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Project title: Lived Experience Panel, Common Health Assets
Principal researcher/named PPI lead: MA, JMcL
	Date
	Activity
	Feedback (outcomes)
	Actions taken (impact)

	20.04.2022
	Discussion with LEP and (Coinvestigator, Glasgow) on longitudinal outcome questionnaires 
	· Keep the questionnaire short and concise (less than 25 minutes completion time) with questions grouped into sections
· The offer of tea and cake to entice people to stay and complete the survey 
· Ask people to complete it at the end of activities, group work, or during tea breaks
· Presenting people with a range of ways they can complete it would be helpful
· Clearly make the case when introducing the questionnaire about why this is important for the community and what could come from the results

	(Coinvestigator, Glasgow) - This feedback was passed onto the research team who are administering the surveys. 

When the questionnaires were tested, they could be completed in around 20 minutes. This does take longer if participants want to chat through their answers however.

The researchers have taken the advice of trying to complete surveys at the end of activities or during tea breaks – there is also a range if ways that the survey can be completed (phone, in-person, alone online/paper copy, in a group). The interviews are being set up at times that suit the participants.

The researchers do explain why the survey is happening and that they will provide an organisation specific report with the findings.

We are unable to offer tea and cake but vouchers are being offered as an incentive to take part.

	11.11.22
	Programme Theories workshop with researchers from Belfast, Glasgow, London.

The Panel were asked to identify the mechanisms present in the three scenarios below, from their own experiences:

1. Referral to CLO via social prescribing programme 

2. Client readiness & flexibility of CLO to respond to readiness

3. Benefit of CLO support compared to statutory support
	See LEP Programme Theories activity 2022 document with recorded responses




	The notes from this exercise were used to help the researchers to understand Programme Mechanisms better and to help them develop their theories further.

(Researcher, Glasgow) – 
“We gathered your responses together and put them into a spreadsheet. 
Then we combined them with responses from other sources such as interviews and looking at reports.
After this we looked for any similar themes across the sources, condensing them down to a list that still covers as much as possible.”
27 initial PT’s have been developed using this process.




 




	Date
	Activity
	Feedback (outcomes)
	Actions taken (impact)

	04.05.23
	Programme Theories workshop presented by (Researcher, Glasgow), supported by researchers from London, Bournemouth and Belfast, and Coinvestigator, Belfast.

To share with the Panel and to check that they are on the right lines with the initial set of PT’s, Jack asked the Panel to explore what impact taking part in specific activities at CLOs have on individuals.

Additionally, the Panel were asked to share how CLOs help to produce specific benefits (e.g., give people a sense of independence), and also in what context do things not work. 
	There were over 90 individually recorded contributions, ideas, and comments during the workshop.

For example, someone wrote: “The hot food lunch service is the activity”

How it made them feel was that it “Increased my sense of financial security/safety. Feel part of a community/less isolate. Feel joy, welcomed, safe. It's friendly, kind. Gives a place to go. Initially intimidating.”	

Then what this makes them do is: “I get a nutritious meal. I talk about the centre. I learn about nutritious meals and can use that as a template at home. I make friends/feel less isolated. Have better self-esteem. I open up to people.”
	(Researcher, Glasgow)-
From this example, we then created one of our overarching theories that can apply to other community organisations across the UK. 

So the example in the column to the left helped us to develop these two draft theories: 
IPT 19: Where a lack of access to cheap food and heating exists and a CLO runs a café/warm space this allows for social connection, a hot meal, and warm building which leads to physical health and social connectedness
IPT 4: Where individuals who are unemployed are continuously provided with healthy food, their bodies react to the healthy food over time which can lead to increased physical health and developing skills that allow them to make food for other people
Each of the comments made during the workshop have been used like this, and will continue to be used as we progress. I have had a meeting this week (09/08/2023) where we were discussing these theories and your comments were used as part of the development in those meetings. In particular we used some of the more ‘real world’ comments about the negative aspects of CLOs as much as all the positive aspects, because not everything is great all the time and we want to address those points too!


