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Executive Summary

Introduction

The Eye Health Community Engagement Project (CEP) investigated eye care services in Bradford amongst the Pakistani community, aged 40 to 65 years. The study aimed to understand people's experiences and perceptions of primary and secondary eye care services with specific reference to diabetic retinopathy. Furthermore, to propose interventions to reduce the barriers and support enablers to increase the uptake of eye care services among the Pakistani community.
This programme of work was commissioned by RNIB as a part of the current five-year strategy, priority one of which aims to bring about a reduction in the rates of avoidable sight loss among people who are most at risk. The Bradford site was selected by RNIB in response to available epidemiology, including the Eye Health Equity Profile, indicating the increased risk of diabetic retinopathy and suspected late presentation by the Pakistani community.

The study has built a better understanding of the reasons behind inequalities in the uptake of primary prevention services and secondary care for diabetic retinopathy in this community. As a result of the findings provided by this study, local partners in Bradford have been able to assess possible intervention responses and prepare a plan for action to improve the patient pathway and service system.

The aims of the study were to: 

· Identify the barriers and enablers to accessing primary eye care services among the Pakistani population; 

· Identify the barriers and enablers to accessing secondary eye care services among the Pakistani population; 
· Identify the barriers and enablers to accessing the diabetic retinopathy screening (DRS) service;

· Identify the barriers and enablers among the Pakistani population regarding concordance with treatment;
· Design and develop intervention strategies to increase the uptake of eye care services among people most at risk of developing avoidable sight loss.

Method

The approach taken in this work was based on collaboration and engagement with clinicians, eye health professionals, local RNIB group staff, public health stakeholders from the statutory and voluntary sectors, and with the community itself. A local Advisory Group had been established previously by RNIB and was used to guide and direct the development of local activity.

The study method was comprised of the following:  

· Six focus groups conducted with people of Pakistani descent living in Bradford aged between 40 and 65 years old (April-May 2011) – to explore attitudes to eye health, explore motivations for and barriers to eye examinations and suggestions for improving access to eye care services. 
· Five focus groups and seven semi-structured interviews with people of Pakistani descent with diabetes. This comprised people who attend and those who do not attend the DRS service (May-June 2011) – to understand how people manage their diabetes; the extent to which people know about and understand diabetic retinopathy; and to identify the motivations and barriers to attending for screening and suggestions for improving the service. 
· Ten semi-structured interviews with people of Pakistani descent who have diabetes and have been referred for secondary eye care (April-July 2011) – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.
· Ten semi-structured interviews with service providers and managers in eye health primary and secondary care (March–May 2011) – to examine current service delivery and explore views about how to improve eye care services.

After insight was gathered and analysed, findings were presented to local stakeholders who then worked, in a series of workshops and meetings, to develop a theory of change and an action plan to respond to findings. 
Findings

Across the findings from each of the methods employed in each dimension of the research consistent themes emerged that give insight into the barriers and enablers that influence uptake of eye care services among the Pakistani descent community in Bradford. 

Primary care barriers and motivations

Limited community awareness of eye health

· The research findings indicate there is a little understanding of eye health in the Pakistani community. Few people appear to be exposed to effective health promotion supporting sight loss prevention. People are unfamiliar with the concept of prevention. The low awareness acts a significant barrier to the community taking preventive action. Overall, the study demonstrates the need for further action by the public health system to address the prevention needs of this high-risk community.

Symptom-led demand for eye examinations

· The Pakistani community in Bradford recognise eye care almost exclusively in response to symptoms. Eye examinations are not generally recognised as preventive and motivation to present for eye examinations arises only in response to symptoms, unless a habit of testing is established.

People like going to the opticians and know where to find the nearest. The cost of tests was not cited as a major problem in relation to testing.
Most of the people with diabetes attend regularly when they know and understand exactly what the consequences might be if tests are not carried out or treatment is not followed. Knowing that diabetic retinopathy can lead to blindness is a huge motivator in ensuring that they attend.
Relatives, upon whom some patients rely for information or to track and attend appointments, may lack understanding about the importance of tests and screening. 
Controlling blood sugar levels is a struggle for some, even with medication. Whilst there were people who controlled their sugar levels well, more people struggled.
Secondary Care Barriers and Motivations

Number of appointments and types of appointment systems

· Whilst people who attended secondary services were satisfied with the medical treatment or testing that they received, they did struggle with the inconsistency of appointments systems at times. Different parts of the healthcare system manage appointments in different ways. Some of the ways in which appointments were managed presented difficulties for some of the participants. Service providers made similar comments.

· Patients who experienced difficulty with appointments indicated the considerable challenge of remembering all the different appointments. Even those who want to comply sometimes forget appointments. 

· Others had had the experience of receiving a hospital outpatient’s discharge letter for non-attendance before ever having been sent an appointment.

· People identified two systems of appointments that they found most helpful. The first was the system used by the DRS service. The person with diabetes receives a letter informing them that they are due for screening; they are invited to telephone to arrange an appointment that is convenient to them and in the near future.  The second system, used by some GP practices, provides an appointment time set some months ahead but is followed up with a reminder phone call a week before. Adopting these across the healthcare system may help to reduce the number of people who do not attend.

Confusion between eye examinations and DRS
· Some people who do not attend DRS regularly are confused about the difference between their annual eye examination and the annual DRS. 
Language and communication

The community and service user participants as well as some service providers do not see a lack of English per se as a barrier. Only in one focus group did one person raise it as an issue – and the researchers had to ask directly. Then people talked about how they have ready help from family and friends. They know that they are able to ask for an interpreter at surgery, opticians or hospital. 

Some service providers did think that language was a barrier. They described the limitations of having relatives act as translators.

Location of services

Service providers, community and service user participants all raised the location of services as an issue. The people with diabetes who were interviewed would prefer to have screening offered through their optician, as they see their location as local to them. They do not understand, because it has never been explained, why it is that their own optician cannot provide the screening. 

Service capability to respond to inequalities

Finally, the findings showed that the local system would benefit from recording ethnicity. There is a lack of ethnicity data for diabetes prevalence and attendance. The findings from the insight research support the conclusion in the Eye Health Equity Profile that there is good quality data available but the ethnicity is ‘very poorly recorded.’

Recommendations based on the study conclusions

The following recommendations were developed to address the barriers experienced by the Pakistani descent community in Bradford as identified through an analysis of the key findings of the study. They have been used to stimulate discussion on the specific proposed implementation strategy that has been subsequently developed with site partners and remain available for future consideration. 

· Produce a general eye health information booklet, suitable for the target audience and to be developed with them. The booklet to include: information about the eye and how it works; eye examinations and what they can tell us about our wider health; first aid for eyes.

· Provide greater follow up of people who do not attend to ensure that: people who want to comply are not discharged from secondary care for accidental non-attendance; and people are identified who are not attending for DRS due to a lack of understanding.

· Develop a ‘good communications guide’ for professionals and practitioners based on best knowledge and practice in the District.

· Request the management responsible for appointments system at the ophthalmology department at Bradford Hospitals Foundation Trust to review its system in the light of reported patient experience. Request that they consider adopting systems that appear to work well for patients in other parts of the health system.

· Consult service users, where relevant and appropriate, about the placement of services or at least provide information about the reasons for services having to be provided in a particular way.

· Request GP surgeries and opticians to check regularly that they carry up to date information about eligibility for free eye examinations. Request diabetic specialist nurses and opticians to ensure that people newly diagnosed with diabetes are informed about free tests.

· Collect ethnicity data in relation to eye care and diabetes.

· Create opportunities with specialist diabetic nurses and opticians beyond the Expert Patient programme for people to increase their knowledge of diabetes so that they can better manage it.

· Request inner city GP practices to explore further their patients’ experience of reception behaviour and protocols.

· In the light of people’s experience, explore possibilities for streamlining appointments systems. 

· Explore additional ways to strengthen the partnership between patients/clients and professionals with regard to the recording and review of tests and treatment.

· Invite relevant commissioners to give consideration to what additional capacity is needed in secondary care to meet current and anticipated demand for eye treatment in relation to diabetes.

· In relation to eye care, hold a ‘whole systems’ workshop to explore where greater working together or streamlining of care could benefit patients with diabetes.

· Request those with responsibility for convening multi-disciplinary meetings to consider extending the membership of those meetings to include optometrists and diabetic retinopathy screeners.

Site intervention strategy

The findings from the investigation of barriers and motivations to the use of services provided the basis for a collaborative process with Bradford site partners. Through this process an intervention strategy to increase the uptake of eye care services was designed, developed and presented.

The process included a series of workshops and discussions with site partners that responded to the findings and also considered the unique local circumstances and national context that would inform the future sustainability of selected action. The unfiltered range of potential interventions considered is reflected in the report recommendations (provided above). A number of these recommendations were also discussed and developed during the workshops and their detail is captured in appendix two to the full report (workshop outcomes).  

