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I want to have a fulfilled life…enjoy my life. And I want to do it as painlessly as possible. I know there are going to be issues as there would be if I were a sighted person, but I want people to be aware of me as a person … and not just a blind person. I want people to see me as an ordinary person who just doesn’t see the world as they do…And to accommodate me, help me if they can and if I ask for it without either of us being ashamed or embarrassed… That’s how we educate society. That’s how we move society forward…

Focus Group Participant, January 2003

EXECUTIVE SUMMARY

Between 27th January and 3rd February 2003 researchers from the Policy and Research Department at Guide Dogs conducted a total of six focus groups at four locations within the UK.  A total of 29 participants attended the six sessions. The participants within each group were either guide dog owners or users of other local, voluntary services for visually impaired people. The focus groups constitute the qualitative component of a large scale-research project currently being undertaken by the department, and are aimed at shaping both the focus and direction of the quantitative component of the research. Specifically, the objectives of the focus group are threefold:

Objectives

1. To explore the experiences of blind and partially sighted people when accessing services within the NHS – with particular focus on the GP and hospital experience

2. To explore the reasons why guide dog owners had chosen to apply for a dog, and conversely, why non-guide dog owners had opted not to get a guide dog with a view to understanding potential barriers to guide dog ownership

3. To examine participants’ views on the role of service users in influencing and shaping the services they receive. This is intended to feed into a departmental policy paper on user involvement.

In addressing objective 1 above, the following issues were examined:

· physical access to the surgery/hospital 

· the reception and arrival at the consulting room/hospital department

· the consulting process at the GP

· the outpatient, inpatient and eye department experience

· obtaining prescriptions 

· guide dog access to hospital clinic

The following issues emerged as key areas of interest/concern common to all six discussion groups:

Need for Visual Impairment Awareness Training within GP setting 

There was a unanimous agreement on the need for awareness training on visual impairment issues for all health staff. It was felt by many participants that staff are not always immediately aware of sight loss in patients unlike, for instance, wheelchair users where the disability is more obvious.  This awareness training would be pivotal in helping to shape the kind of environment able to respond to the range of needs of blind and partially sighted people. The training proposed would deal with a range of issues, including:

· Being conscious of blind people as part of the community (in this instance health community) with the right to live life at ‘[their] own pace and in [their] own way.’

· Understanding the psychological ramifications of sight loss.

· Understanding issues around access, guiding/general assistance, appropriate language, sensitivity to peoples needs, etc. This includes staff awareness not to be put off offering help even if it is sometimes rejected.

· Understanding the great variability in what people with a sight loss can actually see: ‘no two people are the same.’

· Increased knowledge of GPs about the social care services (long cane training, Guide Dogs, other support services) available to visually impaired people, particularly at the point of initial diagnosis or referral to an eye specialist, when timely support is most vital.

· Understanding the need for GP surgeries to offer patients/their users as a matter of routine communication in their preferred format.

Need for Significantly Improved Communication within the Hospital System

Information given at the hospital and appointment letters/cards sent from the hospital are, in the main, not in preferred format, and sometimes in unclear writing. This needs to be addressed.

Signage is a major problem throughout hospitals. There is a perception that the size recommendations issued by the JMU (Guide Dogs and RNIB) in the sign design manual are flawed. The recommendation states that signs should have a print height of 15-25 mm.  The participant proposed that anecdotal evidence he had gathered suggested that only a minority (5%) would be able to read signs of this size. These text and pictogram size recommendations need to be reviewed. 

The GP is key in the referral process. It is her/his responsibility to alert the hospital via the referral letter (there is provision for the communication of particular needs on the referral form/letter) that the patient is blind or partially sighted. This does not always occur. 

The unanimous position was that ‘a voice is necessary.’ People with a visual impairment have to raise their voices to express their needs and assert their rights when it becomes necessary, particularly since, in the opinion of a number of participants, ‘people don’t expect [us] to have a voice. There’s an assumption that visually impaired people are less intelligent than other people because they haven’t had an education…’ It was, however, recognised that this assertion of rights and expression of needs would only occur if there was a sufficient level of confidence on the part of the person who is blind or partially sighted, highlighting the need for timely and appropriate sign-posting to support services.  

There is a need for hospital staff to routinely inform and involve patients in their treatment/ examination.  This issue is particularly salient where patients suffer sensory impairment and may not be aware, for example, of where they are being moved to or the procedures being undertaken.  Related to the previous point, it should not only be those people with the confidence to demand clear and consistent information about their condition, diagnosis, treatment, etc. who receive it.   

Need for Visual Impairment Awareness Training in the Hospital System

· Education, training and awareness raising, as in the case of GP surgeries, emerged very clearly once again as a major prerequisite in addressing the needs of blind and partially sighted people, ‘so that people naturally do things in the right way’ without having to be asked. In particular, it was suggested that staff at the main reception should be trained to provide support for visually impaired people. Specific training issues raised within the hospital, over and beyond the GP setting included:

· Awareness training, specifically to address what many participants perceived to be a difficulty of the medical establishment (particularly non-ophthalmic doctors, nurses and others) – a fear of blindness. ‘They are frightened of dealing with eye conditions: they’re scared of it…’

· Awareness training to eliminate a perceived distinction between guide dog owners and cane users. One participant summed up the experience of greater levels of discrimination against long can users as follows: ‘as a guide dog owner I am known as Mr X who happens to have a guide dog, whereas with a white stick I am seen as Mr X who is a blind man.  In effect the white stick is seen as the ‘stigma stick’. It very often attracts less help within the health (GP or hospital) setting than a guide dog. 

· Awareness training to eliminate the many misconceptions which doctors and other medical staff themselves have about guide dogs and their capacities, and more significantly, about who can own a guide dog.

· There was a general recognition that VI education should not be limited to already qualified staff, but should be incorporated into the training programme of medical, nursing and all allied professions.

Location of Support Services within the Hospital

The need for information/support services to be located within hospitals/eye clinics and for information on the existence of that service to be made widely accessible to users, was seen as an important way forward in improving care to people with a sight loss.

Other general concerns raised included the lack of cleanliness of some hospitals; long waits in A&E despite considerable discomfort; a perception that hospitals are understaffed – doctors rushing around with no time for meals because of a need to keep waiting lists down; patients sometimes being ‘treated like meat’; over-management and wastage resulting from a focus sometimes on non-essentials; duplicated paperwork and inefficient use of staff (as well as patient) time.

Objective 2  which explored the reasons for guide dog ownership or non-ownership revealed the following:

The primary benefits of ownership were seen as follows:

· Independence, mobility and confidence

· Social and psychological benefits

· Security

The reasons for non-ownership, many of which constituted barriers to ownership, were as follows:

· Misperceptions regarding eligibility for a guide dog including one’s state of vision, cost, age, walking speed, permanent ownership (i.e. keeping the dog even upon its retirement)

· Incompatibility with the non-owner’s existing lifestyle

· No perceived need for a dog

· Non-acceptance of one’s visual impairment

· Responsibility involved in caring for a guide dog

Finally, objective 3 reviewed attitudes towards greater involvement in the shaping of services  which participants have received, are currently receiving or are likely to receive in the future. A role was seen for both individual and organisational proaction as well as reaction as a definitive means of exerting influence on systems providing services. 

In terms of advancing the underlying raison d’etre of Guide Dogs of which many participants were proud beneficiaries, a number of GDOs within the various groups felt they could be better utilised by the organisation in two key areas:

· Educating the public about guide dogs – the organisation/services provided, etc – through increased local/national action within all sectors of society.

· Supporting and educating other members of the visually impaired community – potential guide dog owners and otherwise – by providing advice, support, and general education about living/working with a guide dog.

Both owners and non-owners felt that such activities would help make Guide Dogs more approachable and open to self-evaluation/auto-criticism, as well as help remove/minimise misperceptions about guide dogs.

