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	Please provide a summary of the project, including background, findings and conclusions. It is essential that you make the content of your summary and the implications of your research evident to the lay public. It should avoid technical terms and should be written in an accessible style and emphasise in particular the potential for patient benefit arising from the study. 
(Maximum 2,500 characters) 
	

	
	Background

People who receive Early Intervention Psychosis (EIP) services have fewer symptoms, less hospitalisation and better service satisfaction but 25-30% of people (about 2000 per year in England) disengage from services in the first 12-18 months, with likely poorer outcomes. The aim of the Early Youth Engagement (EYE) project was to reduce disengagement.

Findings

The project involved 3 phases.

First, we interviewed 68 service users, relatives and young people to find out what influences engagement. We found 5 barriers and enablers to engagements:  

1. Communication needed to be more available, honest and transparent. 

2. Social approaches needed to engage family and friends 

3. Services needed to offer choice, flexibility and honesty around difficult issues (hospital, medication and access hours) 

4. Staff needed to be knowledgeable, open, hopeful, and supportive of young people’s goals

5. Personal qualities such as shyness could also be a barrier.  

Second, clinical staff, managers and EIP leads helped to develop a new engagement focussed EIP approach based on what we had learnt. The approach included myth-busting information booklets, a supporting website, guidelines for involving families and friends, social groups and peer support. 

Finally, we trained EIP staff to try out the new approach and investigated whether it reduced disengagement. We counted how many people disengaged in their first year of using services before the new approach, and did the same after the new approach. Disengagement dropped by nearly 10%, from 24% down to 14.5%. Also, the more a care co-ordinator used the booklets and website, the less likely a service user was to disengage. Service Users, relatives and staff described positive changes in communication, social approaches, and hope. Service users and their families also described more trust and less isolation and stigma, and staff described more pride in their service. 

Conclusions

It is feasible to deliver the new approach in EIP services and the approach does seem to reduce disengagement.  

Implications and patient benefit 

Mechanisms are now in place to ensure that service users and families continue to benefit locally from the new approach. We are exploring how to make the approach available nationally, as it may reduce health inequalities, and long term health needs for young people with psychosis. We are also planning a large randomised controlled study to help us to be more confident that the new EYE approach works
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	7. Summary of Research and Findings*
	

	
	
	

	
	Please provide a structured summary of the research including background, aims and objectives, methods, key findings, expected impact on the relevant field and conclusions.

(Maximum 10,000 characters)


	

	
	Psychosis affects 1-2% of the population and has devastating consequences for patients and families. Early intervention in Psychosis (EIP) services lead to fewer symptoms, hospital admissions and suicides and better functioning. Yet, 25-33% of people disengage from EIP services within 12 months. No study in the UK has asked service users/carers about their optimal EIP model for engagement.

This project aimed to improve engagement in EIP services by:

Phase 1

identifying young people’s/families’ views about engagement/service preferences.

Phase  2
developing a youth focused service model

Phase 3
 
implementing the model in EIP services and evaluating the outcome

Method

Phase 1 participants were service users aged 14-25 and their families who had been offered EIP services, and healthy young people who contributed to focus groups/interviews based on their geographical location, to explore facilitators and barriers to engagement. 68 participants (22 service users, 22 young people and 24 siblings/parents) took part in 40 interviews/focus groups, thus forming a substantial data set (planned = 12 groups). 

Phase 2 comprised a delphi consultation with 27 (planned = 24) national EIP leads, clinicians and managers across Sussex and Kent. Engagement themes from phase 1 were presented and group discussions led to a set of service adaptations, then participants rated the importance/feasibility of each service adaptation in a series of semi-structured questionnaires, to reach consensus. 

Phase 3 involved a pilot of the impact of the new EYE model, on youth engagement outcomes. The design was a pre-post feasibility-pilot study comparing two cohorts of referrals before and after the model. Disengagement data were investigated for 298 participants (planned = 250). 

All EIP staff were offered training in the model, supported by an engagement resource pack. Participants were young people referred to the EIP service in Sussex and Kent during the designated periods, who met entry criteria for the service. The primary outcome was the proportion who had dropped out at 12 months. A protocol for recording drop-out ensured consistency. A secondary outcome, quality of engagement was added to the protocol and scored using the Health of the National Outcome engagement Scale (HONOS) such that 0 represented optimal engagement; - 4 problematic disengagement; and  +4 problematic overengagement.  