To illustrate how the proposed intervention strategy responds to the study findings and is able to achieve the outcomes identified, a ‘theory of change’ has been prepared. The diagram identifies the causal pathway from the site context and our study findings to the overall programme goals and shows the types of actions that will be required to meet these goals. This theory of change forms the basis for future assessments of appropriate interventions to reduce avoidable sight loss in the Pakistani community.

In response to the recommendations from Shared Intelligence three key interventions were proposed, for further investigation by the Bradford Advisory Group:
Intervention 1
A Community based engagement programme to increase awareness of diabetes and eye health
	Key features

	Summary
	Community based engagement programme — health professionals and community networks disseminate key messages about diabetes and eye health to Pakistani people.

	Anticipated impact
	· Increased awareness and understanding of the prevention of sight loss.  

· Increased number of people from the Pakistani community attending for regular eye exams and DRS.

· Reduction in the number of people who are ‘DNA’ at DRS. 


Intervention 2 
Self-care management document for people diagnosed with diabetes
	Key features

	Summary
	The development of a self-care document to help diagnosed diabetics manage their condition and ongoing treatment, with specific reference to eye health.

	Anticipated impact
	· Pakistani community members with diabetes involved in active self-management that can be evidenced. 

· Increased numbers of people attending for DRS.
· Fewer ‘DNAs’ for screening 
· More people achieving desired blood sugar levels 


Intervention 3
Improving the patient pathway (seamless care)
	Key features

	Summary
	To improve the patient pathway by providing: 

· A text message service for people with diabetes to remind them to attend DRS appointment. 
· A targeted telephone reminder service administered by a bilingual worker, to encourage people to attend appoints at the diabetic retinopathy clinic. 

	Anticipated impact
	· Appointments systems and patient contact that maximise attendance.

· A reduction in the number of people who do not attend for annual DRS.
· A reduction in the number of people who do not attend for appointments in the Ophthalmology department.


Next steps

RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed interventions into agreed intervention strategies for implementation in the Bradford site. The interventions will launch during the spring and summer of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions, together with the interventions in the other four sites. The evaluation will consist of: 

· Outcome evaluation — to examine the impact of the interventions in changing people's knowledge and behaviour
· Process evaluation — to examine if the interventions reached the target population as planned

· Economic evaluation — to examine the cost consequence of the intervention implemented at each site. 
The evaluation will run until early 2014

1 Introduction, aims and context 
1.1 Introduction

The Eye Health Community Engagement Project investigated the eye health pathway in Bradford with specific reference to the Pakistani descent community aged 40 to 65 years and the prevalence of diabetic retinopathy in this community. The study aimed to understand people's experiences and perceptions of eye care services, and propose interventions to reduce the barriers and support enablers to increase the uptake of eye care services among the Pakistani community. 

This programme of work was commissioned by RNIB as a part of the current five-year strategy, priority one of which aims to bring about a reduction in the rates of avoidable sight loss among people who are most at risk. The Bradford site was selected by RNIB in response to available epidemiology indicating the increased risk of diabetic retinopathy and late presentation by the Pakistani community.

The study was part of a broader programme of work in five localities across the UK designed to gather insights from particular target populations vulnerable to avoidable sight loss through the eye conditions glaucoma and diabetic retinopathy. The four other study localities across the UK and their focus were: 
· Hackney (glaucoma in the Caribbean population, aged 40 - 65)

· Cwm Taf (glaucoma in working class population, aged 40-65)

· Glasgow (diabetic retinopathy in the Pakistani population living in affluent/deprived areas aged 40 - 65)

· West Belfast (glaucoma in white, deprived population, aged 40-65)
1.2 Aims
The aims of the study were to: 

· Identify the barriers and enablers to accessing primary eye care services among the Pakistani population; 

· Identify the barriers and enablers to accessing secondary eye care services among the Pakistani population; 
· Identify the barriers and enablers to accessing the diabetic retinopathy screening (DRS) service;

· Identify the barriers and enablers among the Pakistani population regarding concordance with treatment;
· Design and develop intervention strategies to increase the uptake of eye care services among people most at risk of developing avoidable sight loss.

1.3 Local collaboration and leadership

The approach taken in this work was based on collaboration and engagement with clinicians, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the communities identified in each locality. 

Local collaboration was pursued to ensure that local health and community stakeholders, as the long-term agents of change, were actively involved in the study, the design of preferred interventions and the implementation of recommendations. 

The Bradford Community Engagement Project Advisory Group was established during the course of this research and supported by Shared Intelligence and RNIB. The Advisory Group has provided the study with expert guidance, enabled local networks to support the conduct of local investigation and provided a mechanism to develop and implement recommended interventions

1.4 The Pakistani population in Bradford and diabetic retinopathy

The 2009 Bradford Joint Strategic Needs Assessment prepared by the NHS Bradford and Airedale & NHS Leeds Public Health Observatory indicates that Bradford (the boundaries of the Bradford Metropolitan District and the former Primary Care Trust of NHS Bradford and Airedale) had a total estimated population in 2009 of 506,800. Eighty thousand people within that population are identified as being of Pakistani heritage. Based on total population age estimates, around one third are likely to be between the ages of 40 and 65.

The overall population prevalence of diabetes in Bradford and Airedale is 6.57 per cent compared to 5.1 per cent nationally. In addition, it is estimated that there are a further 7,400 people in Bradford and Airedale that are undiagnosed with diabetes. This would increase prevalence to 8.51 per cent in Bradford. 

The NHS Bradford and Airedale and NHS Leeds Eye Health Equity Profile, which was conducted as part of this project acknowledges that there is limited prevalence and service use data currently available for the specific target group selected for this project in relation to diabetes and diabetic retinopathy. However public health professionals in Bradford and the Equity Profile argue that Bradford and Airedale can be expected to have a higher than average prevalence of diabetes due to the relative size of the South Asian population. In addition, over recent years, Bradford and Airedale have actively case-hunted for diabetic patients, partially explaining the higher than average prevalence.

The Equity Profile used QOF diabetes prevalence by GP practice data matched to level of ethnic diversity in GP practice to construct a crude map that illustrates the likely higher rates of prevalence of diabetes among the Bradford and Airedale South Asian population. In the map below the size of red dot indicates the prevalence rate and the lighter shading indicates the greater rate of non-White British registered at practices.

In relation to diabetic retinopathy, ethnicity recording is more promising, with 55 per cent patients having ethnicity recorded. Even without 45 per cent of data, over 27 per cent of those with diabetic retinopathy are from Pakistani Asian ethnic group. This data suggests that the prevalence in this population is likely to be markedly higher than other populations. However, it may also be that with recent drives to better code ethnicity data around diabetes, GPs have recorded those from South Asian populations more than from White backgrounds as they are expecting higher rates of diabetes in this population.
Figure 1. Practice prevalence of diabetes in Bradford and Airedale by ethnicity
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There is a far lower rate of persons who have been screened by the Diabetic Retinopathy Service who require a referral to ophthalmology in White populations compared with other black and minority ethnic groups (Table 1). However, around half of patients do not have ethnicity recorded within the database.
Table 1. Percentage rate of persons who have been screened who require a referral to ophthalmology by ethnicity
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In terms of gender and treatment the Equality Profile reports that there is a relatively even distribution of screening outcomes requiring referral to ophthalmology between men and women. 

There are two main laser treatments for diabetic retinopathy: macular lasers and panretinal photocoagulation. The number of macular laser procedures has been increasing since 2007. This may, however, be due to better recording on Medisoft. In Bradford, men are having more laser operations than women which is surprising as outpatient appointments for diabetic retinopathy are more commonly utilised by women.

Uptake of secondary care services relies on multiple factors. Patients must first present at primary medical or optometry services before they are able to access secondary care. The Equity Profile highlighted that access to sight testing due to location of optometry may act as a barrier to secondary care. It also commented that access relies on the patient being concerned enough to utilise services, noting that in some communities, cultural beliefs that blindness is a natural progression of old age or misunderstandings about diabetes as a chronic disease may also act as barriers to accessing services or screening (Baradaran, et al. 2006; Brilliant & Brilliant, 1985; Johnson & Morjaria-Keval, 2007).

Inpatient and outpatient treatment is more common in women and older populations, as expected due to higher prevalence of eye disease in this population. Lower inpatient and outpatient rates are found in the most deprived populations in Bradford. These are populations with high prevalence of most eye conditions and therefore this suggests that there is some inequity in access of secondary care services within the city.

1.5 This report 
The report presents the findings from the study and introduces the intervention strategy proposed to the local Advisory Group for implementation. 

The reminder of the report is organised into four sections: 
· Section two describes the methodology for the study; 

· Section three presents the findings from the focus groups and interviews reflecting the perspectives of study participants; 

· Section four develops the analysis and assessment of the study findings together with key messages and recommendations aimed at informing future interventions; and, 

· Section five presents the results of local workshops and meetings held to design an evidence-based response to our findings. This section describes the proposed areas for intervention, including a description of the theory of change binding these recommendations in response to the findings together in a coherent framework.
Appendices attached to the report are: 

· Appendix one - Summary of the study method and study tools (interview and focus group guides); 

· Appendix two – Notes of the findings and action workshops;

· Appendix three – Details of the intervention. 

