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1 Introduction

1.1 Background

In September 2006 the Disability Policy and Research Working Group, the key
representative body for government agencies in the Commonwealth, States and
Territories, engaged theocial Policy Research Centre (SPRC) atUheéversity of New

South Wal es ( UNSW) to complete a research
People with Disabilities (Incorporating Cha
increase the understanding of family resilience in families where é (€hil8 years) has

a disability and to inform service provision.

1.2 Methodology

A gualitative methodology is being useddevelop an understanding of family resilience

in families who have a child aged-8 years with a disabilityThe research is being
conducted in two part$ a literature review and primary data collection with families
(where a child G 8 years of age has a disability) and other key stakeholders, such as
service providers, family advocacy groups and government officials.

For the literé ur e review and data <collection, 6f an
combinations of people who have a child 8 years with a disability. Family types, for

example, include solparent, step, blended, gay, extended, couple, nuclear and dual and
grandpaent care(Gilding 2001:810). Families with children G 8 years of age will be

interviewed, but there is nominal litgure available on families where the child with the

disability falls into this precise age group. Therefore literature drawn upon primarily

covers families with prschool aged and primary school aged children. To fill gaps in
understanding family resdnce where a child has a disability, this report also includes

some literature on children up to 18 years of age.

This report reviews and analyses recent Australian and international literature from a
variety of disciplines. It builds on the work of Ownagt (2002) and the Nucleus Group
(2002)by examining crosslisciplinary research. Published and unpublished material was
consulted in the areas of disability; child, adult and family resilience; social work;
psychology; soial policy; public health and medicine; education; history and family
studies. Authors include academics, government personnel and service providers.

1.3 Literature review

This report is divided into three sections. The first part defines, describes atifieslen
family resilience as it applies to families where a child 8years) has a disability. To
contextualise resilience, this report traces the shift from studies on childhood to family
resilience.

The second part of the report looks at how this tstdading of family resilience can be
integrated with service provision. It looks at the affect service providers and professionals
can have on families and the challenges of implementing family resilience research into
practice. It provides a descriptileamework of practice elements that service providers
and professionals can use to assist families to maintain, build and strengthen family

SPRC 1
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resilience in families where a young child has a disability. These practice elements can be
applied to different sgice models and supports that families depend on. Therefore, the
report does not compare an exhaustive list of services, but rather focuses on the key
factor to good practice service ceordinationi and provides a few examples of existing
services thatdwe been evaluated.

The third part of this report explores the practicalities of measuring family resilience
where a family includes a child with a disability{@ years). It looks at the challenges,
problems and limitations for practitioners when afténg to measure family resilience

and the reliability of these tools. This includes providing examples of researchers and
service providers who have developed, used and evaluated family resilience measurement
tools. Finally, this section offers ideas advin service provision can move forward in
regard to working with families on resilience.

1.4 The effects of childhood disability on families

All families, regardless of whether the family includes a child with a disability, often
have positive experiences afadte challenges and demands. Similarly, parents who have
a child with a disability report feelings of love, happiness and hope, but also challenges
(Dobson et al. 2001; Kearney and Griffin 2001; Marsh 20@®me families where a
child has a disability experience additional demands and are more tlikekperience
increased risk and vulnerability than other families. Without adequate supports and
services, these families can experience significant stress. The process of résitience
families meet these stressful circumstaricesrelevant to alfamilies, especially where a
child has a disability.

As will become evident in SectioB, resilience is only applicable to individuals and
families if they have been exposed to an event or situation they perceived as unusually
stressful or traumatic. It is important to understand the stressful circumstances some
families who have &hild with a disability can experience. A child with a disability may
require more parental assistance and supervision within and outside the hame, t
child who does not have a disabilifgain 1998:599; Dobson et al. 2001; Roberts and
Lawton 2000) Families with children with dillenging behaviours may experience
compounded levels of stre@@ain 198). The extra demands of parenting a child with a

di sability ~can affect parentsd objectives
(Dowling and Dolan 2001:21For example, mothers are less likely to work and fathers
have been found to decrease their working hours. This can affect their job opportunities,
aspirations and promotiotiBain 1998; Dobson et al. 2001:32)

