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Executive Summary 

The University of Melbourne received funding from the Disability Policy and Research 

Working Group to develop a questionnaire for a longitudinal study exploring the social and 

economic participation of people with and without disabilities. A longitudinal study of 

people with and without disabilities would enable important questions about the lives of 

people with disabilities to be answered and would overcome the problems associated with 

current disability datasets. Importantly, this longitudinal study would be conceptualised in 

terms of a ‘social model of disability’ whereby disability is understood to occur when people 

with various conditions or impairments are unable to fully participate in society on an equal 

basis because of physical, social and economic barriers. It was the intention of researchers 

to model the questionnaire design on that of the Life Opportunities Survey (LOS), a United 

Kingdom longitudinal study that collects data on impairments and barriers to participation 

for people with and without impairments.  

 

In developing this proposal we recognised the range of datasets available in Australia 

particularly the Australian Bureau of Statistics (ABS) Survey of Disability, Ageing and Carers 

(SDAC). While these data have been critical in providing a ‘snapshot’ of the experiences of 

people with disabilities, more useful data could be garnered by following people with 

disabilities (and a comparison group of people without disabilities) over time. For example, a 

longitudinal study would provide an in-depth understanding about the barriers and 

facilitators of health life transitions; describe which aspects of people’s lives affect the 

course of their disability; and importantly, through comparison with people without 

disabilities the study would highlight the ways in which people with disabilities are 

disadvantaged relative to people without disabilities, and the ways in which this 

disadvantage affects their lives.  Such data are critical for the evaluation of new policy 

initiatives such as the National Disability Insurance Scheme.  

 

The aim of this project was to undertake the developmental process for a questionnaire for 

the first wave of a longitudinal survey.  This report outlines the four stage questionnaire 

development process. 
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Stage 1: Key informant consultations 

Twenty individual consultations with representatives from peak disability and policy 

organisations, and service providers were undertaken by the project coordinator. The 

primary objective of these consultations was to obtain key informant (KI) perceptions of 

important issues to be included as part of the questionnaire as well as their opinions on how 

the questionnaire could best be administered and adapted for various disability groups. The 

consultation findings revealed a general consensus among KIs that a social model of 

disability should be used in any research concerning people with disabilities. There was also 

strong feeling that the questionnaire content should reflect the visions and objectives of the 

National Disability Strategy as well as the rights of persons with disabilities as defined by the 

United Nations Convention on the Rights of Persons with Disabilities. While KIs frequently 

reported using data from existing Australia datasets to inform policy development within 

their organizations; many pointed out that existing datasets were limited and did not meet 

their organizational needs. KIs felt that the areas of life covered in the LOS were 

comprehensive. Additional, more detailed content exploring areas such as health outcomes 

and access to and experiences with the justice system were also suggested. KIs 

overwhelmingly felt that a multimodal approach would be the best way of making the 

survey as accessible as possible to people with different types of disabilities. KIs felt that it 

was important for data collected as part of the longitudinal survey to be made free and 

publically available in much the same manner as ABS datasets. All KIs welcomed the 

development of a longitudinal survey of people with and without disabilities and felt that 

such a survey would contribute significantly to our understanding of disability in Australia.  

Stage 2: Preliminary version of the questionnaire 

A preliminary version of the questionnaire was developed based on a review of current 

national and international surveys targeting both the general population and people with 

disabilities. The findings from the KI consultations were also used to inform the 

development of a preliminary version of the questionnaire. 

Stage 3: Focus groups with people with disabilities 

The third stage of the questionnaire development process involved conducting five focus 

groups with 49 people with various forms of disability and/or carers of people with 
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disabilities. Participants were people with physical and mobility-based disabilities, vision, 

hearing, cognitive and psychiatric impairments. The primary aim of these groups was to 

obtain participant views on the issues of particular importance in their lives. Key themes to 

emerge from the focus groups centred around the following issues: interpersonal 

communication; accessing information and services; employment and education 

opportunities; public transport and the built environment; recreation, entertainment, and 

spare time; friendships, relationships, and family; housing, money, prejudice and 

discrimination; and achievements and strengths.  

Stage 4: Final version of the questionnaire 

The preliminary version of the questionnaire was revised to reflect the findings derived from 

the focus groups. The final version of the questionnaire consists of twelve modules: 

demographics; disability; education, employment, and income; domestic life; health; 

transport; access to services; accessibility; caring for others; discrimination and crime; 

community, leisure activities, and social contact; and choice and control.  

Recommendations 

1. Given that there is a high level of support for a longitudinal study focusing on the 

lives of people with disabilities, resources should be invested in the establishment of 

such a study. 

2. That the questionnaire: 

a. is informed by a social model of disability 

b. includes the following modules: demographics; disability; education, 

employment, and income; domestic life; health; transport; access to services; 

accessibility; caring for others; discrimination and crime; community, leisure 

activities, and social contact; and choice and control 

c. is provided in multiple modalities (e.g. web, plain language, large font) so 

that people with a range of impairments are able to participate 

d. includes people without disabilities so that comparisons can be made over 

time and the intersection of disadvantage arising from disability as compared 

to other factors such as gender, age, geographical location etc. can be 

determined 
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e. recognises the difficulties inherent in capturing the experiences of adults at 

all stages of life in one questionnaire and in order to overcome this difficulty 

aims to recruite specific age/life stage cohorts over time. These may include: 

adolescents transitioning from education into further education, training and 

employment; transitions into reproductive life; mid life, and transitions into 

retirement 

f. includes people with disabilities in all stages of the study development, 

implementation and interpretation of findings. 

3. Resources are required to undertake further development of this questionnaire for 

the first wave of a longitudinal study. This includes: 

a. focusing the questionnaire content as it is currently too lengthy and may 

result in respondent burden 

b. further work on some key areas for which appropriate items could not be 

identified within the literature and existing surveys 

c. cognitive testing of the questionnaire 

d. development and testing of sampling methods 

e. field testing of proposed approach. 
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Background 

Between 15-19% of the world’s population have disabilities [1] with similar rates in Australia 

[2] but significantly higher rates among Aboriginal and Torres Strait Islander communities 

[3]. In 2001 it was estimated that 3.9 million Australians had some degree of disability, of 

whom 1.2 million (6% of the population) had severe or profound core activity limitations. It 

is projected that by 2030, the number of Australians living with severe disability will have 

increased to 2.3 million [4]. 

Australians living with impairments are more likely to live in poverty, have lower levels of 

education and are less likely to participate in economic, social and cultural activities than 

people without impairments [5-7]. Startlingly, Australians with impairments fare much 

worse on many social and economic indicators (e.g. labour force participation) than people 

with disabilities in other OECD countries [1] and the gap in relative disadvantage between 

Australian adults with and without impairments has widened considerably on most 

indicators over the last decade [6]. 

This evidence has primarily been gained from cross-sectional surveys that collect 

information on a person at one point in time. Findings from studies where data are collected 

from the same individuals at multiple time points (i.e. longitudinal studies) suggest that the 

low social and economic participation of people with disabilities have flow on effects for 

their health [8, 9]. This increases the health and income support cost burden to the 

community. Using currently available longitudinal data, Emerson and Llewellyn have shown 

that a substantial proportion of the poorer health of young people with impairments can be 

attributed to their poorer living conditions [10, 11]. However, considerable gaps in our 

knowledge remain due to the limitations of current Australian data. These limitations 

include: 

a. A narrow definition of disability 

Data focuses on the impairment or health condition, with little attention paid to broader 

aspects of social, economic or civic participation or to the environmental barriers to 

participation. The Short-Form Disability Module (used in many routine surveys) defines 

disability in terms of the type of impairment (e.g. physical), with severity being defined in 
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terms of the impact of the impairment on ‘core activities’ of self-care, mobility and 

communication. This definition effectively excludes many conditions, such as mental health 

problems, which may not affect these ‘core activities’ but are associated with significant 

restrictions in social and economic participation.  

b. Lack of comparable data for people with and without disabilities 

While the Survey of Disability and Carers (SDAC) collects more detail on social and economic 

participation of people with a disability, comparable data on people without disabilities is 

not collected, which means that it is impossible to know the extent to which social and 

economic participation varies for people with and without disabilities.  

c. Lack of longitudinal data 

Most of the Australian data is from cross-sectional surveys making it impossible to 

disentangle whether health conditions or impairments result in social and economic 

disadvantage or vice versa. More importantly, cross-sectional studies cannot capture the 

barriers and facilitators to healthy transitions across the life course. These transitions might 

include moving from school to post-school education and employment as well as transitions 

in and out of disability. 

d. Lack of information on disability-specific life experiences 

Information on disability-specific life experiences including both environmental barriers to 

participation in such areas as work and access to services (e.g. health) and the direct 

experience of disability-discrimination and disabilist hate crime are not collected. These 

domains have all been identified as key priorities in the National Disability Strategy [12]. 

e. Lack of comprehensive data across all domains of life 

Studies that do collect data on disability focus on a limited range of issues. For example, 

while the Australian Health Survey includes the short-form disability module, it collects 

limited data on many other aspects of life (e.g. work).  

f. Lack of comprehensive data on health and wellbeing 
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With the exception of the Australian Health Survey, studies that include data on disability 

have limited health data other than that related to the health condition or impairment. For 

example, questions about oral health and sexual and reproductive health are not included. 

They do not include questions about experiences of bullying, harassment, abuse and suicidal 

ideation which are likely to be more common among people with disabilities [13-16]. 

A longitudinal study of people with and without impairments would enable us to address 

important questions about the lives of people with disabilities and overcome the problems 

associated with current data collections. Importantly, this study should be conceptualised in 

terms of a ‘social model of disability’ whereby disability is understood to occur when people 

with various conditions or impairments are unable to fully participate in society on an equal 

basis because of physical, social and economic barriers [1, 17-20].  Such a study would 

include questions about participation, and barriers and enablers to participation, across 

many domains of life (e.g. education, transport, relationships).  

The United Kingdom (UK) Life Opportunities Survey (LOS) is a longitudinal study that collects 

data on impairments and barriers to participation for people with and without impairments 

[21]. It is a major study, sponsored by the Department for Work and Pensions, which has 

been running since June 2009. It provides facts and figures comparing how disabled and 

non-disabled people participate in society in a number of areas. These areas including work, 

education, social participation, transport, and use of public services. The survey aims to 

identify the reasons why people do not take part in these areas as much as they would like 

to. It also explores topics such as living standards, housing, discrimination and crime. The 

development of a longitudinal Australian version of the LOS would enable us to answer 

some important questions such as: 

 How dynamic is the population of disabled people? What are the onset and offset 

rates?  

 What are the impairment, and non-impairment, related barriers and enablers to 

workforce participation across the life cycle? What is the relative impact of lifetime 

or acquired disability on workforce participation?  
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 What are the social and economic factors that facilitate healthy transitions from 

adolescence to adulthood for people with impairments? How do these differ from 

people without impairments? 

 To what extent do people with impairments experience discrimination, bullying, and 

violence in their intimate relationships and in society more generally? Do these 

experiences vary by gender? How do these experiences shape the social and 

economic participation and health of people with disabilities?  

 How do new policy initiatives, such as the NDIS and the rollout of the disability 

employment services improve the social and economic participation of people with 

disabilities?  

Aim of this study 

In order to demonstrate to future funding bodies that a longitudinal study of people with 

disabilities is methodologically feasible and conceptually sound, it is important that 

questionnaire development is a rigorous process. The aim of this study is to undertake the 

development of a questionnaire for an Australian longitudinal study of the social and 

economic participation of people with disabilities. 
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Methods 

The development of a proposal for a longitudinal study requires careful preliminary work to 

demonstrate to funding bodies that the project is methodologically feasible and 

conceptually sound. Therefore, questionnaire development consisted of a four stage 

process.   

Stage 1: Key informant consultations 

Individual consultations with representatives from peak disability and policy organisations, 

and service providers were undertaken in order to inform questionnaire development. The 

primary objective of these consultations was to obtain key informant (KI) perceptions of key 

issues to be included as part of the questionnaire. As secondary objective of these 

consultations was to obtain KI opinions on how the questionnaire could best be 

administered and adapted for various disability groups. The findings from these 

consultations were used to inform the development of a preliminary version of the 

questionnaire.  

Stage 2: Preliminary version of the questionnaire  

A preliminary version of the questionnaire was developed based on a review of current 

national and international surveys targeting both the general population and people with 

disabilities. The findings of the KI consultations were used to inform the initial development 

of the questionnaire. A day long face-to-face meeting of project investigators took place in 

order to discuss and finalise the content of the preliminary questionnaire.  

Stage 3: Focus groups with people with disabilities 

The third stage of the questionnaire development process involved seeking the input of 

people living with disabilities. Five focus groups of 8-10 people were undertaken. The 

primary aims of these groups was to seek participant views on the issues of importance in 

their lives that they would like to see included in a questionnaire comparing the lives of 

people with disabilities to those without disabilities.  

Stage 4: Final version of the questionnaire 

The findings of the focus groups were used to revise the preliminary questionnaire. Every 

effort was made to ensure that the key issues identified within the focus groups were 
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included in the questionnaire. Areas of the questionnaire requiring further research and 

development were noted as part of this report. 

 

 

 

 

 

 

 

 

 

 

 

 

 

  



18 
 

Results 

Stage 1: Key informant consultations 

Individual consultations with representatives from peak disability and policy organisations, 

and service providers were undertaken. The purpose of these consultations was to gather 

key informant (KI) perceptions of areas that should be included as part of the questionnaire 

as well as their opinions on how the questionnaire could best be administered and adapted 

for various disability groups (e.g. people with cognitive impairments).  

A project information statement in plain language was developed in addition to a set of 

guiding principles (see Appendix A for guiding principles) governing the conduct of the 

research. These documents were provided to all KIs.  

The project investigators worked collaboratively to develop an interview schedule that could 

be used to guide the direction of the interviews. The interview schedule asked KIs about 

their preferred definition of disability, their views on areas that should be included in the 

questionnaire, their awareness of and opinions of current Australian disability datasets, 

their views on the content of the LOS, and their opinions on the best form of survey 

administration and dissemination (see Appendix B for complete KI interview schedule).  

Recruitment of key informants 

A preliminary list of potential KIs was compiled using the networks of investigators as well as 

conducting internet searches of national peak body disability organisations. A particular 

effort was made to invite representatives from a wide range of disability organisations as 

well as organisations targeting minority disability groups such as women with disabilities 

and Aboriginal and Torres Strait Islanders with disabilities. Individuals involved in the 

development of the LOS were also invited to be part of the consultation process. Potential 

KIs were informed about the study via email or telephone. A total of 30 individuals were 

approached to take part in the study and, of these, 20 participated in an interview. Those 

individuals that did not participate were unresponsive to both phone and email contact.  

All KIs, with the exception of one, took part in the interviews via telephone. One KI took part 

in a face-to-face interview at the University of Melbourne. The duration of interviews 
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ranged from 45 minutes to 2 hours. All interviews were undertaken by the project 

coordinator. 

KI interviews were undertaken with representatives associated with the following 

organisations: 

 People with Disabilities Australia  

 Women with Disabilities Australia 

 Australian Federation of Disability organisations 

 Australian Bureau of Statistics 

 Department of Families, Housing, Community Services and Indigenous Affairs 

 Office of Disability Issues, UK  

 Scope 

 Disability Employment Australia 

 Blind Citizens Australia  

 Brain Injury Australia 

 Physical Disability Australia 

 First People’s Disability Network 

 NSW Council for Intellectual Disability  

 Australian Institute of Health and Welfare 

 Deafness Forum Australia  

 National Disability Services 

 VicHealth 

 Aboriginal Disability Network 

Positions held by KIs included: 

 Chief Executive Officer 

 Executive Director 

 President 

 Executive Officer 

 Director 

 Head 

http://www.dss.gov.au/contact/contact-the-department
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 Chair 

 Manager 

 Associate Executive Manager 

 Advocate 

Extensive notes were taken throughout the interviews. A summary of the findings from KI 

consultations are presented below.  

Key issues identified via key informant consultations 

Defining disability 

Various definitions of disability currently exist. Definitions range from those that view 

disability purely as a biological or medical dysfunction to those that incorporate social 

aspects of disability. Disability is a complex, contested, evolving concept. Definitions of 

disability are important because they can directly affect the lives of people with disabilities 

through, for example, eligibility criteria for programs and benefits, policies and legislation. 

There was a general consensus among KIs that a social model of disability should be used in 

any research concerning people with disabilities. The International Classification of 

Functioning, Disability and Health (ICF) was repeatedly referenced as a preferred concept of 

disability among KIs. The ICF defines disability as, ‘an umbrella term for impairments, 

activity limitations and participation restrictions. It denotes the negative aspects of the 

interaction between an individual (with a health condition) and that individual’s contextual 

factors (environmental and personal factors)’. Equally the United Nations (UN) Convention 

on the Rights of Persons with Disabilities was frequently cited as a common way of 

considering disability. The UN Convention describes disability as resulting ‘from the 

interaction between persons with impairments and attitudinal and environmental barriers 

that hinders their full and effective participation in society on an equal basis with others’. 

Both of these definitions were frequently referred to in the development of policies and 

procedures within KI organizations. 

Purpose of the questionnaire  

There was a general feeling among KIs that the questionnaire content should reflect the 

visions and objectives of the National Disability Strategy as well as the rights of persons with 

disabilities as defined by the UN convention. Some KIs felt that the longitudinal study should 

http://www.aihw.gov.au/the-international-classification-of-functioning-disability-and-health-icf/
http://www.aihw.gov.au/the-international-classification-of-functioning-disability-and-health-icf/
http://www.un.org/disabilities/default.asp?navid=14&pid=150
http://www.un.org/disabilities/default.asp?navid=14&pid=150
http://www.dss.gov.au/our-responsibilities/disability-and-carers/program-services/government-international/national-disability-strategy#1
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have specific objectives in relation to improving the lives of people with disabilities such as 

increasing workforce participation, increasing better health outcomes, and identifying 

opportunities for early health care intervention. 

Specific sub-populations of persons with disabilities 

When asked whether there were issues of particular importance to Aboriginal and Torres 

Strait Islander (ATSI) people with disability, a number of points were raised by KIs. A lack of 

knowledge as to the prevalence of disability among ATSI populations was seen as a 

particular issue by a number of KIs. This was compounded by the geographic spread of ATSI 

populations in addition to language and cultural barriers. Some KIs felt that there was 

currently a lack of understanding about ATSI concepts of disability and caring. They felt it 

was especially important for the longitudinal study to explore these issues. Several KIs felt 

that the rate of disability service use among ATSI populations was considerably lower than 

that of the general population. It was hoped that the longitudinal study would be able to 

identify barriers to service use for ATSI populations so that targeted interventions could be 

developed. When asked about issues specific to culturally and linguistically diverse (CALD) 

groups, KIs again identified low rates of service use as being a significant issue for this 

population. One KI felt that service use appeared to be decreasing among CALD populations. 

With regards to young adults with a disability, KIs felt that transitions from education into 

further education or employment were issues of paramount importance for this group of 

people. KIs felt that young adults with disabilities often faced a multitude of barriers to 

transitioning from education to further education or employment, and it was hoped that the 

longitudinal study may be able to help identify the barriers to these transitions. Another 

issue of perceived importance to young adults with disabilities was that of age appropriate 

accommodation. Several KIs spoke of young people with disabilities being inappropriately 

housed in aged care residential facilities where their social and community needs were 

often neglected.  

A number of issues were identified by KIs as being of particular importance to women with 

disabilities. Issues of violence and sexual abuse were frequent concerns. Consent in relation 

to forced sterilisation was also an issue of importance for KIs. For people with intellectual 

disabilities in particular, the decision to become a parent and the subsequent lack of 

support given to these women by health care and government departments was another 
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primary concern. Among older people with disabilities, there was a common feeling among 

KIs that aged care residential facilities may not adequately meet the needs of people with 

disabilities. They feared that the physical environment in aged care facilities was not always 

appropriate for people with disabilities and were concerned that staff often lacked 

adequate training in how to identify and respond to the needs of older people with 

disabilities. Finally, KIs felt that poor access to services was a significant issue for people 

with a disability living in rural, regional and remote areas. KIs spoke of these individuals 

having little or no access to respite care and poor access to transport which affected their 

ability to access services. KIs were also concerned that people with disabilities living in rural, 

regional or remote areas experienced a lack of meaningful social contact and social support.  

