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Executive Summary

Introduction

The Eye Health Community Engagement Project investigated the eye care pathway in Glasgow with specific reference to the Pakistani community aged 40 to 65 years, residing in the South East of the city and to 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 in Glasgow.
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 Glasgow 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 has built a better understanding of the reasons behind inequalities in the uptake of primary prevention services and secondary care for diabetic retinopathy in the Pakistani community. As a result of the findings provided by this study, local partners in Glasgow will be able to assess possible intervention responses and prepare a plan for action to improve the patient pathway and service system.

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 the Pakistani population.

Method

The approach taken was based on collaboration and engagement with clinicians, eye health professionals, local RNIB staff, public health stakeholders from the statutory and voluntary sectors, and with the community. A local Advisory Group was responsible for guiding and directing the development of local activity.
In summary the study comprised the following:

· Nine focus groups with people of Pakistani descent living in Glasgow - the majority of participants were aged between 40 and 65 years old  (March-May 2011) – to explore attitudes to eye health, explore motivations for and barriers to eye examination, and suggestions for improving access to eye care services.
· Fourteen semi-structured interviews with people of Pakistani descent who have diabetes and have been referred to secondary eye care services (April-June 2011) – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.

· One focus group and 26 semi-structured interviews with two groups of individuals with regard to DRS - those who attend appointments and those who have a not attended one or more appointments (May-June 2011) – to provide additional evidence on motivations for and barriers to concordance with secondary care and how DRS services and pathways could be improved.
· Thirteen semi-structured interviews with service providers and managers in eye health primary and secondary care (March-May 2011) – to gather experiences and perspectives 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 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.  As a result the Advisory Group identified and appraised a number of intervention options. Three interventions have been agreed to pursue and evaluate over a two year period as detailed below. 
Findings 

The findings 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 Glasgow. It is worth noting that within the Scotland context the population is entitled to free eye examinations, the result of a policy brought in by the Scottish Executive in 2006. The key findings about accessing primary care services are summarised below.
Primary care: barriers and enablers
Community awareness of eye health

The findings suggest that awareness of eye health and eye health conditions is limited among the Pakistani community. Community members did not understand eye health beyond “eye sight”. 

There is limited understanding about the risk factors related to eye health and/or any preventative behaviour that individuals could take to protect and promote eye health - few community members are aware that eye health can be influenced by individual action. This acts as a barrier to the community adopting health seeking behaviour. 

This is attributed in part to a lack of available information on eye health, despite a desire among community members to know more about sight loss and eye health. Overall, therefore, the study demonstrates that the public health system has not adequately addressed the prevention needs of this high risk community.  

Symptom-led demand for prevention and care

As a result of the lack of community awareness of eye health, preventive action is understood almost exclusively through the prism of eye-sight and without reference to eye health or eye conditions like diabetic retinopathy.  Eye-examinations are generally not recognised as health checks and individuals do not go (in the first instance) unless there are symptoms which they deem serious enough to take the time to arrange and attend. 

Many people also have a fatalistic or resigned mindset with regard to eye health. Views expressed would suggest that this is something that is not given a high priority among the Pakistani community.

The emphasis on symptoms is retained even for patients with diabetes who while they are aware that diabetes can affect the eyes they have little understanding of the actual condition (diabetic retinopathy) and the risk and causal factors around it. 

Factors that influence people’s decision to attend or not attend appear the same i.e. they will primarily attend an optometrist in response to a problem such as deterioration of sight, headaches etc. Absence of symptoms appears to be the principal reason for those who have not or do not attend for eye examinations. 

Findings suggest that experience of eye examinations is also crucial to the frequency of re-examination. The majority of individuals consulted felt that a positive experience encourages repeat attendance. 
Where barriers were identified via the study these tended to be around the perceived costs of visiting the optometrist together with a general lack of information about the experience and the process. Attitude of staff, including lack of proper time, attention and explanation given by clinicians, was also identified as a barrier. 

Some cultural issues were raised in relation to patient experience, specifically language and gender sensitivity, particularly for the older generation. However, most individuals concluded that time given and the service received are more important factors in providing good communication and care than gender and language.

Secondary care: barriers and enablers
Organisation and administration of secondary care services

The secondary treatment system for diabetic retinopathy in Glasgow is met with mixed reviews among the Pakistani community. Both patients and service providers recognise a number of limitations in its capacity to respond fully to patient needs which can result in a less than ideal experience. 

Some of the ways in which appointments are managed and administered present difficulties for many patients. Waiting times are felt to be long and continually increasing, and communication around waiting times is considered to be very poor.  

Lack of explanation around referrals and treatment varies; generally there is a desire for more information and explanation. There is a certain element of acceptance of a less than ideal experience within secondary care with patients not having the information, confidence or trust to question.

A further finding which emerges is the lack of understanding and clarity around the roles and responsibilities of the different elements of the pathway. While significant numbers of people being ‘lost’ between providers cannot conclusively be pointed to, the potential for inadvertent barriers along the pathway is present. 

It is evident from both individuals and service providers that enhanced and integrated social support (particularly that delivered in a community setting) would enable individuals to feel better assisted in the management of chronic/multiple conditions. Individuals would also like to see greater involvement of GPs with regard to eye health and a stronger role for local networks and support groups.

Findings also point to opportunities for greater social support and reinforcement of awareness and treatment messages through unrealised opportunities like GP clinics or better use of community optometry and pharmacy. 

Limited service capability to respond to inequalities 

On the whole the referral system works well and staff relationships and networking has improved significantly in recent years.  That said it is recognised that there are still opportunities that could be exploited to increase partnership working between the different elements of primary care (i.e. GPs and optometry) and between primary and secondary care. 

Linked to this there is a lack of understanding among service providers and commissioners as to why people do not attend for appointments, in part this is due to a lack of accurate recording of information and follow up of patients. Lack of effective data on ethnicity also hampers efforts to reduce inequalities or improve outcomes for particular groups. While there are some efforts focused on the development of culturally responsive practice it is recognised that this needs to be scaled up and the pace of implementation increased.

Service providers also suggest that there are constraints on the capacity of the system to respond effectively to some of the issues raised via this research.

Diabetic retinopathy screening service

The insight research explored the DRS service in Glasgow specifically. 

Many positives are identified in relation to the DRS. Individuals like the timely notification of appointments and the fact that they are not kept waiting at the clinic. 

While there is a demand for face-to-face discussion of results to be built into the process, the general view that is that the actual DRS screening process is relatively well explained.

A preference for more local delivery of DRS and other secondary care services is also evident, especially from those who are required to attend multiple appointments.  With work and childcare commitments, the management of chronic conditions and associated appointments can prove difficult.  

Recommendations based on the study conclusions

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

· Develop a targeted awareness raising programme around eye health and the importance of eye examinations. Develop and deliver this programme in partnership with the community.

· Support the development and dissemination of information about the community to service providers to encourage greater responsiveness to community needs.

· Undertake further investigation to inform the development of responses to perceived and/or real language barriers, possible areas for exploration include: increased promotion or standardised availability of translation services; and development of “good communication” tools to assist in the communication of eye health messages.

· Explore the management and administration of the secondary care eye clinic appointment and waiting system in light of patient experience. In particular, look to improve communication of waiting times and timely reminders of appointments.

· Improve communication around the secondary care clinic, (explanation of referral process, what is likely to happen during appointments etc) and diabetic retinopathy condition, management and treatment). The provision of this could be explored during waiting times at clinic (e.g. via improved visual communications (e.g. display screens) or availability of advisory staff to provide talks/answer queries).

· Address confusion around the different elements of the pathway via awareness raising and improved information/communication efforts. Also explore development and communication of key messages via various clinicians along pathway.

· Ensure that service users where relevant or appropriate are consulted about the placement of services. Explore the opportunities for outreach delivery within Pakinstani communities and through using community venues.

· Investigate greater use and tailoring of patient support programmes to support self-management of conditions. Provide further advice to clinicians on available social supports and community networks to encourage greater signposting.

· Involve other key professionals (GPs, practice nurses, community optometrists, community pharmacists) in promotion and management of eye health via key messages campaign.

· Enhance efforts to promote practice that is responsive to health inequalities - ensuring this is embedded in the practice of all professional and support staff working within the eye care pathway.

· Review procedures relating to non-attendance and consider possible changes to follow-up and appointment systems that could improve attendance if necessary.

· Improve collection, coverage, accuracy and use of ethnicity data to inform the planning and delivery of eye care services and support the inclusion of relevant data in updates of the Eye Health Equity Profile. Improve data and intelligence systems via continuation and enhancements of existing CEP Advisory Group efforts.

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

This process included a series of workshops and discussions with site partners which 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 the appendix two to the full report (workshop outcomes).  
To illustrate how the proposed intervention strategies respond to the study findings and are 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 have been proposed, to be pursued and led by the Glasgow Advisory Group as summarised below:

Intervention 1

A community engagement strategy to raise awareness and understanding of eye health and the importance of regular eye examinations. 

