critical to effectively supporting families;

1 Families are predominately content with the service relatips with mainstream
health and community services, but are likely to be dissatisfied with some
relationships within the disability sector;

1 Families feel supported and are strengthened by service providers who are
experienced, well trained, resourcefabmmunicate openly and effectively with
the family, and who are willing to find and impart information and provide
options;

1 The one family that receives-codinated support from an effective case manager
is one of the very few families who reported najuieing any additional support;

1 Co-ordinated support is an important factor that facilitates family resilience;
71 All families are adamant about the need foroecdinated support; and
Family resilience is supported and strengthened by holistic supportiotiigt on the
family unit.
1.3 How Services Can Assist Families to Build and Maintain Family Resilience
This section outlines practical support elements for consideration in service provision.

Strengthening families

A whole family approach is critical to strahgning families. Supporting family problem

solving, mechanisms to maintain balanced family relationships and recognition of all

family members are essential practice elements. Support for siblings is especially
important because they often fall out of thghere of focus. However, despite many
policy statements about considering the Owh
often fails in practice. The concerns of family interviewees further reinforce the lack of

holistic supports that work with sibfys, parents and the family unit.

Listed below are a range of practice elements services could incorporate that may assist
families to strengthen, develop or build protective factors.
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Problem solving and communication

1 Work with families to identify famjy} strengths;

1 Provide tools and resources to assist families to effectively communicate, solve
problems and manage behaviour;

1 Offer counselling to parents as part of an integrated service;

1 Systemic changeservice providers may require support to identdgls, train staff
and work with familiesA working group could consider funding the development of a
specific 6resource kitdé and training.

Balancing the needs of family members
1 Reassure parents about the importance of participating in activities fadivesiand

provide the support (e.g. respite etc) for them to do so (this is especially important for
sole parents);

Offer holistic supports to assist families and couples to spend quality time together;
Provide assistance with therapy within the home;
Provide resources, supports and programs specifically for siblings;

Increase availability of support for siblings who may be in young caring roles;

= =4 4 -4 -4

Provide financial and caring support to assist families to meet the needs of all family
members;

1 Systemic chage: funding models could include a specific statement that support will
be provided to services to support activi
configuration (family unit; parents as individuals; parents as couples; siblings; child
with disabilityand siblings; child with disability as an individual).

Social support and family times

Sole parents may require assistance to network within their communities;

Network fathers in similar situations to provide them with some emotional support
(systemic chnge: investigate the viability of an online source of support);

1 Service provider and systemic change: eligibility for access to services should not
necessarily be based on peoplebs connecti
there are numerous contieas they may not be providing tangible support;

1 Provide integration assistant support for whole families to participate together in
activities they may not otherwise have attended,;

1 Systemic changecommunity support groups, organisations and governneswmices
need to offer assistance with childcare (perhaps in the form of an integration assistant)
to make it possible for children to attend activities and events with their parents.
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Future hopes and risks

Work with families to identify realistic goals asteps to achieve them;

Forward plan with families for the shedrm future, for exampleéwhat supports and
services need to be accessed or what changes made to make the next twelve months
easierg

1 Work with families to identify perceived future risksdastrategies to deal with these
risks;

1 Systemic changesupport families so they do not have to leave their rural
networks/community to increase service access; or, if families are require to leave,
actively support them to settle in new areas througWar&ing and the provision of
information;

1 Systemic changearovide families with financial suppoftmanagement, information
regarding the list of financial supports they can access, practical support to purchase
goods and services their child needs beeaidisheir disability, and ensure parents are
able to work (if they want to) by adequately supporting their child;

1 Systemic changeensure families are receiving adequate support without older
children having to leave school early to fill a substantiainga support role
(especially insole parent families);

1 Systemic changehe broad intersections between disability, education and workforce
participation need to be recognised as operating for families, as well as the child with
disability. For example, dack of support for a child with disability may mean
reduced employment of parents and educational attainment of siblings. This relates to
a systemic function that requires a letegm approach.

Strengthening services
Learning about disability: accessimgformation

T General disability information may be deli
T Speci fic information concerning stbpeir chil
shopd approach, where al/l relevant service

Timely access of services and transitions
1 Increase the provision of information for families at birth and assessments about their
childés disability and services and suppor

1 Systemic changdBase service frameworks on developmental timefrarpesific to
children: timely, rapid responses are of central concern;

1 Systemic changef r ai n doctors/ specialists at Obrea
their childodos disability;

1 Systemic changeA commitment from governments and service providers that the
availability of services would be increased so that children with disabilities would not
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