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This report presents an overview of the barriers to and enablers of 
participation in different life areas experienced by people who could not 
take part in a Life Opportunities Survey (LOS) interview. The intention of this 
qualitative research was to make the Life Opportunities Survey project as 
inclusive and accessible as possible to ensure the experiences of people with 
different impairments would not be excluded from the overall LOS results1. 
The research was conducted by Ipsos MORI for the Office for National 
Statistics and the Office for Disability Issues. 
Background
The LOS is a new large scale longitudinal survey of disability in Great Britain. 
It is the first major social survey to explore disability in terms of the social 
barriers to participation that people experience. While the LOS has been 
designed to be accessible to people with a wide range of impairments, the 
questionnaire testing process identified that some participants with certain 
severe learning, memory or neuro-diversity impairments may not find the 
full quantitative survey interview accessible. 
Qualitative research methods offer more accessible options to allow people 
to express their experiences in their own way. This research therefore ensures 
their experiences would not be excluded from the overall LOS results.
In-depth interviews took place with 25 people in January and May/June 
2010. All participants had previously been invited to take part in a LOS 
interview. Three filmed ethnographic studies also took place to provide more 
in-depth evidence of the social barriers experienced by participants and to 
further enable the participation of the non-verbal participants in LOS.

1   Office for National Statistics, 2010, Life Opportunities Survey: Interim Report, 
2009/10, http://www.statistics.gov.uk/statbase/Product.asp?vlnk=15386
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The research covered the following five LOS topics:  
• Post-19 education and training
• Employment
• Transport
• Leisure, social and cultural activities 
• Personal relationships and social contacts.
The project emulated the LOS questions by seeking participants’ views on 
their participation in and aspirations for each of these life areas. Participants 
were asked about the barriers they faced to participating in these life 
areas, as well as the changes that, if implemented, might enable them to 
participate more. The participants who took part in the ethnography were 
encouraged to go about the activities they might usually undertake, with 
discussion taking place on the five topics as appropriate. 
We approached the interviews by asking participants to talk about what 
they liked and disliked in relation to the topics under discussion, and 
whether they could do the things they liked to do as much as they wanted 
to. This was used as a stepping stone to help participants think about their 
aspirations, and whether they were participating in an area of life as much 
as they would like to. Participants also found it easier to think about these 
topics at a practical, day-to-day level and generally did not have views 
on some of the more challenging questions underlying many of the LOS 
topics (eg whether to work or not, or what to study). It was apparent that a 
number of participants relied on the people supporting them (family carers, 
support workers) to identify a suitable way forward or a set of options for 
them to consider. This is in line with findings of other qualitative research 
conducted with LOS participants2 which shows that, for some disabled 
people, family members or support workers play an important role in shaping 
their aspirations and enabling their participation in different areas of life. 
In addition, understanding the aspirations and interests of non-verbal 
participants and those with dementia was often challenging for those  
close to them.

2   Ipsos MORI, 2010, The Life Opportunities of Disabled People: Qualitative 
Research on Choice and Control and Access to Goods and Services, report 
for ONS and ODI. 
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The remainder of this summary provides an overview of results for each 
of the five topics looking at how individuals participated in each LOS area. 
Where there are barriers to or enablers of participation specific to a particular 
life area, these are acknowledged in the relevant sub-section. The final 
section summarises the barriers to and enablers of participation common  
to all topics.

Post-19 education and training
Three younger participants with learning disabilities were taking part 
in specialist education programmes, which focused on life skills and 
independent living. Other participants with different impairments had taken 
part in post-19 education and training in the past.
Family carers were often instrumental in identifying appropriate courses, and 
in securing a place and therefore performed a role that enabled participation 
in education and training. 
Most older participants felt unable to take part in education or training, either 
feeling they were too old to learn, or that reasons related to their impairment 
prevented them from doing so (especially among those with memory 
impairments associated with dementia). 

Employment
Few participants were in employment, whether paid or unpaid. Those in paid 
employment had mixed views of their work. One aspired to retrain and work 
in another sector as she did not enjoy her job. Another found his job very 
rewarding, while a participant on sick leave was very keen to get back to 
work to maintain some independence. Participants who did voluntary work 
felt it gave them a sense of independence, although mentioned that they 
would prefer to be paid.
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Participants of working age who were not in employment had mixed 
aspirations around work. Some very much wanted to work and thought 
hard about how they could manage it alongside their impairment. These 
participants felt that the need to retrain, the perceived negative attitudes 
of employers and the need for flexible working conditions created barriers 
to finding work. Others considered themselves unable to work, or were 
described as such by their carers.

Transport
The majority of participants relied on others for their transport. While most 
participants lived in a household with a car, not all of them could drive, so 
they relied on a family member to drive them. Having access to a car was 
hugely important to participants as it provided them with more flexibility 
than public transport and was considered more accessible. Taxis were used 
only in exceptional circumstances, usually because of the relatively high 
costs involved in using them.
Many participants used public transport, but rarely on their own, many 
needed to be accompanied when they went out. Views on the accessibility of 
public transport were varied, especially among those who also had a mobility 
impairment. The barriers identified included wheelchair spaces being taken 
up by prams or luggage, difficulty negotiating steps onto buses, and lack 
of seating on the bus and at the bus stop. Where accessibility options 
were available, such as lifts at stations or step free access onto buses, they 
facilitated the use of public transport.
Many participants, including those without mobility impairments, had 
access to door-to-door services, for example to transport them from their 
home to a day centre. These services were greatly valued as they combined 
independence from family members and convenience.
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Leisure, social and cultural activities
Participants took part in a wide range of leisure, social and cultural activities. 
Some participants attended day centres or social clubs run by voluntary 
disability organisations, which allowed them to take part in activities that 
might not otherwise have been available to them. Taking part in these 
activities also offered them the opportunity to socialise, which they enjoyed. 
Generally, all participants were satisfied with the range of activities available 
to them, although many who were more reliant on activities provided by 
day centres and charities aspired to more short trips and days out. Older 
participants tended to have fewer aspirations than younger participants, 
often feeling that they could not do everything they used to as a result 
of their age and that nothing could be done to change this. Younger 
participants were often taking part in activities organised by the day centres 
or colleges they attended, such as discos, cooking, and shopping, as well as 
seeing friends. Some were keen to become more independent and be less 
reliant on family members when deciding what to do in their leisure time, 
especially with regard to transport to activities. 

Personal relationships and social contacts
Many participants had fairly small social networks consisting of close  
family and a handful of friends, and were reliant on these individuals to 
initiate or enable wider social contacts. Other participants, often those  
who felt they had greater independence, had larger social networks and  
felt able to see friends and family when they chose to. There was little 
evidence of social isolation, as most participants lived with others (parents, 
partners, children), although some, particularly older participants with 
memory impairments associated with dementia, did only have contact  
with their immediate family.
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Summary of barriers to and enablers  
of participation
A number of barriers to and enablers of participation were frequently 
mentioned. Most participants found it easier to identify barriers. Enablers can 
be understood as the corollary of the barriers. 
•  Transport played an important enabling role. The availability of accessible 

forms of both public and private transport enabled participation in 
different activities, while the lack of it prevented participation. Transport 
was especially important with regard to enabling participation in leisure, 
social and cultural activities, as many participants needed accessible 
transport to take them to the activities. 

•  Support and assistance from family members were instrumental in 
enabling participation and shaping aspirations across the different 
life areas. These were especially important with regard to identifying 
suitable options for participants’ education and employment, looking for 
information to assist in various aspects of their lives such as entitlement 
to benefits, and broadening participants’ horizons. Some participants also 
relied on family members to drive them or accompany them to their place 
of work or study, or to their leisure activities. 

•  Access to equipment and adaptations was a key enabler of participation 
for some participants. For example, those who benefited from the 
Motability Scheme found it extremely useful for supporting participation 
in different life areas as it reduced the financial cost of running a car and 
allowed them to choose a suitable accessible vehicle. Other participants 
could not think of any equipment and adaptations that could further 
enable their participation if made available. 

•  Being in contact with voluntary disability organisations widened 
participants’ choice of leisure, social and cultural activities and 
employment, and so enabled participation in these areas of life. This 
is because they organised suitable leisure or socialising activities, and 
provided opportunities for voluntary work, which in turn gave participants 
greater independence.
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•  The attitudes of other people sometimes prevented participants 
from doing what they wanted to and therefore acted as a barrier 
to participation in different life areas. A few participants mentioned 
experiences of bullying and insensitive behaviour, which put them off 
going out or attending school or college. 

•  Inaccessible buildings were a barrier for participants who also had  
mobility or sensory impairments. For these participants, inaccessible 
buildings affected their participation in leisure activities and their 
opportunities to socialise. 

•  Financial constraints were mentioned by a small number of participants  
as a barrier to participation in post-19 education, leisure activities  
and transport. 

•  Finally, some participants and carers felt that reasons related to the 
participant’s impairment or health condition stopped them from 
participating in employment and leisure activities and affected their  
ability to maintain personal relationships. This was primarily the case  
for participants with dementia. 
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Background
The Office for Disability Issues (ODI) leads the government’s vision of 
achieving equality for disabled people. This means that disabled people 
should have the same choices and opportunities as non disabled people. In 
order to measure the gap between disabled and non disabled people’s life 
opportunities over time, ODI are sponsoring a national longitudinal survey 
called the Life Opportunities Survey3 (LOS), conducted by the Office for 
National Statistics (ONS). 
A number of steps have been taken to ensure LOS is accessible to people 
with different impairments. For example, showcards are printed in large 
font and are available in Braille, and British Sign Language interpreters can 
be present during the interview if requested. However, when the survey 
questionnaire was tested it was identified that the full interview may not 
be accessible to people with certain impairments. For example, people 
with more severe learning difficulties had issues around understanding the 
showcards, and people with certain neuro-diverse conditions or mental 
health conditions found the full length interview daunting. 
Qualitative research methods offer more accessible options to allow people 
to express their experiences in their own way. This research therefore ensures 
their experiences would not be excluded from the overall LOS results. It was 
conducted by Ipsos MORI on behalf of ONS and ODI. 

Research objectives
The aim of this research was to identify the barriers to, and enablers of, 
participation in different areas of life experienced by disabled people  
who were unable to take part in a LOS interview. The research focused on 
people with a learning disability, people with a neuro-diverse condition, 
people with a mental health condition and people with a memory 
impairment, who had been unable to participate in a LOS interview when 
they were invited to take part.

3   http://www.statistics.gov.uk/about/methodology_by_theme/life-opp-survey.
asp 

Introduction
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The research covered the following five LOS topics:  
• Post-19 education and training.
• Employment.
• Transport.
• Leisure, social and cultural activities.
• Personal relationships and social contacts.
The project emulated the LOS questions by seeking participants’ views on 
their participation in and aspirations for each of these life areas. Participants 
were asked about the barriers they faced to participating in these life 
areas, as well as the changes that, if implemented, might enable them to 
participate at the level they would like to.
Where possible, the project also tried to gather information on how 
participants exercise choice and control in relation to the five topics, and the 
barriers to and enablers of choice and control. Findings on choice and control 
are available in a separate report4. 
ONS attained ethical approval from the National Research Ethics Service 
(NRES) for this study. 

Report structure
The rest of this report is structured along the five LOS themes explored during 
the research. For each theme, the chapter starts by looking at participation 
and aspirations. It then explores the barriers which participants faced and 
the enablers which helped or could help them overcome these barriers.
The remainder of this chapter describes the methodology for the study.

4   Ipsos MORI, 2010, The Life Opportunities of Disabled People: Qualitative 
Research on Choice and Control and Access to Goods and Services, report 
for ONS and ODI.
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Methodology
To ensure the views and experiences of the intended participants could be 
collected, and to be flexible with respect to the access needs of different 
participants, a qualitative methodology involving 25 in-depth interviews and 
three filmed ethnographic studies was developed.
In-depth interviews 
In-depth interviews are designed to provide illustrative evidence of opinion, 
rather than the statistically reliable data found in quantitative studies. It 
is intended to shed light on why people have particular views and how the 
views relate to the experiences of the participants concerned. One-to-one 
interviews enable respondents to participate in an informal and interactive 
discussion and allow time for complex issues to be addressed in some detail. 
The interview can be tailored to the needs of the individual, ensuring that 
people with impairments are not prevented from participating.
Ethnography
Ethnography is a form of research based on participant observation. The 
researcher is in the subject’s environment, observing actual behaviour, 
capturing the interactions and activities involved in their daily lives.  The 
focus is on actual behaviour and experience versus what is reported or 
omitted, as may be the case with interviews where participants are asked to 
recall information or experiences.
In this project, researchers spent the day with participants undertaking the 
activities that they might usually undertake on a typical day. This generated 
deeper understanding of the social contexts which informed participants’ 
behaviours and attitudes more generally, for instance by observing 
interactions with other family members. It also enabled researchers to 
observe participants in situ, while they experienced the barriers and enablers 
they discussed. This provided rich evidence as participants were often able 
to speak in more detail on issues such as transportation and accessing 
information when they were actually undertaking the task itself.

Introduction
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The ethnographic element also facilitated participation from people who 
could not fully take part in a face-to-face in-depth interview, in particular  
the two non-verbal participants. It enabled us to observe their participation 
in daily activities first hand, as opposed to relying on the interpretations of 
their carers. 
The three ethnography participants also took part in a validation exercise, 
during which they could view their footage, and provide comments and 
feedback on emerging analytical themes. Undertaking the validation  
exercise was an important way to involve some participants through  
each step of the research process and ensure our research findings are 
transparent and accountable.
This combination of methods was chosen to maximise accessibility and 
ensure all participants could take part in the research and to enable the 
researchers to build a rapport with participants so they were comfortable 
discussing the research topics. The benefit of using a qualitative, face-to-face 
approach was that the discussion could be framed around the requirements 
of the individual, incorporating any adaptations required, whilst enabling 
participants to discuss sensitive issues, open up and provide insight into 
their experiences. Within the framework provided by a discussion guide, 
these interviews were designed to be open and flexible by using especially 
developed stimulus materials. For people with more severe communication 
impairments, the use of images enabled an alternative communication 
medium to talking.

Introduction
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Sample
Respondents interviewed consisted of 14 people with a memory impairment, 
10 people with a learning impairment, five people with a neuro-diversity 
impairment, four people with a mental health condition and three people 
with an intellectual impairment. Two participants were non-verbal. Ten 
participants had more than one impairment. 
The ONS provided Ipsos MORI with a sample of participants who had 
previously been selected to take part in the LOS, but were unable to 
complete or take part in a LOS interview. The sample included participants’ 
names, contact details (address and phone number), as well as some 
demographic details. These details were used to ensure a diverse group 
of participants were recruited. The sample also included contact details 
for carers, where appropriate. Table 1 shows the demographic profile of 
participants. Further details can be found in the appendix.