Workforce sacrit es can significantly affect a famil
children with a disability tend to have lower than average incqiebson et al. 2001;

Lukemeyer et al. 2000)This is further compounded by the additional costs of raising a

child with a disability(Lukemeyer et al. 2000Pobson et al(1998; 2001 ¥ound that it

costs between two and three times more to raise a child with a disability than a child

A

without a disability; and ctohsitsséo.nly i ncluded

To meet the expense of having a child with a disability, parents spend less in other areas,
such as on themselves, leisure activities and holidays. Despite these savings in other areas

SPRC 2
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(in the United Kingdom and Canada, where budget expenditusarobs has been

completed), the majority of parents involved in the research reported being unable to

meet the financial expenses deemed to be essential for their child with a disability.
Parents could not afford hal fentialtoeachigve@ ds and
reasonable quality of Iifed for their child
five years or younger had the largest gap between the amount of money they had to spend

and what was requirg@obson et al. 2001 Canadian research on families with school

aged children with a disability produced similar findings; the majority of famili

interviewed reported being unable to afford aides, support for activities or modifications

to the home needed for their ch{léawcett et al. 2004)

Social isolation is a further problem experienced by some families with a child with a

disability because dinancial, time and respite limitations, as well as a loss of previous

social networks and stigm@®ain 1998; Dobson et al. 2001:26 Patterson 2002:356)

These social, working, financi al and ot her s
mental health. Parents who have a child with a disability are likely to experience more

stress, lower levels of marital satisfaction, poorer mental health and lower levels-of well

being than other familig€&sardner and Harmon 2002:61; Patterson 2002:356)

Ot her family membersé | ives may al so be aff.
have less time and energy for other family members and siblings may beeekpe
share some of the caring responsibili{iBain 1998)

A numberof families have difficulty coping with these stressful circumstances. Parents

with a child with a disability are more likely to be divorced or separate than those who

have children without a disabilittMauldon 1992) A 1996 survey of 171 NSW based

families with a child under 7 years with a disability found one in four of these families

had6ei t her sought alternative residenti al Ca
become necessarybo. For those whophysiaatly al r e ad)
socially and emotionallywa s a t(Basm 1998 e 6

Therefore, while parents who have a child with a disability report positive experiences
and feelingof love, happiness and hofieobson et al. 200Kearney and Griffin 2001,

Marsh 2003) without adequate supports and services, some of these families may also
experience significant stress. This report explores the process of resilience to understand
how families with a child with a disability deal tithese stressful circumstances.

SPRC 3



Family resilience where families have a childg{gears) with a disability Literature review

2 Defining, describing and identifying family resilience relating to
families who have a child with a disability aged 0 8 years of age

This part of the report defines, describes and identifies family resilienceypgligs to

families where a child (0 8 years) has a disability. The study of resilience began in the

1970s with a focus on children. This section will trace resilience studies from children to

families. Understanding family resilience goes beyond th&iohehl to understand the
groupdés ability to function successfully in
some differences in the resilience process, the definition of family resilience is applicable

to both families who have a child with a diday and those who do not.

2.1 Background of resilience studies

The study of resilience emerged in the early 1qR0ssten 1997)Currently, resilience is

seen as having the ability to function eff et
(Masten in Schoon, 2006: 7). It was, and still is, predominantly studied in relation to
disadvantageahildren (Guralnick 2000; Schoon 20086) terms of trying to understand

why some children who have exmarced adversity fare well, while others do not.

Childhood resilience is about o&éthe process ¢
successfully adapting 6édespite(MeskenIBésengi ng
and Garmezy in Hoard et al. 1999)The literature bases childhood resilience on a

complex interaction between parenting factors, a stable and safe home environment, and

an influential adult outside of the hon(klcCubbin et al. 1997:3). Therefore as an

i ndi vi duali their abilieygoi cope with streessful situationss formed during
childhood(Bartley 2006:8,16)arguably it may be challenging to assist adults through the

resilien@ process in the family structure.

Compared to childhood resilience, little is understood about resilience in adulthood
(Bartley 2006:12) Two major factors that have been found to help buildieese in
adults are paid work and a united family, which are more likely to increase satisfaction,
well-being, health and social networks. Fanfiigndly work practices may also assist,
along with easy access to child and health care and active pditicipa social
networks.

