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Abstract

Objectives: To explore the acceptability of peer mentoring for people with a traumatic brain

injury (TBI) in New Zealand.

Design: A Qualitative Descriptive study exploring experiences reported by mentees and
mentors taking part in a feasibility study of peer mentoring. Interviews with five mentees

and six mentors were carried out. Data were analysed using conventional content analysis.

Setting: The first mentoring session took place pre-discharge from the rehabilitation unit.

The remaining five sessions took place in mentees’ homes or community as preferred.

Participants: Twelve people with TBI took part: six mentees (with moderate to severe TBI;
aged 18-46) paired with six mentors (moderate to severe TBI > 12 months previously; aged
21-59). Pairing occurred before mentee discharge from post-acute inpatient brain injury

rehabilitation. Mentors had been discharged from rehabilitation following a TBI between 1

and 5 years previous.

Intervention: The peer mentoring programme consisted of up to six face-to-face sessions
between a mentee and mentor over a six month period. The sessions focussed on building
rapport, exploring hopes for and supporting participation after discharge through further

meetings and supported community activities.

Results: Data were synthesised into one overarching theme: Making sense of recovery. This
occurred through the sharing of experiences and stories; was pivotal to the mentoring
relationship; and appeared to benefit both mentees and mentors. Mentors were perceived

as valued experts because of their personal experience of injury and recovery, and could
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provide support in ways that were different to that provided by clinicians or family

members. Mentors required support to manage the tensions inherent in the role.

Conclusions: The insight mentors developed through their own lived experience,
established them as a trusted and credible source of hope and support for people re-
engaging in the community post-TBI. These findings indicate the potential for mentoring to

result in positive outcomes.

Trial registration: International clinical trials registry platform (ICTRP) UTN: U1111-1142-

7155

Keywords

Traumatic brain injury, peer mentoring, qualitative, feasibility, recruitment, retention
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The use of qualitative interviews in this feasibility study enabled an in-depth exploration

of the experiences of mentees and mentors engaged in a mentoring programme after
traumatic brain injury.

The study design was informed by our previous work trialling rehabilitation
interventions with this population and incorporated robust methods to collect and
analyse qualitative data.

The intervention, developed using theory, evidence and consumer involvement; was
delivered face to face and was flexible to the needs of both mentors and mentees.
This was the mentors’ first experience of mentoring following TBI, therefore, the
benefits and challenges presented here may change in a larger trial where mentors have
the opportunity to support more than one mentee.

This study was designed to explore acceptability of peer mentoring and the efficacy of

this intervention requires further investigation.
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Introduction

New approaches to supporting recovery and adaptation after Traumatic Brain Injury (TBI)
have been called for, given recognition that it is more appropriately conceptualised as a
‘long term condition than a single episode injury’.! Peer mentoring has been defined as
‘support provided by individuals who have successfully faced a particular experience and
can provide good counsel and empathic understanding to help others, with similar salient
population characteristics, through a comparable experience’.(p436) ** Peer mentoring
interventions generally include some degree of informational, appraisal, and emotional
support.” It has been used for over 50 years in mental health ° and is increasingly used in

236-8

rehabilitation, for example with people with spinal cord injury and heart disease.**®
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The case for peer mentoring can be found in a number of psychological theories, such as
social cognitive theory '°, and self-determination theory.' These propose that observing
others, feedback and modelling, and social exchanges that support autonomy lead to better
outcomes for those receiving the mentoring. Peer mentoring led to better adjustment after
spinal cord injury in a study in which mentors helped mentees to cope with practical,
emotional and identity challenges and project future possibilities.®® A review of peer
mentoring in heart disease showed that it led to increased self-efficacy, improved activity,

reduced pain, and fewer emergency room visits.’