Introduction
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Table 1: Demographic Profile of Participants

25 in-depth interviews 3 ethnographic studies
  n n
Gender
Female 18 1

Male 7 2

Age
17-39 9 2

40-60 4 1

61+ 12 0

Ethnicity
BME 4 2

White 21 1

Work status
Employed or self-employed 5 1

Other (unemployed or inactive) 20 2

Government Office Region
East Midlands 2

East of England 4

London 3 2

South East 1 1

North East 2

North West 4

Scotland 3

South West 1

Wales 1

West Midlands 2

Yorkshire and the Humber 2

Introduction
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Recruitment
An Ipsos MORI recruiter contacted potential participants by phone, and, for 
a few individuals where a telephone number was not available, by letter. 
When required by the sample, the recruitment was conducted through a 
designated carer.
Information sheets for participants were produced for the in-depth 
interviews and the ethnography. They explained the purpose of the research 
and what would happen during the interview/ethnography. They also 
emphasised participants’ rights with regard to confidentiality and data 
protection, and the right to stop the interview at any time without having  
to give any reason. These information sheets were produced in a standard 
and Easy Read format; the latter uses simplified language, large print and 
colour illustrations to make information more accessible to people with 
lower levels of literacy. The information sheet was sent out to participants 
prior to their interview. During the project no requests were made for other 
alternative formats.
As ONS has attained ethical approval for the LOS projects the recruitment 
and fieldwork materials for this project were prepared to meet the 
requirements of the NRES.
Participants for the ethnography were chosen from those who agreed to be 
recontacted for further research. The ethnography aimed to include people 
from different demographic backgrounds and people undertaking a range 
of activities (eg work, college, transport, leisure), based on the information 
participants provided during the in-depth interviews.

Introduction
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Topic guide for in-depth interviews
A topic guide to loosely structure the in-depth interviews and outline key 
subjects for discussion was produced. It is included in the appendix. 
The topic guide included a number of stimulus exercises using images, which 
moderators could use to assist with conducting the interview with selected 
participants. As well as acting as prompts, the use of images helped engage 
participants who may have found the interview process stressful or daunting. 
It also enabled participation from people who were non-verbal, had a speech 
impairment or who otherwise found it challenging to express themselves. 
Participants who were non-verbal or had a severe speech impairment were 
used to communicating with images in their day-to-day life. 
Images were selected to reflect each of the topic areas under discussion. 
The number of images for each area was kept to a minimum to avoid 
participants having to process too much information. Many of the images 
were taken from the ODI image library5. The decision to use images during 
the interviews was left to the judgement of each interviewer and depended 
on the communication needs of each participant and how well they engaged 
with the topics to be discussed. In total, images were used in five interviews. 
A selection of the photos of the responses gathered using images are 
included in the report. 
Using images presented a number of challenges to data collection. Whilst 
the emphasis was placed on understanding the views and experiences 
of the targeted participant, to assist with interpretation carers present at 
the interviews were asked to play an active role in explaining what they 
felt the images chosen by participants meant to them. Learning disabled 
participants could also take a literal view of the images and if it did not 
reflect exactly their situation they would not choose it. For example, a picture 
of a family may not be chosen to represent the participant’s family, as it 
does not look like them. When this happened, carers explained the images to 
the participants and highlighted to the interviewers why certain images may 
not have been chosen.

5 http://www.odigallery.co.uk/

Introduction
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In these cases, the use of images helped to engage participants who 
otherwise would likely have been unable to participate at all. Encouraging 
input from carers present at the interview also helped us to understand why 
images had been chosen and to relate these to the topic being discussed.
The topic guide was divided into sections reflecting the LOS topics. 
Interviewers were asked to ensure that all sections received the same 
amount of coverage across the interviews. This was achieved across most 
of the areas. However, due to time restrictions, not every topic could be 
discussed in every interview. In addition, some participants felt that the 
education and employment topics were not relevant to them because of 
their age and/or impairment.
We approached the interviews by asking participants to talk about what  
they liked and disliked in relation to the topics under discussion, and  
whether they could do the things they liked to do as much as they  
wanted to. This is because many participants with a learning disability or 
intellectual impairment found it challenging to think about their aspirations, 
and hence whether they were participating in an area of life as much as  
they would like to. The initial focus on likes and dislikes was used as a 
stepping stone by interviewers to gain further insight into the key areas  
of interest to the research.
The first four interviews were used to pilot the topic guides, to ensure it was 
appropriate and accessible. Minor changes were made to the topic guide as a 
result of the pilot interviews to ensure topics selected for the interview were 
appropriate for the participant.

Ethnographic discussion matrix
The ethnographic discussion matrix covered similar areas as the in-depth 
interview discussion guide but with a focus on observing how these played 
out in participants’ everyday lives. Ethnographic studies take place in a much 
more organic fashion than in-depth interviews. The ethnographic matrix 
provided the researchers with discussion areas to go over while spending 
time with participants.

Introduction
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As much as possible participants were encouraged to go about activities  
they might usually undertake, with discussion taking place as appropriate. 
The aim was not only to obtain responses to the questions, but also to 
observe how the participants lived their lives – how they got to college 
or work, what was their job like, who they socialised with, and what they 
aspired to in different areas of their lives. This was especially important with 
non-verbal participants so as not to rely too heavily on the views of their 
relatives and carers. 

Fieldwork
The in-depth interviews were completed across two waves: in January 2010 
(with participants screened during the first two quarters of the LOS wave 1 
year 1 survey) and May-June 2010 (with participants screened from quarters 
three and four of the LOS wave 1 year 1 survey). The three ethnographic 
studies took place in April 2010.
All interviewers were permanent members of staff in the Ipsos MORI Social 
Research Institute, and received an in-depth face-to-face briefing prior to the 
fieldwork, held by the project director. In addition, regular debrief meetings 
took place throughout the fieldwork. 
As requested by the NRES, all interviewers and members of staff working on 
the project underwent enhanced Criminal Records Bureau checks. 
Interviewers sought informed consent for participation at the start of each 
interview by handing out and reading out a consent form to participants. 
The consent form was provided in standard and Easy Read formats. For 
participants who lacked capacity to consent, the form was signed by their 
welfare guardian (nearest relative or carer).

Introduction
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In-depth interviews
On most occasions, interviews took place with the targeted participant alone, 
or with a third party present (usually a family member and on one occasion 
a support worker) who could support the participant if needed. Of the 25 
interviews, six were conducted solely with the targeted participant. Five 
interviews were conducted entirely through a family carer and one through 
a support worker because the targeted participant’s impairments were such 
that they could not take part despite the accessibility options available. In 
these cases, it was considered better to collect some information from the 
carers and the support worker, rather than to exclude people with these 
types of impairment from the study altogether. 
In addition thirteen were conducted as paired in-depth interviews, with a 
family member present at the request of the targeted participant. For these 
interviews, the main focus was the participant with the family member 
providing additional insight when the participant was unable to fully 
articulate their thoughts. Where views originate from family members or 
support workers these are clearly identified in the report, to allow them to be 
distinguished from the views of the participants themselves.
Ethnographic studies
Each ethnographic study lasted up to six hours and was video recorded to 
provide rich visual data for analysis. Often, upon re-visiting footage there 
are a number of other insights identified. Video recording also allows a more 
visceral and visually stimulating film output. The ethnographic interviewers 
sought informed consent for participation by handing out and reading 
through a consent form to participants (or to their carers for participants 
who lack capacity to consent). At the end of the filming, participants were 
also asked for consent regarding the distribution of the footage. Participants 
agreed to have their footage shown in internal presentations at the ODI and 
ONS as part of the consent process.

Introduction
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Validation exercise
The three participants who undertook the filmed ethnographic studies were 
invited to take part in a validation exercise, during which they could view 
their footage, and provide comments and feedback on emerging analytical 
themes. All three participants agreed to take part in the validation exercise.
Following the initial analysis of the footage, selected clips on each LOS  
theme were compiled for each participant. Each participant was sent a  
DVD or secure internet link of this footage allowing them to view it. The 
researcher who conducted the ethnography made contact with the 
participant either in person or over the phone to discuss the footage and  
the research findings overall. 
Undertaking the validation exercise was an important way to involve 
participants throughout the research process and allowed us to make our 
research findings transparent and accountable. The validation exercise 
helped us to analyse and interpret the findings using participants’ insights 
and also allowed the participants themselves to share their experiences  
with friends and family. 
The validation exercise was used to discuss with participants the importance 
of support networks in enabling participation, attitudinal barriers surrounding 
disability and disability awareness amongst non disabled people. These 
topics were chosen because they were identified during the early stages of 
analysis as key themes that influenced participation in different life areas.
There was no disagreement on behalf of participants or their family carers 
about the findings that were produced from their footage. Participants felt 
that their key points were well represented. 

I think we made some good points… 
I agree with the arguments.
Carer of male participant aged 20-30,  
Validation exercise

“
”

Introduction
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Participants gave positive feedback having taken part in the research process. 
Many had never seen themselves on camera before and talked of the 
positive feelings they had with being involved in this research. 

I had fun when you came to visit.  
I like my film.
Female, 20-30, Validation exercise

Analysis of findings
In-depth interviews
The analysis was based on a grounded theory approach and used iterative 
hypothesis testing. It aimed to determine a structure in the data that 
allowed the development of a comprehensive understanding of the topics 
being researched. Analysis was a collaborative, iterative and emergent 
process; project researchers met regularly in structured synthesis sessions  
to share experience, deepen insight and build understanding throughout  
the fieldwork process. 
This approach allowed the formulation of initial hypotheses which could be 
tested throughout fieldwork. It also allowed the development of codes and 
tags to inform the next step of the analysis using XSight software.
A more formal analysis was conducted using the software XSight. A code 
frame was designed, covering the key LOS areas and choice and control. 
Tags were created, allowing interview summaries to be searched for barriers, 
enablers, positives, negatives and issues of importance to the participant. 
Material collected from each participant’s interview was uploaded on XSight 
and appropriately tagged. Demographic details for each participant were 
also added to enable sub-group analysis. This allowed the data to be sorted 
by key variables such as age and employment status.

Introduction
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Ethnography
The analysis was conducted by the researchers who undertook the 
ethnography studies as well as with other members of the research team. 
This was to ensure that all of the research findings were tied in together, but 
also so that emerging themes from the in-depth interviews were explored in 
greater detail in the ethnographies.
The first step of the analysis was to review the field notes. This  
completed the fieldwork, bringing in the experiences of being with 
participants, incorporating the thoughts, feelings and reflections of the 
researchers themselves.
Next, the footage was reviewed a number of times and then organised 
around the LOS themes to look for enablers and barriers in each area. With 
each viewing the researchers familiarised themselves with what happened 
and began to pull out key themes across participants to provide a full 
understanding of what participants were saying and doing. This helped 
to structure the analysis and to plan the narrative. A film was created for 
internal viewing, organised into one five-minute film for each LOS theme.  
The films can be used to provide context when presenting the overall 
research findings. Due to issues around interpretation, the films should  
not be used as stand alone outputs. The ethnography findings are also 
included in this report. 
Note that the information collected from the carers and support worker may 
not always reflect the views of the disabled people the carers and support 
worker referred to. As a result, the information collected from the carers 
and support worker and from disabled people was separated out during the 
analysis and reporting. Reflecting this, the quotes in this report are attributed 
either to disabled people, carers or support workers.

Introduction
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Interpretation of qualitative findings
Please note that qualitative research is not intended to be representative of 
the overall population. Compared with quantitative research, which is usually 
intended to be representative, the number of people who participate in a 
qualitative project is relatively small, and they are speaking in depth strictly 
about their own experiences which may or may not be similar to those of 
others. While some patterns or common experiences may emerge, results 
should be interpreted as indicative of the experiences of some disabled 
people, not representative of all.
In addition, when reading this report, it is important to remember the 
diversity of the participants included in the research, in particular with  
regard to their age and impairment types. As a result, the report often  
makes reference to findings that are specific to certain age groups or 
impairment types. 
While participants were asked about barriers and enablers of participation, 
most found it easier to think in terms of barriers, rather than in terms of 
enablers. Indeed, barriers were more immediate to participants (they faced 
them often, or everyday) whereas identifying enablers required them to look 
in more depth at the activities they did not do. Also, many participants faced 
barriers that they had not been able to overcome yet, and could sometimes 
not think of any enabler that would make it possible for them to overcome 
the barriers they experienced. This issue is reflected in the findings, which 
primarily focus on barriers, with enablers being identified during the analysis 
stage as the removal of the barriers. Similarly, in-depth interview participants 
found it easier to discuss physical barriers than social barriers, which usually 
required them to reflect on the relationships they had with other people 
around them. The ethnography, which involved spending many hours with 
participants, enabled us to get some insights into how participants related 
to people around them. It also enabled us to build a rapport with them and 
establish trust. Indeed, after a few hours, ethnography participants were 
usually more comfortable discussing their feelings and emotions.

Introduction
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When asked about barriers that they faced many participants focused on 
their health condition, illness or impairment. These barriers were not the 
intended focus for the research so the report does not explore them in  
detail, instead focusing on societal and physical barriers which have the 
potential to be overcome.

Introduction
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This chapter looks first at participation in post-19 education and training and 
aspirations around participation. It then looks at the barriers to and enablers 
of participation. 

Participation and aspirations
The majority of participants who were either actively involved in education 
or training or who had been in recent years were young adults. Other 
participants sometimes attended day centres, which included some 
educational elements such as crafts, or skills geared towards increasing 
independent living. At the time of the fieldwork, three participants were in 
formal education or training, though many more had been in the last few 
years, or were attending a day centre. 
Some young participants with learning disabilities had taken part in 
specialised education programmes. These programmes focused on life skills 
and independent living. Most enjoyed these courses. For one participant, 
the aspiration behind participating in this kind of education programme was 
to be able to move from her parents’ home and live with her fiancé in the 
future. She used the course as a way to achieve greater independence with 
regard to her housing situation. She also aspired to get a paid job in the retail 
sector, and was hoping that the course would give her the confidence and 
numeracy skills she needed to achieve this.  In most cases parents had been 
involved in the choice of courses by looking for information and making the 
necessary arrangements for the young person to attend. However, it was 
clear that participants had a say in the decision. For instance, the parents of 
two young people reported that they visited the college with the participants 
before making a decision.