	26.09.23
	The Panel met online to review the draft of the participant interview topic guide.
	Feedback
Question 1
· Easy to answer
· Is everyone who completes the survey going to do the interview? Sample selected – but need to confirm – how decided?
· Take a certain percentage to ensure an accurate response 10%? Capture wide variety of responses/answers – different experience from same activities
· How long is each interview – suggested 20-30 mins
· Mindful of timing for delivery – due to xmas etc.
· B – need to be mindful of language – understanding the question – ask ‘use of mechanism and outcome – may need to expand/breakdown to aid understanding
· Query E – confusing why or why not work in certain areas? Bournemouth – works because large recovery community
· Question needs to be brought to life with a specific example – cooking, knitting
· Creating the space for people to come together – for company/interaction/structure – links to rurality/funding – limitations to what can be done (local decisions having to be made as to how funds are spent)
· Funding cuts resulting in activities being reduced or number limited
Question 2 & 3
· Feel like the right questions to ask after question 1 – relevant to all activities
· Able to share a lot of information in first 3 questions
· Add a further question – do they think any other activities better suited for each area – what activities are missing that a person would be interested in joining
· Also specific things missing from specific activities (longer time, having to bring own equipment, cost for each) that would further enhance benefits
	All comments were fed back to the project researchers via email and used to refine the realist interview guide for participants, which was discussed at the Project Management Team meeting in October 23.

The researchers confirmed the sample selection for the interviews and shared this with the Panel at the LEP meeting in Belfast – October 2023.

All interviews are scheduled to be completed by the end of February 2024.


	27.10.23
	Programme Theories workshop presented by (Researcher, Glasgow). Three activities were presented relating to the refinement of the PT’s, and the planned interviews the researchers were going to do with a selection of survey participants. 

The Panel split into three groups and discussed the questions presented on social connectedness within CLOs, taking part in activities relating to healthy eating and physical activity – also, if there would be any differences in these activities in urban/rural areas and when it wouldn’t work.
Finally, questions were presented which will be asked during the participant interviews relating to what people would do if the CLO wasn’t there, if the activities of the CLO are suitable for everyone in the community, what would work better if not?
	The Panel spoke about their experiences within CLOs and how the activities they take part in facilitate social connectedness and healthy eating/physical activity.
The Panel highlighted that there would be nothing else for them to go to if the CLO did not exist. Most people said they would just be at home if the CLO was not there. 

There were also a couple of suggestions on the wording of the questions on if a CLO works for the community or not – it was suggested that these questions were merged, when they are used in the participant interviews, as they are similar.
The Panel also spoke of how the researchers will need to explicitly ask for what they want to know during the interviews as most people will probably say everything is good unless they are invited to be open and discuss the negatives.

	(Researcher, Glasgow) - 
Thanks again for all your comments and questions on the day. RB took notes during this session and updated the topic guide live in the room based on your suggestions. 

For example, we merged the suggested questions on how a CLO works for the community as they were similar. 

One of the most important points was to make it clearer to participants that we are happy for them to criticise the theories that we were bringing to them and that they could be critical of their CLOs if they felt this represented their experiences at times in the CLO. We wrote a phrase at the beginning of the topic guide that hopefully let people feel more comfortable in being critical of our theories and that was the purpose of the interview.

We had great responses from you on when activities do or do not work well, so we were encouraged that these questions will work during the interviews. 

We were also just grateful to try all of these questions before we went out and spoke to other people. After this session we developed some diagrams which may have helped more than just speaking with people, but these diagrams were built on the back of the discussion we had with the Panel in Belfast.

	15.03.24
	Q Sort activity presented by Principal investigator (PI), Glasgow.

Panel was given drafted Q sort statements and asked to sort them into piles of agree, neutral and disagree, whilst also making notes on the readability and relevancy of the statements.


	The Panel felt that some statements didn’t quite capture their feelings adequately. For example; the statements about sense of belonging would be better described as “I feel less isolated” or “I feel included” as ‘belonging’ is much more aspirational. Belonging suggests more that you feel that way in wider society, which most did not feel. 

Many LEP members agreed with the statement about their mental health improving the most. This was about having better self-awareness and being able to regulate emotions better because of specific mental health workshops/activities some had taken part in. 