1
INTRODUCTION

A number of research needs were identified by Guide Dogs which led to the inception of a combined research project aimed at:

· Exploring the experiences of blind and partially sighted people in using the National Health Service, especially GP surgeries and hospitals

· Determining the reasons for - and perceptions of - guide dog ownership and non-ownership

· Eliciting the views of blind and partially sighted people in relation to their potential role in influencing health and social care services

This report outlines the findings of the initial, qualitative stage of this combined research project.  These findings will feed into the development of a questionnaire to be administered to a larger and more representative sample of visually impaired people.

2
METHODS

Between 27th January and 3rd February 2003, two researchers from the Policy and Research Department at Guide Dogs conducted a total of six focus groups at four locations within the UK.  A total of 29 participants attended the six sessions. The participants within each group were either guide dog owners or users of other local, voluntary services for visually impaired people.  Details of the groups are given below:

Group 1:
-
(Bristol) six guide dogs owners

Group 2
-
(Bristol) five RNIB  service users

Group 3
-
(Wolverhampton) four  guide dog owners

Group 4
-
(Newcastle) four guide dog owners

Group 5
-
(Newcastle) six Society for the Blind members/ service users

Group 6
-
(Larkhall) four guide dogs owners

The discussion was divided into three sections, each corresponding to the areas of research interest. The first, and longest section of the discussion, focused on experiences and views of the National Health Service with particular reference to GP surgeries and hospitals.  The second section addressed reasons why guide dog owners had chosen to apply for a guide dog and, conversely, why non-owners had opted not to get a guide dog.  The final section briefly examined participants views of the role of service users in influencing health and social care services. On the average, a session lasted about two hours including a brief break after the first section for refreshments. (The focus group topic guide is appended.)

3
EXPERIENCES OF THE NATIONAL HEALTH SERVICE

3.1
GP Surgery
The focus group discussed the degree to which GP surgeries and their staff are able to fully respond to the range of needs of blind and partially sighted people from the point of their arrival at the surgery to their departure – including any other follow-up needs arising from the visit (e.g. prescriptions, referrals, etc).  The quality of these facilities and their capacity to respond effectively to the needs of visually impaired people appear to vary widely by GP surgery and by GPs/other staff within each surgery. 

3.1.1
Physical Access to the Building in which the Surgery is Located

Many participants felt that access to their surgery was generally of an acceptable standard. However, for some people, access was not unproblematic. In one case, the surgery was situated across a busy car park, making the crossing (especially for a non-sighted person) quite hazardous: ‘to get from the footpath to the front door, you’ve got to go across a car park… Finding it is not that easy. The dog’s got used to it now but the first few times it was extremely difficult…’  In general, it would be fair to say that the relative ease of access to the surgery described by participants was attributable more to individuals themselves becoming familiar with and avoiding any potentially hazardous features near to/around the entrance to the surgery, than to any real planning on the part of the surgery to make it more accessible to those with a sight loss.  Accessibility for other disabled peoples such as, in particular, wheel chair users was also seen as problematic by a number of participants. This was a feature of both the older and more modern surgeries in spite of the fact that some participants had been told that their recently built facilities had been designed and built to ‘accessible standards.’ In contrast, participants in Scotland were quite positive about the accessibility of their GP surgeries: ‘I think up here … most of them have been kind of modernised. Most of them have ramp access and all the rest of it…and automatic doors as well.’

3.1.2
The Reception and Accessing the Consulting Room

Opinions about the quality of the reception area, especially as regards facilitating access to the consulting rooms, were divided.  Receptionists and the reception process itself were described as excellent and very helpful by a number of participants – patients were signed in, assisted in finding a seat in the waiting area and help provided in getting to the consulting room. In some cases however, receptionists were seen as obstructive, often unaware of the fact that the patient before them was blind, and when made aware of this fact unable or unwilling to provide the required assistance: ‘You go in and stand at the desk and they just look at you waiting for you to see them and say something;’ or ‘nobody says can I help you… Its down to other patients waiting to tell me there’s someone in front of me or there’s a seat available.’ In such cases, patients would often be instructed to ‘sit over there’, with little assistance provided in getting from the reception area to the seating area and then to the consulting room. Similarly, a few participants described an incident in which they were handed some forms to complete (as part of the registration process) by a receptionist who was clearly oblivious to the implications of the gentleman’s sight loss. Assistance then had to be sought – either from the receptionist or a family member.

The design/layout of the surgery was seen as particularly important. One participant was particularly positive about their surgery, and the colour-co-ordinated signs.  Two participants described as difficult the open plan design of their surgery which in effect constituted ‘a great big room with nothing to give you any soundings about where people are or where things are.’ 

The system for ‘calling up’ or channelling patients to be seen by their doctor came under considerable criticism by a number of participants. In a number of cases, surgeries used screens on which the doctor’s and patient’s names and the room number were displayed and/or scrolled across, while some described a non-tactile ticketing system. One participant described a screen which was situated quite high up on the wall and which was illuminated by light from underneath, making it impossible for him to see. In these cases, without the additional announcement of names, turns could very easily be missed. For many participants, systems that worked well had to include the announcement of names plus assistance to the appropriate consulting room, when this was required. For example, one surgery used a tannoy system to announce the patient’s name and consulting room number. In addition, the actual numbers on the doors were extremely large, thus considerably improving its visibility for those with some residual vision. 

Where participants were guide dog owners, they had not, in the main, encountered resistance to bringing the dog into the surgery: ‘my dog is welcome in my surgery’.  Staff sometimes provided appropriate help with the dog, for example, taking the harness from the owner when he sat down.  In fact, some noted that having the guide dog helped to make those within the surgery more aware of their visual impairment and related needs, and had in some cases even improved their relationship with surgery staff.

In virtually all those surgeries described as having an effective ‘patient channelling’ procedure by participants, the GPs themselves or other staff always led patients into and back out of the consulting rooms. This level of responsiveness to patients’ needs appears to have occurred as a result of some degree of awareness raising (mostly informally and with repeated visits of the patient) on the part of the staff. In other words, participants had educated their GP, receptionists and nurses about their specific needs within the surgery. As one participant explained, ‘the doctor calls my name out but where do I go…? Eventually I managed to persuade him to come and find me…but it took 2 years to get that sorted.’ This is why the following statement by another participant on the great need for VI awareness training within the surgery is particularly relevant: ‘most people are quite willing to help, but sometimes they don’t quite know how to help you in the right way.’ 

3.1.3
The Consulting Process

The overwhelming majority of participants were particularly positive about the quality of the consultation process with their GPs. Sentiments such as those expressed in the following quotes were repeatedly voiced during the course of the six group sessions: ‘my doctor was really and truly marvellous’; ‘my GP is very caring, supportive and helpful - very obliging indeed’; ‘I owe my life to my GP. If not for him I would not be here’; ‘my doctor is excellent. He is aware of my condition and in contact with the local hospital’; ‘I know it sounds almost sycophantic, but my GP has really helped me over the last two years - since I lost my sight. I’m really very happy with my doctor’; ‘I truly cannot fault my GP surgery with regard to disability issues’… It is clear that for many participants the relationship between them and their GP is one that is highly valued. 

Yet, this overwhelming confidence in GPs notwithstanding, there were some participants who had changed their GP because of what they termed their ‘GP’s obstruction’: ‘My GP held two fingers in front of my eyes and asked me how many fingers I could see. I said two. “Right,” he said, “you don’t need a guide dog.”’ Another participant had changed her GP since acquiring a guide dog because her doctor ‘didn’t like the dog going into the surgery. I would go in with [my wife]. She would look after the dog and I would go in with my white stick.’ There was a feeling on the part of the majority of participants that GPs and other staff ‘have no real awareness of what blindness means… It’s a disability you can’t see… It’s not obvious. My eyes work but I can’t see.’ It would be accurate to say that many in the group concurred with the following sentiments: ‘They’re frightened of it [blindness]…They don’t know how to approach it. They don’t know what language to use… they’re frightened [about] what to say and they don’t know how to deal with it.’ Another participant was in the process of changing her GP, primarily because of a tendency on the part of the GP to look away from her when speaking to her during consultation. ‘I keep wondering if he’s talking to me or just muttering to himself…It’s so annoying.’  .  As one participant noted, the quality of care and the patient-GP interaction will inevitably vary: “It’s just down to the individual doctor”.  