The feasibility of implementing the EYE model was explored in a qualitative study of 22 people (planned 18-24): 8 clinicians, 7 service users and 7 carers were randomly selected, stratified by team, to give individual feedback. 

A process evaluation was added to the protocol to explore implementation. All clinicians with at least 1 service user in the EYE model cohort, completed questionnaires concerning which of the new resources and aspects of the training impacted on their work with each client.

Analysis Plan

In Phases 1 and 3 interviews were recorded, transcribed and analysed, using multiple coding, to extract themes for engagement and for refining the EYE model. Validity was ensured through consensus checks with the study team. 

In phase 2, results were scrutinised to determine a threshold, based on importance/feasibility ratings of each adaptation, for inclusion in the new EYE model.  

In phase 3, a generalized linear mixed model (GLMM) with observations nested within team, and age and gender as covariates, was fitted to all outcomes. 95% bootstrap confidence intervals were calculated. 95% credibility intervals based on Bayesian estimation were generated for substantive effects.

Findings 

Thematic analysis revealed 5 core themes which influenced engagement. 

1.
Communication: people wanted more, transparent, honest information about their mental health, treatments and service. 

2.
Social involvement: - people wanted more facilitative and inclusive social contexts involving family, friends & peer workers and reducing stigma. 

3.
Mental Health Services: people wanted greater flexibility, transparency, openness and choice around difficult issues (24-hour access, hospital, medication).  

4.
Mental health staff – people wanted knowledgeable, open, hopeful staff, supportive of young people’s goals

5.
Personal experiences, including mental health and personal characteristics (e.g. ease with forming relationships, talking to people) also influenced engagement.     

Service adaptations were included in the EYE model if (1) over 50% of participants rated them ‘Very Important’, or (2) over 80% rated them ‘Important’ and > 50% rated ‘Very Possible’ or > 80% rated ‘Possible’ to deliver. The final EYE model comprised a series of myth-busting booklets about mental health and help-seeking, EIP services, for friends and family; & treatment choices; a supporting website with videos, discussion forums, psychosis/recovery stories, self-help information and information about teams; social involvement protocols for friends, family, peer workers and schools; and social groups. 

The EYE training programme was provided in conjunction with service users/carers. Over 85% of staff attended and feedback was extremely positive. One team leader said: ‘the training has achieved a quite subtle blend of positive affirmation and inspiration for change. The team are buzzing with discussion, and there is a greater sense of connection with those that use our service and their carers’. 

The analysis revealed that the proportion engaged was significantly higher in the post- EYE model cohort (p=.038) (see Appendix 1:Table 2) and was not predicted by team, age or gender. Disengagement decreased from 24% before to 14.5% after the EYE model (see Appendix 1: Table 1). A 95% Bayesian credibility interval revealed a 95% probability that the true reduction in disengagement lay between 18% and 0%; so at best the EYE model had a very large effect (18% reduction in number of service users disengaging), and at worst did no harm. The number needed to treat was 11, so for every 11 who received the EYE model, 1 person would be prevented from dropping out. 

The model did not significantly influence the quality of engagement (HONOS score: p = .24), and neither was the quality of engagement influenced by team, age or gender (see Appendix 1: Table 3). The parameter estimate for the effect was similar using Bayesian estimation (0.23), and the 95% credibility interval of .13 to .63, meant the true effect on engagement quality may be negative, positive or neutral.

The process evaluation for the 110 service users in the EYE model cohort, suggested no evidence that training or social involvement influenced disengagement, but the more EYE communication approaches used (bookletswebsite), the more likely participants were to be engaged 12 months later (p = .014). The Bootstrap 95% CI for the effect suggests that using 1 additional communication device would reduce the probability of disengagement by between .15 and .80. There was, however, substantial missing data for some intervention components.

The qualitative interviews revealed that the new model led to positive shifts in: Communication -what and how clinicians communicated with service users/families; and Social involvement - how clinicians involve the broader social network. Service users/carers also felt more Reassured; Less Isolated; Less Stigmatised; More Trust; and felt more supported with Personal Practical Goals. Everyone felt more Hope; and staff also felt more Pride and Professionalism. Some aspects of the intervention (social groups/peer workers) worked less well, and recommendations were made for improvements. One young person told us ‘when I got worse I needed information to help me to feel like I wasn't alone. I went on the website, I read a few stories, it stopped me feeling like I was alone.’ 