The Life Opportunities of Disabled People
Qualitative research with people with learning, memory and neuro-diversity impairments

29

03 Post-19 education 
and training

A small number of participants or family carers mentioned that previous 
education programmes had not worked out due to inappropriate conditions, 
bullying, or lack of appropriate training for staff. This resulted in participants 
refusing to attend. This was observed in an ethnographic study with a 
young man who was non-verbal. When he was unhappy or did not want 
to undertake activities (such as doing the washing up) he would refuse and 
remove himself from the situation. His mother felt that his participation or 
refusal to do things was the biggest indicator of his happiness. At one point 
he was having issues with another student at his college and refused to get 
on the bus to college. Normally he enjoyed going to college and would be 
excited to see his friends.
During the in-depth interview, this young man chose the following images 
(Figure 1) to describe what he enjoyed about his college, which he attended 
five days a week.

Figure 1 – Images selected by a participant to describe his college
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His parents explained why they thought he chose these images. The 
photograph of the bus in the upper right-hand corner represents how he 
gets to and from college each day. His parents indicated that he is happy 
when the college bus picks him up in the morning. The pictures in the lower 
row represent the one-to-one sessions with his tutor, interaction with other 
students, and the modern building, all of which he enjoys.
Overall, older participants had less interest in taking part in education and 
training. The majority of them had memory impairments associated with 
dementia and their carers felt they were not able to take part in education. 
However, of those with other types of impairments, one participant attended 
a day centre and enjoyed it. Another attended classes to improve his literacy 
skills and a third wanted to retrain to get a new job after having been made 
redundant. All faced barriers to education and training participation. 

Barriers to and enablers of participation
A number of barriers to engaging in education and training were described 
by participants. Most participants found it easier to identify barriers. Enablers 
can be understood as the corollary of the barriers.
Financial resources
The cost of education and training was cited by some young adults as a 
major reason why they were hesitant about participating in education and 
training courses. They weighed the perceived benefits of qualifications 
against the expenses they would face, including whether they would be able 
to obtain financial support.
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I’d like to work in travel and tourism, 
but it would have meant going 
back to college and funding myself 
through that. It was just a case of 
funds. The situation my parents have 
is, they’re not particularly helpful 
to me financially, but I wouldn’t be 
entitled to any education grants 
because they’re quite well-off.
Female, 20-30, In-depth interview

Time pressure
One participant who worked full-time did not feel she had enough time to 
attend a course. 

I need to study to do the other jobs  
I want to do, but I couldn’t work 
at the same time to pay for the 
studying…If I had 48-hour days I’d 
be fine because I could still work  
ten hours and then study!
Female, 20-30, In-depth interview

“

”

“

”
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Equipment and adaptations
Participants could not think of any equipment or adaptations that could 
support them. It is not clear whether this was because no equipment was 
indeed necessary, or because they did not know what might be available and 
useful. Similarly, they could not think of any adaptations that could enable 
them to take part in education or training. 
Transport
Participants attending day centres or specialist colleges usually had access to 
a door-to-door transport service which picked them up from home and took 
them to their place of study. This was highly valued by participants. Having 
access to accessible and convenient transport clearly made it easier for them 
to take part in education or training. 

She looks forward to it, she is up  
and she is ready and she is telling 
you she wants her coat and she 
will be waiting by the door for the 
transport to come and pick her up, 
you know, so the impression I get  
is she enjoys being there [at the  
day centre].
Support worker of a female participant aged 40-60,  
In-depth interview

“

”
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Assistance and support
The provision of suitable support was an important enabler for participation 
in education. Some participants left their course because they did not receive 
the support or assistance they needed. For example, a young woman with 
autism left college because the noise of other learners bothered her and 
there was no option for her to be taught in a quieter place. Another young 
man felt he had no choice but to leave school after experiencing bullying 
about his condition from other students, which he felt was not dealt with 
appropriately by the school. 

I was punched in front of six 
teachers. After all the claptrap  
about reporting the bullying,  
nothing was done…None of [the 
teachers] would stick up for me. 
Male, 20-30, In-depth interview

In contrast, one participant in an ethnographic study described how she was 
bullied at school, which made her want to stop attending, but after reporting 
this to teachers the bullying was stopped and she became much happier.
Lack of appropriate training for staff could be considered as a barrier, as it 
sometimes resulted in participants being reluctant to attend the college. One 
participant had withdrawn from a course as she did not get on well with the 
staff. Her mother explained that the less experienced staff did not know how 
to provide appropriate support. This would upset the participant, so she and 
her mother found a new course where she felt more supported. Conversely, 
participants who benefited from one-to-one sessions with their tutors felt 
well supported.

“

”
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Confidence
Some participants did not appear to have the confidence to enrol on 
education and training courses, especially among middle aged and  
older participants. 
For example, an older participant in the ethnography was being made 
redundant at the time of the fieldwork, as a result of a head injury which led 
him to develop a memory impairment and a physical impairment. He was 
hoping to re-train as he had no qualifications and wanted to get another job. 
However, he was unable to take up manual jobs and found the thought of 
re-training ‘scary’. Indeed, he found learning new things very difficult, even 
with the assistance of a Dictaphone to help him remember things. So while 
he aspired to re-train, he doubted his abilities to do so. 

I’m worried I’m going to mess 
something up. My wife tried to  
teach me computer skills and  
she got annoyed with me  
forgetting things… They’ll  
[education providers] have to  
bear my amnesia.
Male, 50-60, Ethnographic study

“

”
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Summary
The key barriers to and enablers of participation in post-19 education and 
training were:
•  Financial resources – courses were felt to be too expensive for some, 

particularly when compared to the perceived benefits that completing a 
course would provide.

•  Time pressures – for a participant in full time work, finding time to study as 
well as work was difficult.

•  Equipment and adaptations – participants were not aware of  
equipment or adaptations that might be available to them and which 
might enable participation.

•  Transport – provision of door-to-door transport for those attending day 
centres was an enabler to participation.

•  Assistance and support – participants faced barriers where appropriate 
assistance and support from college staff was not available, for example 
lack of support to resolve bullying allegations. 

•  Confidence – for some older participants, lack of confidence prevented 
them from retraining following the onset of an impairment.
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This chapter looks first at participation in employment and aspirations 
around employment. It then looks at the barriers to and enablers of 
participation in employment. 
A small number of participants were in employment at the time of the 
interview (five in total, including two in voluntary work, and one in the 
process of being made redundant). Of the remaining participants who  
were of working age, many felt employment was not relevant to them  
as they considered themselves unable to work due to their impairment, 
or their family carers said they were. Some also felt social barriers were 
stopping them. This means the findings in this section are at times based 
on a small number of participants. This situation reflects the overall low 
employment rate of people with learning disabilities and people with  
mental health conditions6. 

Participation and aspirations
Two younger participants, one with autism and one with Down’s Syndrome, 
worked part-time in charity shops as volunteers. Their tasks included sorting 
donations, pricing items, tidying the shop and creating greeting cards. Both 
said they enjoyed their work very much, but wished they could get paid for 
it because money would give them more opportunities to do the kinds of 
things they wanted.

6   According to the NHS Information Centre for Health and Social Care: 6.8 
per cent of adults with learning disabilities aged 18-64 and known to 
Councils with Adult Social Services Responsibilities (CASSRs) were in paid 
employment at the time of their assessment or latest review; and, 3.4 per 
cent of adults with mental health problems aged 18-69 in contact with 
secondary mental health services were known to be in paid employment 
at the time of their assessment or latest review; Source:  Social Care and 
Mental Health Indicators from the National Indicator Set - further analysis, 
final, England 2008-09; See: http://www.ic.nhs.uk/statistics-and-data-
collections/social-care/adult-social-care-information/social-care-and-
mental-health-indicators-from-the-national-indicator-set--further-analysis-
final-england-2008-09
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I’d love to get paid real money  
and do it on my own.
Female, 20-30, Ethnographic study

It was clear, having spent the afternoon with the above young woman at  
her place of work in the ethnographic study, that her job gave her a sense  
of achievement, purpose and also independence. While she readily admitted 
that she was not yet independent and relied a lot on her mother, this was 
the one environment where her mother was not in control. While she relied 
on her managers at her workplace for guidance, she enjoyed the sense  
of independence that work gave her, as she was away from home and  
from her close relatives.  
When employment fell outside participants’ interests, or it was something 
they felt they had to do simply to earn money, their job satisfaction was low. 

In an ideal world I would retrain.  
This job is not something I want  
to do. It’s not nice to work with 
people who only want to get  
drunk and go on holiday. 
Female, 20-30, In-depth interview

“

“

”

”
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Having a job was seen as a means of participating fully in society and 
achieving status. Various participants, including those doing voluntary work, 
mentioned that without their jobs, they would feel depressed, bored or 
worried about their future.

I would be devastated if I didn’t  
have a job.
Female, 20-30, Ethnographic study

I’d always worked since I left school, 
I’d never been out of work, I’m not  
a lazy person by nature and I like  
to have my independence with  
my own money.
Female, 20-30, In-depth interview

Some participants of working age who were not in employment, education 
or training did not consider work as something they could aspire to. They 
considered work to be beyond reach, because of their impairment or because 
of social barriers, which are described further in the following section. Two 
of these participants were non-verbal, and their carers did not feel that work 
would be appropriate for them given their impairments.

“

“

”
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A third participant had worked previously as a care assistant, but gave this up 
as her physical impairments meant she found it too difficult. She no longer 
considered herself capable of work. 
Other working age participants who were not in employment, education or 
training held more ambiguous views with regard to work. They very much 
aspired to work or go back to work and were thinking hard about how they 
could achieve this. 

There’s got to be something for  
me to do. Hopefully my brother  
will give me a job. But I have to  
get a [work] permit to go over  
there [in South Africa where my 
brother lives] for 6 months, then  
back here 6 months.
Male, 40-50, Ethnographic study

A man who took part in the ethnography wanted very much to return  
to work. The despair he felt at not being able to provide for his family  
and having to rely on his wife’s income was a source of much anger  
and frustration.

“

”
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Barriers to and enablers of participation
A number of barriers to work were described by participants. Most 
participants found it easier to identify barriers. Most enablers were identified 
in the analysis stage as the corollary of the barriers.
Qualifications
Some participants wanted to find a job, or wanted to get a different job if 
already employed, but in order to do so they needed a relevant qualification. 
However, they could not study for those qualifications for various reasons. 
These are discussed in the previous section on post-19 education and 
training and included the time commitments of their present job, financial 
constraints and lack of confidence. A number of participants also felt that 
reasons related to their health condition or impairment presented a barrier 
to gaining relevant qualifications.
Family support
Some family members helped participants gain work experience. The parents 
of a young learning disabled participant secured a voluntary position for their 
daughter in a local charity shop managed by a family friend, which helped 
her become more independent. Another participant was being helped by her 
mother to join an Independent Living Scheme. In order to join the scheme 
she was required to show she was out doing activities five days a week. To 
achieve this she had started doing voluntary work one day a week, as well as 
attending a day centre. The voluntary work placement had been arranged 
through the day centre, but her mother’s support was important as she 
facilitated access to these opportunities.
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Institutional barriers
Some participants reported experiencing institutional barriers when trying 
to access employment opportunities. Jobcentre Plus was described by one 
participant as too focused on non disabled people. He felt that if there was 
more support specifically tailored to disabled people, he might stand a better 
chance of finding a job. Another participant had gone to Jobcentre Plus but 
did not know what to do once there, was reluctant to ask for help as he did 
not want to draw attention to his impairment and so had left without using 
the service. He felt the system was too complicated for someone with his 
impairment and he needed help to navigate it.

What organisations do I contact?  
I don’t know. I went to the dole 
office last week, I didn’t know  
what to do.
Male, 50-60, Ethnographic study

Another participant’s mother explained how they had gone to Jobcentre Plus 
to speak to the disability advisor. However, the mother felt that the service 
was geared towards helping people who were trying to go back to work after 
developing a health condition. The participant had a learning disability since 
her birth and her mother did not feel the service was able to help her.

“

”
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Attitudinal barriers
The attitudes of employers were also perceived as a barrier by a small 
number of respondents. Whilst there was awareness among respondents 
of legislation to ensure equality, lingering doubts persisted over whether 
an employer would really hire a disabled person ahead of a non disabled 
candidate. The mother of one participant who worked in a charity shop 
felt that she only got that job due to the goodwill of the people who ran 
the shop. One participant who had developed an impairment as a result of 
his job and went back to work said he did not ask for any help as he felt he 
would lose his job if he did.

If you ask for that, then you’ll have 
the finger pointed at you. “You have 
to be fully versatile,” were their 
words. If you’re not, then you’re  
no good to them.
Male, 50-60, Ethnographic study

I’ve been thought of as useless by 
the system because I’m different. 
Despite what the adverts say [the 
government] do not exist to help 
disabled people. If you’re born 
different you’ve had it.
Male, 20-30, In-depth interview

“

“

”
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Impairment or health condition
Some participants felt that reasons related to their impairment or health 
condition were also a barrier to taking up employment. They could not  
see any solutions to this and were unable to think of the equipment, 
adaptations and assistance that could support them and enable them to 
work. One participant desperately wanted to get a new job (as his old job 
required manual labour which he had become unable to perform) but felt  
his memory impairment made it difficult for him to retrain and his poor 
health prevented this. 

Summary
The key barriers to and enablers of participation in employment were:
•  Qualifications – lack of qualifications and the need to retrain prevented 

participants finding employment, or changing jobs. The barriers and 
enablers to taking part in education and training are discussed further in 
the previous section.

•  Family support – support from family members helped participants to 
identify unpaid employment opportunities and take up voluntary work.

•  Institutional barriers – some participants felt Jobcentre Plus was  
not tailored to support disabled people and they could not get  
appropriate advice.

•  Attitudinal barriers – employers were perceived as being unwilling to 
employ disabled people or make adjustments following the onset of 
an impairment. Some participants were therefore reluctant to ask for 
assistance or adaptations as a result.

•  Some participants felt that reasons related to their impairment or health 
condition were also a barrier to taking up employment.
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This chapter looks first at the use of transport, and aspirations regarding 
transport usage. It then looks at the barriers participants faced to using 
transport, as well as the enablers of using transport.

