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Down Syndrome 

• Chromosomal disorder affecting 
1:1000 live births in WA  

• Leading cause of intellectual 
disability  

• High levels of co-morbidity and 
varying levels of severity 

• Increase in life expectancy 

• Majority of young adults living with 
their families well into adulthood 
 

 

 



Background 

• Disability affects the whole family 

• Young people with intellectual disability often reside at home 
well into adulthood, highlighting the importance of describing 
quality of life in the context of the family.  

• The importance of family support during the transition period 
from school to adulthood is well documented.  



Background 

• Although more people with a significant disability are now in 
open employment, there has been little increase in the 
proportion of those with an intellectual disability accessing 
open employment.  

• However there is no research investigating the relationship 
between post-school outcomes for the young person with an 
intellectual disability and family quality of life. 



Aim 

To describe and compare the quality of life of 

families with a young adult with Down syndrome 

who participate in different day occupations 
post-school. 



Methods 

Down syndrome NOW database 

Ascertainment from DSC 

196 families completed questionnaires in 2009 



Methods – Questionnaire 
Young person characteristics 

• Demographics 

• Level of functioning in ADL’s 

• Behaviour 

• Day occupations 

Family characteristics 

• Family income 

• Parents work status and education levels 

• Family supports 

• Informal assistance needs 

• Family Quality of Life 



Beach Centre Family Quality of Life Scales 

Family quality of life is a measurable construct 

Beach centre family quality of life scale (Hoffman et al., 2006) 

Supports and services for children with intellectual 
disability and their families should enhance FQOL 

(Poston & Turnball, 2006, IASSID Europe) 

 



Day Occupations 

 

• Day recreational 
programs 

 

• ‘Australian 
Disability 
Enterprises’ 

• Segregated setting 

• TAFE 

• VET Programs 

• Supported 
employment 

• Integrated in 
community 

 

Open 
employment 

Training  

Alternatives 
to 

Employment  

Sheltered 
employment 



Post School Day Occupations 



FQOL Subscales 

• Families are most satisfied 
with their physical/material 
well-being 

 

• Least satisfied with their 
emotional well-being 





Confounding Variables 

Family 
Quality 
of Life 

Age  

Gender 

Family income 

Parents work 
status 

Level of 
functioning 

Behaviour 

Family supports 

Informal 
assistance 

needs 



Outcome: Beach Centre Family Quality of Life 
 
25 questions 
1-5 Likert scales 
Range 0, 125 
Higher score = Better FQOL 
 

Results: Day Occupation 

Open employment          Baseline 
Training                                0.21 
Sheltered employment     -9.54** 
ATE                            -10.35** 

Step 1 

Step 2 

Step 3 

Age 
Gender 
Family income 
Mother and fathers work status 

Age 
Gender 
Family income 
Mother and fathers work status 

Level of functioning 
Young persons behaviour 

Open employment          Baseline 
Training                                -0.17 
Sheltered employment     -8.26** 
ATE                            -0.41 

Age 
Gender 
Family income 
Mother and fathers work status 

Level of functioning 
Young persons behaviour 

Open employment         Baseline 
Training                               2.79 
Sheltered employment    -6.28* 
ATE                           1.86 

Family supports 
Informal assistance needs 

<0.1* 
<0.05 ** 
<0.001*** 



Results: Day Occupation 

• NSW general population 

• Unemployed were the least 
satisfied 

• Followed by those working 
less than 15 hours 

Down syndrome Study 

• Families of young people in 
sheltered employment 
reported lower FQOL than 
those in open employment 

 

 

 



Results: Self-care skills 

Outcome: Beach Centre Family Quality of Life 
 
Note Coefficient per point increase on self-care scale 

 
 
 

Functioning in  
self-care skills 

Step 1 

Step 2 

Step 3 

Age 
Gender 
Family income 
Mother and fathers work status 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Family supports 
Informal assistance needs 

Functioning in  
self-care skills                        

Functioning in  
self-care skills 

1.61*** 
 

1.25*** 
 

0.66** 
 

<0.1* 
<0.05 ** 
<0.001*** 



Results: Community skills 

Outcome: Beach Centre Family Quality of Life 
 
Note Coefficient per point increase on community scale 
 

 

Functioning in  
Community skills                   

Step 1 

Step 2 

Step 3 

Age 
Gender 
Family income 
Mother and fathers work status 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Family supports 
Informal supports 

Functioning in  
community skills 

Functioning in  
community skills 

0.72 
p value <0.044 

0.38 
p value <0.245 

1.18 
p value <0.001 



Results: Communication skills 

Outcome: Beach Centre Family Quality of Life 
 
Note Coefficient per point increase on communication scale 
 

 

Functioning in  
communication  
skills                   

Step 1 

Step 2 

Step 3 

Age 
Gender 
Family income 
Mother and fathers work status 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Age 
Gender 
Family income 
Mother and fathers work status 

Young persons behaviour 

Family supports 
Informal assistance needs 

Functioning in  
communication  
skills 

Functioning in  
communication  
skills 

2.54 
p value <0.020 

1.63 
p value <0.099 

3.81 
p value <0.001 



• Participating in open employment 

• Better functioning in self-care skills 

• Family support and families access to informal 
assistance 

What factors are related to a happier family? 



Conclusions 

• What factors are having a positive influence on the 
families of young people with Down syndrome? 

– Taking part in supported open employment 

– More independence in self-care skills 

– Family supports 
• Help from parents, partner, friends, children, co-workers, social 

groups and churches 

– Informal assistance  
• Having someone to talk to, loan money, encourage you, help in 

the care of you child 
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