Current Disability datasets 

KIs were aware of many Australian datasets that collect data on persons with disabilities. 

These include the Survey of Disability, Ageing and Carers (SDAC), Census, Social Survey, 

National Aboriginal and Torres Strait Islander Health Survey, and the Australian Health 

Survey. Many KIs reported that they often used small amounts of data from these datasets 

to inform policy development within their organizations. However, while they often drew on 

small amounts of information gathered from several different datasets; KIs frequently 

pointed out that none of the existent datasets completely met their needs. For example, 

while KIs often utilised data from the SDAC they felt that it had a number of limitations. The 

scope of the SDAC was perceived as very narrow, the sample size was viewed as too small to 

be meaningful when broken down into categories, and its lack of inclusion of participants in 

remote communities and those who do not access services was perceived as a significant 

limitation. KIs also lamented the lack of a reliable way to link up the various datasets in 

existence in Australia. All KIs welcomed the development of a longitudinal survey of people 

with and without disabilities and felt that such a survey would contribute significantly to our 

understanding of disability in Australia.  

Life Opportunities Survey 

All KIs felt that the domains and associated content of the Life Opportunities Survey (LOS) 

were quite comprehensive. However, KIs made several suggestions for additional content to 

be included. Within the health domain, KIs wanted to see more questions concerning health 

outcomes. Access to the justice system and associated experiences with this system was 
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another area that KIs felt should be explored in more detail. KIs were particularly interested 

in the barriers to accessing the justice system and to accessing legal support, as well as 

exploring the experiences of people with disabilities when they are victims of crime. KIs also 

felt that it was important to collect particularly detailed household information as this was 

likely to be an important resource for people living with disabilities. 

Survey administration and follow-up 

KIs were asked to provide their views on how the survey would best be administered. KIs 

overwhelmingly felt that a multimodal approach would be the best approach for the 

longitudinal study in order for the survey to be accessible to people with different types of 

disabilities. Options of face-to-face interviews (particularly for those with cognitive 

disabilities), telephone interviews, and an online survey should ideally be available for all 

participants. It was felt that relying on one type of approach alone would lead to poorer 

response and retention rates. Many KIs felt that face-to-face interviews would be the 

preferred approach to enhance engagement and increase retention rates. One KI felt that 

face-to-face interviews would be the preferred approach in the first and second wave of the 

study. Once a relationship and rapport between researchers and participants had been 

established in the first two waves; the survey could then be completed by telephone or 

online without less risk of participant drop-out. 

KIs felt that it was important to engage and connect with participants upfront in order to 

maximise engagement. It was seen as important to make the benefits of participation clear 

to participants, both for themselves and the disability-community as a whole. Other 

considerations raised by KIs included the need to reassure participants about the protection 

of their privacy when participating in the study.  

Dissemination of survey findings 

KIs felt that it was important for data collected as part of the longitudinal survey to be made 

free and publically available in much the same manner as ABS datasets. It was also seen as 

particularly important to share the research findings with participants as a way of enhancing 

engagement and retention. Ensuring that research findings are presented in an accessible 

manner was highlighted by a number of KIs. Several KIs suggested sending participants 

regular newsletters containing an accessible snapshot of research findings. Others 
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emphasised the importance of presenting the findings in an accessible (i.e. non-academic 

style) so that the research findings can be easily understood and utilised by policymakers.  

Stage 2: Preliminary version of the questionnaire  

The second stage of the project involved developing a preliminary version of the 

questionnaire. The LOS was used as a framework for developing a questionnaire suitable for 

an Australian context. The process began with the separation of the LOS into its various 

domains. Where possible, researchers aimed to replace items within the LOS with existing, 

validated items from widely used Australian questionnaires such as the SDAC, Australian 

Health Survey, and the Census. The researchers began by familiarising themselves with 

various Australian questionnaires collecting data on health and disability. All items or 

response options in the LOS that were relevant only in a UK context were replaced with 

Australian items or were reworded to suit an Australian context.  

Some areas identified as important through the KI consultations were not represented 

within the LOS. In this instance, researchers made every effort to source previously 

developed and utilised items within other Australian surveys. Where this was not possible, 

these areas were noted as requiring further development and consultation. 

A day long face-to-face meeting was held on the 9th October with the majority of project 

investigators in attendance. The purpose of this meeting was to collectively discuss and 

review the preliminary content of the questionnaire. A set of key principles to guide the 

questionnaire development process was a particularly useful outcome of this meeting. 

These principles provided a clear framework to which investigators could refer in order to 

keep the process on track and to guide decisions about content to include and discard. 

These key principles were as follows: 

 The primary aim of the questionnaire should be to gather information concerning 

people’s life circumstances, life situations, and life opportunities. 

 The questionnaire should capture trajectories and transitions recognising that 

disability is not static. 

 The questionnaire should aim to capture discrimination, disablism, and structural 

impediments to people’s life aspirations. 
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The questionnaire was further revised in keeping with the key principles and other key 

points raised within this meeting.  

Stage 3: Focus Groups with people with disabilities 

The third stage of the questionnaire development process involved seeking the input of 

people living with disabilities about the issues they would like to see captured in the 

questionnaire. Specifically, through the focus groups it was hoped to gather information on: 

 The topics deemed to be most important/relevant to those experiencing disabilities 

(and carers and/or parents of those with disabilities) 

 Any aspects of those important/relevant topics that those with disabilities believe 

might change with life stage 

 Any aspects of those important/relevant topics that those with disabilities believe 

might be more pertinent due to other demographics (e.g. gender, age group, 

location) 

A topic guide was developed prior to conducting the groups to aid the discussion and 

provide prompts for the facilitator (see Appendix C). 

Recruitment of focus group participants 

Five focus groups comprising a total of 49 people experiencing disabilities as well as a 

number of participants who were relatives and/or carers of people with disabilities were 

conducted.  

Participants were recruited in a number of ways. The networks of KIs as well as disability 

organisations were used to promote the study. Information about the focus groups was 

circulated via organisational newsletters, mailing lists, and social media sites. Individuals 

who were interested in participating were asked to contact the project coordinator who 

then sent them a project information statement and a consent form. Each focus group 

lasted for approximately one hour. Three groups were held at the University of Melbourne, 

one group at the Melbourne office of Blind Citizens Australia, and one group at Vicdeaf. All 

focus groups were facilitated by a representative from Ipsos Social Research Institute with 

the project coordinator in attendance. All participants were provided with a $50 Coles-Myer 

gift-card in recognition of their participation. 
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The five focus groups were comprised as follows: 

 Group 1: Mostly people with physical/mobility-based disabilities including individuals 

with multiple disabilities, multiple sclerosis, lupus, cerebral palsy, depression and 

vision impairment.  Thirteen participants (6 males, 7 females) were in attendance. 

 Group 2: All eight (5 females, 3 males) in attendance were vision impaired or blind.  

 Group 3: Mostly people with physical/mobility-based disabilities including individuals 

with multiple disabilities, multiple sclerosis, bipolar disorder, depression, anxiety, 

cerebral palsy, and quadriplegia and vision impairment. Two of the ten (4 females, 6 

males) in attendance were carers.  

 Group 4: Mostly people with physical mobility-based disabilities including individuals 

with multiple sclerosis and Down syndrome. Five of the eleven (7 females, 4 males) 

in attendance were parents and/or carers. 

 Group 5: All seven (4 females, 3 males) in attendance were hearing impaired (hard of 

hearing) or deaf. Two Auslan interpreters assisted the group.   

Focus group findings 

The research approach focused on asking what participants thought were the most 

important issues affecting their lives that should be captured by the questionnaire. Given 

the challenges to all facets of life that participants experienced, the issues raised were 

diverse and often very complex. Unsurprisingly, the group discussions enabled many to air 

struggles associated with disability (particularly relating to disability services) that were 

outside the scope of the resultant questionnaire. The primary themes raised by group 

participants are outlined below. 

Interpersonal communication 

Participants from all groups spent considerable time talking about issues with interpersonal 

communication they had encountered in a variety of different settings, including social 

settings, recreational settings and within the workplace. Many felt that there was a 

widespread lack of awareness of people living with disabilities, and relayed incidents of 

interactions with strangers where they were disappointed by the tone or language (or both) 

that the able-bodied person employed when talking to them. Others mentioned feeling as 
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though they always had to approach non-disabled people in a social setting in order to make 

them feel at ease. 

“I’ve … communicated with and worked with a lot of deaf-blind people … and one of 

the biggest barriers is communication in a broad sense, in all, ranging from 

employment to social.” (Group 3) 

“We’re the ones that have to break the ice and make people feel at ease.” (Group 2) 

For those in the hearing impaired group, discussion around communication centred on the 

day to day interactions they had with those around them. Difficulty hearing affected all 

aspects of their lives, including work, social interactions and entertainment. Those who 

were hard of hearing and did not know Auslan felt that because they had some hearing 

ability, the expectation was that they would always be able to communicate fully. As a 

result, they felt that people sometimes made little effort to speak clearly and directly, or 

treated them as thought they were stupid if they could not understand. Being talked down 

to was also an experience of participants in other groups. 

“Because a lot of people make assumptions on what I’m capable of doing just by 

looking at me and they treat me like I have an intellectual disability because I have a 

physical one. So I think it’d be interesting to do some research on that and how able 

bodied people see it compared to how people with disability see it.” (Group 3) 

“There are some people who can tell you are hard of hearing, they can tell you have 

hearing aids, but they cut you no slack, they treat you like you can hear everything.” 

(Group 5) 

Those who were deaf had particular struggles with communication and were highly 

dependent on interpreters in many situations in their life, including medical appointments, 

at hospitals and at job interviews. Some recalled instances where they were ostensibly 

ignored because other people thought communicating with them would be too difficult. 

These included interactions with ticket inspectors on public transport, and when being 

pulled over for a Random Breath Test by police. 
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“A lot of ticket inspectors just ignore deaf people…there’s a stigma attached to being 

deaf.” (Group 5) 

Blind or vision impaired participants also faced unique challenges when it came to 

communications. They felt that being unable to read body language often made social 

interactions awkward, and sometimes hampered their confidence in what they described as 

‘mainstream settings’. Many participants with mobility impairments or other physical 

disabilities expressed irritation at incidents where the other person would speak or 

otherwise interact with the participant’s carer or companion. Participants described these 

incidents as upsetting demonstrating a lack of awareness among the general population 

about disability and highlighting assumptions that people often make based on someone’s 

appearance. 

“One of the things I found, when I go to get something at a shop, I need someone 

with me and they always speak to my carer rather than me, since I’m in a wheelchair. 

It’s like ‘he might have an intellectual disability since he’s in a wheelchair’, there’s a 

lot of stereotypes out there.” (Group 3) 

“They will look at [my guide dog] not me” (Group 1) 

Further, difficulty communicating was seen to be one of the core issues (along with many 

others) leading to a sense of isolation and lack of social support among many people in the 

disabled community, potentially placing people at risk of mental health problems. 

“A huge one for me is the social isolation, the lack of support if you have a rare 

condition” (Group 3) 

Accessing information and services 

There was a great deal of discussion around accessing information and services pertaining to 

specific disabilities, much of which was out of the scope of this work. This often related to a 

sense that there was, presumably, plenty of information, services and sources of funding to 

assist people with disabilities, but that it is often very difficult to know what to look for, 

where to go and who to talk to. This was particularly the case for people who had acquired 

their disability more recently. 
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“When we first got thrown into this disability thing, we didn’t know where to go, it 

took a lot of time for us to go ok well, and people telling us things and or actually 

people telling us how to get around things. And no consistency in the information they 

gave us. One person would tell us one thing, one person, so it’s those sorts of things.” 

(Group 3, Carer) 

In some groups, participants shared information about services that were available with one 

another and several were surprised to find out about what was on offer, suggesting that 

awareness of available services and resources was quite poor. Those who were vision 

impaired were particularly reliant on accessible websites and databases – in both the 

workplace and elsewhere – and many had experienced the frustration of a site they had 

been previously dependent on changing its format to no longer be accessible. In some cases, 

this could mean that people were no longer able to perform their job. There was also 

concern about the fact that sometimes services on which they were highly dependent – 

such as Australia Post – become redundant for the ‘mainstream community’ and were then 

scaled back without consideration for how it might affect the lives of people with 

disabilities. 

 “Nothing is static. Something might be accessible but then it changes” (Group 2) 

Further, many identified gaps in the services and information available, which they 

attributed to lack of funding in the disability sector. Services, including support groups for 

people with chronic pain, and training to re-educate people in sign language were seen to 

be completely absent, or very limited in their availability or accessibility. Many participants 

also discussed their difficulties with the medical system at length, and felt that it was not 

meeting their needs. 

Employment and education opportunities 

Employment was a major issue discussed in all groups. Reflecting the demographic profile of 

participants, education was discussed to a lesser extent, but was particularly important to 

younger participants. There was considerable discussion around the process of gaining 

employment, including resumes, interviewing and finding a workplace willing to see the 

potential skills of a person, rather than just their disability. Many felt as though potential 

employers often saw them as too much of a risk or burden to take on and assumed that 
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they would be less capable than people without a disability. Some faced additional barriers 

such as requiring a carer with them at work, or an interpreter at job interviews, which they 

often had to personally fund. 

“I think access to employment. Obviously employment is a big issue for people with 

disabilities and I think one of the biggest things I see, I’ve worked in the disability 

employment industry plus being a person with a disability. The categorising of people, 

assuming what people can do is really, so it’s access to employment and community 

awareness sort of in hand.” (Group 3) 

“I think something that’s really lacking in society is people’s, everybody’s perspective 

of people with disabilities. They see someone in a wheelchair, they’re going to think 

that they’re not going to be able to do much, and that turns into a lack of 

employment for people with disabilities because of the stereotypes there in the 

community.” (Group 3) 

Having a disability was seen to greatly limit not only the opportunity to obtain work at all, 

but also the type of work available. Meaningful, fulfilling work was particularly difficult for 

some to obtain. 

“There’s this constant ‘well, we’ll get you into a call centre’. I’d go wild being a call 

centre employee; there’d be a body count!” (Group 1) 

“I used to be a teacher…but one of the things that put me off was classrooms, you just 

couldn’t hear, the acoustics were really bad” (Group 5) 

Conversely, some respondents without obvious physical signs of disability felt that although 

they were able to find employment, they were not accommodated in any way and it was 

assumed that they would not have difficulty performing tasks or require any support. This 

was particularly true of those who had a hearing impairment. 

“I’ve struggled throughout my working life with being in meetings. Often I don’t hear 

everything that people say…I actually don’t end up saying anything or contributing to 

the meeting because I don’t hear anything. I think people tend to perceive that I’m 

ignoring everyone, I don’t care about participating.” (Group 5) 



31 
 

Many emphasised that finding employment is only part of the struggle, and that changes to 

systems at work can make their job difficult or even impossible. It was particularly 

frustrating when this occurred without consultation. Those in the vision impaired groups 

discussed situations where previously accessible information (such as databases or IT 

systems) were changed into a new, inaccessible format. One hearing impaired participant 

noted that his work place had been recently changed to open plan, making it very difficult 

for him to concentrate due to the atmospheric noise. 

“Changes like that can prevent someone from being able to do their job.” (Group 2) 

In respect to education, similar themes were raised in relation to the systems in place, 

making attendance difficult for people with a disability. These included problems such as the 

reliance on spoken lectures being difficult for those with a hearing impairment, as well as 

the need for accessible buildings, seating and services such as interpreters and note takers. 

“I didn’t get into Uni because it hurt too much, too tired, seating too painful, I didn’t 

have a note taker” (Group 1) 

Those in the hearing impairment group discussed school at length, particularly given that 

one participant was currently in year 12. She was attending the Victorian College for the 

Deaf, and travelled a considerable distance each day to get there. Others in the group 

commented that they wished they had attended a speciality school when they were 

younger, but weren’t able to due to location, and/or cost, or the recommendation by health 

professionals and others that they can ‘fix’ the problem by learning to be oral. 

Public transport and the built environment 

Barriers to accessing public transport and public space centred on way-finding and signage 

as well as universal access issues, especially the presence or absence of appropriate ramps, 

lifts etc. Those with wheelchairs in particular encountered problems accessing shops, 

restaurants and public spaces. Others felt there was often a lack of seating on public 

transport, at stops or stations, or in the general built environment. 

“I constantly get crashed into. Wheelchairs are a great thing but you can’t go into a 

store to save your life...” (Group 3) 
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Way-finding in public places was a particular annoyance with participants noting issues with 

signage including appropriateness of signage (and other facilities such as buttons for lifts) 

placement (distance from ground), size (easy to see) and format (e.g. available in braille, 

captioning for movies). For those with a hearing impairment, communication on and around 

public transport was considered to be particularly poor, as train stations often use verbal 

announcements in lieu of written information. 

“Signage needs to be in accessible format. All signage. Public transport signage or taxi 

signage.” (Group 1) 

“When they’re changing lines or services, I have no idea where to go.” (Group 5) 

Because many participants were solely reliant on public transport to get around, there was 

some criticism of public transport in general (particularly cost). However, there was also 

discussion around the limitations of public transport in meeting their unique needs, 

including low floor buses and trams and being able to find a seat. 

“I was just thinking of transport is one of the biggest problems, whether it’s going on 

public transport or taxis just, fares are increasing…” (Group 3) 

For those with a vision impairment, discussion centred on the ability to safely negotiate 

their way around the built environment and on public transport, and to access information 

(such as timetables, maps and changes to services) in an accessible format. For those with a 

hearing impairment, negotiating their way around a built environment was less of a 

problem, but the reliance on verbal communication at train stations – for example in 

announcing route changes – was a significant frustration. 

Recreation, entertainment and spare time 

Issues around recreation, entertainment and free-time seemed to be a secondary issue 

within the groups due to the importance of more basic needs not being met (such as 

universal access, appropriate housing etc.). However, once discussion turned to this area it 

became apparent how important the subject of recreation is to people experiencing 

disabilities. This topic was particularly important to those who were vision or hearing 

impaired. 
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It was apparent that many participants engaged in recreational activities but were typically 

limited to a small range of activities that did not necessarily reflect individuals’ personal 

preferences, interests or needs. Participants often regarded these activities as ‘clichéd’ 

recreation for people with disabilities. Furthermore, the timing of recreational activities 

available for those with disabilities was reported to be usually very limited (e.g. bowling on 

Wednesday mornings at 10am), or they might only be available in one location. Some also 

felt as though they couldn’t participate in team sports due to safety concerns or physical 

limitations, and thus were limited to solo activities, further contributing to a sense of 

isolation. 

“Wearing hearing aids limits physical activities…I like playing sport but I can’t do a lot 

of sport. You have to have your hearing aids out if there’s body contact. So I tend to 

do a lot of things on my own…hiking or running. I would love to do more team 

sports.” (Group 5) 

“The problem with community services is that the marketing looks like it is targeted to 

your grandmother. There’s old women bowling on the front of the leaflet” (Group 1) 

 “You get pigeon-holed into blind sports.” (Group 2) 

“They think we all want to do art…but I don’t even like art!” (Group 4) 

Some spoke of disabled people often having long periods of ‘spare time’ (either themselves 

or parents speaking on behalf of children) not filled with a designated recreational activity 

or daily task which meant that they experienced bouts of boredom. This was seen to be a 

particular issue for those with profound intellectual disabilities who were very dependent 

on others for their daily living routine. 

“There needs to be a focus on interaction and engagement…[people with an 

intellectual disability] don’t have enough to do with their time. Most of the time they 

just end up wandering aimlessly, unless we have social interactions and social 

activities.” (Group 4) 
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Several people (particularly those in groups 2 and 3) also discussed a lack of spontaneity in 

their lives. Simply leaving the house often required a significant amount of planning and 

assistance. This was perceived to contribute to a sense of boredom and/or isolation. 