Participation and aspirations
Transport was a highly important subject for all participants,  
because it impacted on their participation in other activities, particularly 
leisure activities.  
Cars
Most participants had access to a car, either their own or one driven 
by a family member. This was the favoured method of transport for all 
participants. For those who could drive, the car meant they could go where 
they wanted, when they wanted, without having to consult bus or train 
schedules, pay for expensive taxis, wait for services, or walk to a distant 
stop or station. This was important as some participants felt their physical 
impairments made walking and accessing public transport difficult. Other 
participants were reliant on others, usually a relative, to drive them, but still 
preferred this to other forms of transport.
For those living in rural areas without good public transport connections, 
having a car, or living with someone who had one and could drive them 
around, was of paramount importance to their day-to-day lives. 
Those who relied on other family members to drive them around could 
end up being restricted in their activities if the family member became 
unavailable. For instance, a young woman with learning disabilities had to 
stop some of her leisure and sport activities when her father became ill and 
could no longer drive her to places.
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The following pictures were chosen by an older man to describe the 
drawbacks of having a car (Figure 2):

Figure 2 – Images chosen by a participant to describe how he felt  
about transport
Although he had stopped driving, his brother, who was living with him, 
was driving him around. The participant explained that he was frequently 
annoyed while in the car by traffic and the poor state of local roads (the 
latter being illustrated by the picture in the top right corner). He also thought 
that the costs of petrol and parking were always increasing, while his and his 
brother’s pensions were not increasing at the same rate. As a result, he felt 
that driving and being in the car were no longer as pleasurable as they used 
to be. Some of these barriers are likely to be common to all car users and not 
just people with impairments.
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Public transport
Many participants used public transport. However, most never used public 
transport unaccompanied. 

I’m not really independent yet …  
my mum comes on the bus  
when I go to work and when  
I visit my sister.
Female, 20-30, Ethnographic study

Users of wheelchairs or mobility scooters found it difficult to access public 
transport because they did not find buses and trains accessible enough. One 
participant’s carer explained that it was easier to travel by car as she knew 
she could take the wheelchair. If they were using public transport it required 
more planning as she had to consider accessibility. This is discussed further 
in the section below on barriers to and enablers of using transport.
One participant disliked long train journeys because it involved too much 
walking at the station (eg going to platforms, changing trains), while if 
he travelled by car he could go directly to his destination and limit any 
walking. In contrast, another participant and her carer felt trains were 
accessible. The participant was happy taking the train and did not mind 
some inconvenience, but still said she did not like it when she could not 
get on public transport easily. The carer explained that staff were always 
very helpful with the wheelchair and they felt that travelling by train was 
much easier than travelling by bus or coach. At times they needed to be 
escorted across the tracks at stations where there were no lifts to access the 
platforms, but the carer felt staff were always helpful.

“

”
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Some participants used buses, but found the services were infrequent, 
which restricted when they could go out. A number of participants said they 
found buses difficult to access because wheelchair spaces were taken up by 
prams or luggage, or they could not get a seat. Participants also mentioned 
frustrations around buses being delayed or uncomfortable, which they found 
hard to cope with because of their impairments.
Taxi
Most participants had access to a car so did not tend to use taxis. One 
participant received a taxi allowance from his local council which helped him 
pay for taxis when he needed them. Another participant’s carer explained 
that their local bus service only ran one bus an hour and quite often she 
could not get the participant’s wheelchair on as the wheelchair space was 
occupied by prams. As a result, she tended to take taxis but found this very 
expensive. A taxi into town cost her £7, whereas she could use the bus free 
of charge. 
Door-to-door transport services
Some participants had access to door-to-door transport services, for instance 
to go to a day centre, to a hospital appointment, or to the supermarket. Most 
participants spoke highly of these services, describing them as accessible 
and convenient. For example, a participant was able to use a door-to-door 
service to go to the hospital when she had an appointment. Her husband felt 
this was very helpful as it meant he did not have to worry about driving or 
parking and they could easily transport her wheelchair.
These services also provided participants with a familiar surrounding: those 
attending day centres knew the driver and the other passengers, which they 
found reassuring. A woman noted that the significant anxiety associated 
with her mental health condition was lessened by the fact that the driver 
knew her well and would not drive away until she was secure inside her 
house when he dropped her home.
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These services also ensured participants could get where they needed to 
without having to rely on a relative or family member to drive them. This 
helped participants retain some independence and, as a safe and reliable 
form of transport, provided peace of mind to their family carers. 
One participant mentioned a negative aspect about these types of  
services: the free bus service from his local area to the supermarket run  
by the local authority for older people only allowed them to take one 
shopping bag. He felt this was not enough and he and his brother therefore 
preferred to use their car.

Barriers to and enablers of using transport
A number of barriers to using transport were described by participants. Most 
participants found it easier to identify barriers. Most enablers were identified 
in the analysis stage as the corollary of the barriers.
Participants mentioned specific barriers to using transport, including lack of 
public transport and issues around accessibility – such as wheelchair spaces 
being unavailable, lack of seats at bus stops and difficulty negotiating steps 
onto the bus. 
For many participants having access to a car enabled them to travel when 
and where they needed. Because the car was their preferred source of 
transport, they did not really consider the improvements that could be made 
to other forms of transport. 
Financial resources
Participants mentioned the significant costs associated with owning and 
maintaining a car as a barrier. Costs were also a barrier in using taxis, 
although sometimes lack of public transport meant this was the only  
option (as discussed below). Trains were also felt to be expensive by  
some participants.
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Lack of public transport
Participants felt that public transport was not frequent enough and/or that 
it did not take them to the places where they wanted to go. The impact is 
that they were at home more than they wanted to. This finding is in line with 
other qualitative research conducted with LOS participants7. 
For example, a participant from the ethnography said he rarely left his 
home because of the lack of public transport in the small town in which he 
lived. He was unable to drive and his wife, who worked all day, used their 
only car to travel to work. He could not afford to use taxis and buses were 
very infrequent. He explained that he got bored not being able to leave the 
house in the day time. While he liked to walk, this option was only viable for 
trips to the shops close by, but not for longer journeys to town to do things 
he wanted to do like grocery shopping or going to the cinema. Another 
participant was reliant on her parents for transport when public transport 
was not available. She found this limited what she could do.

If I can’t get public transport,  
I hate to ask my parents even  
though they’ve got a car. 
Female, 20-30, in-depth Interview

Accessibility
The poor accessibility of both public and private forms of transport was a 
significant barrier for participants who also had a physical impairment. In 
addition, older participants cared for by spouses who had impairments of 
their own found accessing public transport particularly challenging.

7   Ipsos MORI, 2010, The Life Opportunities of Disabled People: Qualitative 
Research on Choice and Control and Access to Goods and Services, report 
for ONS and ODI.

“
”
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For public transport, the accessibility of buses was an issue. Participants cited 
barriers such as: lack of seating at bus stops, having to step up onto the bus, 
lack of seating on the bus itself, wheelchair spaces being used by prams or 
luggage, and bus drivers setting off before participants were able to sit down. 
While sometimes accessibility modifications were available, for example 
‘kneeling buses’ to avoid having to step up, participants said these were 
rarely used by bus drivers and they were reluctant to ask as they did not 
want to draw attention to themselves.
One participant’s sister explained that they had faced difficulties recently 
when they had taken a coach to go on holiday. The coach had high steps and 
the participant sometimes found it difficult to walk up them – particularly 
when she was tired. While they had managed to get her onto the coach, her 
sister said accessibility was always an extra consideration when they were 
going somewhere by public transport. She would always have to check to 
ensure it would be suitable, rather than assuming that it would be.
Although participants found that cars were the easiest way for them to 
travel, two barriers were mentioned in relation to their use. The first was 
in relation to parking and the second in relation to storing wheelchairs or 
scooters in cars.
Parking was sometimes an issue, with some participants or family carers 
reporting difficulties in finding an accessible parking bay. Generally this did 
not stop them going out as they would persist until they found a place to 
park, but for some older participants, whose carers sometimes had physical 
impairments themselves, this could prevent them from going to certain 
places at certain times of the day. For example, one participant’s carer 
explained that they did not go to the supermarket during busy periods 
as it was often too difficult to find a parking space. Having a Blue Badge 
could enable car use and access to goods and services. For example, one 
participant’s parents had not realised he would be eligible for the Blue Badge 
Scheme until a social worker mentioned it. Having the badge made it much 
easier for them to take him out, as parking was much simpler.
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Carers of older participants sometimes faced difficulty getting wheelchairs  
or mobility scooters into cars, which could limit their ability to take 
participants out. One participant’s husband explained that he was no longer 
able to take his wife into the next town as his physical impairments made 
pushing the wheelchair too difficult, he could not get her mobility scooter 
into the car and there was no suitable public transport. Participants who 
benefited from the Motability Scheme explained how it removed these 
barriers, as discussed next. 
Equipment
The Motability Scheme8 was used by several participants and spoken of very 
highly. It made transport more accessible, more affordable and provided 
them with flexibility and peace of mind. One participant had been able to 
get a wheelchair accessible van through the scheme which made journeys 
much easier for her. It also meant she did not have to worry about services 
or road tax, as this was all handled for her through the scheme. The carer of 
a woman who used a wheelchair called it “an absolute essential” and was 
pleased that the only expense they had to pay was the cost of petrol. 
Door-to-door transport services
Door-to-door transport services enabled participants to travel independently. 
Participants who attended day centres often used door-to-door transport 
services to get to and from the centre. These services removed the need for 
family members to drive them to places. They were more convenient than 
public transport as the vehicles were fully accessible. One participant was 
also able to book a door-to-door transport service to attend hospital visits. 
This was much more convenient to use than alternative transport options, as 
there was no direct bus link and parking at the hospital was expensive.

8   The Motability Scheme enables disabled people to exchange all or part 
of their Higher Rate Mobility Component of Disability Living Allowance or 
their War Pensioners’ Mobility Supplement to obtain a new car, powered 
wheelchair or scooter.
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Attitudes of and support from, family members and carers 
Restrictions placed on driving by concerned family members limited the 
transport options available to some participants. The wife and carer of a man 
who had a stroke, and who had subsequently passed a driving test, took the 
keys away from him and refused to let him drive after he had an accident. 
Another participant was persuaded to stop driving by his brother, but spoke 
about how much he missed it and the sense of independence driving gave 
him. The role of family members in restricting access to driving is in line with 
findings from other qualitative research conducted with LOS participants9.
Family members’ restrictions on independent travel were not limited 
to driving. The parents of young people with a learning or intellectual 
impairment spoke of their children not having a “sense of danger,” and thus 
thought of them as unable to cross the street or travel by public transport on 
their own. For these participants, a parent or family member had to be with 
them at all times when they went out, went to work or college, or to their 
leisure activities. This was a time consuming task for parents and meant they 
had to travel the same route four times per day. 
A young woman who took part in the ethnographic study explained that her 
father used to drive her to the places she needed to go to, until he became ill 
and unable to drive. She started to catch the bus instead, but had to rely on 
her mum to undertake these journeys with her as the participant explained 
she was unable to travel independently. While she caught the bus with her 
mum to get to school and part-time employment, it was too much of a 
burden for her mother to have to travel with her to all her previous social 
and leisure activities, so the participant stopped her singing lessons and 
her athletics class. This illustrates the role that transport plays in facilitating 
access to leisure activities, discussed in the next chapter.

9   Ipsos MORI, 2010, The Life Opportunities of Disabled People: Qualitative 
Research on Choice and Control and Access to Goods and Services, report 
for ONS and ODI.
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Summary
The key barriers to and enablers of using different kinds of transport 
identified by participants were:
•  Accessibility – inadequate provision of disabled parking spaces, difficulties 

transporting wheelchairs in cars and the accessibility of public transport 
(lack of seats, wheelchair spaces used by prams) where all cited as 
barriers. Accessible transport, such as door-to-door services, enabled 
greater participation.

•  Lack of public transport – poor provision of buses, particularly in rural 
areas, was a significant barrier.

•  Equipment – the Motability Scheme was a key enabler for those 
participants who used it. As well as reducing the cost of transport, it also 
provided participants with accessible vehicles. Similarly, the Blue Badge 
Scheme enabled participation by providing easier parking (with some 
limitations as discussed previously).

•  Attitudes of family members and carers – these acted as an enabler where 
family members and carers supported participants to access transport, 
and as a barrier, where family members were reluctant to let participants 
drive or travel by themselves. The strength of this as a barrier needs to be 
considered in light of the potential safety concerns.
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This chapter describes participation in leisure, social and cultural activities.  
It then identifies the barriers to and enablers of participation as articulated 
by participants.

Participation and aspirations
Leisure, social and cultural activities were important to all participants, 
especially for those who were not in employment, education or  
training. Others welcomed the opportunity to spend free time outside  
of work or education.
Participants engaged in a range of activities, such as shopping, visiting 
friends and taking part in activities provided by specialist organisations such 
as day centres and charities supporting disabled people. Many participants 
particularly enjoyed activities they could undertake alone at home (watching 
TV or DVDs, spending time with a pet) or with their close family. Some felt 
they were restricted in the range of type of activities they could do. The 
reasons for this are discussed further in the following section. 
Some carers of participants with dementia worried that they were either not 
providing enough activities, or were encouraging participants to take part in 
activities when the participants may prefer not to do anything.
Many participants attended day centres, where they did some educational 
activities (usually for younger participants) and also participated in leisure, 
social and cultural activities. The activities provided by day centres included 
shopping, cooking, sport, music lessons, talent shows and day trips. Family 
carers and support workers of participants, particularly of non-verbal 
participants, did not always know exactly what participants did at the day 
centres, so were not able to comment on specific activities. 
Day centres were generally regarded favourably by participants, family carers 
and the one support worker, who thought that participants enjoyed the day 
centre as they were always keen to go.
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Participants liked the opportunity to do different activities at their day 
centres, as well as the chance to see friends and socialise. One participant 
used the images below to illustrate what she liked and disliked about how 
she spent her leisure time, including her time at the day centre (Figure 3). 

Figure 3 – Images chosen by a participant to describe her  
leisure activities
She said that she liked that transport was provided to the centre for her, and 
illustrated this with the picture of the coach. She also liked the chance to see 
friends and go shopping. Staff at the day centre would take a small group of 
individuals out shopping once a week. She liked being able to buy items and 
do her own shopping – rather than have her sister do it for her. She disliked 
the exercise classes at the day centre but attended these because her sister 
told her it was important and that it was good for her health.
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Two young participants also attended clubs and leisure activities organised 
through their educational institutions. These included night clubbing, 
tours of London and going to art galleries. These were enjoyed immensely 
because the activities were interesting and because the activities were often 
undertaken with friends and teachers and not with their primary carers, 
their parents. The two participants felt these activities gave them a sense 
of adventure and independence, knowing that they were experiencing new 
activities on their own.
Family carers and support workers looking after participants with dementia 
or non verbal participants found it difficult to know what leisure activities 
they liked and disliked. Family carers and support workers explained that 
they generally relied on body language and facial reactions to gauge 
whether something was liked or disliked. For example, a carer mentioned 
that when her husband (who was non-verbal) watched sport on TV, he 
seemed more alert than usual, and she took this to mean that he was happy 
doing it. A support worker providing care for another non-verbal participant 
explained how he always tried to take her to different places each week, so 
she was able to experience a range of things. 

