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Executive Summary

Introduction

The Cwm Taf Eye Health Community Engagement Project (CEP) examined eye care services in Cwm Taf with specific reference to primary care and glaucoma treatment among the community aged 40 to 65 years. 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 community.
This UK programme of work was commissioned by RNIB as 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 Cwm Taf site was selected by RNIB Cymru in response to available epidemiology indicating the increased risk of glaucoma and late presentation by the working class or relatively deprived communities in the Rhondda Valleys. Within Cwm Taf, a specific focus was identified on the four Rhondda Valley communities of Tylorstown, Ferndale, Maerdy and Treherbert. 

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 of 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)

· Hackney (glaucoma in the Caribbean community, aged 40-65)

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

· West Belfast (glaucoma in the white, deprived population, aged 40-65)

An eye health Equity Profile was drawn up by the Public Health Wales which aimed to inform the development of the CEP in Cwm Taf. It included a description of the population of Cwm Taf, the epidemiology of the main eye conditions, the provision of services within Cwm Taf, and looked at the provision and uptake of services in relation to need.

The CEP study has built a better understanding of the reasons behind inequalities in the uptake of primary prevention services and secondary care for glaucoma in the Rhondda Valleys community. As a result of the findings provided by this study, local partners in Cwm Taf have been 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 Rhondda Valley population;

· Identify the barriers and enablers to accessing secondary eye care services among the Rhondda Valley population;
· Identify the barriers and enablers among the Rhondda Valley population regarding concordance with treatment;

· Design and develop intervention strategies to increase the uptake of eye care services among the Rhondda Valley population.

Method

The approach taken in this work was based on collaboration and engagement with clinicians, eye health professionals, local RNIB Cymru staff, public health stakeholders from the statutory and voluntary sectors, and with the community itself. A local Advisory Group was established at the beginning of this study so as to guide and direct the development of local activity.
The research method is explained in detail in appendix one.

In summary, the study comprised the following:  

· Six focus groups with people mainly between 40 and 65 years old living in the Rhondda Valleys (April - Sept 2011) – to explore attitudes to eye health, motivations and barriers to eye examinations and suggestions for improving access to eye care services.
· Eleven semi-structured interviews with local people who have, or are at risk of having, glaucoma and have interacted with, or been referred to, secondary care in Cwm Taf (June - July 2011) – to identify motivations for, and barriers to, concordance with secondary care and how eye health services and pathways could be improved.
· Ten semi-structured interviews with service providers and managers in eye health primary and secondary care in Cwm Taf (March - June 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 insight was gathered and analysed, findings were presented to local stakeholders who then worked, in a series of workshops and meetings, to develop a theory of change and an action plan to respond to findings. 
Findings

The findings provide a rich source for analysis and interpretation of the barriers and enablers that influence the uptake of, and access to, eye care services in the Rhondda Valleys communities. The key findings about accessing services are summarised below:
Primary care: motivations and barriers

Community awareness of eye health
· The research findings indicate there is a limited and patchy understanding of eye health in the predominantly working class communities of the Rhondda Valleys, and low levels of knowledge of the extent to which eye health can be influenced by individual action. Generally people cannot recall public health campaigns or information about eye health prevention, unlike other health issues such as obesity, healthy lifestyles and smoking. This view is supported by service providers who conclude that the public health system has not adequately tackled the eye health prevention needs of this community. 

· Evidence suggests that there is a much higher level of eye health awareness within a minority of community members, particularly those with experience of glaucoma, cataracts or diabetes within their families and friends. A proportion of focus group participants did say that they took exercise and lived healthy lifestyles specifically to avoid conditions such as diabetes which might lead to sight loss, but this was a minority. There was an appreciation that getting your eyes examined could identify other illnesses.
· There was no observed variation in understanding between those who had been for eye examinations or the time of their most recent test.

Symptom-led demand for eye examinations
· Most focus group members had eye examinations in the last year (55 per cent) but the strongest motivation for eye examinations was to diagnose or confirm problems rather than as a source of preventive care. People go to the opticians when they have a problem. Service providers tended to believe that people in the Valleys present later and less often for eye examinations and this aligns with other research which suggests later presentation in lower socio-economic communities.

· The government policies on health in Wales are popular and providers believe this is increasing the take-up of eye examinations but one senior ophthalmologist suggested that free examinations may not make much of a difference in the most deprived communities, where other barriers may outweigh the cost and availability of tests.

· The main barrier to presenting for eye examinations was the potential cost of glasses. Individuals often believed that eye examinations were primarily about trying to sell glasses or other eye care services and there is a degree of reticence amongst Valley communities to go to opticians because they feel they will be pressurised to buy glasses. 

· Fear of the cost of glasses appears to influence regularity of examination as does the experience of previous eye examinations and the interaction with opticians. A positive, trusting relationship with a known optometrist encourages more regular attendance with some people – while others are influenced by image, marketing and perception of high-tech equipment.     

Secondary care: motivations and barriers

Lack of community-based diagnosis and treatment

· Overall the secondary treatment system for glaucoma in the Rhondda Valleys was viewed favourably by patients and service providers. However there was some strongly held concern about the lack of effective capacity and resources for monitoring and treating glaucoma, resulting in delays and cancellation of clinic appointments, the frequent changing of clinical personnel and in turn on higher levels of non-attendance at clinics and lower levels of concordance. 
· The new Ysbyty Cwm Rhondda (YCR) hospital has been well received but evidence points to a reduction in clinical staffing resources. This new facility has reduced the problems of travel for some patients but it remains an issue for some less mobile people and their carers. 
· Government policy in Wales is to increase the number of people being monitored for ocular hypertension (OHT) and stable glaucoma in the community. The new Glaucoma Referral Refinement Scheme and the concept of establishing Ophthalmic Diagnostic and Treatment Centres (ODTCs) are both expressions of this policy and align well with findings from the study. These two schemes and projects are considered to be high priority recommendations.
Lack of patient focus in delivery and support

· Research pointed to a relative lack of patient-centred care and support for people diagnosed with glaucoma in the Rhondda Valleys. Patients referred to the problems of delayed and cancelled appointments, changing personnel and discontinuity of service. They perceived poor levels of communication with patients, high levels of anxiety and consequent increases in non-attendance and non-concordance. Interviews with service providers tended to confirm this discontinuity in the pathway with reference to the lack of support to facilitate the journey along the pathway. 
· There was also some concern about the referral process between primary care and secondary care – with good experiences of local primary care provided by optometrists not being matched when patients went to secondary care because of changing personnel and less effective relationships.
· Evidence emerged that where patients are struggling to attend appointments or to keep up treatments, the system was not supportive. There was support from providers for a more patient-focused approach to understanding and supporting the more vulnerable glaucoma patients and helping them with concordance.
Recommendations based on study conclusions

The following recommendations were developed to address the barriers experienced by the Rhondda Valleys communities as identified through an analysis of the key findings of the study. They have been used to stimulate discussion on the specific proposed CEP implementation strategy which has been subsequently developed with site partners and which remain ‘on the table’ for future consideration.
· Develop an Eye Health Promotion Campaign in the Valleys. 

· Consider the establishment of a small network of Eye Health Champions covering the relatively deprived Valleys communities.
· Link the Eye Health Promotion Campaign (outlined above) to a drive to encourage increased take-up of eye examinations in the local community.
· Test the feasibility of a mobile eye examination facility – which could extend to a case-finding programme of glaucoma screening. 

· Continue and expand the development of the intraocular pressure (IOP) measurement refinement scheme in Cwm Taf to enable an increasing proportion of OHT monitoring cases to be handled within community optometrist practices. 

· Undertake the development of an ODTC serving the Rhondda Valleys area and providing an integrated range of services for glaucoma and other conditions in a cost-effective manner and supported by an appropriate range of specialist professional skills and high quality equipment. 

· Carry out a capital programme appraisal for the creation of a new consulting room at RGH using an under-utilised space with a view to providing nurse-led clinics to provide greater efficiency (linked to ODTC proposal).
· Engage pharmacists in the eye health system to provide community support for people with glaucoma to advise them on prescriptions and concordance with treatment.

· Develop a Glaucoma Patients’ Forum in Cwm Taf to provide education, support and a sense of community for patients and carers.

· Consider the feasibility of a patient reminders system to reduce DNAs at clinics.