Peer mentoring for TBI is of particular interest with an estimated 10 million people
sustaining a TBI each year worldwide, > and over 70% of these experiencing wide-ranging
and significant problems that persist for many years after injury.'® Current services primarily
target the acute/sub-acute phase with only limited ongoing input.** The burden this
situation poses to the individual and society prompts an urgent need to develop strategies
to improve long-term outcomes for people with TBI and their families. New Zealand has a
very high incidence of this condition (811/100,000).'*> Many individuals with moderate to
severe TBI suffer significant on-going consequences in domains of physical, cognitive and

psychological functioning, and personality changes.'®?’

This variety of consequence makes
peer mentoring potentially challenging as candidate mentors may also be experiencing long-
term consequences of their TBI. Consequently, it is not surprising to find a limited range of
published research exploring peer mentoring in TBI. Three US-based studies exploring peer
mentoring in TBI report positive benefits on knowledge, quality of life general outlook,
behavioural control and return to work; however, design limitations and trial issues hamper

28-31

generalisability and adaptability of these findings. Our study aimed to explore the

feasibility and acceptability of a peer mentoring intervention in the New Zealand context.
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This paper describes our approach and reports on the qualitative data collected to evaluate

the acceptability of the intervention.

©CoO~NOUITA,WNPE

Methods

11 A Qualitative Descriptive > methodology was employed to explore mentee and mentor
experiences of their participation in the peer mentoring intervention. This methodology is
16 particularly useful for guiding intervention development because it seeks to understand

18 complex experiences that are embedded within the human context.** We had funding to

21 include six mentees and six mentors. The study was conducted in Auckland, New Zealand /
23 Aotearoa where nearly all moderate-to-severe cases of TBI on the North Island have

25 inpatient rehabilitation with a single provider after their discharge from the acute hospital
28 services. This provider cares for between 100 and 150 people per year,** and was the sole
30 site of recruitment for mentees.

Invitations to take on the role of mentor were sent by letter in batches to those identified as
35 eligible by the rehabilitation provider and followed up by phone to confirm eligibility. Letters
37 were also sent out from our research centre to those who had previously taken part in other
studies and expressed an interest in being involved in further research and fitted the study
42 criteria. Those people who met the eligibility criteria and expressed a desire to take up a

44 mentoring role were invited to attend a job interview. The interview panel consisted of

47 members of the research team (which included a psychiatrist with expertise in TBI). All

49 potential mentors also underwent a criminal record check. The mentors were paid on a

51 research assistant pay scale for their time on the project. Mentee recruitment was initiated
54 by rehabilitation staff approaching all eligible participants and passing contact details of

56 those interested in hearing more about the study to the research officer (CC). The research
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officer then met with potential participants (and interested family members), explained
what the study involved, discussed any concerns and took informed consent from those
willing to proceed. Participant eligibility criteria for both mentors and mentees are displayed

in Table 1.

Ethical approval was obtained from the New Zealand Health and Disability Ethics Committee

(ref 13/NTA/99/AMO5) and the University (ref 13/288).
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Table 1. In- and exclusion criteria

Inclusion criteria

e Age (years)

e Moderate or severe TBI*>3¢

e Discharge from inpatient rehabilitation

e Living in the greater Auckland region

Exclusion criteria

e Unable to communicate in a way that
enabled engagement with a
mentor/mentee

o Medical condition that precluded their
participation

e Discharge FIM Cognitive domain score*
224 %

e Ongoing alcohol or drug abuse problems,
communication difficulties, known gang
affiliations, concerns in terms of safety or

security (clinical judgement)

Mentees

215 years

v

Imminent

W

Mentors
>18 years
\4
1-5 years previously

\4

* FIM: Functional Independence Measure, data obtained from the rehabilitation centre

** Moderate TBI: initial Glasgow Coma Scale (GCS) score 9-12 (of a possible 15) and/or

post-traumatic amnesia (PTA) duration >1 but <7 days; Severe TBI: initial GCS <9 and/or

PTA >7 days.>>>®
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Intervention