Individuals described varying levels of expressed interest by their GP in their sight problem. Some GPs were comfortable dealing solely with the condition which had generated the visit: ‘my GP has never [since referral] asked me about my eyes’, or ‘his attitude is - it’s a specialist subject, I’ll make an appointment for you.’ Other participants described doctors who had clearly shown a greater interest in their eye condition, even to the point of thinking they know more than the specialists: ‘there’s no need to go and see the specialist [the doctor would say] no matter what was wrong with you.’ Other GPs readily acknowledge the expertise of the patient as regards his/ her eye condition especially where there was a linkage with other health issues, such as in the case of diabetic patients. Some participants attributed their doctors’ interest in their eyes to curiosity: ‘they’re doctors and therefore they’re curious…they’re interested in the condition.’

GPs’ knowledge about care services for VIs also varied considerably. While some GPs were able to provide information about Guide Dogs or long cane training (and indeed facilitate access to these services - one GP had in fact been on a Guide Dogs-sponsored visual impairment awareness course), others were clearly unaware of the care and support services available. As one participant noted:

What I've found… through the work I've done is that the knowledge kind of varies about eye conditions.  What is lacking in some surgeries is that they might know what macular degeneration is or RP but they might not necessarily know about the support groups that are connected with those particular eye conditions.

Many participants stated that in spite of information about their visual impairment being documented in their notes, they felt as if they were constantly having to re-educate staff about their sight loss and the needs arising thereof. This need for GPs/other staff to read patients’ notes and be aware of any particular needs (including those relating to mobility and access within the surgery) prior to the patient’s arrival at the surgery was seen as crucial. This is why seeing a different doctor/locum at every visit, especially where there has been no/minimal consultation of notes by staff, is seen as particularly problematic by the visually impaired population. 

3.1.4
Obtaining Prescriptions and Repeat Prescriptions

There seemed to be considerable differences in the provision of services relating to prescriptions and repeat prescriptions – or in some cases in patients’ knowledge about the services available to them.  Some participants were able to phone in to their surgery to request a repeat prescription, while others had to visit the surgery in person.  In some cases, prescriptions were then forwarded by the surgery to the chemist although some participants had to pick up their prescriptions and take them to the chemist themselves.  Delivery of prescriptions to patients’ homes by chemists was also provided in some cases.  Boots the Chemist in Bristol was praised for its understanding of visual impairment issues reflected in the quality of treatment provided to people with a sight loss, but there was some concern over whether supermarket pharmacists would have this training. A small minority of participants obtained their prescriptions or medication labels in preferred format.  This seemed to be because this was not offered as a matter of course, leaving participants dependent on family members to help identify their medication.

3.1.5
Communication

Almost all participants explained that correspondence from their GP surgery, leaflets, prescriptions and medicine labels are not, as a matter of routine, provided in preferred format.  In some cases, receptionists will read correspondence over the phone, but more often participants rely on computers to scan or partners/family to read the correspondence.  This caused some embarrassment in one case when a father read the results of his daughter’s smear test.  Although in a small minority of cases participants had unsuccessfully requested their correspondence to be sent in preferred format, they had, in most cases, not specifically requested that their correspondence be sent in preferred format or read over the phone – often because they felt it would not be possible. 
The provision of large print/braille prescriptions and medication dispensation were seen as issues which had still not been addressed by the medical establishment, and which continued to impact greatly on people with a visual impairment – especially from a safety point of view (correct medication, correct dosage, allergies to medication, etc.). 

The signage used in surgeries is often unclear, often not in Braille and its location (such as on a wall or a door) not at all obvious, hence from one participant, ‘I arrived at the surgery and it was shut for break. But I couldn’t read the notice on the door – it was not in braille.’

Finally, although the focus of the discussion was on the specific needs of participants as visually impaired people, some of the issues and concerns raised by participants in relation to their GP surgeries were not specific to their visual impairment. For example, some mentioned their concerns about waiting times for appointments (sometimes over a week), difficulties in getting past the receptionist, the importance of accurate diagnosis by GPs, insufficient time with the GP and long delays and inefficiencies (including loss of notes) in the referral process. 

3.1.6
Advancing Solutions: The Users’ Perspective

The Need for Visual Impairment Awareness Training 

There was a unanimous agreement on the need for awareness training on visual impairment issues for all health staff. It was felt by many participants that staff are not always immediately aware of their disability unlike, for instance, wheelchair users where the disability is more obvious.  This awareness training would be pivotal in helping to shape the kind of environment able to respond to the range of needs of blind and partially sighted people. The training proposed would deal with a range of issues, including:

· Being conscious of blind people as part of the community (in this instance health community) with the right to live life at ‘[their] own pace and in [their] own way.’

· Understanding the psychological ramifications of sight loss.

· Understanding issues around access, guiding/general assistance, appropriate language, sensitivity to peoples needs, etc. This includes staff awareness not to be put off offering help even if it is sometimes rejected.

· Understanding the vast variability in what people with a sight loss can actually see: ‘no two people are the same.’

· Increased knowledge of GPs about the social care services (long cane training, Guide Dogs, other support services) available to visually impaired people, particularly at the point of initial diagnosis or referral to an eye specialist, when timely support is most vital.

· Understanding the need for GP surgeries to offer patients/their users, as a matter of routine, communication in their preferred format.

3.2
Hospitals

In this section we examine the range of experiences described by participants about their hospital appointments/visits. Overall, the views and experiences of participants in relation to hospitals were much more varied, and often less positive, than those expressed in relation to GP surgeries. 

3.2.1 Physical Access to the Hospital

The ease of physical access to the various hospitals differed. For some participants, their general and eye hospitals presented few problems in terms of access, being located on a main bus route or by a train station and having clear walkways to the entrance. Some participants, however, felt that getting to their hospital was quite an ordeal. The crucial need for appropriate physical access is underscored in the following statement by a participant:

‘The hospital is purely designed to get to by car… Although there is now a bus service that goes into [one area of] the grounds, you’ve got to cross a big car park in order to get to the building - which is not really easy.  On the other part you’ve got this long driveway to walk down and there’s no footpath. So you’ve got to walk in the road with ambulances coming in and out. Up until 6 months ago they wouldn’t allow us to take in the guide dog – and now only on some wards. It’s not designed for pedestrian access generally, but when you can’t see you really need a footpath to take you right up to the door. 

One hospital could be accessed via public transport only by crossing three major trunk roads, none of which had any pelican crossings. In addition, the roads/pavements around the hospital were such that the participants and their dogs, much to their alarm, were off curb most of the time, which they described as ‘very very dangerous’.  For yet another journey to the hospital, the experience was described as ‘quite hazardous…The way we go in must be a sort of back entrance. We actually have to walk through busy traffic to get to the department.’ It was generally agreed that the greatest challenge in accessing hospital services is first getting to the hospital, and then getting from the main reception to the intended department.

3.2.2
 The Reception and the Outpatient Experience

Arrival at hospital for an outpatient consultation was unanimously seen as a challenging experience, but with major variation by clinic within the same hospital. One hospital had a system whereby upon arrival the patient had to find their doctor’s name and then report to the relevant reception area in order to sign in. This system failed to work for the participant for obvious reasons - he was unable to see or read the notices: ‘last time I was there I stood for about 4-5 minutes before I could find someone who would actually talk to me and point me in the right direction… I would have thought someone would have noticed a guy with a white stick, sunglasses and a guide dog looking lost…’ From another participant, ‘signing in and finding out where you are is a problem.’ Once the patient managed to do this however, ‘then the nurses from then on looked after me very well.’  This position was reiterated by another participant who found the signing in experience ‘difficult’ after which he encountered staff who were obviously very well trained in visual impairment issues within the clinic itself. In this case the clinic in question was the diabetic clinic. Again reinforcing the difficulty of signing in, ‘assuming you’ve arrived at the right entrance, you then haven’t a clue how to get to where you’re going.’ One hospital operated a porter system, but this was so over-stretched  that departments had on a number of occasions sent one of their staff down to the main reception to assist/guide patients to the department in order for them to be on time for their appointment.