· Prioritise the investigation of reasons for DNA and support people who are regular DNAs.
Site intervention strategy

The findings from the investigation of barriers to the use of services provided the basis for a collaborative process with Cwm Taf site partners through which an intervention strategy to increase the uptake of eye care services was designed, developed and presented. 
This process included two workshops and discussions with site partners, which responded to the study findings and also considered the unique local circumstances and Welsh context that would inform the future sustainability of selected action. The long list of potential interventions considered is reflected in the report recommendations (outlined above) and a number of these were also discussed and developed during the workshops. Their detail is captured in appendices two and three.  

To illustrate how the proposed intervention strategy responds to the study findings and is able to achieve the outcomes identified, a ‘theory of change’ has been prepared and is presented in the report. 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 Cwm Taf community.

In response to the recommendations from Shared Intelligence on the basis of the study, the Cwm Taf CEP Advisory Group has proposed the development of a community-based Ophthalmic Diagnostic and Treatment Centre (ODTC) intervention to be led by the Cwm Taf Advisory Group, as summarised below:
Intervention 1

Ophthalmic Diagnostic and Treatment Centre 
	Key features

	Summary
	Nurse led facility to provide diagnosis and monitoring of ocular hypertension and stable glaucoma in the community

	Anticipated impact
	· People with stable glaucoma who need annual follow-ups are seen within 12-month target

· Increase in number of people seen in the community

· Patient satisfaction improvement

· Reduction in DNAs and increase in concordance


Next steps
Preparation of the implementation and delivery plan for the ODTC intervention is being taken forward by the Cwm Taf Advisory Group with project partners. The interventions will launch during the spring of 2012.
RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the intervention, 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 Cwm Taf Eye Health Community Engagement Project examined eye care services in Cwm Taf with specific reference to primary care and glaucoma treatment among the community aged 40 to 65 years. 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 community.
This UK programme of work was commissioned by RNIB as 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 Cwm Taf site was selected by RNIB Cymru in response to available epidemiology indicating the increased risk of glaucoma and late presentation by the working class or relatively deprived communities in the Rhondda Valleys. Within Cwm Taf, a specific focus was identified on the four Rhondda Valley communities of Tylorstown, Ferndale, Maerdy and Treherbert

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 of 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)

· Hackney (glaucoma in the Caribbean community, aged 40-65)

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

· West Belfast (glaucoma in the 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 Rhondda Valley population;

· Identify the barriers and enablers to accessing secondary eye care services among the Rhondda Valley population;

· Identify the barriers and enablers among the Rhondda Valley population regarding concordance with treatment;

· Design and develop intervention strategies to increase the uptake of eye care services among the Rhondda Valley population.

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

Local collaboration was pursued to ensure that local health and community stakeholders, as the long-term agents of change, were actively involved in the study, the design of preferred interventions and the future implementation of recommendations. 
The Cwm Taf Community Engagement Project Advisory Group was established at the beginning of this research and supported by Shared Intelligence and RNIB Cymru. The Advisory Group has provided the study with expert guidance, enabled local networks to support the local investigation and provided a mechanism to develop and implement recommended interventions.
The Advisory Group oversaw the development of an Eye Health Equity Profile carried out by the Public Health Wales, which provided key information on the population of Cwm Taf, the epidemiology of the main eye conditions, the provision of services within Cwm Taf, and looked at the provision of services in relation to need. 
1.4 The Rhondda Valleys communities within Cwm Taf
The 2009 mid-year estimate for the population of Cwm Taf was 290,060. There is a lower proportion of people aged 65 and over in Cwm Taf than in Wales in general – 17 per cent compared with 18 per cent. However the number of people 65 and over is expected to increase by 72 per cent by 2031. 

Cwm Taf is a relatively deprived area. There are 188 lower super output areas (LSOAs – with a population of around 1,500 each) and 39 per cent are in the most deprived quintile while just nine per cent are in the least deprived quintile. The relationship between social deprivation and access to eye care services is well established. The 2011 Cwm Taf Eye Health Equity Profile reports that late presentation in patients suffering from glaucoma is more common in patients from lower socio-economic groups.
The Advisory Group was advised by the Public Health Wales Observatory in defining the particular focus of the CEP in Cwm Taf. It was agreed that the focus should be on a defined area with a small population, a relatively high level of deprivation and potentially good community engagement infrastructure in place. Following discussion, the four communities of Tylorstown, Ferndale and Maerdy (Rhondda Fach) and Treherbert were selected.

	
	Population
	Level of deprivation

	Tylorstown
	4,345
	All within worst 20 per cent

	Ferndale
	4,253
	All within second worst 20 per cent

	Maerdy
	3,194
	All within worst ten per cent

	Treherbert
	5,803
	Half within worst ten per cent

	TOTAL
	17,595
	


The three Rhondda Fach communities were selected because they formed a contiguous area along a single valley with high deprivation, a relatively high proportion of elderly people and poorer access to secondary care. Treherbert was selected because most of its population are in the most deprived decile. The inclusion of Treorchy, contiguous with Treherbert and with a population of 7,860, was considered but Treorchy is not as deprived as neighbouring Treherbert so it was not included in the specific focus of the study. 

Glaucoma is often considered to be a ‘silent condition’ with estimates of up to 50 per cent of people with glaucoma being unaware of its presence (Tielsch et. al., 1991). However the Equity Profile estimates the prevalence of glaucoma in Cwm Taf as approximately 2,500 in 2001 and 2,700 in 2009. In 2009 the Cwm Taf prevalence is 1.5 per cent in the 30+ age group compared with 1.6 per cent in Wales.
There are 29 optometrists’ practices in Cwm Taf plus an optometrist based in the Royal Glamorgan Hospital (and working from all three hospitals in Cwm Taf). The travel time to optometric practices for Cwm Taf residents is less than 15 minutes for all residents, and less than ten minutes for 92.7 per cent of residents. However this is based on travel by car and does not consider travel by public transport. Some residents, particularly residents living in deprived areas, may not own a car and rely on public transport. There may however be fairly accessible practices in surrounding health board areas.
There are three optometrists’ practices in the specific CEP area – two in Ferndale and one in Treherbert. There are another two in Treorchy. There are two hospitals specifically serving the Rhondda Valleys which provide optometric and ophthalmic services:

· Royal Glamorgan Hospital (RGH) – a 570-bed district general hospital near Llantrisant;

· Ysbyty Cwm Rhondda (YCR) – a new 108-bed community hospital in the heat of the Rhondda Valley at Llwynypia.

1.5 UK and Wales strategic context
The UK Vision Strategy was developed in response to the World Health Assembly resolution known as VISION 2020. It is the ‘global initiative for the elimination of avoidable blindness’ and is a joint programme of the World Health Organisation and the International Agency for the Prevention of Blindness.

The Wales Vision Strategy Advisory Group produced an implementation plan for the strategy in June 2010.  It set out priorities in meeting three key objectives: to improve the eye health of the people of Wales; to eliminate avoidable sight loss and to deliver excellent support to people with sight loss; inclusion, participation and independence for people with sight loss.

The Wales Eye Health Improvement Project was established in April 2010 with aims to raise the profile of eye care on to the Welsh health agenda, promote the importance of avoidable sight loss and the achieve improvements in the quality of eye care services. The steering group consists of members from agencies such as Welsh health boards, Public Health Wales, Welsh Assembly Government, RNIB Cymru and National Leadership and Innovation Agency for Healthcare.

In 2004, the Welsh Eye Care Initiative (WECI) began with the aim of preserving sight through the early detection of eye disease and to give help to those who have low vision and whose sight is unlikely to improve. It has four strands – Eye Health Examinations/PEARS; Welsh Low Vision Service; Children’s Low Vision Project; Diabetic Retinopathy Screening.

The Welsh Eye Health Examination (WEHE) is provided to patients who are more at risk of developing eye disease or patients who would find the consequences of losing their sight particularly difficult. Early detection is therefore important. Patients may self-refer, or be referred by their general practitioner for the Eye Health Examination.
The Primary Eye care Acute Referral Scheme (PEARS) examination is intended for patients presenting with an acute eye condition. The aim of the scheme is to maintain as many patients as possible in the primary eye care setting, thus avoiding unnecessary referrals to hospital eye service departments. Any patient presenting with acute symptoms can have a PEARS eye examination at no charge. The patient can self-refer for a PEARS eye examination or may be referred by their general practitioner.

