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Foreword

Welcome to the first main report from the Network 1000 project. This project is the first of its kind to be conducted with major sector wide involvement.  It has been undertaken by the Visual Impairment Centre for Teaching and Research (VICTAR) at the University of Birmingham and funded by the Big Lottery Fund through VISION 2020 UK on behalf of sector organisations. It began in March 2004 and will finish in February 2007.

Its key aims are to establish a sample of 1000 people who are registered as blind or partially sighted which is as far as possible representative of the visually impaired population in the UK, and then to begin to consult them on a range of issues.  The sample has been built up using a rigorous statistical approach (stratified random sampling – weighted in relation to age to ensure a spread of participants across different age groups) to give authority to the results and enable them to be generalised.

A first working report presented selected results from a baseline survey of the first 700 people. This report now presents more extensive results from the full sample of over 1000 people.  The results have been carefully presented to help the reader interpret the data.  The results are generally split into different age groups reflecting that people’s circumstances are often linked to their age.  Also, when different age groups are combined together, the data is ‘weighted’ to account for the greater proportion of older people in the visually impaired population.  By adopting this reporting approach we are better able to get an insight into the circumstances and opinions of the visually impaired population as a whole while still capturing the more detailed picture of differences across age groups.

The results shown here clearly indicate the vast range of issues, findings and further questions that are emerging from this project.  For example:

· People’s perceptions of employment and employability;

· The wide range of educational attainment and subsequent life experiences;

· The high occurrence of disabilities and long term health issues in addition to visual impairment;

· Role of visually impaired people as carers;

· Use of computers;

· People’s perceptions of barriers to going out and about.

The report also presents two additional and equally important analyses.  Firstly, a qualitative analysis of what participants identified as important issues in their lives in a response to an open question.  This is extremely significant because it gives a more direct insight into issues that visually impaired people themselves think are important.  Secondly, a section of the report relates to a sub-sample of ‘key informants’ who describe the circumstances of visually impaired people with learning and/or communication difficulties whom they know.  Again this is a significant analysis because it presents an insight into the lives of a group of people who are rarely represented in surveys.

This report will now be followed by further data collection and analysis of selected themes.  Discussions continue to assess how this valuable project can be sustained long term.  The management panel welcome ideas and feedback on these results and the project as a whole.  We are proud of this important piece of research and hope it informs and supports your work.
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1 Executive summary

This report presents a summary of data collected through 1007 interviews with visually impaired people in Great Britain. The interviews were carried out between spring 2005 and spring 2006. The research has been carried out by the Visual Impairment Centre for Teaching and Research (VICTAR) within the University of Birmingham in partnership with VISION 2020 UK and was funded by the Big Lottery Fund. Each telephone interview took an average of 40 minutes and was carried out by researchers within VICTAR.  The project forms one of the biggest surveys of its kind ever undertaken and the first survey to be conducted with major sector wide involvement.
This report is divided into four sections:

· Introduction and description of the Network 1000 sample

· Main survey findings

· Analysis of open ended question

· Findings from the Key Informant interviews

1.1 Introduction and description of the Network 1000 sample

The 1007 research participants are all registered blind or partially sighted people who live in Great Britain. This sample was taken from the registers of blind and partially sighted people held by 20 social services departments in England, Wales and Scotland. The participants were recruited by sending out information packs containing details of the project in print and tape format to approximately 6,000 people.

This sampling process was carefully designed to generate a ‘random sample’ stratified and weighted for age. This means that the sample is statistically robust (‘unbiased’), while still containing a range of people of different ages. The sample contains approximately equal numbers of participants in five different age groups: 

18-29 year olds; 30-49 year olds; 50-64 year olds; 65 to 74 year olds; and 75 years and upwards. The sampling means that the information gathered from the sample can be statistically generalised to the visually impaired people on the registers of blind and partially sighted people in England, Wales and Scotland (approximately 360,000 people).

The sample is split between 960 visually impaired people we interviewed directly and a further 47 people who had learning and communication difficulties such that our interview schedule was inappropriate for them.  To illicit the opinions and information for these people we carried out similar interviews with ‘key informants’.  Key informants were people who were close to the visually impaired person and were able to answer questions as best they could on their behalf. The results are presented separately for these two sub-groups.