It was also noted to be careful that responses to the Q sort may change on a day to day basis and could be affected by mood or mental state on that day. To avoid this, researchers should preface that participants are to answer in relation to how they ‘usually’ would feel or how they have felt over the last 7 days.
	PI - 
1. Thanks for this comment! This makes sense. In response to this we now have a statement about feeling included as well as belonging so that we can cover different perspectives.

1. We have retained the statement about mental health and also included a statement about being able to handle challenges, which relates to regulating emotions.

1. We have updated the script for researchers to include a preface about how the participant would ‘usually’ feel, or how they have felt over the last month (7 days feels a little too soon, as I can be annoyed for 7 days sometimes, but not normally 1 month!) This also fits in with the length of time we have asked people to think about in the survey for different activities.

	15.03.24
	Programme Theories workshop presented by Principal Investigator, Glasgow.

1) PI shared the list of what CLOs do and how they do it, and asked the Panel if anything was missing.



















2) PI then shared a list of ‘assets-based approaches’ that CLOs use.




3) Following this discussion, the Panel split into small groups and reviewed the PT diagrams provided. They were asked to write discuss and note on the sheets, if the theories looked accurate to their experiences and to give examples of when things happen like this and when they don’t, including when activities work well and not so well.
	1) The Panel felt as though the partnership aspect that CLOs work with was missing and how CLOs improve their local area and community safety through these partnerships. For example in Belfast, CNP has a role in breaking down historical barriers and instilling civic pride by helping to change the narrative on the local area.

CLOs also help to support specific communities in need and in connecting otherwise unconnected communities for example asylum seekers and refugees, and LGBTQ+ groups.
Resource distribution was also missing from the list, encompassing activities like foodbanks and programme budgeting.
Food was seen as playing a critical role in helping people meet their basic needs, and helps with cost of living crisis, but also acts as a catalyst for social interaction and celebration – ‘commensality’. Food can be a part of other activities or form a specific activity like delivering hampers at Christmas, cooking classes and FareShare (utilising supermarket surplus).

(2) The Panel felt that the use of volunteers was missing from the list, and also the development of CLOs into anchor organisations increasing their stability and longevity. CLOs also utilise communications for successful outreach to isolated individuals and groups.


	1. While we do now have an organisational theory about partnership working across different CLOs in the area, we could improve on is the role they have in breaking down historical barriers and instilling civic pride, though this may be captured through a more general term as ‘empowerment’ – while this does not capture it perfectly, we could add these comments into the description of this organisational theory to ensure it is represented. We will include these comments as we bring together all of the data so make sure we have the most complete description we can about how CLOs work.

We also have a programme theory about outreach for people that are vulnerable or isolated in whatever form that takes. Again we could include this in the description part of the programme theory, as it is good to keep the diagram as simple as we can. Resource distribution is one that I may like to explore further, and could well be incorporated as a type of activity that the CLOs provide.

We have made sure to include food as part of our programme theories (no 3 on healthy living) but we must ensure we link this to the other benefits of food, not just a healthy lifestyle but also helping with the cost of living crisis, as you mention.


1. Thank you, this is something that has been noted in other parts of our data collection too. While we do have mention of volunteers in Organisational theory 2, we could do more to emphasise the role. We will be working on this alongside our other data and working it in the description or the programme diagrams. 

Update December 24- Subsequently following our synthesis workshops, volunteering has been brought forward and there is now a PT focused entirely on volunteering, which has been highlighted as important in organizational sustainability and impact on individuals.

	02.10.24
	Q Study – understanding factors
(Researcher, Glasgow. 2x Coinvestigator, Glasgow. Principal Investigator, Glasgow.)

To help the researchers understand more about the viewpoints expressed in the Q sorts, the Panel were asked to split into groups and look at one of the factors, and think about what type of things happen at CLOs that would create the outcomes towards the right (most positively impacted) and left hand (most negatively impacted) sides of the grid.


