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Abstract

Background: Deeply divided ideological positions challenge collaboration when en-
gaging youth with mental disorders, caregivers and providers in mental health re-
search. The integrative dynamics (ID) approach can restructure relationships and
overcome ‘us vs them’ thinking.

Objective: To assess the extent to which an experience-based co-design (EBCD) ap-
proach to patient and family engagement in mental health research aligned with ID
processes.

Methods: A retrospective case study of EBCD data in which transitional-aged youth
(n = 12), caregivers (n = 8) and providers (n = 10) co-designed prototypes to improve
transitions from child to adult services. Transcripts from focus groups and a co-design
event, co-designed prototypes, the resulting model, evaluation interviews and author
reflections were coded deductively based on core ID concepts, while allowing for
emergent themes. Analysis was based on pattern matching. Triangulation across data
sources, research team, and youth and caregiver reflections enhanced rigour.
Findings: The EBCD focus group discussions of touchpoints in experiences aligned
with ID processes of acknowledging the past, by revealing the perceived identity
mythos of each group, and allowing expression of and working through emotional
pain. These ID processes were briefly revisited in the co-design event, where the
focus was on the remaining ID processes: building cross-cutting connections and re-
configuring relationships. The staged EBCD approach may facilitate ID, by working
within one's own perspective prior to all perspectives working together in co-design.
Conclusion: Researchers can augment patient engagement approaches by applying
ID principles with staged integration of groups to improve relations in mental health

systems, and EBCD shows promise to operationalize this.
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1 | BACKGROUND

Experience-based co-design (EBCD)*® is a best practice approach
to mental health system improvement®* that grounds service design
in the experiences of service users, their family or other caregivers
(caregivers), and service providers (providers), who work together to
co-design service improvements.”> EBCD is increasingly being ap-

plied in mental health research®®

as it strongly aligns with a recovery
orientation”*® by placing lived experience at the centre of mental
health service improvement.*

Deeply entrenched ideological divides among service users,
caregivers and providers may pose a challenge to collaborative pa-
tient and family engagement in mental health research. Key ten-
sions'* include the emphasis on treatment vs promoting positive

mental health,>2° 21,22

extent of family involvemen and adopting
a recovery vs biomedical approach.?® Issues are exacerbated for
transitional-aged (16-25 years) youth and their families, who often
experience abrupt service termination at age 16 or 18, long waits be-
fore transitioning to adult services and culture shock upon entry into
adult services.?*?*?7 Often youth feel disempowered due to stigma
and age, caregivers feel shut out of adult services, and providers feel
defensive due to system constraints. These collective experiences
may result in deep mistrust of services?® and emotionally charged
interactions between the perspectives.z’s'28 Engagement processes
may break down if the historical relations between perspectives are
not considered.

In the diagnostic phase of EBCD,?? researchers engage service
users, caregivers and providers to understand their service expe-

1229 often through ethnographic observation and individ-

riences,
ual interviews to understand the emotional highs or lows where
experiences are powerfully shaped.1’29'3° These ‘touchpoints’ are
discussed in separate focus groups to determine improvement
priorities for each perspective, often by experience mapping. In
the second, intervention phase, mixed participant groups collab-

31,32

oratively generate visual prototypes of service improvements

through a facilitated ideation process’?%%°

at a co-design event.
Often a trigger video (compiling participants' perspectives) kicks
off co-design discussions.”3° Implementation and summative
evaluation phases follow, alongside formative evaluation. While
helpful resources outline EBCD procedures,”33 how to embrace
discord while fostering harmonious co-design is less clear.
Shapiro® states that traditional approaches to negotiation typi-
cally fall short in situations of emotionally charged conflict where is-
sues of identity are at stake, by failing to change fundamental group
dynamics. He argues that fostering integrative dynamics (ID)—the
‘emotional forces that pull you toward greater connection'—can help
to overcome conflict and heal broken relations (p.134).3* Shapiro

argues that people can move beyond opposing perspectives and

the ‘duality of us vs them’ (p.134),3* by focusing on the shared issue
or problem to be worked through,35 even when the core identities
of different groups ‘may feel completely incompatible’ (p.131).34
Adversarial relations become collegial through an emotionally in-
tense process (relational conversion) that shifts the emotional space
towards a cooperative, compassionate and open communal mind-
set, allowing each group to imagine new creative approaches in how

to relate to one another®*%>

with the most stable connection being
‘transcendent unity’ as a state of mind (p.134).34

Throughout our research programme applying EBCD in youth
mental health, our research team has witnessed such mindset shifts.
In these moments, the co-design atmosphere is dramatically altered
from perceived separation, power imbalance, wariness and mistrust,
to mutual understanding and respect, where each perspective val-
ues the other's contributions in co-designing effective improve-
ments. Deliberations at an international symposium?® echoed these
observations; however, exactly what enabled such shifts is not well
understood and is beginning to be explored.*®

Our proposition is that the relational conversion discussed in ID
can be achieved via EBCD processes during mental health engage-
ment activities. We conducted a retrospective case study in order to

test this proposition.

