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Executive Summary

Patient satisfaction has become an integral component of the measurement of health care quality… it is now commonly acknowledged that patients’ reports of their satisfaction with the quality of care and services received are as important as many clinical health measures. In patients’ minds perception is reality, and patient satisfaction is a valid outcome indicator of the quality of the totality of care experienced. The combination of technical excellence and premier service is inseparable; one without the other is insufficient…

-
Irwin Press, Patient Satisfaction: Defining, Measuring and Improving the Experience of Care
As with many other surveys on patient experiences within the healthcare system, this survey begins with the premise that the technical aspects of care provided by the NHS are, in the main, of an excellent standard. We however acknowledge that, in accordance with the findings of numerous other studies in the field, the NHS is sometimes seen as not patient-centred and thus lacking in sensitivity and responsiveness to the needs and concerns (particularly communication/emotional/other ‘non-technical’ concerns) of all its patients. Indeed, this fact and the need to address the situation are made explicit in the government’s vision of the reformulated NHS where patient-centred care is at the heart of this new approach.

The Office of National Statistics estimates that up to 1.7 million people in the UK have a sight problem, 90% of whom are over 60 years old.  Most significantly, demographic trends in the UK indicate that the number of people over the age of 80 is set to increase by almost a half in the next 20 years, while those over 90 will double in the same time period. The resource implications for this sector are clearly significant.

Given this population profile and the fact that demands on the NHS (associated with visual impairment) are set to increase in the next few decades, the degree to which the NHS currently responds/is able to respond to the needs of blind and partially sighted people who have to access and use its facilities is crucial. This enquiry forms the basis of this research. Visually impaired people use the NHS as patients, visitors or employees, and the degree to which patients perceive services as being ‘tailored to their individual needs’ lies at the heart of the study. Specifically the objectives of the survey are twofold:

· To identify the experiences of visually impaired people in using the National Health Services, focusing on GP, outpatient and inpatient services.

· To identify specific areas of improvement needed in all sectors of the Service, to address the needs of blind and partially sighted people. 

The survey was administered as a 20-minute telephone interview to a total of 832 blind and partially sighted people on lists of voluntary local associations of blind and partially sighted people around the UK, following six focus groups held around the country primarily to define the parameters of our enquiry. Following a search on the RNIB agencies database, 243 voluntary associations of blind and partially sighted people were contacted in January 2003. Approximately one in five organisations indicated their willingness to participate by allowing access to those on their membership lists. Between late January and early March, letters explaining the purpose of the survey and requesting members’ consent to be contacted for an interview were mailed to the Associations themselves for onward dispatch to their membership. In addition, a sample of 3,003 guide dog owners was randomly selected from Guide Dogs database and their consent to be interviewed obtained. The results which follow are based on the responses of approximately 400 guide dog owners and 432 non owners.

The results clearly indicate large segments of the visually impaired community who are happy with the services of their general practitioner as well as their use of both outpatient and inpatient facilities. There, nonetheless, does remain a sizeable minority whose experiences in specific service areas are not good. The key finding of the survey follow:

The GP Setting…

Respondents were asked a number of questions relating to the last visit to their surgery, ranging from the accessibility of the surgery to quality of care received, including staff knowledge about and support available to blind and partially sighted users of the surgery.  The results suggest a population for whom the interaction with their GP surgery is largely a positive one, although specific issues were identified:

· Limited physical assistance within the surgery

In an era characterised by too few doctors, nurses and allied professionals on the one hand, and gradually disappearing traditional family structures which previously provided a pool of unpaid, informal carers on the other, it is perhaps prudent to expect demands on staff time (receptionists, for example) for ‘non-medical/technical’ assistance per se to grow in the future. Add to this the fact that significant proportions of blind and partially sighted people live alone (58% of women non-guide dog owners for instance compared with 30% of men), and that one-third of the population travelled to their last GP appointment alone – more women (33%) than men (27%), and the resource implications (especially for training) of predictable increases in demand on staff time to provide assistance within the surgery setting is clear. 

· About one-third (32%) of the surveyed population needed help in completing registration forms upon their initial registration. This assistance was provided by surgery staff in a third of these cases and by the accompanying relative/carer/friend in the remainder.

· Over half of the population (55%) required some help in finding a seat in the waiting area, yet under half of those who required assistance actually got it.

· Almost two-thirds of the population (65%) needed help getting from the waiting area to the consulting room, yet up to one–third of these people received no help.