Factors that may place an adult at risk of low levels of resilience arga@eting,
divorce and unemployment. These situations can place adults at risk of increased distress,
less effective parenting skills, separation andutig, economic stress, low income and
poor housing condition@artley 2006:1213). While divorce is a risk factor, separated or
divorced families can experience resilience. Greeff and MdB004:59)found that
support from family and friends, open communication with family, work and financial
security promoted resilience in divorced families. Silo@@01:57)found coeparenting
practices could also protect sglarents from poor outcomes.

Although resilience is primarily applied to individagand mostly children, rather than
adul ts), much of the resilience |literature
Model (1979) which acknowledges the role of families and communities in promoting
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resilience: resilience is based on indiatiecharacteristics, the family environment, the

community a person lives in and their access to and experiences with services and
supports(Schoon 2006:R). Importantly,family functioning and family resilience plays

an instrument al role imea Géhegdod| alesyed D p e
s t a (Cnis @nd Stormshak 2000:209,211)

2.2 Defining family resilience

Families can and often are overwhelmed and challenged severely in the
face of adversity, and they do stumble, experience disharmony and
imbalance, and sometimes even deteriorate in #oe bf a family
trauma. These family crises are often successfully negotiated by the
family using its own resources, capabilities, and recovery factors.
Families do bounce back and adapt to the situation by changing their
patterns of functioning and changi the aversive condition that has
placed or maintains the family system in its current problematic
predicamen{McCubbin et al. 1997:6)

Derived from MdlOarpdefininon ard threelintedrelated steps or
conditions that form the basis of family resilience:

1. The family faces adversity a percei ved Oémisfortune, tral
event 0;

2. They draw on their strengths and resources (including services) to try and maintain
their normal patterns of functiamg, which McCubbin et al.(1997:5) refers to as
6adjustment 6; and

3. They Obounce back©o, recovering from th a
t

e
changes, or Oadapt at i on McCublineetat. 1987)5wa y h e
Therefore the process of how familedaptis an important part of family resilience.

In addition to the three conditions above, Patter@i®2:350)maintains thafamilies
require an outcome they are capable of achieving, and to identify potential risks that can
interfere with the family will achieving the outcome.

According to researchers such as McCubbin €t18P07) Pattersorf2002) and Coleman

and Ganong2002:101) experiencing resilience does not require families to emerge from

adversity stronger than prior to the trauma or stressful event. However other family
reslience researchers argue that to experience resilience families not only have to survive

the event, but 0emerge from the situation |
more confident (Sinmoaetali2005:42p)r Asr asfamebyds resi
on a continuuni rathert han being a dichotomy iodnd 6resil i
since it can change over time, this report uses the former definitiat to experience

resilience a family does not have to be stronger after recovery than they were prior to the
stressfulevent.

As the stepwise nature of the three conditions suggests, family resilience is a process,
not just an outcome. A®e Haan et al. 2002:27¢)o i nt out : 6family resi
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the path a family foll owsoéd. Patterson al so
family resiienc e as a OoOprocess and not a traitéo.
practitioners take on dhetipsgehoshiogg shésween
as a trait and 0(R00X3b2, 354)n cTehGd caaghaupr obess rerg
resilienced is predominantl|ly usedprixess ause it
of how families with a child with a disabiligdapt

2.3 Defining and describing famly resilience where the family includes a child
with a disability

The three conditions that define family resilience (outlined in Seétidrare relevant to

families whether they have a child with a disability or not. Thet iondition- exposure

to a stressful event or transitions likely to be applicable for families who have a child

with a disability, but it also depends on how families perceive situations. Thit is,
parents do not p e r c e pbrvarothdr Biteation) as ktiedsfdld®s di s a
traumatic, then they do not fit within the definition of resiliefifPeterson and hhdey

1998:221) However, given the effects of a child with a disability on many families
(described in Sectiof.4), it can be assumed that almost all families living with a child

who has a disability resulting in high andémmplex needs meet the first criteria.