2 | METHODS
2.1 | Retrospective case study

The myProtocol EBCD study, conducted from February to May
2019, was selected as an illustrative case®” for retrospective anal-
ysis wherein the risk of emotional conflict was high, yet relational
conversion appeared to be achieved, even though ID concepts were
not a part of the study design. The myProtocol objective was to in-
form the development of a transitions protocol from child to adult
mental health services for youth aged 16-25, involving a Working
Group (WG) of 26 service organizations in a Local Health Integration
Network (LHIN) in Ontario, Canada. The retrospective analysis, con-
ducted between June and December 2019, explored whether and
if so, how, ID concepts contributed to relational conversion in the

myProtocol EBCD processes.

2.2 | Conceptual framework

Consistent with recommended practice in case study research,”’ we
adopted a guiding conceptual framework (ID model)** and used pat-
tern matching of data to the core concepts of this framework.>” There

are four key iterative processes within an ID approach to resolving
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identity-based differences. The first involves uncovering how each side
views themselves in relation to others, referred to as their ‘mythos of
identity’. The second is to acknowledge the narratives of each group,
working through emotional pain. The third builds authentic connections
among participants. The fourth recasts the relationship among groups
as ‘a mutually affirming narrative’ resulting in more harmonious inter-
actions that ‘strive toward transcendent unity’>* By acknowledging
the past and working though emotional and structural transformation
in this manner, the future is fortified by considering new scenarios for

improved relations.

2.3 | EBCD participants and recruitment

There were a total of 30 participants who attended either a focus
group (n = 24) or the co-design event (n = 25) or both in the myProto-
col process (See Table 1). Participants were recruited by the research
team with assistance from WG members. Balanced numbers of par-
ticipants across perspectives and LHIN subregions were invited to
participate.

TABLE 1 Overview of participants who attended myProtocol
process

Focus Co-design
Participant type group event Either
Youth 9 11 12
Caregiver 7 7 8
Service provider 8 7 10
Total 24 25 30

TABLE 2 Overview of data sources

Data sources Participants

1. 3 focus groups (FG)—
youth, family/caregiver and
service providers

2. Co-design event (CD)

3. Continuity vortex model

caregivers)
4. Evaluation interviews
(El)—myProtocol study

5. Author reflection
discussion (AR)

6. Written reflections (WR) 1 youth and 1 caregiver

24 (9 youth, 7 caregivers and 8 providers)®

25 (11 youth, 7 caregivers and 7 providers)?

Developed by research team with written feedback
(CV) (n = 8; 1 youth, 3 caregivers and 4 providers)
and online focus group (n = 3; 1 youth and 2

9 (3 youth, 3 caregivers and 3 providers)

1 youth, 1 caregiver and 2 research team members

WILEY-¥

2.4 | Data sources

Table 2 provides an overview of the data sources. Three 2-hour web-
based focus groups were held by perspective, followed by a 5-hour
in-person co-design event. Key themes were synthesized into the ‘con-
tinuity vortex model’ which is a guiding framework for the transitions
protocol. All participants were invited to provide feedback on the draft
model by email or through an online focus group, and revisions were
incorporated. In addition, 23 evaluation surveys (79.3% completion
rate) and 9 evaluation interviews (3Y/3CG/3P) were completed about
participants' EBCD experiences. Focus group and co-design event
discussion transcripts illustrate how ID model elements were encom-
passed in the EBCD stages. Evaluation interviews demonstrate align-
ment of the overall experience with ID concepts. A semi-structured
guide was used in the author's reflective discussion to probe directly
about ID processes and principles (see Appendix 1). Written responses
to the question ‘What would you tell someone about the co-design pro-
cess you experienced that resulted in the Continuity Vortex model?’ were
provided by one youth (AC) and one caregiver (TM) co-author.

2.5 | Data management and analysis

Audio recordings were transcribed verbatim by a professional tran-
scription service and de-identified, for example YO9FG [(Youth/Y;
Caregiver/CG; Provider/P)/number/ source]. Data analysis was it-
erative. The research team (GM, JG and AM) deductively coded El
data using the categories of the ID model, searching for confirm-
ing and disconfirming evidence, allowing for emergent themes and
discussing discrepancies until consensus was reached. Two au-
thors (GM and AM) coded the AR, WR and CV data using the same

Original objective/outputs

To identify and validate touchpoints in experiences/
experience summaries by perspective/transcripts from
discussions

To co-design service elements of transitions protocol/
transcripts from discussions and 3 prototypes to
improve service transitions:

1. guiding principles

2. improved youth friendliness

3. protocol elements

An overarching model that combines key themes from
co-design event and focus groups as a basis for future
work to refine and implement a transitions protocol for
the LHIN

To understand and improve experiences of engagement
processes (focus groups and co-design event)

To explore extent to which ID principles and processes
were experienced by EBCD participants

To reflect on overall experience from respective
perspectives.

#Same participants across the focus groups and co-design events with minor variations due to participant availability at either event.
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codebook. Following reviewer suggestions, we revised the code-
book (Appendix 2) to fully explore ID processes across EBCD stages
and applied it to an expanded data set (FG and CD), triangulating
across data sources to enhance rigour.®”%? The study received eth-
ics approval from the Hamilton Integrated Research Ethics Board
(study #1982). We used the COREQ checklist as a tool to review and
guide the reporting of our methods and findings of this manuscript.