Peer mentoring sessions were one-to-one and face-to-face, with the first session occurring
pre-discharge in the rehabilitation setting and the remaining five in the community. It was
intended the sessions would take place over a three month period and that three of the
sessions would involve a pre-planned, supported participatory activity in the community,
negotiated in advance by each mentee-mentor pair. Our approach was informed by our own

28-30

research ***° and by that of others. Table 2 displays the basic structure of the

programme in more detail.
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Table 2 The mentoring programme

Time point

Session purpose

One to two weeks before
discharge from inpatient
rehabilitation

Two weeks after discharge

Four weeks after discharge

Six weeks after discharge
Eight weeks after discharge

Ten weeks after discharge

Mentor meets with the mentee at the inpatient rehabilitation
facility to get to know one another. Make provisional plans for
meeting post discharge.

Mentor visits mentee at home, to re-establish connection, explore
barriers and facilitators to participation, and support them to
develop plan for social activities for the next couple of weeks.
Participate in mentor supported activity; check in with the mentee
and discuss what has gone well over the last few weeks, what
didn’t go well? Plan further activities.

As for previous session

As for previous session, reminder that next visit will be the last.
Final visit. The mentor and mentee will review progress and the
ending of mentee/ mentor relationship. A mihi whakamutunga
(cultural blessing or prayer) will be offered for those who wish

this.

Mentor training and support

Mentor training comprised of a two day interactive training workshop, with each day held

one week apart (see the Appendix for an overview of the training programme). This

included a mix of presentations, discussion, role play and skill-building activities, aiming to

strengthen and build on the experience and skills of the mentors. Topic sessions included
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the role of the mentor, experience of TBI, sharing experiences, and safety protocols.
Attention was paid to cultural protocols for the New Zealand context. For example, the
encouragement to use an opening and closing karakia (blessing or prayer) for meetings with
mentees when both parties agreed this was appropriate. Mentors had access to a resource
containing information on locally available services they could refer mentees to if
appropriate. Individual and group debriefing sessions were provided over the course of the
study to support the mentors in their role. This included provision for psychological and

psychiatric support.

Data collection and analysis

Semi-structured interviews with five mentees, and six mentors were conducted at the
conclusion of the mentoring relationship (one mentee was lost to follow- up). Researcher
field notes, debriefing meeting notes, and mentor case notes (provided by three mentors)
supplemented these. An interview guide was used to inform the discussion for both
mentors and mentees. This focused on the mentoring experience, the timing of the
intervention, the perceived impact of the relationship, and suggestions for improving the
programme. Mentors were asked additional questions relating to the adequacy of the
training and support provided to them. Interviews were audio recorded and transcribed,
then checked for accuracy. Consistent with Conventional Content Analysis*}, the interview
guide formed the initial frame for analysis. The core analysis group developed preliminary
codes by initially exploring the mentor and mentee data separately, and then looking for
patterns across the data sets. Developing findings were examined against the raw data and
then presented to the wider team who helped extend the analysis, and reach agreement on

the final interpretation of data.
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Results

Letters were sent to 34 potential mentors, of whom nine were not contactable. The
researcher discussed the study with 13 people who responded positively to the initial
approach, with nine accepting the invitation for interview. All those interviewed were
invited to attend mentor training. Eight mentors completed both training days with one
dropping out after the first day due to work circumstances. They were employed by the
university as casual staff and paid on an hourly basis . There were 12 potentially eligible
mentee participants during the study period. Of these, nine agreed to talk further with the
research officer, with six consenting to participate as mentees. The eight people who had
attended the mentor training provided a pool from which six were successfully paired with
the six consenting mentees. Mentor-mentee pairing was primarily on gender, and secondly
by shared interest. Mentor availability was also a consideration. Demographic details of

both mentors and mentees is provided in Table three.
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Table 3. Demographics

Mentees (n=6)

Mentors (n=6)

Inpatient stay (mean days,
SD)