Arrival at the relevant department, however, did not always guarantee an end to a patient’s difficulties: ‘on arrival, they would usually say, “take a seat in the waiting room”. Well my response to that would be where’s the waiting room? Because if you’re on your own, it’s up to them to get someone to show you the waiting room.’

The design and physical layout of the hospital was largely felt not to meet the needs of visually impaired people.  There is often poor signage and many encounter obstacles as they manoeuvre the hospital buildings and wards.  One participant described long narrow, crowded corridors with poor signage leading to the eye department, greatly hampering manoeuvrability with either a long cane of a guide dog: ‘getting from the main entrance of the hospital to the eye department is very, very difficult…They have a system of coloured tape on the floor, but, I mean what use is that…’ This description contrasted greatly with the set up within the actual department which was described as ‘wonderful, with good colouring and really nice large numbers and signage…’ 

Participants sometimes encountered a lack of awareness about visual impairment while undergoing examinations or treatment.  For example, one participant recalled being asked if he was illiterate because his referral note stated he could not read or write. An issue was raised by another participant about clinics and procedures within these clinics which require extra levels of sensitivity and training to enable the person without sight understand what is required of him/her. One such clinic mentioned was the breast clinic, where a participant described ‘shouting and irritable nurses’ attempting to convey to her the required posture (vis à vis the machine) for the mammogram to be correctly done, eventually reducing her to tears.  There was a sense that, perhaps because of the large volume of patients waiting to receive treatment, some hospital staff are impatient and unhelpful, which put one participant off returning to get much-needed treatment.  Although this problem may not be unique to visually impaired people, it was felt that impatient staff were less willing or likely to address the additional, individual needs of disabled people.

Most participants believed that their hospital experience generally improved with each visit, primarily because with each visit they themselves became more familiar with the environment and additionally, staff became more aware/knowledgeable of their needs.

3.2.3
 The Eye Department 

The experience at the eye department was mixed for many of the focus group participants.  Eye departments were not seen as representing ‘best practice’ by many of the participants on any of the issues examined – access, signage, sighted guiding, rapport with consultants/other staff, etc – although two eye departments were highly commended. The staff at Gartnavel Eye Hospital in Glasgow were praised by Larkhall participants:

The staff in there, they know exactly what they're doing.  They will come, they will get you, they will give you their arm, they will take you to where you've to go. They will sit you down, they will come and get you again, and they will put you in the seat beside the doctor. They know exactly what they're doing, and then they will take you back to where you're supposed to go to get your appointment and then to the door.

Similarly, the new eye clinic at the RVI in Newcastle was well rated: ‘they’ve got a very swanky new clinic at the RVI which is wonderful when you get to it… they use colour and really large numbers … but the signage to get there is almost non-existent.’ 

In describing the signing in process within the eye department, experiences differed. Participants’ comments included, ‘they get quite stroppy when you can’t read the board’; ‘they gave me a piece of paper with a number on it. I couldn’t read the number’; ‘one nurse pointed to me and said “go down there to the blue door.”’ Staff were described as a ‘mixed bag’ with some people more able and/or willing to help than others.  In addition, it wasn’t always clear whether staff had received training on visual impairment issues. One significant demonstration of this suggested lack of training which was cited repeatedly was of staff in the eye department wanting to put drops in the eyes of blind and partially sighted people as part of a routine/prep process. Additionally, where agency staff were used, they were not necessarily aware of VI needs. 

Descriptions of participants’ relationships with their consultants were not quite as effusive as that with their GP.  On average, the relationship was seen as ‘okay,’ with doctors at both ends of the spectrum. A few participants described the ophthalmologist as excellent, "very pleasant" and “he always tells me what’s going on”, while others felt they were not fully informed or involved in the treatment/ examination.  One participant remarked: “They never tell me what’s actually going on… they just don’t answer the questions”; another recalled that “He would just sit there with a monocular looking into your eyes, busy scribbling away, and just literally walk away”; and in another case, a participant described his consultant as speaking over him to his advocate.  One participant also pointed out that consultants do not always address emotional needs, focusing purely on medical needs.  The distinction between GP and consultant as perceived by the participants is best summed up in a phrase used by one member of the group: ‘GPs provide personal care…hospitals are characterised by paperwork and long waits.’ Some participants mentioned the lack of continuity in the care/treatment provided: ‘I don't think I've ever seen the same doctor twice… though they know what they've got to do, they're pleasant enough and they do their job… they read the notes’.  In particular, while it was acknowledged that the quality of care in teaching hospitals was very good (with an international team of world renown staff), the high turnover of staff, was seen as disadvantageous. As with GPs, participants perceived that hospital doctors had varying levels of interest in the conditions of patients.  One participant was constantly having to explain his condition to new nurses and having an audience of several ophthalmic and student doctors during consultations because his condition was of such medical interest.

The free flow of information about the availability of help/resources within the department wasn’t always present, even in those clinics seen to be good. For example in the one highly rated eye department, most of the users at the focus group were unaware of the presence of a low vision liaison officer right within the eye clinic able to dispense information and advice to members of the public. This was referred to as a ‘good but not well advertised service.’

3.2.4  The Inpatient Experience

As in the case of outpatient clinics, the inpatient experience was also quite varied, encompassing extremely positive experiences to quite negative ones. Regarding the former experience, one participant stated: 

I’ve had four operations over the last 8 months and each time they have fallen over backwards to provide me with the right service. When I’ve gone to see the consultant to talk about the operation, he has spoken to me not my guide. He has explained everything to me in English I can understand. They have gone out of their way to make it simple for me. Before the operations they have talked through everything at least 2 or 3 times...They explained the environment I was in…They really worked hard.

The participant explained that he had taken the time to inform the hospital before his arrival that he was registered blind and would need help, underscoring the personal responsibility which all participants believed to be part of an effective two-way communication process. 

Much of the difficulty recounted appeared to focus on occurrences while on the ward. Communication emerged as a significant issue, once again, for many people. One participant described a consultant who ‘came in with a [consent] form threw it on the bed and said “you need to sign that,” and then walked out. He didn’t ask if I was able to deal with that on my own.’ Another participant spoke of being referred to as ‘partially blind’ by a nurse on the ward. Other occurrences of inappropriate/poor communication when addressing sense-impaired people were also described by participants. Many participants talked about food being left on trays in front of them, and then removed when it had become cold without them realising that this had occurred. Another participant had the distinct feeling, confirmed by her partner that the ‘staff tried to get rid of me as fast as they could.’ To the couple, the staff on the ward couldn’t understand the participant’s inability to find her way to and from the toilet which was up a flight of very steep stairs. After waiting considerable lengths of time to be helped to or back from the toilet/bathroom she was left feeling as if ‘I was just in the way…’ One participant described how the dressings on a gangrenous foot had been left unchanged for considerable lengths of time: ‘nothing was being done about the actual dressings – cleaning me up or anything… nobody ever told me or explained what was wrong. I just thought to myself – that can’t be right…’ In addition, this same participant was moved three times from one hospital to another without ever actually being told where she was being taken to. 