“I can’t just jump in the car and drive anywhere…I’d like to go to the pub and have a 

drink but I can’t and people don’t want to drive you…” (Group 3) 

“It’s a drama just to get a litre of milk! Spontaneity isn’t very big in the disability 

world.”(Group 2) 

In both the vision and hearing impaired groups, difficulty going to the cinema was raised. 

While some cinemas provide viewings in accessible formats, there was again frustration that 

the options were limited and that many cinemas are ceasing or decreasing this service. 

“It’s really disappointing at the moment because movie theatres are withdrawing 

captions.” (Group 5) 

Hearing impaired participants also spoke about being quite limited in terms of the social 

environments they are able to function in. For example, several said they are unable or do 

not enjoy attending night clubs, noisy bars or restaurants as they are unable to 

communicate with others in these environments. 

Friendships, relationships and family 

Most discussion about friendships and relationships took place in Group 2, amongst those 

who were vision impaired or blind. These participants commented that people who were 

blind or vision impaired had limited social opportunities to make new friends. When 

opportunities to meet other people did arise it was often with people with similar 

disabilities, therefore restricting their social circles to being predominantly people with 

disabilities. 

“So many times it’s assumed blind people must meet other blind people.” (Group 2) 

Group 2 also discussed dating at length – particularly online dating – and the difficulty of 

doing this with a disability. Issues such as when to inform someone of your disability and the 

logistics of dating were discussed. Some people also felt that being blind made them 

vulnerable to exploitation. As a result, they were often anxious about meeting new people.  
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“How do I know when the person’s arrived [to a blind date]?!” (Group 2) 

Housing 

Housing was discussed in all of the groups. Social housing that was both accessible and safe 

was a primary concern. Many were not able to gain access to housing that was appropriate 

for their needs, and again, this was often because they were not considered ‘disabled 

enough’ to require social housing at all. 

“[They gave me] housing where I need to go up a flight of stairs…there is space where 

it’s on the ground floor [but they said] ‘we need to save it for people who are really 

disabled’.” (Group 1) 

Furthermore, some vision impaired participants discussed being limited in the areas they 

could choose to live because of the need to be near particular services (such as having a 

nearby shopping centre and access to public transport). They pointed out that such areas 

are typically more expensive, increasing their cost of living. 

Money 

Money was a major concern discussed in all groups. The issue was diverse and multifaceted 

and related to difficulty or inability to gain employment, but also the additional costs faced 

by people with a disability. 

“More than 50% of people with a disability live in poverty” (Group 4) 

Many of the challenges faced by group participants related to a generalised experience of 

poverty due to limited access to employment. While some were able to work, many were on 

disability support pensions, and found it difficult to get by financially. Lack of money limited 

the options of many in terms of education, recreation, housing, and a range of other areas. 

“You can’t have a social life because you can’t afford one.” (Group 3) 

“Obviously, poverty, from not being able to work, help to find work that I can do. I still 

haven’t found anything that my body can handle in over three years. Like I have a 

child on my own, so the poverty is a huge issue.” (Group 3) 



36 
 

“Financial pressure, what is it you’re cutting out of life? Like I know, when I had a 

decent wage, I still had to juggle power bills myself, but now I’m at the point, you 

never turn anything on, the radio off, I’ll dodge lunch for the week and that means 

we’ll be able [to save money].” (Group 3) 

In addition to the financial struggles many faced day-to-day, many experienced an 

additional financial burden in terms of the expense of medicines, equipment (such as 

hearing aids, wheelchairs and visibility tools) and services (including carers and 

interpreters). While some received funding to subsidise or cover these, it was widely felt 

that available funding was insufficient. Further, access to funding often appeared unequal or 

arbitrary to many. 

“I’m not on a disability support pension because… I’m not deaf enough… a lot of my 

friends do get an extra allowance and they function quite similar to me, and I’d like to 

get some extra support but we’re not allowed to.” (Group 5) 

“The cost of purchasing equipment…astronomical…a majority of people who need 

equipment are on a pension without a rich sugar daddy or mummy…I got a magnifier 

and that was four-and-a-half thousand dollars” (Group 1) 

“Solutions cost extra money for someone who is blind or vision impaired.” (Group 2) 

Prejudice and discrimination 

Experience of prejudice and discrimination was very common amongst participants across 

groups. Often, this was related to assumptions people often make about a disabled person’s 

ability to communicate based on their appearance. While many were treated unkindly due 

to their disability, some had experienced the reverse; feeling discriminated against for not 

‘looking’ disabled in the eyes of strangers. Those participants who had disabilities that did 

not have obvious physical characteristics often experienced issues when requesting 

assistance (for example seats on public transport). This was because other people often 

assumed they were able-bodied or, what was perceived as more insulting, ‘not disabled 

enough’. 
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“I get that constantly: ‘you look fine’ and I’m so discriminated against constantly for 

that, even…constantly medical professionals will do that to me...because I look okay” 

(Group 3) 

Not appearing disabled enough not only affected participants in terms of their interpersonal 

communications, but also in relation to accessing services and funding. Many were not 

categorised as having a severe enough disability to qualify them for any kind of support, or 

simply did not receive support by services because they didn’t look or sound disabled. 

“I find some employment consultants…make a comparison with one disability to 

another. Like I might be, I look like I’m fully functional, but really I need support too. 

…some people get more support than others, and they tend to leave those who look 

functional to their own devices, when they actually need support.” (Group 3) 

“When I apply for certain services I get knocked back because I am high functioning. 

What do they want me to do, crawl on the floor?” (Group 1) 

Participants were also asked if they felt that certain social or demographic groups might be 

affected by disability differently, or face unique issues. While this was not discussed at 

length in any of the groups, gender and location were mentioned. Some women felt that 

they were not always taken seriously by services, while those in regional areas noted that 

access to services was particularly difficult for them. 

“Particularly being female you are taken less seriously. Because you’re female they 

think you’re imagining it, you’re neurotic, you’re exaggerating…” (Group 1) 

“People in rural areas get totally ignored, rural areas are more disadvantaged than 

urban areas.” (Group 4) 

Furthermore, some people with multiple disabilities/health conditions felt they were often 

treated differently by people and services according to which disability/health condition was 

being focused upon. For example, one participant who had both a physical and mental 

disability found he received far more support for the former than the latter. 

“When I was diagnosed with bipolar, I lost jobs, I lost friends. When I was diagnosed 

with MS, I received nothing but mountains of support.” (Group 3) 
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While age was not discussed at length, it was mentioned that it was often harder for 

younger people with a disability to access the disability support pension. In addition, some 

services (such as SensWide, a disability employment service) do not provide their services to 

people under 18. 

Achievements and strengths 

Although there was much discussion about the difficulties of living with a disability, there 

were some (particularly the vision impaired participants) who wanted the questionnaire to 

include a more positive focus. These participants discussed the fact that there were many 

unique skills – such as resourcefulness, adaptability and flexibility, communication and 

organisational skills – that people with a disability have been forced to develop as a result of 

coping with their disability. Participants felt that they were often more skilled than the 

mainstream population in these areas.  

“Everything in life comes with sacrifice, but you’ve got to remember that you’re 

gaining things as well.” (Group 2) 

“There would be a lot of negative questions about what blind people can’t do, but I’d 

like to see some questions about what they can do.” (Group 2) 

Further, it was evident throughout the group that many people with a disability are deeply 

involved with their community and work very hard to improve the lives of others through 

volunteering and creative pursuits. It was therefore suggested that the survey include 

questions to capture this. 

“One of my big aims to do with disability is to show people that even with severe 

disability there’s a lot you can achieve so last year I went to South Africa and I got a 

film crew to fly with me and I filmed a documentary. So, I could show that and show 

to people that even with a severe disability a lot can be achieved.” (Group 3) 

Other issues 

A number of other issues were raised during the groups which, while not discussed at 

length, may be worth covering in the questionnaire. These included:  
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 Happiness and stress: it was apparent through all of the groups that frustration and 

stress often accompanied disability. Therefore, it may be important to explore the 

happiness and stress levels of respondents.  

 Aspirations: It was felt that the questionnaire should capture not only people’s 

current behaviours, but also the things that they would like to do and, perhaps, the 

barriers preventing them from doing so.  

 Transition to disability: those who had acquired – not been born with – their 

disability often appeared to face unique difficulties in adjusting to their condition 

and becoming familiar with the services available. As such, it may be useful to 

include questions on this, or to analyse survey results according to this variable. 

 Domestic life: There was some discussion around difficulty faced conducting day to 

day domestic duties at home. As such, the survey may include some questions such 

as: “does pain, illness or disability ever prevent you from being able to care for 

yourself?” This could be broken down to more specific categories such as preparing 

and eating meals, washing, household chores, etc. 

Survey Administration 

There was very limited time to discuss survey administration in the groups, and it was only 

touched on briefly in groups 1 and 2, in relation to methodology, distribution and also the 

style of questioning. 

Generally, participants had a preference for an online survey which would be in an 

accessible format for screen readers to meet the needs of the vision impaired. However, it 

was also acknowledged that the disabled community is diverse and that the survey would 

also need to be provided in formats appropriate for those unable to use a computer. It was 

suggested that the survey could be distributed through peak bodies such as advocacy 

groups and support services. 

Participants also wanted to see the survey written in plain English, with space to add any 

comments, plenty of ‘other’ options in code frames, as well as the option to save and return 

to the survey so that it could be completed in a number of settings. 
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Stage 4: Final version of the questionnaire 

The draft version of the questionnaire was revised to reflect the findings derived from the 

focus groups. Researchers re-assessed each module and removed and added content where 

appropriate. The final version of the questionnaire is included in Appendix D. The following 

section provides an overview of the final questionnaire content. 
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Overview of the final version of questionnaire 

The final version of the questionnaire consists of twelve modules. The modules are: 

1. Demographics 

2. Disability 

3. Education, Employment and Income 

4. Domestic Life 

5. Health  

6. Transport 

7. Access to Services 

8. Accessibility  

9. Caring for Others 

10. Discrimination and Crime 

11. Community, Leisure Activities, and Social Contact 

12. Choice and Control 

Some of the more complex questionnaire items within these modules will require the 

development of show cards for ease of administration if the survey is to be administered 

face-to-face. Content for the questionnaire was primarily derived from some of the 

following established surveys: 

Life Opportunities Survey (LOS), Office for Disability Issues, United Kingdom 

Australian Health Survey, Australian Bureau of Statistics 

Survey of Disability, Ageing, and Caring (SDAC), Australian Bureau of Statistics 

Census, Australian Bureau of Statistics 

Ten-to-Men – Australian longitudinal study of men’s health, The University of Melbourne 

Multipurpose Household Survey (MPHS), 2010-2011, Australian Bureau of Statistics 

Personal Safety Survey (PSS), 2005, Australian Bureau of Statistics 

An overview of each of the modules is now provided along with a discussion of areas/items 

for future development and inclusion.  
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1. Demographics 

Overview:   

The demographics module is designed to gather basic demographic and household details 

from respondents.  

Current content:  

The demographics module asks respondents about their gender, date of birth, marital 

status, household composition, housing situation and housing tenure, country of birth 

ancestry, and religion. The demographic items from the LOS were replaced with equivalent 

items taken from Australian surveys. Items in the housing tenure section were taken from 

the SDAC. Questions within the housing section concerning supported accommodation were 

developed by researchers. The marital status item was taken from the Ten-to-Men survey. 

All other items were a combination of items taken from the Australian Health Survey, SDAC, 

and the Census. 

Content for future development and inclusion:  

Further development of the questionnaire should include items that capture more detailed 

information about supported living accommodation as well as use of services such as respite 

care, day care etc. Based on the findings from the focus groups and KI consultations, it is 

also important to include detailed items that ask respondents about whether their current 

housing situation meets their needs.  

2. Disability 

Overview:   

The disability module aims to separate respondents with impairments from those without 

impairments so that differences in participation restriction of both groups can explored in 

other modules of the questionnaire. Like the LOS, this questionnaire adheres to the social 

model definition of disability. That is, disability is conceived as the interaction between 

impairments (either of body functions or structures) and social/contextual factors. 

Therefore, the in order to meet the social model definition of disability, the LOS requires 

someone to have experienced barriers to participation and to have an impairment. 

Therefore, the focus of this module was to collect some basic information about the severity 
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of impairment alongside experiences of social barriers and participation restrictions. In line 

with the ICF, severity of impairment is defined through respondent’s reported ability to 

perform certain mental and physical functions and any level of difficultly associated with 

these activities.  

Current content:  

For the purposes of comparability, the disability and function items from the LOS have been 

replaced with disability and function items from the SDAC. The items from the SDAC ask 

respondents about any health conditions they have that have lasted greater than 6 months, 

and whether they are restricted in their everyday activities because of this/these health 

conditions. In order to learn more about these restrictions a decision was made to also 

include an item from the LOS that asks, ‘How often does this limit the amount or kind of 

activities that you can do?’ Including this item enables the tracking of the frequency of 

activity limitations over the course of the respondent’s life.  

3. Education, Employment and Income 

Overview:  

The ‘Education, Employment, and Income’ module explores respondent’s current and 

previous educational experiences, their current employment situation as well as their 

aspirational employment situation, and their primary income sources. 

Current content:  

Items taken from a number of established surveys comprised this module. Items pertaining 

to schooling and highest level of education are a combination of items from HILDA and the 

Census. Items asking respondents about their access to learning opportunities have been 

taken from the LOS. The employment section primarily comprises a selection of items from 

HILDA. A small number of items were also taken from SDAC in order to further explore 

potential enablers for those respondents who are unable to work due to their disability. For 

example, an attempt was made to capture whether special support/assistance from an 

employer, or particular resources within a work environment might enable a respondent to 

be able to work. Items within the income section have been taken from the SDAC. In order 

to capture information about financial difficulties, several items asking about financial stress 

taken from the LOS were integrated into the income section.  
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Content for future development and inclusion:  

Future development of this module should include items concerning food security as well as 

items exploring the precariousness of employment. Items concerning household rather than 

simply individual income should also be included. The KI consultations and focus groups 

both highlighted the fact that, for many people with a disability, the desire to work usually 

far outstrips actual realised work opportunities. Therefore, it is particularly important that 

future development of this module include further and more detailed items pertaining to 

what kind of work people do, what they feel they are capable of, as well as what kind of 

work they aspire to do. The focus group findings indicated that volunteering was common 

within the disability community. It is therefore important that service to the community is 

also captured in future development of this module. Questions around whether or not 

people find their work fulfilling or meaningful would also capture some of the points raised 

in focus groups and KI consultations. For younger participants still at school, it may be worth 

developing similar questions but in relation to the school environment. The findings from 

the focus groups and KI consultations also indicated that financial stress is a common issue 

for people living with disabilities. While this module currently contains several items asking 

about financial stress, further items exploring this issue should be developed. The module 

should ideally have a number of indicators related to financial stress, such as household 

income (to determine whether or not a household is in poverty), questions related to the 

psychological impact of financial pressures, as well as items asking about the proportion of 

income spent on medications, services and equipment. 

4. Domestic Life 

Overview:  

The ‘Domestic Life’ module asks about any assistance respondents may need with self-care, 

health-care and household tasks.  

Current content:  

For the purposes of comparability, LOS items have been replaced with selected equivalent 

items in the SDAC.  
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5. Health  

Overview:  

The ‘Health’ module captures respondents general health, smoking, dietary behaviour, 

alcohol intake, current levels of physical activity, perceived body mass, experience of sex 

and relationships, and their use of health care services in the last 12 months. The module 

then asks about current and previous presence of the following conditions and any 

associated health care: heart or circulatory conditions, diabetes, kidney disease, mental 

health and wellbeing, family stressors, pain, asthma, cancer, arthritis, and osteoporosis.  

Current content:  

The ‘Health’ module includes a combination of items taken from various established 

surveys. The ‘general health’ items that ask respondents about how their health impacts on 

their ability to perform tasks are taken from the SDAC. Items pertaining to sex and 

relationships are from the Ten-to-Men survey. The K-10 has been included in order to 

capture feelings of depression and anxiety in the previous 4 weeks. The remainder of the 

items are from the Australian Health Survey.  

Content for future development and inclusion:  

Future development of this module should include items exploring participation in regular 

screening programs (e.g. cervical screening, breast screening). The development of items 

concerning contraceptive use and sexual health should also be a priority for this module. 

The importance of capturing both positive and negative emotional states was raised within 

the focus groups. While this module currently captures the presence of negative emotional 

states through the inclusion of the K-10, it is important that further development of this 

module also includes items that capture positive emotional states. Findings from the focus 

groups also highlighted the importance of identifying not only the health behaviours that 

respondents currently engage in but also the health behaviours they aspire to. 
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6. Access to Services 

Overview:   

The ‘Access to Services’ module asks respondents about their ability to access services and 

their level of satisfaction with mainstream public services such as health services, justice 

services, welfare services, and sports and leisure services.  

Current content:  

Items in this module have been taken from the LOS. Some small modifications have been 

made to item wording and response options in order to make them more relevant for the 

Australian context. The KI interviews identified satisfaction with disability and other 

mainstream public services as being important issues. Therefore, items asking about 

respondents overall satisfaction with public services have been developed and added to this 

module.  

Content for future development and inclusion:  

The module could potentially be expanded to include additional public services that are of 

relevance to people’s lives. One question suggested by focus group participants was: “Are 

you able to access the information that you need and want independently?” In addition, 

based on the findings from the KI consultations and the focus groups, it may also be useful 

to develop more detailed items asking about the extent to which government, community, 

medical and social services are meeting the needs of respondents. 

7. Accessibility  

Overview:  

The ‘Accessibility’ module gathers information on whether respondents experience 

difficulties moving around their home as well as whether they experience difficulties 

accessing other buildings such as public buildings, shops, and other people’s homes. As the 

SDAC already collects information about the types of services that people require in order to 

move around their homes and access public buildings and spaces, it was decided that this 

module would primarily focus on barriers to respondents moving around their home and 

accessing public buildings and outside spaces. 
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Current content:  

The items in this module are the same as the items found in the LOS. Some minor 

modifications have been made so that the items are suitable for an Australian context.  

8. Caring for Others 

Overview:   

The ‘Caring for Others’ module asks respondents about whether they provide care to 

anyone who has long-term physical or mental ill health or disability, or problems related to 

old age. The module asks the respondent to provide information on the type and frequency 

of care they provide as well as information about the health condition or disability of the 

person they care for. 

Current content:  

This module consists of selected items from the SDAC.  

Content for future development and inclusion:  

Future development of this module could involve the inclusion of items asking respondents 

about their use of external care services such as day care and respite care. 

9. Community, Leisure Activities, and Social Contact 

Overview:  

The ‘Community, Leisure Activities, and Social Contact’ module asks respondents about how 

they like to spend their time, the activities they would like to do more frequently, and the 

barriers preventing them from engaging in activities as frequently as they would like. This 

module also contains items asking respondents about their frequency of social contact, the 

quality of their social contact, and barriers to their social contact.  

Current content:  

The majority of items in this module are from the LOS. Some of the response options have 

been modified slightly for an Australian context. An important finding from the focus groups 

was that assumptions are too often made about the kinds of activities people with 

disabilities aspire to engage in. We attempted to honour this finding by utilising LOS items 

rather than similar items from the SDAC. The SDAC asks about peoples participation in a 
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predetermined set of activities and this is used to determine how engaged that person is 

with their community; whereas the LOS items ask respondents about the kinds of activities 

they would like to do more of and the barriers to their more frequent participation in these 

specific activities. In order to capture information about emotional support; two items from 

the SDAC were included in this module: ‘If you needed to, could you ask someone who does 

not live with you for support in a time of crisis? and, ‘Who could you ask for support in a 

time of crisis?’ 