The Welsh Low Vision Service can determine if any low vision aids can be used to help a person with low vision.  Assessments by accredited optometrists are provided free of charge by the NHS and all the low vision aids are available on loan, free of charge. Low vision patients can access services in their own community.

Diabetic retinopathy screening is offered annually to all people with diabetes who are registered with a GP in Wales, unless they are under the care of an Ophthalmologist, are medically unfit or have opted out of screening.

People in the following categories are entitled to a free NHS sight test in Wales:

· Under 16 (18 if in full-time education)
· Age 60 or over

· Diagnosed glaucoma patients

· Aged 40 or over and are either a parent, brother, sister, son or daughter of a diagnosed glaucoma patient – or other at-risk 
· Diagnosed diabetes patients

· Registered sight impaired or severely sight impaired

· Require complex lenses

· Those whose sight test is carried out by a hospital eye department as part of the management of an optical condition

· Patient or partner in receipt of certain benefits

· Named on a certain NHS certificates.

Selected categories of patients who may be at greater risk of eye disease and may be entitled to an eye examination. A request for this can be made from the patient themselves or from the patient's G.P.
The Glaucoma Refinement Referral Scheme in Cwm Taf is aimed at reducing the number of inappropriate or false positive referrals made for OHT or glaucoma to secondary care. The scheme began in October 2010 and all optometrists taking part are expected to be WEHE accredited. Optometrists will be invited to monitor patients with confirmed OHT who currently have their follow-up in secondary care. Initial evidence points to some 350 patients being seen by optometrists in the first six months, at a cost of approximately £10,000.

1.6 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 two describes the methodology for the study, including limitations and challenges; 

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

· Section four analyses and assesses 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

2.1 Introduction
A summary of the method, including the sampling approach, is provided here and further detail is included in appendix one.

In summary, the study comprised the following:  

· Six focus groups with people mainly between 40 and 65 years old living in the Rhondda Valleys (April - Sept 2011) – to explore attitudes to eye health, motivations and barriers to eye examinations and suggestions for improving access to eye care services.
· Eleven semi-structured interviews with local people who have, or are at risk of having, glaucoma and have interacted with, or been referred to, secondary care in Cwm Taf (June - July 2011) – to identify motivations for, and barriers to, concordance with secondary care and how eye health services and pathways could be improved.
· Ten semi-structured interviews with service providers and managers in eye health primary and secondary care in Cwm Taf (March - June 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 findings were then presented to local stakeholders and Shared Intelligence worked with the Advisory Group in two workshops to develop a theory of change and action plan that is intended to guide local action in response to the findings.
2.2 Focus groups with community members 
The characteristics of the participants within each primary care focus group were captured through a pre-discussion questionnaire to verify the sample and contextualise the discussion. These are summarised in appendix one. 

Across the six focus groups we spoke with 49 participants, 29 per cent were male, 43 per cent of all participants were under the age of 55, 18 per cent of participants had never had an eye examination and 45 per cent of participants had not had an eye examination in the past year. One focus group was entirely female but the other five were mixed gender. All focus groups were a mix of tested and untested participants. Twelve participants were outside the target age range of 40-65. 
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.

2.3 Interviews with service users
Eleven semi-structured interviews were conducted with people who have, or are at risk of having, glaucoma and have had a range of interactions with secondary care. 
Invitation to interview was sought through the Health Board – in line with the R&D approval given to the study in Cwm Taf. 
The engagement that patient interviewees had with the service system is outlined further in appendix one. In summary the range of interactions were:

· referred from a primary care provider to secondary care and who attended the secondary care service and have successfully maintained compliance with treatment (n= eight).
· referred from a primary care provider but who have not attended one or more appointments in secondary care settings (n=three).
· attended secondary care services but who have been unable to maintain compliance with treatment (n= zero). 

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.

2.4 Interviews with service providers 
Ten semi-structured interviews were conducted with service providers and managers in eye health primary and secondary care in Cwm Taf. 
Potential participants were identified by the Advisory Group and approached directly for participation. Interviews were completed with content experts and stakeholders who are involved in eye health prevention and care. Interviews were conducted with ophthalmologists (two), optometrists including a hospital optometrist (five), a public health director and glaucoma nurse specialists/sister (two). 

Interviews were conducted by phone and lasted around 30 minutes. The interviews followed a topic guide that explored:
· service providers’ knowledge of the local target group; 

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

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

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

2.5 Challenges and limitations
A detailed assessment of the study’s methodological challenges and limitations is provided in the national report of the Insight Research for the Community Engagement Project. This provides an overview of the key findings and conclusions from across the five sites, together with a summary of the interventions that are being taken forward in each of these sites by RNIB and the local Advisory Groups.

The methodological challenges and limitations in the Cwm Taf study were consistent with those in other sites, albeit with some local particularities, discussed below.
2.5.1 Focus group sampling 

The original protocol suggested focus group recruitment through existing local community organisations. This proved surprisingly challenging in Cwm Taf with quite limited engagement from community and voluntary sector bodies. With a small number of exceptions, requests for support in recruiting or hosting focus groups were less successful than anticipated. However, by extending the timescale to the beginning of September, the target of six focus groups was achieved – involving a total of 49 participants. 

2.5.2 Focus group sampling – tested/untested 
The numbers of focus group participants who had never been for an eye examination was lower than originally anticipated, when it was planned to run half the focus groups with people who had not had an eye examination in the last ten years. It became clear that a substantial proportion of participants had actually had their eyes examined – most commonly in response to problems with reading and short sight. This led us to adjust the original sampling approach and start recruiting mixed groups (those tested and untested). In practice only 18 per cent of participants had never had an eye examination and 45 per cent had not had an eye examination in the past year. In these focus groups we facilitated a discussion of why people do and don't go for eye examinations, specifically ensuring the views of participants who had not been tested (and those who had) were fully explored.

2.5.3 Limited size of service user sample

The original sample size was for 15 patients to be interviewed. In practice recruitment of patients who had not attended one or more appointments in secondary care was constrained by the difficulties in securing the co-operation of GPs around patient contacts and the absence of a glaucoma DNA register in secondary care. The delays in achieving R&D approval to contact patients also proved to be a particular constraint in Cwm Taf. In total 11 interviews were carried out with none actually from the target group who have been unable to maintain compliance with treatment.

2.6 Analysis
Interview notes and focus group notes were reviewed manually by the site researchers to identify key themes through a grounded analysis (e.g. barriers and enablers). The Cwm Taf 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 unique to Cwm Taf as described in the discussion section of this report. The analysis and interpretation were validated through discussion and internal challenge of emerging site conclusions by the national research team (via three analysis and review meetings on site and national findings) and verified by the national director and study co-ordinator.

2.7 Ethics
The NHS National Research Ethics Service was asked to review the national project protocol and they deemed that the work to be undertaken could be categorised as ‘service evaluation’. Following this, the Cwm Taf Advisory Group decided to register the CEP with the local R&D Registration committee and approval was finally given in June 2011. 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.
2.8  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 the appendix one. Service users quoted are referenced by their engagement with the service system outlined above. Given the small sample and involvement in the study, there is no identification for quotes from professionals.

3 Findings

3.1 Introduction
This section sets out the findings from the perspective of each of the participant groups in response to the questions and issues discussed with them during consultation – from the focus group and interview topic guides. The section is organised to reflect the views, experiences and suggestions of the different participant groups, with specific attention given to the perceived barriers and enablers that influence the access to, and uptake of, services.

The discussion section which follows (Section four) draws together and contextualises the three sets of research findings to bring out the key themes and messages in relation to the critical barriers faced by the working class Valleys communities to access and benefit from primary and secondary eye health services in the Rhondda Valleys and how these might be overcome 

3.2 Community views and experiences of primary care 
3.2.1 Eye health awareness and understanding

In the focus groups with community members we asked participants about their understanding of eye health and the importance of eye health. Unprompted, most people initially equated eye health with good sight. 

“Eye health means being able to see properly” [FG2, mixed gender, mixed tested/untested]

“Eye health means having good eyesight and going to the optician” [FG1, mixed gender, mixed tested/untested]

However when asked to think about the differences between the two terms, the majority of participants clearly made the distinction and appreciated that it is possible to have good sight but to be in danger of, or suffering from, underlying eye health conditions. 