You’re not getting any definitive, 
positive feedback, so you don’t know 
if that’s something that’s working 
or not working. What we’re trying 
to do is to find new things that 
will stimulate her and it’s gauging 
whether it does or not.
Support worker for female aged 40-50,  
In-depth interview

“

”
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For an older couple, one of whom had dementia, the spouse providing care 
relied upon memories of what he or she enjoyed doing prior to the onset of 
the condition, and offered activities on that basis. These couples had been 
together for several decades and were thus very close to each other, with the 
carer feeling they truly understood their spouse, despite him/her not always 
being able to communicate verbally.
Older participants tended to have fewer aspirations around their leisure 
activities than younger participants. Some said they were happy with their 
current situation and although they did not do everything they used to, they 
did not want to do more.
A handful of participants said they aspired to more days out or short 
trips, and family carers and support workers also mentioned this at times. 
Generally though, participants were satisfied with the range and type of 
opportunities that they had.

Barriers to and enablers of participation
As with other life activities, participants identified very specific barriers 
to greater participation in leisure, social and cultural activities. Enablers 
were less frequently mentioned outright but could be drawn out from the 
analysis of what they said they wished to do and, in relevant cases, how they 
interacted with family carers or support workers.
Contact with voluntary disability organisations
For some participants, voluntary disability organisations were thought to 
provide appropriate settings for social contact for both themselves and 
their carers. For example, a local division of the Alzheimer’s Society provided 
opportunities for a very old woman to meet people she described as “lovely,” 
while her husband, who was also her full-time carer, could relax and enjoy 
the entertainment and refreshments offered there. As the Alzheimer’s 
Society concentrates specifically on supporting people with her condition, her 
carer knew they would offer suitable activities and that the other attendees 
would be in their age group.
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Whilst voluntary organisations could therefore enable participation,  the 
provision of activities by these organisations was sometimes cut back 
due to lack of funding, meaning participants could not access as many 
opportunities as they would like. An older man who cared for his wife said 
that the two of them greatly enjoyed taking three short trips to a holiday 
camp last year through a local charity, but because demand outstripped 
supply they probably wouldn’t have a chance to participate this year.
Another couple in which one spouse was a carer mentioned their close 
involvement with a local association for disabled people, and how the 
group’s government grant had not increased in several years, which limited 
the activities the association could provide. As a result, the couple had to 
decrease the number of days each week they attended the centre. 
Financial resources
Personal finances were also mentioned as a barrier to greater participation  
in leisure, social and cultural activities, particularly when the participant did 
not have income from work. For example, a non-verbal young man who 
enjoyed sports liked to accompany his dad to his private gym, but the guest 
pass cost £15 so his father could not afford to take him as often as they 
would have liked.
One carer explained how the lack of control she had over her daughter’s 
benefits limited the activities she could attend. Her daughter attended 
programmes where money was paid directly to the programme, rather 
than to her daughter. Meanwhile her mother was living on a low-income 
and struggled to provide additional activities for her daughter outside of 
the programme. The mother felt that if the money was paid directly to her 
daughter the family would be able to do more with it as they could choose 
what to spend money on.
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There’s a lot of money my daughter 
gets, but none of it to benefit us.  
It just goes to pay people. They get 
like 18 pounds something an hour. 
You think, that’s a lot of money to  
go through, but they don’t have a 
lot of respect for the parent and the 
child for our quality of life or our 
stress relief.
Carer for female aged under 20, In-depth interview

Participants who did not feel they faced many other barriers to participation 
tended to mention financial constraints as the main barrier. Lack of money 
prevented them from doing some of the activities they wanted to do, or from 
doing their favourite activities as often as they wanted to. 

I don’t really have a lot of money  
to socialise and do stuff. I’m just 
trying to get on with things, just 
travelling along.
Female, 20-30, In-depth interview

“

“

”

”
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Transport
Difficulties with transport were a common barrier to accessing leisure, social 
and cultural activities. 
Some participants could not travel unaccompanied and relied on a relative 
to come along when they went out. Family carers tended to give priority 
to accompanying participants to the places which were perceived as more 
important, such as work or college. 
Additional barriers were reported with regard to the physical accessibility 
of public transport, particularly among those who also had physical 
impairments. For example, one participant’s husband explained that the lack 
of accessible public transport and his difficulty with finding parking when 
driving meant he could no longer take his wife to the next town. Instead 
their leisure activities were focused on places he could access easily by the 
car, or where she could take her mobility scooter. These types of barriers are 
discussed further in the transport chapter.
Accessibility of buildings
One participant remarked that the local older people’s social club had a 
wheelchair-accessible toilet for men, but not for women. Being a wheelchair 
user herself, she had stopped attending. Another participant’s support 
worker explained that the participant had difficulty going to some shopping 
centres as the flooring was usually white tiles and she found this hard to 
walk on due to lack of visual clarity. 
Attitudes of other people
Some participants and carers reported that the attitudes of strangers 
sometimes discouraged social interaction, either because they were stared 
at, or they were bullied. Young participants reported many examples of 
insensitive behaviour. In one interview, the mother of a young woman with 
autism, learning difficulties and a speech impairment explained how her 
daughter often received negative attention in public due to her behaviour:
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People put her off sometimes. 
Because when you see her she looks 
perfectly normal, so I think people, 
when they hear her voice…Then she’ll 
start noticing everyone’s attention 
to herself, but she can’t understand, 
she goes, “Everybody’s looking at 
me.” She probably thinks she’s in a 
fishbowl, which she is a lot of the 
time when she goes out. In society 
people can be quite cruel.
Carer for female aged 18-20, In-depth interview

Previous experiences of discrimination or bullying sometimes led to low 
self-esteem, causing participants to give up activities, or even to stop going 
out all together. One young man spent most of his time at home reading or 
playing computer games as the bullying he experienced while younger, and 
which he still encountered on his estate, made him unwilling to go out. He 
thought there should be youth clubs set up specifically for disabled people so 
that they wouldn’t have to deal with non-disabled people’s attitudes.

I spend about 24-and-a-half hours 
in the house, except on Thursdays 
when it’s 23.
Male, 20-30, In-depth interview

“

“

”

”
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Another young man felt that people of his age were not very understanding 
of his condition and thus they were unsure how to interact with him. 
These types of issues were not mentioned by older respondents many  
of whom had impairments associated with ageing such as dementia  
and strokes.
Family carers and relatives
Family carers and relatives played a pivotal role in enabling participation 
in leisure, social and cultural activities, especially for participants with 
learning, intellectual or memory impairments. In particular, participants with 
dementia were very reliant on their families for their leisure activities. For 
instance, one participant was no longer able to leave the house alone as she 
could not remember where she lived and had previously needed to be taken 
home by the police. 

She’ll get lost, she won’t know  
where she is. 
Carer for female aged 60-70, In-depth interview

The support provided by family carers and relatives included looking for 
information, thinking of activities suitable and of interest to the person they 
looked after, organising activities and driving them or accompanying them to 
the place where the activities took place. 
Examples included a participant who was able to cycle as her mother found 
an adapted bicycle for her. Another young female participant was shown 
how to download music from the internet by her brother and sister, while a 
young man who was non-verbal was taken to the gym by his father.

“
”
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The support worker of a non-verbal participant was trying to arrange a time 
to observe the participant at the day centre, partly to help her develop her 
personal relationships. Indeed, at the time of the interview he had little 
knowledge about who she interacted with at the centre. He hoped that by 
observing her he would be able to see who her friends were, with whom he 
could then organise social activities at other times. 
Differences could be observed between participants in terms of the support 
they received from their family in helping them to access leisure, social and 
cultural activities. Some were well supported, while others were not. Two 
reasons in particular were mentioned during the interviews:
•  Having impairments of one’s own. Many older participants were cared 

for by a partner or spouse, some of whom had impairments of their own. 
This increased the barriers they faced as a couple and made participating 
in leisure activities more difficult. As a result, they relied on other family 
members and friends, who sometimes lived some distance away, to 
facilitate their participation. 

•  Concerns over the safety and security of the person they cared for. During 
the paired depth interviews and in interviews conducted with carers, some 
family carers reported that they faced a challenge to balance granting 
greater independence to the disabled person they supported, for instance 
by enabling them to do activities on their own, while also ensuring their 
safety and security. Some participants expressed similar concerns, on one 
hand wanting greater independence in their day-to-day life, on the other 
not quite feeling ready for it.
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Adaptations
Some participants who had acquired impairments had worked out ways to 
allow them to continue participating in leisure activities they had previously 
enjoyed. In particular, those who experienced the onset of an impairment 
found ways to modify their activities so they could continue to engage in 
them within the home.  A man who had been a semi-professional footballer 
in his youth, but later had a stroke, still enjoyed watching sport on TV. In 
order to support this interest, his family had satellite TV installed so that he 
would have a wide choice of channels. The couch in front of the television 
was designated as “his space” where he was in charge of the remote control 
and no one could override his preferences.
Another participant enjoyed drawing but could no longer remember  
what he wanted to draw. He set up an easel in his front room so that he 
could draw whatever was in front of him at that moment, such as his  
garden or the family dog. He also took to copying from photographs and 
magazines because he could not remember exactly what certain people  
or places looked like.
Impairment or health condition
Some participants and carers felt that reasons related to the participant’s 
impairment or health condition were a barrier to doing the leisure activities 
they wanted to. Generally these were older participants, who were often 
frail and had dementia and/or additional physical impairments. Many had 
lowered their expectations of what they could do, considering a loss of 
physical capacity as a natural and inevitable part of aging.

Anything physical, I avoid it.
Male, 80+, In-depth interview

“ ”
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For example, one participant explained that although she had a wheelchair 
and a mobility scooter she still found it too tiring to go out.

I’d like to go out but I don’t  
have the energy.
Female, 60-70, In-depth interview

Importantly, these participants did not perceive any possible means of 
removing this barrier. 

Summary
The key barriers to and enablers of participation in leisure, social and cultural 
activities identified by participants were:
•  Contact with voluntary disability organisations widened participants’ 

choice of leisure, social and cultural activities and so enabled participation 
in these areas of life. This is because they organised suitable leisure 
activities and provided opportunities to socialise.

•  Financial resources – some participants could not afford some activities 
they wanted to do.

•  Transport – lack of transport and issues regarding accessibility where 
transport was available were a barrier, whereas the provision of  
accessible forms of transport (eg to day centres) facilitated participation  
in leisure activities. 

•  Accessibility of buildings – inaccessible buildings were a barrier for 
participants who also had mobility impairments.

“
”
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•  Attitudes of other people – experiences of discrimination, intimidation or 
bullying made some participants unwilling to go out and participate in 
leisure, social or cultural activities.

•  Family carers and relatives – some provided transport, support and 
ideas for activities. However, when family carers were reluctant to let 
participants be independent or to provide transport to places providing 
leisure, social or cultural activities, they could present a barrier to 
participation. Where family carers or relatives had impairments of their 
own, reasons related to their impairment were felt to increase the barriers 
they collectively faced to participating in leisure activities.

•  Adaptations – adaptations within the home enabled some participants to 
take up new activities or to continue the activities they enjoyed.

 Some participants and/or carers felt that reasons related to the participant’s 
impairment or general health were also a barrier to participating in leisure, 
social or cultural activities.
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This chapter describes the nature of participants’ personal relationships and 
social contacts, exploring issues such as the extent of their social networks 
and how often participants are able to meet people whom they are close 
to. The chapter then identifies the reasons why participants could not meet 
people as much as they would like to.

Participation and aspirations
Personal relationships and social contacts were important for all participants, 
particularly those who faced barriers to participation in other areas of their 
lives. For these participants, the people whom they were close to were 
sometimes the main focus of their daily lives. These social contacts gave 
them opportunities to socialise, have a laugh and to take a break from their 
daily routine and from their day-to-day carer (for those who had one). 
The size of participants’ social networks varied, often related to their level of 
independence and, in their view, for reasons related to the severity of their 
impairment(s). Some participants had very wide social circles and were able 
to see their friends and family as often as they chose to. These tended to be 
participants who did not face barriers in participating in other areas of their 
lives and did not need a carer or support worker. In contrast, a large number 
of participants had fairly small social networks. While none considered 
themselves to be socially isolated, they mostly spent time with their close 
family (spouses, parents, siblings, children), and sometimes with close 
friends. Participants attending social activities such as those provided by day 
centres were more likely to talk about friends than those who did activities 
on their own or mainly at home. 
The frequency with which participants could see the people they felt close to 
varied. Those who were able to drive and were not reliant on public transport 
or help from family members or relatives were generally able to see friends 
and family as much as they wanted to. Other participants who often lived 
with family felt they were more restricted as to when they could see wider 
family and other friends. They often felt their aspirations were not being met 
and they would like more social contacts than they currently had.
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For non-verbal participants and those with dementia, ascertaining their 
satisfaction with their social contacts was very difficult. As with other 
areas of their lives, they were reliant on their carers’ interpretations of their 
aspirations to try and fulfil them. Their social contacts were usually limited to 
their immediate family, and sometimes only their spouse or partner.

Barriers to and enablers of participation
Where participants felt they were not able to see friends and family as  
much as they wanted, this was generally related to a few, key barriers. 
Although participants found it more difficult to think about enablers and 
primarily focused their responses on barriers, those who attended day 
centres or other social clubs clearly saw these as an important way of 
maintaining their social networks.
Contact with voluntary disability organisations
A key enabler of creating and maintaining personal relationships and social 
contacts was the social activities organised by day centres and voluntary 
disability organisations. Many participants who attended day centres did 
so partly because they got to meet other people. One participant’s carer 
explained how the participant enjoyed meeting people at his day centre as 
he had recently increased the number of days he went to the centre. 
These organised social activities also provided participants with the 
opportunity to be away from the family carers and made them feel  
more independent. 
Transport
As with most areas of participants’ lives, transport was a key barrier to 
maintaining personal relationships and social contacts. Many participants 
were reliant on friends and family coming to see them, especially those 
who lived further away. The partner of an older participant explained that 
the participant wanted to see his daughter more often, but she lived too far 
away to make this possible. Another participant had to take three buses to 
visit her sister and felt the journey was too long and tiring for her to do.
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One participant who took part in the ethnography was especially thankful 
that her family all lived within 10 minutes of her. Her mother said that if they 
were further away it would greatly impact on the time they spent together 
as a family. As the family did not have access to a car, their close proximity 
and good public transport links meant the participant was able to visit her 
family in the evenings and on weekends for dinner and family events. 
Accessibility of buildings
Some participants faced barriers to visiting friends and family as their homes 
were not always accessible. For example, one participant enjoyed visiting 
her sister, but her husband explained that when she stayed there he had to 
carry her up the stairs to the bedroom. They had been offered the possibility 
of respite care near her sister’s house to make the stay easier. However, 
the home offered was not felt to be suitable as the people there had very 
different impairments to his wife.