The second conditioin that families have resources and strengths to draw on to help
them maintain some level of functioning while dealing with the event or Stressans

that only families with resources and strérsgto draw upon can be expected to have the
capacity for resilience. Therefore, in supporting a family to strengthen their resilience,
fundamental supports need to be in place. Assisting families to build a foundation of
resources (such as financial sugpdhe provision of adequate housing, access to
appropriate services) and strengths (like parental behaviour management and problem
solving skills) is the first fundamental step.

The third criteriori the ability to adapt is equally applicable to famés with or without

a child with a disability. Families experience resilience if the first two criteria are met and
then they make necessary changes to resume family functioning (even though the way the
family functions may have changed).

Gardner and Harnmmo (2002:62) defined resilience in families where a child has a
disability consistent with the three tiered process outlined above, but added that these

famil i es c¢an neetisofothder family members withhtree needs of the child

[ with a disability, and] é negotiate constr.
to describe a family with resilience as havi
and Oanewisl [tiomgt ake opportunities for rest,
inclusion of ¢6éa willingness to take opportul

assist the process of family resilience, it does mot necessarily underpiust. it nay

not assist in trying to narrow down a broad definition of family resilience. That is, for a
family with a child with a disability, a f a
related to their strengths, but can also be restricted by whether hitnay the

0 0 p p o ritinutermstofyadcess and resources, such as money, time, leave, respite care

and other services. This may be difficult for many families when families with children

with disabilities are likely to earn less than the average wage,ihareased expenditure
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to support their childds needs -amecaringi ttl e

responsibilities and the associated shortcomings, including interrupted sleep.

Gardner an(@002ifarrngsotnopsoi nt about a familyo
ot her family me mber s wi t h t he needs 0
understanding the nature of family resilience. While there has been little research on the
reslience of siblings who live with a brother or sister with a chronic disal§igliin and
Kovacs 2006:209)they are more likely to have emotional, behavioural and social
problems than their counterpafBellin and Kovacs 20&211)

In short, family resilience where the family includes a child with a disability is a process
very similar to general family resilience as described by the three steps. However, for a
family with a child with a disability, the adversity, resoufsgengths and adaptability

are situatiorspecific. These are described more fully below.

Step 1: The crisis, event or trauma

The family experiences one or multiple situations they perceivadasrse This may

relate to the disability, especially in pa®of transition, such as diagnosis, assessment
and school entry, but not necessarily exclusively. The trauma could be in relation to other
family issues, such as illness or separation. Importantly, the adversity is such that the
family is at risk. At thetime of the crisis, trauma or stressful transitional event families

(0]

ab
t F

often experience o6disorgani sat(DecHagnetalonf | i ct ,

2002:277)
Step 2: Using resources and strengths or

The family has someesourcesand strengthsto draw on while trying to adjust to the
difficult situation. This stage includes having an outcome that the family can achieve.
Family members start to adjust by drawing on supports, resources and strengths from
within and outside the famil{De Haan et al2002:277; Patterson 2002:358hese are
discussed in further detail in Section 2.4.

Step 3: Reorganisation and recovery

The final step in family resilience is for families adaptthe way their family functions

and recover from the crisis or eventspie the presence of risks that interfere with the
familyés ability to. Although the family
of functioning are resumed and the family is able to balance the needs of other family
members with the need of tbkild with a disability.

However, families will recover with varying levels of resilience, ensjgirag how family
resilience is not a trait, static or absolute. Instead, it is a process that will change over
time, exist on a continuum of levels and igpeedent on numerous factors. The most
important of these factors are seen as the resources and strengths.

2.4 Resources and strengths protective and recovery factors

To understand how families resume functioning after experiencing a traumatic event or
stresful transitional situation (family resilience), McCubbin et al. maintain that it is

SPRC 7
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important to look at family protective and recovery factvieCubbin et al. 1997:4)
This Oprotective and recover yosciplineaandeisvo r k
basedonthé f ami | 'y str ess @oQubbioet@li 1997:4;Bkimmexr dnd g mo6
Edge 2003)

Protective factors can be both tangible and emotional. The former includes resources like
support networksfinancial capital and access to social support, services and adequate

co

i nformation. The | atter encompasses a perso

capacity to deal with situationddudson et al. 2003:238; Speedwetl al. 2003:219;
Woolfson 2004:1)This report uses this psychosocial perspective to understand the extent
and nature of the resilience of families who have a young child with a disability.