“You need eye health to have good eyesight, but having good sight doesn’t mean you have good eye health” [FG5, mixed gender, all tested]

There was also a strong appreciation that getting your eyes tested could identify other illnesses.

“I discovered I was diabetic through having an eye test” [FG2, mixed gender, mixed tested/untested]

”Looking at the eyes can identify other illnesses such as hepatitis and anaemia” [FG1, mixed gender, mixed tested/untested]

Eye health and good sight are seen as very important for functionality and self-perception or pride. 

“Not being able to see really affects your daily life” [FG1 mixed gender, mixed tested/untested]
“It’s a huge disability if you lose it” [FG2, mixed gender, mixed tested/untested]
“I thought “I’m not old!”. I prided myself on being able to see distance and tiny print. Now I have to have my reading glasses or I’m lost” [FG2, mixed gender, mixed tested/untested]

There was no observed variation in understanding between those who had been for eye examinations or the time of most recent testing. 

To further explore how eye health was understood, participants in the focus groups were asked to discuss the factors they thought would influence eye health. Participants were prompted to discuss both risk factors and protective factors.

The main risk factors and detrimental influences included:

· Perhaps reflecting the industrial history of the Rhondda Valley, participants often referred to the risk of eye injury from working in the coal mines, welding or in other local industries. Sports eye injuries, including rugby, and DIY were also referred to. 

“My father worked in the pits. He got up one morning and couldn’t see. Had to go to hospital and have an eye out” [FG6, mixed gender, all tested]

“I was constantly staring at the same thing all day and my eyes started going” [FG2, mixed gender, mixed tested/untested]

”I always wear protective glasses for DIY or riding my bike” [FG3, mixed gender, mixed tested/untested]

”A friend’s son ended up with a detached retina after playing rugby” [FG1 mixed gender, mixed tested/untested]

· The natural process of ageing was the most commonly referenced factor understood to be influencing eye health. Participant discussions emphasised the inevitability of poorer sight as part of ageing. 

“I don’t know anyone over the age of 45 who doesn’t have reading glasses” [FG3, mixed gender, mixed tested/untested]

· Other risk factors suggested included diet, vitamin or liquid intake, smoking indoors, genetics, alcohol consumption, exposure to sunlight, car fumes or dog faeces or watching TV with the lights off. In several groups there was a discussion about smoking and eye health. People tended to think the risk was from smoke in the eyes but a few people identified the risk between smoking, health and eye health. One man said he was aware of the smoking risk, but didn’t do anything about it.
 “Many people are very poor and can’t get vitamins” [FG2 mixed gender, mixed tested/untested]

Factors that were seen as having a positive influence on eye health were more limited and more contested within groups. 

· There was a mix of views about the link between general health and eye health. The Healthy Eating Group were, not surprisingly, more aware of the benefits of healthy lifestyle on their eyes as well as general health. Others said they walked, gardened or played bowls specifically to maintain general health.

“I hadn’t thought that health and eye health were connected” [FG3 mixed gender, mixed tested/untested]

Few people took preventative measures specifically aimed at improving or maintaining their eye health. A number of people had suggestions about how they could help look after their eyes, either passed on by family members or by health care providers – by using Optrex or other eye washes each day, using ointments or even washing your eyes with baby shampoo to help cataracts.

There was generally poor understanding of the risks of chronic disease. Some people were aware of the link between diabetes and eye sight and about glaucoma – particularly if they or their relatives or friends had these conditions. In fact four participants had diabetes and eight actually had been referred to secondary care for glaucoma.

“My mother has diabetes so I’m well aware of the need for eye tests – and a gardener here lost his sight due to diabetes” [FG3, mixed gender, mixed tested/untested]

People thought there should be more information available about the links between healthy lifestyle, general health and eye health. 

“There’s not much information on eye health around” [FG2, mixed gender, mixed tested/untested]

Participants were asked to discuss how they obtained information on eye health. Most indicated that they were aware of very little unsolicited or generally accessible information about the eyes or eye health. The most common source of information and knowledge about eye health was commercial marketing from High street chains like Specsavers. Optician marketing appeared to confirm the view that eye health is an issue of sight or sight loss and the retailing of glasses. Marketing also confirmed that action to support eye health was limited to sight tests, laser surgery and the purchase of glasses. 
“The only thing you hear about is contact lenses or laser treatment” [FG6, mixed gender, all tested]

“You only get information if you’re already using the services” [FG3, mixed gender, mixed tested/untested]

“Eye health isn’t taken as seriously as other health agendas – they say more about the heart” [FG5, mixed gender, mixed tested/untested]

3.2.2 Eye health examinations: the motivation
Most people had been for eye examinations (55 per cent in the last year). In discussing factors that enhance eye health, participants tended to mention eye examinations as a method of confirming and/or diagnosing problems rather than as a source of preventive care. It was a widely held view that people go to the optician when they experience problems; described as a symptom-led demand for eye health care.
“I don’t see the point in getting my eyes tested when I know what I’ve got. When I can’t see, I’ll go” [FG1, mixed gender, mixed tested/untested]

“You don’t go to the optician or GP until you experience trouble” [FG6, mixed gender, mixed tested/untested]

“I only get tested if I’m having trouble” [FG4, female, mixed tested/untested]

People in the over-40 age group tended to go to an optometrist initially if they felt they needed reading glasses – unless they had worn glasses from childhood. If people had experience of eye problems in their families or amongst friends, then they often said this was a reason for having their eyes examined. Of the 49 focus group participants, 14 had glaucoma in their family and 20 had relatives with diabetes. Several people knew that eye examinations were free for people with glaucoma in the family.

“I go to the opticians every year – I’ve got diabetes and glaucoma in the family” [FG1, mixed gender, mixed tested/untested]

The main barrier to presenting for eye examinations across each group was the potential cost of glasses. The prevalence of free eye examinations in Wales was recognised by many participants but there was some confusion about eligibility. For those who hadn’t been for a recent eye examination, optician cost was the dominating factor
“The price of glasses is unbelievable – it’s too much” [FG1, mixed gender, mixed tested/untested]

“It’s not about time – just cost!” [FG1, mixed gender, mixed tested/untested]

“It’s the lenses that are most expensive – you can have whatever frames you want” [FG6. mixed gender, all tested]

”I’ve always put it off because of the cost, I have” [FG3, mixed gender, mixed tested/untested]

However some people put the price in perspective. Other people said that local opticians always have a good value range of frames.

“You should go regularly – compared to the price of buying a dress, eyes are important” [FG4, female, mixed tested/untested]

In Wales there are a wide range of categories of people eligible for free eye examinations and this was generally welcomed. However one woman was concerned that, since she had no serious conditions, she could only get a free test every two years.

“If you’re working at a low wage you have to pay, but if I was on benefits and I got it free I’d be more likely to go” [FG3, mixed gender, mixed tested/untested]

Other barriers were cited as travel costs and lack of accessibility, discomfort and fear of an adverse diagnosis. Some people talked about their parents and the problems they faced in getting to and from opticians – how they had to take them themselves. Or people, particularly women, had to take their kids with them to avoid childcare costs – that cost extra bus fares.

“It costs nine pounds to get there and back. Who can afford that?” [FG4, female, mixed tested/untested] 

3.2.3 Eye health examinations: the experience
Participants in the focus groups were invited to discuss their views and experience of eye examinations. Most people however expressed fairly positive views on their eye examinations; however they raised varying experiences regarding examinations, service levels, equipment, comfort and attitudes to selling glasses. 

“The optician said my eyes had deteriorated but that there was no need to change my glasses” [FG1, mixed gender, mixed tested/untested]

 “Tests between opticians are miles apart – some are good, some terrible” [FG2, mixed gender, mixed tested/untested]

There was some debate at focus groups about the relative merits of local opticians and the big national chains. While there are no national outlets in the four defined communities they are located near towns such as Pontypridd which are quite accessible for local people. There was a considerable divergence of opinion, with some people – and some groups – tending to favour the relationships and trust they had built up with their local optician while other people seemed to have been impressed by big chains’ advertising, perceptions of high quality equipment and deals on glasses. 