Why should I send her somewhere 
she doesn’t want to be? It’s not fair…
If she wants to be near her sister, 
she’s entitled to be.
Carer of female aged 60-70, In-depth interview

“

”
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Impairment or health condition
Some participants felt that reasons related to their impairment or health 
condition were a barrier to maintaining personal relationships. One young 
participant explained that he was often too tired to socialise with his friends 
and felt he could not cope with the activities they liked to do. He felt they did 
not always understand his situation and as a result he was more reluctant to 
go out with them. Another participant had attended an over-60s social group 
but gave this up as she often felt too ill to attend. 
Family carers also felt at times that participants’ condition made socialising 
difficult, particularly for those with dementia. For example, a carer explained 
how their contacts with family had declined as relatives found it difficult to 
deal with the participant’s dementia and the fact that she could not always 
recognise them. The participant also experienced mood swings and it was 
not always possible to predict when she would welcome visitors, and when 
she would rather be alone.

She can be pretty abrupt  
depending on the mood she’s in.
Carer for female aged 80+, In-depth interview

Similarly, the mother of a participant in the ethnography explained that her 
daughter’s behaviour could often be erratic and she found interacting with 
strangers difficult. Because of this, the young woman and her family ‘kept to 
themselves’ and did not have many friends.

“
”
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Summary
The main barriers to and enablers of maintaining personal relationships and 
social contacts were:
•  Contact with voluntary disability organisations – they provided participants 

with opportunities to meet people on a regular basis and make friends.
•  Transport – lack of suitable public transport prevented some participants 

from visiting family and friends, particularly those who lived further away. 
•  Accessibility of buildings – visiting family or friends was sometimes made 

difficult for those who also had mobility impairments if their homes were 
not accessible.

 Some carers looking after a person with dementia or autism felt that reasons 
related to the participant’s impairment or general health were also a barrier 
to maintaining personal relationships.
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A number of barriers to and enablers of participation were identified across 
the five life areas discussed (post-19 education and training; employment; 
transport; leisure, social and cultural activities; and, personal relationships 
and social contacts).
These barriers and enablers are those that relate to the experiences of a 
relatively small number of people (25) who could not take part in a full LOS 
interview, in particular, people with more severe impairments related to 
memory, learning and neuro-diversity.
The barriers to and enablers of participation that are common to more than 
one life area were as follows:
•  Transport was a key barrier and enabler in most of the areas discussed. 

Lack of appropriate, accessible transport made accessing post-19 
education and training, leisure activities and maintaining personal 
relationships difficult. Conversely, access to forms of transport that met 
participants’ needs facilitated participation in all these areas. 

•  Support and assistance from family members and support workers was 
crucial in enabling participation in all the life areas discussed. As well 
as providing practical assistance (eg giving a lift to a place of interest), 
family members and support workers could also give advice, identify 
opportunities, and facilitate access to equipments and adaptations which 
participants were not aware of. Conversely, where family members were 
more protective or doubted participants’ abilities, they could create a 
barrier to participation. 

•  Awareness of and access to equipment and adaptations facilitated 
participation in post-19 education and training, transport, leisure, social 
and cultural activities. In particular, the Blue Badge Scheme and the 
Motability Scheme were both identified as supporting participation in 
different life areas. 

•  Being in contact with voluntary disability organisations facilitated access to 
leisure, social and cultural activities, and personal relationships and social 
contact, by providing opportunities to take part in activities, meet people 
and make friends.
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•  A lack of support from, and negative attitudes of, employers, colleagues, 
teachers or fellow students created barriers to participation in education 
and employment. Bullying, intimidation or harassment by other people 
also stopped some participants from engaging in post-19 education and 
training and in leisure, social and cultural activities when their experiences 
were not appropriately dealt with by the staff in charge. 

•  Inaccessible buildings were a barrier for participants with mobility or 
sensory impairments, and affected their participation in transport, leisure 
and social activities, and their ability to maintain personal relationships.

•  Financial constraints affected participation in post-19 education and 
training, and leisure, social and cultural activities and transport. 

 Finally, some disabled people felt that reasons related to their impairment 
or health condition may stop them from participating in employment and 
leisure activities, and affect their ability to maintain personal relationships.
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Profile of participants 
The following table shows the profile of the sample provided by ONS and 
the achieved sample profile for the two waves of fieldwork. Note that efforts 
were made to cluster the interviews to keep fieldwork costs under control. 
Quotas were set for the first wave of fieldwork, but not for the second wave 
as the sample provided for the recruitment of the second wave of fieldwork 
was too small (and was actually used fully to achieve the number of 
interviews required). 
The figures under impairment type reflect only those with a developmental 
or learning impairment and do not add up to the total as participants  
with other impairments were also interviewed. In addition, some  
participants had both a developmental and a learning impairment, as  
well as other impairments.

Sample profile  
(137)

Interviews achieved 
(25)

n n
Impairment
Developmental impairment 25 7

Learning impairment 60 13

Gender
Female 59 18

Male 78 7

Age
16-39 50 9

40-60 25 4

61+ 62 12
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Continued Sample profile  
(137)

Interviews achieved 
(25)

n n
Ethnicity
BME 17 4

White 119 21

Refused 1 0

Employment status
Employed or self-employed 21 3

Other (unemployed or inactive) 116 22

Number of participation restrictions*
0 50 7

1 or 2 73 16

3 or more 14 2

Government Office Region
East Midlands 10 2

East of England 14 4

London 16 3

South East 15 1

North East 13 2

North West 16 4

Scotland 16 3

South West 7 1

Wales 8 1

West Midlands 10 2

Yorkshire and the Humber 12 2
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*  The LOS measures disability using the barriers to participation (social 
model) approach. An adult has a participation restriction if they  
experience at least one social barrier to taking part in at least one of  
the following life areas:

• Education and training.
• Employment.
•  Economic life and living standards, for example being able to afford 

expenses or make loan repayments.
• Transport.
• Leisure, social and cultural activities.
• Social contact.
• Accessibility of housing.
• Accessibility outside the home.
Examples of social barriers include: discrimination; the attitudes of other 
people; inaccessible buildings, public transport and information; limited 
income; not having anyone to meet or speak to; as well as lack of support, 
equipment and adjustments. For further information, see: Office for National 
Statistics, 2010, Life Opportunities Survey: Interim Report, 2009/10,  
http://www.statistics.gov.uk/statbase/Product.asp?vlnk=15386

Topic guide
Qualitative Research for the Life Opportunities Survey
Topic Guide
Objectives
The in-depth interviews aim to cover the main topics of the Life Opportunities 
Survey, thus making it more accessible to people with learning disabilities, 
neuro-diverse conditions and/or literacy problems who were unable to 
take part in the Life Opportunities Survey.

Appendix
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In particular, the in-depth interviews will focus on identifying activity 
limitations, participation restrictions, and barriers faced by participants 
in relation to the following topics: transport, work, education, leisure and 
personal relationships.  
Where possible, the interview will also aim to briefly explore perception of 
choice and control, and access to goods and services. 
A note on guide structure and content
All participants will have a learning disability, neuro-diverse condition and/or 
poor literacy skills, and some may also have a physical impairment or other 
long term health condition. Some participants will have more cognitive ability 
than others. Therefore, how each individual interview works in practice may 
well be quite different from the next. 
We have designed this guide as a flexible resource for moderators, 
which they will be able to draw on as appropriate with each different 
participant. A range of exercises are included as suggestions, but they 
are just that, suggestions. In practice, moderators will be sensitive to the 
context and to the needs of each particular participant, and will simplify the 
language they use if necessary, in order to help make sure the participant 
understands them.
Suggested exercises include the use of visual images and symbols, 
both to aid communication between moderator and participant and to 
enable verbal communication to be kept to a minimum if this is more 
appropriate for the participant. We are developing a set of images and 
symbols in-house for this project, as we have done for previous projects  
(eg our work on capabilities that fed into the Equalities Review). If these  
do not work during the pilot, we will explore the feasibility of using 
Talking Mats (see www.talkingmats.co.uk for resources), a low-tech visual 
framework that uses picture symbols. Whichever approach we use, however, 
we recommend ensuring that participants are provided with a copy of the 
pictures they produce, by taking a photo of the completed pictures and 
sending this to them after the interview.

Appendix
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The guide also includes a number of follow-up questions and probes that 
moderators can use to explore issues around choice and access with more 
cognitively able participants. For participants with a visual impairment, 
we will adapt the guide to use verbal techniques such as storytelling and 
narrative (“Tell me about…”). 
Notes for interviewers (these will be discussed during the interviewers’ 
briefing prior to fieldwork)
In addition to learning disabilities, some participants may have a physical 
impairment or other conditions. Keep the participant’s context in mind when 
asking questions, and do not ask questions that are not appropriate.
Some participants may be likely to respond to questions with yes/no 
responses. Where possible, it may be useful to ask them if they can elaborate 
further (if appropriate), using probes such as ‘What difficulties did you face? 
Why is this not good for you? What could make it better?’ 
Timings on the topic guide are indicative. You may well not be able to cover 
all five topic areas with the participant; try to cover three to four areas if 
possible. However, the interview may be too long for some participants. 
Please look out for signs indicating lack of attention, physical discomfort or 
pain, impatience etc, and offer to have a break or close the interview if it 
becomes obvious that the participant is not enjoying it.
The focus of the interview should be the disabled person. A carer or relative 
is welcome to attend, if the disabled person feels more comfortable having 
someone else to support them. Please make a note of the setting for 
the reporting. When writing your notes, please also make sure you can 
differentiate between the responses given by the disabled person and the 
responses given by carers/relatives (and any differences between them). 
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1.  Introduction  (c. 5 mins) Objectives

Moderator introduction:
Thank participant for taking part.

Introduce self, Ipsos MORI (including role – independent 
research organisation), conducting research for ONS.

Explain aim of the discussion – we will be discussing the 
sorts of things they do in daily life, including what they enjoy 
doing, whether they are in education or working and so on.

Introduce depth process – no right or wrong answers; 
all opinions are valid; interested in finding out views/
experiences; want to hear their opinions.

Reassure participants of confidentiality and anonymity – 
information will not be personally attributed. Responses will 
not affect receipt of benefits.

Seek informed consent using the consent form provided 
in easy read format. If participant is unable to sign, record 
consent on the digital recorder. If participant is unable to 
give informed consent, seek consent from a legal guardian 
or parent. 

Gain permission to record for transcription purposes. No one 
from ONS will see or hear their answers.

Orientates 
participants and 
prepares them to 
take part in the 
interview.

Outlines the 
‘rules’ of the 
interview 
(including those 
we are required to 
tell them about 
under MRS and 
Data Protection 
Act guidelines).

Participant introduction:
Can you tell me your name, how old you are, where you 
live and something you like to do for fun?
There are five topics I’d like to talk about with you (show 
topic map): work; education and learning; your leisure 
time; your social life, family and friends; and transport. 
Is there one you’d like to start with? 
If not: ok, let’s start with [Topic].

Moderator note: rotate which topic is started with across the 
interviews you’re carrying out.

Warms up the 
participants. 
Provides 
contextual 
information.

Moderator to be 
led by participant 
on which topic 
they prefer to 
start with, if 
appropriate.
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2.  Adult learning Objectives

I’d like to talk with you about the sorts of things you do 
during the week.
Do you go to a school, college or training course?
If yes: 
Ask for more cognitively able participants: 

Could you tell me a bit about your course? 
Probe: Things like:
• What subject you’re studying?

• Where you study it?

• How many days/evenings you attend each week?

• Whether they’re studying towards a qualification?

• How long they’ve been attending?

Warm up.

Ask all:
How do you feel about your course at the moment? You 
can use these pictures to tell me about it.
[If appropriate for participant: We’re going to build a 
picture which sums up everything about your course at 
the moment – things like what you’re studying, what the 
place where you study is like, the teaching, the other 
people on the course and so on.]
[If appropriate for participant: There are some blank cards 
here. You can draw your own pictures if there are other 
things you want to include in the picture as well.]
Participant sticks images/symbols on map, assisted by 
moderator if needed. 

[If appropriate for participant, moderator to probe for each 
image: why did you pick this one? What does it mean to 
you/what does this picture say about your course?]
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2.  Adult learning Objectives

What do you like about your course? Stick any of the 
pictures that you like here on the map (show participant 
where)
For more cognitively able participants: probe for any likes 
that are based on changes that have been made to remove 
social barriers or participation restrictions. For example, 
providing assistance or positive attitudes from teachers or 
students. Suggested probes:

Why do you like this aspect? Is there anything the teachers 
or learners have done that make you like this? 

Have they done anything to help you with the course? 

How did that help?

Why is that important to you? 

Pictures and 
symbols include: 
people (teacher, 
students), 
materials and 
environment 
(food, furniture, 
course 
materials/books, 
computers), 
emoticons (eg 
happy, sad, 
neutral – as well 
as more subtle 
expressions 
of emotion eg 
angry, worried).

And what don’t you like about your course? You can stick 
any of the pictures of things you don’t like here on the 
map (show participant where).
For more cognitively able participants: probe for any dislikes 
that arise from social barriers or participation restrictions. For 
example, failure to provide assistance or negative attitudes 
from teachers or students. Suggested probes:

Why do you dislike this? 
Is there anything the teachers or learners could do to make 
it easier for you to like this aspect? What else could they do? 
How would that help? 
Why is that important to you? 

What are the people on your course like? Do you think 
they’re supportive of you? How would you like them to treat 
you? How would this make you feel about your course? 

For more cognitively able participants: probe on choice and 
access as appropriate, referring back to pictures if it helps.

Explore ability 
to make own 
decision. 

Explore choice.

Explore access 
barriers/
limitations. 
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2.  Adult learning Objectives

How did you decide which school/college to go to? 
• Did anyone help you with making this decision?

• What information did you use to help make your decision? 

•  Was the information you used provided in an a way you 
could understand?

•  For more cognitively able participants: How much of a say 
did you have? Would you have liked more of a say? Why?

Warm up.

How did you decide which course to do? 
• Did anyone help you with making this decision?

•  Did you meet with members of staff to help you choose? 
what were they like/how did they treat you?    

• What information did you use to help make your decision? 

•  Was the information you used provided in a way you 
could understand?

•  For more cognitively able participants: How much of a say 
did you have? Would you have liked more of a say? Why?

If not already covered under likes/dislikes:

How easy or difficult is it to get inside the building and 
move around? Is there anything that would help make this 
easier? 