One participant stated that blind and partially sighted people were so invisible within the hospital setting that he often felt (whenever he encountered a blind person in hospital) like putting a big sign over their bed saying, ‘this is a blind person. Please talk to them!’ One participant summed it up in these words: ‘they [ward staff] don’t appreciate that you’re not getting the message… Sometimes it’s down to how vocal a patient is or to the other patients in the ward to ensure the patient gets the needed help…In all the allied health professions there’s not one of them that does anything on visual impairment within their training.’ Another participant revealed that this was true of medical education also.

3.2.5
Guide Dog Access to Hospital Clinics

Many GDOs found they were able to bring their dog with them into hospital buildings, except in surgical areas. There was some variability, though.  While visiting someone else or when one was in a private room bringing in one’s dog was not, in recent times, a problem. Dogs could however be refused access in larger wards or ambulances.  Some staff were not always willing to look after the dog while one was in hospital. In addition, none of the hospitals catered for the needs of the dog – for instance a bowl to drink from, or someone to escort the dog out if it needed to spend etc. – especially given the long waiting periods to which patients are currently subjected in hospitals. There was a feeling that the programme, Pets as Therapy seems to have contributed to increased acceptance of dogs within hospitals.

Finally, in conclusion of the discussion on the hospital experience, participants raised a number of general issues which, although not specific to sight loss, had nonetheless impacted upon their experience of the hospital. The issues raised included

· The lack of cleanliness of some hospitals

· Long waits in A&E despite discomfort

· A perception that hospitals are understaffed – doctors rushing around with no time for meals because of a need to keep waiting lists down; patients sometimes being ‘treated like meat’; as well as over-management and wastage resulting from a focus sometimes on non-essentials. 

· Duplicated paperwork and inefficient use of staff (as well as patient) time

· Staff who don’t always read notes 

3.2.6
Advancing Solutions: The Users’ Perspective

Need for Significantly Improved Communication

Information given at the hospital and appointment letters/cards sent from the hospital are, in the main, not in preferred format, and sometimes in unclear writing.

Signage is a major problem throughout hospitals. There is a perception that the size recommendations issued by the JMU (Guide Dogs and RNIB) in the sign design manual are flawed. The recommendation states that signs should have a print height of 15-25 mm.  The participant proposed that anecdotal evidence he had gathered suggested that only a minority (5%) would be able to read signs of this size. These text and pictogram size recommendations need to be reviewed. 

The GP is key in the referral process. It is her/his responsibility to alert the hospital via the referral letter (there is provision for the communication of particular needs on the referral form/letter) that the patient is blind or partially sighted. This does not always occur. 

The unanimous position was that ‘a voice is necessary.’ People with a visual impairment have to raise their voices to express their needs and assert their rights when it becomes necessary, particularly since, in the opinion of a number of participants, ‘people don’t expect [us] to have a voice. There’s an assumption that visually impaired people are less intelligent than other people, because they haven’t had an education…’ It was, however, recognised that this assertion of rights and expression of needs would only occur if there was a sufficient level of confidence on the part of the person who is blind or partially sighted, highlighting the need for timely and appropriate sign-posting to support services.  

There is a need for hospital staff to routinely inform and involve patients in their treatment/ examination.  This issue is particularly salient where patients suffer sensory impairment and may not be aware, for example, of where they are being moved to or the procedures being undertaken.  Related to the previous point, it should not only be those people with the confidence to demand clear and consistent information about their condition, diagnosis, treatment, etc. who receive it.   

Need for Visual Impairment Awareness Training
· Education, training and awareness raising, as in the case of GP surgeries, emerged very clearly once again as a major prerequisite in addressing the needs of blind and partially sighted people, ‘so that people naturally do things in the right way’ without having to be asked. In particular, it was suggested that staff at the main reception should be trained to provide support for visually impaired people. Specific training issues raised within the hospital, over and beyond the GP setting included:

· Awareness training, specifically to address what many participants perceived to be a difficulty of the medical establishment (particularly non-ophthalmic doctors, nurses and others) – a fear of blindness. ‘They are frightened of dealing with eye conditions: they’re scared of it…’

· Awareness training to eliminate a perceived distinction between guide dog owners and cane users. One participant summed up the experience of greater levels of discrimination against long can users as follows: ‘as a guide dog owner I am known as Mr X who happens to have a guide dog, whereas with a white stick I am seen as Mr X who is a blind man.  In effect the white stick is seen as the ‘stigma stick’. It very often attracts less help within the health (GP or hospital) setting than a guide dog. 

· Awareness training to eliminate the many misconceptions which doctors and other medical staff themselves have about guide dogs and their capacities, and more significantly, about who can own a guide dog.

· There was a general recognition that VI education should not be limited to already qualified staff, but should be incorporated into the training programme of medical, nursing and all allied professions.

· The need for information/support services to be located within hospitals/eye clinics and for information on the existence of that service to be made widely accessible to users, was seen as an important way forward in improving care to people with a sight loss.

4
REASONS FOR - AND PERCEPTIONS OF - GUIDE DOG OWNERSHIP

4.1
Initial Reasons for Owning a Guide Dog

The initial reasons and circumstances for applying for a guide dog were elicited.  In several cases, participants were encouraged to apply for a guide dog by people they knew or met, including Guide Dogs staff, social workers or day centre staff: ‘a day centre manager bullied me into it’. Others knew GDOs and had seen what the dog was capable of doing.  Some were looking for increased independence/mobility, often because they had found using a cane very difficult or limiting, or had lost the confidence to go out at all, as illustrated in these comments from one participant: ‘because I lost my sight so very quickly, I was very frightened of going out of the house at all. I was becoming more or less a recluse, agoraphobic almost.’ 

For some, the idea of getting a guide dog was not a natural one – there were a number of disadvantages or misperceptions (see below) that initially presented themselves as barriers to applying.  One disliked dogs and another felt it would be a ‘nuisance’, or ‘the hairs would be a problem for partner/ friends… but once they met and trialled the dog they changed their mind.’  One participant thought it would be unfair on his pet dog to get a guide dog, and another did not want to have to leave her young family to go away to be trained with dog.  Families also sometimes helped persuade participants of the value of the dog, once they trialled it.

A number of GDOs who were pet dog owners prior to becoming GDOs felt that this fact, that is the experience of dog ownership, had made them more attuned to the idea of getting a guide dog.  Participants were also asked whether their expectations of owning a guide dog had been different to the reality.  Several felt that owing a guide dog was much harder than they had expected. Indeed, to get to the point of a real, working partnership with the dog, all participants agreed that ‘it takes a long time … months and months of hard and constant work post-training.’  In at least one case, though, expectations of what a guide dog could do had proven to be unrealistic: one woman had believed the dog would instinctively know the way to the bank.

4.2
Guide Dog Ownership: The Benefits

4.2.1
Independence, mobility and confidence

Several participants described the impact of having a guide dog in terms such as ‘he’s completely and utterly changed my life’, ‘it’s the best thing I ever did - she’s wonderful’, ‘gave me back my life’, ‘my dog is my life.’  Participants agreed that independence, mobility and confidence were the most significant benefits of guide dog ownership. One participant captured the sentiments expressed almost universally throughout all the focus groups about the independence restored to an individual upon becoming a guide dog owner as follows: ‘it’s a truly wonderful feeling, isn’t it when you get that freedom back!’  Mobility was described as faster, more relaxing, more natural, and more pleasurable with a guide dog than with a cane. ‘You don’t need to concentrate on the obstacles, they take you round them.’  When one owner was asked how he found the dog in comparison to the white stick, his response was, ‘[it’s] a Rolls Royce compared to a Lada.’  For those who enjoy walking, having a guide dog allows them to go out and get exercise much more easily.

4.2.2     Social and psychological benefits

The social impact of owning a guide dog was also discussed in all the guide dog owner groups.  The dog was seen as acting as an ‘ice-breaker’: ‘people talk more to you when you're with the dog…canes are anti-social’, ‘I've made a lot more friends with the dog.’  As well as aiding social interaction, owning a guide dog evidently facilitated getting assistance and recognition from people: ‘people don’t offer you assistance with the cane… they get out of your way,’ one participant remarked, and from another, ‘it’s an advert. It says this person has a problem.’ One participant described how his guide dog had converted his bus journeys from a nightmare of abuse by recalcitrant bus drivers who resented being stopped, in their perception, quite arbitrarily and inappropriately, to pleasant, courteous, respectful and helpful drivers who had obviously become sensitised as a result of the dog’s presence. 

