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Introduction
VoiceBox Inc has worked as a community partner within the wider research team, providing
expert advice on working co-productively with people impacted by substance use issues. This
has included working through a range of informal networks and community contacts to:
- facilitate access and engagement of people with experience1 (PWE) to participate in
interviews, liaising with them about the research and supporting their participation.
- establish a PWE Advisory Group (PWEAG) to reflect and inform the ongoing evolution
of the research from the perspective of those directly or indirectly impacted by the
wider research focus.
- inform and influence the design and development of the methodology, particularly in
relation to the dissemination and translational aspects of the project, ensuring the voice
and realities of a diverse range of PWE are included.
This report provides a detailed reflective account of the approach, outcomes and
key learning points. It is presented in three parts.
1. An overview of the approach adopted to connect with PWE as participants in the
interview process.
2. A detailed description of the PWE Advisory Group approach including the rationale,
people involved, outcomes and learning from the process.
3. Summary reflections and insights including positives, challenges and possible future
methodological considerations.
The report includes selected inputs from the range of engagement and
communication channels (face to face conversations, audio recordings, email, social media
(within agreed consent protocols).

The report is complemented by digital resource titled ‘Candid Conversations’.
The collection of 5 ‘curated conversations’ is developed from across the PWEAG process. Links
to the films are found below.
Collection titles:
01: Meet the group - https://youtu.be/42RHQ8FD2Sc
- How and why the group came about
- Who was involved & their ‘lived experience’
- How & why they were involved
- Supporting & sustaining participation
1

PWE refers to people with direct experience of substance use (with life limiting conditions) and family members,
friends and carers.
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02: Unpacking the issues - https://youtu.be/ppf4lKeoiW0
- How the group worked
- Reaching people with diverse perspectives
- Unpacking the research definitions
- Evolving role and themes;
o death & dying
o services & practice
o ‘system’ issues
03: Exploring the emerging research findings - https://youtu.be/5MeYk04hnvI
- Resonance & challenge of emerging findings;
o communication & fragmentation
o access to compassionate, person-centred care
o impact of ‘stigmatised’ identities
o people with lived experience as an ‘asset’
o non-professional approaches
04: Sharing the messages - https://youtu.be/WchRM36MYcA
- Design & delivery of an inclusive strategy
- Who needs to know - what, why & how?
- Potential & challenges of ‘local’ networks
- Harnessing creative and digital formats
05: Impact and insights - https://youtu.be/SpZxiFqVtvI
- Emotional climate & individual impact of PWE process
- Wider ripples & impact beyond the group
- Influence on co-productive research methodology
- Learning & legacy for ongoing research & service development
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Part One: PWE as participants within the interview process
As a community partner, VoiceBox Inc’s main contribution was to extend the reach and access
beyond the scope of the other practice partners. In particular, this included people with direct
experience of the key themes within the study who may sit outside the parameters of substance
use services and palliative care services.
The process adopted is presented in 5 stages:
- Stage 1: Initial engagement through a range of formal and informal networks,
community connections and personal relationships
- Stage 2: Follow up work with specific ‘leads’ and potential participants
- Stage 3: Focused engagement with potential participants
- Stage 4: Support for and participation in interviews
- Stage 5: Ongoing contact, follow up and support
It is important to recognise this as a dynamic and fluid process that did not occur in an
ordered, linear fashion. Although there is a distinct flow to the process, the nature of the
engagement and interactions in reality, was a blend of initiation and opportunity, facilitation
and exploration, responsiveness and reactivity to circumstances and diverse contexts. Working
closely and ‘in tune’ with the MMU researchers was key to the approach (this is discussed
further in Part Two).
A description of each ‘stage’ is provided below.
Stage 1: Initial engagement through a range of formal and informal networks, community
connections and personal relationships.
This involved contacting individuals from across the ‘substance use’2 community to explore the
focus of the research and shine a light on where connections might be made. This included
people connected to a diverse range of circumstances and contexts within the broad research
definition.
“You have to go through people that are firmly embedded in communities…just put
something into the networks and it’ll travel…”
Recovery Coach
“Use networks for sure but be a bit innovative in your thinking. Use networks that are already
there but not always obvious. Lots of ‘networks’ are unnamed, under the radar …they’re there
but not explicitly… it’s about the connections in and between… people don’t sit neatly into
groups. They’re not in or out of services, it’s much more fluid than that…follow the crumbs!”
Member of a Hep C support group
During this stage, over 60 conversations were undertaken (directly) with many more brokered
through these direct links. This involved people who were:
- embedded within ‘recovery’/mutual aid3 groups and networks
2

A broad definition including alcohol, ‘drugs’ self-determined as ‘problematic’. This included people with an
ongoing active use issue and people ‘in recovery’.
3 Including, but not exclusively 12 step fellowship groups
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linked with recovery/social housing and wider ‘street based’ activity
connected with church organisations
facilitating/members of social media forums and substance/addiction/recovery virtual
communities
involved with sexual health services/support networks/needle exchange
linked with ‘offender’ related support activity
running or involved with family support groups
involved with ‘end of life’/health related support groups (not substance use specific).

Questions focused not only on who and where to ‘find’ people but how to engage and support
people to take part. Unsurprisingly, the issue of trust and links to personal connections featured
prominently in a large percentage of conversations (discussed in greater detail below). Central
to this was the issue of motivation to participate and how to connect with this. This prompted a
range of honest and open conversations around what might ‘sell it’4 to people.
“It might seem like people are not going to benefit from this, that’s just being perfectly
honest…but, when you’re honest about yourself and you share, you do get something out
of it…this is about improving the lot for people that are going to come along after you…it’s
like a legacy thing”
Member of recovery community, activist and worker
Conversations at this stage highlighted a range of perspectives indicative of the diversity of
the substance use ‘community’. For some, it related to a specific context;
“You’re probably not going to get that many people terminally ill in prison or they might be,
but they usually finish their sentence and move on before they die, or they get moved. They’re
possibly a few lifers?”
Person with experience of prison
“I work with men who have sex with men and although they’re a really rare commodity
now, there are some people who are terminal with HIV using sexual health clinics”
Person with experience of substance use and support worker
For some, the distinction between current active use and those no longer ‘using’ or ‘in recovery’
was a significant consideration in the likelihood of connecting and engaging.
“I think the people who have come into recovery…those that have used but aren’t now. I
think you will be able to get to them but people still out there in the madness…that’s a
different kettle of fish”
Member of a local recovery community group
For others, it was more related to the specific ‘codes’ and boundaries associated with specific
contexts such as 12 step programmes. These were sometimes conflicting.

The notion of ‘selling it’ emerged as part of initial conversations and was used more as an alternative to motivation. This was
within ethical boundaries of potential participants informed and open consent.
4
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“I would discount all your 12 step fellowships for a start because you’re straight up against
the anonymity rule, aren’t you? So, if they decide to play ball they’re breaking the
traditions, so you want to move outside of that.”
Person with direct experience of 12 step programmes
“There’s different things about anonymity but the main thing is that I don’t speak on
behalf of Alcoholics Anonymous, I speak on behalf of me…that doesn’t mean that people in
12 step programmes are restricted in any way in who they talk to about their own personal
experience”
Person from a 12-step programme
Connecting with family members highlighted a number of interesting responses; each reflecting
a specific and sometimes conflicting perspectives around the nature of the engagement and in
many cases, a perceived validity of perspective.
“The family.... it’s always an afterthought and it should be the first thought shouldn’t it?”
Member of family support group (substance use)
“The difficulty is that if you go into traditional family-based organisations, it’s not
necessarily that you’re getting a helpful perspective…there’s one in [town name] and they
never do any work where there’s integrated work with the person themselves. It’s focused
(usually) on the mother.”
Supported housing worker (PWE)
“All of these mothers have had children that have been drug addicts or alcoholics and I’m not
sure how helpful that is…because it’s kind of corrupted if you know what I mean. It’s not an
integrated look at what happens when somebody is dying within a family setting. If you went
to a family support group, it’s like ‘what’s it like for you lot as opposed to him being
integrated in this’” PWE within online support group
“It would be interesting to have a conversation with people from Al-Anon5 where you’ve
got people with acceptance that alcoholism is a family disease…there is clearly frequently
co-dependency in there somewhere...this plays out in all sorts of ways” Person involved in
Recovery Network
Stage 2: Follow up work with specific ‘leads’ and potential participants
The varied nature of the contacts established in stage 1 required a highly personalised and
responsive approach. This included face to face meetings, telephone calls, connection through
social media including the design and distribution of more ‘personable’ posters and information
sheets6

