REPORT	
Putting the Voices of Lived and Living Experience at the Heart of EADP Decision-Making 
	Executive Summary 
	This paper details a comprehensive programme which aim to ensure that “families and people with lived or living experience are at the heart of the development and delivery of services”. 



	Recommendations 
	The  EADP Executive is invited to: 
· Support this programme which will meet our strategic aim
· Direct the EADP Joint Commissioning group to commission the facilitation of the Lived-and-Living Experience Panel in line with the EVOC report recommendations (section 11-14)
· Direct the ADP officers to support and engage with them as described
· Engage with the various projects as described, responding to issues and insights raised through them. 
· Agree to receive future reports describing the progress  and impact of the programme



	Key questions for the consideration of the group
	· Are the Executive group satisfied that the projects collectively meet the aim? Are they a sufficiently comprehensive programme?
· Are the Executive happy to engage with the processes as described (in some cases receiving reports, but also being asked to attend events organised to inform them, as decision makers, of the views of people with lived  and living experience)?
· Are there other opportunities for engagement, consultation and coproduction that the ADP Executive  may wish to  add to this programme?



Main Report
1. In common with many other bodies and organisations in the area of drug and alcohol use, the ADP has a longstanding commitment to making people’s lived and living experience of drug and alcohol use the central guide to its decision making. In common with most of those other bodies, the ADP cannot claim to have  fully achieved that goal but  has made some good progress, 



2. There is a very substantial body of people with lived experience working in the system of care. Some of them openly share with others the experience, strength and hope that their recovery has given them. Others do not routinely disclose it, but their practice is shaped and inspired by it. This presence has grown substantially over the last decade and is of incalculable value in influencing change in frontline practice. Similarly, there is a large, nurturing recovery community in Edinburgh which daily offers companionship, optimism and a unique understanding of addiction and recovery to each other. However, at the level of planning services and strategies the unique contribution and insight of those with lived and living experience has not been systematically captured.

3. The ADP has previously commissioned guidance on the involvement of users of service and their loved ones in care (e.g. https://www.edinburghadp.co.uk/wp-content/uploads/2016/08/Hear-Our-Voice.pdf ). Elements of this have been implemented. The 2021-24 strategic plan  details a list of individual exercises in which  people with lived experience have been engaged through a range of methods. A number of these have become routine practice.  For example, lived experience contributions to reviews of services and participation in the evaluation of grant and tenders applications are now standard practice.. 

4. However, national strategic expectations and local ambitions for co-production have evolved over the last decade
“We will ensure that people with lived / living experience are involved in service design, development and delivery” (SG, 2018) Rights, respect and recovery: alcohol and drug treatment strategy - gov.scot (www.gov.scot) 

“families and people with lived or living experience should be at the heart of the development and delivery of services”  (Scottish Drug Deaths Task Force 2022) changing-lives-taskforce-final-report.pdf (drugsandalcohol.ie)

5.	In 2022, the SG established the National Collaborative “to empower people affected by problem substance use to enable their voices – and, critically, their rights - to be acted upon in policy and decision-making concerning the design, delivery and regulation of drug and alcohol services at a national level” National Mission on Drugs: National Collaborative - gov.scot (www.gov.scot). 

6.	In addition to these statements of principle, the Scottish Government makes a specific allocation of funding (42k pa to Edinburgh) with a defined requirement for it to be spent on “Lived and Living Experience Participation”. The activity expected to be funded with this is outlined in appendix 1. 

7.	A key, cross-cutting ambition of the  new developing EADP strategy is that there is a comprehensive programme of activities which achieves the outcome that 
families and people with lived or living experience are at the heart of the development and delivery of services.

8.	Several existing and planned projects within the ADP aim to achieve this objective and Table One summarises these.

9.	All projects are committed to: In each case, the core activities in the project are 
· Identifying and engaging with people with lived or living experience (i.e. past or current problem substance use, their own or a loved one’s)
· providing a safe, supported space for them to express their experiences with a view to capturing ways in which services and approaches can be changed
· conveying these findings to decision-makers (which would include the EADP Executive and subgroups but also service managers and staff, individual workers) and having them understood and responded to. 