Content for future development and inclusion:  

The focus group findings highlighted the importance of interpersonal communication in the 

lives of people with disabilities. Future development of this module should aim to include 

items that capture these issues. Examples of items that might be included are: How often do 

you feel as though people are speaking down towards you or treating you as though you are 

stupid? How often do you feel as though people are listening to you when you speak to 

them? How often do you have difficulty communicating with others? Has difficulty 

communicating ever affected your ability to attend social events, form friendships or 

relationships, or participate in recreational activities? The focus group findings also 

highlighted that it might be particularly useful to distinguish between individual and social 

activities (for example, team and individual sports) in this context to test the hypothesis that 

people with a disability are sometimes precluded from group activities. Based on the 

findings of the focus groups and KI consultations, future development of this module should 

also include items about the diversity of people’s friendship groups, including how many 

friends they have with or without a disability, as well as relationship status and confidence 

in social situations. Questions around whether respondents desire to be in a relationship or 

to have children should also be included. Based on the difficulty some focus group 

participants experienced in meeting new people and socialising, questions around whether 

or not respondents experience difficulties in this area, as well as other indicators of social 

inclusion should also be considered. 
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10. Discrimination and Crime 

Overview:   

The ‘Discrimination and Crime’ module asks respondents whether they feel they have been 

discriminated against in the last 12 months for reasons such as a disability or a health 

condition, by whom and in what way. This module also explores experiences of crime 

including physical violence and sexual assault.  

Current content:  

The items in this module are taken from several different surveys. The discrimination and 

crime items have been taken from the LOS. The questions around physical violence have 

been taken from the Multipurpose Household Survey (MPHS). The sexual assault items have 

been taken from the Personal Safety Survey (PSS). A frequently raised issue in KI 

consultations as well as focus groups was violence and abuse as well as barriers to accessing 

legal and justice services. This module includes items about accessing justice and support 

services following crime, and asks about the barriers to accessing these services.  

Content for future development and inclusion:  

Further development of this module should focus on expanding the number of items 

concerning discrimination and hate crime. Additional items in this area relating to 

discrimination might explore the actual form of discrimination experienced, the 

psychological impact of discrimination as well as access to and outcomes of discrimination 

complaints. Additional items in this area relating to hate crime might explore the nature of 

the crime committed, whether the crime was reported (and if not, why) and the outcome of 

reporting.  Based on the findings of the focus groups, items exploring assumptions made 

about respondents based on their appearance should also be developed.  

11. Transport 

Overview:  

The ‘Transport’ module asks respondents whether they are able to make all of the journeys 

they need and want to and the barriers to making these journeys. It also asks respondents 

about different forms of transport and whether they have been able to utilise these forms 
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of transport as often as they would like and, if not, asks them about the barriers to transport 

use. 

Current content:  

The content in this module has largely been derived from the LOS. Some of the response 

options have been modified for an Australian context. For example, ‘underground’ has been 

removed as a transportation option and motorcycle, moped and scooter have been grouped 

together as a single response option.  

Content for future development and inclusion:  

The findings of the focus groups indicated that people with disabilities often experience 

barriers to being able to understand public transport information. Future development of 

this module might involve the inclusion of items such as: ‘How would you rate the 

usefulness of information and communications around public transport maps, timetables 

and real-time information to you personally?’ 

12. Choice and Control 

Overview:  

The ‘Choice and Control’ module asks respondents about how much choice and control they 

feel they have over how they live their life, and in what specific areas of their life they would 

like to have more choice and control.  

Current content:  

The items in this module have been taken from the LOS. No modifications have been made.  

Content for future development and inclusion:  

Future development of this module is particularly important. Both the KI consultations and 

the focus groups identified life choices and decision-making as important issues for people 

with living with disabilities. The life aspirations of people with disabilities was another 

frequently raised issue and further development of this module should attempt to capture 

overall life aspirations and any barriers to the realisation of these aspirations. 
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Summary and Future Directions 

This research project has resulted in the development of a questionnaire that can be used in 

an Australian longitudinal study of the social and economic participation of people with and 

without disabilities. During the course of this project, the Australian Bureau of Statistics 

(ABS) developed a proposal for a longitudinal survey utilising participants in the Survey of 

Disability, Ageing and Carers (SDAC) [22]. As this proposal shares many commonalities with 

our own goals, future development of this questionnaire should involve further discussions 

with the Australian Bureau of Statistics. 

Further development and piloting of this questionnaire is required prior to seeking funding 

for a longitudinal study. Funding will be sought to further develop questionnaire content in 

the areas outlined above. Cognitive testing will be required in order to ensure that 

questions are interpreted in the way that they are intended. This technique can identify 

areas of uncertainty for respondents and offers an opportunity to revise and improve the 

questions before the piloting of the survey takes place. It involves carrying out a small 

number of interviews in which the questions are asked in the usual way but, instead of the 

answers themselves being important, it is the thought process of the respondent that is of 

most interest. Respondents are asked what the question means to them, what made them 

give the response they gave, and what factors influenced their answer. Cognitive testing will 

only be necessary for those items that have been newly developed and have not been 

utilised in other established surveys. The final phase of the questionnaire development 

process will involve piloting the questionnaire with a small sample of people with disabilities 

and without disabilities. This will enable researchers to identify any difficulties in relation to 

questionnaire administration and trial various forms of survey administration. Further 

funding is needed in order to undertake the next stages of the questionnaire development 

process.  
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Appendices 

Appendix A: Guiding Principles 

Guiding principles 

This project is guided by a set of principles that underpin our approach to conducting 

research in the disability area. Our guiding principles are as follows: 

1. Our work is underpinned by a rights-based approach.  The United Nations 

Convention on the Rights of Persons with Disabilities is central to our understanding 

of the rights and entitlements of persons with disabilities and motivates our work.    

2. Persons with disability will play a central role in the development and 

implementation of the longitudinal study.  We aim to operationalise “nothing about 

us without us” in our approach, and have a prevailing belief in the capacities and 

rights of persons with disability to participate in research affecting them.  

3. We believe that methodological rigour also means methodological 

appropriateness.  We will work with persons with disability and Disabled Persons’ 

Organisations to ensure that research tools are modified to facilitate inclusion of 

persons with a range of impairments, and will adapt our processes to enable 

maximal participation. 

4. We respect the value and the validity of different knowledge systems.  We seek to 

draw on the particular knowledge held by persons with disabilities, families and 

carers based on their lived experience, as well as the knowledge held by service 

providers, policy makers and researchers.  

5. We recognise that the lives of persons with disability are diverse and are not 

shaped by their disability alone.  We understand that people’s social and economic 

participation is also affected by factors such as gender, age, ethnicity, sexuality and 

geographical location, and the intersection of these social determinants. 

6. We seek to have a positive impact on the lives of persons with disability.  We will 

work with a broad cross section of partners to ensure that the study investigates 

variables relevant to persons with disability, their families and carers, as well as to 

service providers, policy makers and other researchers.  We will prioritise the 

translation of our findings to concrete changes in policy and practice. 
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Implications for how we work 

These guiding principles have particular implications for how we work together as a 

research team, and how we engage with stakeholders in the project. 

As a team 

 We respect the skills and experience brought to the project by researchers from 

different disciplines and with varied lived experiences.  We recognise the importance 

of using a range of methodological approaches and tools in order to collect robust, 

rich and credible information that is relevant to the priorities of persons with 

disabilities, and can contribute to positive changes in people’s lives 

 We recognise that when different knowledge systems are brought into dialogue, that 

debate and disagreement is common.  We welcome this and see dialogue as being 

crucial to joint construction of new knowledge that can contribute to improvements 

in people’s lives 

 We commit to ensuring that data can be disaggregated across a broad range of 

variables, and will analyse the intersections of those key influences on the social and 

economic participation of persons with disability 

With others 

 We seek to engage with the knowledge of persons with disability, and to identify 

variables important to persons with disability, to address their priorities.  These 

priorities may distinct from our expectations – we actively seek surprise 

 We will ensure transparency of communication and openness with a range of 

stakeholders 

 We recognise that genuine partnership and collaboration takes more than good will, 

and commit to allocating human and material resources to making partnerships 

meaningful. 
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Appendix B: Key informant interview schedule 

Development of a questionnaire for longitudinal study on the social and economic 

participation of people with disabilities 

Key Informant Topic Guide 

Various definitions of disability currently exist. Definitions range from those that view 

disability purely as a biological or medical dysfunction to those that incorporate social 

aspects of disability. 

Disability is a complex, contested, evolving concept. Definitions of disability are important 

because they can directly affect the lives of people with disabilities through, for example, 

eligibility criteria for programs and benefits, policies and legislation. 

Below are some example definitions of disability that are relevant to our project.  

International Classification of Functioning, Disability and Health (ICF) 

The International Classification of Functioning, Disability and Health (ICF) attempts to bridge 

the gap between medical and social models through the inclusion of the social context of 

disability. It offers a ‘biopsychosocial’ approach to the concept of disability. 

The ICF defines ‘disability’ as: 

“an umbrella term for impairments, activity limitations and participation restrictions. It 

denotes the negative aspects of the interaction between an individual (with a health 

condition) and that individual’s contextual factors (environmental and personal 

factors).” (WHO 2001 :213) 

Disability is therefore seen as the outcome of a complex relationship between an individual’s 

health condition, personal factors, and the external factors of the environment in which he or 

she lives. 

 

 

United Nations (UN) Convention on the Rights of Persons with Disabilities 

The UN Convention on the Rights of Persons with Disabilities, which Australia ratified in 2008, 

describes disability as resulting ‘from the interaction between persons with impairments and 
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attitudinal and environmental barriers that hinders their full and effective participation in 

society on an equal basis with others’ (United Nations General Assembly 2007). 

This definition distinguishes the impairment or health condition (e.g. paraplegia) from the 

restrictions on participation in society (e.g. unemployment due to discriminatory recruitment 

practices). 

The restrictions on participation are not an inevitable consequence of the impairment; they 

are a result of unfair and avoidable barriers. 

 

Definition of disability 

 What do you think about the above definitions?  

 Are there other ways you might think about disability? 

Questionnaire content 

 What do you see as important issues for people living with disabilities? 

o Are there issues specific to people with different types of impairments that 

we should be considering? 

o Are there any issues specific to the following populations: 

  Aboriginal and Torres Strait Islander people with disability 

 Culturally and linguistically diverse people with a disability 

 Women with disability 

 People in regional, rural and remote areas 

o Are there any issues specific to people at different life stages? 

 Young adults with a disability 

 Middle age adults with a disability 

 Older adults with a disability 

 There are a number of disability data sets in Australia such as the Disability Services 

National Minimum Dataset (DS NMDS) and the Survey of Disability, Ageing and 

Caring (SDAC).  

o Are there any other disability data sets that you are aware of, including 

administrative datasets? 
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o Based on your knowledge, do you think there are problems with current 

disability data sets?  

 We are considering modelling our survey on a longitudinal survey in the UK called 

the Life Opportunities Survey (LOS). If you would like further information on this 

survey, please visit the website below.  

Life Opportunities Survey (LOS) 

http://odi.dwp.gov.uk/disability-statistics-and-research/life-opportunities-survey.php 

 

 The LOS compares the experiences of people with and without impairments across 

the following areas:  

o education and training 

o employment 

o economic life and living standards 

o transport 

o leisure 

o social and cultural activities 

o social contact  

o housing 

o accessibility in the home 

o accessibility of public services (e.g., health care,) 

o domestic life and social care 

o discrimination 

o crime 

o impairments and health conditions 

o income and benefits  

 Are there any other issues that you think need to be investigated? 

 Is there any information that would be particularly useful for you and your 

organisation? 

Survey administration and follow-up 

http://odi.dwp.gov.uk/disability-statistics-and-research/life-opportunities-survey.php
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 How do you think the survey would best be administered? Face-to-face interviews, 

telephone interviews, online etc. 

 What would you suggest we do in order to make the survey as accessible to as many 

people as possible? 

 What will be the most important barriers to people participating in the survey and 

how might these be overcome? 

 Is there anything else you would like to add in relation to the survey?  

Dissemination 

 What would you suggest we do to ensure that the results of the survey are made 

available to as many people as possible? 
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Appendix C: Focus group topic guide  

Preamble 

Thank you for taking the time to attend this focus group today. Researchers at the University of Melbourne would like to hear your views 

about a project they are running to help gain a better understanding about the lives of people with disabilities. As part of this project they are 

developing a questionnaire that can be used to assess different aspects of the lives of people with disabilities such as their experiences of 

education, work, healthcare and home life. They hope to be able to use this questionnaire to compare the experiences of people with 

disabilities to those without disabilities. Once they have developed the questionnaire, they hope to use it in a large national study of people 

with disabilities and those without. They plan to collect information regularly and this will provide disability services with information that can 

be used to develop better programs and services for people with disabilities.   

It is very important that the questionnaire accurately captures the issues affecting the lives of people with disabilities. The researchers want to 

make sure that the questionnaire includes questions about the areas of life people with disabilities feel are most important to them. Today we 

hope that you will share your opinions and experiences with us about the issues they plan to cover in the questionnaire. The information we 

gather from you today will help the researchers to make the questionnaire as relevant as possible to the lives of people with disabilities. 

This focus group session will run for approximately 1 hour [or predetermined time]. The session will be audio recorded, however a pseudonym 

(pretend name) will be used to protect your confidentiality in any reports or publications. Participation in the focus group is voluntary and you 

are free to withdraw from the project at any stage.  
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Interview Guide 

THEME SUGGESTED PROMPTS 

Issues for people living 
with disabilities 

What do you see as the most important issues for people with disabilities that should be included in the 
questionnaire?  

Prompts: challenges, opportunities, resources, barriers, discrimination  

Key issues for specific 
types of disabilities 

Are there issues that are particularly important for people with specific types of disability that should be 
included in the questionnaire? Are these issues different to those experienced by people with other types 
of disabilities? How?  

Do the issues that are particularly important for people with [specific type of disability] change over time 
(i.e. become more or less important at different times of a person’s life)? 

Key issues for specific 
groups 

What do you see as the issues specific to: 

 Aboriginal and Torres Strait Islander people with disabilities 

 Culturally and linguistically diverse people with a disabilities 

 Women with disabilities 

 People with disabilities living in regional, rural and remote areas of Australia 

 Any other groups that tend to be ‘left out’ that you can think of? 

*If time allows, please ask the following questions* 

Survey administration How do you think the survey would best be administered? (e.g. face-to-face, telephone, online) 

What do you suggest we do in order to make the survey as accessible to as many people as possible?  

What would be some of the barriers to people participating in the survey and how might these be 
overcome? 

Dissemination What would you suggest we do to ensure that the results of the survey are made available to as many 
people as possible?  
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Appendix D: Questionnaire 

MODULE 1: DEMOGRAPHICS 
Name of respondent  

What is your sex? 
Male  
Female  
Transgender 

What is your date of birth?   

What is your present marital status? 
Never married 
Widowed 
Divorced 
Separated but not divorced 
Married/de facto 

I would now like to ask whether there are other members of your household and how 
these people are related to you 

Code relationship  
Spouse 
Cohabitee 
Son/daughter (incl. adopted)  
Step-son/daughter 
Foster child 
Son-in-law/daughter-in-law 
Parent / Guardian 
Step-parent 
Foster parent 
Parent-in-law 
Brother/sister (incl. adopted) 
Step-brother/sister 
Foster brother/sister 
Brother-in-law/sister-in-law 
Grand-child 
Grand-parent 
Other relative 
Other non-relative 
Civil Partner 

HOUSING TENURE 

Is this dwelling being paid off by you or your spouse/partner? 
Yes 
No 

Is this dwelling owned outright by you or your spouse/partner? 
Yes  
No 

(Is this dwelling) being rented by you or [spouse/partner]? 
Yes 
No 
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(Is this dwelling) being purchased under a rent/buy or shared equity scheme by you or 
your [spouse/partner]? 

Yes 
No 

(Is this dwelling) occupied under a life tenure scheme by you or [spouse/partner]? 
Yes 
No 

Do you or your [spouse/partner] pay board to live here? 
Yes 
No 

Do you or your [name] or [spouse/partner] pay rent to live here? 
Yes 
No 

Do you or your [spouse/partner] live here rent free? 
Yes 
No 

[If answers no to all] What are your housing arrangements? 

Who do you pay [rent/board/rent or board] to? 
Real estate agent 
State or Territory housing authority 
Person not in the same dwelling - Parent/Other relative 
Person not in the same dwelling - Other person 
Person in the same dwelling - Parent/Other relative 
Person in the same dwelling – Other person 
Owner/Manager of caravan park 
Employer - Defence Housing Authority 
Employer - Government 
Employer - Other 
Housing co-operative, Community or Church group 
Other (Specify) 

[If other] Enter other rent or board payment arrangement. 

Have you ever had to move house because of your condition/s or age? 
Yes 
No 

How many times have you had to move house? 

In which year did you last move house? 

What is the main reason you needed to move? 
Own age or condition(s) 
Improve health 
Save money/cheaper 
To live with family/friends 
To live closer to family 
More/better personal care at new home 
Closer to medical or support services/facilities 
Closer to other services/facilities (e.g. work services, leisure) 
Safer environment 
Dwelling more suitable for condition(s) 
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Family changes/house too big 
Carer moved/different carer 
Other (Specify) 

Because of your conditions or age has it been necessary for someone to move into this 
dwelling with you? 

Yes 
No 

[If yes] Is this person a paid nurse or other paid carer? 
Yes 
No 

Record whether is a paid nurse or other paid carer. 
Paid nurse 
Other paid carer 

Is this person a family member or are they a friend? 
Family member 
Friend 

How long have they been living with you? 
Less than one year 
1 year to less than 3 years 
3 years to less than 5 years 
5 years or more 

Have you ever lived in supported accommodation? 
Yes 
No 

[If yes] What type of supported accommodation was this? 
Government  
Non-government 
Have lived in both government and non-government 

Are you currently living in supported accommodation? 
Yes 
No 

[If yes] What type of supported accommodation is this? 
Government  
Non-government 

In the last 12 months, have you lived in respite accommodation? 
Yes 
No 
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COUNTRY OF BIRTH 

In which country were you born? 
Australia 
England 
New Zealand 
Italy 
Lebanon 
Greece 
Netherlands 
Vietnam 
India 
Scotland 
Other (Specify) 

Are you an Australian Citizen? 
Yes, Australian Citizen 
No 

In what year did you first arrive in Australia to live here for one year or more? 
…… [record year] 

Was your father born in Australia or overseas? 
Australia 
Overseas 

Was your mother born in Australia or overseas? 
Australia 
Overseas 

Are you of Aboriginal or Torres Strait islander origin? 
No 
Yes, Aboriginal 
Yes, Torres strait islander 
Both Aboriginal and Torres Strait Islander 

Do you speak a language other than English at home?  
No, English only 
Yes, Italian 
Yes, Greek 
Yes, Cantonese 
Yes, Arabic 
Yes, Mandarin 
Yes, Vietnamese 
Yes, other [record] 

How well do you speak English? 
Very well 
Well 
Not well 
Not at all 
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ANCESTRY 

What is your ancestry? 
English 
Irish 
Scottish 
Italian 
German 
Chinese 
Australian 
Other (Specify) 

RELIGION 

What is your religion? 
Catholic 
Anglican (Church of England) 
Uniting Church 
Presbyterian 
Buddhism 
Greek Orthodox 
Islam 
Baptist 
Lutheran 
Other (Specify) 

 

MODULE 2: DISABILITY 
I now have some questions about health conditions that have lasted, or are likely to last, 
for 6 months or more. 