Al-Anon Family Groups provide support to anyone whose life is, or has been, affected by someone else’s
drinking, regardless of whether that person is still drinking or not. It is a 12-step programme.
5

6This

was in addition not instead of the documentation produced by the MMU core research team.
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“You need a little flyer…a really nice friendly engaging message on it that just makes it really
easy for people to contact us because you’re in a really sensitive area here. The lighter you
can tread with this the better…you need to be able to respond quickly to any interest because
they may die, or they could lose interest quickly, especially if they’re using”. Member of peer
support forum
Issues around language were commonly discussed.
“I like the phrase ‘end of life’…I think it’s much better than terminal”
Member of recovery peer community group
Key to this was the ‘unpacking’ and exploration of the research focus and parameters. This
was way beyond a terminology/language issue and was much more of a core definitional
issue. ‘What do you mean by end of life’? ‘What do you mean by substance use? What’s it
for?’ were common to a large majority of conversations at this stage. Many of the
conversations and engagements featured numerous contacts as people wanted to find out
more or checked things out. There was a deep sense that this was a ‘tricky’ area that people
didn’t really talk about explicitly (either consciously or not really knowing how to).
Although many of the engagements at this stage did not ‘convert’ to actual participants, the
process provided rich insights into the complexity of the issues experienced by people and the
complexity of connecting and involving people within the research work.
“I think we’ve got a real reluctance to talk about end of life things…it’s almost like become
a taboo thing to do and I see this as a way of helping challenge some of them taboos…so I
suppose the more transparent you are about saying what this is about the better it’s going
to be….well I think so. Why try and mask it?”
Member of local substance use support group
“I’m thinking of a mate of mine who’s dead now…who opted to go without services and
stick with his mates to look after him, but if I hadn’t known him and witnessed it how
would I have known that story?” Part of VoiceBox Inc network
“There’s a big issue around ‘denial’ and stigma, particularly with families of people who
are still drinking – they may be ‘end of life’ but nobody’s talking about it. It’s easier to talk
about cancer, it just gets a different response.”
Member of a mutual aid group
“The people I know who aren’t still using seem to be more up for this and more consistent.
I’ve spoken with a guy who’s in his 40s now – he’s been in and out of (NA)7 since his early
30s – had a heart attack and now got lung cancer. I heard he’s using again so it will be
difficult to reach him (practically and emotionally)” Anon
“There’s lots ‘out there’ who just might die. There’s part of me, and this isn’t evidence
based, that says there are lots of deaths, untimely deaths…and that this is just pie in the
sky stuff because it’s not how their lives are…their lives are so chaotic in one sense that the
7

Narcotics Anonymous – A 12 step fellowship mutual aid programme
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idea of someone talking to you about what your needs are in terms of end of life is
just…well, not likely”. Anon
“We can’t hide behind this fucking chaotic life shit…yeah, people are dealing with so much
shit...but we’ve got to get past that – right?” Post in social media forum
For some, the notion of accessing people flagged up concerns around boundaries and
‘treading on toes’ of services, highlighting the complex ‘interweave’ around personal
relationships and relationships with support services. This is a common issue where people have
multiple identities and roles and are part of overlapping professional networks, peer networks
and friendship groups.
“Since we spoke I’ve been thinking about things…. I’m well known as a community activist,
and a worker within services as well as someone with lived experience. I do know people
who fit the bill…my worry in approaching some of them is about them talking to their
worker. If this was someone completely independent8, with no history with services then I
think it would be ok”.
Person embedded in wide range of networks
The question of engagement and motivation remained a theme of many of the conversations
with the top factor being the desire to make a difference to people’s lives. It was important to
see a relevance and potential impact and not see this as some ‘removed’ and tokenistic
process.
“I’ve been thinking about this...something that could turn this into something of mutual
benefit for lots of people, not just themselves…I guess if you know you’ve put something
positive in towards the end of your life, it can only help, can’t it?”
Member of peer support group
“Could we get some of the stories published as a book?”
Member of recovery community
Stage 3: Focused engagement with potential participants
This involved more detailed and direct conversations with people who matched the focus of the
study who may potentially be involved in the interviewing process and had given permission
for contact details to be shared. For some people, this was carried out through a known person
(a friend, a member of a support network) and involved a process of ‘introduction’ or ‘vouching
for’ before agreement to hand over contact details or speak directly with the community
partner (VoiceBox Inc).
“It helps that they see you as ‘one of us’ - someone who gets it. I think some of the people
have seen you at the Recovery walk stuff and round and about. It’s good that I can tell
them about you”.
Community Connector - In recovery and works in support services

8

Person is referring to them self

9

Of the 25 people who initially gave permission to share contact details, 8 had no direct
contact with the community partner. Some ‘connectors’ reported that they had changed their
mind or had had a shift in circumstances (particularly where people were living with complex
and fluid situations).
“I’ve lost contact with him now – he’s in a bad way and has gone underground. I know he’s
dealing with so much shit at the moment around closing of the place he’s in9…I think dying
is the last thing on his mind (how fucked up is that)”
Contact through social media
A further 7 connected with the community partner but did not continue to the formal interview
process. Reasons (where given) included:
“I thought I could talk about this but it’s just too raw...I’m so sorry…I know it’s important
and I’m really glad you’re looking into this ...but I can’t. Sorry for messing you about…”
Relative of person who had died 5 months previously
“I’ve had a think about it and I don’t think it’s for me.” Anon
Ten people agreed to participate in further interviews (within strand 3 and strand 4).
Engagement over the telephone was most people’s preferred initial engagement, followed up
by email of background information. 10 This provided an opportunity to share some of their
experience, hear more about the research project and ask any questions. This proved to be a
powerful experience with many people sharing that they’d never really spoken about this
before.
“I didn’t think of it like this. When xx told me about this I didn’t get it, I didn’t see why this
was happening but then we got talking some more and it got me thinking…about me and
about people I’ve known over the years. I was just thinking about cancer but it’s not just
that is it…have I got that right?”
PWE - long term substance use; now in recovery
A number of requests were made around who, where and when the interviews took place11.
For some, this was a key factor and conditional for their participation. This included:
- Interviews carried out by community partner and friend
- Interviews carried out with community partner and MMU researcher
- Interviews carried out by MMU researcher only
“If I can talk with you I’ll do it…I feel like we’ve opened things up. It’s a big deal to talk
about this. You’ve been great – I know you get it and understand…it’s a trust thing I
suppose”
Participant talking about community partner

9

Supported accommodation / rehab
Participant Information Sheets and consent forms. For those without email, documentation was transferred
through a third party where possible who went through it with them.
11 Maximising the level of choice for participants was central to the process, within agreed safeguarding
boundaries.
10
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“If one person has a better experience, then I’m happy to do this – it’s so bloody awful to
never be able to escape your past. I’m happy to talk with the researcher woman… let’s
hope something comes of this.”
Research participant (Family Member)
Although difficult to name, there was a palpable ‘vibe’ experienced by the community partner
(AC) that this was a deeply sensitive area that evoked a wide range of deep emotions. This
was reported by other ‘connectors’ too.
This was brought to life in a number of ways; some of the ‘connectors’ were struck by the
number of people who declined to be involved because the issue was too raw for them or the
timing was wrong. An explicit message emerged of this being deeply sensitive ground that
requires a lot of trust between people. Reflections from conversations between ‘connectors’
and the community partner touched upon people’s willingness to explore the potential
consequences of substance use on life, the experience of having a ‘stigmatised identity’ and
the vulnerability of facing up to death.
“I knew this was something precious, something that needed particular care and
consideration around how we delved into this. For some, it wasn’t what they said but the
energy in how they were talking and the questions around how things would be handled. It
surprised me a bit…but not really when I thought more about it. PS – respected and
trusted member of ‘substance use’ community
“You’re talking about vulnerable people at one of the most vulnerable times of their
lives…I’m used to this sort of thing but there’s something heavier going on”
Member of range of online substance use forums
Stage 4: Support for and participation in interviews
By this stage, all participants had had access to the formal research documentation.12 The
timing and way this was handled took account of people’s circumstances and preferences. For
example, some people wanted to read more about the background of the project and then
ask questions through a follow up conversation. Others, however, preferred to talk through the
process in a more ‘conversational’ style, probing specific areas for deeper understanding. This
included (for some) an exploration of the sorts of things that might be explored.
Although no formal documentation was signed at this stage, the process was certainly part of
an enhanced consenting process that was experienced positively by the participants. This
included permission to share a general overview of the individuals experience with the MMU
researcher overseeing the interviews.
“It’s been really helpful to talk this through, properly. It’s a lot to take in and my brain isn’t
what it used to be (laughs)…No, seriously, I struggle to take things in and remember
things…I think I’ve got it and then I lose it.”
Research participant in PWE interviews