2 Summary of method

2.6 Introduction

A summary of the method, including the sampling approach, is provided here, with further detail in appendix one. 
The Bradford Community Engagement Project study was comprised of the following:  

· Six focus groups conducted with people of Pakistani descent living in Bradford aged between 40 and 65 years old (April-May 2011)– to explore attitudes to eye health, explore motivations for and barriers to eye examinations, and suggestions for improving access to eye care services. 
· Five focus groups and seven semi-structured interviews with people of Pakistani descent with diabetes. This comprised people who attend and those who do not attend the DRS service (May-June 2011) – to understand: how people manage their diabetes; the extent to which people know about and understand diabetic retinopathy; and to identify the motivations and barriers to attending for screening

· Ten semi-structured interviews were conducted with people of Pakistani descent who have diabetes and have been referred for secondary eye care (April - July 2011) – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.
· Ten semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care (March – May 2011) – to gather experiences of take up of and access to primary and secondary eye care services from the target group and views about how to improve eye health pathways and access.

After gathering insight through these methods, the study then presented the findings to local stakeholders and worked with the Advisory Group in a series of workshops and meetings to develop a theory of change and action plan that is intended to guide local action in response to the findings.
2.7 Focus groups with community members

The characteristics of the participants within each focus group were captured through a pre-discussion questionnaire to verify the sample and contextualise the discussion. These are summarised in appendix one. 

Across the six focus groups we spoke with 55 participants, 45 per cent were male, four per cent of participants had never had an eye examination and 24 per cent of participants had not had an eye examination in the past year. Three focus groups were female only and three male only. 

The research questions for each focus group explored the following major themes:

· Awareness of eye health issues and perception of risk;

· Experience of general preventative health and health-seeking behaviour (including beyond eye health);

· Experience with primary eye care, the character of interactions (positive or challenging) with services and service providers;

· Understanding of role of primary health providers (GPs, optometrists, pharmacists);

· Willingness to seek treatment, understanding of cost/benefits of treatment, consequences of treatment.

· Ideas for improvement based on their experiences.

2.8 Diabetic retinopathy screening service users

Five focus groups and seven interviews were conducted with people who are eligible and have been invited to access the Bradford DRS service.

Recruitment to the focus groups and interviews was through the Bradford DRS and local community centres. The DRS provided the list of people who had not attended.  Four community centres provided the five focus groups: three female only and two male only.

Three of the focus groups were conducted with people who had attended screening and two focus groups were conducted with a mixed group (those who had and had not attended screening). The focus groups were augmented by seven individual interviews conducted with those who had missed appointments for screening.

The interviews and focus groups followed a topic guide that explored:

· Managing diabetes

· Knowledge of DRS and understanding of screening tests

· Motivations and barriers

· Ideas for improving the DRS

2.9 Interviews with secondary care service users

Ten semi-structured interviews were conducted with people, aged 40-65 years of Pakistani descent at risk of diabetic retinopathy who have or have had a range of interactions with secondary care. 

Invitation to interview was sought through primary or secondary care providers and through participation in the focus groups or other community networks. 

The engagement that patient interviewees had with the service system is outlined further in appendix one. In summary the range of interactions were:

· referred from a primary care provider to secondary care and who attended the secondary care service and have successfully maintained compliance with treatment (n= five);

· referred from a primary care provider but who have not attended one or more appointments in secondary care settings (n=five).

Interviews were conducted by phone or in-person and lasted around 30 minutes. The interviews followed a topic guide that explored:

· understanding of referral process;

· experience with primary and secondary service provider;

· understanding of referred condition;

· behaviour in relation to access and concordance with treatment.

2.10 Interviews with service providers

Ten semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care in Bradford. 

Potential participants were identified by the Advisory Group and approached directly for participation. Interviews were completed with content experts and stakeholders who are involved in eye health prevention and care. Interviews were conducted with: 

· An ophthalmologist  

· Two optometrists  

· PCT optometric adviser 

· An Eye Clinic Liaison Officer 

· A public health official

· Two GPs (including one GP Commissioner), 

· A diabetic retinopathy screener 

· A specialist nurse (ophthalmology).

Interviews were conducted by phone or in person and lasted around 30 minutes. The interviews followed a topic guide that explored: 

· service providers’ knowledge of the local target group; 

· perceptions of prevention, service use patterns and access issues; 

· experience delivering eye examinations and providing referrals for the target group; 

· the factors that influence uptake and/or drop out of a referral and treatment compliance. 

2.11 Challenges and limitations

A detailed assessment of the study’s methodological challenges and limitations is provided in the national report of the Insight Research for the Community Engagement Project. This provides an overview of the key findings and conclusions from across the five sites, together with a summary of the interventions.

The methodological challenges and limitations in the Bradford study were consistent with those in other sites, albeit with some local particularities, and these are discussed below. 
2.11.1 Focus group sampling
The numbers of focus group participants who had never been for an eye examination was lower than originally intended, when it was planned to run half the focus groups with people who never had an eye examination (i.e. in the last ten years).  There is little data available on the proportion of people in Bradford from the target group or age range who have been or not been for eye examinations. 

When we started recruiting to the focus groups in collaboration with local community organisations, it was difficult to find sufficient numbers of willing participants who had not had an eye examination in the last ten years. As well as the participating community centres and organisations, with the support of the PCT community development team, requests were made to local Mosques in Keighley and Bradford, but these did not result in further ‘untested’ participants.
2.11.2 Limited size of patient sample
The original sample size was for 15 patients to be interviewed. Whilst recruitment of people who do and do not attend appointments was relatively straight forward, recruitment of patients who were non-compliant with treatment proved difficult. The Eye Clinic Liaison Officer (ECLO) made extensive efforts, including working with appointments staff to try to identify suitable candidates. Whilst he managed to identify a short list of people who might have fit this category, the subsequent attempts that he made to contact them (including home visits) were met with resistance to participate. 

2.12 Analysis

Interview notes and focus group notes (and/or audio-recordings where permission for recording was granted) were reviewed manually by the site researchers to identify key themes (e.g. barriers and enablers) through a grounded analysis. The themes, once identified, were clustered into categories to enable further content analysis to be carried out. This enabled patterns to be identified and conclusions to be drawn as described in the discussion section of this report. The analysis and interpretation were validated through discussion and the internal challenge of emerging conclusions by the national research team (via three analyses and review meetings) and verified by the national director and study co-ordinator.

2.13 Ethics

The NHS National Research Ethics Service was asked to review the project protocol and they deemed that the work to be undertaken could be categorised as ‘service evaluation’. The project was registered with Dr. Andy McElligott, Medical Director on behalf of the NHS Bradford and Airedale Research Management and Governance Committee. Shared Intelligence follows a rigorous ethics code developed by the company to govern research practice. Our ethics code is consistent with NHS research ethics committee standards, Caldicott Principles and the Social Research Association guidelines. The principles of informed consent, anonymity and security of data were observed throughout the evaluation.

2.14 Quotes in this report
Where participants in the community focus groups are directly quoted in the report we have included reference to the focus group characteristics of which are described in appendix one. Service users quoted are referenced by their engagement with the service system outlined above. The same referencing system is used with the DRS focus groups and interviews. Given the small sample and involvement in the study, there is no identification for quotes from professionals.

3 Findings 
3.15 Introduction
The following section reports the findings from the perspectives of each of the participant samples in response to the questions discussed with them (from the focus group or interview topic guides) to address the aims of the study. The section is organised to reflect the views, experiences and suggestions of the different participant groups, with attention given to the perceived barriers and enablers that influence the access to and uptake of services. The discussion section that follows (section four) triangulates and synthesises the three sets of findings to bring out key themes and messages in relation to the critical barriers for the Pakistani community to access and benefit from primary and secondary eye health services in Bradford and how these might be overcome.

3.16 Community views and experiences of primary care
3.16.3 Awareness of eye health and eye examinations

Most people do not understand the phrase ‘eye health’. Typically they responded by listing the sorts of things that they did to keep their eyes healthy such as washing their face and eating certain foods.

Looking after their eyes when something is wrong was very important to participants. 

People placed a high value on their eyes and their sight.  They value what sight brings to the quality of a person’s life. These quotes were typical of what people said in all the groups:                                      

“You see your life in your eyes.” (Focus group 1: female, 45-65, tested)

 “If you didn’t have your eyes you wouldn’t see the beauty of life or the colours of life.” (Focus group 2: female, 40-59, tested)

“If you lose your eyes, you lose your life” (Focus group 3: male, 40-65, tested)

There is a lack of knowledge about eye health and people felt there was not enough general eye health information at community level.