Do you have any loss of sight? 
Yes 
No 

[If yes] Can you see normally wearing glasses or contact lenses? 
Yes 
No 

Do you have total loss of sight? 
Yes 
No 

Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 
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What is the main condition that causes this loss of sight? 
Cataracts (all forms) 
Corneal disorder 
Diabetes (all forms) 
Glaucoma 
Head injury 
Retinal disorder 
Stroke 
Other (Specify) 
Don’t know 

Do you have any loss of hearing? 
Yes 
No 

[If yes] Do you have total loss of hearing? 
Yes 
No 

Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes this loss of hearing? 
Hearing loss (congenital) 
Hearing loss (due to accident) 
Hearing loss (noise induced) 
Labyrinthitis/Meniere’s disease 
Tinnitus 
Disease of the middle ear/mastoid 
Other (Specify) 
Don’t know 

Do you have anything wrong with your speech? 
Yes 
No 

[If yes] Do you have total loss of speech? 
Yes 
No 

Are you restricted in everyday activities because of this condition? 
Yes 
No 
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How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes this speech difficulty? 
Autism (all forms) 
Cerebal palsy (all forms) 
Dyslexia/dyslalia 
Head injury 
Hearing loss (congenital) 
Intellectual disability 
Speech impediment 
Stroke 
Other (Specify) 
Don’t know 

Do you have shortness of breath or difficulty breathing? 
Yes 
No 

[If yes] Are you restricted in everyday activities because of the breathing difficulty? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes the breathing difficulty? 
Angina 
Asthma 
Bronchitis 
Emphysema 
Hypertension (high blood pressure) 
Obesity 
Other (Specify) 
Don’t know 

Do you have chronic or recurrent pain or discomfort? 
Yes 
No 

[If yes] Are you restricted in everyday activities because of the pain or discomfort? 
Yes 
No 
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How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes this pain or discomfort? 
Angina 
Arthritis (all forms) 
Back problems 
Migraine 
Rheumatism 
RSI/OOS 
Leg/knee/foot damage from injury/accident 
Osteoporosis 
Other (Specify) 
Don’t know 

Do you have blackouts, fits or loss of consciousness? 
Yes 
No 

[If yes] Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes your blackouts, fits or loss of consciousness? 
Alcohol/drug dependence 
Cerebral palsy (all forms) 
Diabetes (all forms) 
Epilepsy (all forms) 
Head injury 
Hypertension (high blood pressure) 
Hypotension (low blood pressure) 
Other (Specify) 
Don’t know 

Do you have difficulty learning or understanding things? 
Yes 
No 

[If yes] Are you restricted in everyday activities because of this condition? 
Yes 
No 
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How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes your difficulty in learning or understanding 
things? 

Attention deficit disorder/hyperactivity 
Autism (all forms) 
Dementia (all forms) 
Down Syndrome 
Dyslexia/dyslalia 
Epilepsy (all forms) 
Head injury 
Intellectual disability 
Stroke 
Other (Specify) 
Don’t know 

Do you have full use of your arms and fingers? 
Yes 
No 

[If no] Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes this restriction for you? 
Amputation of finger/thumb/ 
hand/arm 
Arm/hand damage from injury/accident 
Arthritis (all forms) 
Back problems 
Cerebral palsy (all forms) 
Paralysis 
RSI/OOS 
Stroke 
Other (Specify) 
Don’t know 

Do you have difficulty gripping or holding things? 
Yes 
No 
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[If yes] Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes your difficulty in gripping or holding things? 
Arm/hand damage from injury/accident 
Arthritis (all forms) 
Back problems 
Cerebral palsy (all forms) 
Parkinson’s disease 
RSI/OOS 
Stroke 
Rheumatism 
Other (Specify) 
Don’t know 

Do you have full use of your feet and legs? 
Yes 
No 

[If no] Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the main condition that causes this restriction for you? 
Amputation of toe/foot/leg 
Arthritis (all forms) 
Back problems 
Cerebral palsy (all forms) 
Deformity of joints/limbs (congenital) 
Leg/knee/foot damage from injury/accident 
Paralysis 
Stroke 
Poliomyelitis 
Other (Specify) 
Don’t know 

Do you have a nervous or emotional condition? 
Yes 
No 
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[If yes] Are you having treatment for this condition? 
Yes 
No 

Are you restricted in everyday activities because of this condition? 
Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What is the name of the nervous or emotional condition that you have? 
Code main condition if more than one 
Anxiety disorder/phobia (all forms) 
Attention deficit disorder/ hyperactivity 
Autism (all forms) 
Bi-polar disorder/depression (excl. post natal) 
Nervous tension/stress 
Post natal depression 
Schizophrenia (all forms) 
Obsessive compulsive disorder 
Other (Specify) 
Don’t know 

Do you have a disfigurement or deformity? 
Yes 
No 

[If yes] Are you restricted in everyday activities because of this disfigurement or 
deformity? 

Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What was the main condition causing your disfigurement or deformity? 
Amputation of finger/thumb/hand/arm 
Arm/hand damage from injury/accident 
Arthritis (all forms) 
Back problems 
Deformity of joints/limbs (congenital) 
Leg/knee/foot damage from injury/accident 
Scars 
Poliomyelitis 
Complications/consequences of medical procedure 
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Other (Specify) 
Don’t know 

Have you ever had a head injury? 
Yes 
No 

[If yes] Do you have any long-term effects as a result of the head injury that interfere 
with you doing everyday activities? 

Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What are the long-term effects that the head injury has caused? 
Code all that apply 
Loss of sight 
Loss of hearing 
Speech difficulties 
Breathing difficulties 
Chronic/recurring pain/discomfort 
Blackouts/fits/loss of consciousness 
Learning/understanding difficulties 
Incomplete use of arms/fingers 
Difficulty gripping/holding things 
Incomplete use of feet/legs 
Nervous/emotional condition 
Restriction in physical activities/work 
Disfigurement/deformity 
Mental illness 
Other (Specify) 

Have you ever had a stroke? 
Yes 
No 

[If yes] Do you have any long-term effects as a result of the stroke that interfere with 
doing everyday activities? 

Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 
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What are the long-term effects that the stroke has caused? 
Code all that apply 
Loss of sight 
Loss of hearing 
Speech difficulties 
Breathing difficulties 
Chronic/recurring pain/discomfort 
Blackouts/fits/loss of consciousness 
Learning/understanding difficulties 
Incomplete use of arms/fingers 
Difficulty gripping/holding things 
Incomplete use of feet/legs 
Nervous/emotional condition 
Restriction in physical activities/work 
Disfigurement/deformity 
Mental illness 
Other (Specify) 

Have you ever had any other kind of brain damage? 
Yes 
No 

[If yes] Do you have any long-term effects as a result of this brain damage that interfere 
with you doing everyday activities? 

Yes 
No 

How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

What are the long-term effects that this brain damage has caused? 
Code all that apply 
Loss of sight 
Loss of hearing 
Speech difficulties 
Breathing difficulties 
Chronic/recurring pain/discomfort 
Blackouts/fits/loss of consciousness 
Learning/understanding difficulties 
Incomplete use of arms/fingers 
Difficulty gripping/holding things 
Incomplete use of feet/legs 
Nervous/emotional condition 
Restriction in physical activities/work 
Disfigurement/deformity 
Mental illness 
Other (Specify) 
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What caused this brain damage? 
Code main reason only 
Present at birth 
Just came on/old age 
Illness (e.g. meningitis, encephalitis) 
Accident 
Substance abuse (e.g. Alcohol, glue) 
Poisoning 
Drug overdose 
Oxygen loss (e.g. drowning) 
Other (Specify) 

Are you receiving treatment or medication for any long-term conditions or ailments? 
Yes 
No 

[If yes] What conditions are you receiving treatment or medication for? 
Code up to five conditions  
Angina 
Arthritis (all forms) 
Asthma 
Back problems 
Cancer (breast) 
Cancer (colon) 
Diabetes (all forms) 
High cholesterol 
Hypertension (high blood pressure) 
Menopause 
Stomach/duodenal ulcer 
Thyroid disorder 
Other (Specify) 

Even though you are being treated, are you still restricted in everyday activities by any 
long-term conditions you have just mentioned? 

Yes 
No 

[If yes] How often does this limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

Which of these conditions causes you the most problems? 
Code main condition only  
Angina 
Arthritis (all forms) 
Asthma 
Back problems 
Cancer (breast) 
Cancer (colon) 
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Diabetes (all forms) 
High cholesterol 
Hypertension (high blood pressure) 
Menopause 
Stomach/duodenal ulcer 
Thyroid disorder 
Other (Specify) 

Do you have any health conditions, or any other conditions, that have lasted or are 
likely to last for 6 months or more that you have not yet mentioned? 

Yes 
No 

[If yes] What other conditions do you have? 
Code up to three conditions  
Angina 
Arthritis (all forms) 
Back problems 
Diabetes (all forms) 
Hypertension (high blood pressure) 
Nervous tension/stress 
Asthma 
Migraine 
Osteoporosis 
Other (Specify) 

Are you restricted in everyday activities because of [this/these] conditions? 
Yes 
No 

How often does/do this/these limit the amount or kind of activities that you can do? 
Always 
Often 
Sometimes 
Rarely 
Never 

Which one of these conditions causes you the most problems? 

 

MODULE 3: EDUCATION, EMPLOYMENT AND INCOME 

EDUCATION 

What was the highest year of school you completed? 
Year 12 or equivalent / Senior Secondary  
Year 11 or equivalent  
Year 10 or equivalent / Junior Secondary 
Year 9 or equivalent 
Year 8 or equivalent 
Year 7 or equivalent (NSW, VIC, TAS, ACT only)  
Did not attend secondary school but finished primary school  
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Attended primary school but did not finish  
Don’t Know  

Which of these categories best describes the type of school you were attending in your 
last year? 

If attended 2 schools in last year, record for most recent school attended 
Government school  
Catholic non-government school  
Other non-government school  
Special school 
Other (Specify) 
Don’t Know  

Since leaving school, have you ever enrolled in a course of study to obtain a trade 
certificate, diploma, degree or other educational qualification?  

Do not include hobby or recreation courses 
Yes  
No  
Don’t Know 

[If yes] What is the highest qualification you have completed? 
Secondary school qual. - lower level  
Secondary school qual. - highest level  
Other certificate - level I  
Other certificate - level II  
Other certificate - level III  
Other certificate - level IV  
Other certificate - don’t know level  
Diploma (2 yrs full-time or equivalent)  
Associate Degree  
Advanced diploma (3 yrs full-time or equivalent)  
Bachelor Degree but not Honours  
Honours Bachelor Degree  
Graduate Certificate  
Graduate Diploma  
Masters Degree  
Doctorate  
Other (Specify) 
Refused  
Don’t Know 

What is the main field of study of your highest qualification completed? 

Are you currently enrolled in a course of study for a trade certificate, diploma, degree or 
any other educational qualification? 

Do not include any hobby or recreational courses 
Yes  
No  
Don’t Know  
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[If yes] Are you studying this full time or part time? 
Full-time student  
Part-time student 
Don’t Know 

What is the qualification you are studying for? 
Code all that apply 
Secondary school qual. - lower level  
Secondary school qual. - highest level  
Other certificate - level I  
Other certificate - level II  
Other certificate - level III  
Other certificate - level IV  
Other certificate - don’t know level  
Diploma (2 yrs full-time or equivalent)  
Associate Degree  
Advanced diploma (3 yrs full-time or equivalent)  
Bachelor Degree but not Honours  
Honours Bachelor Degree  
Graduate Certificate  
Graduate Diploma  
Masters Degree  
Doctorate  
Other (Specify) 

I would now like to ask you about opportunities that you have to learn new things.  (This 
includes for example, evening classes etc. as well as more formal learning at school or 
higher education). 

Do you have access to all the learning opportunities that you want now?  
Yes  
No 
Do not want to learn new things 

[If yes] What limits your access to learning opportunities?   
Code all that apply  
Financial reasons (lack of money/can't afford to) 
Too busy/not enough time 
Lack of information 
No learning opportunities available 
A health condition, illness or impairment 
Disability related reasons 
Lack of help or assistance 
Attitudes of other people 
Caring responsibilities 
Difficulty getting on a course or refused a place 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
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Other reasons (Specify) 

EMPLOYMENT  

At any time at all during the last 7 days, did you do any work in a job or business? 
Yes  
No  

Did you have a job or business but did not work during the last 7 days because of 
holidays, sickness or any other reason (such as maternity leave or on workers 
compensation)? 

Yes  
No  

Did/do you work…? 
If works more than one job, code in respect of the job that they get the most pay from 
For an employer for wages or salary 
In your own business with employees 
In your own business with no employees  
Without pay in a family business 
None of the above  

[If none of the above] What then are your working arrangements? 
Receive payment in kind  
Unpaid voluntary worker  
Job seeker requirements / Work for the Dole  
Currently unable to work due to disability/illness 

[If unable to work due to disability/illness]  

Does your condition permanently prevent you from working? 
Yes 
No 

[If no] Does your [condition] restrict the type of job you can do? 
Yes 
No 

Does your condition restrict the number of hours you can work? 
Yes 
No 

Does your condition make it difficult to change jobs or get a preferred job? 
Yes 
No 

On average, would you need at least 1 day a week off from work because of your 
condition? 

Yes 
No 

Would you need ongoing assistance or supervision at work because of your condition? 
Yes 
No 
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Would it be necessary for an employer to provide any special equipment, modify the 
work environment, or make any special arrangements for you because of your 
condition? 

Yes 
No 

What would an employer need to do? 
Provide help from someone at work 
Provide special equipment 
Modify buildings/fittings 
Provide special/free transport or parking 
Provide training/retraining 
Allocate different duties 
Other (Specify) 

[For all respondents away from employment the last 7 days] How long have you been 
away from work? 

Record number of full weeks ___ 
OR 
Record number of full months ___ 
Don’t know, but less than 4 weeks  
Don’t know, but 4 weeks or more  
Don’t Know  

Were you on workers’ compensation during the last 7 days? 
Yes  
No  
Don’t Know  

Do you expect to return to work for your current employer? 
Yes  
No  
Don’t Know  

Were you paid, or will you be paid, for any part of the last 4 weeks? 
Yes 
No  
Don’t Know  

[Questions for those in current employment] 

Including any paid or unpaid overtime, how many hours per week do you usually work 
in all your jobs? 

The questions in this section refer to the most recent job for which they received pay in 
the last 7 days. This includes any work done at the workplace and at home.  
__Hours per week  
Hours vary  
Don’t Know  

[If working less than 35 hours per week] You have said that (currently) you usually work 
fewer than 35 hours per week. What are the main reasons for your working part-time 
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hours rather than full-time hours? 
Code up to three reasons 
Own illness or disability  
Caring for children  
Caring for disabled or elderly relatives [not children]  
Other personal or family responsibilities  
Going to school, college, university etc.  
Could not find full-time work  
Prefer part-time work  
Involved in voluntary work  
Attracted to pay premium attached to part-time / casual work  
Welfare payments or pension may be affected by working FT  
Getting business established  
Prefer job & part-time hours are a requirement of the job  
Other (Specify) 
Don’t Know  

If you could choose the number of hours you work each week, and taking into account 
how that would affect your income, would you prefer to work...? 

Fewer hours than you do now 
About the same hours as you do now 
More hours than you do now 
Don’t Know  

What kind of work do you do in your job? That is, what is your occupation called and 
what are the main tasks and duties you undertake in this job? Please describe fully. 

Occupation title? 
Main tasks/duties? 

How long in total have you worked in your current occupation? Include time spent in 
this same occupation with previous employers or in previous businesses 

If one year or more, record number of full years ___ 
OR 
If less than one year, record number of full weeks ___ 
Don’t Know  

And how long have you worked for your current employer or in your current business? 
If one year or more, record number of full years ___ 
OR 
If less than one year, record number of full weeks ___ 
Don’t Know  

In your main job, are any of your usual working hours worked at your home (that is, the 
address of your usual place of residence)? 

Yes  
No  
Don’t Know 

[If yes] Approximately how many hours each week do you usually work at home for 
your main job only? 
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Hours per week  
Hours vary  
Don’t Know  

Are the hours worked at home the result of a formal arrangement with your employer? 
Yes  
No  
Not applicable - self-employed 

Which of these categories best describes your current contract of employment? 
Employed on a fixed-term contract  
Employed on a casual basis  
Employed on a permanent or ongoing basis  
Other (Specify) 
Don’t Know  

I now have some questions about how satisfied or dissatisfied you are with different 
aspects of your job. We are only interested here in your main job. If you are not currently 
employed, please think about the most recent job you were working in. 

Please pick a number between 0 and 10 to indicate how satisfied or dissatisfied you are 
with the following aspects of your job. The more satisfied you are, the higher the 
number you should pick. The less satisfied you are, the lower the number. 

LIST [0 (Totally dissatisfied) – 10 (Totally satisfied)] 
Your total pay?  
Your job security?  
The work itself (what you do)? 
The hours you work  
The flexibility available to balance work and non-work commitments? 

All things considered, how satisfied are you with your job? 
[0 (Totally dissatisfied) – 10 (Totally satisfied)] 

At any time in the last 4 weeks have you actually looked for a new job? 
Yes 
No  
Don’t Know  

Are you limited in any way by: 
what you can do? Y/N 
how long you can work for? Y/N 
when you could work? Y/N 
where you could work? Y/N 

[If yes to any of the above] Why are you limited in the type or amount of paid work that 
you do?   

Code all that apply  
Lack of job opportunities  
Family responsibilities, including looking after children 
Caring for others such as older or disabled relatives or friends 
Lack of qualifications/experience/skills  
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A health condition, illness or impairment 
Disability related reasons 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities/equipment 
Lack of special aids or equipment 
Lack of help or assistance 
Anxiety/lack of confidence 
Attitudes of colleagues 
Attitudes of employers  
Employers lack of disability awareness 
Affects receipt of benefits  
Limited hours available 
Attending university/college 
Other reasons (Specify) 

Has anything on this card helped you at work? 
Code all that apply 
Modified hours or days or reduced work hours  
Modified duties 
A job coach or personal assistant or mentor 
Changes to your work area or work equipment 
Building modifications, such as handrails or ramps, easy-to-access work area, toilets or 
lifts 
Employer/staff attended disability awareness training 
Other equipment or services (Specify) 
None of these 

This card lists some types of personal assistance, special adaptations and working 
arrangements required to help people at work.  

Which of these have you RECEIVED to help you in your current job? 
Code all that apply 
Modified hours or days or reduced work hours  
Modified duties 
A job coach or personal assistant or mentor 
Changes to your work area or work equipment 
Building modifications, such as handrails or ramps, easy-to-access work area, toilets or 
lifts 
Employer/staff attended disability awareness training 
Improved transport to place of work 
Other equipment or services (Specify) 
None of these 

Is there any other special assistance you require to help you at work? 
Code all that apply 
Modified hours or days or reduced work hours  
Modified duties 
A job coach, personal assistant or mentor 
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Changes to your work area or work equipment 
Building modifications, such as handrails or ramps, easy-to-access work area, toilets or 
lifts 
Employer/staff to attend disability awareness training 
Other equipment or services (Specify) 
None of these 

[Questions for persons not currently in paid employment] 

Now some questions on looking for work. At any time during the last 4 weeks have you 
looked for paid work? 

No – have not looked for work in last 4 weeks  
Yes – looked for full-time work only  
Yes – looked for part-time work only  
Yes – looked for any work, FT or PT  

[If currently job-seeking]   

At any time in the last 4 weeks have you done any of these things? 
Written, phoned or applied in person to an employer for work? Y/N 
Answered an advertisement for a job?  Y/N 
Checked factory noticeboards, or used the touchscreens at Centrelink offices? Y/N 
Been registered with Centrelink as a jobseeker? Y/N 
Checked or registered with an employment agency? Y/N 

Have you done anything else to find a job? 
Code all that apply 
Advertised or tendered for work  
Contacted friends / relatives  
Looked in newspapers, but did not actually answer an advertisement for a job  
Looked on internet, but did not actually answer an advertisement for a job  
Other (Specify) 
None of the above  

Can you tell me approximately how many weeks/months/years it has been since you 
started looking for work? 

Since you began looking for work have you had trouble getting a job for any of these 
reasons? 

Code all that apply 
Own ill health  
Own disability  
Employers thought you were too young or too old  
Hours were unsuitable  
Transport problems or it was too far to travel  
Did not have the required education, training or skills 
Did not have enough work experience 
Language difficulties  
No jobs in line of work  
Too many applicants for the available jobs  
Just no jobs at all  
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Difficulties in finding child care  

What other difficulties have you had? 
Code all that apply 
Discrimination because of ethnicity / gender/ sexual orientation 
Discrimination because of disability 
Other family responsibilities (not child care difficulties)  
Other difficulties (Specify) 
None of the above  

[Questions for those who are not currently job seeking] 

Which of these categories best describes your main activity since you last worked or 
looked for work? 