Prior to interviewing participants a substantial amount of time was spent designing the interview schedule (questionnaire). Three key areas informed the questionnaire design. Firstly, the team aimed to involve visually impaired people in the design process and this included a series of interviews and focus groups at the design and piloting stages. Secondly, the World Health Organisation’s ‘International Classification of Functional Disability and Heath’ (WHO, 2001) was used as a useful framework and vocabulary for many of the questions. Finally, a literature review identified a number of other surveys which provided valuable sources of questions; of particular significance was the RNIB Adults Needs Survey (Bruce, McKennell and Walker 1991). The resulting questionnaire covered a wide range of topics.

1.2 Executive summary of main survey findings

The following summarises the findings from interviews with 960 visually impaired people.  This sub-sample has the following age characteristics: 18-29 (n=180); 30-49 (n=204); 50-64 (n=223); 65-74 (n=184); 75+ (n=169). Throughout, figures are weighted to account for the age characteristics of the visually impaired population.

Participants and their homes

Unsurprisingly, the visually impaired people lived in a variety of circumstances at a variety of stages of their lives. Forty-two per cent of the visually impaired population were widowed; many of these were in the older age groups. Related, people who were single and never married tended to be younger.  Forty-five per cent of visually impaired people lived alone. Again this was closely linked with age, being more common amongst older people.  

Younger people (18-29) were often living with parents in their family home, frequently with brothers and sisters. It was also common for this age group to be living with a spouse or partner, sometimes with children. This pattern was followed for 30-49 year olds, who were often living with a spouse (56%), and had children under 16 as part of the household (33%). Across the age range 50-74, the likelihood of living with children under 16 dropped, though patterns of living alone (around 30%) and with a spouse (around 65%) remained approximately fixed. It was over the age of 74 years when the frequency of living alone increased (54%) and the likelihood of being a widow or widower increased.

Some 10% of people said they were living with someone who was sick, disabled or elderly.  In many of these cases this sick or disabled person was the visually impaired person’s spouse/partner, and it was very often the visually impaired person who provided all or some of the support.

Vision and communication

The participants were approximately evenly split between those who were registered blind and those who were registered partially sighted. As would be expected, visually impaired people had a range of reported functional vision. When wearing glasses and/or contact lenses, but not using a magnifier of any kind, 18% said they could read ordinary newspaper print, while 52% said they could see well enough to read a newspaper headline or large print. Thirty per cent of people could not read any kind of print without a magnifier. Related, 30% of people said they did not communicate in writing at all.

In terms of other reported levels of vision: 4% of the population had no light perception; the majority (91%) could see the shapes of furniture in a room (or better); only 10% could see well enough to recognise a friend across a road.

Participants were asked if the difficulty with their sight was greater or less than a year earlier. Thirty-nine per cent thought it was about the same, though 56% felt it was worse. Older people were much more likely to report worsening vision.

Less than half of visually impaired people (43%) said they read ordinary print with or without a magnifier, rising to 57% who said they read large print. Five per cent of visually impaired people read braille (the majority of whom became visually impaired in childhood).

Seventy-one per cent of people said they used magnifiers for reading, and this was more common in older age groups. Handheld magnifiers were most commonly owned, though some sophisticated low vision aids were also described by many, such as a magnifier mounted in/on spectacles, and a considerable number had electronic aids including CCTVs.

Visual impairment, health and hearing

People described a variety of different visual conditions which caused their visual impairment. As would be expected, these reflect how different conditions are linked to age. Forty-nine per cent of people reported having macular degeneration, and this was the most commonly reported condition amongst those of retirement age (59%). The next most commonly reported conditions were glaucoma (18%) and cataract (15%). Other conditions reported by between 5% and 3% of people were diabetes-related eye conditions, detached retina, retinitis pigmentosa, and eye injury. Thirty-two per cent also named other eye conditions or symptoms of their visual impairment (often in addition to conditions named above).

Perhaps the clearest ‘social’ (non-medical) observation is that many people did not know the name of their eye condition when questioned (11%). Of those who did name their eye condition, many had to be prompted when they did not spontaneously give the name of their eye condition. Combined, this gives a conservative estimate that 23% of the population do not know, or are unsure of, the name of the eye condition that is responsible for their visual impairment.