“There are no posters or leaflets to say how to look after your eyes.” (Focus group 4: female 50-65, tested)
“There should be a course of some sort to say how to care for your eyes. They should have a professional coming into the (community) centre to give information on eye care.” (Focus group 3: male, 40-65, tested)

Most people aged 40-65 in the groups had had eye examinations. Community workers were unable to bring together a group of people in that age group who had not had an eye examination in the last ten years, despite extensive and deep community networks that extend beyond the reach of active participation in community activity. 

“I have only one woman in the two groups I run in different centres who has not had an eye test.” (Community worker)

People know about and have a positive attitude towards opticians. When asked to cite examples of the best health care they had received, opticians were mentioned on several occasions.

“Getting your eyes tested makes you feel good.” (Focus group 6: male, 40-65, tested)

 “Appointments are ‘straight away’ i.e. to time.”  (Focus group 1: female, 45-65, tested)

“The optician gives you time. The staff are nice and polite.” (Focus group 1: female, 45-65, tested)

People did not understand the wider health benefits of eyes tests. They told us that they were unaware that eye examinations can reveal different wider health conditions nor did they make the connection between diabetes and eye health. It was only occasionally mentioned and always by a person who had diabetes.

Some people know that diabetes is a significant health issue in their community, but many do not. Over 60 per cent of participants in focus groups had at least one relative with the disease.

One of the participants, an employer, was able to talk in some detail about the precautions he takes to protect his own and his workers’ eyes. He was knowledgeable about health and safety rules in relation to eye health, but not in terms of the particular risks he faces as the son of a diabetic with eye health issues:

‘‘I didn’t know that! I didn’t realise that my mother’s eye problems mean that I could be at risk. I will go now” (Focus group 5: Male, 40-65, non- tested) 

Television and other advertisements help to raise awareness. The vast majority of people said that they have seen ‘Specsavers’ advertisements. Advertisements by charities seeking funding to provide eye care were mentioned as having increased awareness, but people could not give particular charity names. 

Community centres and mosques can play an important role in raising awareness. People reported that community centres and mosques are having some success in raising awareness about health issues, for example about the importance of diet and exercise. They gave examples: eating well, cooking sessions taking exercise, worrying less, feeling good by socialising etc.

“It (the community centre) is like a stress bucket with holes – where all your problems just drip out.” (Focus group 2: female, 40-59, tested)

People gave us examples of how the centres have backed up the messages by providing classes and activities that support people in taking preventative action. For example the women at one centre (focus group 2: female, 40-59, all tested) told us about the diet and exercise classes that they attend there. One the day that a focus group with men was being held at another centre, over forty men had gathered to learn more about heart disease and prevention.

Symptoms are the major motivator. Both people who have been tested, and those who have not, shared the same motivating factor: that of having symptoms with their eyes. Most commonly it was that their sight was getting poor for close work such as reading or sewing. Other reasons given included: 

‘Headaches’, ‘stress’, ‘something wrong’, ‘red’ or ‘running eyes’. (Common symptoms across the groups)

A Specsavers advert had acted as a prompt for one person but then he had forgotten again.

3.16.4 The experience of examinations

Effort needed - For people who had not been tested, the time and effort needed to organise themselves to go for the initial eye examination with opticians outweighed the inconvenience of putting up with mild symptoms. 

GP appointments systems in some practices were the cause of major complaint across all the focus groups. It was common for people to go to the doctor first when there was a problem with their eyes.

GP practices fared badly in comparison with people’s experience of going to see opticians

“If I want to see a doctor the same day, I have to go and queue at eight-thirty am and then wait. There can be ten people in front of you. I have queued in the rain even though I am ill. I had to wait until ten-twenty before being seen. I was told to complain using a form, that’s not good.” (Focus group 6: male, 40-65, tested)

People said that they are not treated well by GP practice reception staff:

“They are rude.” “They want to know all the details.” (Focus group 3: male, 40-65, tested)

Cost may delay testing for those just above benefit threshold. One woman, whose household income puts her just above benefit levels described how she assesses and prioritises her eye health needs.
“Your eyes are worth it. Sometimes you have to save up and if other things are needed then it would have to wait.” (Focus group 1: female, 45-65, tested)

Other than that one comment, the issue of cost was not raised by any other participants. 

Good, efficient services - People speak warmly of services where they have experienced a good, efficient service, where they have been treated well. People like going to the opticians: 

“People are given time, appointments are made and kept to time, staff treat people in a polite and respectful way.”
3.16.5 Community ideas for improvement 

The community members in the general focus groups offered the following ideas for raising awareness and increasing the uptake of preventive services:

· General information widely available about eye health. In particular a booklet with information and eye first aid. People felt that a booklet would be kept and used for reference.

· Courses in community centres and mosques to pick up on what appears to people to be working for other health conditions.

· Use of television and children’s programmes to get messages across, in the light of the awareness of need for testing created by the Specsavers adverts.

· Eye examinations for children in school as part of educating them and picking up early problems.

3.17 Diabetic retinopathy screening
Interviews and focus groups with people with diabetes who are invited to the DRS service explored how people manage their condition; their understanding of the screening process and reasons for screening; and their suggestions for improving the service. 

Interviews with those who had been referred for treatment of diabetes and related eye complications explored understandings of the referral process, the referred condition and treatment. The interviews also probed service users on their experience with primary and secondary service providers and their own experience managing their condition and responding to treatment.

3.17.6 Awareness of managing diabetes, eye examination, and screening

People know the tests they need to have to manage their blood sugar levels. By and large, people with diabetes, both who attend and do not attend their DRS appointment each year, reported to know about the tests they need to manage their diabetes well and their frequency. 

They told us how frequently they should test their blood sugar and the scores they should aim for.  Achieving those levels was not always easy for people and is reported in a separate section.

Knowledge of diabetic retinopathy - most under-65s in the focus groups that attend for screening know that diabetes can cause bleeding in the eye and that is why they have their annual DRS appointment. 

“There is a link between diabetes and eyes, they’re like two sisters”. (DRS Focus group 2: female)
Most of them know that diabetic retinopathy can lead to blindness and that knowledge is a huge motivator in ensuring that they attend. Whilst they know that their eyes can bleed as a result of having diabetes they do not understand why or how diabetes causes diabetic retinopathy.

‘”If we knew the how and the why we could protect ourselves.” (DRS Focus group 4: male)

On the other hand a group of over-65s had very little knowledge about why they attend for DRS. They know it is important that they go, and so they keep the appointments but they did not know what it is for. They did not know the screening helped to prevent blindness.

“It is about pressure.” “Because of weakened eyes.” (DRS Focus group 5: male)

No one in either age group knew the term ‘diabetic retinopathy’.

Knowing the consequences – people attend regularly when they know and understand exactly what the consequences might be if tests are not carried out or treatment is not followed. The almost 100 per cent motivating factor for people under 65 who regularly attend for DRS screening appointments was their knowledge that bleeding in their eyes can lead to blindness. 

When asked why they attend regularly people gave answers such as: 

“(I) don’t want to go blind.”

 “I am worried about going blind.” (Common statements across the groups)

People who do not attend their DRS appointments did not seem to know about or understand the risk to their sight.

People felt very strongly that they wanted to know more, they want to be told about the ‘how’ and ‘why’. 

3.17.7 Difficulties in managing diabetes, diabetic retinopathy and associated health service interactions

Controlling blood sugar levels – this is a struggle for some, even with medication. Whilst there were people who controlled their sugar levels well, more people struggled. Eating is a communal activity and food is part and parcel of hospitality and celebrations within the community. Women described how it was difficult when cooking for the whole family to stick to a diet.

‘The (community’s) diet makes control difficult – fried food and sweets. Eating is social and it is hard when you are doing the cooking. Have to cook something for yourself sometimes. I do boil and grill more.’ (Patient-Fully engaged)

‘Sometimes I cheat – at parties and weddings. My daughters try to help me by keeping an eye on my diet. My daughters stand over me with a stick!’ (laughing) (Patient-Fully engaged)

The quality of information and explanation - on the whole people who attend DRS and hospital outpatients said they were happy with the information they received. However caution is necessary in the light of people’s admitted limited knowledge; for example they may know what tests are for but not the why or how.

DRS missed appointments - People who had missed DRS appointments displayed confusion about the difference between attending for an annual eye examination and attending for screening. 

‘I went for my eye examination and was told that my eyes were fine. I can see crystal clear.’ (Patient - DNA)
Relatives, upon whom patients rely, may lack understanding. Often people rely on relatives to help them understand information and/or to attend appointments. These same relatives often helped with the translation for the interviews. It became clear as they translated the questions and answers for the DRS ‘non-attendees’ interviews, that they did not properly understand the reason for the screening. One lady rang back the next day to say: 

‘I was horrified to hear that the ‘leaking’ in the eyes that my mum referred to, was blood. I thought it was just fluid.’ (Daughter of Patient - Fully engaged)

Managing all the different appointments is one of the biggest issues. People are ingenious in the strategies they develop for remembering – they said they keep appointments in ‘a special drawer’, ‘pinned to a notice board,’ ‘written on a calendar’, ‘slotted into a mirror’, ‘as a note on my mobile phone’. Some do have, and use, a diary. Even people who want to be good attendees, inevitably miss some appointments over time e.g. due to holidays or simply forgetting.