	Key features

	Summary
	A Community Engagement Strategy to raise awareness and provide information on eye health to encourage increased numbers of people from the Pakistani community to attend for regular eye examinations

The strategy will be delivered by eye health champions working and living within the community

	Anticipated impact
	· Increased awareness and understanding of eye health risks and appropriate prevention (i.e. eye examinations)
· Increased numbers and proportion of the Pakistani population undergoing regular eye examinations


Intervention 2

Eye health messages campaign delivered by community health professionals to promote attendance at eye examinations and DRS. 

	Key features

	Summary
	Working with community members and health professionals (GPs, Practice Nurses, Pharmacists, and Community Optometrists) to develop key messages to promote attendance at DRS and regular eye examinations
The key messages will be delivered by health care professionals who come into regular contact with people diagnosed with diabetes

	Anticipated impact
	· Increased understanding of eye health and diabetes 
· Increased numbers and proportion of the Pakistani population undergoing regular eye examinations
· Increased numbers and proportion of the Pakistani population attending DRS


Intervention 3

Eye health messages campaign delivered diabetic retinopathy screening staff by to promote attendance at eye examinations 

	Diabetic retinopathy screening service — key messages campaign

	Summary
	Working with the DRS service to ensure staff provides consistent messages to members of the community with diabetes in order to promote attendance at regular eye examinations. 

	Anticipated impact
	· Increased awareness and understanding of the importance of regular eye examinations among members of community with diabetes 

· Increased numbers and proportions of the Pakistani population with diabetes who are attending regular eye examinations 


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 Glasgow 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 Glasgow with specific reference to the Pakistani community aged 40 to 65 years, residing in the South East of the City 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 in Glasgow. 

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 Glasgow 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 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: 
· Bradford (diabetic retinopathy in the Pakistani population experiencing deprivation, aged 40-65)

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

· Hackney (glaucoma in African Caribbean population, 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 with regard to concordance with treatment
· Design and develop intervention strategies to increase the uptake of eye care services among the Pakistani population.

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 review, the design of preferred interventions and the implementation of recommendations. 
The Glasgow Community Engagement Project Advisory Group was established by the RNIB and has been in operation for over a year. An RNIB Community Development Officer is also in place. The Advisory Group, Project Manager and Community Engagement Worker have provided the review with expert guidance, enabled local networks to support the conduct of local investigation and provide a mechanism to develop and implement recommended interventions.
1.4 The Pakistani population in Glasgow and diabetic retinopathy
Diabetic retinopathy is the leading cause of blindness in the working age group in the UK. Its prevalence increases with duration of diabetes, and nearly all persons with type one diabetes, and more than 60 per cent of those with type two, have some retinopathy after 20 years (see for example Klein et al 1996). Guidelines from The Royal College of Ophthalmologists (2005) suggest diabetic retinopathy has a rapid progression and if left untreated, of those progressing to the late stages of the disease 50 per cent will be blind within two years. However, early detection of the condition and laser treatment can halve the risk of sight loss (O’Donnell, K. 2009). 

Local Authority Register Data for certification of sight impairment demonstrates that Glasgow has 9.8 people per 1000 population who are registered as visually impaired, compared to 6.6 people per 1000 for the Scottish population as a whole. The Glasgow Eye Health Community Engagement Project Eye Health Equity Profile (Thompson, L. & Burton, P. Dec. 2010), which was commissioned for this project by RNIB, suggests that this may be related to the level of deprivation within Glasgow, and possibly to the high density of minority ethnic populations. The diabetes prevalence rate is also higher for areas falling within the NHSGG&C boundary when compared to the national rate. 

Census 2001 data shows that there is a particular concentration of minority ethnic groups residing in the South East of Glasgow City, in the main two broad areas show the highest density. The first area includes Pollokshields East (with 47.8 per cent of the population from an ethnic minority), Pollokshields West (30.2 per cent) and Govanhill (19 per cent). The second area is west of the City Centre and includes Hillhead and Woodlands (15.1 per cent) and Yorkhill and Anderston (12 per cent). This review has focused on the first area.

The Equity Profile illustrates that there is very little prevalence data currently available for the specific target group selected for this project in relation to diabetes and diabetic retinopathy. That said the higher risk rates for diabetes among populations of South Asian origin may be expected to be associated with higher rates of diabetic retinopathy. 

Advisory Group efforts to supplement the Equity Profile resulted in an audit of pre-identified General Practices (13) in the South Sector of the Glasgow City Community Health Partnership (CEP), in the Pollockshields, Govanhill, Battlefield and Mount Florida localities. This data identified the following:
· Of the total practice size list (75,022) for all 13 health centres, 1.5 per cent (1,111) of registered patients were of Asian, Asian Scottish or Asian British ethnic origin
· The prevalence of retinopathy among these practices was 0.5 per cent (338); the prevalence of diabetes was 1.6 per cent (1168). 
Diabetes and retinopathy have significantly higher prevalence compared to other eye conditions: AMD (Age-related macular degeneration) (0.2 per cent); cataracts and glaucoma (both less than 0.1 per cent). Of those patients with diabetes (3,205) the prevalence rate of retinopathy was 10.5 per cent. 
Research also identifies relative under-use of services for visual impairment among ethnic minorities, particularly among Asians and African Caribbeans.  Again, however, as with estimates of prevalence, there is a lack of Glasgow specific data regarding the uptake of eye services by minority ethnic groups.

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 remainder of the report is organised into four sections: 
· Section one 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. 
· Nine focus groups with people of Pakistani descent living in Glasgow – the majority of participants were aged between 40 and 65 years old  (March-May 2011) – to explore attitudes to eye health, explore motivations for and barriers to eye examinations, and suggestions for improving access to primary eye care services.

· Fourteen semi-structured interviews with people of Pakistani descent who have diabetes and have been referred to secondary eye care services (April-June 2011) – to identify motivations for and barriers to concordance with secondary care and how eye health services and pathways could be improved.

· One focus group and 26 semi-structured interviews with two groups of individuals with regard to DRS - those who attend appointments and those who have a not attended one or more appointments (May-June 2011) – to provide additional evidence on motivations for and barriers to concordance with secondary care and how DRS services and pathways could be improved.

· Thirteen 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 review then presented the findings to local stakeholders identified in partnership with the Project Manager and 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.
The overall review design and protocol was drafted by the team of researchers at Shared Intelligence to respond to specifications developed by the RNIB. The Glasgow Advisory Group reviewed the protocol and suggested local site adaptation to ensure relevance of methods.

The method was also developed in the context of a requirement to complete the fieldwork and reporting to enable intervention development in the first half of 2011 (a field work period of three months).

2.7 Focus groups with community members
Focus groups were held with community members to discuss of eye health awareness and primary care. 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 nine focus groups, we spoke with 80 participants, 49 per cent were male, 46 per cent of all participants were under the age of 55, 19 per cent of participants had never had an eye examination and 37 per cent of participants had not had an eye examination in the past year. Four focus groups were all male and five focus groups were all female. All groups had a mix of individuals who were tested/untested.

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 Interviews with service users
Fourteen semi-structured interviews were conducted with people of Pakistani descent who have been diagnosed with diabetes and have had interaction(s) with secondary care eye services. 

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 the appendix one. In summary the range of interactions, which are used for referencing quotations in the text, were:

· Fully engaged: 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);

· Did not attend (DNA): referred from a primary care provider but who have not attended one or more appointments in secondary care settings (n=six); and
· Difficulties with treatment: attended secondary care services but who have been unable to maintain compliance with treatment (n= three). 

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.

2.9 Interviews with service providers
Thirteen semi-structured interviews were conducted with service providers, managers and support staff in eye health primary and secondary care in Glasgow. 

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 by phone or face-to-face and lasted around 30-45 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. 

2.10 Diabetic retinopathy screening service users
One focus group and 26 interviews were conducted with people who are eligible and had been invited to access the Glasgow DRS.

Recruitment to the focus groups and interviews was supported by the local DRS service. Via the focus group and interviews 35 individuals were consulted with in total – 74 per cent of whom had attended screening and 26 per cent of whom had missed appointments for screening. 60 per cent of consultees were male and 40 per cent female.

The interviews and focus groups followed a topic guide that explored the motivations and experiences of those who attend annual screening and the experiences and perspectives of those who have not attended annual screening.

2.11 Challenges and limitations
An 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 that are being taken forward in each of these by RNIB and the Local Advisory Groups. 

The methodological challenges and limitations in the Glasgow study are discussed below.
2.11.1 Focus group sampling 
The number of focus group participants who had never been for an eye examination (19 per cent of participants had never had an eye examination compared to 37 per cent of participants who had not had an eye examination in the past year) was lower than intended. 

Originally it was planned to run half the focus groups with people who never had an eye examination (i.e. in the last ten years). When we started recruiting to the focus groups in collaboration with local community organisations, it was difficult to find sufficient numbers of participants who had not had an eye examination in the last ten years. Although there are little reliable statistical data available on the proportion of the target population in South East Glasgow who have attended eye examinations, anecdotal evidence suggests only a small minority will have not had an eye examination in the last ten years. Our experience is consistent with this and probably reflects the sample population. 