· Limited access to information in their preferred format 

As the first point of medical contact within the health care system, the GP surgery is particularly important in providing open and accessible information to its users. The absence therefore of readily accessible material for people with a sight loss, is of major concern.

· Over two-thirds of the population felt their GP was unable to give them any meaningful information on support services available to blind and partially sighted people. Among women guide dog owners over 7 in 10 (72%) expressed this view. Among men guide dog owners a relatively lower 64% concurred. Similar gender differences were observed among the non-owner population where 64% of women non-owners compared with 54% of men also expressed this view.  Up to 73% of the younger/non-retired group in comparison to 59% of those retired similarly felt their GP was unable to provide them with much needed information on support services. 

· Close to the entire population surveyed (95%) had never received health advice leaflets, information, etc, from the surgery in their preferred format. However 89% had never asked for it.

· Close to the entire population (96%) had never received letters from their GP, results of tests or other correspondence in their preferred format. A similarly high proportion, 94%, had never actually made the request.

· Again, close to the entire population (97%) had never received nor requested for large print or brailled prescriptions.

· Finally, up to 95% of the population had never received large print medicine labels while 96% had never made the request.

· Limited staff awareness
In virtually every survey and focus group session run by Guide Dogs, one of the priority areas of action identified by blind and partially sighted people is the need for public education – the public at large, and specifically staff within institutions with which every day interaction is necessary. The presence, therefore, of staff who understand how their actions or non-actions could assist or hinder the psychological and physical well-being of blind and partially sighted users of their service is obviously of paramount importance.

· Among guide dog owners, 37% of men and 48% of women felt their GP was not fully aware of their needs. Among non-owners 34% of men and 41% of women also expressed this view.  Similarly among those retired 33% expressed this view in contrast to a significantly higher 54% of the younger/non-retired group. At the far end of the spectrum, almost one in ten women non-owners compared with 4% of men and 7% of women guide dog owners in comparison to 2% of men stated that their GP was not at all aware of their needs.

· A significantly higher 56% of men guide dog owners and 63% of women; 65% of men non-owners and 67% of women; and up to 59% of the retired population compared with 72% of those non-retired felt that other staff within the surgery were not fully aware of their needs. Once again, significant levels of all population groups expressed the view that these staff were not at all aware of their needs – 8% and 13% of men and women guide dog owners respectively; 23% and 21% of men and women non-owners respectively; and 15% of the older/retired population in comparison to 17% of the younger/non-retired group.

· Greater assistance seemingly provided to guide dog owners as opposed to non-owners

During the focus groups held as a prelude to this survey, there was a suggestion by many guide dog owners and non-owners alike that there is a tendency by the public/service providers to render assistance more readily and easily to guide dog owners than visually impaired non-owners, especially white cane users. People with guide dogs were thought to attract greater attention and thus support. In the words of one participant, ‘the guide dog is the only prosthesis that adds status.’  The results of this survey appear to bear out this theory, to a considerable extent.

· At registration, almost 40% of guide dog owners required some help in completing the forms in comparison to 24% of non-owners (42% of guide dog owners had no residual vision compared to 14% of non-owners). Staff however provided help to 14% of guide dog owners and less than half that proportion (6%) of non-owners.

· Upon arrival at the surgery, up to 63% of guide dog owners in comparison to 55% of non-owners required some help in finding a seat in the waiting area. Whilst help was offered to over half the proportion of guide dog owners (55%), only 37% of non-owners received a similar offer.

· Up to 72% of guide dog owners needed help getting from the waiting area to the consulting room compared with 59% of non-guide dog owners. 77% of these guide dog owners were actually helped by staff compared with 59% of non-owners. It is also important to point out here that gender differences were apparent, with greater proportions of both men guide dog owners and non owners being given assistance.

· Women and younger/non-retired people less satisfied with their communication/quality of their interaction with the health establishment

Past NHS surveys on the general population have demonstrated lower levels of satisfaction among younger people.  This survey confirms these earlier findings as well as revealing less satisfaction in many instances among women, most particularly women guide dog owners. More women guide dog owners were among the younger/unretired population, and thus, gender differences observed may be attributable to age. However, there are, in addition, real gender differences present both among younger as well as older women, especially with regard to interaction/communication issues.

· 13% of women guide dog owners compared with 6% of men; and 9% of women non-owners in comparison to 5% of men felt unable to ask their GP as many questions as they wanted. Similarly up to 12% of the non-retired population felt unable to ask as many questions as they wanted compared with 7% of those who were retired.