Impact

The EYE model is already having a direct effect on the lives of service users and carers in the South East, and on the pride/professionalism of clinicians. Over 500 people have already been involved in the project. Over 60 clinicians, service users, carers and non-statutory service providers attended our results launch, which was combined with a staff training event. Through these events we agreed mechanisms to continue the model beyond the project, and how the model might enhance the engagement culture of EIP services, alongside new policy and treatment time targets. Presentations to our young people’s services are ensuring that applicable training/approaches are used beyond EIP services.  Our dissemination plans are ensuring that findings reach national EIP and service user/carer networks. Our links with national expert reference groups will determine whether findings can contribute to new accreditation processes for EIP teams, thus ensuring all teams maintain an engagement culture, whilst delivering NICE guidelines interventions. The use of the treatment choices booklets has the potential to empower service users/families to ask for preferred treatment. We are currently determining routes to impact on policy; means to make resources available nationally; and an RCT protocol to rigorously test the effectiveness of the intervention on engagement. We have presented and have planned presentations to international audiences, and will submit our papers to high impact open access peer reviewed journals. 

Conclusions

The small but positive effect of the EYE model on engagement suggests that this low cost model can reduce drop out from EIP services, is valued by service users/carers and staff and has potential to improve health outcomes. This is a particularly encouraging result, as this was a small, feasibility/pilot study, the EYE model was not fully implemented for all service users, and the study took place in the context of other service restructures that increased case load sizes and had the potential to decrease engagement. The next stage will be to submit our proposal for a multi-centre cluster RCT to explore further the effectiveness
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	Please summarise any changes made to the project as outlined in the original proposal and outline the reasons for these changes.  If there were no changes to the original plans, write ‘not applicable’. (Maximum 2,500 characters)


	

	
	Aims and objectives: 

n/a
	

	
	Research Plan and Methodology:  

There were several minor changes to the research plan and methodology stated in the initial proposal. Most of these have been additions to the original proposal which have strengthened both the intervention and the results. 

In the first phase, due to participant preferences, we conducted a large number of individual interviews as well as groups. Although we recruited the planned sample size, this preference for individual interviews led to 40 transcribed interviews instead of the planned 12. Hence the phase 1 qualitative analysis was much larger than originally planned and constituted a large qualitative study.   

We did develop a booklet (the resource pack), that outlined the engagement issues and provided clinical practice guideline for delivery of the intervention, but we also produced a much more substantial set of information resources  for service users and their families, comprising a significant website and a series of 4 information booklets [see http://www.isanyoneelselikeme.org.uk/info/booklets ]. Although the final EYE model and service adaptations were expected to arise from phase (i) and (ii), this set of resources was very much greater than the original planned output. The treatment choices booklet alone is 120 pages long and all resources were developed in an iterative manner in full collaboration with young service users.

Alongside our primary outcome measure (disengagement at 12 months) we also collected and analysed data on the quality of engagement as recorded by the care co-ordinator on the HONOS engagement scale. This was an additional outcome measure which was added to the original protocol to enable us to further explore the impact of the EYE model on engagement. We also collected and explored the impact of some basic demographic data on age, gender, family contact and substance use. 

To support the primary analysis, we also conducted a Bayesian estimation to more definitively determine the 95% credibility interval for the effect size of the intervention.

Finally, we included a process evaluation. This was an additional study that involved the design of a brief semi-structured self-report questionnaire to explore which components of the intervention and training were employed each care co-ordinators with each of the 110 clients who comprised the post EYE model cohort. This allowed us to explore differences in implementation by team and the effect of training and implementation on engagement outcomes.
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	The RfPB Programme is particularly keen to learn from the experiences of research teams regarding patient and public involvement (PPI) and contribution from PPI members involved in the research is encouraged when completing this form. Please provide comment on your experiences with PPI, any changes made and lessons drawn. Please include detail of PPI with dissemination and with trajectory into practice both in the project and beyond.  (Maximum 5,000 characters)
	

	
	9. Implications*
	

	
	Design 

PPI was integral to the design of the project pre-funding, in defining the question, stating the importance and relevance of the research to service users and ensuring the greatest value from PPI.  The high level of PPI in design meant that opportunities for consultation and collaboration were embedded in all three phases and in dissemination.

Phase 1

SURF contributed to study information materials. Peer researchers (PRs) were trained and co- facilitated all focus groups. There was lived experience input in the coding and analysis of transcripts and a social-educational event was held.

