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Briefing Paper
Development of the 2009 Survey of Disability, 
Ageing and Carers
INTRODUCTION

The purpose of this briefing paper is to provide people living with disability, their families and the disability sector with easy access to the main points discussed in the review and development of the 2009 Survey of Disability, Ageing and Carers (SDAC).   The Julia Farr Association felt it was important to explore how the review of the SDAC is progressing and the extent that the survey is addressing key issues relating to disability, because the information gathered from it can be used to guide governments and decision makers about the provision of services to people living with disability in the community. 
The 2009 SDAC is to be conducted by the Australian Bureau of Statistics (ABS) from August to December 2009.  The previous SDAC was conducted in 2003 from June to November (ABS 2004).  The ABS undertook consultation for the development of the 2009 SDAC from March to April 2008 to assist in gaining more information on priority areas for the survey.  Below is a summary of information provided in two ABS review documents for the development of the 2009 SDAC.  These being; 2009 Survey of Disability, Ageing and Carers Discussion Paper March 2008 and Development of the 2009 Survey of Disability, Ageing and Carers (SDAC) – Content review report/strategy paper May 2008.  More information on the SDAC can be obtained from www.abs.gov.au.
KEY POINTS
The SDAC provides detailed information on:

· the extent of disability in Australia
· the effect of disability on daily living and participation in the usual activities of the community
· the need for, and receipt of, assistance
· the people who provide a caring role and the activities that they are involved in (ABS 2008a). 
The information obtained from the SDAC is used to assist in policy development, general research and service planning and implementation.  For example, the Social Inclusion Unit, located within the Department of the Premier and Cabinet, is one area of the South Australia State Government which has used SDAC information to advise the Premier on how the pathways and journeys of young people living with disability can be improved (Social Inclusion Unit 2006).
The ABS consulted users of the SDAC from March to April 2008 through the distribution of a discussion paper on the SDAC and received responses from 32 individuals and organisations (ABS 2008b).  Respondents were asked to review the content of the 2003 SDAC taking into account “the importance of maintaining comparisons over time, as well as interview length and emerging issues relating to disability, ageing and carers, when proposing content changes” (ABS 2008a, p. 4). Based on this consultation the ABS identified some key areas, emerging issues and proposed developments to the SDAC which were forwarded to the SDAC Reference Group for consideration at their meeting held in May 2008. 
ABS Proposals
1. An increased sample size has been proposed for the 2009 SDAC to increase the validity and reliability of the data collected (ABS 2008b).
2. Aligning 2009 SDAC data items with those collected in the 2003 survey as much as possible has also been proposed to allow for comparisons over time (ABS 2008b).

Key findings of the consultation

1. When users were consulted about the SDAC they were asked to give priority ratings for the data items in the 2003 survey (ABS 2008a).  A lot of respondents indicated that all of the data items were important to them and “there was general reluctance to nominate items as low priority” (ABS 2008b, p. 4).   The items fall under these categories:
· Education (school attendance & school restrictions / type of support received / educational attainment)

· Employment (labour force items / employment restrictions)

· Housing

· Income

· Disability identification (Disability status / impairments and limitations)

· Assistance – need for, and receipt of, assistance (communication / cognition or emotion / mobility / self care / summary measures / informal providers / formal providers / supervision level / health care / housework / meal preparation / property maintenance / transport etc)

· Core activity limitations (communication / mobility / self care)

· Aids and equipment (communication aids / home modification / medical aids / mobility aids / self care aids)

· Self-perception of health status

· Long-term health conditions

· Community participation (activities at home / activities away from home)

· Household use of computer and internet

· Transport (driver status / public transport / private transport / travel in previous fortnight)

· Carers (assistance provided by carer / carer status / income unit level items etc)

· Primary carers (effects on caring role personally and at work / support access etc)

· Recipients of care

· Main recipients of care – Primary Carer (assistance needed / assistance received / social participation etc) 
(ABS 2008b).
2. Respondents raised concerns about the limitations of the definition of ‘primary carer’ used in the survey.  The 2003 SDAC defines primary carers as people aged 15 years or older who have provided the majority of care for at least six months to a care recipient living in a private residence (ABS 2008b).  This definition excludes carers “such as intermittent or short-term, high-impact/intensive carers, carers of people in residential care, and carers under the age of 15 years” (ABS 2008b, p. 4).  
3. There was a strong response from survey users asking that the care recipients identify their primary carer, based on  the view they were likely to be in a better position to know who this person was in comparison to other people in their household (ABS 2008b).   
4. There was also strong support from users for the inclusion of more information in the SDAC about specific population groups, such as culturally and linguistically diverse and indigenous populations (ABS 2008b).
Emerging issues resulting from the consultation and why they should be considered for inclusion in the development of the 2009 SDAC
As part of the review of the 2009 SDAC, some key emerging issues were identified which the Julia Farr Association believes need to be considered for inclusion in the survey as they highlight some current and future issues that can have an impact on the lives of people living with disability.  
1. Potential and unmet demand for services
Respondents indicated that they “would like the questions relating to assistance needed and received to be modified to better align with services provided under the Commonwealth State/Territory Disability Agreement (CSTDA)...” (ABS 2008b, p. 5).   This focus on linking the questions with the CSTDA support areas would help in identifying potential demand for services (ABS 2008b).   It is the Julia Farr Association’s view that this needs to be a key focus of the SDAC as not only would the use of this information enable governments and service providers to be proactive in their approach to the services they provide but it is likely to result in a better use of resources through ensuring that the decisions made are responsive to the needs of people living with disability and their families.
2. The relationship between disability and work
Survey users were interested in finding out more information about the employment participation rates of people living with disability as well as the impact this had on caregivers
, the economy and the demand for other services (ABS 2008b).  The employment of people living with disability is also an area of interest to the Commonwealth Government who recognise that the involvement of people living with disability in the workforce offers benefits to the person, their family and the economy.  They have made a commitment to support people to gain and retain employment through the development of a National Mental Health and Disability Employment Strategy (Australian Government 2008).   The Julia Farr Association believes that if the SDAC focused on collecting information on the relationship between disability and work and the resulting benefits and impact this has on the lives of people living with disability, their families, other services and the wider community, then it would provide valuable information to assist in the development, implementation and review of any related employment strategies. 