12

This included a participant information sheet and consent form
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“Please do share what we’ve been talking about…Knowing that she (the MMU researcher)
knows a bit about my story is good...it might help her get it…it might help me feel less
embarrassed. You said she’s nice?”.
Research participant in FMFC13 interviews
This continuity of relationship and trust (of the community partner, as a PWE) carried forward
into the interview process. This is not to suggest this was absent or less where the MMU
researchers undertook the interviews alone, but it was clearly a significant factor for some
people. There was also a sense of tacit understanding and shared experience of ‘knowing’ in
some of the discussions around experiences and impacts of substance use, recovery etc14. This
appeared to facilitate exploration and probing of some themes that may not have been
explored by people who did not resonate with the ‘lived experience’. This was commented on
by interview participants and MMU researchers. This raised considerations around navigating
boundaries about being explicit about personal experience whilst not ‘overly sharing’, pointing
to wider methodological considerations around if and how this ‘balance’ is achieved and from
who’s perspective?
Personal experience of substance use issues perhaps enabled some researchers to probe
around highly sensitive areas and explore issues that might not have occurred to other
researchers who did not share some of those emotional experiences (or might have seemed too
sensitive to broach).
“I’d never thought of it that way…I can see what you’re saying…”
Family member interview (own experience of substance use)
Stage 5: Ongoing contact, follow up and support
Providing an opportunity for people to stay connected is part of good practice for all
engagement and research activity; here it was seen as a crucial part of the process. This was
not just about the ‘sensitivity’ of the research area but also the fact that many people had not
spoken about these experiences before.
This was managed proactively in a number of ways:
• Participants who had connected with the community partner (as part of stage 3) were
followed up directly; this involved a follow up email/text to thank people for their
support and also offer opportunities to connect further if required. This personal touch
was commented on positively with a number of people taking up the offer to ‘check in’.
• A number of themes emerged from the ongoing contacts and conversations around the
impact of taking part.
“It’s me who should be thanking you…thank you for your patience and gentleness in
helping me talk about this. It was very painful and brought up so many emotions... it took
me right back to the time everything happened and before. I want to move on from this
now. I don’t want to have more involvement because it’s too painful and I don’t want to
trigger my PTSD. I’m really glad I did it, it’s been difficult but positive. I feel I can move on
now. This is really heavy stuff…thank you for checking in with me.”
Research participant in FMFC interviews
Family member, friend or carer
Although explicit around the direct personal experience of ‘substance use’, care was taken to remain open and
listening and not to overly share or identify personal perspectives.
13
14

12

Indirect follow up through people close to people who were involved, highlighted wider
impacts.
“XX has been talking about the research work you’re doing so much, it’s seems to have
touched him deeply. It’s sparked a number of conversations with other people in our group
about the whole death thing...it’s a biggie for sure”
Member of a substance use mutual aid group
Ongoing contact was maintained with the wide network of engagements established through
Stage 1. This involved brief updates on the research process, ‘check ins’ around potential
further contacts and follow up discussions around issues arising (discussed later). This contact
was welcomed by individuals and contacts within organisations/forums.
“It’s good to check in like this …I was part of a research thing before, but you never hear
what’s come of it…I know it takes time, so this is good to hear how things are going”
Member of substance use mutual aid group
The humanising and true valuing of the participation of people with experience forms a
fundamental part of the research process and its subsequent influence and impact. The
approach outlined above highlights the necessity for an ongoing relational process that
requires patience, perseverance and creativity.
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Part Two: PWE Advisory Group (PWEAG)
2.1 Set up and operation
2.1.1 Rationale
The initial governance structure designed by the research team included two advisory groups,
each with a different membership and focus. The Professional Advisory Group (PAG) provided
a strategic overview and included representatives from regional commissioners, national
charities and specialist practitioners. This group met on a six-monthly basis to review, advise on
and highlight policy connections for the research.
Complementing this was the Practice and Community Partner (PCP) Advisory Group. The aim of
the PCP group was to ensure the research remained grounded in the reality of practice and
real-world experience. This was facilitated through a 2-hour face to face meeting every 3-4
months, held on MMU premises. Membership of the PCP was drawn from practice and
community partners, ‘service users’ and a range of wider ‘stakeholders’.
The PWEAG (as it became known) was established to enhance the reach, role and functioning
of this existing advisory processes. The term ‘service user’ was replaced by ‘person with
experience’ (PWE) to reflect the broader participation and diversity of relationship within the
overall research context. 15 The intention was not to establish some form of parallel process but
to facilitate higher levels of flexibility and responsiveness than the PCP process supported
(both in terms of time allocated and the active seeking out, exploring and capturing the wider
experiences of a diverse context of PWE).
2.1.2 Recruitment and remit
A key aspiration of the recruitment process was to facilitate access to people who could bring
insights and ‘reality’ from their own personal experiences and tap into wider insights through
their networks and connections. A group of 8 people became the core of the PWEAG,
established through connections established by VoiceBox Inc (community partner).16 The
membership of the group provided connection to a rich mix of experiences reflective of the
broad research definitions of substance use and end of life care. Although not exhaustive in
terms of diversity of experience, the group brought rich insights and lived experience
including:
- problematic alcohol use, opiates, NPS17 (historical and current)
- links with broad range of support services (historical and current)
- range of life limiting health related issues (e.g. COPD, Hep C18, Liver disease)
- ongoing, complex needs e.g. rough sleepers, people within the criminal justice system).
Experiences of specific contexts e.g. chemsex
- issues relating to family, carers, social networks (substance use & end of life care).
Formal and informal networks and support communities (mutual aid, place specific,
issue specific, virtual).
15

Although discussion around terminology and ‘identity’ were part of the PCP/PAG meetings, they did not
dominate. The adoption of the term ‘PWE’ was adopted as a pragmatic and more widely applicable than that of
‘service user’
16 See Appendix 2 for details of the membership
17 New psychoactive substances (sometimes known colloquially as ‘legal highs’)
18 Chronic obstructive pulmonary disease, Hepatitis C
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community-based support groups linked to death and dying (not related to substance
use specifically).