Admission FIM score (mean,
SD)

- Motor tasks

- Cognitive tasks

Age (range)

Gender

- Male

- Female
Injury severity
- Severe

- Moderate
Ethnicity

- Maori

Maori / Samoan

New Zealand European
Employment

e Studying

e  Working full time

e Working part time

72 (54.4)

57.7 (26.2)

22.0(5.7)

18-46 years

Frequencies

N/A

N/A

N/A

21-59 years

Frequencies
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Four mentees engaged in six peer mentoring sessions, with the remaining two engaging in
one only. One mentor lost contact with their mentee after a number of phone conversations
and did not manage to meet face to face after the initial visit in the inpatient setting. The
other was not available to take part in the mentor sessions due to unanticipated personal
circumstances but did contribute to the post intervention data collection.

The research officer called mentors following each mentoring session as per the agreed
safety protocol to ‘check in’ and enquire what had gone well, if there were any issues or
concerns, provide general reassurance and to remind mentors to maintain records of the
sessions. In addition to this, mentors took part in three face-to-face group debrief sessions
over the course of the study, led by members of the research team, and held on Saturday
mornings to accommodate those who were working or studying. Topics for the debriefs
were set by the mentors and included, for example, sharing experiences of the first meeting
with mentees (what went well, what were their concerns), appropriateness of community
activities, how to conclude the mentoring relationship. Access to psychological and

psychiatric support was available but not utilised.

Peer mentoring: Making sense of recovery

Data analysis revealed positive outcomes for both mentees and mentors. A key theme
identified in the analysis was that of making sense of recovery through shared experience
and stories. This sharing was pivotal to the mentor-mentee relationship with both parties
expressing benefit. Through stories of their lived experience of injury and recovery, mentors
were perceived as valued experts and could provide support in ways that was different to
that provided by clinicians or family members. This position posed some challenges to

mentors who required support to manage the tension inherent in their role. These findings
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are discussed below with supporting quotes. Pseudonyms are used here, followed by the
mentor / mentee age.

Sharing stories

The essence of the peer mentoring intervention was to provide support from someone who

has had a similar experience.

It was very useful to have someone who has been through a similar

accident to myself. It really meant a lot to me (Mentee, Peter, 24)

Telling your own story was a key device this programme used to establish credentials and
facilitate the mentor / mentee relationship. The outcome of sharing these experiences was

something both mentors and mentees reflected on.

He wasn’t asking me questions, he was a story teller. And that made me,
yeah rather than “how do you feel today?” Is what they [the clinicians]
asked me and | would go “oh yeah up and down like a rollercoaster |
guess.” He would go ‘oh yeah it’s hard to explain isn’t it?’ [...]It was just,
like you say, an occasion to go out.[...] And that’s what allowed me to have
someone who's a friendly expert, who had been through a brain injury, to

connect with. (Mentee: Dave, 45)

Similarly, mentors found it more beneficial to share their stories with other peer mentors on
the programme than people around them. Opportunities for this arose during the training

programme and debrief sessions, as these mentors explained:
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It was like a process of opening up to people who have been through the
same as yourself and | thought that was very helpful, just opening up and

just letting it out rather than bottling it up. (Mentor: Thomas 23)

Listening to what everyone else was saying sort of gave me great

confidence that | wasn’t the only one. (Mentor: John, 59)

Mentors as experts

Returning home following discharge from rehabilitation is reportedly a difficult time as
adjustments are made to changed circumstance. Mentees viewed their mentors as experts
because they had experienced a TBI and attended inpatient rehabilitation and were now

actively participating in life roles.

Because he had been through it. | guess | am just new at this. He made it
flow. He was like a brain injury guru. [....] Because he had lived it and
physically trained in that field, by being run over on his bike. [...] It was
more progressively rehabilitating for me than [name of the rehab centre].

(Mentee: Dave, 45)

Even though mentors and mentees had different experiences of a TBI, they reported the
sharing of experiences and stories enabled them to develop a connection, a sense of trust

and in some cases a friendship.