“I fancy Specsavers are much more advanced – all the machines can do all the tests” [FG1, mixed gender, mixed tested/untested]

“The one man band local opticians won’t invest in equipment and they have ridiculous prices for glasses. They’re based in communities with no money and they’re overcharging” [FG3, mixed gender, mixed tested/untested]

“Local opticians are different – they know their patients and their patients know them” [FG4, female, mixed tested/untested]

“I like my local optician – they do a diagram and explain it all” [FG5, mixed gender, all tested]

There were some adverse experiences of attending opticians, linked mostly to the physical discomfort of the examination and to the closeness of the contact. In the mental health self-help group in particular there were some strong views.

“I’ve lashed out at an optician because I was afraid” [FG2, mixed gender, mixed tested/untested]

“I would feel much better if someone went with me” [FG2, mixed gender, mixed tested/untested]

“I suffer from paranoia and would be worried about what problems I might discover as a result of the test” [FG2, mixed gender, mixed tested/untested]

3.3 Community experience of secondary care

Regarding secondary care, these focus group members who had experienced it were generally very positive about their experiences. People were seen quickly, they believed they had good quality care. 
“I had a very professional service at RGH. The surgeon talked me through all aspects of the procedure and made me comfortable.” [FG3, mixed gender, mixed tested/untested]

“Since I’ve had my cataracts done, I’ve had an appointment every six months” [FG5, mixed gender, all tested] 

“I can’t say enough about the hospital, they were really good.” [FG1, mixed gender, mixed tested/untested]

“The only thing is, the glaucoma specialists don’t always agree with each other” [FG5, mixed gender, all tested] 

Some people had concerns about the accessibility of eye health clinics in hospitals and the problems with transport, either through their own experience or on behalf of parents or other family members. 

“My parents had to go 20 miles for injections and wait for a very long time, which made me uncomfortable.” [FG3, mixed gender, mixed tested/untested]

“The local bus is quicker – if you get the free hospital transport it goes round the houses and you’re out all day” [FG5, mixed gender, all tested] 

3.3.1 Community 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. 
Focus groups referred both to aspects of awareness improvements and service change. Within the community, participants identified the need for increased education about eyes and eye health. It was seen as vital to stress the importance of eye health and of getting examined regularly. The nature of information and the distribution channels for such information was discussed. It was generally agreed that providing information in less formal, community-based settings would be more effective than in formal NHS facilities where there was already “information overload” and where you had to be in the system already to come across it.

“There is a lack of awareness around eye health – so taking preventative measures to look after eye health is the biggest problem” [FG6, mixed gender, all tested] 

“There should be leaflets to houses once a year to explain why they need to go.” [FG1, mixed gender, mixed tested/untested] 

It was also suggested that more information about the links between high risk health issues and eye health (e.g. diabetes, healthy lifestyle and eye sight) and the risks associated with glaucoma in the family should be made available. The messages about healthy lifestyles and avoiding obesity were focused on general health but not at all on eye health. Generally there was some concern that GPs do not play a clearer role in eye health. They tend to have more of a relationship with people but few people could recall their GP ever raising eye health with them.   
 “People used to come to schools to speak about healthy lifestyles but I’m not sure if this still happens” [FG3, mixed gender, mixed tested/untested] 

Focus groups also suggested improvements to the delivery of services in the Rhondda Valleys. The most common suggestion for change was about the cost of glasses and - to a lesser extent – about the eligibility for free eye examinations. There was some debate about the relative cost-effectiveness of High Street chains and local opticians with respect to pricing policy, with strong views on both sides. But groups felt there should be more options for cheaper glasses.  One group suggested opticians being employed directly by the NHS to provide reassurance that they weren’t likely to pressurise you to buy glasses.
“Cheaper prices would be much better.” [FG1, mixed gender, mixed tested/untested] 

“I’ve got my reminder but I’ve still got my glasses and I don’t want to spend £20 if I’m managing alright” [FG3, mixed gender, mixed tested/untested]

“Eye test subsidies for people on benefits should be stretched to people on low pay as well.” [FG3, mixed gender, mixed tested/untested] 

There was some concern about the efficiency of secondary care clinics from those focus group members who had experienced it. 

“Eye clinics at the hospital can be a bit long if they’ve got too many people in – they can’t cope.” [FG6, mixed gender, all tested] 

There was support from a number of people for some form of mobile eye health facility, with participants suggesting a mobile screening facility which could encourage otherwise reticent people to come forward for examinations – in areas such as supermarkets, community venues or workplaces. Such a facility might also provide a follow-up or regular check-up for people in less accessible areas, such as Maerdy where there were no opticians. 

“To tackle the issue of discomfort, it would be helpful either to have a mobile unit or for an optician to come to local Communities First venues for testing” [FG2, mixed gender, mixed tested/untested] 

“They should have a mobile van like breast screening vans – that would be ideal” [FG1, mixed gender, mixed tested/untested] 

Finally, some people suggested improvements in the accessibility of secondary care in particular, but also for less mobile people seeing opticians if they lived in Maerdy for instance.

“There should be something nearer for my parents” [FG3, mixed gender, mixed tested/untested]

“A free bus service would be good” [FG4, female, mixed tested/untested]
3.4 Service users in secondary care
3.4.1 The patient experience of optometry

For most patients managing glaucoma, the initial experience of optometry and the reason for first contact was some time back and recall of the experience was often challenging. Of the eleven people interviewed, four had been diagnosed with glaucoma over 15 years ago and another five between five-15 years ago. 

For many patients, the eye examination was prompted directly by a symptom or general eye-sight issues:

“I was seeing halos around headlights at night. I have worn glasses all my life and have very poor short sight” [SU10]

”I went because I had dry eyes” [SU3]

For a number of patients, the referral from primary care occurred as part of what was a regular eye examination.

“I have worn glasses since childhood and my mother went blind so I always went for checks. At a normal check 20 years ago my pressures were found to be up.” [SU11]

“Ten years ago I was diagnosed at a regular check-up for reading glasses” [SU9]
3.4.2 The patient experience of secondary treatment

For most patients, the referral from primary to secondary care was a relatively insignificant process given the consequences they were now managing. Nevertheless, a small number of patients expressed confusion or frustration at the process of referral where their condition proved not to be clear cut. People who were referred to hospitals for confirmation of glaucoma but who were then told they did not need treatment but should be monitored, tended to feel they have been subject to inconvenience for no apparent reason.
“I was found to have fluctuating glaucoma pressures but not full glaucoma. They should be better at identifying whether you do actually have glaucoma.” [SU6]

“They were probably being too cautious and should get better at initial screening” [SU5]

Given the length of time since their initial referral, most service users did not raise the issue of long waiting times for first clinic appointments. However delays and long waiting times is an issue now and is discussed below.
Most service users felt that the glaucoma clinics were quite accessible, especially now that YCR is up and running. Most people had access to a car, either themselves or their partner. Bus services to YCR are reasonable for most people interviewed. However if the patient was older or less mobile then it could be a problem. Drops can make it difficult to drive even if they have a car.
“Appointments are quite convenient I can drive or even walk over the mountain (from Tylorstown).” [SU11]

“Getting down to the hospital (from Treorchy) can be a problem. My son is a teacher and he can’t get away during the day to drive me.” [SU8]

Most people feel that clinic appointments are reliable and staff good.
“Can’t fault the doctors and nurses” [SU4]

”All the consultants have been good – except for one who was a bit cheeky” [SU3] 

However a sizeable minority are experiencing significant delays in getting their regular appointments or follow-ups in Cwm Taf. This is a cause of considerable inconvenience and real anxiety in a number of cases. A related concern is the apparent upheaval in clinical personnel, resulting in changes to the ophthalmologist or other specialist seeing them. Delays of over six months, cancelled appointments and changing personnel are a great source of concern for glaucoma service users.
“I was told my pressures were rising and had an HRT scan – but then had to wait seven months to see a consultant. A lot can happen to your eyes in seven months! ” [SU6]

“It’s a nuisance to keep having to ring up. If you have bleeding behind the eye, you get a bit anxious and the last thing you want is a six-month delay” [SU8]

“Chopping and changing is worrying” [SU8]

“Appointments have been very difficult – they have lost two ophthalmic consultants in the YCR and are very stretched. I have seen three different people in the last three years” [SU6]

“Some people might get annoyed with changes in specialists” [SU1]
Amongst the service users interviewed (and ten of the 11 interviewed have managed to attend most clinic appointments and keep up their glaucoma treatment) concordance is high. The long experience of glaucoma has resulted in expertise in taking drops and other treatments – sometimes further helped by experience of watching or treating family members who have also suffered from glaucoma. Some of the older people get help from partners.
“After 30 years I suppose I’m a bit of an expert” [SU7]

”My wife does the drops for me – Don’t do the drops and you’ll go blind” [SU3]

A few interviewees admitted to missing some clinic appointments (three of the 11 interviewees were selected on the basis of missing one some appointments). One man missed two in a row – one because his elderly mother-in-law was ill and the next because of a minor car accident. He was told he would come off the register and had to negotiate hard to get kept on.