Almost three quarters (70%) of visually impaired people reported that they had long term health problems or disabilities, other than their visual impairment. The likelihood of this increased with age, and as would be expected some of the conditions described were linked with age (e.g. heart problems and arthritis).  In particular, 43% of visually impaired people reported having difficulty with their hearing. Again, this increased with age, and the incidence of hearing loss was as high as 53% for the 75+ age group.  
Employment

When asked to describe their employment status, the majority of people (80%) described themselves as retired from paid work altogether. This is not surprising considering the age characteristics of the visually impaired population. More relevant is the employment status of people of working age. Thirty-four per cent described themselves as being employed, self-employed, or employed and a student. Twenty per cent of those of working age described themselves as unemployed, 22% long term sick or disabled, 7% as looking after family and 12% described themselves as being retired from paid work altogether (most of whom were aged 50 or over).

Even within the working age population, people’s self-described employment status was linked to age. The overall employment rate was 34%, but was higher for the 30-49 age group (45%). Not surprisingly, those in the 18-29 age group had a lower employment rate (33%), which can be partly attributed to the 22% who described themselves as being a student. The 50-64 age group had the lowest employment rate at just 21%. Interestingly, 25% of people in this age group described themselves as being retired (although they were not old enough to receive a state pension).  Also, 26% described themselves as long term sick or disabled (this was higher than in any other age group).

Finance

Detailed information is presented in relation to visually impaired people’s reported finances. For example, the analyses give some insight into the take-up of benefits/entitlements (such as the Disability Living Allowance). Seventy-six per cent of people reported having some savings, and the majority felt they were “just about getting by” or better. Nevertheless, some people felt that they were finding it financially difficult (e.g. keeping up payments with mortgage or rent), and some additional information is reported about what some people felt that they had gone without.

Independent living skills

In terms of independent living skills, ‘preparing a meal’ and ‘household cleaning’ were most commonly identified by visually impaired people as being particularly challenging tasks (33% and 43% respectively). While less often identified as being challenging, ‘personal care’ (19%) and ‘getting about the home’ (17%) were still identified by many as difficult.

For those who lived with someone, 84% received help with these types of daily living tasks. This figure was higher for those who were over 50 years of age.  People who helped often included the spouse or partner, particularly for those aged over 30 (although the number of responses was low for the 75+ age group). Similarly, parents often gave support, particularly to those under 30 years old.

Fifty-eight per cent of people (including those who lived alone) reported getting help from people outside the household. Again, these were often relatives, such as parents amongst younger age groups, and children amongst older age groups.  A further 17% said that they were helped by friends or neighbours (the highest being the 30-64 year olds). A significant number of people (52%) reported employing paid help, the likelihood of which increased with age.

Travel
Participants were asked a number of questions about travel and going out beyond their homes. Forty-five per cent of visually impaired people said that they left their home every day, and this rose to 80% of people who left their home several times a week or more. Going out was linked with age – older participants were less likely to leave their homes every day (for example, an estimated 67% of working age people left their home every day compared with only 40% of people of retirement age).  Nearly half of visually impaired people felt they would like to leave their home more often if they were able to. These people identified a variety of barriers to leaving home more often – some of these were individually-based issues (e.g. the person’s visual impairment was perceived as the barrier) and some were socially-based issues (e.g. general issues related to transport were perceived as barriers).

A variety of modes of transport were described. Fifty-six per cent of people described travelling by private car and 18% by taxi. Nevertheless, public transport was used by many (e.g. 41% told us they used the bus), and walking was one of the most common methods described (46%). Mode of transport also appears to be linked to age; private car was more commonly named as a mode of transport by people of retirement age, whilst people of working age were more likely to walk and use public transport.

Computer use

A high proportion of the sample appeared to be split between those who used computers often and those who did not use them at all. Patterns of computer use were clearly linked to age - younger participants were more likely to use computers than older participants. The resultant weighted frequencies reflect this: an estimated 77% of the population never use a computer (88% of those of retirement age, 32% of those of working age). The use of computers did not appear to be linked to registration type.

The majority of people aged 18-29 and 30-49 had a computer at home (82% and 77% respectively). These numbers decreased with age (22% in the 75+ age group).  Word processing, emailing, and use of the internet were the most commonly cited uses of computers (by those who used them). Using the internet and emailing was more common amongst the younger age groups.
Thirty four per cent of people wanted to use computers more than they currently did.  As with transport, people identified a variety of barriers to using computers more often – some of these were individually-based issues (e.g. the person’s visual impairment was perceived as a barrier) and some were socially-based issues (e.g. accessibility of equipment was perceived as a barrier).