The lower than expected proportion of people aged 40-65 who we could recruit through the community engagement method led us to adjust the original sampling approach and to recruit mixed groups (those who had and had not had eye examinations in the last ten years). In all focus groups we facilitated discussions of why people do and don't go for eye examinations, specifically ensuring the views of participants who had not been tested (as well as those who had) were fully explored.

The implications of having fewer first-hand accounts of experience from people who hadn’t been for an eye examination is that findings may not reflect these experiences as fully as those of people who had been tested. However, the consistency of focus group findings from across all five sites – which are drawn from 34 focus groups with 289 participants including 41 who had not had an eye examination in the last ten years - enables us to be relatively confident in how we can interpret the findings from each site.   
2.11.2 Size of patient sample
The original sample size was for 15 patients to be interviewed.  In practice, it was more difficult to identify patients who had attended secondary care services but who have been unable to maintain compliance with treatment. This resulted in three rather than the planned sub-sample of five of these interviews being carried out.

A total of 14 interviews was agreed as a reasonable sample size for qualitative research as it was drawn from a relatively small sample population in terms of the geography, age, condition and type of service engagement, although  compliance with treatment.  

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 us to identify patterns and draw conclusions as described in the discussion section of this report. The analysis and interpretation were validated through discussion and internal challenge of emerging conclusions by the national research team (via three analysis 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/review’. After this determination, we notified a representative from the West of Scotland Research Ethics Service and the Advisory Group members of the agreed study protocol. 
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 Glasgow and how these might be overcome.

3.16 Community views and experiences of primary care

3.16.3 Eye health awareness and understanding

All focus group participants immediately identified good eye health as good sight; from discussions it is evident that the majority of individuals consider good eye health and good eye sight to be one in the same. 

“Good eye health? Being able to see” [Focus group 1: male, 20-40, mixed testing]

“Generally what’s the state of my sight” [Focus group 2: male, 40-65, mixed testing]

“Means your eyes are open - can see” [Focus group 6: female, 40-65, mixed testing]
“Poor eye health? If you can’t see properly” [Focus group 3: female, 20-40, mixed testing]

There is very little immediate recognition of eye health in relation to other conditions or of eye health issues that are not immediately translated to the ability to see, with a very small minority identifying eye health as about:

 “the general wellbeing of the eyes” [Focus group 1: male, 20-40, mixed testing].
However, despite this lack of awareness around eye health generally on probing it (good eye health/eye sight) was considered important to community members. Again, however, this is referred to in the context of being able to see with many participants referring to sight as:

“the most important sense” [Focus group 3: female, 20-40, mixed testing]
 or stating that they:

“wouldn’t like to be blind” [Focus group 1: male, 20-40, mixed testing]

or that:

“it’s a disability without sight” [Focus group 4: female, 40-65, mixed testing].

When probed on why eye health was important, responses all related to everyday tasks for which sight is considered important e.g. work, reading, driving, watching television etc. Interestingly however, a significant proportion of individuals feel that eye health (sight) is important with regard to feeling a sense of independence, wellbeing and safety. 

“you need it for everything; (you) can’t really do without it” [Focus group 5: female, 40-65, tested]

“(you need good eye sight) to be successful, to be safe” [Focus group 1: male, 20-40, mixed testing]

“(without sight) the whole world would be in darkness” [Focus group 6: female, 40-65, mixed testing]
Community members acknowledged that there is a lack of awareness of eye health in its widest sense and that in part this could be due to a lack of information available. When discussing information sources the majority of individuals could only recall television adverts for particular national chains of optician’s practices (frequently, although not exclusively for Specsavers), glasses, contact lenses or laser eye treatment.

“laser treatment - that is popular - is always on TV” [Focus group 6: female, 40-65, mixed testing]
Participants were aware these adverts came from large companies and felt that they had a commercial rather than health focus. The feeling is that information on eye health is among the health information that is most lacking, especially when compared to information which is available in GPs’ and dentists’ surgeries etc on other health conditions. 

“it doesn’t say anywhere - even in health centres - that you need to get your eyes tested” [Focus group 7: male, 40-65, mixed testing]

“(there is) (information on) everything else but not too much on eyes” [Focus group 7: male, 40-65, mixed testing]

“no information (on eye health)” [Focus group 5: female, 40-65, tested]

There was a strong feeling among community members that if more information was available, awareness and take up of eye health services would be higher.

“if there was more knowledge people would go (for eye examinations)” [Focus group 7: male, 40-65, mixed testing]

“when you know something is important you take action, but you need to have that information” [Focus group 9: male, 40-65, mixed testing]

This lack of understanding and information around eye health generally was also echoed with regard to understanding what is involved in an eye examination, with many participants being unaware that it will explore issues beyond whether or not they can see or read. While around half of those consulted could recall that the eye examination now includes a number of tests, very few were aware of what these tests were for. Others still identified an eye “test” with being asked to read a letter board. Many also felt it was just about checking as to whether or not glasses or contact lenses were required. The level of explanation given about the eye examination varied greatly by optometrist attended.

“I’d probably think they still put those funny glasses on (the individual having the eye examination)” [Focus group 3: female, 20-40, mixed testing]

“It’s about whether or not you need glasses” [Focus group 6: female, 40-65, mixed testing]
The lack of awareness around eye health among community members which is outlined above translates into many individuals also having a lack of knowledge and/or understanding of the risk factors around eye health. Of particular relevance is the limited awareness of the higher risk relationship between diabetes and eye health and even of a higher prevalence of diabetes among the Pakistani community. 

“In my circle, people don’t know about the links between diabetes and eye health” [Focus group 2: male, 40-65, mixed testing]

“no-one really considers watching their sugar to protect their eyes” [Focus group 1: male, 20-40, mixed testing]

“Asian people don’t associate that… (link between diabetes and eye health), they don’t understand the importance of it…” [Focus group 5: female, 40-65, tested]

“Us Asian’s are a bit ignorant when it comes to health” [Focus group 7: male, 40-65, mixed testing]
That said, individuals who had family or friends with an eye condition and/or another health condition that was known to impact on the eyes (e.g. diabetes), awareness of risk factors was higher. However, the level of awareness varied from some individuals being clear on how certain health conditions (e.g. diabetes) could affect the eyes to others just being vaguely aware that someone in their family had some sort of condition (e.g. glaucoma) and because of that family members needed to be examined and/or they needed to watch their diet.

“If you are dealing with it (diabetes), then you know about it” [Focus group 5: female, 40-65, tested]

“I know a person with diabetes, couldn’t see for 2 months. Quite scary that” [Focus group 1: male, 20-40, mixed testing]
In identifying what factors could affect eye health, most responses related to lifestyle and/or occupational factors which could affect sight so included things such as watching TV, using computers, sunlight, close work, and accidents (at work or in home). There was some reference to diet made with a number of individuals stating certain foods and vitamins are good for your eyes. However, this does not translate to a sophisticated understanding of how dietary factors can affect eye health. 

“there is a vitamin… is it in green vegetables?… that is good for your eyes” [Focus group 1: male, 20-40, mixed testing]

“carrots are good for your eyes” [Focus group 5: female, 40-65, tested]

“Pakistani diet is very sweet and bitter – it’s not good for health” [Focus group 2: male, 40-65, mixed testing]
Another common response by participants was that stress could affect their general health and thus eye health. Participants felt that this (stress) was a common complaint in the Pakistani community and so the adverse health effects could be greater.

“stress, there is a lot of it, in the Pakistani community, people take on family concerns” [Focus group 4: female, 40-65, mixed testing]

As such, little direct action is taken to protect or maintain eye health. Common responses were: to attend regular eye examinations, to keep eyes clean, and to have a healthy lifestyle.

“clean them (eyes) properly everyday” [Focus group 4: female, 40-65, mixed testing]

“keep healthy, exercise, eat well” [Focus group 1: male, 20-40, mixed testing]
The responses given by a number of community members around preventative/protective action taken around eye health or indeed health generally indicated a lack of a health prevention culture. 

“exercise is taken up less within our community”  [Focus group 2: male, 40-65, mixed testing]

The majority of individuals state that while they try to maintain a healthy lifestyle they will generally seek help or advice with a health issue when they have some sort of symptom and would be looking for treatment/prescription in response.

“we (the Pakistani community) look for a problem to be solved” [Focus group 8: female, 40-65, mixed testing]
3.16.4 Eye health examinations: the motivations and barriers
In exploring motivations and barriers to eye examinations the views of the tested participants did not differ significantly from those who were untested. 

Most individuals stated that they first attended for an eye examination in response to a problem. Deterioration of vision is the most common motivating factor; other responses related to headaches and blurred vision. Preventing the onset of disease was only mentioned by a small number of individuals who either had, or had a family member with, a health condition such as diabetes, known to affect the eyes.