	Full feedback in Oct 2024 meeting notes, e.g., 

FACTOR 2 
Right side – represents those who have had longer term support from the CLO, which leads to volunteering and supporting others, which gives a feeling of a role in the community and a sense of pride. 
It also represents people who have been able to shape services and activities, and have a say in what they want to see in the CLO. 

Left side – as this group may be volunteers and more involved in the CLO, they may have less energy due to doing too much. This supports the mental health card being in the middle of the grid, indicating not much of a change/slight improvement, as it may be someone who gives a lot to others but not themselves. 
Alternatively they may have a lack of energy through being ill, or having trauma which affects how they feel in the CLO.
	Researcher, Glasgow –
We took advice on where we could possibly recruit new individuals from – this included suggestions from (Panel member, Glasgow) and (Panel member, Belfast) in their own CLOs. So, this was a big help to start with.
On that note, you also helped us to understand the type of people that might associate with each of the perspectives we shared with you, which helped us to clarify we needed more volunteers, people that were not retired, and potentially some socially prescribed individuals to take part in the Q study as well.
Your group discussions about our findings up to that point were very helpful too. The majority of comments confirmed that we were on the right track with the interpretation of our factors.
We are yet to finish collecting the Q data and so we will soon revisit our interpretation of the perspectives alongside the comments you provided. Your previous comments on the statements were extremely helpful and we made edits accordingly. No edits could be made at this stage to the study itself, but your comments will come in very handy when we run the final analysis early in the new year. We will feed back our results to you in the near future.


	02.10.24
	Questionnaire study – understanding trends in data from group-based trajectory modelling

The Panel split into pairs and shared their thoughts on who each group on the graph could represent, and why the trends shown had manifested. 

	Full feedback in Oct 2024 meeting notes, e.g., 

Blue group – had low wellbeing at baseline and showed no change over 12 months. 
The pairs that looked at the blue group shared that they may represent people who were referred to a CLO but are reluctant, and only stay the minimum required time. Other factors which may be present in the blue group were poor accessibility of the CLO, feeling pressured to attend activities and financial situation. 
There was a specific example of people who were referred to CLOs by employability agencies and then lost their benefits due to being seen as now able to work due to their participation at the CLO. This affects how people feel in the CLO and has led to some being fearful about the implications in their involvement. 
If accessibility is an issue, this can impact participation and attendance even if the individual enjoys the CLO due to challenges in going along. 

Those with a chronic health issue and multi-factorial issues (health, benefits, family, trauma, recent life changes, loss, physical changes) may be at rock bottom when they enter a CLO and need longer to see benefits due to existing prejudices/mindset about CLO’s/confidence to take part in groups. It takes time to build trust and make people feel safe. 

It may also be the wrong CLO/community/activity/staff member for that individual. CLOs sometimes find it hard to let people go and admit they are not right for the person once they are involved. 
The Panel also shared that the initial sampling point when questionnaire was completed is an important factor. 

	Coinvestigator, Glasgow- This activity helped to inform the interpretation of initial findings from the questionnaire study in the survey results paper.

	17.12.24
	Programme Theories development -

Analysis of data from the questionnaire study revealed patterns relating to experiences of volunteering, but the research lacked the relevant qualitative data to explore/understand the patterns observed.

	MA gathered input from panel members from previous meeting and activity notes relevant to panel members experiences and comments on volunteering, and the impact of this on their wellbeing, and shared this with the project management team and discussed this during a team meeting.
	MA – From sharing the perspectives of the Panel on volunteering at community-led organisations, the research team was able to better understand how volunteering contributes to health and wellbeing, and the contextual mechanisms of this.

This heightened understanding led to a new volunteering programme theory to be produced, and for the programme theories to be further refined to merge two existing theories (Space and Inclusion, and Social Interaction, Inspiration and Self-esteem).



From feedback form responses and debriefs:
	Date
	Comment (You said)
	Response (We did)

	July 2022
	“More time for discussion in the breakout rooms.”

“Some of the later breakaway sessions didn't have whole panel discussions. Wasn't a fan of that.”

	The lack of discussion time in some of the later sessions was due to poor time management in planning the sessions.

I will make sure to allocate enough time for discussions in groups and as a whole Panel for future sessions.