3.18 Managing appointment attendance

Being labelled ‘Did Not Attends’. When people do miss screening appointments, they can find themselves ‘struck off’ lists even when their failure to attend was for legitimate reasons and despite having informed the agency concerned

 ‘I got a letter when I was away in Pakistan and haven’t had a letter since.’ (Patient-Fully engaged)

‘I was in Pakistan and I let them know but I still got letter saying I did not attend.’ (Patient-Fully engaged)

People interviewed because they had been recorded as not attending for secondary care appointments, said that they had received a letter discharging them for not having attended but had not had any appointments letters in the first place. One interviewee had been an inpatient at the time of the appointment but otherwise had attended. 

‘My father did not attend one of the appointments as he was admitted in hospital.’ (Patient - DNA daughter, who was not impressed that her father was on a DNA list).

‘We did not receive any letters from the BRI apart from the one stating that she had been discharged.’ (Patient - DNA daughter of mother with dementia)

Some appointment systems work well. They said that those that work best either:

· Send a letter saying an appointment is due and then the person can ring to fix a convenient appointment within the next two-three weeks (DRS system).
or:

· Fix an appointment several months ahead but make a phone call to remind the person about a week before (some GP surgeries do this for diabetes clinic appointments).

‘We like it where you can ring once you have had reminder letter. You can then have an appointment to suit you not too far ahead.’ (DRS Focus group 4: male)

 ‘I make an appointment for next time (three months) then surgery rings a week before to remind me.’ (DRS Focus group 3: female)

3.19 Service satisfaction

People told us that it helps them when services are provided locally. They are aware of being dependent on relatives and friends to go with them and the time that it takes up:

‘Why can’t our opticians do the test?' ‘If it is nearer we could walk. We have to ask someone to take us.’ (DRS Focus group 3: female)

People respond to good, efficient services. As with their peers in the general population, people with diabetes appreciate good, efficient services that treat them well. They, too, like going to the opticians. People are very satisfied with the DRS service. They had no further suggestions for improving the service. They like the way that the appointments system works; that they can make an appointment to suit their needs and in a week or two’s time, not months ahead.

‘It is complete.’ (DRS Focus group 4: male)

‘Helpful staff, not too much waiting around for appointments.’(Common comments across DRS groups)

People expressed satisfaction with their treatment in the hospital outpatient’s clinic. Once in the system, they find it easy to change appointment times. They described staff as helpful and most said that staff explain things to them well.

‘The first time I went (an emergency referral) they explained everything, what was happening in my eyes, how it was the diabetes. They warned me I might lose my sight.’ (Patient-Fully engaged)

‘The doctor explained everything well. He explained what the treatment is.’ (Patient-Fully engaged)

3.20 Service provider perspectives
Interviews with local service providers and those involved in the management of the diabetic retinopathy, diabetes and eye health pathway explored perceptions of the Pakistani community’s engagement with services (prevention and secondary) and barriers to prevention and treatment based on the experience service providers have had with the community. The interviews also explored the factors influencing uptake of referral and concordance with treatment.

3.20.8 The target group

Service providers were not convinced that the risk of avoidable sight loss is a matter of ethnicity as much as it is socio-economic circumstances. Much of what they said, they felt, could apply to people in lower socio-economic groups in all communities. 

‘It is not an ethnicity issue. I see as many white as Asian sufferers of diabetes. I believe that level of education and social background play a big part in terms of what people know and whether they access services.’

‘Access, compliance, success whether in this area or any others is as much about economic status, education and chaotic versus non- chaotic lifestyles.’

They felt that people from this community do present later and may have a greater tendency not to attend for treatment. These were perceptions, rather than facts. No ethnicity statistics are collected for diabetes; some are collected for diabetic retinopathy.
3.20.9 Prevention - Barriers and Motivations

Awareness - In terms of client/patients’ awareness, service providers felt that people believe that doctors are about treating symptoms. The concept of prevention is not well understood. 

 ‘People have very limited knowledge of how their bodies work.’ 

‘There is something about having a limited understanding of how the human body functions. Their bodies are a sort of mystery to them.’

In terms of their own knowledge of the target community, service providers have many patients/clients from this community but statistics are not collected about the ethnicity of their patients/clients. 

Mindset - many of the service providers interviewed talked about people’s mindset. Interviewees used words and phrases such as ‘stoicism’, ‘resignation’, ‘fatalism’, ‘fear and denial’, ‘people don’t want to be a trouble’, and to describe a mindset that they feel undermines people’s ability to take preventive or early action in response to symptoms.

“I have family members with diabetes, who see it ‘as just what happens’. And who are resigned to it, seeing it as inevitable.”

Managing diabetes is hard work - there was some recognition that managing diabetes creates a great deal of work for people. It is not always easy for people 

‘Having diabetes is very hard work and the patient has to have a lot of incentives to actively comply with everything that is expected of them.’

‘Often people lose track about the various tests they have had – or even whether they have had them.’

3.20.10 Service provision

Language - This is a particularly subtle and complex issue. There was no consensus amongst service providers as to its significance as a barrier/enabler. Some thought that it was no longer a major issue because people brought relatives with them to translate. Service providers say that they are able to call on the help of translators. Translation is provided either in person or via a telephone translator service.

‘I am less convinced than some that language is the barrier it is sometimes claimed to be.’

‘Language can be an issue. Even when relatives accompany the client, their English may not be very good.’

It is important to understand better the implications of who is translating and what is translated. Whilst some service providers thought the use of family members as translators was good and helpful, others’ experience led them to a different conclusion:
‘Relatives can be passing on garbled messages, or edited messages. Often under-stressing the seriousness of the situation. This puts considerable responsibility onto a third party.’

Hospital outpatient’s appointment system – Some service providers identified outpatients appointments system as problematic. 

Interviewees described it thus: 

‘Slightly hit and miss appointments. Time lags lead to confidence gap. This has knock-on effect on other aspects of diabetes management.’

‘The clinic receives fewer ‘prompts’ from target group patients if six-month review appointments do not come through.’

More than just transport - the location of DRS and Outpatients Departments was felt to be a difficult. 
‘Travelling is perceived as onerous and expensive even where     help is available. People don’t like moving out of their geographical comfort zone.’

‘People ask: why can’t you (opticians) do it (retinopathy screening)? We know you.’

Cost – A few service providers recognised that low incomes are an issue in Bradford and Keighley.

‘Not everyone with diabetes realises that tests are free. They also fear that they have to have new glasses.’ 

3.20.11 Service Providers’ ideas for improvement 

Service providers proffered a significant number of diverse strategies to improve prevention and treatment and reduce barriers. 

Suggestions included:

· Screening services in neighbourhoods

· One Stop Shops 

· Expanding early diabetes education 

· Challenging the idea that with diabetes sight loss is inevitable.

· Printed information in many languages.

· Liaison with community centres and mosques

· Making sure people know eye examinations are free
· Increase health awareness education through Asian broadcasting networks.

· Improvement of Outpatients Departments – the environment and administration

· Create own card/diabetic passport to be held by individual.

· More ECLOs

· Expanded role for optometrists

· ‘Once a Year Day’ – people able to have feet and eyes checked at the same time.

· Greater inter-disciplinary working.

· Professionals need to synchronise messages

· Practice nurses to attend screening clinic.

· Greater integration of screeners 

4 Discussion of findings
4.21 Introduction
The reported findings presented above provide a rich source for analysis and interpretation of the barriers and enablers that are influencing the uptake and access to eye care services among the Pakistani community in Bradford. The following discussion presents our analysis of these findings for an assessment of the critical barriers that must be addressed to increase uptake of services and thereby reduce avoidable sight-loss. This section is structured to respond directly to the study aims with each sub-section covering a major barrier or enabler. 

This analysis of the study results has been used to develop key messages and recommendations, which are woven through the section and aimed at informing future interventions. These recommendations were for broader Advisory Group consideration. Some of these recommendations have been prioritised and further developed by the Advisory Group and are presented in the Site Intervention Summary Report (next chapter). The remaining recommendations are for future consideration. All the recommendations aim to improve the patient pathway and service system.

4.22 Barriers and enablers to accessing primary care

4.22.12 Limited understanding about eye health 

People have a very limited understanding of eye health. 

There was agreement across participants from the community and service providers that people have a poor understanding about eye health and eye care. Community participants did not understand the meaning of ‘eye health’. They felt that there was no general eye health information available at community level.

People do not understand the concept of prevention. There was little understanding of the importance of taking preventative action in relation to eyes by having an eye examination as a matter of routine, regardless of the absence of symptoms. People did not know that an eye examination could reveal other health conditions. Nor did they understand having relatives with diabetes and related eye conditions flagged a possible risk to their own general health and eye health. This lack of knowledge revealed in the focus groups supported the view of the service providers that people have a poor level of knowledge about how their bodies work and very little understanding of the concept of prevention.