Phase 2

SURF members advised on outputs from the delphi consultation and successfully made the case for the reinstatement of social groups as a service adaptation. As a key delphi output was the need for informed choice around treatments, SURF developed and delivered role-play training around empowering and disempowering conversations about treatment choices. This was delivered to Sussex and Kent EIP teams and also filmed by a SURF member as a website resource.SURF members collaborated on the development of the Friends and Family protocol, and extensively on the website development. They made practical suggestions such as the inclusion of a ‘keep your surfing to yourself’ privacy bar. They extensively revised language and images to be more youth focused, and contributed their own recovery stories, films and training resources. They collaborated on the production of the EYE booklets, especially the treatment choices booklet, which was edited several times resulting in significant changes to format, content and order. Lived experience experts wrote some of the sections, co-ordinated and took part in photography shoots.

Phase 3

6 SURF members attended a Peer Support Worker training led by CAPITAL (the lead Peer Support provider in West Sussex). 2 PSWS were employed for 2 hours a week in 3 EI services across the Trust. The PSWs were paid for their time and were supervised by co-applicants (KG, RC) and Clare Ockwell (CEO of CAPITAL).

Dissemination

SURF members presented at a Sussex Psychosis Research interest Group (SPRIG) seminar in May 2014, and presented their role play as part of an EYE training event at the Psychological Therapies Conference in Dec 2014.These formed the basis of a presentation at the results launch event in October 2015 which also included a filmed contribution from SURF talking about its role in the project. A lay summary was prepared in consultation with SURF members and sent to study participants. SURF members have been consulted in the drafting of this report and service user led articles are being prepared for the National Service User Network and MCPIN. 

Learning from EYE

The majority of PPI in EYE was both high impact and seamlessly integrated throughout the project.  SURF influenced key decisions in the production of all materials and this influence has extended beyond the project.  PPI in EYE has been used as a teaching resource for Sussex MSc students seeking to learn how to do PPI, and as a training resource for other organisations. It has been presented nationally as an MHRN example of good practice. Offshoots continue to develop, such as an ‘Apps group’ which reviews mental health apps, and posts these on the EYE website. EYE PPI has been a template in the design of other studies.

Three elements did not work as well. Whilst much work went into the social educational event, it was not as well attended as we had hoped.  Although SURF members developed confidence, new contacts, and showcased relevant art and literature, we learnt that we needed to go into schools and colleges for future events. Training around emotional safety was delivered as planned, but one new peer researcher struggled to disclose their lived experience in a focus group, and was exposed to some stigmatising views. Remaining groups were co-facilitated with an experienced peer researcher and we developed additional strategies to support new PRs through further training and guidance. Peer support was clearly mandated, but we had insufficient time to develop this effectively within the study, and national guidelines do not yet exist. We learnt that a different model may have worked better as the one we used derived from an acute ward. This learning has already been applied in the development of a new study of peer support.

Conclusion 

PPI in EYE has been high impact both within and beyond the study. It seems likely that PPI improved the quality of all phases of the research. Qualitative results suggest that PPI was especially influential in training and in the development of EYE materials. PPI took more time than anticipated, especially in the development of the Treatment Choice booklet and the Peer Support work. We have learnt more about conducting PPI to the highest standard, which will inform the next iteration of this research. Future studies will aim to capture this impact even more effectively.

	

	
	
	


	
	10.  Next Steps to Patient Benefit*
	

	
	
	

	
	Please provide comment on the likely implications for practice which may result from the outcomes of this project and the next steps to be taken to ensure patient benefit both locally and more broadly. Steps already taken and planned for the future should be included. While in funding research, RfPB emphasises a 3-5 year trajectory into practice, it is important not to ‘overclaim’ and care should be taken to cover the limitations of the study and any risks associated with implementation. Where the project is a pilot, include details of plans for a definitive study, including the likely funder and timetable for its submission. Please give reasons if there is no plan to go forward to a trial at this stage. (Maximum 5,000 characters)
	

	
	9. Implications*
	

	
	We have several publications underway, which will all be published in open access journals. The main outcome paper on which this report is based will be submitted later this month, and the phase 1 qualitative study will be submitted in December. Both papers will be submitted to high impact specialist journals with an international readership of clinicians and researchers which facilitate dissemination, and have the potential for impact. Similarly, we have two publications in progress in service user journals. These include a piece for the National Service User Network and one for MCPIN both of which will have Ruth Chandler (service user researcher) as first author. Locally, our results will be disseminated through our annual research magasine and will comprise the primary feature and front page. 
Our results launch event which also hosted a staff training and consultation event has led to both local programmes to maintain the EYE service adaptations in routine EIP services for the benefit of patients and their carers and to link this approach with the new EIP treatment time targets. As well as NHS professionals, service users and carers, representatives from several non-statutory organisations also attended the event, and expressed an interest in suporting EIP services to continue to deliver this work. The launch has also led to a number of linked training sessions with our children and young people’s services, and we are in the process of agreeing how the outcomes from this work might be incorporated here too. 