“go to the optician when something is wrong with your eye” [Focus group 3: female, 20-40, mixed testing]

“only attend when you have a problem” [Focus group 7: male, 40-65, mixed testing]

“all human nature, we don’t go to look after ourselves until we’re told” [Focus group 2: male, 40-65, mixed testing]
Where individuals do attend for eye examinations they recall a generally positive experience of visiting the optometrist. Repeat attendance is encouraged when reminders are received and/or there is a deterioration of vision. 

The majority of individuals also feel that a positive experience encourages repeat attendance. Factors creating a positive experience are stated as: being met with a positive attitude from the clinician; being given full information and explanation of the process; and ease of making/changing appointment to suit individual needs and commitments. 

“my father was put off going back to the optician after a poor experience” [Focus group 4: female, 40-65, mixed testing]
Participants who had been to checks also discussed the factors they identified as being barriers to regular checks. Where people did not attend for eye examination this tended to be due to having no symptoms that they considered meriting immediate attention or prioritisation. A number of people feel that while they know they should attend for regular examinations, this was not deemed an immediate priority when they were trying to balance a number of commitments and had no significant symptoms or problems. 

“I am too busy… I know I should go but no pain so don’t - not like the dentist (when you have pain)” [Focus group 3: female, 20-40, mixed testing]

“I think sometimes its sheer laziness (if you can see, you don’t do anything)” [Focus group 8: female, 40-65, mixed testing]

“if nothing is wrong, why go unless it affects you” [Focus group 6: female, 40-65, mixed testing]

A number of participants also felt that health professionals did not promote the importance of attending for regular eye examinations - with a lot of comparisons made to dental health. Nor was there the view that attending for eye examination was something that was deemed as important among the Pakistani community.

 “our community believes that there is really no need to do that (to go for eye examinations)” [Focus group 1: male, 20-40, mixed testing]
“I get letters from the dentist all the time about check ups, but nothing from the opticians” [Focus group 6: female, 40-65, mixed testing]

“don’t think it (attending for eye examination) gets recognised that it is something important to do” [Focus group 7: male, 40-65, mixed testing]
Related to this, some individuals state barriers around general attitude towards eye health and health in general with some individuals feeling they wouldn’t like to cause any bother and are resigned to:

 “whatever happens, happens” [Focus group 3: female, 20-40, mixed testing] 
Some participants also considered eye problems to be something that happens with age. In part this may be related to the lack of awareness of preventative measures with regard to eye health.

“the unknown is scary” [Focus group 5: female, 40-65, tested]

“a lot of people… you lose your eyesight with age” [Focus group: female, 40-65, mixed testing]

“we tend to accept it - to persevere (with bad eyesight)” [Focus group 3: female, 20-40, mixed testing]
Cost was mentioned by many individuals and in all focus groups as a barrier. There is a feeling that a visit to the optometrist will result in some sort of cost implication for the individuals, mainly around the purchase of glasses. There is a strong view that some optometrists have a strong commercial focus and that often too much emphasis is placed on the selling of expensive products. Some people expressed the view that local optometrists were less likely to be associated with this than larger “chains”. 

“too much pressure to purchase glasses” [Focus group 8: female, 40-65, mixed testing]

“too much emphasis on selling of expensive designer frames” [Focus group 6: female, 40-65, mixed testing]

“local opticians won’t necessarily “bump you” - you know overcharge you” [Focus group 1: male, 20-40, mixed testing]
This leads to some people reporting that they will plan and attend eye examinations at a time when they could manage the associated costs.

“(I) rethink and postpone (eye examination to manage costs)” [Focus group 2: male, 40-65, mixed testing]
Several participants described how they bought glasses from Pakistan, either when visiting or by mail order, as the cost was much cheaper.

Lack of proper time, attention and explanation given by the optometrist was also stated as something that could be off-putting and thus discourage attendance. Poor attitude of clinician or staff is also deemed as a barrier. 

“find them annoying”, “uncomfortable”, “not a stern face… (or) conveyor belt” [Focus group 4: female, 40-65, mixed testing] [Focus group 7: male, 40-65, mixed testing]

“what happens is that you are rushed” [Focus group 6: female, 40-65, mixed testing]

“feels like it is a problem (health issues in the Pakistani community) they can’t find a solution for” [Focus group 2: male, 40-65, mixed testing]
Community specific barriers mentioned included language although this was a complex issue. Some individuals felt that language difficulties can contribute to a lack of confidence in accessing services. Many, however, felt that language was not a significant issue as it tended to be overcome by family members (who could speak English) going along to assist and interpret where necessary. That being said, a number of participants felt that a lack of bilingual staff could prevent some people from attending, especially when they did not always have access to someone who could assist. 
“language barriers - could affect the older generation more” [Focus group 6: female, 40-65, mixed testing]

“the language barrier is the main one” [Focus group 1: male, 20-40, mixed testing]

“if the optician is bilingual it would prevent young people having to take the time (to attend appointments with older relatives)” [Focus group 1: male, 20-40, mixed testing]
A number of consultees also mentioned that some women within the Pakistani community may feel less comfortable with a male optometrist and this could act as a barrier. 

“for the ladies… a female would be better” [Focus group 9: male, 40-65, mixed testing]

“having the choice of seeing a female Asian” [Focus group 5: female, 40-65, tested]
However, whilst saying this, most individuals concluded that time given and service received are more important factors over gender and ethnicity.

3.16.5 The patient experience of optometry

The patient experience of optometry was generally positive. For many patients, the initial visit was prompted directly by a symptom or general eye-sight issues. Some attended as they were aware of the importance of getting their eyes tested due to their diabetes but this was not consistent across all consulted. 

Service users feel they are given more explanation of their eye health and/or condition by the community optometrists than they are from their GP or a hospital based clinician. A preference is also stated for community optometrists over those working in “chains”.

“big business model does not provide a good level of care” [Patient - fully engaged]

“I am very confident in him (community optometrist) - he is a very knowledgeable and experienced man”  [Patient - fully engaged]
Although the majority of those consulted continued to attend for regular eye examinations, even when they were being seen regularly at the secondary care clinic, there was a little confusion about why they needed to attend their local optician, screening appointments and any other secondary care (discussed in more detail below). 

3.16.6 Community and service user views on improving eye health

Participants in the focus groups were asked to discuss and share their views on how eye health could be improved and how local services supporting eye health (both preventive and treatment) could be improved. 

Community members and service users overwhelmingly state the need for more awareness raising around eye health and for this to have a strong community focus. This would include working with existing community networks and leaders via community venues to promote eye health messages.

Related to this is a demand for improved communication and information around eye health generally and especially with regard to GP involvement in the communication of this message. A number of individuals state that greater responsibility should be placed on GPs and opticians to make sure people attend eye examination. Community members also feel there could be more direct targeting within the community by optometrists through community events, venues or via the distribution of relevant material. 

There is a strong view that there needed to be better understanding among service providers of the Pakistani community and its needs and that this understanding should be used to inform delivery of services e.g. have more bilingual clinicians, or choice of gender of clinician. It is also felt that community outreach should extend beyond awareness raising and also include service delivery e.g. mobile testing, screening.

Community members also suggest the need for some intervention to overcome the cost barrier but there were limited views or consensus on what exactly this would involve. Some mentioned increasing subsidies, others mentioned making prescriptions available to all as a matter of course and for optometrists to communicate the ability to shop around.

Service users found it difficult to suggest improvements to secondary care - in part due to high levels of acceptance with the way things are. However, where they were able to identify priorities for action this is around waiting times in clinic; longer appointment times/more time spent with a consultant; more continuity of treatment in terms of seeing the same clinician; greater involvement of GP in eye care treatment; and improved information about and access to support services. Use of local community centres and mosques were also felt to provide opportunities for service delivery which could maximise attendance.
With regard to DRS, improvements suggested were: making more detailed communication of results part of the process; having more follow up of reasons for DNAs; and the option to have screening appointments undertaken locally to better fit with work and childcare commitments. 

3.17 Service users in secondary care

Interviews with people with diabetes and referred to secondary eye care services explored understandings of the referral process, the condition for which the referral was made, and treatment. The interviews also questioned service users on their experience with primary and secondary service providers and their experience managing their own condition and treatment regime.

3.17.7 Patient experience: the referral process

With regard to the referral process service users find that the level of communication and explanation about the reason for referral and the process itself varies. The view being that it is dependent on either how many questions the individual asks (and whether they have the capacity and understanding to ask the relevant questions) or on how much explanation is given by the clinicians.

Consultations also suggest that the level of information given around referral impacts on how individual patients respond in terms of likelihood of following up on referral and subsequent appointment and on how worried or anxious they will feel in the intervening period. When individuals are given full and accurate information they tend to be of the view that this leads to less anxiety, makes them more likely to attend the appointment and leads to less uncertainty around the process. 