”I missed my first appointment with the new man – he tore a strip off me” [SU10]

“Getting to appointments in the winter can be a problem” [SU8] 

Most of the service users had experience of glaucoma in the family – parents, siblings or children. This has had an impact on their attitudes to concordance and encouraging family members to take glaucoma seriously.
“I have seen the bad results of glaucoma”. [SU2]

“My daughter has MS and glaucoma and I care for her” [SU6]

”My mother went blind, my father’s father had glaucoma and went blind and my mother’s aunt was blind” [SU11]

3.4.3 Patients’ views on improving eye health
Service users who had experienced some uncertainty about whether they actually had glaucoma felt that optometrists should be better able to identify glaucoma with certainty. The uncertainty caused confusion and anxiety. 

There were strong views about the need to put more staff resources into glaucoma services in Cwm Taf to avoid appointment delays and cancellations at YCR and RGH. This was a major source of anxiety for service users and one which they believed could be sorted by better use of resources.

A small number of users believed that more vulnerable glaucoma sufferers would benefit from nurses going out to apply drops and ensure concordance. It was appreciated this would be an expensive service in resource terms and might only make a difference in a small number of cases.  
3.5 Service provider perspectives 

3.5.1 Perceptions of awareness and service quality 

Most clinicians and service providers believed that Valley people are less likely to come for examinations than more affluent areas of South Wales. Research also confirms this for deprived areas around the UK.

“People in the Valleys go to optometrists less often and later” 

“People in the Valleys are inclined to leave things longer before getting symptoms picked up” 

The main barriers to accessing primary eye health care were the potential cost of glasses, the cost or difficulties of travel for more isolated or deprived people, discomfort of eye examinations and a lack of awareness of risks. This tends to confirm the findings of the community focus groups.

“Money is a big issue – both tests and glasses” 

“Some people don’t like the pressure tests or have a fear of finding out bad news” 

The availability of optometrists in the Rhondda Valleys was considered to be adequate – except for Maerdy at the top of Rhondda Fach. And 80-90 per cent of optometrists are now approved for engagement in the Glaucoma Referral Refinement Scheme. 

Regarding access to and attendance at secondary care, service providers were rather divided about the level of commitment to attending clinics and complying with treatment.

“People in the Valleys are loyal and conscientious about attending clinics – almost grateful in some way” 

“Knowledge is poor – particularly amongst elderly and deprived areas” 

“WECI/PEARS will improve take-up and referral, but I’m worried it will make no difference in deprived communities” 

The barriers to secondary care were seen by providers as travel (especially for elderly patients), changes to routines at clinics, busy clinics with inadequate time for addressing patient needs, cancelled clinics and issues of discomfort with regards to treatment. Travel can be a problem if people do not have car or are having dilation drops and hospital transport is not as well advertised and explained as it could be.

“Some patients think an ambulance will come for them but they don’t realise they have to book it in advance” 

“Distance can be a barrier for secondary care” 

The new YCR is a good option for most people in the Rhondda Valleys but there have been serious problems with the change-over and resourcing the new hospital. This has caused changes to routines, delays and cancellations. Some providers admitted there had been change management problems and serious problems with staffing levels and changing personnel. Continuity had been lost.  

“Long waiting times and a lack of resources must reduce concordance and therefore outcomes” 

“NHS systems are creaking and people are forced to move on to the next thing rather than concentrate on bedding existing systems in” 

“Waiting time is the biggest problem. It was better a year ago but has risen recently” 

3.5.2 Service providers’ view on improving eye health
Regarding the front end of the glaucoma pathway – awareness and information aimed at encouraging eye examinations, healthy lifestyle choices and better information about links between diabetes and eye health and family risks such as glaucoma – providers had a number of suggestions.
· Consistent protocols for GPs to engage in the eye health agenda around awareness, referral and follow-up

· Better information about links with diabetes, lifestyle, family risks – through promotion campaigns, role models, self-help groups or eye health champions

“More information leads to higher compliance” 

“We need better information and encouragement to get people to go to local optometrists for tests” 

 “Gambian “friends of the eye” could be a good idea in the UK – champions who mix with poor communities and spread the word about eye testing and care” 

· Mobile screening facility and improved glaucoma case detection

“Systematic glaucoma screening would be beneficial – the idea of mobile screening could work but would require resources” 

“A mobile screening vehicle could go to major public areas, workplaces or social clubs – maybe focusing on men over 40” 

For people referred on to secondary care the key suggestions included the need for continued government support and funding for WECI/PEARS to ensure it meets its longer-term objectives – through high optometrist accreditation and awareness amongst the public of the benefits of eye examinations and eye health.
“WECI/PEARS are good in principle but are they sustainable and is there enough funding to pick up the secondary care impacts” 

“The glaucoma referral refinement will help the pathway – will avoid patients having to go to RGH and save clinical costs as well as patient travel costs and inconvenience” 

There were a number of suggestions about making secondary care more effective and supporting the experience of the glaucoma patient through the pathway.
“Establishing a Glaucoma Patients’ Forum in Cwm Taf will help with education, support and sense of community for patients and carers” 

“Developing a pack for newly diagnosed patients – tailored for different glaucoma types” 

“We need better information and support for people just diagnosed with glaucoma and diabetes” 

Some providers felt that non-concordance was an issue particularly in deprived areas and that more needs to be done to get to know who the regular DNAs are and why they have such problems. However the existing NHS databases do not allow easy interrogation of the characteristics of DNAs.

“Investigating DNAs and addressing their barriers will make a real difference in deprived communities” 
A number of providers faced up to the resources issue and the problems faced at hospitals regarding cancellations, delays and discontinuity of care. They asked whether the current spike in demand was due to the new NICE guidelines or more permanent – and whether Referral Refinement would make a sustainable difference. However it was agreed that more resources are essential at both hospitals to cover downtime and avoid cancellations.
“Increase capacity of staff and resources – but a problem if they can’t actually recruit specialist nurses” 

“Increase capacity of staff and resources – but a problem if they can’t actually recruit specialist nurses” 

“Setting up nurse-led clinics in accessible locations would be good” 
“Better planning and delivery of almost inevitable change these days” 
Optometrists felt that their capacity to provide an effective service was sometimes delayed by a lack of consistent feedback from hospitals of GPs about patient outcomes following referral. A more effective three-way communication would allow optometrists to maintain knowledge of their patients’ conditions and ensure an appropriate follow-up. 
4 Discussion of findings
4.1 Introduction
Looking at the findings from each of the strands of the Cwm Taf research, some consistent themes emerged that give insight into the barriers and enablers which influence access to and uptake of eye health care services among the Rhondda Valleys communities. The findings of the research (community focus groups and interviews with glaucoma service users and service providers) were reported to the Advisory Group and then a Findings Workshop on 30 June 2011. 
At these meetings, stakeholders discussed the implications of the findings and identified a series of key themes which had emerged from the research. 
4.2 Barriers and enablers to accessing primary care
4.2.1 Low community awareness of eye health
The Cwm Taf research findings indicate there is a limited and patchy understanding of eye health in the Rhondda Valley communities. The low level of awareness about eye health promotion stands in contrast to higher awareness of a range of other health promotion issues relevant to the community (such as diabetes, the heart and obesity). 

The emphasis in focus groups on ageing and eye injuries (industrial or rugby for instance) as the main risk factor, and the more limited focus on preventative measures suggest that there is also only limited knowledge about the extent to which eye health can be positively influenced by individuals. Outside of the people who have actually been diagnosed with particular conditions (such as glaucoma or diabetes) there is little knowledge about the linkages between general health and eye health and about the way individuals can take preventative action. 

The study shows that most people in the over-40 community in the Valleys feel they have not been exposed to effective eye health promotion campaigns. With the exception of commercial advertising for glasses (and contact lenses and laser treatment) there appears to be little information about eye health reaching the community.