3. Social Exclusion (and Inclusion)
The impact that social exclusion has on the lives of people living with disability was highlighted as an emerging issue by survey users (ABS 2008b).  People living with disability can experience social exclusion as a result of a range of factors such as having limited involvement in community activities, not being in regular social contact with others and being unemployed (Saunders 2007).  The ABS believes that the SDAC currently provides data that can assist in identifying the aspects that contribute to social exclusion through its focus on key areas such as the involvement of people living with disability in the community, their education attainment and employment status (ABS 2008b).  With the current establishment of an Australian Social Inclusion Agenda by the Commonwealth Government to identify ways to remove the barriers that contribute to social exclusion (ABS 2008b), the Julia Farr Association hopes that the use of such data will highlight the extent that people living with disability are experiencing social exclusion and assist in determining where changes and interventions need to occur.  However, we believe that further consideration about whether the SDAC is providing sufficient information about this key area also needs to occur to ensure that decision makers are well-informed about the circumstances of social exclusion.
4. Care provision and the impact of caring on people’s lives
Users felt it was important to develop a greater understanding about the experiences of those providing a caring role, such as the relationship between their caring role and their participation in the work force and also the extent they participate in the community.  This would help “inform the development of policies, programs, initiatives and services to support people with a disability and their carers” (ABS 2008b).   The Julia Farr Association believes that this needs to be considered by the ABS for a couple of key reasons:  
· Supporting a loved one living with disability can have a considerable impact on the lives of caregivers as they can experience mental health problems, poor physical health, reduced involvement in the workforce and increased financial difficulties (Edwards et al. 2008).  Finding out more about the factors that contribute to such occurrences would assist in determining how best to support caregivers;  
· A total of 2,557,000 people were identified as caregivers by the 2003 SDAC, of which 474,600 were considered primary caregivers (ABS 2004).  Many Australians are providing care to a loved one who is ageing or living with disability and it is expected that the number of caregivers will increase in the future due to an ageing population (Edwards et al. 2008). This likely increase in the number of caregivers heightens the need for decision-makers to have a greater understanding about the impact that caring for a loved one living with disability can have on the lives of caregivers, to ensure that the decisions made and services offered now and in the future are responsive. 
WHAT HAPPENS NEXT?
This paper has provided a summary of the process that the ABS has undertaken up to May 2008 in regards to the development of the 2009 SDAC and the information that has been collated.  The proposed timetable outlining the remaining phases of the review and development of the 2009 SDAC is highlighted below.  However, if a decision is made to increase the sample size of the survey this may be revised (ABS 2008b). 
Proposed timetable for remaining phases of the development of the 2009 SDAC

· Pilot test of the 2009 SDAC 

- October / November 2008

· SDAC Reference Group Meeting 

- December 2008
· Dress Rehearsal



- March / April 2009
· SDAC Reference Group Meeting 

- May 2009
· Final Enumeration



- August to December 2009
CONCLUSION

For the 2009 SDAC to become a more potent source of information, the ABS needs to not only consider increasing the 2009 survey sample size and aligning it with the 2003 version, but take into account the following key points:

· Linking the SDAC with the support areas of the CSTDA would help identify potential and unmet demand for services;
· Gathering more information about the employment of people living with disability and the impact this has on their caregivers, the economy and demand for services would help establish greater awareness about the relationship that exists between disability and work;
· Ensuring the SDAC provides sufficient information about the impact of social exclusion on the lives of people living with disability would help inform decision makers about how best to respond to such circumstances;
· Collecting more information about the experiences of people caring for a loved one living with disability is necessary in a climate where the number of caregivers is likely to increase due to an ageing Australian population.  This would help ensure that any decisions made about supports and services are responsive to the current and future needs of caregivers. 
With a focus on these areas the 2009 SDAC can be a valuable resource that better informs people and governments when making decisions about the supports people living with disability need now and in the future.
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� The use of the term ‘caregiver’ throughout this paper refers to family members who care for a loved one living with disability and not support staff who give ‘care’ (ie practical support) but who do not necessarily have an emotional connection with the person they are supporting.
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