It was like you had a connection maybe that was what it was, you have a
connection. You have both been there and hearing what she had been

through. (Mentee, Jane, 42)
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Mentees reflected their mentor provided an opportunity to talk through concerns and
worries with ‘someone who had been there’. This was viewed as different from the support
provided by clinicians or family and friends. Using mentors as a sounding board helped

mentees to make sense of their experiences and what could be expected after a TBI.

It was nice to have someone, outside your family. Because family are too
close to you and they seem to like be over protective. Whereas your buddy
[mentor] sort of understood where you were coming from, understood
what you were going through. And it was nice to be able to ask like any
questions that | had like ‘is this normal? I’m doing this is this, you know

what’s going on here?’ And get those answers. (Mentee: Kate, 45)

The relationship between the pairs meant mentees felt comfortable sharing their
experiences, and contributed to a sense of trust and a willingness to discuss their difficulties
with more transparency than they might have with clinicians and family members. Kate

suggested the relationship with her mentor enabled her to open up:

You become friends in the way that you can actually openly communicate
to someone. That’s where it changed. So instead of being careful about
what you say and you know being reserved, you could actually be totally
open and honest with someone that’s not a psychologist. (Mentee: Kate,

45)

Much of the discussion between mentees and mentors reportedly included talking through
issues they were reluctant to address with clinicians and believed their family members or
friends didn’t understand. Mentors in turn revealed coping strategies they had found

helpful for issues raised such as dealing with fatigue, thinking about return to ‘normal’, and
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discussions about how to cope with social pressures regarding alcohol consumption
following TBI. Discussions of such matters appeared to be facilitated by the relationship not
being bound by the systems and structures clinicians operate in and, unlike clinicians,

mentors had more time to be with mentees either in their own home or in the community.

Mentors were conscious of their positon and reported they were clear they were not acting
as clinicians and recognised they had to have boundaries in terms of the advice they could

offer.

But | shouldn’t be giving him medical advice you know. I can’t tell him
what to do | can only tell him what | did [...] | can talk to him about that [
alcohol consumption] but in that situation it should be more as a friend [...]
because | don’t want him thinking I’'ve got some profound knowledge
about how your brain is going to affect your drinking after a year. (Mentor:

Michael, 24).

Mentoring as a source of hope

Meeting and talking with mentors provided mentees with a sense of hope for progress
beyond the difficulties they were facing immediately post-discharge and enabled them to
build their self-confidence. The mentees reported feeling pleased to learn their mentors
were now getting on with their lives and involved in activities such as university studies or

returning to work.
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Just how where he’s come from, from his accident until now. How he’s
accomplished the things that he needs to do [...] What it helped me is he’s

back to work. And that’s where | want to be. [Mentee: Tony, 43]

The mentors all expressed enjoying their role and developed caring supportive relationships
with their mentee. They appreciated reciprocity the role offered them in the opportunity to

give back and help someone.

I’d say it became a mutually beneficial relationship and one that to me meant a lot

because it was, to me it was watching him recovering. (Mentor: Louis, 23)

The challenge of mentoring

Despite the mentees endorsement of the help and the inspiration of their personalising
stories during the intervention period, the mentors struggled with their own expectations of
the mentoring role. Some were concerned they needed more ‘tools to do the job properly’
and were sometimes worried about the extent of the external support their mentee was
receiving. Frequent contact with the research staff was important to discuss these concerns,
to check in and ensure the mentee was safe and reassure the mentor that what they were
offering their mentee was valuable in its own right and was in keeping with the intentions of

the programme.

Watching some of the hard stuff he was going through and just kind of
really bumming me out. [...] Everybody felt a bit of a pressure, a
responsibility to the person because we kind of get what it was like to go
through what they went through and so you don’t want to fail the person

you know. (Mentor: Michael, 24)
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The valuable insights the mentors had into the challenges their mentees were experiencing
that enabled them to establish connections and support their mentee, presented challenges
to the mentors as it prompted a revisiting of their own injury experiences and an

acknowledgement of their persistent residual symptoms.