3 | FINDINGS
3.1 | Core processes of integrative dynamics
achieved through EBCD processes

Two ID processes (uncovering the mythos of identity and working
through emotional pain) were primarily associated with the separate
focus groups in the first stage of our EBCD process. The remaining
ID processes (building cross-cutting connections and reconfigur-
ing the relationship) were primarily associated with the co-design
stage (see Figure 1). We present our findings for each stage in turn.

3.1.1 | Acknowledging the past at online
focus groups

The core ID processes of uncovering the mythos of identity and working

through emotional pain were evident during the sharing of touchpoints

Emotional transformation

during the focus groups. Figure 2 illustrates the identification of a
touchpoint—a hospital visit for a youth suicide attempt—shared at the
caregiver focus group, as the participant shares emotional pain and un-

covers core elements of the caregiver and youth identity mythos.

Uncover the mythos of identity

For youth, feeling frightened, alone and blamed by the system were
repeatedly heard. Some felt like prisoners, who were not even al-
lowed visitors,

| was put in [hospital] psych ward ... when | was 15. ...
So those three and a half weeks, | was not allowed to
see my parents. My workers didn't come and visit me.
No, | was literally locked in the psych ward.

[YO6FG]

Others described feeling blamed for being manipulative when ad-

mitting suicidal ideation,

... That was essentially me saying please don't leave
me alone. And they looked at me and said, “I'm sorry,
we don't tolerate threats here”. And they closed the
door and walked away.

[YO3FG]

Youth also felt blamed for not trying hard enough to find services

during the transition period, and were asked ‘Well why didn't you come

Building
crosscutting
connections

&
m

o’

Work through emotional pain
« |dentify touchpoints
* Draw experience

Acknowledging

a—

* Power of visuals and
metaphors

@
~

Fortifying

the past

Uncover the

mythos of identity
* Begin forming group identity
* Empowerment by perspective

Reconfigure
the relationship

Structural transformation

Focus groups that acknowledge the past
. Uncover the mythos of identity .
. Work through emotional pain .

« Full group dialogue

the future

Co-design that fortifies the future
Building cross-cutting connections
Reconfigure the relationship

FIGURE 1 ID processes within EBCD
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FIGURE 2 Identifying mythos of “.... She was 20 at the time she had attempted suicide. It was an absolutely

identity and working through emotional
pain when discussing a touchpoint

Touchpoints

Working
Through
Emotional
Pain

and get help when you were 15?... were you not serious about getting
help?’, when in fact there were ‘simply no support systems in place for
anyone to get to at that point.’ [YO6FG]

Caregivers described being excluded from their youth's care,
particularly as the youth aged,

| felt like | was out of the loop from the time he was
14 with the doctors because of the privacy act with
my son's rights. It was like, “How can a 14-year-old
have so many rights?” and as a parent | didn't feel that
| had any.

[CGO7FG]

Like the mythical Sisyphus, families felt condemned to keep start-

ing over and over again in trying to find the right care for the youth,

... they can't help them if the care isn't consistent. And
so, we wait and we find care. [Then] it's taken away.
And so we have to start all over again. So maybe he's
made a little progress, but then we have to start look-
ing again for something else to help.... - start all over
again - start all over again ...

[CGO5FG]

A related theme was the pressure on families, .. the toll it takes on
you and your family. It's almost never-ending. It's exhausting’. [CGO5FG]
This is compounded by guilt felt when other family members say, ‘it's all
about her, [CGO4FG] and when services are not helpful,

Because we've said to our child, “We'll take you here;
they'll help you,” and they don't. They just, in essence,

make it worse. And then we, on top of everything

»terrifying experience both finding her and our experience at the hospital. We went
into emergency, we sat there for hours while she threw up from the pills that she
took because she tried to overdose. When they finally did take her, they took her by
herself with a nurse that was not a very friendly nurse and took her to her room ¥._
by herself. She asked when | could come with her, they would not let me go.¢—>——————
Then they put her on a 72 hour hold and they told us we were going to be taken E
across the hall to the psychiatric emergency intake at [hospital name]. And we were
escorted by one of the emergency room staff and two security guards. And we
went into two double steel locked doors, that slam behind you and you
couldn't go in or out at that point. You were just in this room. The nurses and <~~~ likea
doctors sat in the middle area in a glass enclosed area and kept the doors
closed and watched on monitors. There was a person who was screaming and
smashing on the door and he [was] screaming to let them out. Security was called
several times for another patient. And we just sat in this room for hours, ghich was /!
afilthy dirty room. And then they wanted to speak to her by herself. The nurse ;'
that came to talk to her was very nice, but | had to go in the hall and stand in the | ;
. hallway because | couldn't go out. And even just standing in that hallway, | was v: [
‘»terrified with the surroundings. And then later that evening, four police officers ;
. brought in another patient past our doorway that it took four of them to move her |
| down the hallways. Security was called again. And we sat for hours before anybody:
1 even came to talk to us. When they wanted to do a urine sample to see if she was¥
\ taking drugs, the bathroom had no soap, no paper towels. The walls had been
« written on, "If your doctor's abusing you, here's the number to call." It was just a
horrific experience. The more that somebody screamed and cried out for help
or just wanted out of there, the more upset she got and the more terrified she
got. And in the end, they finally said to us, "We'll let her go, but we'll have to-- if she
agrees to go to counseling, and we'll arrange counseling." And it took three «——
months of me calling to finally get the counselling.[CG04FG]

Youth Identity
Mythos: Alone,

prisoner,
blamed

Family Identity
Mythos:
Excluded,
starting over,
feeling guilty

else, have all this guilt because our child thinks we lied
to them...