4.22.13 Symptom-led demand for eye examinations

As a result of the limited knowledge and understanding, people do not go for regular eye examinations unless there are symptoms. Even when there are symptoms, these may not be severe enough for people to make the time to arrange and attend an eye examination. Service providers also recognised this behaviour.

4.22.14 Mindset

A lack of knowledge and understanding can feed the mindset of resignation or fatalism described by the service providers and echoed in the Eye Health Equity Profile – “In some communities, cultural beliefs that blindness is a natural progression of old age or misunderstandings about diabetes as a chronic disease may also act as barriers to accessing services or screening.”
4.22.15 Cost

The cost of tests and glasses was not identified as a major barrier per se by community participants, service users or service providers. It did warrant a mention in one of the focus groups, in an individual interview, and in two service provider interviews. 

However the evidence in the Eye Health Equality Profile indicates that many of the Pakistani descent population live in the most deprived areas of Bradford. It is important to continue to maximise opportunities to inform people about eligibility for free eye examinations, especially in the areas of Bradford District most at risk of avoidable sight loss. The Eye Health Equity Profile recommends lobbying nationally for free eye examinations for all. Take up of eye examinations increased by 64 per cent in Scotland after free tests were introduced.

4.22.16 Location of optometrists

The focus groups and individual interviews did not indicate that the low proportion of optometrists in deprived areas identified as an issue in the Eye Health Equity Profile had an impact on people’s ability or willingness to go for an eye examination. People said that they knew where their nearest optician was located and their presence was experienced as local. This was evidenced in discussions with service users by the common question about why their optician could not do the screening and echoed by some service providers recounting what clients had asked them.

4.22.17 Experience with optometrists

In terms of initial eye examinations, most people had self- referred to the optician. They had found it easy to make an appointment. A few participants had been referred by their GP to the optician for an eye examination. They had then set up their own appointment with the optician with no reported difficulty with this. The vast majority of people knew where to find an optician.

People are positive about going to see the optician. Going to the opticians was described in universally positive terms. People appreciated the time that the optician gives them. They felt that they received good explanations and were confident about returning if needed. They felt that the staff are polite and treat them with respect.

4.23 Barriers and enablers to accessing secondary care

4.23.18 Understanding diabetic retinopathy screening and diabetes

People who do not attend for DRS may need closer follow-up to discover the reason for non-attendance. Interviews revealed that there is a genuine confusion in some people’s minds about the difference between the annual eye examination and the screening test. This appears to reveal a lack of understanding about diabetes, its possible multiple effects on their eyes and the range of tests that need to be undertaken to maintain eye health. Many of the interviewees had had diabetes for a number of years. 

4.23.19 Language and communication

The community and service user participants as well as some service providers do not see a lack of English per se as a barrier. Only in one focus group did one person raise it as an issue. The researchers had to ask directly. Then people talked about how they have ready help from family and friends. They know that they are able to ask for an interpreter at surgery, opticians or hospital. 
Other service providers did think that it was a barrier. Some described the limitations of having relatives act as translators – they may find it hard to give bad news or difficult advice unabridged and attempt to soften it which can cause confusion for the patient. Relatives may not understand themselves exactly what the health professional is saying and therefore give inaccurate information. One secondary care service user provided an example of the limitations of having a relative act as translator. She had received a discharge letter from the hospital for non-attendance. She went to the hospital to challenge this. She felt that she was not being treated properly or having the problem sorted out. Her daughter was embarrassed and would not translate properly. The matter was not resolved and the mother was left in an anxious state about the non-treatment of her eyes.

It helps that there are members of the community who are in the healthcare professions, particularly in GP practices and opticians. The addition of an ECLO with a South Asian background was felt to have had a significant impact in the Ophthalmology Department at the hospital.

‘The ELCO is worth his weight in gold in this particular area, as in others.’ (Healthcare Professional).

It may be helpful to consider communication as a whole, as well as language. As one health care professional expressed it:

‘Even if the consultation takes place in English, the insertion of the odd word of Punjabi even to those who do not speak Punjabi can instil confidence to find the right words in English on the part of patients. For example, in getting more accurate descriptions of pain.’

‘I take the issue of developing rapport and trust very seriously – it is this that makes the biggest difference, but harder in bigger practices in a way. The right sort of rapport can lead to little confessions about not taking medication for example.’
4.23.20 Appointment numbers and systems 

Different parts of the healthcare systems manage appointments in different ways. Some of the ways in which appointments are managed present difficulties for some of the participants. Some service providers made similar comments.

Across all community and service user participants, GP practice appointments systems in some central Bradford and Keighley practices met with almost universal criticism. This issue is important because people said that the GP is often the first point of call when experiencing symptoms with their sight.  GP practices are reported as making it difficult for people to arrange same day or next day appointments. People said that some practices are offering appointments more than a week ahead. They explained that some receptionists do not respond to requests for earlier appointments to meet an immediate need without perceived intrusive questioning. Examples were given of some practices that require people who want an appointment the same day, to turn up when the surgery opens and to wait their turn, which can take up to two hours. 

Specifically, for people managing their diabetes, the different systems do not always recognise that the number of appointments that people have to attend to manage a complex condition over many years will inevitably mean that appointments will be missed at some time. 

Once in the system, people do understand how different systems work, for example most people knew how to change their hospital appointments. However the systems themselves can be inconsistent. In fact as the research work was coming to an end, the hospital acknowledged the problem of people receiving discharge letters without having first received an appointment. 

The major problems occur when:

· appointments are made several months ahead and no reminder is provided  (some GP diabetic clinics and hospital outpatients);

· there is a time lag in sending out a further appointment time or it is inadvertently not sent out at all and the person is expected to be proactive in pursuing a further appointment (hospital outpatients);

· people receive a discharge letter having never received appointments in the first place (hospital outpatients);

· people contact admissions to say that they are not able to attend and this is not recorded leading them to be labelled “did not attend’ and at risk of being discharged (hospital outpatients).

4.23.21 Location of services 

Service providers, community and service user participants all raised the location of services as an issue in general terms. People prefer to attend locally based services when possible. 

One specific example was that of the locations for DRS. Those who have to attend for DRS are aware of being dependent on relatives and friends to go with them and the time that it takes up. The people with diabetes who were interviewed would prefer to have screening offered through their optician as they see their location as local to them. They do not understand, because it appears never to have been explained, why it is that their own optician cannot provide the screening. No one complained about having to travel to the hospital for treatment. 

One service provider pointed out that it is not just a matter of providing transport or funding to cover transport. It is about people’s comfort and confidence about moving out of the locality in which they live. 

4.23.22 Lack of ethnicity data for diabetes prevalence and attendance 

The findings from the insight research support the conclusion in the Eye Health Equity Profile. It recognised that there is good quality data available but that ethnicity is ‘very poorly recorded’. The service provider interviews confirmed this as interviewees had to respond based on perceptions and hunches rather than hard data. This makes it harder to design and target interventions to increase uptake of services.

4.23.23 The experience of referrals 

There was some mixed experience of referrals. There were no particular issues or difficulties raised with regard to referrals when direct questions about the referral process were posed to those who attended secondary care appointments.
However in interviews with people who had been labelled ‘did not attends’ at the hospital and discharged, a possibly major problem was revealed. Most of the interviewees had been referred to the hospital by their GP. Sometime later they had received a letter stating that as they had not attended for two appointments, they were being discharged. They reported that they had never received appointment letters. One was being re-referred, one person had gone to the hospital to try to sort out the error but had felt rebuffed, and another patient with dementia has been taken back to the GP by daughter.

People were not always clear about how long they would be attending the hospital. Some people were receiving their annual DRS there, but it was not always possible to tease out exactly for what and why they were continuing to attend. They appeared to place great faith in the hospital contacting them to attend as necessary. 

4.23.24 The experience of care

People are critical of GP practice receptions. As has already been reported with regard to GP practice appointments systems, GP practices have come in for substantial criticism from community and service user participants. As well as appointments systems, people were critical of practice reception services. They described being treated disrespectfully and felt that they had to endure interrogation about why they needed an appointment. They felt that they had to tell the receptionist personal information that they would rather not have shared. 

GPs themselves were rarely criticised. Only in one focus group were people critical of the care offered by GPs in one practice. The vast majority of participants spoke warmly of their GP and the treatment they received.

People are pleased with the DRS service. Service users described the service as efficient and the staff as caring. They liked the fact that they were not kept waiting. They like the appointments system. 

People are satisfied with hospital Outpatients care. Again people described being treated well and receiving good explanations about treatment.

People need further support to help them manage their diabetes. The Eye Health Equity Profile emphasises several times, the need for further efforts to improve the management of diabetes. Some service providers recognise that managing diabetes successfully requires the individual to take a great deal of responsibility for that management. 