Panel meetings since this original comment have allowed more time for discussion – this comment wasn’t made in feedback from May 23.


	
	What would you like to see in future meetings?

“a discussion on what's working in everyone's community in terms of projects, sharing of best practice and ideas.”

“Would like to know more about the other CLO's taking part”

“Would probably like to hear more of what influence the panel will have at the end of the project”

“I would like to explore how we can get the message of what services and facilities are there and get people to use them more to improve their own living”

“I would like to learn more about studies in the past that have focused on health in my community, and others on the panel.”

	We planned in-person meetings to take place at the partnered CLOs so that the Panel members could learn about each organisation and share ideas.

We incorporated time at the third meeting in May 2023 for the Panel to share the work they are involved in at their CLOs and to give advice and share learning.

Incorporating LEP feedback into different components of research is ongoing – Panel has directly inputted into the methods of delivery for the outcomes survey (April 22) and the development of individual/member programme theories (May 23).




	
	How would you prefer to meet in future?

0% online only
30% in-person
63% hybrid (online + in-person)
	We will organise the next meeting for in-person and ensure we have software to allow for a hybrid set-up if someone would like to join online.

Organised in-person meeting in Glasgow November 2022 and in London May 2023.

	October 2022
	When asked what could be improved on for next time there was a comment that there “was a lot for a single day”

	We will take this on board for the next meeting.

We had planned to add an activity (visiting Olympic park) to the May meeting in London but decided against it so that the day was not as crammed.

This gave us more time to explore Bromley by Bow and walk to the Centre in the morning – which allowed us to see some of the local area.

Consideration to be given to the planning and length of future meetings.


	
	“Enjoyed the social side with the dinner. Made the subsequent discussion much less anxiety provoking.”
	We will continue to incorporate a group dinner on the evening before meetings.

Dinner was included in both the November 22 and May 23 meetings.

	May 2023
	The meeting seems to flag out issues with funding by almost everyone. It would be good if discussion on strategies and research that would be everyone to identify possibilities.


	We will organise an external expert to lead on a session on funding at the next Panel meeting or online in-between meetings.

Funding workshop being planned with GCVS for end of April/May.

	
	It might be better to have more opportunity to understand and comment on the work of the research group, sometimes feel somewhat superficial
	We will feed this back to the wider research team and continue to advocate for more involvement.

Input so far has been limited due to the phase of the research being mostly focused on data collection. There should be more opportunities as analysis and dissemination takes place.

This has been continuously raised at PMT meetings and to researchers. This resulted in the Panels involvement in Full Team meeting in November 23, topic guide activity in September 23 and Q methodology in March 24.


	October 2023
	3 people requested longer meetings/more time and 1 person requested a tour of the local area also.

“Felt the afternoon session was a little rushed so maybe timed feedback by the LEP in the morning? To prevent running out of time”

Someone also requested:

“A summary of the updates that can be shared either at the beginning or end of the session. I would like a copy of the key points of the updates or what is presented”

Also

“Perhaps look at different ways that organisations can look for funds may be a case study where one the ways was successful”

	We split some of the agenda across two days for March 24 meeting so that it is not so crammed into one. With space for updates the evening before so that we can have more time for activities and discussions the following day.




We do share a summary following the meeting in the form of meeting notes – we have produced a project update report to send round prior to the March meeting.




We can look into this and incorporate it into the fundraising session.

	March 2024
	Panel voted for Glasgow for the final LEP meeting

Splitting the meeting across two days was favoured by the Panel

For the final meeting, the Panel would like:
To understand where the project is at and the future of this work
Summary of overall project from start to finish
A good outcome
Other avenues of contribution
Celebration of the work
More feedback from other CLOs?

	The final meeting will take place in Glasgow.

We will ensure the last meeting is split across multiple days


We will try to incorporate these points and find other avenues of contribution/ how to use the findings in the CLOs.

	October 2024
	Final meeting evaluation - 
“I think the last meeting maybe should have been post the final analysis slashed during the final write up. Or have an extra meeting later in the analysis.”
	Invite the Panel to the final Research Team meeting in March 2025, and share any findings and outputs with them as they are revealed.