Although reasons for taking part were personal to each member, there was a palpable
emotional connection to the research area grounded in their close direct exposure to the (often
negative) experiences of people impacted.
“When xx approached me, I have a real interest in end of life, mental health and
addiction…part of it is, I watched lots of close friends of mine go through an end of life
journey and it’s not been very good. So, I’m just like ‘is there anything more? I’ve been
trying to think for years is there anything more that can be done about this.”
Member of the PWEAG with diverse lived experience of substance use
A preliminary remit was to be open and curious as to the specific focus of the group, whilst
retaining the broad topic area of end of life care experiences. From this, the group
established an ongoing remit co-created by the membership that established focus and
outcomes that were experienced as beneficial to all parties. This included preferred ways of
connecting, both as individuals within specific networks and spheres of experience and
collectively as a group.
2.1.3 Objectives
The focus and outcomes agreed by the group were to:
1. Explore and review the focus, aims and outcomes from the research, drawing on the
lived experiences and expertise of the members of the group.
2. Act as a conduit for ongoing connection with and signposting to PWE within wider
networks.
3. Explore/influence dissemination and longer-term impact and translation of the
emerging research findings.
4. Reflect on personal experiences of membership of PWEAG and make
recommendations for wider methodological implications within the context of coproduction and ‘public involvement’ within the SUAB19 Research Centre.
5. Support communication of the PWEAG process and outcomes through co-creation of a
digital resource.
2.1.4 Activity and data capture
Members of the PWEAG participated in a range of ways, tailored to their particular
preferences and circumstances20. Activity and communications were facilitated and
coordinated by VoiceBox Inc (Community Partner). These included:
- 2 half day group sessions (at local venues)
- 1 full day session (including Computer based interviews via the VoiceBox21)
- Individual face to face sessions (with each member of the group)
- Skype, telephone and social media exchanges (What’s app, Messenger).
19

Substance Use and Addictive Behaviour
This needed to be particularly fluid to accommodate people’s changing circumstances (personal, social &
economic)
21 https://youtu.be/bMxTmuT5Ckg - See Appendix 3 for questions
20
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Reimbursement of travel expenses was provided for the group sessions but no further financial
remuneration22.
Over a 12-month period, each member of the PWEAG contributed around 20 hours in direct
contact with a further 5 hours connecting with their wider networks. A rich data set was
collected from across all PWEAG interactions including:
- Summary notes from group sessions
- Audio recordings and transcripts of selected individual interviews (face to face)
- Audio recordings of final group session
- VoiceBox booth - digital conversations ( for some individuals)
- Individual reflections from various members of the group (email, text, social media &
verbal)

2.2 Key messages and outcomes
These are structured around 4 key phases of the PWEAG process:
1. General exploration of the research focus
2. Resonance, challenge and validation of the emerging findings
3. Recommendations around dissemination
4. Learning and impact of the PWEAG process
2.2.1 General exploration of the research focus
Initial conversations painted a rich (and complex) landscape of ‘lived experience’ (direct and
indirect). Individual conversations developed further through the group sessions highlighted
both overlapping and sometimes divergent perspectives. Early group sessions were
purposefully informal to create space and opportunity for members of the group to share their
own experiences and connect with others. Although the intended focus of the research design
was shared, it was not the dominant focus at this stage, supporting the broader ‘scoping’ remit
of the overall project. The selection below provides an illustration of the breadth of scenarios
and emerging issues that arose during PWEAG process.
Examples ‘end of life care’ from direct/indirect experiences (outside the focus of the
research design)23
1. An example of an informal network of peer support (and ‘palliative’ care) by and for rough
sleepers24. Although there is no explicit reference to end of life or palliative care, that is in
essence what is occurring in practice. Key influencers here are around the issue of trust, with an
unsaid code of ‘we help each other’. It was clear that this was not necessarily a positive
experience for people but more a resignation of ‘that’s how it is’. A number of considerations
emerged from the discussion:

Excluding the community partner who was commissioned to set up and co-ordinate the overall PWEAG process
There was minimal experience reported of individuals within hospices. This is just a small sample explored
through the PWEAG process.
24 People described as having complex needs including mental health, substance use, offending behaviour
22

23
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-

Has this developed due to people not being/feeling able to access existing services
or is it an active choice for an alternative, more ‘autonomous’ approach?
- Consequences of previous traumatic experiences have led to a deep, embedded loss
of trust.
- Common experiences of opposition and abuse from traditional services.
“One bad experience can influence a whole community’s perception amongst those who
are soaked in fear-based living”
Member of PWEAG with extensive experience and connections with people with complex
needs
2. Example of a drug treatment service closure - the circumstances of the closure were not
discussed in detail; the focus was on the disruption and distress experienced by the people
using the service. Although no formal recognition of ‘end of life’ was acknowledged formally,
conversations highlighted a range of life limiting conditions experienced by a number of
people impacted by the closure. A key emerging message was the vulnerability and
powerlessness of people.
“People have been left stranded by this…they’re in limbo. Some have been reallocated to
other services but not everyone. It’s just a shit time, they’re trying to get scripts sorted and
are really unwell with all sorts of issues…they’re just being passed from pillar to post”
Member of PWEAG and substance use activist
3. People within substance use services who had cancer but who were unaware of it because of
the ‘masking’ by their substance use issues. A number of examples were highlighted through
contacts with people within support services and mutual aid activity. Although difficult to describe
the specific circumstances, there was a clear sense of a problematic influence on recognition and
response to symptoms that then evolved into life limiting/end of life situations. Although the
specific circumstances were not explored in detail, the emerging message was a sense that
substance use (especially where this remains active) can prove problematic in diagnosis,
treatment and prognosis.
2.2.2 ‘Service’ related issues including culture, access, practice and organisation of care.
A wide range of experiences, perceptions and suggestions for improvement were explored
under a broad service related umbrella25. The selection here is not exhaustive or hierarchical;
it represents a number of key insights and considerations that emerged through open
discussions at the earlier stages of the PWEAG process26.

1. Vulnerability and trust:
- Are people ‘allowed’ to be as vulnerable as they feel? Can practitioners handle it? If
people tell practitioners about pain, will they be treated with suspicion and doubt?
- Do people have enough faith in the practitioners working with them?
- How do you create spaces that build trust, air vulnerability and hold pain?
- Little understanding or compassion for different ways that people live their lives.
- Uncomfortable feelings of powerlessness and vulnerability amongst staff.
25
26

Examples included health (primary and secondary), social care and other allied agencies (e.g. DWP)
They were not asked about specifically through a pre-determined topic guide.
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“It’s not just as simple as trust (not that that’s simple) but about definitions of life and
quality of life and whether extending someone’s life has any quality to it.” “That’s a biggie
for anyone…it’s such a massive one for some people who’ve been down an addiction
path.”
Member of PWEAG with extensive experience and connections with people with complex
needs
2. Practice issues:
- Medical services are not resourced to consider psycho-social and familial aspects of
end of life.
- Insufficient knowledge and understanding around withdrawal symptoms amongst
oncologists (and other practitioners).
- Issues around painkilling medication (and the challenges that brings up for people’s
relationship with ‘relapse’. (individuals, practitioners and family).
- Implications of ‘specialisms’ including fragmentation of experience and differing
cultures of care.
“There were some fabulous staff on the Continuing Care for Elderly at XX where they really
took on the mantra and ways of palliative care, but if you’re talking about a 40-year-old on
a gastro ward then palliative care is not going to be regarded as the primary element of
what they’re about…”
Member of PWEAG with long term recovery and medical practitioner
“I can hear one of the palliative care sisters saying…’if everyone simply was able to adopt
our way of seeing the world and people…this isn’t just about a team that’s caring for
people at the end of life’…But I think that’s a massive challenge when you’re talking about
a medical specialisation and all this ‘territory’ stuff…”
PWE involved with acute health care services
3. Access and engagement:
- Significant challenges e.g. ‘homeless’ community are very isolated with an often ‘fragile
truce’ with potential support and care giving services.
- Real challenges of ‘self-exclusion’ and the questioning of how this is framed or
perceived.
- ‘Chaotic’ lifestyles are often used as an excuse for inappropriate care
- Implications of ageing population and social care cuts likely to impact ‘end of life care’
in general, but specifically for those people with potential additional and complex
needs
“I just feel a bit uneasy hearing the ‘self-exclusion’ again …you have two cultures ...with their own
fluctuating relationship with each other, and both with a hybrid broken dialogue / relationship
with society. These relationships have been mutually, but asymmetrically, damaging. There needs
to be a lot of reparative work invested in here. But really, I think we’re first struggling with the
broader understanding and acceptance of that need… and what it implies in terms of environment
change
I’m not sure unilateral exclusion is a possible ‘thing’ – and I’m aware the above’s not that simple.”
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Member of PWEAG with extensive experience and connections with people with complex
needs
“Most of those who are outside services are so because they don’t see any need for
services because they are in the depth of denial and not yet seeing…so the vast majority of
alcoholics have got no connection with services and that’s why if they move towards the
end of life, they may not be able to see any other reality anyway, whatever good intentions
you have.”
Member of substance use mutual aid support group
“I think it goes back to what I asked at the start…why does anybody think this should be
something special because actually, if you’re capable and able to do it, you can do it with
anybody…why are alcoholics and drug users any different from anybody else?”
Anon
2.2.3 Issues related to ‘death and dying’
General themes emerged around a perceived societal ‘challenge’ related to the idea of death
and dying (broader than the context of substance use).
“People just don’t know how to talk about death…but we have to. Years ago, we had kind
of rituals in society where you had a wake and people got together and talked…but now
people are too busy.”
Member of PWEAG and founder of community support group (death and dying)
“Services are not just homophobic, they’re ‘addictaphobic’ and ‘deathaphobic’.”
PWE and community activist around substance use
For some, the path of substance use and ‘recovery’ made a positive contribution to the
experience of end of life. Examples included:
- Working a 12- step programme
- Having a sense of a higher power and spirituality
- A closeness, dignity and bond that can come from being part of a recovery community
“When you’ve had near death experiences, it can help you face fear and have tools to
help…there’s just a different vibe… you’ve got people to talk with who are not afraid of
dark emotions and will ‘go there’.”
PWE and active member of recovery community
2.2.4 Improvements and considerations for the research process
Early conversations captured insights and ideas that fed into the wider ‘scoping’ focus of the
overall research project as well as more practical suggestions for improving the end of life
experiences of people touched by substance use. These included ways to educate and support
practitioners (across services) to explore and evolve their understanding, knowledge and real
connection with the issues, challenges and enablers in often complex situations:
- Capturing and sharing experiences through scenarios and real-life stories (from a
range of perspectives).
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-