4.2.2 Symptom-led demand for examinations
Barriers acting against local people taking eye examinations are highlighted above – and the research suggests that more should be done to increase awareness of eye health issues; the links between conditions such as diabetes and eye health; and the benefits of earlier and more regular presentation for eye health examinations.

Despite the relatively high incidence of focus group participants over the age of 40 who have had their eyes tested in the last year (55 per cent), many of these people presenting for examination report that they are already suffering from some form of eye health problem – symptom-led demand. The WECI/PEARS policies are certainly beneficial in terms of free eye examinations and their availability but this may not be getting across to all community members. In fact a senior ophthalmologist believes that the policies may not make much of a difference amongst the most deprived communities in the Valleys.

There is considered to be a significant barrier to the community presenting for eye examinations early enough and before serious symptoms emerge. Eye examinations are not generally recognised as any kind of health check, rather more as a response to a symptom or as a commercial means of promoting and selling glasses, contact lenses and laser surgery. There is a considerable degree of reticence amongst Valley communities to go to opticians because they believe they will be pressured to buy glasses.

Frequency of testing could not reliably be discerned from the community sample but it is clear that fear of cost is one of the key barriers to regular testing. It appears that the experience of eye examinations and the interaction with optometrists influences the regularity of testing. A positive, trusting relationship with a known optometrist seems to encourage more regular attendance with a significant number of people – however others are more influenced by the image of the facility and by the apparent levels of high-tech equipment on display.

4.3 Barriers and enablers to accessing secondary care
4.3.1 Lack of community-based diagnosis and treatment
Overall, the secondary treatment system for glaucoma in the Rhondda Valleys was viewed favourably by both patients and service providers. However, there was some quite strongly held concern expressed by both groups about the lack of effective capacity and resources for monitoring and treating glaucoma – resulting in delays and cancellations of clinic appointments, the frequent changing of clinical personnel and in turn on higher levels of non-attendance at clinics and lower levels of concordance.

The opening of the new YCR hospital has provided a well located facility for many Rhondda Valley people and the establishment there of a range of eye health clinics and services is welcomed. However there is real evidence that the services have not been adequately resourced to meet demand. This has come from both providers and service users.

Policy in Wales is to increase the number of people being monitored for OHT and stable glaucoma within the community. The Glaucoma Referral Refinement Scheme and the concept of developing locally-based Ophthalmic Diagnostic and Treatment Centres (ODTCs) are both expressions of this policy and both appear to align effectively with findings from the CEP in Cwm Taf – regarding accessibility to local services and more efficient use of higher-level hospital resources to allow them to be focused on more appropriate services.
4.3.2 Lack of patient focus in delivering care and support
Research pointed to a relative lack of patient-centred care and support for people diagnosed with glaucoma in the Rhondda Valleys. Patients referred to the problems regarding secondary care – particularly delayed and cancelled appointments, changing personnel and discontinuity of service. This was considered to have resulted in poor communication with patients, high levels of anxiety and consequent increases in non-attendance and non-concordance. Interviews with service providers highlighted the discontinuity in the glaucoma pathway with reference to supports to facilitate the journey along the pathway, particularly for more vulnerable individuals. 

While most community members and service users diagnosed with glaucoma confirmed their satisfaction with primary care services provided by optometrists and their accessibility to these services, there was much more concern expressed about the interface with secondary care – their experience of the referral process and continuing engagement with secondary care clinics. 

The views of users and providers tended to align to suggest that the current secondary care system in the Rhondda Valleys cannot really be called patient-focused.

Providers also suggested a number of changes to the eye health care system which could have a beneficial impact on more vulnerable and isolated glaucoma patients and their ability to sustain their attendance at clinics and keep up their treatment. These suggestions included greater support for glaucoma patients to allow them and their families to engage with fellow patients and with service providers to understand the condition, the pathway, the nature of required treatment and the supports which are available to help them. They also included some suggestions to help patients who are finding it more challenging to attend appointments and to keep taking their drops – by making it easier to attend and assisting them to keep up their prescriptions and treatments.
5 Recommendations
These recommendations were developed with stakeholders at the Findings Workshop:

1. Develop an Eye Health Promotion Campaign in the Valleys.
2. Consider the establishment of a small network of Eye Health Champions covering the relatively deprived Valleys communities. 

3. Link the Eye Health Promotion Campaign (outlined above) to a drive to encourage increased take-up of eye examinations in the local community. 

4. Test the feasibility of a mobile eye examination facility – which could extend to a case-finding programme of glaucoma screening. 

5. Continue and expand the development of the intraocular pressure (IOP) measurement refinement scheme in Cwm Taf to enable an increasing proportion of OHT monitoring cases to be handled within community optometrist practices. 

6. Undertake the development of an ODTC serving the Rhondda Valleys area and providing an integrated range of services for glaucoma and other conditions in a cost-effective manner and supported by an appropriate range of specialist professional skills and high quality equipment.
7. Carry out a capital programme appraisal for the creation of a new consulting room at RGH using an under-utilised space with a view to providing nurse-led clinics to provide greater efficiency (linked to ODTC proposal).
8. Engage pharmacists in the eye health system to provide community support for people with glaucoma to advise them on prescriptions and concordance with treatment.
9. Develop a Glaucoma Patients’ Forum in Cwm Taf to provide education, support and a sense of community for patients and carers.
10. Consider the feasibility of a patient reminders system to reduce DNAs at clinics.
11. Prioritise the investigation of reasons for DNA and support people who are regular DNAs.  

6 Site intervention summary report
6.1 Introduction
The findings from the investigation of barriers to the use of services and the first workshop provided the first phase of CEP work in Cwm Taf. These findings were set out in Section three and their implications discussed in Section four. 
6.2 How the intervention strategy was developed

6.2.1 Initial recommendations
The second phase of the study began with an Advisory Group meeting and then the Findings Workshop on 30 June 2011 where a series of recommendation options were identified which were supported by the research evidence base and which were considered to address the aims of the CEP study - to increase the effectiveness of eye care services for people in the Rhondda Valleys most at risk of developing avoidable sight loss, particularly through glaucoma. 
As outlined in the previous section, the recommendation options identified by stakeholders at the Findings Workshop included the following – and it should be noted that the recommendation options identified at this stage do not all carry equal weight or priority:

· Develop an Eye Health Promotion Campaign in the Valleys 
· Consider the establishment of a small network of Eye Health Champions covering the relatively deprived Valleys communities 
· Link the Eye Health Promotion Campaign (outlined above) to a drive to encourage increased take-up of eye examinations in the local community 
· Test the feasibility of a mobile eye examination facility – which could extend to a case-finding programme of glaucoma screening 

· Continue and expand the development of the intraocular pressure (IOP) measurement refinement scheme in Cwm Taf to enable an increasing proportion of OHT monitoring cases to be handled within community optometrist practices 

· Undertake the development of an ODTC serving the Rhondda Valleys area and providing an integrated range of services for glaucoma and other conditions in a cost-effective manner and supported by an appropriate range of specialist professional skills and high quality equipment 
· Carry out a capital programme appraisal for the creation of a new consulting room at RGH using an under-utilised space with a view to providing nurse-led clinics to provide greater efficiency (linked to ODTC proposal)
· Engage pharmacists in the eye health system to provide community support for people with glaucoma to advise them on prescriptions and concordance with treatment

· Develop a Glaucoma Patients’ Forum in Cwm Taf to provide education, support and a sense of community for patients and carers

· Consider the feasibility of a patient reminders system to reduce DNAs at clinics

· Prioritise the investigation of reasons for DNA and support people who are regular DNAs  
6.2.2 Prioritisation of recommendations
This process continued to a second workshop – the Action Workshop - on 21 July 2011 where those initial recommendation options were appraised and prioritised. 
The highest level of priority was accorded to the proposal to establish an Ophthalmic Diagnostic and Treatment Centre (ODTC) within the Rhondda Valleys, to provide additional capacity within the community. This proposal was considered to meet the national objective of providing more eye health care closer to the community and address the findings of the research which also identified a need to increase capacity, bring secondary care closer to the community in physical and relationship terms and reduce the complexity and uncertainty of the glaucoma diagnosis process. 

A high level of priority was also given to the commitment to continue the development and expansion of the Cwm Taf Glaucoma Referral Refinement Scheme. This was seen as fully complementary with the ODTC. However the view was taken that this was already a clear commitment from the Cwm Taf Health Board, therefore the CEP did not need to bring direct resources to bear but rather to confirm its support of the further development of the scheme.