Explore unmet 
aspirations.
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2.  Adult learning Objectives

If not in education/learning: 
When was the last time you went to a school, college or 
training course?
For more cognitively able participants: Could you tell me a bit 
about your course? Probe: Things like:

• What subject you’re studying?

• Where you study it?

• How many days/evenings you attend each week?

• Whether you’re studying towards a qualification?

• How long you’ve been attending?

Same set of 
images and 
symbols used 
as for those 
currently in 
education/
training.

Ask all:
Would you like to go to a school, college or training 
course now, or sometime soon?
If yes: 
What would the course be like?  You can use these 
pictures to tell me how you would like the course to be. 
[If appropriate for participant: We’re going to build a 
picture which sums up everything about the course you’d 
like to do – things like what you’d study, what the place 
would be like, the teaching, the other people on the 
course and so on.]
[If appropriate for participant: There are some blank cards 
here. You can draw your own pictures if there are other 
things you want to include in the picture as well.]
Participant sticks images/symbols on map, assisted by 
moderator if needed.

Explore support 
needed to meet 
expectations, 
and barriers/
limitations.
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[If appropriate for participant, moderator to probe for each 
image: why did you pick this one? What does it mean to 
you/what does this picture say about how you would 
want the course to be?]

For more cognitively able participants: Probe on access and 
support as appropriate, referring back to pictures if it helps.

Is there anything you would need to make sure you could do 
this sort of course? Probe if necessary: 

• Help to get there?

• Any help to get your course materials?

• An interpreter?

• Help with coursework?

Is there anything that is stopping you from doing this sort of 
course at the moment? Probe fully:

• Financial reasons?

• Lack of confidence?

• Lack of information?

• Disability/health condition/illness or impairment?

• No accessible schools/colleges in the area?

• Lack of help or assistance?

• Attitudes of other people?

• Caring responsibilities?

• Difficulty getting on a course or refused a place?

• Transport/access issues?
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3.  Work (15-20 mins) Objectives

Are you working and getting paid for it? Do you do any 
unpaid work?
If they work (paid or unpaid):
For more cognitively able participants:

Could you tell me a bit about your job? Probe:

• What kind of work you do?

• How many days a week you work?

• Who you work for/who your employer is?

• How long you’ve been working there?

Warm up, 
provides context.

Ask all:
How do you feel about your job at the moment? You can 
use these pictures to tell me about it. 
[If appropriate for participant: We’re going to build a 
picture which sums up everything about your work at the 
moment – things like the hours you work, what you do 
at work, where you work, the people you work with, your 
pay and so on.]
[If appropriate for participant: There are some blank cards 
here. You can draw your own pictures if there are other 
things you want to include in the picture as well.]
Participant sticks images/symbols on map, assisted by 
moderator if needed. 

Pictures and 
symbols include: 
people (eg people 
working happily 
together in an 
office), images of 
access (eg books, 
buses and trains, 
qualifications), 
images of the 
work environment 
(eg furniture, 
noise), emoticons 
(eg happy, sad, 
neutral – as well 
as more subtle 
expressions 
of emotion eg 
angry, worried).
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[If appropriate for participant, moderator to probe for each 
image: why did you pick this one? What does it mean to 
you/what does this picture say about your work?]

What do you like about your job? Stick any of the pictures 
that you like here on the map (show participant where).

For more cognitively able participants: probe for any likes 
that arise from changes that have been made to remove 
social barriers or participation restrictions. For example, 
providing assistance or positive attitudes

Is there anything your employer has done to help you do 
your job that you’ve liked? 
How did that help? 
Why is that important to you?  
What are the people you work with like? What things do they 
do that make you like your job, if anything? How does that 
make you feel?

And what don’t you like about your job?  You can stick 
any of the pictures of things you don’t like here on the 
map (show participant where).

For more cognitively able participants: probe for any dislikes 
that arise from failure to remove participant restrictions 
or social barriers. For example, negative attitudes from 
colleagues.

Is there anything you dislike that your employer could help 
with and make it easier for you to do your job? 
How would that help? 
Why is that important to you?  
What are the people at your work like? Do you think they’re 
supportive of you? How would you like them to treat you? 
How would this make you feel about your job?

For more cognitively able participants, probe on choice and 
access as appropriate, referring back to pictures if it helps.

Explore choice 
and ability to 
make own 
decisions.

Explore barriers/
limitations.

Explore support 
needs.
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Why did you decide to do this job, not a different one? 
• Did anyone help you with making this decision? if so, who?

•  For more cognitively able participants: How much of a say 
did you have? Would you have liked more of a say? Why?

Is there a different job you would prefer to do? How 
would it be different from the job you do at the moment?
• Different/better type of work?

• Different/better company?

• More/fewer hours?

• Better pay?

Is there anything stopping you from doing this kind of job 
at the moment? Probe for factors:

• Other people’s attitudes?

• Don’t have the skills/training?

• Few/no jobs like this in the area?

Is there anything you would need to make sure you could 
work in this sort of job? Probe if necessary: 

• Reduced or flexible working hours?

• Equipment?

• A personal assistant?

• Some changes to the building to help you move around?

Explore unmet 
aspirations.

For mobility impaired participants if not already covered 
under likes/dislikes:

How easy or difficult is it to get inside the building where 
you work, and move around? Is there anything that would 
help make this easier?
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If they are not in work:
Are you looking for work at the moment? 
If yes, probe for more cognitively able participants:

• How long you have been looking for work for? 

•  What help or support you have received, if any – from 
whom, how you’ve found it?

• How easy or difficult you feel it is to look for a job?

•  What, if anything, is making it easy or difficult for you to 
get a job?

If no: are there any reasons why you are not looking for 
work? 

Same set of 
images and 
symbols used 
as for those 
currently in work.

Have you ever had a job before, paid or unpaid? 
If yes, probe for more cognitively able participants: what sort 
of job was it? Why did you stop working there? 

If no, why is that? Probe fully:

Would you like to have a job now? 
If yes: 
What would the job be like?  You can use these pictures 
to tell me how you would like the job to be. 
[If appropriate for participant: We’re going to build a 
picture which sums up everything about the job you’d 
like to have – things like the hours you’d work, what 
you’d do at work, your work environment, where you’d 
work, the people you’d work with, your pay and so on.]
[If appropriate for participant: There are some blank cards 
here. You can draw your own pictures if there are other 
things you want to include in the picture as well.]
Participant sticks images/symbols on map, assisted by 
moderator if needed.

Explore support 
needs.

Explore barriers 
and limitations.
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3.  Work (15-20 mins) Objectives

[If appropriate for participant, moderator to probe for each 
image: why did you pick this one? What does it mean to 
you/what does this picture say about how you would 
want the job to be?]

For more cognitively able participants, probe on access and 
support as appropriate. Refer back to pictures if it helps.

Is there anything you would need to make sure you could 
work in this sort of job? Probe if necessary: 

• Reduced or flexible working hours?

• Equipment?

• A personal assistant?

• Some changes to the building to help you move around?

Is there anything that is stopping you from doing this 
sort of job at the moment? Probe fully:

• Other people’s attitudes?

• Don’t have the skills/training?

• Few/no jobs like this in the area?

• Lack of confidence?

• Lack of information?

• Disability/health condition/illness or impairment?

• Transport/access issues?
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4.  Transport (15-20 mins) Objectives

Now I would like to ask you about transport. 
Tell me about a journey you make during the week?  You 
can use these pictures to tell me about it.
Participant sticks images/symbols on map, assisted by 
moderator if needed. 

Is there another journey you make? Use the pictures to 
tell me about it.  
Repeat for three or four journeys. 

For each journey, probe if appropriate:

•  How easy or difficult do you find the journey? why do you 
say that? Probe for barriers to access, e.g: how often the 
service comes, cost, time, being treated with respect, 
requirements eg space for wheelchair, difficulty getting in 
and out/on and off. Did anyone help you in deciding which 
type of transport to use?

For more cognitively able participants, probe on choice and 
access as appropriate, referring back to pictures if it helps.

A pack of pictures 
and symbols 
will be used 
here, to help the 
participant tell 
us about how 
they get around. 
These include 
representations of 
different types of 
transport (eg bus, 
train, car, etc) 
and emoticons 
(eg happy, sad, 
neutral – as well 
as more subtle 
expressions 
of emotion eg 
angry, worried).

You’ve drawn three or four journeys that you make. Can 
you think of any ways to make these journeys better? 
How would that make you feel?

Are there any journeys that you don’t make at the 
moment because they’re not easy to make?
How would you make those journeys, in an ideal world? 

What difference would it make to your life if you were able 
to make these journeys? Probe on:

•  Would you be able to do things you don’t do at the 
moment? What things? Probe fully: going out, doing sport, 
meeting friends, going to work/having a job, doing a 
course, volunteering.

•  How would you feel if you were able to make these 
journeys?
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5. Leisure (5-10 mins) Objectives

Now I am going to ask you about things you like to do.  
What kind of activities do you like to do [if necessary, 
add: when you are not at work or at your course]? You 
can use these pictures to tell me about them.  
Participant sticks images/symbols on map, assisted by 
moderator if needed. 

With more cognitively able participants, probe:

• How often they do it?

• What they enjoy about it?

Pictures include 
representations 
of different 
types of activity 
and emoticons 
(eg happy, sad, 
neutral – as well 
as more subtle 
expressions 
of emotion eg 
angry, worried).

Do you do [activity] as often as you’d like to? If not, what 
is stopping you from doing it more often? Probe fully.

Where do you go to do [activity]. Do you have any choice 
over different places you can do it? How do you choose 
one over another? Probe fully. Who helps you decide 
where to go?
Do you get any information to help you find out about 
the different places where you can do [activity]? Where 
from? 
Does anyone or anything support you when you’re doing 
[activity]. Who/what support you? What difference does 
that make to you being able to take part?
Is there anything that would make it easier for you to do 
[activity]? Probe fully for disability related access issues.

Explore 
limitations.

Explore control. 
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5. Leisure (5-10 mins) Objectives

How do you decide what activities you do? Does anyone 
help you decide – if so, who?
For more cognitively able participants: How much of a say do 
you have over what activities you do? Would you like more of 
a say? Why?

Are there other activities you would like to do but don’t? 
If yes, why don’t you do them? Probe fully eg Lack of 
confidence, activities not accessible, too expensive, lack of 
time, need someone else to do it with, not sure where it 
can be done locally, too far away, not feeling well enough 
to do it, transport issues, fear of crowds, crime, not feeling 
welcome, attitudes of others, etc.

For more cognitively able participants: Do you feel you have 
a lot of choice over how you spend your free time?

Explore unmet 
aspirations 
and barriers/
limitations.

6. Social contact (5-10 mins) Objectives

Now I am going to ask about the people you feel close to, 
people like your family and friends.
Who do you feel close to? You can use these pictures to 
tell me about them.  
If necessary/appropriate, add:
That is, people who you know would help you if you had 
a problem, or who you could trust with a secret, or who 
could cheer you up if you were sad? 
These could be a partner, people in your family, your 
friends, girlfriend or boyfriend, <Add if appropriate> or 
people at the day centre. 
Participant sticks images/symbols on map, assisted by 
moderator if needed. 

Pictures include 
representations 
of different types 
of people (eg 
family, friends) 
and emoticons 
(eg happy, sad, 
neutral – as well 
as more subtle 
expressions 
of emotion eg 
angry, worried).
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6. Social contact (5-10 mins) Objectives

With more cognitively able participants, probe:

• How often they see these people?

• Where they see them?

[If participant does not have anyone he/she feels close to 
you can probe further, but please use your own judgement 
on this and skip over if you feel it could upset the 
participant: 
How easy or difficult do you find it is to meet new people or 
make new friends? Why? 

Would you like to have more friends?

What could make it easier for you to meet new friends?]

Explore barriers.

Do you see your family and friends as much as you’d like to? 
If not as much or too much: Why do you say that? Probe for 
reasons:

• Hard to get out and see them?

• They live far away?

• I don’t have enough free time/am busy with other things?

•  They don’t have enough free time/are busy with other 
things?

• Difficulty with transport?

• Fear of crowds/or of crime?
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7. Conclusions (2 mins) Objectives

Are there any other things in life that are important to 
you, which we have not already talked about? 
Depending on how social contact section went, it might be 
important to ask some questions to allow things to end on 
a positive. Example questions include the following, but will 
depend on how cognitively able the respondent is.

For less cognitively able participants: Thinking about 
everything we’ve talked about, what makes you happy in 
your life?
For more cognitively able participants: How much choice do 
you think you have over your life/how you live your life?
Thank, take photos of pictures to send to participant 
afterwards and use in analysis, give incentive as thank-you 
from Ipsos MORI, and close.

Participant 
encouraged to 
tell us anything 
else they feel 
is important/
relevant.

Draws interview 
to a close.
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Ethnography discussion matrix
Understanding social barriers, choice and control 
Ethnography Matrix
Research objectives
The ethnographic studies aim to cover the main topics of the Life 
Opportunities Survey, thus making the research more accessible to people 
with more severe learning, memory and neuro-diversity impairments 
who were unable to take part in the LOS. Ethnography is an observational 
research method that is not as demanding of participants to answer 
questions in a formulaic fashion but rather allows researchers to observe 
participants activities and interact with them in an informal fashion. 
In particular, the ethnographies will look to explore activity 
limitations, participation restrictions and barriers faced by participants 
in relation to the following topics: transport, work, education, leisure  
and personal relationships.  
Where possible, we will also explore perception of choice and control, and 
access to goods and services.
Note on ethnographic studies
Ethnographic studies take place in a much more organic fashion than 
traditional in-depth interviews. The matrix below provides the researchers 
with discussions areas to go over while spending time with participants, as 
opposed to an exhaustive list of questions to take participants through. In 
saying this we do assure you that all the research areas will be explored in 
depth and your research objectives will be met.
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As much as possible participants will be encouraged to go about activities 
they might usually undertake, with the discussion areas below being inserted 
where appropriate. The aim is not only to obtain answers to the questions, 
but also to observe how the participants live their lives – how do they get to 
school or work, who do they socialise with, how do they interact with people 
around them and what do they plan for the future. 
On recruiting participants we will endeavour (where possible) to undertake 
one ‘activity’ (adult learning, work, transport, leisure, or social contact) with 
the participant. This ‘activity’ will be something they usually undertake in a 
typical day and will be linked to the information collected from the in-depth 
interviews. If applicable we will also explore the other ‘activity’ areas, but not 
in the same detail. 
For each participant we will look to cover the (appropriate) questions 
in the main discussion guide for each project, but will also look to 
work around the following discussion areas outlined below. We have only 
created one guide for the ethnogrpahy as participants will not be asked 
every question on the matrix. Rather, researchers will look to observe the 
participants’ behaviour and only discuss areas that are appropriate for the 
specific context. 
If participants are non-verbal the carer/support worker will play more of a 
role in the interview. Alongside this however will also be a significant period 
of time simply observing the participant themselves. From our experience 
with these audiences it is also important to observe them interacting in other 
environments such as day centres or with other family members that are not 
their ‘official’ carers/support workers. 
Please bear in mind that when we are exploring the discussion areas in the 
matrix, the following factors will also be captured to provide a ‘360 degree’ 
view of participants’ experiences.
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Environments
Observing the environments in which participants inhabit and move  
through provide important context for behaviours, interactions and 
relationships. It is important to note how behaviour can change across 
environments and the extent to which environments can both influence 
participants in positive and negative ways. 
Relationships
Observing how participants engage with those around them provides  
insights into issues of power, agency and dependency. The manner  
in which participants perceive choice and control, or barriers and  
limitations to undertaking activities can sometimes vary depending on  
who is around them.
Emotions
We cannot assume that by asking participants questions that they can 
simply provide answers. By observing participants’ reactions to certain 
situations or environments we can gain greater insights into the emotions 
that are driving their behaviour.
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

Introductions 
•  Tell me about an 

average day/week?