Protective factors

Protective factors can come from within tfemily or the community. Contemporary
research highlights the influence of social, economic and emotional factors in
determining a persondés or familybds resi.l
the institutions and resources accessed in themtonty are essential to protect families,
but a p aeffieacytiOtise wayethey perceive their parenting skills, such as
behaviour managemeittis also important. The more salfficacy a person has the less
likelihood they will be emotionally distssed in adverse situations (Hastings and Brown
2002: 222)jSchoon 2006:R).

Based on extensive research on families, McCubbin et al. highlight key factors that
protect families of all types and help them recover, or experience resilience. These are
listed in Table 1. While all factors are important for families with a child with a
disability, the Table is presented according to the factors that are most applicable to
families who have young children and where a child has a disability. Foursfawtoe

found to be critical across all family types (in general, where children are young and
where a child has a disability). These four factors include the ability to solve problems
and balance relationships within the family, family hardiness, sogglostand routines.

Problem solving and balancing family relationships involves being able to meet the needs
of all family members, not only the child with the disability. It also includes managing
interpersonal relationships within the family so thastens and conflicts can be solved
(Gardner and Harmon 2002; McCubbin et al. 1997; Parker 2001:82; Pattersort 2002)
The relationships between family members
temperament (the way a person reacts and respamdshow family members with

different temperaments interd@mart and Sanson 2001:11) How &6di f fi cul t 6

their relationships with their cliten will depend on their own temperament, as well as
social and cultural factors. For families who have a child with challenging behaviour, the

or partnerships are protected by minimal criticism and positive traits outweighing
negative ones at a 5:1 ratio (Parker 200188\
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role of temperament and early intervention is especially important in assisting families to
manage tensions asdlve problems within the honf€mart and Sanson 2001:15)

The second protective factor is having a durable family woaks together in difficult
times and believes that the family will remain together despite the problems faced.
Thirdly, maintaining relationships with relatives, friends and others to keep up social
interaction, avoid social isolation and ensure a ndtwafr people who can provide
practical and emotional support when required can also protect families. Adequate social
supports have also been found to improve parenting pradfasrson and Hawley
1998:222) Social supportsiclude participating in social and recreational activities in the
community, both as individuals and together as a faf@grdner and Harmon 2002;
McCubbin et al. 1997; Morison et al. 2003; Patterson 208@3essing government and
community supports and having effective relationships with professionals is a further
component of this protective fact@artley 2006:45; McCubbin et al. 1997; Patterson
2002:357) The fourth critical protective factor is having routines, such as meals together,
bedtime and other rituals, and spending time together to acknowledgeetbrate
special occasions, such as birthdays, religious events or family traditi@m@ubbin et

al. 1997, Patterson 2002)

The next two factors listed within the tablehope and flexibilityi are also very

important for families with yoong children where a child has a disability. Hope is

essential in regard to building and strengthening family resili@Wic€ubbin et al. 1997;

Morison et al. 2003:129; Patterson 2Q02he nature of wdit families hope for or the

goals they have is not important; what is important is that the desire or goal can be
achieved. I n regard to a chil d whopehora di sabi
cure, to hope for a(Merigon attl.e2008:820Hopeanaydneedr e at me r
to be o6reframedd over t i me a(Morisort ét el trans
2003:129) Flexibility is important.The capacity to be flexible will also assist families to

adjust and adapt to stressful events and change their functioning and routines accordingly
(McCubbin et al. 1997; Parker 2001; Patterson 2002)

While financial management was not specliicanentioned by researchers examining

family resilience where a child has a disability, McCubbin e{(12097) included it as

crucial for a family with young children. Further, given the financial stress many families

with a child with a diability experience (Sectiorl.4), financial management and
perceiving the familiesd financial situati or
be recognised as an important factor for families who have a child wiiakildy.