There appear to be different public perceptions of people with a guide dog in comparison to people with a white cane.  It was suggested that this seemed to be because people perceive that owning a guide dog signifies genuine and severe sight problems, whereas using a long cane is a less visible sign of disability.  Owners agreed that having a guide dog raised their status as visually impaired people.  One commented, ‘a guide dog is the only prosthesis that adds status.’ Indeed one participant was so convinced of this fact as to state that the status acquired by an individual in the event of becoming a guide dog was ‘the biggest advantage of having a guide dog.’ Another participant spoke of his guide dog ‘opening doors’ for him. Some participants stated that having the dog made them more outspoken, because ‘people don't baby you’. White cane users similarly felt that GDOs get more attention than cane users: ‘the person with the guide dog always gets served first’, ‘you need the dog to get attention’.  One GDO concluded: ‘I'm treated like a human being with my dog; with my white cane, I'm just a blind man’.  Furthermore, several participants referred to sighted people's ‘fear’ of the white cane and of the signified blindness.  A white cane stigmatises and people are afraid to talk to you, ‘but a dog is nicer’ and less threatening.  

Psychological benefits of a guide dog were also significant.  Several owners mentioned that they enjoyed having the dog for company and appreciated its loyalty. While it was pointed out that some owners merely regard the dog as a ‘mobility tool’, several owners mentioned that they enjoyed having the dog for company and appreciated its loyalty.  As one participant remarked, ‘it's not just a guide dog, it is a companion, it's a pal… I trust my dog before I trust my wife!’  Indeed, one non-owner who was planning to apply for a guide dog in the future cited ‘friendship’ as one of the main reasons for wanting one. 

Perhaps one of the most gratifying of statements, made to Guide Dogs as an organisation, was in reference to the role of the GDMIs and by implication the GDTs in the restoration of confidence to people who have suffered a sight loss. The following statement by one of the participants (agreed with by the vast majority) best sums this up:

They [GDMIs] don’t treat you as if you’re down or dis-empowered. They treat you as if you’re an ordinary person with a job to do. They’re kind and understanding, but they treat you as if you’ve got the sense, the responsibility, the ability to train with this dog… I’ve seen people go away to train and come back almost different people. They’re added to, they’re built up. They gain so much more than the dog and mobility – they’ve gained person, person being put back together again. And it’s because of the way they’ve been dealt with by the trainers. The trainers treat them as an equal, not as some poor person, some sorry person…’

4.2.3
Security

For some participants the security of having a dog was a comfort: ‘[this areas] is not the worst of areas, but it does give you confidence when you have the dog with you walking the streets,’ or from another participant, ‘going out with the dog…I felt so safe again. I could do the things that I wanted to do on my own.’ Most participants agreed that a dog was ‘less of an advert for muggers’, although one GDO pointed out that the dogs themselves could be attacked. While it was not thought that the dogs might not necessarily defend their owner if the owners were attacked, the perceived loyalty of guide dogs to their owners’ well-being was nevertheless a definitive source of comfort to many. The dogs were seen as loyal, ‘putting their owner first’: ‘they’re wonderful companions and so loyal. I’ve had two bad falls…It was my fault…She didn’t leave me.’  A related area of security dealt with the dog’s ability to return their owner home if lost: ‘she [the guide dog] could bring me back home easily if ever I got lost.’ 

4.3
Guide Dog Ownership: The Limitations/Drawbacks

It was acknowledged by owners that there were some drawbacks to having a guide dog.  For example, attention from members of the public can sometimes be overwhelming or unhelpful.  One woman described the constant attention as difficult to cope with, while others were generally only concerned when people tried to feed the dog, thus undermining their training.

Although the guide dog was the first choice of mobility aid for owners, most owners described times when they would not take their dog with them.  Supermarket shopping, especially when busy, was widely considered easier with a sighted guide than a dog.  A couple of participants mentioned that they did not take the dog to places such as the pub, or in the case of another the theatre. This was because (in the company of sighted friends/partners) these GDOs felt it would be unfair to place the dog in an uncomfortable situation, such as for example, not having adequate room for the dog to lie down or where the dog would be bored.  Where physical accessibility was seen as difficult, for example narrow corridors leading to the eye clinic, one participant found it easier to take a sighted guide than his dog.  In some cases, where taxis or hospital transport are used in a door-to-door service, GDOs may not necessarily choose to take their guide dog.

Although access was not generally a problem for owners, on occasion owning a guide dog restricted access, for example in taxis.  One owner pointed out that being turned away can ‘knock your confidence’.  Some owners gave examples of where they had been made particularly welcome with their dog, and for example, provided with a dog bowl (e.g. Debenhams, Eye hospital).

Several participants noted that the public has unrealistic expectations about guide dogs, who, as one participant put it were seen as having ‘magic powers’ which enable them to carry out certain tasks such as crossing roads without help! There was a general feeling that the partnership between owner and dog was little understood by the public. In addition, there was a perception among many GDOs that members of the public sometimes assume they know more about looking after the dog than the owner.

4.4
Non Ownership: Reasons/Perceived Barriers

4.4.1 
Misperceptions

When non-guide dog owners were asked why they had decided not to apply for a guide dog, their reasons were varied.  In a number of cases their reasoning was based on misperceptions of owning a guide dog, or a lack of knowledge about guide dogs. Even some GDOs mentioned misperceptions they had had prior to applying for their first guide dog.  It is clear that a major barrier in even applying for a guide dog is a lack of widespread, accurate information about criteria for ownership and what is involved in owning a guide dog.  As one non-owner pointed out ‘there must be an awful lot of visually impaired people who don't get help, who don't know what's out there for people… If it hadn't been for [the Rehab  worker] I wouldn't be doing anything that I'm doing now’.  In most cases, information had simply not been given to non-owners about applying for a guide dog and to some extent the groups provided an opportunity for them to ask questions about application criteria and issues around ownership.

The following misperceptions were repeatedly raised:

· State of vision
Total blindness is a necessary precondition to apply for a guide dog. Residual vision disqualifies one from applying for a guide dog.  One of these cases, though, was based on an experience of applying for a guide dog and been rejected on the basis of having too much residual vision.

· Cost 

Several participants asked how much it costs to buy a guide dog.  One participant described his friends raising money to buy him a guide dog when he first lost his sight.  Others enquired about the cost of buying a guide dog. 

· Age
One older woman thought there was an age limit for applying to be a guide dog owner and had assumed that being older and ‘not thinking quick enough’ meant she would not be able to handle or care for a dog.

· Inappropriate Accommodation

Living in council property precludes one from having a guide dog. 

· Walking Speed 

There was a perception that one’s walking speed determines whether one can apply for a dog.  One participant had been told that ‘if you can walk faster than a guide dog, you don't need to use it.’ Another participant also thought that if you could walk faster than a GD you would not benefit from having one. 

· Permanent Ownership: Keeping the Guide Dog upon Retirement
One participant thought the owner had to keep their retired guide dog, even after being given their new dog, something that had put her off applying.

4.4.2 Incompatibility with Existing Lifestyle

Other reasons suggesting an incompatibility of people’s existing lifestyles vis à vis guide dog ownership were also discussed.  These included concerns about already owning pet dog(s) in terms of the conflict between the animals; the hard work involved in looking after the dog; and spending a lot of time in taxis and meetings.  Some enjoyed being left alone by people, because they used a cane.