Just because you know, you process your own head injury issues when you
are mentoring someone [...] sort of re thinking my own head injury and my
own thing to kind of try and be useful to him. [...] so some of that stress
probably wasn’t at all out of my relationship with him was actually to do
with my own sort of, because like you say we are mentors because we
have been through something that was kind of shit you know so we are

thinking about that difficult thing pretty deeply. (Mentor: Michael, 24)

Although they experienced these pressures over their concern for their mentee’s situation
and dealing with their own concerns, the mentors reported the support they received from

the research team helped them deal with these and be effective in their role.

| think even when (mentee) started being, even when he started being a
little bit depressed, having you guys to call and just chat through things
and sort of, | had never really had a moment where | called you and no one
answered or something like that. It was always, there was always contact

there. (Mentor: Louis, 23)

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

"1yBuAdoa Aq paroslold 1sanb Aq 20z ‘9T 1idy uo jwoo fwag uadolway/:dny wouy papeojumod 8102 1990100 0T U0 Z2/9020-/T0Z-uadolwg/9eTT 0T sk paysiignd 1siy :uado rIANg


http://bmjopen.bmj.com/

©CoO~NOUITA,WNPE

BMJ Open

Another challenge concerned the intended community activities and the planned time
frames. These community activities were not always practical as some mentees had ongoing
medical problems that restricted their mobility or lack of access to transport. Therefore,
more mentor visits were at the mentees’ homes than proposed in the programme. Where
community activities did occur, they typically included meeting up in a café, or browsing
shops together. Timeframes were stretched by circumstances, for example surgery for
associated injuries resulting in temporary mentee unavailability. Mentors were encouraged
by the research team to use the programme flexibly in response to the mentees preference,

which was considered a strength by many.

The peer mentoring was provided as a time limited relationship, which for most mentors
was not a problem as they felt their mentee had moved along in their recovery or they had
nothing more to offer. However, for others, the consequence of the relationship being, and
becoming, more personal created difficulty and concern about ending the series of sessions.
These concerns were raised as a topic for discussion by mentors at each of the debriefing
sessions and mentors reported they needed this discussion to support them in withdrawing
from the formal mentoring relationship. Nevertheless, ending the mentoring relationship

appeared to result in a sense of loss.

We did talk about, in the last session that we might see each other again,
and then all of a sudden | am not a mentor anymore. (Mentor: Michael,

24)

Regardless, overall both the mentors and mentees reported the experience as beneficial.
The opportunity to connect with others in a similar situation provided comradeship and a

sense of hope:
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I’ve just more than anything found like a friend. One that | can relate to.

We have both had an injury.(Mentor: Sarah, 21)

Because it helps you feel like you are understood and you are not the only
person going through this trouble but there have been other people who
have gone through similar things who are able to show you a glimpse of

hope that life gets better. (Mentee: Peter, 24 )

Discussion

The findings of this study indicate the peer mentoring relationship may be beneficial to both
mentor and mentee through the sharing of experiences and stories, but also that mentors
required support to manage the tensions inherent in the work. The time to talk and listen as
well as the shared authentic experiences resonated with mentees, leading to feelings of

hope and confidence as they re-engaged in the life post-discharge to the community.

The strengths of this study include the use of qualitative interviews, which enabled an in-
depth exploration of the experiences of mentees and mentors engaged in a mentoring
programme after traumatic brain injury. The intervention, developed using theory, evidence
and consumer involvement; was delivered face to face and was flexible to the needs of both
mentors and mentees. However, this was the mentors’ first experience of mentoring
following TBI, therefore, the benefits and challenges presented here may change in a larger

trial where mentors have the opportunity to support more than one mentee. Furthermore,
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this study was designed to explore acceptability of peer mentoring and the efficacy of this

intervention requires further investigation.