‘Personal Profiles’ to help health care staff see ‘people as people’.
Education around withdrawal symptoms, issues around pain relief medication.
Humanising services to engage with people in their own personal process.
Understanding the complex issues faced by families and friends.
Help people explore the process of facing death.

These are explored further in section 2.3 below.

2.3 Resonance, challenge and validation of the research process
A blend of input, reflection and exploration enabled members of the PWEAG to fully engage
with the process, outcomes and emerging themes from across all strands of the research. In
keeping with the ethos of the group, the emphasis was on exchange, with considerable time
allocated for discussion and sharing of experience rather than an overly formal presentational
approach. Copies of presentation slides enabled people to consider the wider implications
and comment on various occasions.
Figure 1: Focus for the PWEAG session (whole day)

2.3.1 Focus areas:27
2.3.1.1. Representation and ‘gaps’
The general view overall was that the research focus was overly narrow and did not resonate
strongly with the breadth of experience and connections of the PWEAG. A number of factors
were offered:
27

Comments here are grounded in members experiences (direct and indirect through networks)
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(i) Problematic nature of identification with ‘end of life’.
This evoked a limited interpretation and application of the term (from people touched by
substance use, services and practitioners). Discussions encompassed a wide range of factors
that influenced this including the implications of active substance use and ‘denial’ and
communication28.
“People don’t fit into this neatly constructed box of ‘end of life’ – well, they do if you think
of it literally end of their life, but not the connotations it seems to suggest or how it’s
viewed.”
Member of PWEAG with lived experience of end of life care (EOLC)
“Those people I connect with in xx who are journeying with people who are continuing to
drink in their last stages would struggle to connect with any of this.”
Member of substance use mutual aid support group
“Going back to the middle-class thing, I’m surprised you thought you’d discover it. Because
the whole thing is ‘we keep it hidden’. It’s only if they get into recovery that we hear about
what they were doing… but until life falls apart they’re not going to tell anybody. There
seems more places to hide... for some”
Member of PWEAG
“Did the ones you interviewed with liver disease, associate with substance use…did they
see themselves as substance users or just liver disease that they were dying from?”
Member of substance use mutual aid support group
(ii) Look in the ‘right’ places.
Comments here identified a much more diverse landscape than the research focus. Shared
experiences highlighted both ‘places’ and ways to find and follow people. For example,
sexual health clinics.
“How are we following the changing experiences of people...it seems we can get a snapshot
of experience but not following that up and seeing how things change over time…. that’s
where you get the richness of what it’s like for people.”
Member of PWEAG
“I’m not massively surprised that such a high percentage of people came through the
community partner because that’s the way it works really...being out there and
connected…and trusted…and ducking and diving...sorry, I don’t mean that to sound all
Arthur Daly, but you get what I mean?”
Member of PWEAG
(iii) Shine a light on specific groups - Insights and suggestions of those missing included:
-

28

LBGTQ

Members were aware of the ‘scoping’ nature of the research and the rationale for the specific focus.
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“There’s a kind of double whammy here because you get the substance misuse problem, you
get the sort of diseases that people may be dying of… and you get the fact that there’s
massive homophobia in society.”
PWE with close connections with LBGTQ and substance use communities
-

Women

“You shouldn’t just look at ‘homeless’ as a broad group. You’d really benefit from
granulating this out as it were. One of the best people I know, the best workers has said
there’s a ‘woman sized hole’ in almost all services, certainly drug and alcohol.”29
Member of PWEAG
-

Other marginalised groups

“When you get down to it further, I know people who have learning disabilities, mental
health needs and non-white… especially when you got…I don’t know the polite way
services call you when you’ve been an arsehole to them? Challenging…that’s the word I’m
looking for. The ‘challenging’… they’re missing!”
Member of PWEAG
-

People with no / limited familial (or friend) sort of connection

“I know so many people who just don’t have anyone or feels like there isn’t anyone. They
just go unnoticed…I know (of) people who just don’t put themselves forward for care or
support for so many reasons or get fobbed off… it feels like the substance stuff is
significant, even if they’re not using, it just stays around. “
Member of substance use mutual aid support group

2.3.1.2 Reflections on key emerging findings from research30
THE PWEAG process explored the emerging findings in some depth (as a group and
individually) addressing a number of questions:
- What do the findings suggest to you?
- Do they reflect/differ from your own experience and understanding?
- Are there other avenues to explore?
The following points capture the main themes arising:
(i) Resonance with own experiences and understanding31

Although that might not be the case for hospices which are quite feminine (and middle-class) spaces. Perhaps to
the extent where men (and people from very disadvantaged backgrounds) feel uncomfortable – or that the
space/service is not designed for them?
30 This included all strands (PWE, family and carers and practitioners)
31 No hierarchical order
29
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-

Poor, ambiguous communication about people who are dying (to families and/or the
individual)

“It’s that assumption that they’re going to ‘bounce back’ in some way… I hear that quite a
lot… you know, someone’s really at deaths door and the prognosis is really, really poor. But
because no one’s communicating that to the family in a clear and compassionate way, the
family is left with this awful limbo. I hear it all the time and see people struggle for years to
come to terms with it.”
PWE and community activist around substance use
-

Issues around death and dying - this touched most people in the PWEAG from
personal, professional and wider societal perspectives.

“Once I start talking about death, it means I’ve got to start talking about my death and I’ve
got to engage with my own internal dialogue. I think that’s a real problem because lots of
people can’t engage with their own internal dialogue… so to externalize that creates a real
problem and a barrier.”
Member of PWEAG
“The whole culture in hospital is of a death denying culture… the idea that you’ve got staff
working in hospitals who are going to readily be able to accept that what is happening is
happening, is not the way it is.”
Ex medical practitioner and person in long term recovery
“None of this surprises me… I had lunch with the chair of xx (hospital) and was saying it’s a
pity we don’t have a hospice unit on site…he looked horrified and said ‘We couldn’t do
that, that would be like the death ward, people would know…. I said, that’s the whole
point of it’!” Member of PWAEG
- Challenges for families in providing and accessing support
“I hear it all the time in shares from people in XX (for families and friends of alcoholics) is
how long they have put up with things and don’t think there is anyone they can talk to. So,
it doesn’t surprise me that come the end of life, nothing’s changed. I’m just thinking of the
powerful stories and the distress of husbands and wives, and how hard it is for them to
look outside of this lonely, lonely place.”
PWE and member of substance use support community
“I’ve got a good friend who is caring for his ageing mother and he now has to do
everything for her. He’s devoted to his mother, but he has periods where he hates her and
he’s very angry with her… and he hasn’t got anywhere… he feels like he has nowhere to go
or to trust to talk about this… so he walks around the streets feeling full of shame.”
PWE and person in long term recovery
“I know someone who died recently and there was a substance use issue in the mix… I was
struck by how tricky it was for the family and the care givers. The person was in a medical
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ward. The man had isolated himself from his family and the staff just didn’t know how to
connect with the emotional issues... it’s hard when anyone is dying but it was awful!”
PWE and community advocate
Practice issues – this raised a wide range of issues, perspectives and experiences.
-

The ‘disconnect’ between substance use and the ‘presenting’ health issue can be
difficult for people (PWE, families, practitioners) to ‘get’.