A high priority was also given to the proposal to engage local pharmacists in the eye health care system, particularly by encouraging them to take a role in advising and supporting glaucoma patients to keep up to date with their prescriptions and to administer their drops and other treatments where there was evidence of concordance problems. It was considered that there was a possible role for the RNIB Cymru CEP, through the Advisory Group, in working with local pharmacists to develop a protocol for advising and supporting glaucoma patients.

Most of the remainder of the proposals were found to be potentially beneficial and aligned with the aims of the CEP, but were considered to be capable of being taken forward outside the CEP programme (e.g. the additional consulting room for a nurse-led clinic, the proposed Eye Health Promotion Campaign, the Patients’ Forum and investigation of DNAs). 

Additionally it was felt that – if the proposal for the establishment of the ODTC was taken forward and the Referral Refinement Scheme was further developed – then the benefits anticipated from a number of recommendation options could actually be achieved through the successful and well resourced implementation of the ODTC within the community. For instance, a well staffed ODTC could develop the systems and patient profiles to facilitate reminders, the investigation and support of DNAs and the creation of a support system for patients and
6.3 The Cwm Taf theory of change
A local theory of change has been developed, which identifies how the recommended and selected intervention strategy responds to the study findings and is able to achieve the outcomes identified

The complexity of the eye health pathway and the complexity of inequalities experienced by the working class communities of the Rhondda Valleys pose a real challenge for designing discrete and low-resource interventions that will achieve measurable outcomes in a relatively short period of time.

Change resulting from any policy intervention should be measurable and attributable to the chosen interventions – avoiding wherever possible the other “background noise” which is inevitable in any local system as complex as health care within an ever-changing community.

To represent and respond to this complexity, the recommendations for a local intervention strategy have been based on a “theory of change” framework developed as the findings and proposals for interventions were being developed. Using this framework in Cwm Taf enables us to ensure that our chosen actions actually respond to the research findings (the rationale) and also to identify in advance how these actions will contribute to changing short-term and longer-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 should also be used as a part of the continuing monitoring and evaluation of the intervention strategies in order to assess whether they have worked in this way, to what extent the right activities are in place, and if they are effective.

	ISSUES FROM

RESEARCH
	RATIONALE
	ACTIONS OR INTERVENTIONS 
	OUTPUTS 
(1 year) 
	OUTCOMES

(2 years) 
	IMPACTS

(3 years +) 

	Higher prevalence of glaucoma and other serious eye conditions in the Valley communities

Later presentation leading to greater rates of avoidable sight loss

Perceived unreliability of secondary treatment and appointment management

Inadequate scope in service system for addressing inequalities in access or outcomes
	Low community awareness of eye health due to low profile of eye health within public health system.

Symptom-led demand for prevention and care.

Limited service support for people to manage chronic conditions.

Cancelled or delayed appointments leads to frustration, worry and even dropping out.

Need to increase capacity at secondary care to reduce barriers and dropping out. 

Addressing community-specific barriers to prevention and care eg. deprivation, geographies
	Low community awareness of eye health 
Eye health promotion campaign
Eye health champions network
Symptom-led demand for examinations

Increased take-up of eye examinations
Mobile testing/case finding facility
Lack of community-based diagnosis and treatment
More monitoring within the community in new ODTC

Expanded referral refinement
Additional consulting room

Lack of patient focus in delivery and support
Pharmacists engaged in eye health

Glaucoma patients’ forum

Patient reminders

Investigation and support of DNAs 
	Increase in the number and proportion of community having regular eye examinations.

More people being monitored for OHT or stable glaucoma in community settings.

Reduced number of DNAs at secondary care.

Increased proportion of patients maintaining treatment.

Reduced secondary care clinic cancellations or delays.
	Preventable sight loss in valley communities reduced.

Successful condition management by individuals and services is reducing avoidable suffering. 

Improved value for money in health system


7 Recommended interventions
Following the Action Workshop on 21 July, the Cwm Taf Advisory Group has agreed to progress a single complex intervention – the development of an Ophthalmic Diagnostic and Treatment Centre (ODTC) serving the Rhondda Valleys. The key features of the intervention are:

7.1 Intervention 1: Ophthalmic Diagnostic and Treatment Centre 

Local facility to provide monitoring and management of stable glaucoma and ocular hypertension in the community

	Key features

	Summary
	Nurse led facility to provide increased diagnosis and monitoring of ocular hypertension and stable glaucoma in the community

	Anticipated impact
	· People with stable glaucoma who need annual follow-ups are seen within 12-month target

· Increase in number of people seen in the community

· Patient satisfaction improvement

· Reduction in DNAs and increase in concordance

	Legacy impact on service provision
	· The legacy of the pilot will depend on the results from the comprehensive evaluation into its costs and benefits.

· The intervention should reduce demand for appointments at the Royal Glamorgan Hospital used to manage stable glaucoma and OHT. However, overall demand may not change due to capacity being taken up by other glaucoma cases.  
· The intervention may need resource reallocation beyond the lifetime of the project. 


Following the Action Workshop on 21 July, the Advisory Group also agreed to support two further actions linked to the complex intervention above. These further actions are:

· Continue and extend the development of the Glaucoma Referral Refinement Scheme in Cwm Taf: Development of this protocol has been taking place since late 2010 and already some 350 cases have been handled in community optometrist settings rather than being seen in more formal hospital clinic settings. The Cwm Taf Health Board are committed to developing the scheme to maximise the number of participating optometrists and to support them to handle a significant number of cases, thereby reducing pressure on hospital clinics and helping ensure that target waiting times are met and delays reduced. The CEP Advisory Group will monitor the further development of the scheme and take account of it in developing the intervention strategy for the proposed ODTC to which it links closely.
· Engage local pharmacists in the eye health care agenda: It was agreed at the Action Workshop that local pharmacists in the Rhondda Valleys community have a considerable capacity to support the care of glaucoma patients through providing a service around advising on prescriptions and on managing treatment where patients are having difficulties understanding or administering drops or other treatments. Playing an important role between local GPs, optometrists and secondary care, pharmacists could effectively be trained and supported to carry out this service with a view to increasing concordance with glaucoma treatment and reducing avoidable sight loss. At this interventions is not yet fully worked up, the CEP Advisory Group agreed to consider how best to develop an intervention of this nature over the coming months, including consultation with pharmacists, GPs, optometrists and secondary care specialists. 
The decision to adopt a single complex intervention at this stage was taken by the Advisory Group on the basis that the ODTC was a substantial project in terms of resources and project management – and that any more major interventions might be unsustainable given the level of resources available to the Advisory Group at this nascent stage of its development. In addition, the RNIB advised a preference for the ODTC pilot in Cwm Taf to ensure a balance of intervention types being developed across all five sites as part of the national programme.
8 Next steps
Preparation of the implementation and delivery plan for the ODTC intervention is being taken forward by the Cwm Taf Advisory Group with project partners. The intervention will launch during the spring of 2012.

RNIB has appointed the London School of Hygiene and Tropical Medicine to evaluate the intervention, 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 Cwm Taf. 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 glaucoma 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.

RNIB and local partners used these discussions to develop the Ophthalmic Diagnostic and Treatment Centre (ODTC) intervention to take forward and evaluate as part of the CEP over the next two years. This presents an opportunity, for RNIB to continue working in new ways with its eye health partners and the local community in the Rhondda Valleys to ensure that the intervention delivers improved eye health pathways and access to services for local people to prevent avoidable sight loss.

The Evaluation Team has been engaged in the project from the outset and will play a key role throughout the implementation period, working closely with RNIB and the Advisory Group to assess outcomes and their economic and eye health aspects.  

10 References

1. Reilly R, Humphreys C (2011) Cwm Taf eye health equity profile. Public Health Wales NHS Trust. 

2. Tielsch JM et al, Racial variations in the prevalence of primary open-angle glaucoma, JAMA 266 (1991)


1 NAOROJI STREET, LONDON WC1X 0GB


020 7756 7600


TOWER HOUSE, FISHERGATE, YORK YO10 4UA


01904 567 381


151 WEST GEORGE STREET, GLASGOW G2 2JJ


01904 567 381


www.sharedintelligence.net


solutions@sharedintelligence.net