•  When you get up, 
what you do, where 
do you go, who do you 
see? 

•  How long have you 
lived here?

•  Do you feel like you 
are a part of the 
community?

•  What does community 
mean to you?

•  Can you show us the 
house?

•  Who do you interact 
with?

•  Who do you live with?

•  What kind of 
relationship do you 
have with these 
people?

What does their 
residence look like, who 
lives with them, what 
kind of relationships do 
they have with people 
around them? 

What do they choose 
to show you first in the 
house? What material 
things do they consider 
important to them?

How involved are 
they with their 
neighbourhood/local 
community and how 
does this impact their 
daily life? Do they 
recognise neighbours and 
shop keepers etc? 

What do these 
interactions look like?

This is a useful warm up 
exercise and is something 
that participants can 
talk about with ease. 
It also provides useful 
background information 
and lets us gauge their 
experiences of living 
in particular places. By 
having them discuss/
show us their local 
neighbourhoods and 
environments we can 
begin to think about 
factors such as; access 
to public transport, parks 
and recreational facilities, 
access to activities and 
opportunities for social 
contact.

By getting participants to 
describe their typical day/
week we are provided 
with a 360 degree view 
of what their lives are 
like. As we only have the 
opportunity to spend 
1 day with them, it is 
important to gain a sense 
of the things they might 
do on the remaining 
days.
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

As opposed to asking 
participants about the 5 
LOS themes, we would 
prefer them to raise these 
issues spontaneously in 
the context of their daily 
activities. This allows 
for more naturalistic 
observation and 
discussion and provides 
a background which can 
open up other questions 
that may otherwise have 
been missed.

Caring/assistance
•  Do you receive 

assistance/support 
from anybody?

•  Do you access 
formal/informal care 
networks?

•  Do you get on with 
these people?

•  What does this help 
look like?

•  How often/where/
when/what for?

•  When did this last 
happen?

Are they close to 
family, do they have 
dependents, are they 
dependent on someone 
else. Who cares for them 
– friends/family/formal 
carers?

Show us photos of 
family/friends – this will 
help provoke stories and 
grounded memories.

What level of assistance 
is necessary for them on 
a day-to day level? What 
kind of relationship do 
they have with people 
that assist them? 

Grounding questions in 
examples allows people 
to think about what they 
actually did, rather than 
striving for an ideal/or 
something they think we 
might want to hear.

Observation allows us 
to see patterns and 
behaviours that people 
are often unable to 
describe – the culture 
surrounding the way we 
do everyday activities is 
often unconscious.  
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  What are the things 
that you need help 
with?

•  What sorts of things 
don’t you need help 
with?

•  How does this impact 
your life/shape your 
decisions?

•  Can you think of an 
example of the last 
time you had to 
make a big decision? 
(embarking on adult 
learning, employment 
relationship advice, 
booking a holiday etc.). 

•  Do you have to 
talk through these 
decisions with 
whoever cares for you? 

•  Tell us about the 
dynamic of relying on 
others?

Is this assistance seen 
as ‘formal’ or ‘informal’ 
by the participant and by 
the person offering the 
assistance?

Who are important 
influencers or sources of 
assistance/information in 
their lives?

Does their carer/support 
worker prevent them 
from doing things they 
think they should be 
doing/would like to be 
doing?

How does this happen?

Are there things that 
maybe they don’t share 
with the carer/support 
worker (ie for fear of the 
carer/support worker 
worrying about them)?

How does their behaviour 
change in different 
contexts – are there 
things they do differently 
when the carer/support 
worker isn’t around?

This subject isn’t formally 
part of the research 
objectives. However, 
it can be explored in 
relation to the influence 
others have on the 
participant’s autonomy, 
choice and control. It 
should form part of 
discussion on other 
themes rather than be a 
focus of discussion itself.
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

Work (including 
voluntary)
•  Tell us about your work 

routine;

•  What, where, how 
often?

•  How did you find your 
current job?

•  What/who helped 
you find it/what was 
difficult?

•  Tell us about your 
options for work?

•  Do you feel they are 
limited?

• How so?

•  How do you think your 
experiences of the 
workplace differ from 
other peoples?

•  How do other people 
respond to you?

•  Has anything been 
done to accommodate 
you?

•  Is there anything else 
that needs to be done 
to accommodate your 
needs?

What does their 
workplace look like? 
Has it been modified 
for them at all? How 
do they interact with 
workmates? What kind 
of relationships do they 
have with colleagues? 

How easy/difficult is the 
journey to work? Do they 
have to travel far?

To understand the 
participants experience 
of the workplace. To 
explore the barriers 
they may experience in 
undertaking work and the 
decision-making process 
they went through when 
getting into work. 

If applicable we will 
go to work with them. 
Physical demonstrations 
of how things actually 
happen gives us insight 
into  differences between 
what participants say or 
think they do and what 
they actually do.
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  If don’t work – barriers 
to work? Finding 
work? Getting there? 
Training?

•  What does it mean to 
work?

•  What does it mean to 
be out of work?

Leisure
•  What do you consider 

to be leisure/what 
makes something 
leisure? 

•  What do you do to 
unwind?

•  What did you do last 
weekend?

•  Is this an average 
weekend for you?

• Who did you see?
•  Why did you see that 

person?
•  Are there people they 

don’t see/avoid?
•  What are the barriers 

to seeing these 
people?

•  How do you make 
decisions around 
leisure?

How easy/difficult is it for 
them to research leisure 
activities? What activities 
do they have close-by? 
How far do they have to 
travel to access these 
activities?

When undertaking 
activities:

Do they need assistance? 
Do they need special 
assistance from the 
service provider? Do 
they look like they are 
enjoying themselves? 
How are they perceived 
by others?

To understand the 
participants experience 
of undertaking leisure 
activities. To explore 
the barriers they may 
experience when 
undertaking leisure 
activities. To gain an 
understanding of the 
decision-making process 
participants went 
through when deciding 
where they could 
undertake the activity.

If applicable we will 
undertake a leisure 
activity with them. 
Physical demonstrations 
of how things are 
actually done allows 
differences between 
what they say or perceive 
and what they actually 
do to be picked up on.  
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  Do you do any 
research into leisure 
activities before 
embarking on them?

•  What research tools 
did you use – show 
us – internet sites/
telephone calls/asking 
friends?

•  Is it what you wanted 
to do?

•  Have your leisure 
activities changed over 
time?

• How/why?

•  What are some of 
the things you would 
like to do but feel you 
can’t?

•  Do you have certain 
routines you stick to?

•  Do you like trying new 
things?

•  What does trying new 
things entail?

•  Tell us about 
something new you 
tried recently?
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  Can you be 
spontaneous?

•  What sorts of things 
can you do outdoors 
vs indoors?

•  Is one easier than the 
other?

•  Are you happy with 
this balance?

•  What do you watch 
on tv/radio/internet – 
groups or anything?

•  Do you exercise 
– formal leisure 
activities?

•  How do people who 
work at the leisure 
facilities react if you 
make requests specific 
to you impairment?

•  Are they helpful, do 
your feel encouraged 
or discouraged to 
participate because of 
them? 

•  How do they cater/not 
cater for you?

•  Have you ever been 
shown how to exercise 
ie rehab?
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

Transport
•  Do you use public 

transport?

•  Do you have access to 
a car?

•  Do you use the bus/
train/tube?

•  What do you use 
either for?

•  What impact does this 
have on where you go/
what you do?

•  Do you need to do 
any planning or 
preparation? 

•  How do you plan 
or prepare for your 
journeys? What tools 
do you use?

•  When was the last 
time you used public 
transport?

• Where did you go?

•  Does the time of day 
have any impact on 
you decision making?

What kind of transport 
do they use? Is it readily 
available? Do they have 
more than one option? 
Do they find it easier to 
access one activity than 
others? 

Observe how they 
prepare for their journeys. 
Do they look up their 
routes, talk to other 
people? Show us sources 
of info.

How easy/difficult is the 
journey? How do the 
public react to them? Do 
people offer their seats? 
Do they have to stand? 
Is the route crowded? 
How frequent are buses/
trains?

Is their car modified? 
How prevalent are blue 
badge parking spaces? 

To understand the 
participants experience 
of transport. To explore 
the barriers they may 
experience in using 
transport and the 
decision-making process 
they go through when 
using transport.

If applicable we will use 
transportation with them. 
Physical demonstrations 
of how things are 
actually done allows 
differences between 
what they say or perceive 
and what they actually 
do to be picked up on.  
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  Tell us about the 
journey - what was 
difficult/easy?

• Was it as expected?

• Tell us about this?

•  How do different 
modes of transport 
compare to each 
other?

•  Travelling in groups/
with friends – how 
possible is this?

•  What are some of 
the barriers (physical 
access issues as well 
as attitudes of others 
eg station staff, taxi 
drivers etc)?

•  What is the public 
response to you on 
public transportation?

•  Do you need/receive 
help from officials/the 
public?

•  Is it appropriate/
relevant/enough?

•  How does this impact 
on your choices?
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  How does this impact 
your decision making?

•  Cars; what are some 
of the specific issues 
relating to cars?

•  What are your 
experiences of 
parking? Congestion? 
Congestion charge?

Adult learning
•  Tell us about your 

experiences of 
schooling/education?

•  Do you partake in 
adult learning?

•  How did it come 
about? What made 
you decide to take 
part? Talk us through 
the decision making 
process. 

•  Did you do any 
research?

•  Who did you discuss 
this with?

•  How long had you 
been planning it?

•  What was the final 
step to take the 
plunge?

What does their 
educational institution 
look like? Has it been 
modified at all? How do 
they interact with other 
people that attend their 
course? What kind of 
relationships do they 
have with classmates? 

How easy/difficult is the 
journey? Do they have to 
travel far?

To understand the 
participants experience of 
adult learning. To explore 
the barriers they may 
experience in undertaking 
adult learning and the 
decision-making process 
they went through when 
deciding whether to 
return to education.

If applicable we will go 
to adult training session 
with them. Physical 
demonstrations of how 
things actually happen 
gives us insight into  
differences between 
what participants say or 
think they do and what 
they actually do.  
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  Why this particular 
course/why this 
particular location?

•  What are you hoping 
to gain from it?

•  Do you require 
equipment and 
assistance? 

•  Did you receive the 
equipment and 
assistance you 
needed? Was it 
provided when you 
needed it? 

•  What have been 
the reactions to 
your impairment or 
assistance/equipment 
needs by others 
students/staff?

•  Do you have difficulty 
accessing buildings/
classes?

•  If you are not engaged 
in adult education why 
not?

•  Is there something you 
want to do/you have 
considered?
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  How do you think it 
would it impact your 
life?

•  Have you looked into 
courses?

•  What are the barriers 
for you partaking in 
adult learning?

Accessing goods and 
services
•  Tell me about the last 

time you accessed 
goods or services? 
Probe with holidays, 
shopping, taxis, council 
services. 

•  What makes using/
accessing these goods 
and services difficult/
easy?

•  What would make 
using them easier?

•  How do you make 
decisions around 
goods and services?

•  Do you do any 
research before 
accessing these 
things?

What are the barriers/
limitations/and enablers 
to accessing goods and 
services? Transport/
people’s attitudes/
payment systems/
communications?

If these areas have not 
been covered in other 
sections (in particular, 
introduction, leisure 
or transport) then this 
section will look to 
explore the difficulties 
participants may face 
when accessing goods 
and services such as 
buying insurance or 
paying council tax. It can 
also include shopping, 
arranging holidays or 
accessing health services.

Wherever possible 
participants need to 
show researchers how 
they actually access the 
goods and services as 
opposed to discussing. 
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

•  What research tools 
did you use – show 
us – internet sites/
telephone calls/asking 
friends.

Feeling safe 
•  How does this impact 

your everyday life/
leisure/transportation 
issues?

•  How do you feel about 
coming home in the 
dark/different times 
of day? Do you feel 
confident going out?

•  Are there particular 
routes you take/avoid?

•  Do you worry about 
your safety in your 
own home? People 
knocking at the door?

•  What about outside 
the home? Travelling?  
– Dealing with 
money in public/cash 
machines 

•  How does this impact 
on your daily decision 
making?

Did they look/act 
frightened/intimidated 
throughout the day? 
When, where, why? 

What mechanisms do 
they have regarding 
safety? Does it feel like 
they don’t go places 
because of safety? Do 
they admit to these or is 
this an observation? 

Exploring feelings of 
safety and security are 
important elements 
of understanding why 
participants may or 
may not undertake 
activities in other 
areas of their lives. 
Exercising choice and 
control can be greatly 
influenced depending 
on levels of safety and 
security experiences by 
participants.
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Discussion Areas – note 
these are prompts 
and questions not 
necessarily asked as 
worded.

Observations Objectives

The Future 
•  What would you like to 

do in the future? 

•  Can you imagine 
where you might be in 
5 years time?

•  Do you feel optimistic/
pessimistic about the 
future?

•  What barriers are 
there to doing the 
things you want to do 
in the future?

•  What are the key 
changes that would 
have the biggest 
impact on your life?

Do they feel like they 
have the ability/
opportunity to define 
their own future?

What kind of assistance 
will they need in making 
these future aspirations 
come true? Do they 
struggle to think that far 
ahead? Do they enjoy 
thinking ahead?

This is a good warming 
down exercise but will 
also show whether or 
not participants feel they 
have choice and control 
over their futures.
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