“Occasionally there are those who say that they’d be happy to talk to me32 but the
likelihood of them seriously considering stopping is…so low, almost nil in my experience.
It’s like well, ‘You’ve cleaned me up…I’ve got liver disease and pancreatic problems…but
that’s it’. When does this become end of life?”
Member of PWEAG
“I remember this friend of mine… he was only just turned 50 and he was like ‘I’m too old to
consider any changes’ It didn’t matter what dialogue he engaged with, that was him and
he wasn’t going to stop.”
PWE within substance use support community
-

Fragmentation / segmentation of services (health, social care, different ‘specialisms)

“It’s someone else’s business isn’t it…so, if you’re falling over and it’s drug related… it’s not
my business. Someone else should be taking care of that… so there’s no referral made or
anything.”
Member of PWEAG
“It’s the whole person centred, ‘holistic’ approach… it doesn’t really exist… it’s still shuffling
people through a system that isn’t designed for you. Things are targeted at anything that’s
got a cost benefit analysis… So, if we can reduce say A&E admissions we should be
targeting resources there.”
Member of PWEAG with extensive connections with people with complex needs
“Got two competing meetings just this afternoon… one with service users and carers for XX
(mental health trust) and then one with the homeless strategy for the DWP at the other
end of the city. At least half of them should be in the same meeting on the same agenda
doing the same design planning workshop.”
Anon
-

Discrimination and stereotyping attitudes and practices.

“There was a point before about a perception that they (substance users) are all liars…I
know people who worry so much about this... that there’s an assumption that when people

32

Talking about access to mutual aid via inpatient gastrointestinal unit.
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come to hospitals or places… ’he’s in pain… he’s seeking medication. I know people who
are shit scared of this. Even if it’s not said it’s so sensitive for people.”
PWE and active substance use community activist
(ii) Differences, questions and challenges
These were not necessarily ‘challenges’ per se but issues that highlighted a degree of
differential experience and stimulated closer questioning.
-

Scale of the ‘problem’ - this overlapped with issues of identification and definition.

“I don’t have any doubts that you’ve got information about how much alcohol is consumed
in the country but I’m not sure where you get the information about problematic drinking
because problematic drinkers aren’t telling you that…so it’s likely to be much more
widespread than anyone has got information about.”
PWE and member of alcohol mutual aid support group
“From what we said earlier, there’s something in the culture that’s okay that we accept
there may be substance issues involved, but things change when something ‘real’ like
heart disease happens. Then people can go... ’I’ve got heart disease now…it’s nothing to do
with being an addict’.”
Member of PWEAG
-

Practitioner perceptions and experiences (both substance use services and hospices)

“Was there a corresponding perception of staff attitudes and the same patients. I’m asking
because I was at a session where it was two thirds patients, service users, whatever you
want to call them and a third, professionals…. and the professional were saying ‘well, we
do it like this’…and lots of the service users were saying… no it’s not’. I’m not saying they’re
lying, but you know there’s something interesting when the worker is saying one thing and
the person is saying something else.”
Member of PWEAG
-

Reluctance/difficulties to talk about issues (either end of life and/or substance use)

“So, this thing about hospice staff talking about substance use? Well, it possibly comes
because someone’s suggesting that it’s something that should be raised. Should we be
raising anything, or should we simply be looking to engage with whatever it is the person
wants to engage about? My concern is it becomes ‘manualised’... like on a check list… it’s
more about people really getting what potential issues may be.”
Member of PWEAG
“For me, there’s two things here. If I’m making a conscious choice that I don’t want to talk
about it. That’s fine. But if you’re not able to talk about it because you see it as a privilege
or that you don’t want to burden anyone, or you’re scared of what they’ll think or say or
do… that’s a different issue altogether.”
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Member of PWEAG and substance use community activist
“We’ve got to respect peoples’ beliefs a lot more and look at the systems that we engage
people within… so we can ensure, if there is a dialogue to be had, it happens… and if
somebody chooses not to have a dialogue, we respect that as well.”
Member of PWEAG
-

Training, ‘knowledge’ and compassionate care - a number of issues arose around
what this might involve and experiences of trying to influence/contribute to this.

“I relate strongly to this…. It’s interesting to me about the struggle… It’s almost impossible to
get medical students to engage with the offers of support when people offer to come and
share something of their life experience with them. I’ve almost given up with the medical
people. I haven’t quite given up with the nursing people but it’s still really hard.”
Ex medical practitioner and person in long term recovery from alcohol addiction
“If you spend your life working in a hospital and all you see is sick people...where do you
get that message that things can be different. So, where’s the ‘human’ bit, the bit where
staff on the gastro ward who then see people with pancreatitis and cirrhosis living free of
alcohol?”
Member of PWEAG
(iii) Other avenues to explore / insights to share
This brings together issues that may relate to but not specifically captured in the emerging
research findings presented.
- The value of ‘lived experience’ within end of life care.
This explored a number of related themes that touched on ‘practitioner’ backgrounds and the
valuing/resourcing of ‘non- professionalized’ asset-based community approaches to care and
support.
“The best end of life thing I’ve seen is two guys…one had long term mental health
problems and one was an alcoholic. They looked after this guy better than anybody ever
could. And the guy had a wonderful death, you know they took care of all his needs,
everything was taken care of. I guess that if some kind of professional was involved in that
it just wouldn’t have happened like that. But these guys have been to them dark places and
was able to give him what he needed.”
PWE and member of substance use support community
An interesting exchange around the backgrounds33 of those practitioners involved in the
research suggested a gap that would benefit from further research.
“If you’re looking for people to care for the dying in a hospital, you look for bereaved people.
It doesn’t mean just because I’m a recovered addict, I’m not saying I’m ideal, but I do
33

Connections with substance use and/or bereavement/end of life.
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understand addicts in a way non-addicts don’t. I would certainly be looking more closely at
what the correlation between direct experience and practitioners was.”
Member of PWEAG
“The whole piece about ‘lived experience’ is certainly of interest …, and how that might
impact…for some people, this might be a positive influencer but others it might tap into
unresolved issues that you don’t even know are playing out consciously?”
Member of PWEAG
-

A theme relating to wider system change emerged that reflected a general mood of
the PWEAG.

“It’s got to be more creative, more inclusive in the way resources are distributed… it’s too
often placed into very few hands and then the purpose and intent of that can be lost as it
spreads down the management chain to be implemented by people with the highest
pressures, the lowest wages and the least capacity for change. They’re in this barren waste
ground (the current state of services), scrapping over scraps.”
Member of PWEAG with extensive connections to people with complex needs
“Looking at end of life care… what makes that a harder additional complication that has
led to obviously unequal, vastly negative outcomes compared to other sections of society,
in a country where you’ve got universal health care? Is prejudice in there somewhere… well
for me it definitely is.”
Member of PWEAG
“Stress and… persecution is probably the wrong word but fuck it, it might as well be… the
persecution by the DWP definitively contributes to a loop of deteriorating mental health and
cycle of addiction, is undermining any work that’s going on but with largely inaccessible NHS
mental health provision or dual diagnosis addiction services.”
Community activist
“It’s not pathway redesign… it’s certainly not tips for best practice. If anything, it’s a plea
for a more holistic, person centred approach. There was a lot of praise for it when it existed
or aspirations for it existed… that came across loud and clear.”
Member of PWEAG
“To me it feels like there’s no patience, understanding or desire to explore this with the
same rigour or seriousness than just hard ‘stats’ like A&E presentations. You can’t really do
that numbers work on pennies saved by increasing somebody’s volition or control.”
Member of PWEAG
“There’s part of me that thinks that the most valuable thing that might come out of this is
not going to change the services commissioned or delivered but the staff, where there is an
openness and willingness to hear it!”
Member of PWEAG
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2.3 Recommendations around dissemination
A range of insights and suggestions signalled this as a highly important issue for people.
Considerations and recommendations emerged around who, what and how the research
findings could and should be shared with a wide audience, for varying outcomes and impact.
The unifying message was an aspiration for this to be a creative, active and dynamic process
that has a strong ‘community’ focus as well as more traditional academic mechanisms. This was
not merely from a moral or ‘inclusion’ perspective but from a consideration of how the design
and delivery of the dissemination process could reach, impact and influence change from
various perspectives. The messages here start the process of unpacking what ‘community focus’
might look like and is not intended as an alternative to wider ‘academic’ focused approaches.
“There’s clearly a need and benefit for sharing in more traditional research circles so the
whole publications and sharing with other academics through conferences and those
channels is really important but it’s not the only way…. we know that the ‘touch’ of these
can be limited and time consuming if it ever does filter down.”
Member of PWEAG and community partner
2.3.1 Who needs to know?34
-