· 10% of women guide dog owners compared with 7% of the men; 6% of women non-owners in comparison to 4% of men felt their GP failed to listen carefully to all they had to say.  Amongst the retired population only 4% expressed this view in contrast to 13% of those not retired.

· Almost half (45%) of women guide dog owners compared with 36% of men felt their opinions were not taken seriously by their GP all of the time. Among non guide dog owners these gender differences were not observed. Similarly, whereas almost half of the younger/non-retired group (45%) felt their opinions were not taken seriously all of the time, a relatively lower 28% of the retired population expressed this same view.

· 18% of women guide dog owners compared with 12% of men felt their GP did not treat them with courtesy or respect all the time. Similarly where only 8% of the older/retired population expressed this same view, up to 19% of the younger/non-retired population did not feel treated with courtesy and respect all the time

· 17% of women guide dog owners compared with 11% of men owners felt they had been made to feel like they were wasting the doctor’s time, as did 14% of women non-owners in comparison to 10% of men. Only 10% of the retired group expressed this viewpoint in contrast to 17% of the non-retired population.

· Almost 1 in 10 (9%) of women guide dog owners felt their GP knew little or nothing about their history/eye condition compared with 4% of men, as did 5% of women non-owners in comparison to 1% of men. Up to 8% of the younger/non-retired population also expressed this view in contrast to 3% of the older retired population.

The Outpatient Experience…
This section reveals a population less satisfied with their care/treatment than that received from their GP, but acknowledging, on the whole, the significant work carried out by these clinics with limited resources. Significant findings of the survey reveal:

· Limited access to information

The right to access health information about oneself (appointment letters and all other related correspondence) is still unrealised for many blind and partially sighted people within the hospital outpatient setting.

· Only one-tenth of the population had received their appointment letters and all other related correspondence in their preferred format, with women guide dog owners showing up as the group least likely to have received correspondence in their preferred format.  A greater proportion of those who attended the eye clinic (14%) received information in their preferred format than did those who attended other clinics (7%). 

· While the majority of the population did not actually make a request for their correspondence to be put into their preferred format, a small proportion (6%) did make the request but nevertheless did not receive it. 

· Over one-third of the population (35%) were actually aware of the signage (that is printed signs, screens, notice boards, etc) within the hospital.

· Almost half this group (45%) found the signage within the hospital to be fairly unhelpful or not at all helpful, with the vast majority of this group (34%) describing the signage as not at all helpful.

· Within the various clinics, 36% of the population found the signage to be fairly unhelpful or not at all helpful, with 27% of this group describing the signage as not at all helpful.

· Difficulty of physical access to and around the hospital

Equality of access depends as much on the physical environment as it does on communication. In this survey, about 1 in 10 people clearly experienced some difficulty of access to and around the hospital. Specifically:

· 8% of the group had difficulty getting to and into the hospital

· 7% had difficulty locating the main hospital reception/desk where this existed

· 11% had difficulty getting to the required clinic

· 20% had difficulty moving about the hospital with up to 6% of this group describing the experience as very difficult

· Limited physical assistance available within the hospital

Once again, the need for physical assistance is highlighted as are the attendant resource implications for staff. This remains an area not often highlighted among the many constraints of the NHS – at least within public debate. Yet, it is an important area of concern for blind and partially sighted people, and will increasingly grow as the numbers in the population who are older and live alone continue to rise:

· Up to 67% of those who attended outpatient clinics needed help to get from the main hospital entrance/reception area to the department where they were being seen, while only 42% were actually offered the help.

· Significantly more guide dog owners (52%) than non-owners (31%) were provided with assistance.

· Almost half the population (47%) required some help to get from the waiting area to the consulting room. The majority of this group (74%) were helped by hospital staff.

· Limited staff awareness

· Over half the surveyed population (54%) felt their doctor was fully aware of their needs as blind and partially sighted people.  At clinic level this figure rises to 68% of the eye clinic population and drops to 42% of other clinic respondents. 

· Under half the surveyed population (48%) felt their doctor knew a lot about their medical history, although significant differences were noted by clinic and age. At clinic level, up to 62% of eye clinic respondents in comparison to a significantly lower 37% of other clinic respondents expressed this view as did 52% of the older/retired population in comparison to 41% of those not retired.

· Greater expressed negativity about the ophthalmology clinic than other outpatient departments/clinics 

Throughout this survey, evidence of more negative experiences of the eye clinic vis-à-vis other outpatient clinics was quite marked among respondents, especially regarding the issues of communication and approach as distinct from knowledge/expertise, where the eye clinic fared comparatively well. While some of these differences have been less marked than others, the consistency of such differences necessitates mention. Specifically:

· Up to 13% of eye clinic respondents felt unable to ask as many questions of the doctor as they wanted in comparison to 11% of other clinic respondents.