Staff support for the EYE adaptation is high, leading EIP staff to nominate the project for a National Positive Practice in Mental Health Award. Our project was short-listed and received the ‘highly commended’ accolade at a National Event in October 2015. As a result of staff pride and enthusiasm, we are confident that the resoucres will continue to be used in Sussex, and Kent and during our launch event, we made the learning and resources available to Surrey EIP teams, who participated in phase 1. 

We have maintained links with Dr David Shiers (GP, carer and national EIP lead), the 4 national leads for EIP services in England, and the IRIS initiative leads, and have a series of National dissemination events planned. The first of these will be on 19th November in Oxford. These events will allow us both to consider, at a national level, how we can implement our findings most effectively for the benefit of patients, and their families. It will also allow us to develop a network of EIP services that are interested and eligible to form the basis of our grant proposal for a multi-centre cluster RCT of the effectiveness and cost-effectiveness of the intervention. We are currently working on this proposal. Our website, booklets and Early Youth Engagement and staff training videos, (all available on our website and developed by and with service users) will ensure that the intervention can be effectively rolled out at a national level.    

The phase 1 and 3 qualitative findings on the components of the EIP engagement and support culture have the potential to form one part of the peer accreditation process for EIP services which are accredited to deliver NICE guidelines interventions for psychosis. The accreditation process will form the backdrop for the implementation process of the treatment time targets in EIP. We are in discussion with members of the expert reference group (of which Professor Garety is  member) regarding this potential contribution to National Policy.

We are one paper of a symposium which has been submitted for the Schizophrenia International Research Society conference in Florence in April 2016. The symposium led by Prof David Fowler and chaired by Prof Steven Wood will focus on the outcome of novel interventions in young people with psychosis that aim to promote better long term mental health outcomes. This will enable us to effectively disseminate our findings internationally. 
We are currently developing our application to the NIHR Health Services and Delivery Research Programme  for a large multi-centre cluster-RCT of the effectiveness and cost-effectiveness of the new EYE model on engagement outcome and quality. Teams are currently being identified through the IRIS network. Secondary mental health outcomes, including also hope, social inclusion, isolation and stigma will also be investigated.
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	Author (s)
Title

Reference/Further Details
Dr Kathryn Greenwood, Ruth Chandler, Kirsty Labuschagne, Dr Richard De Visser, Dr Emmanuelle Peters, Professor Andy Field, Professor Philippa Garety 
The EYE project: Early Youth Engagement in 

first episode psychosis services

Internal Sussex Partnership NHS foundation trust R&D conference presentations June 2012 and June 2013
     
 Facilitators and barriers to Early Youth Engagement in first episode psychosis services (the EYE project)
Publication in press with Schizophrenia Bulletin (2013)
     
Facilitators and barriers to Early Youth Engagement in first episode psychosis services (the EYE project)
Presentation at the International Congress on Schizophrenia Research, Florida, USA. April 2013.
     
Facilitators and barriers to

Early Youth Engagement in first episode psychosis services:

Developing the evidence base for a new youth engagement model

Presentation at the Second International Youth Mental Health Conference, Brighton, UK. October 2013.
     
Early Youth Engagement in first episode psychosis services: The EYE project
Presentation at the Royal College of Psychiatrists General Adult Psychiatry Conference, Manchester, UK. October 2013. 
     
Early Youth Engagement in first episode psychosis: Employing service user, carer and young peoples' views to develop a new youth engagement model 
Presentation at the Research into Recovery Network Meeting, Institute of Psychiaty, Kings College London, UK. November 2013.
     
Psychology and Psychological Therapies EYE workshop 2013
Sussex Partnership

Psychology and Psychological therapies conference The AMEX stadium, Brighton.

December 2013

Please see Appendix 2 for additional outputs as agreed by RfPB team
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