[CGO5FG]

Providers described trying to assist youth through transitions, but
having their hands tied by a disconnected system,

...they kind of hit 18, they age out, and service is done.
| know we've done our best to kind of reach out and
try to foster that relationship [across services], but it
isn't happening at the rate we expected.

[PO5FG]

Very different care models between child and adult services also
hampered transitions,

...because the child system and adult system are set
up so differently ... So then, youths are kind of cut off
in the middle of treatment sometimes, and there's not
something to continue with on the other side -- it's a
different model completely sometimes.

[PO3FG]

Working through emotional pain

For youth, the focus group offered a place to share feelings of over-
whelm, frustration and anger, with others who had similar transitions
experiences. One youth described such feelings when attending an
adult group they were not ready for,

| wasn't ready, myself, to have CBT. | would go into
every session, and | would cry and cry because | was

so scared, like | didn't do the homework...I felt like |
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was letting everyone down..my counselor would
ask me, “Are you sure you want help?” And | was so
angry. | was like, “Of course, | want help. That's why
I'm here." But it's so hard to do everything when I'm
feeling like this too.

[YO2FG]

The focus group was also cathartic for caregivers. One caregiver
was moved to tears sharing feeling insulted when a service provider

seemed to suggest their daughter was a ‘lost cause’,

We took a giant step back in child services because
we had a psychiatrist that told our daughter that
there was nothing they could do for her... we were
very, very upset. So it wasn't only getting services
... We were going backwards and our daughter
took that to heart and still holds it to heart. She
has a hard time trusting anybody because of that
statement.

[CGO3FG]

Hearing similar experiences from other caregivers was reassuring,
... the support that | felt from other families or care-

givers. Listening to what they had been through, the
roadblocks they had experienced reassured me that |

was not alone. Their support and comfort helped me
through difficult moments.
[CG-AR]

For providers, there was less emotional pain to work through; how-
ever, there was considerable frustration with the lack of responsive-
ness of the system.

...[the] waitlist is so long that they're not able to get
into services at all, so the referral source will say, “You
know what? It's not even worth completing the refer-
ral.” And then we have nowhere to send them.
[PO7FG]

3.1.2 | Fortifying the future at the co-design event

At the co-design event, emphasis shifted from acknowledging the
past to fortifying the future. Figure 3 illustrates how themes of
building cross-cutting connections and reconfiguring relationships
to achieve emotional and structural transformation were identified
in the discussions.

Building cross-cutting connections
The process of building cross-cutting connections began with
showing the trigger video. For some, it was difficult to watch, but

“So we have two diagrams. We'll do the tomato plant first. There were some
differences as far as the main support. The family thought that we should be
——» the main support of the tomato plant. But the youth brought their fantastic
Building Cross- perspective of having a rounder tomato cage to help support. But, as well, there's
Cutting
Connections representing the transition. And tying the plant off early helps it grow strong as
opposed to not supporting it and it falling over. What else was there? The service
¥ providers had an awesome idea about youth owning the information by having an
identification plant sign. So it's the youth's
ID kind of.” [Caregiver]
| was just going to say, another thing with the round cage is once the tomato is . __
strong and has more growth, it grows above those supports to become more «------3
independent. [Second Caregiver Participant in Audience]
So | think there was some really important things that the youth talked about which
» was empowerment and self-advocacy, and so they talked about bees and the
pollination process. So it's less about needing a stake to support them or the cage y
to support them. But more about empowerment and the process happening for
themselves. The sun and the rain weren't clearly defined when the family
members put it together. But the service providers talked about the
> environment needs to be flexible and the balance, right? So in nature, typically,
there is a balance of rain and sun and sometimes that doesn't work out the way we
like it to, but in general, that happens. | think the growth process, or the fruit, the
tomatoes, new providers, adult providers, are sort of younger, growing on the plant.
And as the youth grows, the overripe tomatoes will fall off. And that symbolizes the €——
child providers no longer needing them. [Small Group Facilitator]

Emotional
Transformation

So there was another picture that emerged or another visual that emerged and we
had a garden theme going here. So the idea was that there's a bit of a garden path
with some stepping stones and the stones here represent youth. And the idea
was that as you start on-- family members added that family members are there

—» sort of at each stage in the process. Youth kind of made that distinction that it
maybe not be that way for all youth and that we may need to rethink it. And service
providers really pointed to a great insight, which was around peer support
and having peer support at each step of the process. So it was a great addition.
And then the idea is that the child provider, like the child and youth provider are
there sort of closely connected at the beginning and the adult providers are sort of
starting to come closer. And then as they move through the journey the child and
youth providers are sort of moving away and the adult providers are becoming <—
more closely connected with the youth. | think that that captured what we talked
about.

also opportunities for them to get different supports. The ties around the plant was ¢—————

Reconfiguring
the
Relationship

Structural ||
Transformation

FIGURE 3 Co-design to achieve
emotional and structural transformation
by building cross-cutting connections and
reconfiguring the relationship
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nonetheless effective in making the challenges ‘more personal’
[YO2EI] and inspiring collaboration for improvement.