3.17.8 Patient experience: secondary care access and appointments system

Individual service users indicated a willingness to maintain appointments. 
“(it is) a piece of mind (attending appointments)”, “I try to manage my appointments and attend most” [Patient - fully engaged]
However, a number of those consulted indicated that delay in appointments and long waiting times in clinic can be a frustration and can put people off attending. Those who have been regularly attending the secondary care eye clinic for some time note that this is something that has got progressively worse over time.

“the waiting list seems to have increased… four months, then six, more recently nine” [Patient - fully engaged]

“(waiting time) really, really off putting” [Patient - DNA]
Individuals indicate a lack of information and flexibility around appointments and feel that better communication of waiting times and more regular reminders of appointment date/time would be helpful. The view being that this would assist individuals to better plan/arrange other commitments around appointments which is currently very difficult.

“advise patients how long an appointment might take so they can plan around it” [Patient - DNA]
A number of individuals also state difficulty in changing/rearranging appointments. Problems/barriers mentioned in doing this tended to be around poor attitude of reception staff, language barriers and a general lack of information and advice on how to do this. A further common view expressed was the difficulty in managing and prioritising multiple appointments. Lack of understanding of the differences between primary and secondary care appointments also makes it difficult for individuals to prioritise which to attend.

3.17.9 Patient experience: secondary care clinic 

A lot of similar issues were raised under this banner around level of explanation and information given - with the clear views expressed that more information and explanation equates to a better treatment experience. There is a strong view among service users that staff are not always fully aware of the patients’ background or needs. When this is coupled with a (either real or perceived) bad attitude from support staff or clinician it can lead to a poor experience for the individual.

“they (doctors) are not listening, not considering or explaining all the issues” [Patient – Difficulties with treatment]

“I am given no advice about eye health generally - all discussions I have had (with clinicians) have been trivial” [Patient – Difficulties with treatment]
“you can feel like only a number” [Patient - fully engaged]

 “you are just in and out” [Patient - fully engaged]

“I am annoyed by the way they ask questions about what I eat and drink” [Patient - fully engaged]

“when they are friendly more things can be discussed” [Patient - fully engaged]
That said, a significant number of those consulted demonstrated a certain acceptance and lack of questioning around treatment, especially older individuals and/or those who could compare to poorer healthcare elsewhere. This translates in part to a limited understanding of what treatment they are receiving and why. It also leads to a lack of willingness to complain.

“service is all right”, “no complaining (they were able to help my wife)” [Patient - fully engaged]

“we generally put up with it” [Patient - DNA]

“The BME community don’t make complaints to the NHS” [Patient - fully engaged]
Linked to this a number of patients felt there was a lack of information given about treatments available, about why and when people were receiving certain treatment and the outcomes of that treatment. In a number of cases this can lead to confusion and reluctance to comply. 

“unsure what will happen when attend - what treatments given” [Patient - fully engaged]

“am told I am doing great and all tests come back okay but then told I need to be monitored as there may be a problem - makes me have no confidence in treatment” [Patient – Difficulties with treatment]
3.17.10 Patient experience: access to advice and support 

Service users we spoke with tend to rely on family members for practical (mainly transport and translation) and emotional support. Very few were aware of the interpretation and transportation services available or on how to access them. Although the majority of consultees indicate that they would prefer to rely on family members they also indicate that it would be good to have more information on the support services that are available.

“To go far, she can’t go herself”, “I get help from my husband (for transport and to translate”, “I did not know about these services” [Patient - fully engaged]

“we would like more support but don’t know about it (what is available)” [Patient - DNA]

“if there was an Asian speaking professional there then I would have the option to attend on my own, and have that independence” [Patient - fully engaged]
There is also a general desire among service users consulted with for more information and support around management of their health condition. Specifically a number mentioned difficulties in managing diabetes.

“it is hard (managing diabetes) doctors should know this” [Patient - DNA]

“much is talked about “lifestyle factors” but these aren’t fully explained for people to make changes” [Patient - fully engaged]
Where an individual had been referred for an eye health issue and/or is suffering from an eye condition they feel that more support to deal with this would be of benefit. A number of consultees indicated disappointment with the level of support they receive from their GP, particularly around eye health.

“GP just talks, gives medication but doesn’t do thorough check or explain” [Patient - DNA]

“I would like GPs to take it (diabetes) more seriously by encouraging patients to have regular check ups and not waiting for the patient to arrange an appointment in response to a problem.” [Patient - fully engaged]

3.18 Diabetic retinopathy screening 
The majority of individuals consulted through the focus group and semi-structured interviews understood that screening is important. This was the case even among the majority of those who had missed an appointment. 

“make sure I attend all appointments - eyes, feet” [Patient - fully engaged]
However, this level of understanding in most cases was limited to individuals knowing diabetes can:

“affect the eyes” and “something about the blood vessels” [Patient - fully engaged]. 
Beyond this there is little awareness of the specifics of the condition. This echoes more general lack of awareness around eye health. 

“I am keen to attend as I have noticed diabetes affecting my eye sight” [Patient - fully engaged]
“It (diabetes) affects everything… eyes, and my muscles are very slow now” [Patient - fully engaged]
The screening service and facilities for screening are viewed favourably by all consulted (even those who had not attended one or more appointments). The majority were able to compare current arrangements and facilities with previous and feel that significant improvements have been made.

“I find the service satisfactory” [Patient - fully engaged]
“it is a good service… better than the old Victoria” [Patient - fully engaged]
“it gives you the reassurance for your eyes” [Patient - fully engaged]
The majority of consultees felt that communication of appointments is timely (with two/three weeks advance notice) and that it is very easy to rearrange appointments if that is necessary. On attending the clinic consultees find that waiting time in the clinic is minimal, staff are professional and polite, and they know what is likely to happen and how long it is going to take.

“they send appointment out in enough time to reschedule if necessary, the actual appointment doesn’t take long two-three minutes” [Patient - fully engaged]
“If I have to change to a later appointment…I find the clinic willing to do this” [Patient - fully engaged]
“(screening is) easy to understand, they (screeners) explain well” [Patient - fully engaged]
The only real negative raised was with regard to the explanation of results - with a number of individuals stating that they would like the opportunity for results to be communicated face to face rather than via letter.

Where individuals had not attended one or more appointments at screening this was due to individuals having work or personal commitments which made it difficult for them to attend. This was especially the case where individual is self-employed and/or had childcare commitments. 

“I am self-employed, it (attending appointments) costs me money” [Patient - DNA]
“it’s not as if going in (only concerns) yourself …you’ve got family worries… to be there, for your children” [Patient - DNA]
Some also stated practical difficulties in relation to being abroad when the appointment came and also problems with the reliability of the post and/or the post reaching them (especially when the individual lived in a flat). Some criticism was made (among both those who do and do not attend/have not attended) of the lack of investigation into why an individual hadn’t attended and concern at the unfairness that this could lead to them having their appointment delayed until the following year.

“I never knew I had an appointment” [Patient - DNA]
“I think I missed one (appointment) I was on holiday” [Patient - DNA]
“if an appointment is missed it is a long time before a rescheduled one is available” [Patient - DNA]

A final issue raised was the lack of understanding around why individuals need to attend both their annual screening appointment and an eye examination at their optometrist as they could identify some of the same testing taking place. This leads to some only attending one of the appointments. 

“I prefer to go to my optician - he does the same thing - but shows me the pictures and explains results” [Patient - fully engaged]
3.19 Service perspectives

3.19.11 Perceptions of the community by professionals

Interviews with local service providers and those involved in the management of the diabetic retinopathy 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.

A number of comments and observations from service providers on the Pakistani community’s awareness of eye health and access to eye care services were explained as being due to issues such as socio-economic class, deprivation and level of education rather than being ethnicity specific. Thus a number of the views could be equally relevant to other communities and not just the Pakistani community. 

Service providers also recognised that a lot of their comments and observations are based on experience but cannot necessarily be evidenced with hard data due to the lack of such information - a clear finding in itself.

Service providers perceive that there is a poor understanding of the risk of chronic disease generally among the Pakistani community and around how best to manage long-term health conditions. For example, a number of the professionals consulted stated that members of the community don’t always have a clear understanding of the connection between diabetes and eye health. 

“many find it hard to understand the implications of the condition (diabetes)”

“(the Pakistani community) can find it hard to comply (with treatment)”
In terms of health promotion and prevention the view from service providers reinforces that of the community i.e. that there is a lack of a health prevention culture. Few community members will seek advice unless they have a direct symptom or problem. Service providers also note that in the first instance individuals are more likely to seek advice from within their community rather than go direct to their clinician.

“few will seek advice unless there is a problem”

“(they are) looking for something to cure condition”
Service providers are also of the view that a lack of understanding of the different stages in the eye health pathway leads to many individuals not seeking the correct help from the correct place at the correct time. For example, individuals attending hospital for screening appointments and/or the secondary care eye clinic will often not be aware that they also need to go and see the optometrist for regular check ups.

