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Traditional approaches to Traditional approaches to 
understanding families of a child with understanding families of a child with 

a disabilitya disability

• Dysfunction

• Family pathology/parental 
psychopathology

• Parents as service providers/partners



A contemporary issue for all families: A contemporary issue for all families: 
WorkWork--family balancefamily balance

• ALL families are 
engaged in a process 
of balancing work and 
family demands

• For some families a 
part of this balance is 
caring for a child with 
a disability



Family wellbeing Family wellbeing –– a balancing acta balancing act

• Families do better at juggling these 
demands when they have appropriate 
resources/support:
– Internal (within the family)
– External (outside the family)

• Families vary in their ability to create a 
family routine they are happy with



Two studies of family wellbeing: Two studies of family wellbeing: 
Families of children birth Families of children birth –– 6 yrs6 yrs

Llewellyn et al, 1999

• 75% never/not seriously considered out 
of home placement

• 19% had considered out of home 
placement

• 6% had taken action to place their child



Families of children 6 Families of children 6 –– 13 years13 years

Llewellyn et al, 2003

• 27% of families ‘thriving’

• 44% of families ‘doing ok’

• 29% of families ‘struggling’



Differences between families doing Differences between families doing 
well and not so well well and not so well 

• Sharing workload and responsibility

• Integration of child with disabilities into 
family and community life

• Difficulty balancing demands of caring 
with needs of other family members



Family wellbeing Family wellbeing –– creating and creating and 
maintaining sustainable routinesmaintaining sustainable routines

• ‘Fit’ with family goals, values and beliefs 
(meaningful)

• Meet the needs of everyone in the family 
(balanced)

• Are supported by available resources 
(resource-demand fit)

• Are predictable



Measuring sustainability of family Measuring sustainability of family 
routinesroutines

• Aim to develop an instrument that will:

– Assist disability workers to understand a 
family’s daily routines from the perspective of 
the primary caregiver

– Determine the level of sustainability in a 
family’s routine

– Identify areas of intervention to increase 
sustainability of routine



Family Life InterviewFamily Life Interview

• Based on ecocultural theory

• Narrative style interview with primary 
caregiver

• Rating scales designed to summarise 
and quantify ‘how family is going’ -
completed by primary caregiver



• Sustainable routines operationalised:
– Meaningfulness- extent routine ‘fits’ with 

family goals, values and beliefs
– Balance- extent routine meet the needs of 

family members
– Resource-demand fit- extent routine is 

supported by available resources 
– Predictability- extent routine is predictable

Family Life InterviewFamily Life Interview



Currently underwayCurrently underway……

• Research trial 
– N = 52 families
– Test-retest reliability 

• Practice trial
– N = 130 families
– 30 experienced disability workers trained to 

use the FLI



Challenges going forwardChallenges going forward

• Supporting experienced practitioners to 
think differently about the assessment of 
family wellbeing.

• Translating understanding of daily family 
routines into practical supports that fit 
families, not the other way around.
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