Education

Forty-nine per cent of visually impaired people described themselves as having a qualification and 12% had achieved a first degree or higher qualification.  Approximately 38% had an ordinary level (GCSE) or higher qualification. Taking the population overall, the older the participant was, the less likely they were to have any qualifications, for example only 11% of 18-29 year olds did not have a qualification compared to 59% of people aged over 75. This pattern was repeated throughout the sample, although it was more likely that older participants would have a qualification in the category ‘other qualifications’ than their younger counterparts.

Participants who were visually impaired as children were asked questions about the type of educational establishments they had attended. Responses showed that participants had experienced a variety of different educational settings, including special and mainstream schools.

For participants whose onset of visual impairment was after school age, 13% had since been involved in formal education. The majority had attended adult education classes, although some had also attended some form of higher education establishment, a special college for those with a visual impairment, or mainstream colleges of further education.

When asked, 80% of visually impaired people did not want to do any further formal education. Those of working age were more likely to want to carry out some form of education, in particular those in the 18-29 age group (who were also more likely to be currently engaged in education).
Leisure

Participants were asked a series of questions about what they did in their spare time when at home and outside the home. Unsurprisingly, a large variety of different leisure activities were reported. Common activities within the home included listening to the radio and music, and television, videos and DVDs (reported by 91% and 87% of visually impaired people respectively). Reading and listening to talking books was also commonly reported (77% of people) as was gardening (35%). Other relatively common activities were arts and crafts, knitting/needlework, crosswords, cooking and computers/internet (particularly amongst the young). Common activities beyond the home included: shopping; meetings with local clubs; participating in religious services; and pubs, clubs and restaurants. All these activities were reported by 30% or more of visually impaired people. Other commonly reported activities included walking (28%), attending specialist clubs or groups for visually impaired people (16%), doing unpaid voluntary work (14%), and attending leisure activities such as evening classes (12%).
1.3 Executive summary of the analysis of the open ended question
To provide the participants an opportunity to talk about other themes of personal importance which were not covered elsewhere in the survey, we included a final ‘catch-all’ question that invited participants to talk about any issue that they felt was important to them in relation to their visual impairment. Rather than having a pre-defined list of possible responses as in the earlier questions, the participant was encouraged to describe this issue in their own words, which could be a negative or positive experience or an observation regarding the past, present or future. In short, the question gave the participants an opportunity to emphasise and elaborate upon themes already discussed or to introduce new themes.

Twenty-four themes were identified in the subsequent analysis, 14 of which clearly overlapped with themes covered earlier in the survey. The remaining 10 “new themes” more clearly stood alone. The following summary highlights 11 of the 24 issues, listed in order of most cited, that were each raised spontaneously by more than 100 participants.

The data generated by the open question is important not only to the research team and other researchers in the field, but also to policy makers and service providers, as it highlights the issues that visually impaired people feel are important.
Travel, transport and mobility 

This included issues relating to various aspects of moving around (including within the home and outside). There are four sub-groups of this theme relating to ‘mobility on foot’ (including mobility, mobility training, and physical obstacles), ‘public transport’, feelings of ‘independence and flexibility’ (both positive and negative), and references to ‘driving’.

Independent Living Skills

This covered a range of skills necessary for independent living, including housework tasks, meal preparation, personal care and hygiene, getting around the home, basic DIY, and shopping. It also included comments regarding a perceived lack of independence and dependence on others, and the need for training or devices to facilitate participants' independence.

Family issues 

This covered issues relating to participants' family members. For example, the support provided by participants’ families, the changing roles within the family since losing their sight, support for family members to help them cope and adapt to the loss of their loved one's sight, and support for visually impaired parents in caring for their children.

Social and emotional issues  

This included aspects of visual impairment that people felt impacted upon things such as being able to socialise, communicate with others, understand body language, social conventions, being able to ask others for help, having self-confidence.

Communication and reading 

This included both positive and negative issues relating to reading. It includes comments about print, the use of low vision aids, braille, talking books/newspapers, the management of mail and ability to read labels on grocery items and medication, and the use of technology such as mobile phones for communicating both verbally and via text messaging.

Counselling, emotional needs and adjustment

This included people’s reflections upon emotional needs and support they have had or would like to have had, including references to counselling services and emotional adjustment to sight loss.