People ‘touched’ by the issue -the ‘lived experience’ (individuals, families, friends)

“So it sends out a powerful message when we communicate that somebody is taking an
interest… it says ‘you’re important’ and that in itself could actually be a powerful catalyst
for change because people then start having conversations between themselves and that
raises the issue and helps raise the profile of the issue and… really importantly… helps
further research cause it’s more ‘out there’ and less in the shadows.”
Community partner
“I think the biggest thing is in the lived life and how we live the lived life in recovery… how
we connect with those that we wouldn’t choose to connect with or can’t see how to
connect with…. you know, maybe the homeless… if we’re not careful this can be a very
middle-class thing.”
Member of PWEAG
2.3.2 Local Communities (not just specifically ‘substance use’ community)
“It needs feeding back into communities… that’s the No 1 priority. It would be great to
know that this whole project is being used to create something different in local
communities because I believe what is going on or is missing or needs changing is cultural
stuff.”
Founder of community support group around death and dying

34

Insights shared here reflect the areas discussed in greater detail. Commissioners, policy makers etc. were seen
as part of the dissemination strategy also.
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“Local political networks and community groups and organisations to start looking at how
we actually create resources and I’m not just talking about funding.”
Substance use and mental health activist and advocate
-

‘Practitioners’ – this covers a broad audience reflecting the complex landscape and
‘ecosystem’ of people who do or could play a part in the wider agenda.

“People who are looking to provide and meet the needs of individuals and families... the
‘practitioners’ if you like… but it’s not just the health care professionals or the ones who
immediately spring to mind. When you’re talking about people who may be involved in an
active addiction scenario, complex things are going on… where people are actually
‘hanging out’ so it might be things like the DWP, housing and homeless agencies.”
Member of PWEAG
2.3.3 Other comments
“If you want system change it’s the people change, the process change… so change the
make-up of who’s in charge. The fact that you have a set idea of persons who should be
hearing these messages are a certain class or a certain subset or ‘specialty’… very far
removed from the people they’re impacting is telling. So, instead of tailoring it to that
audience…we should be looking to change that audience.”
Member of PWEAG within services for people with addiction and complex needs
2.3.4 What and how?
“It goes beyond a simple good practice and tips agenda. It’s about creating spaces and
opportunities for people to explore their own relationship with some of the issues. We’re
talking about two topics that could hardly be more difficult in our health service and in our
society.”
Member of PWEAG
“I’d be wary of going down the case study route… the personal narrative. It’s good for
impact in the short term but I haven’t seen it make any difference in commissioning
practice or priorities.”
Member of PWEAG
“It really requires a varied approach… we are under-utilizing readily available digital media
and harnessing the connection that is there within networks… virtual as well as place
based. There’s lots of stuff going on out there… hand it over, let go of some of the control!”
Member of PWEAG and community research partner

2.4 Learning and impact of the PWEAG process
Reflecting on the PWEAG process (from inception to legacy) was welcomed and productive for
both the participants of the group and the wider research team, providing rich insights, not just
into the value and outcomes but unpacking what had helped (or hindered) the process.
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2.4.1 The impact of the PWEAG process can be seen across a range of areas.
(i) Direct impact on individual members of the group
-

Motivation and ‘mobilisation’ - whilst this was understandably a personal experience
for each individual, there was a clear message that taking part had touched people
deeply, both from what they said and what they then did with it.

“It’s not easy to put into words what I’ve got out of this… definitely encouragement for me
to continue on my own journey, and my work carrying the message of recovery, engaging
with this as a family illness.”
Member of PWEAG
“I’ve got a sense that maybe there is something happening. I’m not sure what that thing is
as yet… I think some of my change in thinking is becoming aligned with other people
involved in this project and some of the dialogue that has come out of this process. I feel
like it’s some kind of massive paradigm shift that’s occurring”
Member of PWEAG
“A sense of frustrated urgency…”
PWE in substance use community
-

Emotional impact - this emerged in different ways, at different times. There was a
palpable sense that the conversations tapped into some tender spots and that the
process provided a safe space for people to connect with themselves and others.

“What’s struck me is that I’ve had, for the last hour or so a sort of deep feeling in my gut…
an indication that there’s a sort of deep connection happening. Some of the things I’ve
talked about are not things I’ve talked about before…. yeah, that deep gut feeling inside of
me is noticeable.”
Member of PWEAG
“These are powerful, powerful issues… a lot of it about what for some will be the most
powerless times in their lives as their life comes to an end… I’m going to stop there…
enough, enough”. (sighs)
Member of substance use mutual aid support group

(ii) Wider ‘ripples’ across PWEAG networks
The main focus of this was seen in reports of conversations happening within members of the
group’s connections and networks. This included informal conversations in mutual aid groups
and people talking with friends and relatives.
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“I mentioned this research to people in my XX group and it’s started something! I’ve been
struck how under the radar this has been, I suppose it was for me until we started this.”
PWE in recovery community
“My cousin is a nurse and she was saying how poorly trained staff are to meet the holistic
needs of people…. it’s all about narrow silos. She sent me a copy of an article35 in Nursing
Standard that’s talking about what we’re finding. It’s good to connect about this… we need
to talk more to lots of different people.”
PWE and community activist
For others, it has led to more proactive, purposeful communication such as blog posts and
articles, reaching wider circles of influence.
One member wrote an article ‘Beginning of the End’ that was published in Drink and Drug
News around the issues being explored.36
“This has opened things up for me… I’ve been talking to lots of people about it and I’ve
really deepened my understanding of how complex this is…I don’t know what the ‘answers’
are but they must lie in spreading this out more widely… it’s happening for me and the
people I come into contact with.”
(iii) For the EOL research outcomes
The breadth of the PWEAG, through direct membership and connections with associated
networks, provided robust and authoritative insights to the process, adding a deeper level of
reflection, texture and context. The broad echoing of key messages emerging from both the
PWEAG and the wider research group add a degree of validity to the overall research
findings.

2.4.2 Unpacking the process - what helped, what hindered and moving forward
The overwhelming message was positive from all parties. Key messages around what helped
included:
(i) A trust and respect for the integrity of the process
Investment in the initial engagement and set up by the Community Partner set the tone for the
evolving process. Although supported by centrally produced information, feedback suggested
it was the personal touch, reputation and connections that fostered engagement throughout.
(ii) A flexible, responsive and supportive approach to participation and ongoing involvement.

35

https://rcni.com/nursing-standard/newsroom/news/substance-users-may-not-get-same-end-of-life-careresearchers-say-122481
36 https://drinkanddrugsnews.com/beginning-of-the-end/ (23.8.2017)
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Working around the personal needs and preferences of the members of the group was
welcomed by all members and necessary for some to enable ongoing involvement. This
included going out to people, working out of hours and offering practical support to enable
people to participate. This was highly personalised to individual circumstances, particularly
where people were going through very difficult times. The experience and expertise of the
Community Partner enabled them to recognise when to be proactive and how best to respond
to a constantly changing engagement process.
2.4.2 Skills and experience of the community partner
The community partner was in a unique position due to their background and expertise to
bring together the PWEAG group. Their style and approach, along with their own personal
lived experience enabled members of the group to feel comfortable and engaged throughout
the process of the group.
2.4.4. Meeting the emotional needs of the participants
Because of the double topic sensitivity (substance use and dying), participants needed safe
spaces and approaches to enable them to participate in a meaningful and genuine way. This
enabled the capture of qualitative data that was richer and deeper in its content than
otherwise would have been gathered.