It [trigger video] was kind of hard to watch because
it's something that kind of hits home with me, but |
thought it was thorough and it got the point across ...
[and] de-isolates the way that individuals can feel, ...
be[com]ing a rallying point for people ... of being more
inspired to find solutions ...

[YO2EI]

In the first co-design round, participants initially worked in small
groups by perspective to develop a prototype to inform the tran-
sitions protocol in terms of guiding principles (caregivers), youth
friendliness (youth) and protocol elements (providers), respectively.
Through facilitated brainstorming, each group collectively shared
and built upon members' ideas, with the caveat that ‘no idea should
be left behind’ until the ideas ‘gelled’ into an improvement concept.
Each perspective developed an initial visual prototype, with partic-
ipants taking turns ‘holding the pen’ as they drew their prototype
solution. Prototyping by perspective ‘empowered each group to talk
about the issues that they see’, and then ‘warm up’ to brainstorm in a
way that aligned with other perspectives [PO4EIl]. Prototype images
helped to bring ‘clarity and understanding’ to what each group was
building. [PO9EI]

Participants then offered suggestions to improve initial pro-
totypes developed by the other perspectives. One group mem-
ber presented the initial prototype to the other groups as they
passed through the rooms in turn, enhancing the prototype with
their perspectives in a ‘carousel’ approach to co-design. A pro-
vider found it ‘super refreshing’ to see each group's agenda in
turn and that ‘... it really all dovetailed nicely together.” [PO4EI]
Another found that by ‘...going through each room in advance of
kind of combining us’, the process allowed ‘the group dynamic to
just continually form around the ideas, as opposed to any group
dynamics maybe taking over. [PO7EI] It also enabled youth voices
to be heard,

It was really nice to have the youth take the lead and
hear from them, and have them kind of lead that pro-
cess ... it went really well.

[PO9EI]

Following the carousel co-design enhancements, the entire
group met in plenary and strengthened connections as the proto-
types were presented and discussed, recognizing areas of overlap
in their suggestions. A caregiver explained that ‘it was inspiring
and interesting to see the other groups ideas. There was a similar-
ity with all of them.” [CGO6EI] During this discussion, a caregiver
spontaneously shared,

Can | just verbally voice how impressed-- without get-

ting emotional because | do that... | was so inspired.

WILEY-—%

This was the first time I've been with a group that was
led by youth or those involved and | thank you. | thank
you for that.

[CGO8CD]

This was followed by a round of applause in the first visible demon-
stration of the developing feeling of transcendent unity‘34

Following a networking break, participants worked in mixed
groups in the next co-design round, creating opportunity for frank

discussion of differing perspectives,

..there was a bit more conflict, not to say that there
was conflict per se. Different generations played a
role. The adults are scared, the service providers are
unsure, and everyone has something different on
their mind, so things can get overwhelming, but over-
all things went well. And it was necessary, | don't think
it shouldn't have happened.

[YO3EI]

A youth described gaining ‘new understanding [of] what my mom
went through, and being ‘brutally honest’ with other caregivers, in a
way that they could not be with their own mother. [Y-AR] A caregiver
explained that being detached from the immediate crisis, they could
listen ‘to other stories [and]... hear what is going on’, in a way they could
not when the primary focus was on ‘What do | need to do for my child?’
[CG-AR].

Reconfiguring the relationship

All prototypes acknowledged the tumultuous changes that youth ex-
perience in their lives and service systems, and used metaphors to
restructure relationships: placing youth at the centre of a solar sys-
tem (prototype 1); creating an open tomato cage to support youth to
flourish (prototype 2); building a garden path of evolving supports as
youth develop (prototype 3); and hand-holding for continuity across
services and supports during transitions, with the youth as the ‘star’
(prototype 4).

| found some of the ideas ... really interesting. Like
the passports that youth came up with. And even
the idea of the growing tomato plant ... [I] found it
incredibly interesting to consider things from those
perspectives.

[PO7EI]

At the end of the mixed group process, everyone had a chance to
comment on the prototypes, clarify different elements and add new
ideas during a plenary presentation, so that ‘...everyone was on the
same page before leaving,’ [YO1EI]. Youth felt empowered when their
ideas were supported and built upon by the whole group.