· Up to 13% of those attending the eye clinic felt their views were not listened to compared with 9% of those attending other clinics.

· For 13% of eye clinic respondents their doctor did not take their opinion seriously compared with 9% of other clinic respondents.

· 7% of those who attended the eye clinic felt they were not treated with respect compared to 3% of other clinic respondents.

· Almost 1 in 10 (9%) of those who attended the eye clinic stated that the doctor made them feel as if they were wasting his/her time in comparison to 5% of those who attended other clinics.

· While 70% of eye clinic respondents felt it was very easy to understand their doctor’s/consultant’s explanation for his/her actions, up to 73% of those who attended other clinics held this same view.

· Up to 11% of eye clinic respondents stated that the receptionist was either fairly unhelpful or not at all helpful compared to 5% of those who attended other clinics.

· 10% of those who attended the eye clinic were either quite or very dissatisfied with their treatment in contrast to 4% of those who attended other clinics.

· Greatest levels of dissatisfaction voiced by women guide dog owners over communication and interaction during the consultation process

The survey revealed women guide dog owners as being the group most dissatisfied over the quality of communication and interaction with the doctor. 

· 70% of women guide dog owners compared with 75% of men guide dog owners; 73% of men non-owners and 74% of women thought all the questions put to their doctor had been answered.

· 85% of women guide dog owners in comparison to 90% of men; 90% of men non-owners and 87% of women non-owners felt able to ask as many questions as they wanted.

· 82% of women guide dog owners felt the doctor had listened carefully to what they had to say in comparison to 85% of men; 84% of men non-owners and 87% of women.

· 82% of women guide dog owners felt the doctor took their opinions seriously compared with 85% of men; 84% of men non-owners and 87% of women.

· 89% of women guide dog owners felt they had been treated with respect during the consultation compared with a significantly higher 97% of men; and 97% of men and women non-owners respectively.

· 10% of women guide dog owners stated that the doctor made them feel as if they were wasting his/her time compared with 6% of men guide dog owners, 9% of men non-owners and 5% of women.

· 88% of women guide dog owners felt that the doctor took appropriate action to deal the reasons for their visit compared with 92% of men guide dog owner; 92% of men non-owners and 94% of women non-owners.

· Nurses as the most highly rated provider

The nursing profession, in this survey, emerged as the most highly rated of the three groups of professionals examined – specifically with regard to communication and interactive skills.

· Up to 79% of the population felt very satisfied with the treatment they had received at the hands of nursing staff in comparison to 67% of those who were treated by hospital doctors, 56% of those treated by ‘other health care professional’ and 72% of GPs.  

· All respondents felt able to ask as many questions of the nurse as they wanted to.

· No respondent stated that any question put to the nurse had remained unanswered.

· No respondent stated that the nurse had been either fairly difficult or very difficult to understand.

· Close to the entire population (97%) felt they had been treated with respect by the nurse.

The Inpatient Experience…
In this survey, services provided within the inpatient setting emerged as the least favourable of all respondents’ experiences in the NHS. Specific issues raised were: 

· The predominance of Inaccessible formats

Once again, as in the previous two sections, we find great limitations of access to information by blind and partially sighted people:

· For close to the entire group surveyed, that is 96%, letters of admission or any other documentation relating to their stay in hospital were not made available in their preferred format.

· Up to 35% of the population had to fill in forms as part of the admission process. The majority of this group (76%) could not read the forms. Of the remaining minority who could, almost half found the forms very difficult to read. 

· Evidence of the need for greater support on the wards generally, and more support to non guide dog owners specifically:

All through the hospital journey, the survey revealed the need for staff to provide ‘non-technical’ support/assistance to patients. The survey also revealed varying degrees of assistance being provided by staff. Finally, evidence was uncovered of systematically more assistance being provided to guide dog owners than non-owners:

· Hospital staff filled in forms for up to 62% of the population  – 72% of guide dog owner and 44% of non-owners – 98% of both groups were accompanied by some other person to hospital.

· Up to 65% of respondents were offered help in getting to and from the toilets/bathrooms – 75% of guide dog owners and 56% of non-owners.

· Over half the population (56%) rated staff as being very helpful in explaining their environment to them once on the ward – proportionately more guide dog owners (64%) than non-owners.