Retired / Voluntarily inactive 
Home duties / Child care  
Study / Went to school, TAFE or university  
Own illness, injury or disability  
Looking after ill or disabled person  
Travel / On holiday / Leisure activities  
Working in an unpaid voluntary job  
Other activity (Specify) 

Even though you are not looking for work now, would you like a job?  
Assume that suitable child care arrangements could be found 
Yes  
No  
Don’t Know  

What are all the reasons you have not been looking for work in the last 4 weeks? 
Code all that apply 
Retired 
Have a job to go to  
Personal reasons 
Own illness, injury or disability  
Pregnancy / Maternity leave  
Studying / Returning to studies  
Does not need to work  
To give others a chance  
Welfare payment / pension may be affected  
Moved house / Holidays  
Lack of transport  
No time  
Child care reasons 
Prefers to look after children  
Difficulties in finding child care  
Waiting until youngest child starts pre-school / primary school  
Other child care reason  
Other family reasons 
Ill health of someone other than self / Other family reasons  



86 
 

Believes no work available or couldn’t find work because: 
Too young / Too old  
Lacks necessary training or qualifications  
Lacks necessary experience  
Difficulties with language / ethnic background  
Difficulties with reading / writing  
No jobs available in line of work  
No jobs available with suitable hours  
No jobs available at all  
On a job-related training program  
Other reasons (Specify) 
Don’t Know  

INCOME 

To help us understand the relationship between health status and income levels, I would 
now like to ask you some questions about your income. 

Do you receive income from wages or salaries (including from your own incorporated 
business)? 

Yes 
No 

Before income tax, salary sacrifice or anything else is taken out, how much do you 
receive from wages or salaries? 

What period does that cover? 
Week 
Fortnight 
Four weeks 
Calendar month 
Year 
Other (Specify) 

Do you currently receive any of these pensions, allowances, or benefits? 
Only one response is allowed 
Family Tax Benefit as a regular payment from the Family Assistance Office 
Parenting Payment 
Youth Allowance 
Carer Allowance 
War Widows or Widowers Pension from the Department of Veterans. Affairs, including 
Income Support Supplement 
Disability Pension from the Department of Veterans. Affairs 
Overseas government pension 
Other government payment 
None of the above 

How much do you receive from [pension, benefit or allowance]?  

What period does that cover? 
Week 
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Fortnight 
Four weeks 
Calendar month 
Year 
Other (Specify) 

A household may have different sources of income and more than one household 
member may contribute to it. Thinking of your household's total monthly or weekly 
income - is your household able to make ends meet, that is pay your usual expenses… 

With great difficulty 
With some difficulty 
Fairly easily 
Very easily 

What are the main reasons for your difficulty managing financially?  
Code all that apply 
Limited income 
Increased cost of living 
Difficulty in budgeting  
Costs related to a health condition, illness or impairment   
Costs related to a disability 
Other reasons (Specify) 

 

MODULE 4: DOMESTIC LIFE 

I now have some questions about assistance you may need with self-care, health care and 
household tasks. 

SELF CARE NEEDS 

Do you ever need help or supervision to shower or bathe? 
Yes 
No 

Do you ever need help or supervision to dress yourself for example doing up shoe laces, 
buttons or zips? 

Yes 
No 

Do you ever need help or supervision when eating a meal, for example cutting up food? 
Yes 
No 

Do you ever need help or supervision using the toilet? 
Yes 
No 
Does not use toilet 
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Do you have any difficulty controlling your bladder or bowel? 
Yes 
No 

Do you ever need help in managing this difficulty? 
Yes 
No 

[For each self-care task for which help is required] Do you always, or only sometimes, need 
help with [task]? 

Always 
Sometimes 

Have you or anyone else, contacted any organised services in the last 12 months to help 
with this [task]? 

Yes 
No 
Don’t know 

You’ve just told me you need help or supervision with [task]. How often do you need this 
help? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

[If yearly or more frequently] On average, how many times per [day/week/month/year]? 

Do you receive assistance from anyone else, such as a partner or spouse, parent, family, 
friends or neighbours? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to help with this task? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

[If yearly or more frequently] On average, how many times per [day/week/month/year]? 
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What is the relationship between you and the person/people who provide non-formal 
assistance? 

Code up to three 
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son-in-law 
Daughter-in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 

HEALTH CARE ASSISTANCE 

Because of your condition(s), do you need help or supervision with any of these types of 
health care tasks: Dressing wounds, taking medication, having injections, using medical 
equipment, manipulating/exercising muscles and limbs?  

Record Y/N for each task 
Yes 
No 

Do you need help to care for your feet, such as cutting nails or washing or drying feet? 
Yes 
No 

Do you need help every time you do these tasks? 
Yes 
No 

If necessary, could you do these tasks by yourself? 
Yes 
No 

Have you or anyone else, contacted any organised services in the last 12 months to help 
you with these tasks? 

Yes 
No 

[If yes] How often do you need this help? 
Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

[If yearly or more frequently] On average, how many times per [day/week/month/year]? 
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Do you receive assistance from anyone else, such as a partner or spouse, parent, family, 
friends or neighbours to help with these task(s)? 

Yes 
No 

How often do you receive assistance from a partner or spouse, parent, family, friends or 
neighbours with [this/these] task(s)? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average how many times per [day/week/month/year]? 

What is your relationship to the person/people who provide this unpaid assistance? 
Code up to 3 main sources of assistance   
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 

Do you feel you need more help with health care tasks?  
Yes 
No 

HOUSEHOLD CHORES 

I’d now like to ask you some questions about help needed around the home. These questions 
refer to help you currently need or would need in the event the person currently doing them 
is no longer available. 

Do you have difficulty doing household chores, like laundry, vacuuming or dusting? 
Yes 
No 

What makes it difficult for you to do these tasks by yourself? 
Disability/health conditions 
Old age 
Doesn’t know how to 
Other (Specify) 
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Do you need help to do the household chores? 
Yes 
No 

If necessary, could you do these tasks by yourself? 
Yes 
No 

Have you, or anyone else, contacted any organised services in the last 12 months to help 
you with these tasks? 

Yes 
No 
Don’t know 

How often do you need help to do the household chores? 
Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

[If yearly or more frequently] On average, how many times per [day/week/month/year]? 

Do you receive assistance from anyone else, such as a partner or spouse, family, friends or 
neighbours to help with the household chores? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to do the household chores?  

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average how many times a [day/week/month/year]? 

What is your relationship to the person/people who provide this unpaid assistance? 
Code up to three main sources of assistance  
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
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Friend/neighbour (female) 

Do you feel you need more help with the household chores? 
Yes 
No 
Don’t know 

Do you have difficulty doing any home maintenance or gardening tasks? 
Yes 
No 

What makes it difficult for you to do these tasks by yourself? 
Disability/health conditions 
Old age 
Doesn’t know how to  
Other (Specify) 

Do you need help to do home maintenance or gardening tasks? 
Yes 
No 

If necessary, could you do these tasks by yourself? 
Yes 
No 

Have you, or anyone else, contacted any organised services in the last 12 months to help 
you with these tasks? 

Yes 
No 
Don’t know 

How often do you receive help from organised services to do them? 
Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 

Do you receive assistance from anyone else, such as a partner or spouse, family, friends or 
neighbours to help with the home maintenance or gardening tasks? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to do these tasks?  

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 
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On average, how many times per [day/week/month/year]? 

What is your relationship to the person/people who provide this assistance?  
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 

Do you have difficulty preparing your meals? 
Yes 
No 

What makes it difficult for you to prepare meals yourself? 
Disability/health conditions 
Old age 
Doesn’t know how to 
Other 

Do you need help to prepare your meals? 
Yes 
No 

If necessary, could you prepare them yourself? 
Yes 
No 

Have you, or anyone else, contacted any organised services in the last 12 months to help 
you with meal preparation? 

Yes 
No 
Don’t know 

How often do you need help to prepare meals? 
Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 
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Do you receive assistance from anyone else, such as a partner or spouse, family, friends or 
neighbours to help with meal preparation? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to prepare meals? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 

What is your relationship to the person/people who provide this assistance?  
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 

Do you feel you need more help with meal preparation? 
Yes 
No 
Don’t know 

Do you have difficulty with reading and writing tasks such as checking bills or bank 
statements, writing letters or filling in forms? 

Yes 
No 

What makes it difficult for you to do these tasks by yourself? 
Disability/health conditions 
Old age 
Doesn’t know how to 
Other (Specify) 

If necessary, could you do them by yourself? 
Yes 
No 
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Have you, or anyone else, contacted any organised services in the last 12 months to help 
you with these tasks? 

Yes 
No 
Don’t know 

How often do you need help to do these tasks? 
Daily 
Weekly 
Monthly 
Yearly  
Less than once a year 

On average, how many times per [day/week/month/year]? 

Do you receive assistance from anyone else, such as a partner or spouse, family, friends or 
neighbours to help with reading and writing tasks? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to do these tasks: daily, weekly, monthly, yearly or less than once a year? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 

What is your relationship to the person/people who provide this assistance?  
Male partner 
Female partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 

Do you feel you need more help with reading and writing tasks? 
Yes 
No 
Don’t know 
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When you go to places away from home do you ever need to be driven by someone else in 
a private vehicle or by taxi? 

Yes 
No 
Does not leave home 

What is the main reason you need to be driven to places away from home? 
Disability/health conditions 
Old age 
Doesn’t know how to drive 
Other (Specify) 

Have you or anyone else, contacted any organised services in the last 12 months to help 
you with this? 

Yes 
No 
Don’ t know 

How often do you need this help: daily, weekly, monthly, yearly or less than once a year? 
Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 

Do you receive assistance from anyone else, such as a partner or spouse, family, friends or 
neighbours to help with this? 

Yes 
No 

How often do you receive assistance from a partner or spouse, family, friends or 
neighbours to help with this: daily, weekly, monthly, yearly or less than once a year? 

Daily 
Weekly 
Monthly 
Yearly 
Less than once a year 

On average, how many times per [day/week/month/year]? 

Do you feel you need more help to get to places away from home? 
Yes 
No 
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MODULE 5: HEALTH 

GENERAL HEALTH 

In general would you say your health is excellent, very good, good, fair or poor? 
Excellent 
Very good 
Good 
Fair 
Poor 

I am now going to read out some activities that you might do during a typical day. As I read 
each item, please tell me if your health now limits you a lot, limits you a little, or does not 
limit you at all in these activities. 

First, moderate activities, such as moving a table, pushing a vacuum cleaner, bowling or 
playing golf. (Does your health now limit you a lot, limit you a little, or not limit you at 
all?) 

Limited a lot 
Limited a little 
Not limited at all 

Climbing several flights of stairs. (Does your health now limit you a lot, limit you a little, or 
not limit you at all?) 

Limited a lot 
Limited a little 
Not limited at all 

During the past 4 weeks, have you accomplished less than you would like as a result of 
your physical health? 

Yes 
No 

(During the past 4 weeks,) were you limited in the kind of work or other regular daily 
activities you do as a result of your physical health? 

Yes 
No 

(During the past 4 weeks,) have you accomplished less than you would like as a result of 
any emotional problems, such as feeling depressed or anxious? 

Yes 
No 

(During the past 4 weeks,) did you not do work or other regular daily activities as carefully 
as usual as a result of any emotional problems, such as feeling depressed or anxious? 

Yes 
No 
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During the past 4 weeks, how much did pain interfere with your normal work, including 
both work outside the home and housework. Did it interfere not at all, slightly, 
moderately, quite a bit, or extremely? 

Not at all 
Slightly 
Moderately 
Quite a bit 
Extremely 

SMOKING 

I would now like to ask you some questions about smoking. 

Do you currently smoke? 
Yes 
No 

[If yes] Do you smoke regularly, that is, at least once a day? 
Yes 
No 

[If no to smoking regularly] Do you smoke at least once a week? 
Yes 
No 

[If no to currently smoking] Have you ever smoked regularly, that is, at least once a day? 
Yes 
No 

Have you smoked at least 100 cigarettes in your entire life? 
Yes 
No 

Have you ever smoked pipes, cigars, or other tobacco products at least 20 times in your 
entire life? 

Yes 
No 

DIETARY BEHAVIOUR 

This question is about your usual consumption of vegetables, including fresh, frozen and 
tinned vegetables. How many serves of vegetables [do you/does (selected person name)] 
usually eat each day? 
Display showcard 

1 serve 
2 serves 
3 serves 
4 serves 
5 serves 
6 serves or more 
Less than one serve 
Don’t/Doesn’t eat vegetables 
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This question is about your usual consumption of fruit, including fresh, dried, frozen and 
tinned fruit. How many serves of fruit do you usually eat each day? 
Display showcard 

1 serve 
2 serves 
3 serves 
4 serves 
5 serves 
6 serves or more 
Less than one serve 
Don’t/Doesn’t eat fruit 

ALCOHOL 

The next few questions are about alcoholic drinks. Some people may drink more or less than 
others, depending on their lifestyle and individual choices. 

How long ago did you last have an alcoholic drink? 
1 week or less 
More than 1 week to less than 2 weeks 
2 weeks to less than 1 month 
1 month to less than 3 months 
3 months to less than 12 months 
12 months 
More than 12 months 
Never 
Don’t remember 

[For those who report 1 week or less] On which days in the last 7 days did you have drinks 
that contained alcohol? 

Code all that apply 
All 
Monday 
Tuesday 
Wednesday 
Thursday 
Friday 
Saturday 
Sunday 

How many drink/s did you have? 

Is the amount you drank last week more, about the same, or less, compared to most 
weeks? 

More 
About the same 
Less 

PHYSICAL ACTIVITY 

I would now like to ask you about the physical activity you did in the last week. 

Excluding any walking you have done for fitness, recreation or sport, in the last week how 
many times did you walk continuously, for at least 10 minutes, to get to or from places? 
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What was the total time that you spent walking, for at least 10 minutes, to get to or from 
places, in the last week? 

[Excluding any walking to get to or from places you have already mentioned] In the last 
week, how many times have you walked continuously, for at least 10 minutes, for fitness, 
recreation or sport? 

What was the total time that you spent walking for fitness, recreation or sport in the last 
week? 

In the last week, how many times did you do any vigorous gardening or heavy work 
around the yard, which made you breathe harder or puff and pant? 

What was the total time that you spent doing vigorous gardening or heavy work around 
the yard in the last week? 

The next few questions are about moderate and vigorous physical activity. Please exclude 
walking that you may have done for transport, fitness, recreation or sport, and household 
chores, gardening or yard work. 

In the last week, how many times did you do any vigorous physical activity, which made 
you breathe harder or puff and pant? (e.g. jogging, cycling, aerobics, competitive tennis). 
 

What was the total time that you spent doing this vigorous physical activity in the last 
week? 

In the last week, how many times did you do any other more moderate physical activity 
that you have not already mentioned? (e.g. gentle swimming, social tennis, golf). 

What was the total time that you spent doing these activities in the last week? 

BODY MASS 

I would now like to ask you a question about your weight. 

Do you consider yourself to be an acceptable weight, underweight or overweight? 
Acceptable weight 
Underweight 
Overweight 
Currently pregnant 

SEX AND RELATIONSHIPS 

The following questions ask about your experiences and attitudes to sex and relationships. 
You do not have to answer any question you don’t want to. We can just skip to the next 
question.  

Which of these statements best describes your sexual feelings at this time in your life?  
I'm attracted only to females 
I'm attracted to females and males 
I'm attracted only to males 
I'm not sure whom I am attracted to 
I don’t feel any attraction to others 

Do you think of yourself as:  
Heterosexual 
Bisexual 
Homosexual 
Not sure 
Other (Specify) 
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Have you ever had sex with someone? That is, vaginal sex, oral sex, or anal sex.   
Yes  
No 

How old were you when you first had oral sex with someone?  
___years old 
Haven’t had oral sex 

How old were you when you first had vaginal or anal sex with someone?   
___years old   
Haven’t had vaginal or anal sex 

So far in your life, how many people have you had sex with (vaginal, oral or anal sex)?  
Include everyone you have ever had vaginal, oral or anal sex with, whether it was just once, 
a few times, or a regular partner (e.g. spouse or life partner). Be as accurate as you can: 
give your best estimate if you can't remember exactly.   
___females  
___males 

In the past 12 months, how many of these were new partners who you had sex with for 
the first time?  

___females 
___males 

If you currently have a regular sexual partner, which of the following best describes this 
sexual relationship?  

My partner and I have sex only with each other 
My partner and I both have sex with other people 
I have sex with other people but my partner doesn’t 
My partner has sex with other people but I don’t 
Don’t currently have a regular sexual partner 

In the past 12 months, have you experienced any of the following for a period of 3 months 
or longer?  

Lacked interest in having sex Y/N 
Lacked enjoyment in sex Y/N 
Felt anxious during sex Y/N 
Felt physical pain as a result of sex Y/N 
Felt no excitement or arousal during sex Y/N 
Did not reach a climax (experience an orgasm) or took a long time to reach a climax 
despite feeling excited/aroused Y/N 
Reached a climax (experienced an orgasm) more quickly than you would like Y/N 
Had trouble getting or keeping an erection Y/N 

HEALTHY LIFESTYLES 

Have you taken any of these actions for your own health in the last 12 months? 
Display showcard 
Yes 
No 
Don't know 
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[If yes] Which ones? 
Code all that apply 
Consulted a GP 
Consulted a specialist 
Consulted a dentist 
Consulted other health professional 
Admitted to hospital as an inpatient 
Visited an outpatient clinic 
Visited emergency/casualty 
Visited day clinic 

Excluding any time spent in hospital, which of these health professionals have you 
consulted for your own health in the last 12 months? 

Code all that apply 
Aboriginal Health Worker 
Accredited counsellor 
Acupuncturist 
Alcohol and drug worker 
Audiologist/Audiometrist 
Chemist (for advice only) 
Chiropodist/Podiatrist 
Chiropractor 
Diabetes educator 
Dietician/Nutritionist 
Naturopath 
Herbalist 
Hypnotherapist 
Nurse 
Occupational therapist 
Optician/Optometrist 
Osteopath 
Physiotherapist/ 
Hydrotherapist 
Psychologist 
Social worker/ 
Welfare officer 
Speech therapist/Pathologist 
Other (Specify) 

Have you been admitted to hospital as an inpatient in the last 2 weeks? 
Yes 
No 

[If yes] How many times in the last 2 weeks have you been admitted to hospital as an 
inpatient? 

How many times in the last 2 weeks have you visited an emergency/casualty department? 
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When was the last time you consulted a GP for your own health? 
Less than 3 months ago 
3 to 6 months ago 
6 to 9 months ago 
9 to 12 months ago 
1 year to 2 years ago 
More than 2 years ago 
Never 
Don't know 

Have you discussed any of these issues with a GP in the last 12 months? 
Display showcard 
Yes 
No 
Don't know 

[If yes] Which ones did you discuss with your GP? 
Code all that apply 
Reducing or quitting smoking 
Drinking alcohol in moderation 
Reaching a healthy weight 
Increasing physical activity 
Eating healthy food or improving diet 
Family planning 
Safe sexual practices 

How many consultations have you had with a dentist or dental professional for your 
teeth, dentures or gums in the last 12 months? 

HEART OR CIRCULATORY CONDITIONS 

The next few questions ask you about heart or circulatory conditions. 

Including any conditions which can be controlled with medications, have you ever been 
told by a doctor or nurse that you have any heart or circulatory conditions? 

Yes 
No 
Don’t know 

[If yes] Including any conditions which you are controlling with medications; do you 
currently have any heart or circulatory conditions? 

Yes 
No 

[If yes] What are the names of these heart or circulatory conditions? 
Code all that apply 
Rheumatic heart disease 
Heart attack 
Heart failure 
Stroke (including after effects of stroke) 
Angina 
High blood pressure/hypertension 
Low blood pressure/hypotension 
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Hardening of the arteries/atherosclerosis/arteriosclerosis 
Fluid problems/fluid retention/oedema 
High cholesterol 
Rapid or irregular heartbeats/tachycardia/palpitations 
Heart murmur/heart valve disorder 
Haemorrhoids 
Varicose veins 
Other condition (Specify) 

Again remembering to include any conditions which can be controlled with medication. 
Has this condition/Have any of these conditions lasted, or is it/are they expected to last, 
for 6 months or more? 