10.	The projects are very divergent in the ways in which they achieve these aims. Differences include:

Different communities:  some processes engage only those in treatment (e.g. the MAT experiential data gathering), one only with people with current drug use, mostly out of treatment (e.g. the living experience panel) or both (the proposed Lived and Living experience panel and collective advocacy will be open to all service users or others with an interest). Carers and family members will be engaged in both the MAT standards experiential interviews and a subgroup of the lived and living experience panel

Methods of recruitment and engagement: several of the projects involve researchers and facilitators who use both their own lived experience and are empowered with training and support. Sources of potential participants include treatment services and the wider recovery community. Rewards for the participants combine the satisfaction of contributing to systems change, training and personal development opportunities and in some cases remuneration for participants’ time.

Focus: variously, the group’s agendas are set wholly by the participants (e.g. collective advocacy) directed by a predetermined structured process (e.g. the MAT experiential data gathering is based on a  survey albeit one with flexibility for the interviewer and participant) or some combination of both (the lived and living experience panel will come together as a group and raise concerns to the Executive and other ADP meetings, but also enable consultation on agenda item driven by ADP developments. 

Communication with key decision makers – the outputs that the different projects will use to communicate their participants findings will include stories in various media formal reporting of discussions and findings, thematic analysis reports and direct encounters, it is expected that decision-makers will attend meetings of the Lived-experience and the Lived and living experience  (LLE) panels by coproduction processes. 
11.	The Edinburgh Alcohol and Drug Partnership (EADP) commissioned through EVOC to explore development of a ‘community panel’ (CP) mechanism to embed LLE voices within the EADP decision-making processes.  The EVOC Development Worker was inducted through a process of structured meetings with key LLE stakeholders. This provided an exchange of information, skills and knowledge needed to develop and implement an explorative CP mechanism. Expressions of interest were distributed through networked connections in the EADP network. In-person efforts were also made to actively seek participation. The work activity culminated in a series of LLE-informed in-group sessions and workshops delivered in October and November 2023 and a full progress report was presented and considered the EADP in December 2023.  This can be accesses on the EADP website. 
12.	Four key themes emerged as contributing towards continued integration and development of LLE: 
· An emphasis on LLE Voice and sense of community - ‘wanting to give back’ and ‘wanting to help others in need’ 
· A need for safe, secure, and welcoming spaces  - - removing barriers to participation ad ensuring diversity of voices  
· Structure and consistency is important but also flexibility  - Different voices need different spaces. Collectively decide which formats will work, why, when and how  
· Visions and Values We Want - Each independent LLE group to self-determine core values for the sessions and spaces involving their members
13.	Building on collaborative community insights, the report made two key recommendations towards future LLE-related work within the EADP system and its ecology:
· Resourcing the structures of LLE Integration within a host organisation through a designated Coordinator/Facilitator Role.
· Creating flexible pathways for LLE engagement and participation for the panel to work independently and collaboratively in the community.

14.	Taking forward these recommendations to develop and resource LLE panel(s) would enhance and enrich the programme currently in place. 
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	[bookmark: _Hlk157002557]Project name, Summary 
Status/ start date
	Participants 
	Organisation/ recruitment / Engagement method
	Agenda setting 
	Communication to decision-makers/ products
	Lead organisation How funded/ governed

	Lived-and-Living experience panel (working title!)
A representative community panel, supported by an employed facilitator with a core steering group and links to the wider recovery community.
A feasibility study/ development of a local model was recently completed by EVOC. Resulting specification to be commissioned, hopefully with contract start in q1 of 2024-25
	People who use or have used drugs and alcohol problematically and those affected by the D&A use of others. 
This will include people in treatment services and in the recovery community. It will also aim to reach those not in services. 
	A steering group of People With L/LE who organise events and consultation with a wider community. 
To be developed and facilitated by a community development professional. 
Participation to be incentivised with learning opportunities, expenses and if appropriate direct remuneration.
Potential recruitment pathways identified through EVOC’s work
	It is hoped that the group will both generate its own agenda and act as a consultation group for ADP work. ADP agendas to be circulated to members in advance of meetings for discussion. 