We actually had the idea of a youth passport and the

idea grew and grew and got tweaked and we got a
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Prototype 1: All services are centred around Prototype 2: The tomato plant metaphor
the youth, and moving in a responsive way to enabled youth and family/caregivers to work
them like an orbit around the sun. The slogan through emotionally-charged discussions
“Nothing about me without me” is a core about family involvement. The trellis and ties
principle that reflects the need for co-design and denote support but flexibility-- not a cage to

a strong voice for youth at the planning table. hold in, but an open network to catch youth if

needed as they grow.
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Prototype 3: Stepping stones along the path

to adult services/adulthood with supports and

relationships that evolve in an individualized
way. The youth is always at the centre of
changing services, family/caregiver and peer
support as a collaborative circle around the
youth, who is never left alone on the journey.

Prototype 4: Youth are at the centre of transition
process with the goal of empowering them to
make decisions about their own care. The arrows
between support team members speak to
rebuilding relationships and represent a constant
multidirectional flow of information, services, and
knowledge. A navigator is a key facilitator of the

process.
FIGURE 4 The continuity vortex model derived from prototypes of restructured relationships
cool amalgamation at the end of it ... It was nice to face and deliberations (see Figure 4) as a basis for structural trans-
the group and see their heads nodding in agreement. formation. The CV model reflects the calm stability that youth
[YOS3EI] are seeking within the vortex of change they are experiencing

at this developmental stage and during the transition process.
Again, participants felt a sense of transcendent unity, It places youth at the centre, and provides continuity of ser-

vice delivery, relationships, information and service culture, to

... you could feel the energy in the room -- | mean, achieve stability within change. ‘Energy flows’ fuel system-wide
it was a great feeling because it's like everyone was transformation by creating opportunities for youth to flour-
uniting to actually do something. We do lots of talking ish, through systems of support that are relationship-driven,
in our agencies and amongst ourselves about what promote active learning, empowerment through knowledge,
needs to happen, but | think it was a great kickoff co-working and co-responsibility, and are responsive to di-
because it really sort of underlined the energy in the versity. The final model received strong endorsement from a
room in that we have a common goal here and we're youth,

all actually doing something about it.
[PO4EI] The Continuity Vortex model that came out of the
event truly is a composition of all three parties that
Following the co-design event, the research team developed attended the event.

the continuity vortex (CV) model drawing from the prototypes [Y-AR]
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FIGURE 5 Structural transformation through an EBCD/ID process

3.2 | Achieving emotional and structural
transformation

The ultimate aim of the ID process is emotional and structural
transformation. From an emotional perspective, it was ‘imperative
to address the frustration that each group is experiencing with the
current system.” [CG-WR] From an emotional perspective, many
youth and caregivers described the EBCD process as providing
hope through learning they were not alone in their difficult ex-
periences. Some participants gained insight they might not have
from their own family members. One caregiver appreciated hear-
ing ‘from other youth experiencing the pain and frustration that
my child was feeling, but was unable to express to me’. [CG-WR]
This meant the parent ‘was able to comprehend more, once the
personal component was removed.' [CG-WR]

From a structural perspective, one youth described the current
system as ‘... youth and caregivers and service providers are in dif-
ferent rooms and only connect with tiny windows but can't always
see through at the same time’ [YO3EI]. In Figure 5, we illustrate the
structural transformation that occurred during our EBCD process, with
youth, caregivers and providers initially feeling alone and spinning in a
whirl of developmental changes*® and through the staged EBCD/ID
processes reaching a vision for structural transformation with, ‘The
conclusion ... that we are all a part of the same team with the same goal

in mind, of removing the feeling of helplessness.’ [Y-WR]

4 | DISCUSSION

Shapiro® likens the clash of identities in emotionally charged con-

flict to the earth's shifting plates which typically go unnoticed, until

they collide. Such clashes can be destructive, like an earthquake, or
by combining ‘identities into a whole greater than the sum of the
parts’ (p. 138)%* can create a mountain of new strength and stabil-
ity. Our research suggests that the EBCD process led participants to
achieve transcendent unity where there was a history of difficult re-
lations. Applying the ID lens revealed how participants understood
their identity in relation to others in the system, worked through
their emotional pain, built cross-cutting connections and reconfig-
ured relationships by ‘synthesizing identities’ during the EBCD pro-
cess (p. 196).2* The CV model moves youth from feeling like victims
to being the centre of the relationship; caregivers from exclusion and
guilt to inclusion as a supportive resource; and providers from having
their hands tied to having an active role in reshaping the transitions
process.

We identified three key themes in the EBCD process that facili-
tated ID. First, the phased approach of EBCD offers an opportunity
to work through select ID activities within one's own perspective
before working across perspectives. Working through emotional
pain and identity mythos mostly occurred in the diagnostic phase
(focus groups), where participants felt empowered by discussing
touchpoints and learning they were not alone in their experiences.
Making cross-cutting connections and reconfiguring relationships
mostly occurred in the intervention (co-design event) phase. At
the same time, consistent with the ID model, there was non-lin-
earity in moving repeatedly through these processes during other
EBCD phases. For example, some participants gained additional
insight on painful experiences during discussions with other per-
spectives during co-design activities. Building connections began
in the separate focus groups as individuals' experiences of being
alone and blamed (youth), shut out and guilty (caregivers) and having

their hands tied (providers) were recognized as common. This may
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have helped in building cross-cutting connections at the co-design

event.®®

We anticipate various ID processes will be revisited during
subsequent EBCD stages where details of CV model implementation
are co-designed by participants.