Yes 
No 

[If yes] Which conditions are they? 
Code all that apply 
Rheumatic heart disease 
Heart attack 
Heart failure 
Stroke (including after effects of stroke) 
Angina 
High blood pressure/hypertension 
Low blood pressure/hypotension 
Hardening of the arteries/atherosclerosis/arteriosclerosis 
Fluid problems/fluid retention/oedema 
High cholesterol 
Rapid or irregular heartbeats/tachycardia/palpitations 
Heart murmur/heart valve disorder 
Haemorrhoids 
Varicose veins 
Other condition (Specify) 

DIABETES 

The next few questions ask you about Diabetes. 

Have you ever been told by a doctor or nurse that you have Diabetes? 
Yes 
No 

Have either of your parents, or any of your brothers or sisters ever been told by a doctor 
or nurse that they have Diabetes? 

Yes 
No 
Don’t know 

Have you ever been told by a doctor or nurse that you have High Sugar Levels in your 
blood or urine? 

Yes 
No 
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[If had/has diabetes] At what age were you when first told that you had Diabetes? 
___years 

What type of Diabetes were you told you have? 
Code all that apply 
Type 1 (Insulin Dependent Diabetes Mellitus/Juvenile Onset Diabetes/Type A) 
Type 2 (Non-insulin Dependent Diabetes Mellitus/Adult Onset Diabetes/Type B) 
Gestational (pregnancy) 
Diabetes insipidus 
Other (Specify) 
Don't know 

Do you currently have Diabetes? 
Yes 
No 
Don't know 

[If yes] Which types do you currently have? 
Code all that apply 
Type 1 (Insulin Dependent Diabetes Mellitus/Juvenile Onset Diabetes/Type A) 
Type 2 (Non-insulin Dependent Diabetes Mellitus/Adult Onset Diabetes/Type B} 
Gestational (pregnancy) 
Diabetes insipidus 
Other (Specify) 
Type unknown 

At what age were you first told that you had high sugar levels? 
___years 

Do you currently have high sugar levels? 
Yes 
No 
Don't know 

[If yes] Have your high sugar levels lasted, or are they expected to last, for 6 months or 
more? 

Yes 
No 
Don't know 

KIDNEY DISEASE 

The next few questions ask you about kidney disease. 

Have you ever been told by a doctor or nurse that you have kidney disease? 
Yes 
No 

[If yes] Do you currently have kidney disease? 
Yes 
No 
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MENTAL HEALTH AND WELLBEING 

The following questions are about your feelings in the past 4 weeks. 

In the past 4 weeks, about how often did you feel tired out for no good reason? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel nervous? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel so nervous that nothing could calm you 
down? 

All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel hopeless? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel restless or fidgety? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel so restless you could not sit still? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 



107 
 

In the past 4 weeks, about how often did you feel depressed? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel that everything was an effort? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel so sad that nothing could cheer you up? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the past 4 weeks, about how often did you feel worthless? 
All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

In the last 4 weeks, how many days were you totally unable to work, study or manage 
your day to day activities because of these feelings? 

Apart from those days, in the last 4 weeks, how many days were you able to work, study 
or manage your day to day activities, but had to cut down on what you did because of 
these feelings? 

In the last 4 weeks, how many times have you seen a doctor or any other health 
professional about these feelings? 

In the last 4 weeks, how often have physical health problems been the main cause of 
these feelings? 

All of the time 
Most of the time 
Some of the time 
A little of the time 
None of the time 

FAMILY STRESSORS 

The next few questions are about things that may have been a problem for you or family or 
close friends, during the last 12 months. 
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Have any of these been a problem for you or anyone close to you during the last 12 
months? 

Display showcard 
Yes 
No 
Don’t know 

[If yes] Which ones? 
Code all that apply 
Serious illness 
Serious accident 
Death of a family member or close friend 
Mental illness 
Serious disability 

Have any of these been a problem for you or anyone close to you, during the last 12 
months? 

Display showcard 
Yes 
No 
Don’t know 

[If yes] Which ones? 
Code all that apply 
Divorce or separation 
Not able to get a job 
Involuntary loss of job 
Alcohol or drug related problems 
Witness to violence 
Abuse or violent crime 
Trouble with the police 
Gambling problem 
Other (Specify) 

PAIN 

The next questions are about bodily or physical pain you have had in the last 4 weeks. 

How much bodily pain have you had during the last 4 weeks? 
None 
Very mild 
Mild 
Moderate 
Severe 
Very severe 
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During the last 4 weeks, did pain interfere not at all, a little bit, moderately, quite a bit or 
extremely, with your normal work (including both work outside the home and 
housework)? 

Not at all 
A little bit 
Moderately 
Quite a bit 
Extremely 

ASTHMA 

The next few questions ask you about asthma.  

Have you ever been told by a doctor or nurse that you have asthma? 
Yes 
No  
Don't know 

Symptoms of asthma include coughing, wheezing, shortness of breath and chest tightness. 
Have you had any symptoms of asthma or taken treatment for asthma in the last 12 
months? 

Yes 
No 

[If yes] Do you still get asthma? 
Yes 
No 

At any time in the last 12 months, was your asthma worse or out of control? 
Yes 
No 

How many times in the last 12 months, have you gone to a hospital or emergency 
department because your asthma was worse or out of control? 

Do you have a written asthma action plan that is, written instructions of what to do if 
your asthma is worse or out of control? 

Yes 
No 
Never heard of one 
Don't know 

In the last 4 weeks, have you been woken by asthma or wheezing? 
Yes 
No 
Don't know 

During the last 4 weeks, how often did your asthma interfere with your daily activities? 

CANCER 

The next few questions are about cancer. 
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Do you, or anyone else, regularly check your skin for any changes in freckles and moles? 
Yes 
No 
Don't know 

Have you ever been told by a doctor or nurse that you have any type of cancer? 
Yes 
No 

[If yes] What type of cancer were you told you had? 
Code all that apply 
Skin cancer (include melanoma, basal cell carcinoma, squamous cell carcinoma) 
Colon/rectum/bowel cancer (colorectal) 
Breast cancer 
Prostate cancer 
Lung cancer(include trachea, pleura and bronchus) 
Cervical cancer 
Cancer of other female reproductive organs (include uterus, ovary) 
Bladder/kidney cancer 
Stomach cancer 
Leukaemia 
Non-Hodgkin lymphoma 
Other type of lymphoma 
Cancer of unknown primary site 
Other cancer (Specify) 

Are you currently receiving treatment for your cancer? 
Yes 
No 

Including cancer which is in remission, do you currently have cancer? 
Yes 
No 

[If yes] What types of cancer do you currently have? 
Code all that apply 
Skin cancer (include melanoma, basal cell carcinoma, squamous cell carcinoma) 
Colon/rectum/bowel cancer (colorectal) 
Breast cancer 
Prostate cancer 
Lung cancer(include trachea, pleura and bronchus) 
Cervical cancer 
Cancer of other female reproductive organs (include uterus, ovary) 
Bladder/kidney cancer 
Stomach cancer 
Leukaemia 
Non-Hodgkin lymphoma 
Other type of lymphoma 
Cancer of unknown primary site 
Other cancer (Specify) 
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What type(s) of cancer have you ever been tested for? 
Code all that apply 
Bowel (had a faecal occult blood test) 
Prostate 
Breast (i.e. had a mammogram) 
Cervical cancer (had a pap smear) 
Other (Specify) 

ARTHRITIS 

The next few questions are about arthritis or related conditions. 

Do you have, or have you ever had Gout? 
Yes 
No 

Do you have, or have you ever had Rheumatism? 
Yes 
No 

Do you have, or have you ever had Arthritis? 
Yes 
No 

Do you have, or have you ever had Osteoarthritis? 
Yes 
No 

Do you have, or have you ever had rheumatoid arthritis? 
Yes 
No 

Do you have, or have you ever had any other type of arthritis? 
Yes – can specify type 
Yes – but type unknown 
No 

OSTEOPORIS 

I would now like to ask you about osteoporosis. 

Have you ever been told by a doctor or nurse that you have osteoporosis or osteopenia? 
(Osteopenia is a mild loss of bone density that may progress to osteoporosis.) 

Yes 
No 
Don't know 

[If yes] Which one were you told you have? 
Osteoporosis 
Osteopenia 
Both 

At what age were first told you had osteoporosis/osteopenia? 
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Have you taken any of these actions for your [osteoporosis/osteopenia] in the last 2 
weeks? 

Display showcard 
Yes 
No 
Don’t know 

[If yes] Which ones? 
Code all that apply 
Did weight/strength/resistance training 
Obtained and/or used physical aids (used at home or work) 
Water therapy 
Massage 
Changed eating pattern/diet 
Losing weight 
Exercised most days 
Other action taken (Specify) 

Have you ever had your bone density tested? 
Yes 
No 
Don't know 

[If yes] Was the bone density test taken in the last 2 years? 
Yes 
No 
Don't know 

HEALTH ACTIONS  

[The following questions are asked for each current health condition] 

Have you taken any of these actions for your [condition] in the last 2 weeks? 
Display showcard 
Yes 
No 
Don't know 

[If yes] Which ones? 
Code all that apply 
Consulted a GP 
Consulted a Specialist 
Consulted other health professional 
Admitted to hospital as an inpatient 
Visited an outpatient clinic 
Visited emergency/casualty 
Visited day clinic 
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Have you consulted a Specialist about your [condition] in the last 12 months? 
Yes 
No 
Don’t know 

[If yes] How many times did you consult a Specialist about your [condition] in the last 12 
months? 

Excluding any time spent in hospital, have you consulted any of these health professionals 
about your [condition] in the last 12 months? 

Yes 
No 
Don't know 

[If yes] Which ones? 
Code all that apply 
Diabetes Educator 
Accredited counsellor 
Acupuncturist 
Chemist (for advice only) 
Chiropodist/Podiatrist 
Chiropractor 
Dietician/Nutritionist 
Naturopath 
Nurse 
Occupational Therapist 
Optician/Optometrist 
Osteopath 
Physiotherapist/Hydrotherapist 
Psychologist 
Social worker/Welfare Officer 
Other (Specify) 

 

MODULE 6: TRANSPORT 

The next few questions are about journeys that you may make or want to make.  

Are you able to make all the journeys that you want or need to go to work? 
Yes 
No 
NA 

Are you able to make all the journeys that you want or need to go shopping? 
Yes 
No 
NA 

Are you able to make all the journeys that you want or need to get to the doctors and 
other health-related appointments? 



114 
 

Yes 
No 

Are you able to make all the journeys that you want or need to visit family and friends? 
Yes 
No 

Are you able to make all the journeys that you want or need to take part in leisure 
activities such as sports, visiting the cinema or theatre etc.? 

Yes 
No 

Are you able to make all other journeys that you want or need to? 
Yes 
No 
No other journeys 

[For those who were unable to make journeys as they wanted to] Thinking about those 
journeys that you said you weren’t able to make as you wanted to.  Why haven’t you been 
able to make these journeys? 

Code all that apply 
Cost 
Don’t have a car 
Suitable public transport not available 
Family or friends not able to provide a lift 
Caring responsibilities 
A health condition, illness or impairment 
A disability 
Vehicle not suitable/adapted 
Attitudes of other people when using public transport 
Anxiety/ lack of confidence 
Lack of help or assistance 
Difficulty getting in or out of the vehicle  
Vehicle not available when needed 
Difficulty making connections 
Difficulty with carrying luggage  
Do not need or want to 
Lack of information that allows me to plan accessible journeys in advance 
Others reasons (Specify) 

Thinking about those journeys that you said you were able to take as much as you needed 
to. What helps you to make all the journeys that you need? 

Code all that apply 
Have own transport 
Friends/family give me a lift 
Availability of public transport 
Use a taxi 
Use special transport (e.g. Access Bus) 
Concessionary travel pass (e.g. health care card) 
Receive financial assistance  
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Time not a problem 
Vehicle suitable/adapted 
Attitudes of other people when using public transport 
Help or assistance 
Other reasons (Specify) 

Which types of transport have you used in the last year? 
Code all that apply 
Walking 
Bicycle 
Car 
Van 
Scooter/moped/motorcycle 
Local buses 
Long distance bus/coach 
Plane 
Trains 
Taxi  
Trams 
None of these 

Of the different forms of transport that you have used in the last year, which have you 
used most frequently? 

Code up to three most frequent 
Car 
Van 
Scooter/moped/motorcycle 
Local buses 
Long distance bus/coach 
Plane 
Trains 
Taxi 
Trams 

Which (if any of these) types of transport have you used less frequently than you would 
have liked in the last year? 

Code up to three most important 
Walking 
Bicycle 
Car 
Van 
Scooter/moped/motorcycle 
Local buses 
Long distance bus/coach 
Plane 
Trains 
Taxi  
Trams 
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None of these  

[If car] What stops you from travelling by car (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Fear of crime 
Anxiety/lack of confidence 
Caring responsibilities 
Difficulty getting in or out of the car  
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Do not have a licence 
Do not need or want to 
Other reasons (Specify) 

[If van] What stops you from travelling by van (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Fear of crime 
Anxiety/lack of confidence 
Caring responsibilities 
Difficulty getting in or out of the transport  
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If motorcycle, scooter or moped] What stops you from travelling by motorcycle, scooter 
or moped (as much as you would like)?   

Code all that apply 
Transport unavailable to destination 
Cost  
Fear of crime 
Anxiety/lack of confidence 
Caring responsibilities 
Difficulty getting in or out of the transport  
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
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A health condition, illness or impairment 
A disability 
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If bus] What stops you from travelling by local buses (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Overcrowding  
Attitudes of staff  
Attitudes of passengers 
Delay and disruption to service 
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Difficulty getting to stop or station because of disability 
Difficulty getting to stop or station because too far 
Caring responsibilities 
Difficulty getting in or out of the transport  
Difficulty getting from stop or station to destination 
Lack of space  
Lack of  help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Seeing signs or hearing announcements 
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If long-distance bus or coach] What stops you from travelling by long distance bus/coach 
(as much as you would like)?   

Code all that apply 
Transport unavailable to destination 
Cost  
Overcrowding  
Attitudes of staff  
Attitudes of passengers 
Delay and disruption to service 
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Difficulty getting to stop or station 
Caring responsibilities 
Difficulty getting in or out of the transport  
Difficulty getting from stop or station to destination 
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Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Seeing signs or hearing announcements 
Unable to book a seat  
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If plane] What stops you from travelling by plane (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Overcrowding  
Attitudes of staff  
Attitudes of passengers 
Delay and disruption to service 
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Difficulty getting to stop or station 
Caring responsibilities 
Difficulty getting in or out of the transport  
Difficulty getting from stop or station to destination 
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Seeing signs or hearing announcements 
Unable to book a seat  
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If taxi] What stops you from travelling by taxi (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Attitudes of staff  
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Caring responsibilities 
Difficulty getting in or out of the transport  
Lack of space  



119 
 

Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Unable to book a seat  
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If tram] What stops you from travelling by tram (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Overcrowding  
Attitudes of staff  
Attitudes of passengers 
Delay and disruption to service 
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Difficulty getting to stop or station 
Caring responsibilities 
Difficulty getting in or out of the transport  
Difficulty getting from stop or station to destination 
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Seeing signs or hearing announcements 
Unable to book a seat  
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

[If train] What stops you from travelling by train (as much as you would like)?   
Code all that apply 
Transport unavailable to destination 
Cost  
Overcrowding  
Attitudes of staff  
Attitudes of passengers 
Delay and disruption to service 
Fear of crime 
Lack of information 
Anxiety/lack of confidence 
Difficulty getting to stop or station 
Caring responsibilities 
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Difficulty getting in or out of the transport  
Difficulty getting from stop or station to destination 
Lack of space  
Lack of help or assistance 
Too busy/not enough time 
A health condition, illness or impairment 
A disability 
Seeing signs or hearing announcements 
Unable to book a seat  
Friends/family give me a lift in their car 
Do not need or want to 
Other reasons (Specify) 

 

MODULE 7: ACCESS TO SERVICES 

We would now like to ask you about your use of public services. 

In the last 12 months, have you contacted, tried to have contact with or had dealings with 
any of the services on this card?  

Code all that apply 
Health services (GP, Hospital, etc.) 
Justice services (police, courts, prisons) 
Welfare (e.g. Centrelink) 
Sports and leisure services  
Australian Tax Office  
Social Services (e.g. Department of Human Services, charitable family services, Disability 
services etc.) 
None 

[For those who accessed health services] In the last 12 months, how much difficulty did 
you have accessing the health service(s)? 

No difficulty 
Some difficulty 
A lot of difficulty 

What caused you difficulty accessing the health service(s)?   
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
Anxiety/lack of confidence 
Lack of accessible information 
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Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing health service(s)? 
Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 

[If they accessed justice system] In the last 12 months, how much difficulty did you have 
accessing justice service(s) (police, courts, prisons)? 

No difficulty 
Some difficulty 
A lot of difficulty 

What caused you difficulty accessing justice service(s) (police, courts, prison)? 
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
Anxiety/lack of confidence 
Lack of accessible information 
Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing justice service(s)? 
Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 
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[If they accessed benefits and pensions services] In the last 12 months, how much difficulty 
did you have accessing welfare service(s)? 

No difficulty 
Some difficult 
A lot of difficulty 

What caused you difficulty accessing welfare service(s)?   
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
Anxiety/lack of confidence 
Lack of accessible information 
Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing welfare 
service(s)? 

Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 

[If they accessed sports and leisure services] In the last 12 months, how much difficulty did 
you have accessing sports and leisure service(s)? 

No difficulty 
Some difficulty 
A lot of difficulty 

What caused you difficulty accessing sports and leisure service(s)?   
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
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Anxiety/lack of confidence 
Lack of accessible information 
Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing sports and leisure 
service(s)? 

Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 

[If they accessed the ATO] In the last 12 months, how much difficulty did you have 
accessing the Australian Tax Office? 

No difficulty 
Some difficulty 
A lot of difficulty 

What caused you difficulty accessing the Australian Tax Office?  
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
Anxiety/lack of confidence 
Lack of accessible information 
Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing the Australian 
Tax Office? 

Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 
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[If they accessed social services] In the last 12 months, how much difficulty did you have 
accessing social service(s)? 

No difficulty 
Some difficulty 
A lot of difficulty 

What caused you difficulty accessing social service(s)?   
Code all that apply  
Unhelpful or inexperienced staff 
Difficulty getting an appointment 
Difficulty contacting by phone 
Difficulty contacting by post  
Difficulty contacting by email 
Difficulty contacting by internet 
A health condition, illness or impairment 
Disability related reasons 
Anxiety/lack of confidence 
Lack of accessible information 
Not providing a home visit 
Lack of help with communication  
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Other difficulties (Specify) 

Overall, how satisfied have you been with your experiences in accessing social service(s)? 
Very satisfied 
Satisfied 
Undecided 
Dissatisfied 
Very dissatisfied 

 

MODULE 8: ACCESSIBILITY 

ACCESSIBILITY – INSIDE THE HOME 

I would now like to ask you about the rooms within your home.  

Are there any rooms in your home which you have difficulty getting into? 
[Interviewer instruction] With help or assistive devices if normally used. 
Yes 
No 

Is the accommodation on one or more floor? 
One floor only 
More than one floor 
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[If has difficulty getting into rooms] Which rooms do you have difficulty getting into? 
Code all that apply 
Kitchen 
Bedroom 
Living area 
Toilet/bathroom 
Other (Specify) 

Which (if any) of these downstairs rooms do you have difficulty getting into? 
Code all that apply 
Kitchen 
Living area 
Toilet/bathroom 
Other (Specify) 

[If accommodation has upstairs] Which (if any) of these upstairs rooms do you have 
difficulty getting into? 