· Greater levels of staff training/awareness required

The recommendation for greater levels of staff training emerged as the single most prominent recommendation not only in this survey, but also in the focus groups preceding this survey as well as other studies carried out by the Association. This is particularly understandable in the light of the following:

· Almost 1 in 5 people (18%) were not always aware when food or drink was placed before them.

· One in 10 people were not always aware when medicines were placed before them. 

· Under half the population (42%) felt their doctors were fully aware of their needs as blind and partially sighted people. A similar proportion (43%) of respondents also described other staff as being fully aware of their needs.

· Differences in the consultation experience by gender and guide dog ownership

While most people rated their consultation with their doctor/consultant as positive, some significant differences by gender as well as guide dog ownership were observed. Marked gender differences between women guide dog owners and the rest of the population could be a function of age (the greatest proportion of women guide dog owners were below retirement age), however, a number of seemingly true gender differences among both women guide dog owner and non-owners were observed:

· 83% of women guide dog owners compared with 89% of men; and 84% each of men and women non-owners felt able to ask as many questions as they wanted.

· Only 81% of women guide dog owners in contrast 93% of men; and 86% women non-owners in comparison to 90% of men felt their doctor listened carefully to what they had to say.

· 83% of women guide dog owners in contrast to 89% of men and 82% of non-owners felt that the doctor took their opinion seriously.

· 86% of women guide dog owners compared with 89% of men; and 94% of men non-owners compared with 89% of women felt they had been treated with respect by other staff (not doctors) on the ward. No differences in this regard with respect to the doctor were noted.

· 96% of guide dog owners in contrast to 88% of non-owners felt their doctor had taken appropriate action to deal with the reason for their admission, with women non-owners at 84%, emerging as the group least in agreement with this position.  

· Up to 96% of men guide dog owners compared with 90% of women; and 94% of men non-owners in comparison to 89% of women stated that they had never been made to feel that they were a burden by the doctor. Similar differences between gender among both guide dog owners and non-owners were observed in relation to other ward staff – 100% of men guide dog owners in contrast to 72% of women; and 94% of men non-owners in comparison to 82% of women. 

Based on these findings, seven key recommendations are made:

1 Clearly, insufficient information and awareness about the needs of blind and partially sighted people currently exist within the NHS. Whilst most people do rate their experience as positive, we find not insignificant proportions of the population who do experience difficulty when accessing care. Consequently, there is a need to plan and deliver a well-orchestrated, multi-dimensional campaign aimed at generating greater awareness of issues of visual impairment within the NHS nationally as well as locally within individual Trusts. Among the multiplicity of issues to be raised, two are particularly prominent:

· the need for VI training for front-line NHS staff  - medical and non-medical

· the need for specific local provision for VI issues with local health plans by Trusts

2 In pursuit of 1 above, we would recommend the development of detailed access guidelines for GP surgeries as well as other provider settings.

3 The survey revealed differences of experience in many instances between guide dog owner and non-owners. Differences in the perception of these two groups by members of the public, and correspondingly, the willingness to provide help have been highlighted not just in this survey but also in most of the research conducted by Guide Dogs. There is undoubtedly a need to raise awareness of the issues confronted by and the specific needs of blind and partially sighted people who are not guide dog owners.

4 Periodically, major national and local surveys on patient satisfaction are held throughout the UK. It is now most urgent to ensure the inclusion of questions addressing issues of visual impairment and other disability within ‘main-stream’ surveys on patient satisfaction for GP, inpatient and outpatients surveys. In addition the sample selection should be such that these population groups are appropriately represented, thus ensuring that such vital data are routinely collected and monitored for all users of the NHS.

5 The report demonstrates the presence of a significant minority whose experiences of various components of the NHS was negative. In addition, a fair number of people had felt like complaining about an aspect of the service they received prior to the survey, but had not acted on this. In order to provide an effective channel for people to air and have their concerns addressed in a timely manner, we would urge that an effective, accessible and responsive complaints system be put in place. Equally crucial is the need to provide information and all publicity material relating to the complaints procedure in alternative formats.

6 Once again this survey highlights the degree to which the experiences/opinions of peoples of minority racial/cultural backgrounds are under-represented in important surveys of this kind. This is directly linked to the absence of data at source. The need to record client data by national group is underscored in this survey and all associations of blind and partially sighted people are urged to implement and maintain appropriate data collection systems.

7 The survey has provided great insight into the general NHS experience of blind and partially sighted people. More in depth research is clearly indicated and required in order to explore specific features of care provision not covered in this survey or not addressed in sufficient detail.