Second, a gradual approach to integration of groups during
EBCD prototyping activities was viewed as an opportunity for ful-
some discussion and finding voice in one's own group before work-
ing across perspectives. Like the separate focus groups, the initial
carousel approach provided a ‘safe space’,** free of judgement to
work through pain and develop initial solutions that embodied the
core issues of each perspective, before layering on other perspec-
tives. Participants strongly favoured this layering approach and were
more open to hearing other perspectives as they built upon each
other's work. Plenary sharing demonstrated commonalities that
contributed to the experience of transcendent unity witnessed by
unanimous applause and later discussed in language consistent with
the ID model, such as shifts in ‘energy in the room’, and everyone
working ‘toward a common goal’. Achieving unity created a ‘brave
space’ that enabled more challenging dialogue in mixed groups that
built mutual understanding,*! followed by the final plenary discus-
sion that re-established transcendent unity.

Third, the power of prototyping®® in bringing divided groups
together was dramatically apparent. Following a brief yet com-
pelling acknowledgement of past pain through the trigger video,
participants quickly moved towards fortifying the future through
prototyping. As one provider observed, it was easier to focus on vi-
sionary metaphors than the details of implementation, which could
be divisive.!*#*? This suggests that a continued focus on ID con-
cepts may benefit the next EBCD stage implementation processes.
Furthermore, a policy-maker and co-author (JG) found the exercise
of exploring the metaphors inherent in the prototypes to be incred-
ibly valuable in understanding the nuance of the messages being
communicated by the participants, which is critical to inform policy.
For example, caregivers had initially conceptualized a stake with ties
that offer stability and consistency while youth developed, but the
ties were perceived by youth as too restrictive. Youth preferred an
open tomato cage that they could grow out of. This translated into
key elements of the CV model: adopting a strength-based approach
that empowers and builds capacity in youth and caregivers; foster-
ing opportunities for youth to flourish; and providing flexibility and
appropriateness to each youth's context.

When developing EBCD, Bate and Robert stated that under-
standing experience ‘... requires an understanding of the interaction
and relationship between the user and that service’ (p. 309).2 It is
therefore not surprising that relational conversion may be needed
when bringing together groups where relations have been fractured
in the past. In our case, youth who have felt isolated and blamed,
caregivers who have felt shut out of care conversations and provid-
ers who have felt constrained by siloed and under-resourced service
systems were vocal about the need for relational conversion across
perspectives and systems. As participants described, the staged
EBCD process resulted in a vision for emotional and structural

transformation that creates ‘...positive connection and interaction

between the person and the service, (p. 309)? which is the end goal
of experience-driven health system improvement according to Bate
and Robert.

5 | IMPLICATIONS FOR RESEARCH

Researchers may benefit from building the ID principles and steps
into their own engagement processes when working with mental
health service users and caregivers, given the risk of emotionally
charged dynamics. For example, while the mythos of identity of
each group emerged organically in our processes, this could be made
more explicit. Each group could begin by generating their own per-
sona, to visually represent their relationships with others in the sys-
tem and share this in subsequent ‘rounds’ of discussion with other
participants. Similarly, explicit efforts to bring the groups into align-
ment could include relational prototyping with pre-post-measure-
ment of perceived alignment. Once ideas for relational change are
addressed, further co-design objectives could be progressed.

Another lesson for mental health researchers was that for many
participants, it was easier to build mutual understanding once they
had time and distance from immediate crises, and when working
with participants of different perspectives who were not immediate
family members. This can be an important consideration in designing
sampling and recruitment processes.

Finally, while the focus of acknowledging the past in ID is on
working through past pain, EBCD captures touchpoints as both
emotional highs and lows. Injecting the high points in past experi-
ence into deliberations may assist in coming into alignment and en-
visioning a future of improved relations among historically divided
groups, which is consistent with the literature on influence of posi-
tive emotions on negotiation.*3

5.1 | Strengths and limitations

This work makes an important contribution to the engagement
literature by exploring the interpersonal and intergroup dynamics
that occur when engaging youth, caregivers and providers in mental
health research using the EBCD approach. It also shows how the
steps of the ID model align with two key EBCD processes, along
with the benefits of a gradual approach to integrating groups in
co-design, and the helpfulness of prototyping. A limitation of this
work is that it is based on a retrospective analysis of a single case.
A challenge in examining subjective experiences of relational shifts
retrospectively was that initial questionnaires and activities were
not explicitly designed to probe the ID concepts. Nonetheless,
these were witnessed in the data from the EBCD process and were
validated in the author and written reflections. To further enhance
rigour, the ID themes were analysed based on a guiding concep-
tual framework using a pattern matching approach that allowed
for emergent themes, and were triangulated across multiple data

sources and perspectives. Furthermore, this study builds upon a



MULVALE ET AL.

programme of research in which similar shifts towards integrative
dynamics were subjectively experienced during EBCD processes.
Nonetheless, it is not known to what extent the findings from this

case can be generalized to other contexts.