	Facilitator and/ or members to attend several routine meetings (EADP exec, Adult Treatment and Whole Family Approach Collaborative Groups).  Reports on issues brought to the group to be included in ADP meetings and issues for improvement to be allocated to services by the ADP structure.
Events/ meetings at which decision makers encounter experts by lived experience are essential to informed decision making – the panel may invite decision makers into their meetings and/ or attend open events organised by the ADP
The panel and individuals may wish to communicate their experience in a wide range of forms and media. It is expected that facilitators will enable these and that decision makers will be open to them all 
	To be commissioned externally (not in house in ADP or treatment providers) 
EADP funding (ringfenced money from SG)

	Living experience panel 
A regular community panel, facilitated by a national organisation, aiming to engage those still in active drug and alcohol use and to capture their experience and needs.
Currently: Expected to start meeting in q1 2024-25
	Those with Living experience of drug and alcohol use (i.e. currently in active use); in the first instance this is likely to focus on those not in treatment with an emphasis on people who are homeless and use drugs
	SDF facilitator with support from local agencies. Regular groups to be held. Attendance will be incentivised with renumeration as well as offer of training and qualifications for participation. 
	Hoped that the group will both generate its own agenda and act as a consultation group for ADP work 
	Facilitator and/ or members to attend several routine meetings.  Reports on issues brought to the group to be included in ADP meetings and issues for improvement to be allocated to services by the ADP structure.
Events/ meetings at which decision makers encounter experts by lived experience are essential to informed decision making – the panel may invite decision makers into their meetings and/ or attend open events. 
	Scottish Drugs Forum 
National funding (no local cost, though in kind contributions from several local teams expected)

	MAT experiential data gathering process
A rolling programme of interviews of service-users by people with lived experience working in services. They provide part of the evaluation data for the MAT standards.
Interviews being undertaken as part of annual MAT evaluation 
	Interviewers – PWLE in volunteering or professional roles in the vol sec
Interviewees – recruited from the treatment system.


	Interviewers trained by PHS, supported by their own organisations and ADP officers
	Semi structured questionnaires defined by the MAT standards and the information needs of individual improvement exercises
	Cyclical feedback directly to services and planning decision-makers. This is based
Annual report to SG and the EADP Executive summarising the issues identified and the improvement actions taken
	EADP officers (with support from PHS and In kind support from several agencies, not a discrete funding source existing vol sec providers)

	
Ellipsis

A narrative change programme collecting and analysing people’s stories which will generate new insights to directly influence and change health and social care for people in Edinburgh

Recently funded and developing its processes. 
	Peer researchers, supported by a experienced researchers, 
	Peer research opportunities will be advertised through trusted networks

Participants will be given vouchers for interviews/ focus groups
	The topic of the research will be agreed by the ADP 
	Different approaches at each stage of the programme. 
Capturing Lived Realities - Using photography, sound recordings, film clips, maps, and writing to compile experiences of marginalisation, labelling, and draw out what is keeping problems in place.
Desired Futures - Using scenario writing, animation, illustration, improvisation, and the arts to visualize future states, and give outcomes like healing, belonging, connection and purpose shape and form.
Levers of Change - Using case studies and diagrams to illuminate what it takes to get to change and create shared vocabularies and reference points for how to shift attitudes, behaviours, cultures, and structures.
	Media Education via NHS grant using EADP funding

	Independent Collective advocacy:

Facilitated bringing together of people who have a common interest. It aims to provide a supportive environment in which a group can explore this interest, identify goals and seek possible solutions.