The next three factors reiterated by researchers (&grdner and Harmon 2002;
Morison et al. 2003; Parker 2001) relation to both general family resilience and
resilience specific to families where a child has a disability are truthfulnesspgé@ncy

and open communication about the disability between families and professionals and
within families), empowerment (of both partners in terms of their relationship and their
relationship with service providers) and spirituality or meaning (find@@ning in the

crisis or being able to make some sense of the situation)

SPRC 9
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The final general factor McCubbin et §1.997) cited as important for families was the

health of the family members. While this was not listed as an important pretéstior

for families with young children or where a child has a disability, it should be considered

where families with young children with a disability are concerned. If adequate support
services cannot be accessed paoorphysicaeandlon av ai | a
mental health has the potential to unseat most of the factors listed as critical in protecting

and strengthening these families.

Table 1: Key protective factors for family resilience where a family has a child0 - 8

years) with a disability

Key protective
factors'

Description”

Family problem

solving and balance

relationships

Families have effective communication, which enables then to solve problé

Where families have young children it is especially impartt t o h a \
interrelationships among family m
me mber s, including siblings, ar e

reduce chronic straino.

Family hardiness

The family works together to face chalges, feels they have some control o
their lives and are confident that the family will remain together despite the
adversities faced.

Social support
(practical and
emotional)

Having and maintaining positive relationships with a network of people wh
can provide a range of practical and emotional supports. This includes ma
time to maintain social relationships and activities, such as recreation (fam
based and individual). It also involves effectively drawing on community arn
government supportdm service providers and getting access to practical,
physical resources along with having knowledge and skills in relation to the
disability.

Family time and
routines

Maintaining predictable and stable routines, such as meals together and b
rituals. When families are in crisis it helps if some rituals can be maintaine(
because of the stability they create. Acknowledging and celebrating specig
occasions, such as birthdays, religious events or family traditions, is also

important.

Hope Thi s ails dwi tresilience and at t he
is not important what the family
be 6accompanied by a confident ex

Flexibility Families are pepared to change patterns of functioning to a range of areas,
as rules, roles, meanings and/or lifestyles.

Financial Families are able to manage money effectively and feel satisfied with their

management* economic situation.

Truthfulness

Families ae informed with the facts and family members are truthful with ea
other. This is important between service providers and families and within
families (between both parents and between parents and siblings).

Equality and Both partners are gpowered.

empowerment

Spirituality/ Families are able to make sense of the crisis/event/situation.

meaning

Health If family members are not healthy the family system can become unstable.

Sources and notes: (McCubbin et al. 1997)

2. (Gardner and Harmon 2002; McCubbin et al. 1997; Morison et al. 2003:129; Owen et al.
2002; Parker 2001; Patterson 2002)

*This was not one of McCubbn

e (199@)ten géreral family resilience criteria, but was include
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McCubbin et al.ds protective f ac tagadshildrea.r f g

A family who experiences resilience will draw on some of thesteptive factors to

assist them through the crisis, adjustment and adaptation stages. A combination of factors
may be used to protect, strengthen or assist families. Not all factors need to be present for
a family to experience resilience. Orthner et(2004:159167), for example, found that
low-income families with high levels of resilience were protected by other factors within
the list, such as communication and problem solving skills and access to and use of social
suppots. As families change over time, factors that may have been protective for them at
one point may become risk factors later and strategies that helfarailg, might not

work for another(Coleman and Ganong 2002; De Haan et al. 2002; McCubbin et al.
1997; Patterson 2002)

Therefore measuring resilience cannot simply rely on a list of protective factors. Such a
list may also underrate or dismigactors that are important for families at different
stages, of different cultural backgrounds or living in varying geographic locat@ns
example, families with preschool and schagk children might find religious programs

in the community, otheranmunity based supports and a sense of belonging within a
community to be important protective factors, but these might decrease as children get

ol der and wil|l be I ess important depending

and other social suppgmnetworks(McCubbin et al. 1997:6)
Risks

If protective factors are absent, families can be at risk of being unable to adapt and adjust.
Risk factors include the antitheses of the protective factors witiite 1. an inability to
manage relationships between family members or meet needs of each of the family
members; a lack of durability, or belief that the family will not survive; limited or no
social supports; disorganised functioning and lack of celebraidoss of hope and
pessimism about the future; inflexibility; financial stress; a lack of transparency in
sharing information; feelings of disempowerment and helplessness; and/or an inability to
find meaning or make sense of difficult situations can pdef@anily at risk.