6 | CONCLUSION

Our findings suggest that the EBCD processes aligned very well
with the ID model in this case, suggesting how harmony can be
built among groups with a history of emotionally charged conflict.
Mental health researchers may benefit from giving explicit consid-
eration to the ID principles and steps when planning and execut-
ing engagement activities. In particular, it is essential to create an
open, compassionate and cooperative mindset which allows not only
a ‘safe’ but a ‘brave space’ for dissonance in deliberations to occur.
Engagement activities that strive for harmony, rather than victory,
feature gradual integration and prototyping, may not only reduce
the risk of ‘us vs them thinking’, but may also promote integration
across perspectives and a fundamental restructuring of relations

among participants where there has been prior discord.
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To what extent did these processes help to build connections
across groups (ie youth, family/caregivers, service providers) and
reveal the extent of alignment among them?

To what extent did you feel these processes changed the rela-
tionships among the groups (ie youth, family/caregivers, service
providers)?

To what extent do you feel the Continuity Vortex model that
came out of the process will change the relationships among the

groups (ie youth, family/caregivers, service providers)?
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APPENDIX 2
CODEBOOK - INTEGRATIVE DYNAMICS
Nodes
Name Description

Building cross cutting connections

Attune to connection

Strengthen relations

Empowering

Ensuring safety

Logistics
Enough time
Facilitation

Feeling appreciated

Focus on the positive

Providing background materials

Moments of integration

Nonlinearity

Open mindset

Path to harmony comprises both
past and future

Reconfiguring the relationship

Allowing for flexibility as we
restructure relationships

Envision scenarios for
co-existence

Power of prototypes and
metaphor in reconfiguring

Synthesized identities

Structural transformation
Accountability

Common approaches across
services
Improving communication

Informational restructuring

Reducing barriers

This is a higher level node linked to the ID model. It includes statements of building understanding across
perspectives.

This includes statements that recognize shared understanding or meaning, and other connections across
perspectives.

This captures any statements that pertain to building stronger relations across perspectives.

This captures comments about whether participating in the EBCD process was an empowering
experience.

This node captures statements regarding anonymity of participants creating a sense of safety
in presenting negative feedback.

This is a higher level node that captures comments in the evaluation data about logistical considerations.
This captures references to wanting more time (or not) in conducting various activities.
This captures comments about the effectiveness of facilitation.

This captures comments about the extent to which the participants felt their contributions were
appreciated.

This captures any appreciative statements about how the co-design event focused on improving the
system for the future.

This includes statements about whether having background material to refer to in advance of the events
was helpful or not.

This node includes any ‘aha’ moments where participants describe how the process inspired them, or
brought them together in ways they had never experienced before.

This captures the back and forth iterative process of working through each of these steps, and emotional
responses in particular.

This includes statements about whether a positive, open mindset existed at the co-design event.

This includes statements about the importance of acknowledging the past as well as thinking through
new ways of working together in the future.

This is a higher level node that captures comments about how relationships need to/are changing
between participants.

This includes statements about the importance of flexibility in the solutions including the need for an
individualized approach.

This captures examples which include changing extent of family involvement, information-sharing to
inform families; involving youth in every decision; and service providers getting to know each other
across organizations.

This captures examples of how the use of visuals/metaphor facilitates building appreciation and stronger
relationships among participants.

This includes statements where identity elements of each group are reflected in the final solution,
while allowing for remaining areas of difference (like the centre of a Venn diagram).

This is a higher level code that captures structural changes being proposed in a number of subdomains.
This includes statements about the need for more accountability in the system.

This includes statements about the need to have a more common approach between child and adult
services.

This includes statements about the need for improved communication across services and stakeholder
groups.

This captures statement about the need for ways of restructuring information flows among the various
groups and services.

This includes statements about the need to improve financial, transportation, waitlists as other barriers
to smooth transitions.
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APPENDIX 2 (Continued)

Name

Structuring the event in stages

Uncovering the mythos of identity

Caregiver identity statements
Service provider identity
statements

Youth identity statements

Working through emotional pain
Initial problems
Not feeling alone
Offering hope

Witness and appreciate each
other's pain

Description
This includes statements about whether it was helpful to work together in a step by step process with
gradual integration of groups and perspectives.

This includes data where the personal significance of the issue is uncovered, including, how participants
of each perspective view each other. For example, service providers may see each other as the
‘protectors’ of the youth's confidentiality at all costs. This is the higher level code for all 3 perspectives.

This includes caregiver statements that reveal how they see themselves in relation to others in the
system.

This includes statements revealing how service providers see themselves with respect to others in the
system.

This includes statements that reveal how youth see themselves in relation to others in the system.

This is a higher level code that captures any themes pertaining to emotional pain that were discussed and
worked through (intentionally or not, through the activities) consistent with the ID model.

This includes statements about problems in transitions in the current system or in relationships among
perspectives.

This includes statements about the benefits of hearing from others with similar experiences during the
deliberations.

This includes statements about how EBCD processes/activities provided participants with a sense of
hope.

This includes statements where there is evidence of people interacting to hear and support each other in
their pain (past or current) relating to youth mental health transitions.