4.4.3 No Perceived Need 

Two participants described being ‘sufficiently independent’ and mobile and did not want to deny someone else who would benefit more from a dog.  One long cane user felt that although the companionship of a dog would be nice, he did not need a guide dog because the cane provided enough help with mobility. He felt he would be ‘lost’ without his cane. Two participants felt that some guide dog owners used the dog as a ‘fashion accessory’ - not looking after it properly or working it enough - and did not want to misuse the dog in this way.

Many non-owners concluded that a dog would clearly benefit some people - people who like dogs, and have sufficiently poor mobility or independence, for example, but in their case they felt a dog would not be right.  Some participants did remark that they may well reconsider their position and apply for a dog in later years.  One woman already knew she wanted to apply for a guide dog as soon as her sight got worse.

4.4. 4   The Need to Accept One's Visual Impairment

It was felt by some that there undoubtedly needs to be an acceptance of one's visual impairment before applying for a GD. As one participant put it ‘I was put off even registering as blind because of the stigma and association with Sunshine Coaches and being sent off to the seaside for day trips’.  It was felt by one owner that the dog - like a cane – can signify vulnerability.  Another GDO agreed that applying for a guide dog required first accepting one’s own visual impairment, and also raised the point that applying for a guide dog might be perceived as ‘giving in to your disability’.

4.4. 5    Responsibility Involved in Caring for a  Guide Dog

Guide dog owners also speculated about the reasons why some visually impaired people might not want a guide dog. One of the most popular suggestions was in relation to the responsibility of looking after a dog.  It was agreed that owning a guide dog involved planning journeys and activities much more carefully, to take account of the needs of the dog (e.g. walking and spending).  The need to ensure that there is adequate provision for the dog in places  visited (e.g. hotels, stations) was stressed.  Several participants described having a guide dog as being ‘like looking after a child,’ and one participant observed that busy, modern - even ‘selfish’ - lifestyles were less accommodating for dog ownership.  Non-owners reinforced this point: ‘it's commitment both ways’, one pointed out; and another ‘a dog is not just for Christmas, you've got to love that dog twenty-four seven’.  ‘At the end of the day, you can open your cupboard and put your cane away’, another participant explained.

4.4.6  Other Reasons

Others acknowledged that some people simply do not like dogs or are allergic to them.  They may not want dog hairs on clothes or furniture, or to clean up after the dog.  One participant pointed out that looking after a dog when you have a sight problem, especially on your own, can be very difficult.  Not having the appropriate facilities at your home or in your neighbourhood, such as a back garden, was also suggested as an obstacle to owning a dog.  One participant also noted that people with multiple disabilities would generally be unable to have a guide dog..

5 USER INVOLVEMENT IN HEALTH, SOCIAL CARE AND VOLUNTARY SOCIETY SERVICES

5.1
Attitudes Toward Influencing Services 

A range of views were expressed in relation to how services could effectively be influenced.  There was no consensus about whether involvement or attempts to influence services were effective or appropriate.  Some felt, for example, that there was little that could be done to overcome difficulties and change attitudes; or that voicing complaints was counterproductive.  Where participants were more favourable in their views about involvement, this was defined either in terms of individual or collective action.  In some cases, people could visualise a role for both kinds of action.   In addition, examples were given of proactive and reactive forms of involvement/ influence.

Interestingly and unprompted, most groups raised difficulties they had experienced with transport and travel in the discussion about influencing services.  More of the examples given in relation to influencing services stemmed from negative experiences using trains, buses, taxis, roads/ pavements/ crossings than health/social care services.  In contrast, shops, and most restaurants and pubs, were considered not at all problematic. In one group M&S were praised as offering best practice service for VIs.

5.1.1  Negative Views about Service Users’ Involvement/Influence

Some participants felt disempowered or apathetic about their capacity to influence services.  Comments included: ‘If I'm refused access I just let it go… What can you do? You can't make them’;  ‘they've already made you feel terrible, so you prefer not to go through the situation and just not use them [taxis]’, ‘I don't know what to do [about trains]’; ‘I’m made to feel invisible’  One older man explained:

If I go to a shop and I get done, I don't complain. I just don't go in that shop any more… I'm always afraid it will end up with an aggravation, and it's not worth the hassle.  So you tend to just walk away and not go in any more.

These sentiments were also related to a sense of disenfranchisement from political processes: ‘virtually all people in parliament are sighted, so they don't understand…’ A number of reasons were given why some participants felt complaining or taking action was not necessarily appropriate.  Some felt that it was not their place to complain about health services because they are not experts on medicine; others, because they did not want to draw attention to their blindness or cause a fuss; or, because they felt they would only get worse service after complaining.  In the case of social care services, some participants felt that because there are so few RWs, some blind people are not getting a service at all. As a result, in their opinion, those lucky enough to receive a service should not further burden the service by complaining.

5.1. 2   Individual Action

Several participants pointed out that individuals have a responsibility to be assertive and ask for what they require. ‘It's education, it's us educating people within social services and the medical profession as to our needs.  So, therefore, we're responsible for their inaction’. One participant captured the process of asserting one’s rights as follows: ‘you have to learn to complain, but you have to learn how to complain without sounding embittered. I’ve walked away from most of the local blind associations because that’s exactly what they sound like… And I don’t think that helps anybody. You have to learn how to complain in an eloquent and bright fashion and make people aware of their legal obligations to you … and you have to be persistent’.  Another advised co-participants: ‘you have to know your rights’. For example - in some cases - the individual can forewarn establishments/ companies that they are VI or a GDO in order that they can make appropriate arrangements and thus have no excuse to refuse them access.  Several participants felt they had developed the ‘courage and conviction’ to stand up for their rights as individuals; not have any qualms about ‘being awkward’, asking for help or feel pressured to hurry.  One group participant felt he had ‘the right to go his own speed’ which he demonstrated while out shopping, by asking a member of the public/a co-shopper to help him check his change from items purchased before leaving the queue.

One form of action (or more accurately reaction) extensively discussed which was felt by participants to be within the purview of individual effort was complaints.  Several people had written letters to organisations to complain about their treatment, with differing degrees of success. For example, one individual wrote to the head of Little Chef after being ejected from the restaurant with guide dog and got a written apology.  Another contacted a university disability advisor about getting tactile paving and handrails put in, but three years later had achieved very little.  It is interesting to note that as a result of the focus group, this individual made contact with a Disability Rights Officer (another participant) and plans were made to ‘take on’ the university.  In another case, a participant wrote a letter of complaint to the Chief Executive of a minicab company in Bristol, and was informed that as the taxis were individual self-employed taxi drivers refusing access, the process of regulation was out of their (management’s) control.  Several participants concluded that the influence of an individual was quite limited in comparison to that of an organisation as an individual ‘can cite the law, but not force people to abide by it’.

Others were involved in influencing services in different ways, for example providing (in their professional capacity) disability awareness training to health professionals and campaigning for changes in laws or service provision (e.g. sitting on committees and writing to their MP/ Councils).  They were aware that campaigning to change the law is a long process, but that individuals can make a difference to attitudes and services: ‘know your complaint and be realistic, offer solutions’.  In particular, there was an awareness and sensitivity (throughout the six groups) to the fact that some less confident people would be less able to complain and thus may need an advocate.

In a more proactive capacity, a number of GDOs within the groups felt they were under-utilised by the Association, and suggested a potential role for owners in terms of educating the public or potential owners about guide dogs (providing a personal reference and support when lost sight).  This, both owners and non-owners felt, would make GDBA more approachable and remove misperceptions about GDs.

5.1.3  Organisational Action

Many felt there was a limit to what individuals could do to influence services. Bigger organisations, such as GDBA or RNIB or groups of individuals together, e.g. via LA Access Officers are better able to organise collective complaints and change attitudes, laws and facilities. ‘Authorities acknowledge recognised groups’, one participant observed. Guide Dogs, in particular, was considered to have a lot of  ‘good will amongst the public’ which could be used to get action.  One participant had effectively used an RNIB staff member as an advocate to change a piece of faulty low vision equipment.  However, some participants highlighted the limitations of relying on large, voluntary organisations.  One man had researched and written a report on local leisure services for a national VI charity, which had not been given any attention. Others perceived such organisations to be inefficient, with over-paid managers unaware of the activities of their staff.