Leisure activities - outside of the home  

This related to activities that participants did in the past but were now unable to do for various reasons, as well as activities that they were participating in at the time of interview. Comments included how easy or difficult such participation was, and activities that participants would like to do either now or in the future.

Employment
This covered a number of issues relating to employment. In some cases participants simply described the work they did or wanted to do, whilst others described the support which helped them to attain or stay in a job, or the difficulty they have faced in attaining/keeping a job due to various barriers.

Agencies and user groups

This included issues relating to statutory and voluntary agencies that support visually impaired people, and self-help groups/organised groups for people with visual impairment.

Sighted people’s awareness of visual impairment  

This related to participants’ perceptions of the awareness of the general public about issues relating to visual impairment and how awareness can affect visually impaired people.

Attitudes of others

This is related to the theme above, and included descriptions of occasions where participants have encountered both positive and negative attitudes regarding their visual impairment and circumstances. The attitudes were attributed to other people, including family and friends, work colleagues, medical and other agency staff, and the general public.
Other themes

The themes described above were each mentioned by more than 100 participants.  The remaining 13 themes, whilst being less prevalent, are by no means less significant, and are listed below (in order of most cited):

· Leisure activities at home

· Medical and other issues related to visual impairment

· Education

· Other disabilities and health difficulties

· Low vision aids and lighting

· Finances

· Technology and gadgets

· Laws and policy issues

· ICT and computers

· Visual impairment awareness of visually impaired people

· Voluntary work

· Housing

· Religion.

Conclusion

The inclusion of such an open question was vital in order to allow participants to describe the issues that were of most importance to them. Firstly, it was important to ensure that participants could raise issues that had not been pre-conceived by the research team and previously covered in the survey. Secondly, a key aim of this initial research was to identify the participants’ own opinions of what issues are important. The open ended question was an essential tool to encourage and facilitate the participants' involvement in setting the ‘themes’ for subsequent data collection in the forthcoming second survey. 

The data generated by the open question is important not only to the research team and other researchers in the field, but also to policy makers and service providers, as it highlights the issues that visually impaired people feel are important. 

1.4 Executive summary of the findings from the Key Informant interviews
A number of visually impaired people were unable to take part in the project personally due to additional health, communication or learning difficulties. To ensure that these people could still be included in the project, the research team devised an alternative approach that involved inviting a third party who was ‘close’ to the visually impaired person, to speak for and on their behalf. In practice this was a relative, friend, or someone who was caring for the participant in a professional capacity.  We refer to this third party as a Key Informant (KI) and to the visually impaired person that they were speaking on behalf of as the ‘co-participant’.  

The key informants were interviewed using a survey which, although similar to the main survey, included re-worded questions that allowed the KI to give their opinion of the needs and circumstances of the co-participant. This enabled us to include the details of their lives and circumstances within the project, using the key informant’s knowledge of the visually impaired co-participant. 

The data generated from the survey are more qualitative than that relating to the main (n=960) sample, due to the small numbers of KIs and co-participants involved (n=47). Due to the probable response bias in terms of sampling and the subjective nature of the data collected, it is not valid to generalise statistically the findings relating to the key informants and co-participants to the wider visually impaired population. The summary below describes the key characteristics of the sample of 47 co-participants, as provided by the key informants.

Overview

The visually impaired co-participants in the sample were from a variety of backgrounds and different ages. All had some form of visual impairment severe enough for registration. Nevertheless, a variety of different levels of functional vision were reported by the key informants. All of the co-participants also had some level of learning and/or communication difficulty. Again this varied across the sample.  Nevertheless, the co-participants tended to fall into those whose onset of learning and/or communication difficulty was congenital or post-natal (i.e. during childhood) and those whose onset was in adulthood.

Co-participants with onset of learning and/or communication difficulty in childhood

The co-participants whose age of onset of learning and/or communication difficulty was in childhood tended to have the following characteristics:

· were younger (generally between 18-49 years old);

· onset of visual impairment was in childhood;

· had a range of childhood and genetic conditions that caused their visual impairment;

· often lived with a parent (who usually provided at least some of the care, if not all);

· sometimes lived in individual, supported accommodation;

· was often described as being single/never married;

· was often registered as disabled;

· had a variety of additional health problems or disabilities including (in particular) hearing impairment, and conditions related to the skeletal and nervous system;

· in terms of employment status were often described as long-term sick or disabled, or unemployed, or sometimes as students;

· were sometimes studying on courses for people with special needs covering various life skills;

· usually received one or both components of Disability Living Allowance (DLA);

· received additional special educational needs support at school;

· usually went outside their homes at least once a week;

· sometimes used a computer, mainly to play games or for fun activities;

· often took part in a variety of activities beyond the home.