Multiple and compounding stressful situations can also place families atBasikey
2006:5) The correlation between compounded stress over time and poor family
functioninghas been found for mothers who have a child with a disafifeyerson and
Hawley 1998:221) Even before years of accumat e d stress rel ati
disability, birth can be an incredibly stressful event that a couple may have difficulty
coping with, particularly if they have experienced previous problems. Where families
have three or more major stressful situationsrpto the birth of a child, they are
particularly vulnerable to poor outcomi@eterson and Hawley 1998:225wo comma

types of stress experienced by families are economic and ¢Beigrson and Hawley
1998:221) Families under finandiastress are more likely to experience depression,
relationship problems, poor functioning and are likely to have low levels of resilience and
therefore difficulty adjusting, adapting and recovering from stressful transitions or events
(Bartley 2006:5; Patterson 2002:354; Petersontiailley 1998:222)
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2.5 ldentifying family resilience

Defining and describing family resilience is easier than identifying it. Gardner and
Harmon(2002:62)i dent i f i ed O trhes iplhieennocneebn oinn osfi x f a mi
child with a disability (18 years or younger). The mothers of six children with high
support needs were intervi etwerdm (rtehleastei owosnhei np
their child had been diagnosed with a disgbmore than five years earlier).

Gardner and Harmon identified attributes they believed rendered resilience in these
women. Theyhadawetl evel oped &6ésense of selfd, Oaccep
di sabilityod, t hey rhotichal sugporte wese satisfied svibhctheia | and
marriages, worked with their partner to solve problems, felt empowered regarding

decision making, were optimistic and provided time for themselves and other family
members (2002:6267). While Gardner and Harmon may have found six women
experiencing resilience, it is difficult to conclude that they had identified family

resilience because only the mothers were interviewed. The intervieresalso carried

out at only one time and therefore the shifting nature of resilience levels was not
captured. For this reason, Carpenter warns practitioners and professionals against getting
families to Oacceptd t heiargec hoifl dléisf edidstahbe |rid
having a child with di(Cademntdr2000i18% i s constant

Gardner and Harmonds case studie®ecttmay al so
general perceptions and experiences of mothers who have a child with a disability. As
Gardner and Har mon recognise, the women inte
such as fi nance, (2092168)CTlaeseithoer resourabs areecritiqali td tlee 6

attitudes, perceptions and behaviours of the women interviewed. Their resilience is not
constructed within the family as omenbnel y a p
of resilienced Gardner and Harmon talk abou
resources and psychological processes or strengths. The research also offers little in

regard to identifying resilience families where a young child has a digaf@k the

children in the study had been diagnosed with a disability at least five years prior to the
interview).

Patterson did not strictly define families who experience resilience. She maintained they
only required one ofmdtoiuanéconaisemnes :ofdf el

and/ or meaning):; beconomic supporto (shelt
devel opment ar e met ) , onurturance, educati
Ophysical, psychol ogicaht d8priahdapdosecti ono:

memberg2002:353) For families where a child has a disability, the fourth area was not
necessarily considered enough to gaugdiease in the family. If families are focussing

on the child with the disability at the expense of other family members, the third criteria
may not be met f dRatersam@0023B3) |1 db6s si bl ing(s)

2.6 Conclusion

Family resilience where the family includes a child with a disability is a process that can
be defined by adversity, resources/strengths and adaptability. Firstly, families experience
one or multiple situations oddversity( t hi s may or may not be re
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disability, but is likely to occur during periods of transition) that places the family at risk.
Secondly, families draw oresourcegfor example, private and public social, emotional
and financial resourceghdstrengths(such as, their psychological capacity to cope and
build or reframe hope) to adjust to the adversity. This involves having an outcome that
the family can achieve. And thirdly, the family recovers from the event or situation by
adaptingfamily functioning, even though there was a risk that the family may not have
adapted. The resilience process concludes with families resuming a pattern of functioning
and balancing the needs of other family members with the need of the child with a
disability. Family resilience is a process that will change over time and can exist on a
continuum of levels. It involves the interaction of a number of key protective and risk
factors. Defining and describing family resilience is less complex than identifying how
savice providers can most effectively support families through the resilience process.
This is the focus of the next part of the report.
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