Code all that apply 
Bedroom 
Toilet/bathroom 
I cannot get upstairs 
Other (Specify) 

What causes you difficulty getting into rooms in your home?   
Code all that apply  
Uneven floor levels 
Door width  
Stairs, lack of ramps/stair lift  
Corridor width  
Lack of handrails  
Lack of help or assistance  
A health condition, illness or impairment 
Disability related reasons 
Other (Specify) 

What would help you to get into the rooms in your home? 
[Open question]  

Do you have difficulty getting in or out of your home?  
[Interviewer instruction] With help or assistive devices if normally used. 
Yes 
No 
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[If yes] What causes you difficulty getting in or out of your home?   
Code all that apply  
Uneven floor levels 
Door width  
Door handles  
Stairs/steps, lack of ramps/stair lift  
Corridor width  
Poor lighting  
Lack of handrails  
Lack of help or assistance  
A health condition, illness or impairment 
Disability related reasons 
Other (Specify) 

ACCESSIBILITY – OUTSIDE THE HOME 

This next set of questions ask about accessibility to buildings that you need to visit - public 
buildings, offices, shops, schools and people's homes. 

In the last 12 months, how often have you had difficulty going into all the buildings that 
you need to? 

Always 
Often 
Sometimes 
Rarely 
Never 

[If experienced some difficulty] What would make these buildings more accessible for you? 
Code all that apply 
Help finding the building 
Help with transport getting to the building 
Parking provision 
Clearer written information 
Footpath design and surfaces  
Approach areas (ramps/handrails)  
Attitudes of others 
Adequate ventilation 
Help or assistance 
Other (Specify) 

In the last 12 months, how often have you had difficulty moving about and finding your 
way around buildings? 

Always 
Often 
Sometimes 
Rarely 
Never 



127 
 

In the last 12 months, how often have you had difficulty using the facilities in buildings, 
for example, using the toilets or purchasing items over the counter? 

Always 
Often 
Sometimes 
Rarely 
Never 

In the last 12 months, which buildings have you had these difficulties at?  
Code all that apply 
Workplace 
Schools or colleges 
Theatres or cinemas 
Museums or galleries 
Libraries 
Pubs, bars/restaurants or hotels  
Shops 
Other people’s homes 
Music venues 
Leisure or sports centres 
Your bank 
Place of worship 
GP surgery 
Hospital 
Employment agency or Jobcentre 
Railway stations/airports 
Other (Specify) 

[If experienced difficulty] What caused you difficulty at these buildings?   
Code all that apply  
Difficulty finding the building 
Difficultly with transport getting to the building 
Parking problems 
Seeing or understanding written information 
Footpath design and surfaces  
Approach areas (lack of ramps/handrails)  
Reception areas (inadequate desk height, seating, noise)  
Attitudes of others 
Moving around the building (stairs, doors, narrow corridors)  
Bathroom facilities (location, layout, size)  
Inadequate lifts or escalators 
Inadequate ventilation 
Lack of help or assistance 
Lack of adequate signage 
A health condition, illness or impairment 
Disability related reasons 
Other (Specify) 
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What would help you be able to get into these buildings? 
[Open question]  

 

MODULE 9: CARING FOR OTHERS 

I'd like to talk now about caring informally for others. Some people have extra 
responsibilities because they look after someone who has long-term physical or mental ill 
health or disability, or problems related to old age. 

May I check, is there anyone living with you whom you look after or give special help to, 
other than in a professional capacity? For example, a sick, disabled or elderly relative? 

Code NO if gives financial help only 
Yes 
No 

Is there anyone not living with you whom you look after or give special help to, other than 
in a professional capacity? For example, a sick, disabled or elderly relative? 

Code NO if gives financial help only 
Yes 
No 

[If yes to either question] On average, how many hours do you spend each week providing 
care to others? 

1 - 19 hours 
20 - 29 hours 
30 - 39 hours 
40 hours or more 
Don’t know 

What is the gender of the person you provide the most care to [main care recipient]? 
Male 
Female 

What is [his/her] age? 
___ 

What is your relationship to your main care recipient? 
Spouse/partner 
Father 
Mother 
Son 
Daughter 
Son in-law 
Daughter in-law 
Other male relative 
Other female relative 
Friend/neighbour (male) 
Friend/neighbour (female) 
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How long have you been caring for [him/her]? 
Record number of years 
Don’t know 

Does [main care recipient] have any of these conditions? 
Code all that apply  
Sight problems not corrected by glasses or contact lenses 
Hearing problems 
Speech problems 
Shortness of breath or difficulty breathing 
Chronic or recurrent pain or discomfort 
Blackouts, fits or loss of consciousness 
Learning or understanding difficulties 
Limited use of arms or fingers 
Difficulty gripping or holding things 
Limited use of feet or legs 
Nervous/emotional conditions that restrict everyday activities 
A restriction in physical activities or work 
Disfigurement or deformity 
Mental illness 
Long-term effects of a head injury/ stroke/brain damage 
Having treatment/medication for a long-term condition/ailment that restricts everyday 
activities 
Any other long-term restricting condition 
Other (Specify) 

[If main care recipient is 15 years of age and over] Do you usually do any of these tasks for 
[main care recipient] or help [him/her] with them? 

Code all that apply 
Meal preparation 
Laundry 
Light housework 
Heavy housework 
Home maintenance 
Gardening 
Other (Specify) 

Do you usually help [him/her] with managing money, such as keeping track of expenses or 
paying bills? 

Yes 
No 

Do you usually help [him/her] with) writing letters? 
Yes 
No 
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[The following items are if main care recipient is 5 years of age and over] Because of [main 
care recipients] [condition/s], do you usually help or supervise [him/her] with any of the 
following activities? 

Code all that apply 
Bathing/showering 
Dressing 
Eating/feeding 
Toileting 
Managing incontinence 
Moving around away from home 
Moving about the house 
Getting into or out of a bed/chair 
Communicating with strangers 
Communicating with family/friends 

Because of [main care recipient] [condition/s], do you help [him/her] with footcare? 
Yes 
No 

(Do you help [him/her] with) taking medication, injections, dressing wounds or with using 
medical machinery? 

Yes 
No 

Do you help [him/her] with manipulating or exercising muscles or limbs? 
Yes 
No 

Because of [main care recipient] [condition/s], do you have to help [him/her] with using 
public transport? 

Yes 
No 
Recipient does not use public transport 

Because of [main care recipient] [condition/s], do you have to) drive [him/her] to places 
away from the home? 

Yes 
No 
Recipient does not leave the home 

Apart from the help with types of transport I’ve just mentioned because of [main care 
recipients] [condition/s], do you have to accompany him/her when going out? 

Yes 
No 

[Applies to all] Does anyone usually help you to care for [main care recipient]? 
Yes 
No 
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[Applies to all] Do you feel you need [more] assistance from other people to help care for 
[main care recipient]? 

Yes 
No 

 

MODULE 10: DISCRIMINATION & CRIME 

DISCRIMINATION 

The following questions are about unfair treatment.   

In the last 12 months, do you feel that you have been treated unfairly by others for any of 
the following reasons? 

Code all that apply  
Age 
Sex 
A health condition, illness or impairment 
Disability related reasons 
Ethnicity 
Religion 
Sexual orientation 
None of these reasons 
Other (Specify) 

[If yes to being treated unfairly because of health or disability] In the past 12 months, who 
do you feel treated you unfairly because of a health condition or disability?   

Code all that apply  
Employer  
Work colleagues 
Family or relatives 
Friends or neighbours 
Teacher or lecturer 
Health staff (GP, nurse, hospital staff)  
Social workers 
Care workers 
Police officers 
Bus drivers 
Rail staff  
Taxi drivers 
Retail staff 
Strangers in the street 
Job agencies/centrelink 
Others (Specify) 
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In the past 12 months at work, have you experienced any of the following because of a 
health condition or disability? 

Code all that apply 
Been given fewer responsibilities than you wanted 
Been denied a transfer 
Not been promoted 
Been paid less than other workers in similar jobs working the same hours 
Been denied other work-related benefits 
Been refused a job interview 
Been refused a job 
None of these 

CRIME 

I would now like to ask you about experiences with crime. 

In the last 12 months, have you personally experienced any of the following? 
Code all that apply 
Theft of a car, van, motorcycle or bicycle 
Something else stolen from you 
Someone entering your home without permission 
Deliberate damage to your home, vehicle or belongings 
Violence or force used or threatened against you 
Any other crimes (Specify) 
None  

A hate crime is one committed against you or your property on the grounds of your 
personal characteristics, for example religion, ethnic origin, disability or sexual 
orientation. Do you feel you have ever been a victim of a hate crime? 

Yes 
No 

[If yes] Was this in the last two years? 
Yes 
No 

Was the crime motivated by any of these characteristics?  
Code all that apply  
Age 
Sex 
A health condition, illness or impairment 
Disability related reasons 
Ethnicity 
Religion 
Sexual orientation 
None of these reasons 



133 
 

PHYSICAL VIOLENCE 

In the last 12 months, did anyone, including people you know well, use physical force or 
violence against you? 

Yes 
No 

[If yes] How many times did this happen? 

[The next few questions are the most recent incident] Was a weapon used in the incident? 
Yes 
No 

What type of weapon was used? 
Knife 
Gun 
Bat/bar 
Bottle/glass 
Syringe/hypodermic needle 
Other (Specify) 

Were you physical hurt in the incident? 
Yes 
No 

Were you admitted to hospital? 
Yes 
No 

Were you seen by a doctor or other medical practitioner?  
Yes 
No 

Where were you when the incident occurred? 
At home 
Another person’s home 
Work 
Place of study 
In a private vehicle e.g. car 
In a public vehicle e.g. train, bus, taxi 
In the street or other open land 
At a train station, bus stop, or interchange 
At a shopping centre 
At a place of entertainment or recreation e.g. Pub, nightclub 
Other (Specify) 

Were the offender(s) male or female? 
Male 
Female 
Some male, some female 
Don’t know 
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At the time of the most recent incident, did you know any of the offenders? 
Yes 
No 

[If yes] What was their relationship to you at the time of the incident? 
More than one response is allowed if more than one offender 
Current partner 
Previous partner 
Boyfriend, girlfriend or date 
Ex-boyfriend or ex-girlfriend 
Parent 
Child  
Sibling 
Other family member 
Friend 
Colleague/fellow school student 
Neighbour 
Known by sight only 
Professional relationship e.g. client/patient/student 
Other known person (Specify) 

Were you living with this person/these people at the time of the incident? 
Yes 
No 

Did anyone tell the police about the incident? 
Yes 
No 

[If no] What was the main reason you did not tell the police about the incident? 
Too trivial/unimportant 
Thought there was nothing the police could do 
Thought the police would have been unwilling to do anything 
Personal matter (take care of it myself) 
Told somebody else instead 
Did not want the offender punished 
Afraid of reprisal/retaliation 
Too confused/upset/injured 
Other (Specify) 

[If experienced more than one incident of violence] Did anyone tell the police about the 
other incidents where someone used physical force or violence against you?  

Yes 
No 

How many of the other incidents were the police told about? 
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SEXUAL ASSAULT 

I would now like to ask some questions about any sexual activity you may have been 
forced into, since the age of 15. This excludes any unwanted sexual touching. Has any man 
or woman [including your current partner] ever forced you, or tried to force you, into 
sexual activity against your will? 

Yes 
No 

[If yes] Has this happened to you more than once? 
Yes 
No 

[Thinking about the most recent incident] Was there more than one person involved? 
Yes  
No 

[If yes] Apart from you, how many people were involved in this incident? 
Two 
Three or more 

Was the person you consider to be mainly responsible for the incident a man or woman? 
Man 
Woman 

[The following questions are about the man/woman you consider to be mainly responsible 
for the incident] 
At the time of the incident what was the relationship of this man/woman to you? 

A stranger 
A boyfriend/girlfriend or date 
A partner you are living with now (current partner) 
A partner you were living with at the time (previous partner) 
A partner you were no longer living with at the time (previous partner) 
Any other man/woman who you know 

Are you still in a relationship with this man/woman? 
Yes 
No 

How do you know this man/woman? 
Father/Mother 
Son/daughter 
Brother/sister 
Other male/female relative/in-law 
Friend 
Acquaintance/neighbour 
Employer/boss/supervisor 
Co-worker/co-volunteer 
Counsellor/psychologist/psychiatrist 
Doctor 
Teacher 
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Minister/priest/clergy 
Prison officer 
Ex-boyfriend/ex-girlfriend 
Other (Specify) 

When did this incident occur? 
Less than 12 months ago 
1 year to less than 2 years ago 
2 years to less than 3 years ago 
3 years to less than 5 years ago 
5 years to less than 10 years ago 
10 years to less than 20 years ago 
20 years ago or more 

Where did this incident occur? 
At respondent’s home 
At perpetrator’s home 
At another person’s home 
At respondent’s workplace 
At licensed premises 
In a private vehicle 
Using public transport 
Outside 
In an institution 
At a sporting venue 
Other (Specify) 

Did you regard this incident as a crime, wrong but not a crime, or something that just 
happens? 

A crime 
Wrong, but not a crime 
Just something that happens 
Don’t know/Can’t remember 

Did you contact the police about this incident? 
Yes 
No 

Did anyone else contact the police about this incident? 
Yes 
No 

Did the police charge him/her? 
Yes  
No 

[If yes] Did he/she go to court as a result of this charge? 
Yes 
No 
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[If did not contact police] What was the main reason you decided not to contact the 
police? 

Shame or embarrassment 
Did not want perpetrator arrested 
Did not regard it as a serious offence 
Did not think police could do anything 
Did not think police would do anything 
Would not be believed 
Fear of perpetrator 
Fear of legal processes 
Cultural reasons 
Language reasons 
Did not want to ask for help 
Felt you could deal with it yourself 
Other (Specify) 
Don’t know 

Did you use any of the following sources of help as a result of this incident: 
Crisis help? Y/N 
Legal help? Y/N 
Financial help? Y/N 
Any other support service including a telephone help line? Y/N 

[If no crisis help used] What were your reasons for not using any crisis help? 
Code all that apply 
Received help from family or friends 
Did not know of any services 
Not serious enough to seek help 
Shame or embarrassment 
Did not think they could help 
Would not be believed 
Fear of perpetrator 
Cultural reasons 
Language reasons 
Couldn’t afford 
Couldn’t get an appointment 
Couldn’t get through/unable to contact service 
Did not want to ask for help 
Felt you could deal with it yourself 
Did not need or want service 
Other (Specify) 
Don’t know 
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[If no legal help used] What were your reasons for not using any legal help? 
Code all that apply 
Received help from family or friends 
Did not know of any services 
Not serious enough to seek help 
Shame or embarrassment 
Did not think they could help 
Would not be believed 
Fear of perpetrator 
Cultural reasons 
Language reasons 
Couldn’t afford 
Couldn’t get an appointment 
Couldn’t get through/unable to contact service 
Did not want to ask for help 
Felt you could deal with it yourself 
Did not need or want service 
Other (Specify) 
Don’t know 

[If no support service used] What were your reasons for not using any other support 
service including a telephone help line? 

Code all that apply 
Received help from family or friends 
Did not know of any services 
Not serious enough to seek help 
Shame or embarrassment 
Did not think they could help 
Would not be believed 
Fear of perpetrator 
Cultural reasons 
Language reasons 
Couldn’t afford 
Couldn’t get an appointment 
Couldn’t get through/unable to contact service 
Did not want to ask for help 
Felt you could deal with it yourself 
Did not need or want service 
Other (Specify) 
Don’t know 

 

MODULE 11: Community & Leisure Activities & Social Contact 

COMMUNITY & LEISURE ACTIVITIES 

The next section is about how you would like to spend your time. 
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In the last 12 months, which of these activities have you done as much as you would like? 
Code all that apply 
Going on holiday  
Visiting friends 
Spending time with family 
Playing sport 
Charitable or voluntary work 
Going to the cinema 
Going to the theatre, museum, gallery or other arts activity 
Going to the library  
Shopping (as a leisure activity) 
Other (Specify) 
None of these 

Are there any activities on this list that you would like to do more of but are not able to?  
Code up to three. If more than three please ask the respondent to select the three activities 
that they would most like to do. 
Going on holiday  
Visiting friends 
Spending time with family 
Playing sport 
Charitable or voluntary work 
Going to the cinema 
Going to the theatre, museum, gallery or other arts activity 
Going to the library  
Shopping (as a leisure activity) 
Other (Specify) 
None of these 

[If would like more holidays] What is stopping you from going on holiday? 
Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 
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[If would like to visit friends more] What is stopping you from visiting friends? 
Code all that apply  
I am too busy/not enough time 
They are too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

[If would like to spend more time with family] What is stopping you from spending time 
with your family? 

Code all that apply  
I am too busy/not enough time 
They are too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

[If would like to play more sport] What is stopping you from playing sport? 
Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
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Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

[If would like to do more charitable/voluntary work] What is stopping you from doing 
charitable or voluntary work? 

Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

[If would like to go to cinema] What is stopping you from going to the cinema? 
Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
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Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons – please specify 

[If would like to engage in more arts activities] What is stopping you from going to the 
theatre, museum, gallery or other arts activity? 

Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

[If would like to visit the library] What is stopping you from going to the library? 
Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 
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[If would like to do more shopping] What is stopping you from going shopping as a leisure 
activity? 

Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

What is stopping you from [other activity]? 
Code all that apply  
Too busy/not enough time 
Too expensive  
No-one to go with 
Fear of crime 
Fear of crowds 
Lack of availability 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Feel that I am not welcome  
Do not need or want to 
Other reasons (Specify) 

SOCIAL CONTACT 

The next few questions are about people you feel close to, that is you could count on if you 
had a problem. These could include relatives and friends. 
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How many people would you say you feel close to, that is, you could count on them if you 
had a problem? 

None 
1 or 2 
3, 4 or 5, 
6 or more 

[If one or more] Of the people you feel close to, how many did you meet or speak with in 
the past week… 

None 
1 or 2 
3, 4 or 5 
6 or more 

Did you meet or speak with them… 
As much as you would like 
Less than you would like 
More than you would like  

[If they have close friends, but they didn’t speak to any in the last week, or spoke to them 
less than they would like] Can I just check, did any of these things stop you from meeting 
or speaking with people you feel close to? 

Code all that apply 
Too busy/not enough time 
Other people too busy 
No-one to meet or speak to 
Financial reasons (lack of money/can't afford to) 
Fear of crime 
Fear of crowds 
Lack of help or assistance 
A health condition, illness or impairment 
Disability related reasons 
Attitudes of other people 
Difficulty with transport  
Difficulty getting into buildings 
Difficulty using facilities 
Caring responsibilities 
Too far to travel 
None of these 
Other reasons (Specify) 

What would help you to be able to meet or speak with the people you feel close to more? 
[Open question] 

If you needed to, could you ask someone who does not live with you for emotional 
support in a time of crisis? 

Yes 
No 
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Who could you ask for this support in a crisis? 
Code all that apply 
Friend 
Neighbour 
Family member 
Work colleague 
Community, charity or religious 
Organisation 
Local council or other government 
services  
Health, legal or financial professional 
Other (Specify) 

 

MODULE 12: CHOICE AND CONTROL 

The next few questions are about how much choice you feel you have about the way you 
live. 

Overall, how much choice would you say you now have over how you spend your free 
time? 

A lot of choice 
Some choice 
Little choice 
No choice 

In which areas of your life would you like to have more choice? 
Code all that apply 
Opportunities for learning 
Employment/paid work 
How you spend your free time 
Housing 
Where you live 
Use of transport 
Health care 
None  

And, in which areas of your life would you like to have more of a say when decisions are 
made? 

Code all that apply 
Opportunities for learning 
Employment/paid work 
How you spend your free time 
Housing 
Where you live 
Use of transport 
Health care 
None  
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Thinking about your life in general, to what extent do you agree or disagree with the 
following statement? “I feel I am free to decide for myself how to live my life”. 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 
Don’t know  

Thinking about your life in general, to what extent do you agree or disagree with the 
following statement? “I feel that life is full of opportunities”. 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 
Don’t know  

 

 