Operating, but recently contracted and still developing. 
	All current and former alcohol and drug users and their loved ones.

	Through groups in individual service settings and wider advertising. Currently groups are running at the Ritson (detox ward)
	As an independent advocacy process, the agenda is set by the group
	Biannual reports on activity as per the contract.
Thematic descriptions of the group’s findings and any delegations or reports generated are to be welcomed by officers and groups of the EADP
Decision makers may directly engage with groups by their invitation
	Advocard/ REH Patients’ Council 
CEC contract using EADP funding 


	Other ADP processes
 
More general consultation, coproduction and one off exercises with local communities (e.g. on drug consumption facilities) and specific Ad hoc activities (e.g. all commissioning activities should include L/LE representation) and attending other groups with perspectives that they want to have considered.
These are ongoing and, importantly, need to be sustained even as other more systematic approaches (panels) are developing
	Representatives with relevant lived experience supported by provider organisations or any of the above mentioned 
For some exercises this is in the form of focus groups/ panels (e.g. tender evaluations and staff interviews usually include an presentations to a group of PWL/LE who mark as part of the evaluation) for others it is making sure that lived and living experience are included in larger events
	For many of these exercises it is appropriate to offer payment for people’s time (e.g. participation on an evaluation panel). For others the opportunities for development and satisfaction may be more important. 
Having people recruited and supported through the other routes (e.g. the Lived and living experience panel facilitator) is an important safeguard for the participants and the process. 
	Varied, but agenda and questions governed by the exercise
	Either direct involvement in encounter events, written reports or others as needed.
	EADP officers where relevant, though elements of this need to be more explicitly requirements of partner organisations themselves
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Appendix 1: Lived and Living Experience Participation – conditions of funding 
The following extract is  from the Scottish government funding letter to the ADP 2023-24. EADP income from this source is c.£42k per year
Ensuring the voices- and the rights-of people with lived and living experience are acted upon is a cross cutting priority for the National Mission. It builds on the rightsbased approach laid out in Rights, Respect, Recovery (2018) and is being driven forward at a national level through the National Collaborative. 
Participation and empowerment are key principles of a human rights based approach. Everybody has the right to participate in decisions affecting them and to influence outcomes. This is relevant to decisions about their care (or the care of somebody they support) as well as national and local decision making processes. 
£0.5 million [this equates to £c.42,000 pa for Edinburgh] is being allocated to ADPs to ensure the voices of people with lived and living experience are heard and acted upon in service design and delivery at a local level. This includes decisions about prioritisation, commissioning and evaluation of services. The intended outcome of this funding provision is to improve services by ensuring they better meet the needs of the people using them. 
This work can be actioned through the development of lived and living experience panels (LEPs) and/or other forms of meaningful involvement. Non-exhaustive examples of this are:a panel or reference group made up of people who have experience of substance use, and people who are affected by substance use, such as family members LLE representation within the ADP Board; funding and involving independent groups of people with lived and living experience. 
Some guiding principles for the development of a panel or other forms of involvement are that it is: 
• Meaningful: people should understand their role, and how their contributions and expertise will make a difference and influence services. 
• Accessible: the approach should build on existing community assets and information should be shared in a way that is easy to understand. 
• Inclusive: specific efforts should be made to involve people that have been marginalised or who are affected by intersectional inequalities and to overcome barriers for involvement.
We recognise that ADPs are at different stages of developing their approach to involving people with lived and living experience. Some ADPs have established mechanisms, and some may only be beginning to consider how best to involve people – we encourage you to build on your involvement work, whichever stage you are. We intend to share examples of what is working well through the National Collaborative and to support ADPs to work some of the shared challenges for example on remuneration, support and training. 
Progress will be monitored through the ADP Annual Survey Report. We would like to take this opportunity to congratulate ADPs on their progress on involvement of LLE, as well as the innovative practices and outcomes achieved over the last 12 months.