3.19.12 Barriers and enablers to accessing services and engaging with treatment

There is a view among service providers that patients from the Pakistani community tend to have worse retinopathy (than the general population) when they present for treatment. However, there is no formal recording process to evidence or explain this. Possible reasons were suggested around people presenting later and/or being less likely to recognise or follow up on symptoms due to lack of information; and/or will dismiss symptoms and put them down to a result of getting older. 

“maybe they (the Pakistani community) present later”

“… (they) think it will go aware or is a symptom of getting older”
A number of service providers also think that members of the Pakistani community are more likely to attend appointments for primary care. In terms of secondary care it is felt that regular missing of an appointment e.g. “attend one appointment, miss next couple, then attend again, and then miss again” was more common. When this was raised as an issue it was generally put down to a lack of understanding of the appointments system in terms of how to plan and/or re-arrange appointments to suit individuals’ circumstances. 

“Attendance is particularly poor… they tend to make an appointment… but don’t attend”

“don’t attend at given time”, “breeze in and out” 

“maybe lack of understanding”

Other reasons given for this behaviour were attitudinal (i.e. there is a perception within the community that it is okay to miss an appointment if something more important comes up and then turn up at another time); travel difficulties (as a lot of Pakistani patients rely on family members to bring them to appointments); and/or travel abroad which can lead to someone being out of the country for a couple of months at a time. 

 “maybe an attitudinal thing”

“travel abroad, often for months, can disrupt condition management”
Service providers also recognise that current pressures (particularly with regard to ophthalmology) on services can lead to a less than ideal experience for the individual which can be off-putting. This includes long waiting times at the clinic (secondary care) and/or insufficient time spent with the patient to explain processes and issues. Some professionals also recognise the struggle to make eye health a priority compared to other health conditions which have higher prevalence and higher morbidity outcomes and that this can impact on quality of service.

All recognise that there is no standard recording of additional needs of patients (e.g. in relation to gender issues, language barriers, alternative contacts) but yet recognise that where this does exist it is of benefit in ensuring effective treatment and maximum attendance. Related to this, service providers identify a whole range of issues around lack of ethnicity information and data with regard to patient needs and requirements and also around attendance at appointments. Lack of robust data is felt to impede the effective planning and delivery of services.

“put more mileage into making sure we have the right information”
The issue of data and information management was also raised with regard to patient communication. A number of service providers noted that much of the information around appointments, awareness and treatment advice was computer generated or made available in English only, which could be a barrier to those for whom English is not their first language.

With regard to language issues, however, there were varying views among service providers. Some feel that this could be an issue; others feel that it is not an issue as members of the Pakistani community tend to be very good at bringing along a family member when interpretation is needed. However, on reflection a number of professionals did state that even when relying on family members they were unsure of how much information “got through”.
The majority of service providers are confident that patients do follow treatment advice given. However, they are conscious that the extent to which this is the case depends on the level of explanation they are able to give, the support the patient has available and the level of trust the patient has in the clinician. 

3.19.13 Service provider views on improvement opportunities

Service providers identify that much progress has been made with regard to the eye health pathway and (specific to this study) to diabetes care and management in recent years. Thus there is a strong view that any improvements needed to build on and/or accelerate the pace of initiatives already in place rather than create new services or modes of delivery. 

In particular there is a strong view among service providers that relationships and referral mechanisms have improved. Optometry and ophthalmology links work well and there is a very positive view of the success that the Diabetes Managed Network has had in bringing staff and professions together. However, it was recognised that further improvements could be made and specifically that communications and joint working between GPs and optometrists could be enhanced.

There is also a view that there is potential for a variety of health professionals to play a more active role in the promotion of eye health, especially at a community level. Specifics mentioned include: a greater role for community optometrists in reaching out to the community; and an enhanced role for practice nurses and pharmacists with regard to eye health both in general and in relation to eye health for diabetics.

Improved data collection, analysis and sharing were key improvements suggested by a number of service providers. There was felt to be a lack of data on ethnicity which could be used to plan and deliver services more effectively. Service providers also feel there is scope to look at the way in which communication is issued to patients in terms of ensuring it meets the needs of particular communities.

Overwhelmingly, however, the majority of those consulted were of the view that the main focus of improvement needed to be around ensuring the system and staff were more aware of, sensitive to and responsive to the needs of individuals and communities. There was also a call for improved support to patients particularly that delivered within communities.

4 Discussion of findings
The findings from fieldwork with the local Pakistani community, secondary care service users and service providers 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 Glasgow. 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. 

4.20 Barriers and enablers to accessing primary care
4.20.14 Low community awareness of eye health

The research findings in Glasgow suggest that awareness of eye health and sight conditions is limited among the Pakistani community. Community members do not understand eye health beyond “eye sight”. Yet when probed many identified the importance on “eye sight” expressing fears around losing their sight and the consequences of this. 
As such there was also limited understanding about the risk factors related to eye health and/or any preventative behaviour that individuals could take to protect and promote eye health. In part, this lack of understanding is attributed to a serious lack of available information on eye health. Community members were not unaware of all aspects of testing that were involved in an eye examination and that eye examinations can reveal other health conditions. Community members were of the view that compared to other health issues and conditions, eye health is something you hear nothing about beyond TV adverts which have a strong commercial focus around the sale of glasses, contact lenses etc. 
Yet there is a desire among community members to know more about sight loss and eye health. Consultees expressed a demand for increased awareness raising; however, the view from the community is that this needs to have community involvement at its core and be delivered in partnership with the community not delivered to it. This results in part from a view that many service providers have failed to understand the needs of the community and thus plan service delivery in response - this was echoed by a number of service providers.
4.20.15 Symptom-led demand for prevention and care

As a result of the lack of community awareness of eye health, preventive action is understood almost exclusively in relation to eye-sight and without reference to eye health or eye conditions like diabetic retinopathy. In part this is due to a lack of a preventative culture generally within the community - people very much take a symptom led approach to all aspects of their health - seeking assistance when they have a problem, with the expectation that some treatment and/or prescription will be given in response.

Eye examinations are generally not recognised as health checks and individuals do not go (in the first instance) unless there are symptoms which they deem serious enough to take the time to arrange and attend an eye examination. Perception of the retail orientation of opticians and the association between an eye examination and the purchase of glasses further encourages such views.

Many people also have a fatalistic or resigned mindset with regard to eye health with many perceiving it as a symptom of age or something that “just happens” and thus that nothing can be done about. It is not something many people among the Pakistani community give a high priority to.
The emphasis on symptoms is retained even for patients with diabetes who, while they are aware that diabetes can affect the eyes, have little understanding of the actual condition (diabetic retinopathy) and how to avoid this. Patients, when asked about the messages they share with friends and relatives about how to avoid diabetic retinopathy continue to articulate their understanding of the condition as a disease with perceptible symptoms e.g. “eye bleed”. 

These results point to a failure in the system to adequately address the prevention needs of this high risk community. Service providers representing a variety of professions could all point to the existence of low community awareness and a symptom led demand for treatment and the need to address this. So while the problem is reasonably well-known, action has not been taken to resolve it.
4.20.16 Barriers and enablers to tests and frequency of tests

As outlined above, factors that influence people’s decision to have a examination or not have an examination appear to be the same i.e. they will primarily seek to attend for an eye examination in response to a problem such as deterioration of sight, headaches etc. This absence of symptoms appears to be the principal motivation for those who have not or do not attend for eye examinations. Following initial seeking of treatment, key enablers for re-testing appear to be when reminders are received and/or there is a deterioration of vision. 
That said, findings suggest that experience of eye examinations is also crucial to the frequency of re-testing. The majority of individuals consulted feel that a positive experience encourages repeat attendance. Factors creating a positive experience are stated as: being met with a positive attitude from the clinician; being given full information and explanation of the process; and ease of making/changing appointment to suit individual needs and commitments.

Where barriers to testing were identified via the study, these tended to be around the perceived costs of visiting the optometrist together with a general lack of information about the experience and the process (in particular that an eye examination can pick up on issues beyond the ability to see or read). Awareness of the retail orientation of many optometry practices appears to diminish trust and discourage individuals from interacting with optometry on a preventative basis. The attitude of staff was also identified as a barrier. 

Language and gender issues were raised. The impact of using English as a second language is complex and can best be seen as part of a wider communication issue, which is affected by a number of factors, not least the relationship between the clinician or service provider and the patient or service user.

Older community members tend to rely on family members for support and have little awareness of formal interpretation services - they ‘manage’ and do not find that language acts as a primary barrier. However, a large number of consultees also said that they do feel that being able to converse with a clinician in their first language (e.g. Urdu) makes them more likely to ask questions and thus find out more about what is going on and leads to greater satisfaction with the service. 

In terms of gender, a number of consultees suggested that having the option of a female clinician for women to attend (particularly older women) would be a positive. That said most individuals concluded that the time given by, and service received from, clinicians are more important factors than gender and language in overall satisfaction.