Attempts have been made to manage support to people by the establishment of diabetes clinics in GP surgeries with specialist nurses offering continuity of care. People were appreciative of the relationship and care given through diabetes clinics. Great efforts, recognised in the Eye Health Equity Profile, have been made to search out cases of undiagnosed diabetes.

The focus groups and individual interviews with people with diabetes highlighted the need for further work to develop the right support for individuals to help them manage successfully the complexity of necessary measuring, testing, screening and treatment.

With DRS groups and individual interviewees we tested a service provider idea of a document for people with diabetes in which they could keep that records appointments, attendance and results. People felt this would be helpful, though it is important to emphasise that this was a suggestion put to them. 

4.23.25 System capability to respond to inequalities
Service providers feel there is capacity in the system, except in the hospital Ophthalmology department. The majority of service providers felt that if more people took up opportunities for testing and screening then most parts of the system should and would be able to cope. 

A number of them spoke of the desirability of increasing access because of the resulting reduction in complications that would occur. Such would be the level of benefit, in terms of reduced suffering and costs to the healthcare system that one service provider felt the question about service constraints was ‘sort of the wrong question.’ Another said ‘we should never be defeatist about growing capacity when necessary, particularly when resultant potential savings are considered.’

The one part of the system that would be under real strain, if demand increased is the ophthalmology department at the Bradford Hospitals Foundation Trust. This was acknowledged, not only by the staff working in that department, but also by other service providers. The physical space in which to see and treat patients is very cramped currently and the number of staff is already an issue. There is a present and pressing concern about how the department will cope if the NICE guidelines about injections as standard treatment come through. 

The national care pathway works and there are some things that would improve it. The care pathway (primary to secondary care) that operates in Bradford in relation to eye care, is the nationally recommended one. 

On the whole service providers felt the referral system worked well. The one comment that was made a few times was the issue of the referring optometrist not routinely being copied into correspondence between the consultant and the GP, following appointment.  

Service providers spoke very positively about the DRS service.
‘The screening service is brilliant, and gives a great boost.’

GPs, optometrists and diabetic nurses are seen as key to improving people’s attendance for testing and their compliance with treatment. There is a need to synchronise messages about the links between diabetes and eye conditions. One suggestion was to widen the role of the optometrist to include blood pressure testing.

There are still opportunities that could be exploited to increase cross-boundary and partnership working between primary and secondary care services and between primary healthcare professionals.

Service providers feel they have the right support (in relation to treating the target community and diabetic retinopathy). Service providers felt that they had the right level of support. They drew this support from team colleagues, professional networks such as the Local Optical Committee, and multi-disciplinary meetings focused on diabetes. 

One issue that arose was the need to ensure the inclusion of optometrists and diabetic retinopathy screeners in multi-disciplinary meetings. The service provider interviews highlighted that this might not always be the case.
5 Recommendations

1. Establish a general eye health information booklet, suitable for the target audience. The booklet to include: information about the eye and how it works; eye examinations and what they can tell us about our wider health; first aid for eyes.
2. GP surgeries and opticians carry up to date information about eligibility for free eye examinations. That diabetic specialist nurses and opticians ensure that people newly diagnosed with diabetes are informed about free tests.
3. That a ‘good communications guide’ be developed for professionals and practitioners based on best knowledge and practice in the District.
4. Management responsible for appointments system at the ophthalmology department at Bradford Hospitals Foundation Trust review its system in the light of reported patient experience. That they consider adopting systems that appear to work well for patients.
5. Service users, where relevant and appropriate, are consulted about the placement of services or at least receive information about the reasons for why services have to be provided in a particular way.
6. Ethnicity data be collected in relation to both eye care and diabetes.
7. Inner city GP practices be asked to review their patients’ experience of reception behaviour and protocols.
8. In the light of people’s experience it would be useful to explore possibilities for streamlining appointments systems.
9. Explore ways to strengthen the partnership between patients/clients and professionals with regard to the recording and review of tests and treatment.
10. Commissioners give consideration to what additional capacity is needed in secondary care to meet current and anticipated demand for eye treatment in relation to diabetes.
11. A ‘whole systems’ workshop be held to explore where greater working together or streamlining of care could benefit patients with diabetes in relation to eye care.
12. Those with responsibility for convening multi-disciplinary meetings consider extending the membership of those meetings, as appropriate.
6 Site intervention summary report

6.24 Introduction

The findings from the investigation of barriers to the use of services provided the basis for the second phase of work in Bradford. The aim of this part of the work programme was to:

· Design and develop intervention strategies to increase the uptake of eye care services among the Pakistani community in response to the research findings.

This section of our report provides the site intervention summary, including a local theory of change that identifies how the recommended and selected intervention strategy responds to the study findings and is able to achieve the outcomes identified. To contextualise the recommended intervention strategy, a summary of the process used to develop these recommendations is also provided.

A full site intervention plan has been provided to RNIB to enable the local Advisory Group to develop a delivery plan in consultation with site partners.

6.25 How the intervention strategy was developed

Shared Intelligence hosted two workshops with the Advisory Group and wider stakeholders to present the study findings, develop a vision for change, scope possible intervention strategies and then further refine and develop the delivery options presented here. In addition to these intensive workshops with participants, Advisory Group members and other stakeholders were involved in meetings with Shared Intelligence and RNIB so as to scope and refine specific elements of the recommendations and test/retest the developing intervention summaries. 

The first workshop, a ‘findings workshop’ was hosted on 8th June 2011. A full summary of the results of the workshop is provided in appendix two. The aims of the workshop were: 

· To communicate and reflect on findings from the local insight research

· To discuss and agree specific desired outcomes for change (e.g. increasing eye examinations)

· To introduce possible areas for action in response to the research that will improve prevention and reduce barriers to the uptake of services

The workshop was an opportunity to present findings to local stakeholders. The workshop participants then identified best current practice in relation to the key areas for change illuminated by the findings. Discussion then focused on responding to the findings by developing a vision for change and finally, in small groups, developing an action plan to achieve the vision for change. The actions proposed tended to be either:

· aimed at on the communities and patients (interventions around patient education, information, advocacy and adherence);
· within service provision (settings for delivery of care appropriate and convenient to the patient, provider awareness and pathway re-engineering); or 

· in relation to the capacity of the system as whole (particular data, evidence and monitoring). 

The vision for change identified at the workshop emphasised increased community awareness and understanding of prevention, an integrated service pathway (in particular overcoming the barriers created through dislocated services) and integration of IT systems. At this stage the suggested interventions included: a ‘One Stop Shop’ pathway redesign; DNA patients getting one to one information and support; pioneering health promotion on the local schools’ curriculum; link workers for complex cases and the most vulnerable people; and integrated IT.
The workshop also identified a number of smaller but significant process interventions including wide support for a self-care document to support better management of diabetes. 
Appendix three includes more detailed information about the interventions that were proposed and considered but not ultimately selected as recommended interventions for the Advisory Group.

After the first workshop, Shared Intelligence conducted a brief evidence check on the proposals, utilising an evidence overview prepared for the RNIB and other directly relevant literature. The actions put forward by the workshop were matched against findings and desired outcomes. 

This appraisal enabled key stakeholders the Advisory Group members at a meeting on 22nd June to develop a more focused and developed suite of recommended intervention strategies to be further tested by stakeholders at a second workshop. 

The intervention strategies proposed by the Advisory Group have elements consistent with five of the strategies identified by De Montfort University in their review of evidence of interventions reported as being ‘successful’ or ‘well-received’ in promoting primary and secondary eye care and reducing avoidable sight loss, namely: awareness raising and information; transparent care plans; personal support; professional development and training of staff; and structural changes.

Five interventions were identified. After conversations between the Chair and RNIB, it was agreed that one of the interventions would not be pursued as part of this project due to the longer timeframe it would need to demonstrate effectiveness. At Shared Intelligence’s suggestion, two were merged. A further intervention is already being put in hand through the DRS service working in partnership with the podiatry service. Therefore, three interventions were presented at the second workshop: Five Key Messages (Community engagement programme); Self-Care Management and Seamless Care.

The second ‘action workshop’ on 15th July had three aims that were to:

· Discuss and agree areas for action that will improve prevention and reduce barriers to services

· Discuss and agree the plans for implementation and delivery

· Provide an overview of the intended partnership and evaluation methods that will support delivery.

About a dozen people gathered for the workshop on 15th July. Some of the participants had not attended the first workshop and some key people were unable to attend at the last minute. 

Each short-listed intervention strategy was presented to participants. This summary provided an outline of the recommended intervention and the findings to which it related. For the first half of the workshop, the participants worked in two groups, developing the detail for two out of three of the interventions including: outcomes, specific actions, partners to be involved, resources needed etc.
The second half of the workshop focused on the third ‘pathway’ intervention - seamless care. This was explored as a whole group using role-play. There was a wide-ranging discussion about what might be possible in the way of an intervention that was feasible, given the resource available. There was recognition of the importance of trying to create a more seamless service for people with diabetes; however the participants felt that the right people were not present to agree how this could be achieved. 