2.4.5. The breadth of membership of the PWEAG
The complexity of the issues being addressed and the fact this had not been done previously
emphasised how important it was to have as wide a range of voices within the PWEAG group
as possible. The variety of backgrounds, experiences and issues people faced ensured the
group could think about and tackle issues much more robustly than would have been the case if
it was a more homogenous group.
The learning from this in relation to the overall process is that
- (i) context specific ‘intelligence’ and connections are necessary to identify and engage
with such a diverse group
- (ii) skilled support and engagement are needed to bring them together as a cohesive
group
- (iii) sustaining this takes time and investment from skilled individuals. Having people
within the group who could link the two worlds (people with experience and
academics) was essential to ensuring the voice of the group could be translated into
research knowledge and also that the academics were able to gather data that most
met their needs and important data was not missed. This meant that the PWEAG group
fed into the process and was not tokenistic.
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Part Three – Summary reflections and insights
We have described here how people with lived experience can be actively and credibly
involved in research through both the interview process and governance structure as
participant researchers.
We have learned a lot about undertaking work like this where the context is sensitive and
complex and the process of gaining the genuine engagement of experts by experience can be
testing. This work has brought these complexities to life and at the same time delivered on the
research agenda. We were able to reach people through a person-centred personalised
approach. It anticipated issues and was also flexible enough to respond to the needs of the
individuals and the/their contexts.
Almost 60% of interviewees came through the community networking approach; this was a
much greater number than had been anticipated at the start of the process.
The process of finding and accessing people was successful in absolute terms but was also
successful in terms of understanding what are the barriers to doing this and how to overcome
these barriers effectively.
The PWEAG process added a robustness and authenticity to the research governance and the
outcomes for the researchers. It also opened up areas for exploration that otherwise would not
have been visible to the wider research team through the other approaches within the project.
It also created a rich resource for the research team to be able to develop and build upon –
the experts by experience want to remain involved and continue to support ongoing research
through the methodology that has been developed with the community partner. This is a great
asset for the research team not only in this project but potentially in other projects going
forward. There is clearly scope for further development and greater influence of PWE at an
earlier design phase that involves greater shared decision making and more active
involvement as community researchers.
The approach provides all with a positive example of how to develop and implement a
genuinely co-productive methodology. This could help to shape and inform future research and
governance agendas of the broader SUAB Research Centre. In order to do this, there needs to
be investment in these relationships. A dialogue has been opened up about a really difficult
approach and context (co-productive research) and this needs time and resources to maintain
this wave of energy otherwise it will dissipate, and its legacy will be lost.
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About the project
The Big Lottery Fund is funding
an exploratory study about end
of life care for people with
alcohol and other drug
problems (past or present). A
team from Manchester
Metropolitan University (MMU),
led by Professor Sarah Galvani,
are the lead academic group.
VoiceBox Inc (VBI) is a
community partner, alongside a number of practice partners. This
includes three hospices in the North West of England and three
substance use charities from around the UK.

How and why VoiceBox Inc is involved
This issue is really important to me and to many people I know. Our
main purpose at VoiceBox Inc is to seek out and hear the
experiences of people- in ways that are helpful to them. We want
to make sure people:
- know this work is happening
- are able to share their own experiences
- have a say in how the work is organised and how it is shared

How you can be involved

- TALK TO PEOPLE about this
- SHARE THIS FLYER across your networks
- GET IN TOUCH to find out more:
- 07734204564 or amanda@voiceboxinc.co.uk
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Appendix 2: PWEAG membership
Name
Amanda Clayson

Anon

John Grant

Background/’Experience’
-

-

-

Kevin Jaffray

-

John Organ

-

Connections

Person in recovery (alcohol / food)
Family & friends who ‘fit’ research criteria.
Nurse
Involvement with palliative care services (personally & professionally)
Community researcher with interest and expertise in co-productive, grass
roots action research

-

Person in long term recovery (alcohol)
Family member & friends within research criteria
Active membership of 12 step fellowship mutual aid programs – particular
interest in spiritual aspects of recovery/holistic approaches to well-being,
connection, death & dying.
Person in recovery (alcohol). Active member in AA and other spiritual
influenced personal and development work.
Was a medical doctor (consultant) – has experience of range of practice
contexts (as practitioner and as PWE)

-

Personal experience of substance use (‘drugs’) and a number of related
issues and contexts
Worked within the substance/mental health filed in various roles/various
organisations
Well-known and respected activist/advocate/trainer around all areas
impacting people touched by substance issues (e.g. Naloxone, Hep C, harm
reduc
Regular writer and public speaker
Fonder/facilitator of ‘Future Moves’
www.e-voice.org.uk/futuremoves
Personal experience of substance use / recovery
Works for ‘Inspiring Change Manchester’37

-

-

-

-

-

Extensive connections with people with substance use
issues (peer, community, services).
Member of Greater Manchester Recovery Federation
Member of wide range of networks/support groups (face
to face, virtual)
Founder of VoiceBox Inc & VoiceBox in the Community CIC
Long standing connections with 12 step programmes (AA,
Al Anon)
Keen blogger/active member of range of spiritual networks
Undertakes significant ‘service’ activity around awareness
raising around addiction and recovery.
Works regularly within gastroenterology/liver unit at
Salford Royal Hospital, working with patients and
practitioners
Growing work with schools around alcohol related issues
Extensive connections at policy, practice and direct
experience level
Prolific ‘social media’ presence (through public, private
and secret groups).
Direct connections through activism and grass roots
connections e.g. heavily involved in supporting rough
sleepers, campaigning for harm reduction, training,
enabling.
First hand, real world personal experience/consequence of
impacts of policies and services.
Close relationships with broad range of organisations,
services, agencies across the Greater Manchester area.

ICM has been designed and developed with service users to meet the diverse requirements of people living in Manchester with a variety of complex needs (including a
history of problem drug and alcohol use, mental health or emotional well-being issues, accommodation problems and offending).
37

Name

Background/’Experience’
-

Peter Sheath

-

Mandi Weston

Sam Wright

-

-

Involvement with wide range of peer networks, local action/advocate
activity
Member of Greater Manchester Recovery Federation.
Keen advocate of person centred, creativity-based activity that enables and
gives voice to people’s experience.
Extensive personal and professional experience of substance use (from all
angles/perspectives)
Direct experience of people within research focus
Activist/advocate asset-based community development approaches /
mutual aid /open dialogue
Previous role as mental health nurse
Founder of ‘Family Led Services’ Support group38 (formerly Death Café) in
Salford. On a mission to break down barriers (personal and societal around
death and dying. Although not specifically identifying as ‘substance use’,
issues relating to this are openly discussed as part of the ethos of nonjudgement and personal empowerment.
Personal experience of research focus.
Researcher in substance use field

Connections

-

-

-

-

First-hand experience of issues facing people with multiple
and complex issues (substance use, rough sleeping, mental
health).
Long standing relationship with VoiceBox Inc
Extensive networks locally, nationally and internationally.
Well respected and trusted member of recovery
community.
Close connections through work within supported
accommodation, work with chemsex community and
people involved with criminal justice system
Connecting with a range community groups, voluntary
sector providers, local commissioners.

Member of MMU research team.
Close links with practice partners and other key
stakeholders

38

A facilitated group designed to provide support, information, a safe space to talk about death, dying. The group is open to anybody interested in exploring these issues. A
key motivation is to make death and dying part of life and living and create more open conversations.
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Appendix 3: PWEAG Final Group Session Programme

Appendix 4: PWEAG Final Session- Learning and Legacy
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Appendix 5: PWEAG VoiceBox Slides (accompanied by audio questions)
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