Co-participants with onset of learning and/or communication difficulty in adulthood

Co-participants whose age of onset of learning and/or communication difficulty was in adulthood tended to have the following characteristics:

· were older (50+ years of age, and usually older);

· onset of visual impairment was usually in adulthood;

· often had age-related visual conditions;

· often lived in institutional accommodation, for example a residential home;

· sometimes lived with a spouse or grown-up child (who usually provided at least some of the care);

· were often widowed;

· had a variety of additional health problems or disabilities which were often age-related (e.g. arthritis, heart condition, hearing impairment);

· were sometimes described as having dementia;

· a distinct exception was a co-participant whose learning/communication difficulty and visual impairment were the result of an accident;

· were often described as retired from paid employment (though had worked in the past);

· were often in receipt of Attendance Allowance;

· never used a computer;

· did not leave their home very often, if at all;

· rarely took part in activities beyond the home.

Open question: what is important to the co-participant? 

As with the main sample, the majority of questions encouraged the KI to express their personal opinion about the co-participant and their circumstances in relation to a number of pre-determined topics. A ‘catch-all’ question, similar to that used with the main sample, was therefore posed to the KI. This question asked them to try to  describe the co-participant’s thoughts regarding their visual impairment and how it affected their life, thus allowing the KI to talk about any issues that they thought were of importance to the co-participant.

A variety of illuminating responses were given, as summarised below:

· a number of KIs talked about the practical difficulties that co-participants faced in their everyday life, which often led the co-participant to feel frustration; this seemed to affect co-participants regardless of the age of onset of their learning and/or communication difficulty;

· co-participants who acquired their learning/communication difficulty in adulthood were often said to miss doing things that they used to do before the onset of their condition, e.g. reading and other activities;

· a number of KIs said it was important not to change the co-participant’s daily routines;

· some KIs felt unable to answer the question, either because it was impossible to tell what the co-participant felt due to their learning/communication difficulty (including co-participants with both adult and childhood age of onset of learning/communication difficulty), or because the co-participant had never experienced life before their visual impairment (specifically co-participants with childhood age of onset of their learning/ communication difficulty).

Open question: effect of the co-participant’s circumstances upon the key informant

The analysis of the open-ended question posed to the main sample, in particular the emerging theme of “Family Issues”, suggests that visual impairment and its consequences can affect not only the life of the visually impaired person, but also the lives of their family members. Where the key informant was either related to or the main non-professional carer of the co-participant, the research team felt it was important to allow the KI to describe how the co-participant’s circumstances had affected their own life, and in some cases, that of their family. The question was posed to all key informants who were not involved with the co-participant in a purely professional capacity (n=42).

The key informants of co-participants whose onset of their learning and/or communication difficulty had been in childhood (who were mainly their parents) talked about a number of practical and emotional implications that the co-participant’s needs and circumstances had had upon their lives:

· those who were the main carer of the co-participant described how their lives revolved around the full-time care of the co-participant, with only infrequent respite; 

· it often significantly affected the lives of the rest of the family, particularly the co-participant’s siblings, by restricting social opportunities and ‘normal’ family activities;

· many KIs expressed concerned about future care arrangements for the co-participant in the event that they would be unable to care for them one day (i.e. due to their old age, ill health or death);

· the KIs often remarked that, whilst sometimes difficult, caring for the co-participant had enriched their lives.

The key informants of co-participants whose onset of their learning and/or communication difficulty was in adulthood were mainly the children of the co-participants, but occasionally their partner or friend. These KIs also talked about the practical and emotional implications that the co-participant’s needs and circumstances had had upon their lives:

· some KIs (mainly children of the co-participants) talked about how the co-participant’s circumstances had significantly changed their life, for example by needing to move nearer to the co-participant or having the co-participant move in with them;

· others spoke about having had to change their working practices or curtailing social activities in order to devote more time to the care of the co-participant;

· some of the KIs spoke of how they had become very aware of the practical needs of the co-participant, and how they tried to organise their homes or the home of the co-participant, and sometimes change the practices of others, in order to make the environment safer for them.
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