5.2
Involvement and Influence within GDBA

There was a strongly expressed sentiment among guide dog owners both of a love and respect for Guide Dogs as an organisation, but also a clear acknowledgement of the existence of a culture, in their opinion, which did not invite or encourage auto-criticism. In the words of one participant: ‘I love Guide Dogs as an organisation, and I’m passionate about it, but I’ve come across several issues which alarm me. And when you try and raise them within Guide Dogs, the culture is such that you’re seen as attacking Guide Dogs as an organisation. Guide Dogs needs to be able to take criticism when criticism is due, and they need to act on it without taking it as a slur against the entire organisation. And I do think that’s what happens quite often.’ Many of his co-participants concurred. Two examples were cited where Guide Dogs failed to meet the very standards of communication which they and other organisations in the visual impairment field seek to ensure society abides by.  In the first example, it appears that a member of Council at the Middlesborough meeting on the closure of the centre ‘gave a presentation with a flip chart to a room full of visually impaired people… For Guide Dogs as an organisation, this is a shocking indictment.’ Another participant remembered watching a video along with other blind and partially sighted people about guide dog behaviour at a training session. Her observations: ‘I can understand that some people in the room could see some of the video, but I still thought it was a bit strange’.

Several participants mentioned a lack of involvement in planning individual services they received from Guide Dogs (e.g. location of training). There was a sense of disenfranchisement in relation to involvement within Guide Dogs.  GDOs within several groups felt their views were not considered in Guide Dogs strategic decision making (e.g. centres closure). Decisions had already been made or in the words of some, ‘railroaded through’ and people - staff and clients - were being ‘dragged along’ with the Association.  There was a feeling that consultation had been minimal; when it happened it was too late, and a sense that management was neither accountable nor consistent nor open to criticism. Two of the participants who were involved in the Client Consultative Committees felt they had done their best to communicate the views of GDOs to management, but that these were largely not heeded.  In addition, they found it difficult to publicly defend the Association's actions in which they themselves had little confidence.  They were critical of what they saw as ‘U-turns’ and ‘short-sightedness’ in management decisions, and ‘moving goalposts’; and felt the truth was not being communicated to owners or staff because there were ‘mixed messages’.  This was felt by one group (which included a former staff member) to have led to poor staff morale, which could have been avoided had the Association communicated earlier and more honestly: ‘taken staff into their confidence at the outset, involving them in resolving the problems.’

One participant was disillusioned after filling in a feedback form relating to their GD training which had then been ignored.  He concluded that client consultation was just ‘going through the motions’.  There were diverging views about the value and efficacy of making a complaint to Guide Dogs.  In one case, an owner expressed considerable reticence toward complaining about the difficulties they had experienced with their guide dog; while another participant considered that if an owner made an official complaint, it would be taken seriously and acted upon.

5.2.1
Advancing the Work of Guide Dogs

In terms of advancing the underlying raison d’etre of Guide Dogs of which they were proud beneficiaries, a number of GDOs within the various groups felt they could be better utilised by the organisation in two key areas:

· Educating the public about guide dogs – the organisation/services provided, etc – through increased local/national action within all sectors of society.

· Supporting and educating other members of the visually impaired community – potential guide dog owners and otherwise by providing advice, support, and general education about living/working with a guide dog.

Both owners and non-owners felt that such activities would help make Guide Dogs more approachable and open to auto-criticism, as well as help remove/minimise misperceptions about guide dogs.

Finally, many participants wondered why at least one centre (suggestions put forward were Middlesborough or Leamington) had not been retained as a centre of excellence – housing the cutting edge of the science and art of mobility training in the UK.

6
APPENDIX - FOCUS GROUP TOPIC GUIDE

Introduction:

· Thank everyone for giving up time and coming to the discussion group.  Group to introduce selves.

· No right or wrong answers, just interested in your views and experiences.  Will last about 1.5 hours, unless you want a break in the middle (or just have coffee during)

· Confidential (what is discussed doesn’t leave the room– i.e. commitment from all)

· Introduce purpose of research (to find out about your experiences within the National Health Service, including GPs and hospitals; to get your views on owning a guide dog  - why you own/ do not own a guide dog; and also briefly to get your views on the ways in which you would like to be involved in shaping and influencing health and social care services)
Part 1 – Experiences of the health service (45-60 minutes)

GP Surgery

· What aspects of the services you’ve received at your GP surgery would you say have addressed your needs? (What have been the most positive aspects/ experiences of these services?)

· What aspects of the services you’ve received at your GP surgery would you say could be improved? (To make things easier for you?)

· How do you think they could be improved? 
Local Hospital

· As above

Other Health Services

· Are there any other areas of the health service – other than GPs and hospitals – that you would like to discuss (e.g. chiropractors, family planning, counselling, physiotherapists, residential care, dentists, pharmacists)
Areas to probe (only if other discussion exhausted):

· How do you find making appointments to see your GP?  

· How do you find getting into and around the surgery?

· How much confidence would you say you have in your GP? 

· Are you given enough information regarding your condition or treatment?  Is it easy or difficult to understand? Do you feel you could ask as many questions as you wanted?

· Did you feel your individual circumstances (VI, other disabilities, children, home environment) were given consideration by the GP?  (During consultation, or in recommending treatment?)

· How are referrals on for specialist treatment dealt with?  Reasons clear? Timely?

· How would you describe your relationship with your GP?  Treated with courtesy, sensitivity, respect? Are you listened to? Your opinions taken seriously?

· Do you feel involved in making decisions about treatment?  Are you made to feel you’re wasting their time? Ever feel you’re being talked about as if you’re not there?

· Could you speak up if unhappy about anything, or wanted to make a complaint?

· Are your friends/ family ever involved in going to the GP?  Has this been helpful?  Were they given enough information about your condition/ treatment?

· How about the other staff (nurses, receptionists)?  How helpful? 

· When sent or given information, is it in your preferred format?  Given help filling in forms? 
Offer short (10 minute) break?

Part 2 – Perceptions of guide dog ownership and reasons for (non)ownership (20-30 minutes)

GDOs:


· You’re all guide dog owners.  What was the reason you decided to get a guide dog?

· Can you think of any reasons why someone might not want a guide dog?

Areas to probe (only if other discussion exhausted):

· What expectations did you have about owning a guide dog?  Have these been met?

· What does having the dog mean to you?

· What does your guide dog do for you? (mobility, social, emotional support/ company)

· How is a guide dog different from other ways of getting around (e.g. long cane)?

· Is there anything else you’d like to say about being a guide dog owner?

Non-GDOs:

· Have you ever thought about applying for a guide dog?  What happened/ why not?

· What are the main reasons why someone might want a guide dog?

· Can you think of any reasons why someone might not want a guide dog?
Areas to probe (only if other discussion exhausted):

· Can anyone apply for a guide dog?

· How is a guide dog different from other ways of getting around (e.g. long cane)?

· Is there anything else you’d like to say about owning a guide dog?

Part 3 – Views on influencing health and social care services (15 minutes)

· Do you think you have a role in influencing/ shaping the (health or social care) services you receive? (How do you deal with difficulties mentioned in Part 1; how can you proactively influence services?)  Is it up to the individual?

Probes, if yes:

· How do you see this role? (e.g. just to complain if unhappy; to give regular feedback on services given; in suggesting additional services?

· What method should be used (written feedback e.g. surveys/ forms, or personal/ face-to-face contact?

Probes, if no:

· Why don’t you see such a role for yourselves?

· Have you ever been involved in influencing the services you’ve received (e.g. making a complaint, taking part in a satisfaction survey, contacting or being a client representative)?

What did you think of this experience?  Did it get the result you wanted/ any result?
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