Following the workshop, it was agreed to explore further the feasibility of two interventions, five key messages and the self-care document, with the proviso that the ‘passport’ (self-care document) intervention be checked against possible work being undertaken in the hospital. 

In terms of the ‘seamless care’ intervention, RNIB sought to engage with  the appointments manager in the Ophthalmology department at Bradford Hospitals Foundation Trust and to the senior staff in the DRS service.

After the workshop, the intervention summary was revised to reflect the work and discussions at the workshop.

As a result of these discussions and liaison between RNIB and Bradford Hospitals Foundation Trust it was agreed at the Advisory Group meeting held on September 6th 2011 that a further intervention to improve the patient pathway would be pursued. It will consist of two areas of activity to reduce the DNA rates in screening and secondary care: 

· The trial of a system of text messages to the target population to remind them to attend their DRS appointments.

· The location of a bilingual, part-time member of staff in the Ophthalmology department who will telephone people from the target population to remind them of their upcoming appointment and reiterate the importance of attendance.

6.26 The Bradford Theory of Change

The following key messages from the Bradford findings and analysis informed the development of the chosen interventions:

· people’s lack of understanding of the concept of prevention;

· people’s lack of access to general eye health information at community level and their desire to have that information;

· the lack of knowledge about why and how diabetes impacts on eyes and sight;

· people’s great desire to know more and to take better care of themselves;

· people’s request for greater support to help them to remember and keep their appointments;

· the revelation that the hospital appointments system may not be working well for some referred patients;

· People’s high levels of satisfaction with the individual services and care that they receive in relation to diabetes and eye care – GPs, opticians, the DRS service and ophthalmology outpatients’ clinics.

The Bradford health system and its partners have a significant history of researching and developing creative responses to the health needs of its diverse population. Diabetes has been one of the health conditions that have received sustained attention over the last decade. In developing the interventions the Advisory Group and its partners have drawn on the experience of addressing those diverse health needs.

The recommendations for local intervention strategies have been based on a theory of change framework developed as the findings and proposals for interventions were being developed. Using this framework in Bradford enabled us to explore how different activities, processes and change mechanisms respond to the research findings (the rationale) so as to contribute to changing long and short-term outcomes. The theory of change enables the local context, research findings, desired outcomes and specific interventions to be viewed as a coherent system in which the Advisory Group is acting. 

We have used this theory of change to test and refine the specific recommended intervention strategies. This theory of change should also be used as a part of the continuing monitoring and evaluation of the intervention strategies in order to assess whether they have worked in this way, to what extent the right activities are in place, and if they are effective. 

	Issues/ context
	Rationale
	Actions/ Interventions
	Short term outputs
(6-12 months)
	Medium term outcomes
(12-24 months)
	Long-term impact
(3 years plus)

	What are the key issues or problems you are trying to address? 
Higher prevalence of diabetes and related serious eye conditions among Pakistani population

Significant proportion of ‘did not attends’ for diabetic retinopathy screening and secondary eye care appointments
	Why does this require an intervention of the kind you have developed?
Lack of understanding about the importance of prevention

Low levels of knowledge and understanding about the effect of diabetes on the eyes and inconsistent messages / management by professionals 

Success of community / faith centres in supporting preventative activity & communication

Inconsistent mechanisms to support self-management despite recognition from patients and professionals that management is challenging
	What is the nature of the interventions that you will deliver to address the issues? 

Community engagement intergenerational awareness project

Community engagement Geographically based project (Keighley) to develop and deliver five key messages about diabetes and eye health 
Creation of a self-care document to support partnership between patient and professional in diabetes management

Once a year day – streamlining the annual checks for feet and eyes.

Seamless care: pathway review focused on the appointments systems and building on previous learning
	What will the immediate results of your work be? 
Booklet produced 

Volunteer and professional advocates for the work. 

Consistent messages agreed. 

Use of networks

Prototype of care document produced.

Staff training on prototype conducted.

Appointment reminders and follow up in place
	What benefits will people see as a result of the interventions? 

Increased numbers of Pakistani community in attending regular  screening and for secondary care

Decreased numbers of people from the Pakistani community who do not attend for testing, screening or treatment in secondary care

Increase in the number of relatives having eye examinations

Pakistani community members with diabetes involved in active self-management that can be evidenced
	What are the ultimate aims and objectives you are hoping to achieve?

A reduction in the number of people in the Pakistani community who develop diabetic retinopathy (reduction in referrals to secondary care)

Higher than national average rates of diabetics attending screening appointments

Increase in the number of people successfully lowering and maintaining lowered blood sugar levels


7 Recommended interventions

The Bradford Advisory Group agreed to examine the feasibility of implementing the following three interventions. 
7.27 Intervention 1: Community engagement programme
A Community based engagement programme to increase awareness of diabetes and eye health

	Key features

	Summary
	Community based engagement programme — health professionals and community networks disseminate key messages about diabetes and eye health to Pakistani people.

	Anticipated impact
	· Increased awareness and understanding of the prevention of sight loss.  

· Increased number of people from the Pakistani community attending for regular eye exams and DRS.

· Reduction in the number of people who are ‘DNA’ at DRS. 

	Legacy impact on service provision
	· The intervention is sustainable. The five key messages and materials produced can be transferred and republished in-house and at minimal cost.

· Increased take up of DRS.

· Increased referral to secondary care.


7.28 Intervention 2: Self-care management tool 
Self-care management document for people diagnosed with diabetes

	Key features

	Summary
	The development of a self-care document to help diagnosed diabetics manage their condition and ongoing treatment, with specific reference to eye health.

	Anticipated impact
	· Pakistani community members with diabetes involved in active self-management that can be evidenced. 

· Increased numbers of people attending for DRS.
· Fewer ‘DNAs’ for screening 
· More people achieving desired blood sugar levels 

	Legacy impact on service provision
	· The intervention’s future costs would be low. As a pilot it is intended to test efficacy and impact so that future commissioners can decide to mainstream.

· Increased numbers of people having diabetic retinopathy identified earlier in short term.

· Decrease in number of people with diabetic retinopathy in five years time.


7.29 Intervention 3: Improving the patient pathway (seamless care)
Improving the patient pathway (seamless care)

	Key features

	Summary
	Initiative to improve the consistency of the patient pathway via: 

· A text message service for people with diabetes to remind them to attend DRS appointment. 

· A targeted telephone reminder service administered by a bilingual worker, to encourage people to attend appoints at the diabetic retinopathy clinic. 

	Anticipated impact
	· Appointments systems and patient contact that maximise attendance.

· A reduction in the number of people who do not attend for annual DRS.
· A reduction in the number of people who do not attend for appointments in the Ophthalmology department.

	Legacy impact on service provision
	· The initiative will provide value for money through the internal efficiency of increased attendance rates leading to less waste of consultant, nursing and screening time.
· Increased numbers of people having diabetic retinopathy identified earlier in short term.

· Decrease in number of people with diabetic retinopathy in five years time.


The complete proposed site implementation plan is provided in an Annex for the Advisory Group and RNIB.
The Advisory Group and RNIB agreed three of the five proposed intervention strategies. A fourth intervention strategy is already planned to happen external to this project. It will focus on creating joint appointments for annual eye screening and foot checks. The pilot will start at Horton Park in September for those patients booking their screening there and will then be evaluated with the view at rolling out to as many screening locations as we can (this will depend on podiatrist and room availability). RNIB might wish to consider including this project formally in the evaluation.

The remaining recommended intervention strategy that was supported by the Advisory Group participants is included in the summary and theory of change to ensure that the full picture of the research findings and intervention development process remains at the forefront of Advisory Group considerations and future research or intervention opportunities.

8 Next steps

RNIB, working with the local Advisory Group, key stakeholders and the community, will develop the proposed interventions into agreed intervention strategies for implementation in the Bradford site. The interventions will launch during the spring and summer of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the interventions, together with the interventions in the other four sites. The evaluation will consist of: 

· Outcome evaluation — to examine the impact of the interventions in changing people's knowledge and behaviour; 

· Process evaluation — to examine if the interventions reached the target population as planned; and 

· Economic evaluation — to examine the cost consequence of the intervention implemented at each site. 
The evaluation will run until early 2014. 

9 Concluding remarks

In excess of a hundred community members and service providers from the public, voluntary and private sectors participated in this project. Their willingness to give time as well as their expressed interest in the outcomes bodes well for obtaining the necessary support to implement the planned actions.

There was consensus about the key issues to be addressed and evidence of a preparedness to respond promptly to emerging findings, for example in relation to hospital outpatient and DRS appointments. 

RNIB’s initiative in proposing this work in Bradford has been helpful in providing a further focus for the proactive commitment to tackling diabetes that the NHS and its partners have shown over many years. The Advisory Group is now well-placed to make a further positive and creative contribution to preventing sight loss as a result of diabetes in people of Pakistani descent in Bradford and the wider community. 
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