4.21 Barriers and enablers to accessing secondary care
4.21.17 Organisation and administration of secondary care services
The secondary treatment system for diabetic retinopathy in Glasgow is met with mixed reviews among the Pakistani community. Both patients and service providers recognise a number of limitations in its capacity to respond fully to patient needs which can result in a less than ideal experience. 

Some of the ways in which appointments are managed and administered present difficulties for many patients. Waiting times (between appointments and while attending clinic) are felt to be long and continually increasing. Patients are often very unclear how long they will have to wait between appointments and are uncertain around the time involved in attending clinic which can be very off-putting. Other problems result from appointments being made several months in advance with no reminders provided. Appointments can also be changed, with consequent delays, without patients being aware that they are expected to be proactive in asking whether an earlier appointment is available. This would suggest a need for improved management and monitoring of the appointments system. 

Information requirements around testing, referrals and treatment vary - generally there is a desire for more information and explanation. Patients also request more continuity in treatment and greater time spent with a consultant. However, there is also a certain degree of acceptance of a less than ideal experience with patients not having the information, confidence or trust to question the services they receive.

4.22 Diabetic retinopathy screening

The experiences of secondary care generally can be compared to patients’ experience of the DRS service where they describe the service as efficient and the staff as polite and courteous. Individuals like the timely notification of appointments and the fact that they are not kept waiting at the clinic. While there is a demand for face-to-face discussion of results to be built into the process the general view that is that the actual screening process is relatively well explained.

That said, confusion among individuals around the different elements of the eye care pathway was something that was echoed in relation to all elements of the service – including in relation to the DRS. A further finding which emerged around the lack of awareness discussed above is the lack of understanding and clarity around the roles and responsibilities of the different elements of the pathway i.e. optometry, GPs, DRS service and secondary care. While the research could not conclusively point to significant numbers of people being ‘lost’ between providers, the potential for this was present. 
A preference for more local delivery of services is evident, especially from those who are required to attend multiple appointments.  This was raised specifically with regard to both secondary care and DRS screening non-attendance. With work and childcare commitments, the management of chronic conditions and associated appointments can provide difficult. 

4.23 Service capability to respond to inequalities 

While travelling to appointments was not raised as a major issue there was a clear preference that where more delivery could be located within “local areas” or “walking distance” then it was much easier to attend. This affects people without private transport or who cannot travel alone for cultural or mobility reasons. Use of local community centres and mosques were also felt to provide opportunities for service delivery which could maximise attendance. 

It is evident from both individuals and service providers that enhanced and integrated social support (particularly that delivered in a community setting) would enable individuals to feel better assisted in the management of chronic/multiple conditions. Many individuals consulted state the management of health conditions, in particular diabetes, is difficult and would welcome more support in this regard and improved information on how to access this support. A call is made for greater involvement of GPs and for greater involvement of local networks and support groups.

Service providers point to opportunities for greater social support and reinforcement of awareness and treatment messages through unrealised opportunities like GP clinics or better use of community optometry and pharmacy. This area of community based care is something that requires greater investigation.

While some service providers indicate that they are happy to rely on family members as interpreters, others recognise the limitations of this as messages can get confused as relatives may not understand what is meant by the health professional, so may not be able to interpret to give accurate or full information.

Service providers recognise that there are constraints on the capacity of the system to respond effectively to some of the issues raised via this research. On the whole the referral system works well and staff relationships and networking has improved significantly in recent years. Service providers feel they have the right support in relation to treating the target community and diabetes. The Diabetes Managed Network is viewed positively in terms of bringing different professions together to improve the delivery of services to those with diabetes. 

That said it is recognised that there are still opportunities that could be exploited to increase partnership working between the different elements of primary care (i.e. GPs and optometry) and between primary and secondary care. 

Linked to this there is a lack of understanding around why people do not attend for appointments, in part due to a lack of accurate recording and follow up. This means that the best ways for improving attendance are unknown although consultees felt that the introduction of tough rules on non-attendance may have an inequalities impact, and could put individuals being discharged at risk unnecessarily. Lack of effective data on ethnicity also hampers efforts to reduce inequalities or improve outcomes for particular groups.
It is also recognised that more needs to be done by service providers to consciously link with and get to know the community. While there are some efforts focused on the development of culturally responsive practice it is recognised that this needs to be scaled up and the pace of implementation increased.

Yet both service providers and some community representatives are aware that there is a challenge around seeking improved outcomes and reduced costs in an environment of unmet need. This, together with forthcoming cuts in resources puts pressure on preventative intervention. Therefore, it is clear that whatever efforts taken forward must build on existing service delivery rather than create new services ‘for the sake of it’ and must accelerate the pace and ethos of current change.  

5 Recommendations
The above discussion of key messages led to a number of emerging recommendations, a number of which were also identified and further explored by key stakeholders via the intervention element of activity (outlined in section five below). The recommendations are: 
· Develop a targeted awareness raising programme around eye health and the importance of eye examinations. Develop and deliver this programme in partnership with the community.

· Support the development and dissemination of information about the community to service providers to encourage greater responsiveness to community needs.

· Further investigation is undertaken to inform the development of responses to perceived and/or real language barriers. Possible areas for exploration include: increased promotion of or standardised availability of translation services; and development of “good communication” tools to assist in the communication of eye health messages.

· Explore the management and administration of the secondary care eye clinic appointment and waiting system in light of patient experience. In particular look to improved communication of waiting times and timely reminders of appointments.

· Improve communication in relation to the secondary care clinic, (explanation of referral process, what likely to happen during appointments, and management and treatment of diabetic retinopathy). 

· Explore using waiting times at clinic for communication about eye health and secondary care (e.g. via display screens, and/or the availability of advisory staff to provide information/answer queries).

· Address confusion around the different elements of the pathway via awareness raising and improved information/communication efforts. Also explore the development and communication of key messages via various clinicians along the pathway.

· Ensure that service users where relevant or appropriate are consulted about the placement of services. Explore the opportunities for outreach delivery within communities/community venues.

· Investigate greater use and tailoring of patient support programmes to support self-management of conditions. Provide further advice to clinicians on available social supports and community networks to encourage greater signposting.

· Involve other key professionals (GPs, practice nurses, community optometrists, community pharmacists) in promotion and management of eye health via key messages campaign.

· Enhance efforts to promote practice that is responsive to health inequalities - ensuring this is embedded in the practice of all professional and support staff working within the eye care pathway.

· Review procedures relating to non-attendance and consider possible changes to follow-up and appointment systems that could improve attendance if necessary.

· Improve collection, coverage, accuracy and use of ethnicity data to inform the planning and delivery of eye care services and support the inclusion of relevant data in updates of the Eye Health Equity Profile. Improve data and intelligence systems via continuation and enhancements of existing CEP Advisory Group efforts.

6 Site intervention summary 
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 Glasgow. The aim of this part of the work programme was to use the study results 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 which 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 strategies, 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 facilitated 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 intervention proposals. 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 scope of the developing interventions. 

The first ‘findings workshop’ was hosted on 2 June. 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, improved understanding of the links between diabetes and eye health; greater interdisciplinary working with regard to eye health, improved experience and understanding of the eye care pathway, and more complete use of data and evidence. 

At this stage suggested themes for intervention included:

· Develop and deliver a Community Engagement Strategy to raise awareness and provide information on eye health
· Develop and deliver Improved Self-help and Post Diagnosis Support for eye care which is tailored to the Pakistani community
· Explore and develop procedures for Improved Management and Administration of Eye Care Appointments System in relation to DRS service and secondary care eye clinic
· Improve Collation and Use of Administrative Data to better understand the target population groups’ access to eye examinations/secondary care; inform service planning and delivery; and monitor progress to improve access and outcomes
After the first workshop, Shared Intelligence conducted a brief evidence check on the intervention themes, utilising an evidence overview prepared for the RNIB and other directly relevant literature. The themes put forward by the workshop were considered by selected Advisory Group members. 

This consideration process resulted in three of the suggested intervention themes being selected for further discussion and development at the second ‘action workshop’. The theme of Improved Management and Administration of Eye Care Appointments System was identified as being undeliverable and therefore was dismissed at this stage.

This second ‘action workshop’ was held on 22 June. A full summary of the results of the workshop are provided in appendix two. The aims of the workshop 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.

Prior to the workshop an outcome note detailing the themes for intervention was presented to participants. The workshop provided participants with an opportunity to undertake more detailed action planning around them. Resulting action planning templates are included in appendix three.

Post workshop analysis by Shared Intelligence, informed by discussions with RNIB and discussion with key Advisory Group members proposed that the themes of intervention and actions identified and discussed at the workshop should be progressed as follows:

· Develop and deliver a Community Engagement Strategy to raise awareness and provide information on eye health - this would be progressed as the main theme for intervention and would include: exploring the feasibility of skilling members of the community to become eye health champions; developing specific messages and support material (exploiting the use of various media and technology) with the community to increase uptake of eye examinations; and a range of health promotion activities to promote awareness within the community. 

· Develop and deliver improved self-health and post diagnosis support for eye care which is tailored to the Pakistani community - this will be put on hold for the moment but kept on the Advisory Group’s agenda for exploration over the longer term. This is due to a degree of uncertainty around developing specific interventions for a particular community when a lot of activity is already going on and concerns about the level of scoping and advance work that would need to take place. These two factors resulted in the view that any likely outcomes from this sort of intervention would be difficult to attribute to the CEP and would stretch beyond the two year period over which they are being evaluated.  

· Improve collation and use of administrative data - this will be progressed as a means to help evaluate the impact of preferred interventions and not be developed as an intervention in itself.

A further meeting was held with RNIB, the Advisory Group Chair and a representative from Health Improvement. This meeting and post meeting discussions led to the intervention strategies below being put forward as those to be discussed and agreed by the Advisory Group.

· Development of a community engagement strategy to raise awareness and provide information on eye health with the view of encouraging increased numbers of individuals from the Pakistani community in Glasgow to attend for regular eye examinations

· Working with community members and key health professionals (GPs, Practice Nurses, Pharmacists, and Community Optometrists) to develop and provide consistent messages which can be directed to members of the community with diabetes in order to promote attendance at DRS and regular eye examinations
· Working with the DRS Service to ensure staff provide consistent messages to members of the community with diabetes in order to promote attendance at regular eye examinations. 

Shared Intelligence then prepared advice on the implementation of these interventions via the development of the outline action plan. The development of intervention delivery-plans and further consideration of other project issues such as the evaluation, ethics approval and resourcing will be guided by the Advisory Group.
6.26 The Glasgow theory of change
To adequately represent and respond to the complexity of the eye health pathway and the health inequality experienced by the Pakistani community 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 Glasgow enables us to explore how different activities, processes and change mechanisms respond to the study 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. This theory of change also represents an alternative vision of the eye health pathway in Glasgow.

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. 

The theory of change includes the recommendations for intervention to be discussed and agreed with the Advisory Group for immediate action and other major elements that are not able to be progressed at this point.

	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? 
	Why does this require an intervention of the kind you have developed? 
	What is the nature of the interventions that you will deliver to address the issues? 
	What will the immediate results of your work be?
	What benefits will people see as a result of the interventions?
	What are the ultimate aims and objectives you are hoping to achieve?

	Scottish Vision Strategy – priority to remove cultural barriers to eye health and sight loss

RNIB five year strategy – focus on prevention

Higher prevalence of diabetes and related serious eye conditions among Pakistani population

Higher prevalence of serious eye conditions among ethnic minority groups

Underuse of services among ethnic minorities

Higher rates of visual impairment in Glasgow than Scotland as a whole

Reported difficulty of patients continuing to manage diabetes and associated eye conditions amid rest of life challenges.

Limited amounts of specific data and intelligence in service system about existence/ cause of inequalities in access/ outcomes.
	Low community awareness of eye health 

Symptom led demand for prevention and care.

Low levels of knowledge and understanding about the effect of diabetes on the eyes

Desire for greater information on eye health focused at and involving the community

Systemic failure to include eye health as part of public health system.

Limited incentives for service providers to consciously link with or know the community

complexity/confusion around the “pathway” and different provision within 

Dissatisfaction with the management and administration of appointments

Self-management impeded by limited support and  desire for greater support to manage health conditions esp. Diabetes

Lack of available data on ethnicity to effectively inform service design and delivery  
	Community engagement strategy to promote importance of attending for regular eye examinations and build awareness of eye health through existing community networks

Key messages campaign involving selected health professionals to promote attendance at DRS and regular eye examinations (for diabetics among the Pakistani population)

Explore opportunities to improve management and administration of secondary care appointment system

Explore opportunities to develop and deliver improved self-help and post-diagnosis support for eye care which is tailored to the Pakistani community

Improving data and intelligence systems by effectively monitoring and evaluating planned interventions
	Delivery plans for priority interventions developed

Relevant groupings and processes in place

Pakistani community engaged in eye health awareness raising

Selected health professionals engaged

Programme of awareness raising activity in place

Programme of staff training in place

Key messages developed around eye health and diabetes and eye health for community and health professionals

Launch of strategy/ campaign activity


	Increased awareness and understanding of eye health risks and appropriate preventive action

Increased awareness and understanding of eye health risk and appropriate preventative action among those with diabetes

Increase in the number and proportion of community attending regular eye examinations

Increased number and proportion of community with diabetes attending DRS and regular eye examinations 

Reduced number of DNAs at screening and secondary care

Increased proportion of patients entering secondary care at earlier disease stage.


	Preventable sight loss in Pakistani population reduced.

Staff committed to equalities sensitive practice

Enhanced role of identified health professionals in eye care

Reduced secondary service costs due to earlier detection and treatment.

Successful condition management by individuals and services reducing avoidable suffering. 

Better collation and use of data on ethnicity


7 Recommended interventions
RNIB and key members of the Glasgow Advisory Group have agreed to propose three interventions for further discussion and agreement. The key features of these interventions are outlined below:
7.27 Intervention 1: Community engagement strategy
A community engagement strategy to raise awareness and understanding of eye health and the importance of regular eye examinations. 
	Key features

	Summary
	A Community Engagement Strategy to raise awareness and provide information on eye health to encourage increased numbers of people from the Pakistani community to attend for regular eye examinations
The strategy will be delivered by eye health champions working and living within the community

	Anticipated impact
	· Increased awareness and understanding of eye health risks and appropriate prevention (i.e. eye examinations)
· Increased numbers and proportion of the Pakistani population undergoing regular eye examinations

	Legacy impact on service provision
	The intervention is sustainable - the aim is that the strategy will embed within the community an enhanced awareness of eye health and thus provoke sustained preventative behaviour 

The intervention is expected to increase service demand for optometrists and lead to earlier diagnosis of eye conditions


7.28 Intervention 2: Eye health messages campaign — community health professionals
Eye health messages campaign delivered by community health professionals to promote attendance at eye examinations and DRS. 
	Key features

	Summary
	Working with community members and health professionals (GPs, Practice Nurses, Pharmacists, and Community Optometrists) to develop key messages to promote attendance at DRS and regular eye examinations
The key messages will be delivered by health care professionals who come into regular contact with people diagnosed with diabetes

	Anticipated impact
	· Increased understanding of eye health and diabetes 
· Increased numbers and proportion of the Pakistani population undergoing regular eye examinations
· Increased numbers and proportion of the Pakistani population attending DRS

	Legacy impact on service provision
	The intervention is sustainable - the key messages and materials produced can be transferred and republished at minimal cost

The intervention is expected to 1) attendance for a regular eye examination; and 2) increase take up of DRS among Pakistani community


7.29 Intervention 3: Eye health messages campaign — diabetic retinopathy screening
Eye health messages campaign delivered diabetic retinopathy screening staff by to promote attendance at eye examinations 
	Diabetic retinopathy screening service — key messages campaign

	Summary
	Working with the DRS service to ensure staff provides consistent messages to members of the community with diabetes in order to promote attendance at regular eye examinations. 

	Anticipated impact
	· Increased awareness and understanding of the importance of regular eye examinations among members of community with diabetes 

· Increased numbers and proportions of the Pakistani population with diabetes who are attending regular eye examinations 

	Legacy impact on service provision
	The intervention is sustainable - the key messages and materials produced can be transferred and republished at minimal cost

The intervention is expected to increase take up of regular eye examinations among Pakistani community with diabetes


The complete proposed site implementation plan is provided in an Annex for the Advisory Group and RNIB.  This plan also highlights the processes involved in developing and implementing the intervention strategy and the partnerships that are required. The plan also includes recommendations for the development of a detailed implementation delivery plan based on the support provided by Shared Intelligence to the Advisory Group members.

These intervention strategies have emerged from discussions with the Advisory Group and RNIB. Via the CEP process a number of other intervention proposals were put forward, which have since been discounted as unfeasible at present and/or requiring longer term consideration and action.

These interventions, however, are included in the summary theory of change to ensure that the full picture of 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 Glasgow 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. 

9 Concluding remarks

This report has provided detailed findings from the Insight research to support the Community Engagement Project in Glasgow. These have drawn on the experiences and views about eye health and access to eye care services from the local community, secondary care users of diabetic retinopathy services, and professionals and other service providers.

Shared Intelligence staff have gathered and analysed data from these three sources by looking at each source individually and at the data as a whole. Reflecting upon this rich source of data has provided evidence-based recommendations on interventions to the Local Advisory Group. Shared Intelligence and the Advisory Group then arranged two workshops, which brought together a wider range of local partners and stakeholders to discuss the findings and recommendations.

The Glasgow Advisory Group, local partners and RNIB used these discussions to develop three key interventions to take forward and evaluate as part of the CEP over the next two years. This presents both an opportunity for RNIB to continue working in new ways with its eye health partners and the Pakistani community in the South Glasgow to ensure that the intervention delivers improved eye health pathways and access to services for local people to prevent avoidable sight loss.  
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