Mentors required more support from the research officer than anticipated at the outset of
the study. For example, she supported them to maintain contact with their mentee during
the study period, assisted with scheduling visits when they experienced difficulties, and
provided assistance with negotiating the university’s reimbursement procedures. The under
recognised need for this level of support was in part due to lack of evidence for delivering

this service with this population and will inform future study design and service models.

Our exploration of mentees’ experiences should be considered in light of them taking part in
a feasibility study. In addition, this was the first time each of our mentors had the
opportunity to work with a mentee. Findings might be different if this had been a routine
service or if mentors were more experienced in their role. This was a feasibility study and
the findings are not designed to be transferable to other contexts, however, they have the
potential to inform future peer mentoring interventions for people following traumatic
brain injury and point to the potentially reciprocal benefits of the mentoring relationship. A
key feature of our study was the face to face delivery of the intervention. Although, in the
current study this was a culturally-located decision given this is a preferred method of
service delivery for New Zealand Maori (the indigenous population of New Zealand), we
believe this to be a key component of this peer mentoring intervention, and one that helped

create opportunities for developing connections and building the relationship.
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The stories our mentors used in their work with mentees were grounded in their own
experiences of recovery and living with consequences of TBI. The actual sharing of these
stories was a key component of the training workshops and debriefing sessions. Douglas and
colleagues (2015) suggest that supportive relationships that promote this sense of being
understood can facilitate people after injury to navigate their changed circumstances.*
Indeed, in our study, the sharing of stories helped both mentors and mentees realise they

were not the only ones in this situation and not alone in what they were going through.

Mentees saw these stories as more authentic and more practically useful than receiving
advice from clinicians. This is similar to the findings of Veith et al. (2006), where mentees
saw professionals as forced into their life and as detached experts.? Stories of people
becoming more active after spinal cord injury recorded by actors have also been used in a
study with people recently injured.*® Although they used a different delivery mechanism,
people with spinal cord injury and healthcare staff considered the stories to be effective
tools for communicating the message regarding reengaging in activity after injury. They
considered those in the stories to be credible messengers, who were emotionally realistic
and provided context. Stories have also been shown to be key in the success of mentoring in
a number of other settings, including mental health.”* In our study, the relationship that
developed through this sharing led to mentees feeling able to express their concernsin a

more honest and intimate way than perhaps would have occurred with clinicians.

The role of the mentor is different to that of a lay person in the community. This is because
mentors share the same experience (of an injury and of the associated traumatic experience

for example) and can be part of created social networks. Mentors are also different from
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paraprofessionals, who are lay people who have received extensive training and have
essentially become professionalised.* We took care not to professionalise the mentoring
role and provided only limited education about the consequences of TBI to mentors, instead
giving primacy to their own personal experiences of TBI. The 45-minute education session,
led by a rehabilitation consultant, was material all mentors had previously received as an
inpatient during their rehabilitation. This approach is different from other peer mentoring
programmes in which mentors received more education about TBI from a clinical

perspective.28 3043

In our study mentees talked about a sense of hope that came from being with their
mentors; hope for the future, and hope of recovery. This potential outcome is distinct from

other studies of peer mentoring after TBI.22*°

Hope or hopefulness as a potentially
important outcome is considered in a conceptual analysis by Bright and colleagues.*® Our
findings are similar to research in spinal cord injury, which showed that mentors helped
newly injured people see future possibilities.® The authors described this in the context of
temporality and conceptualised disabled peer mentors as bridges in the temporal disruption

of newly injured persons. Similarly, in a study with people on acute stroke units, hope was

also identified as a key outcome of a peer mentoring programme.*’

The mentoring relationship appeared to benefit the mentors by allowing them to be, and to
be seen, as able to make a meaningful contribution, thus promoting a sense of self-value.
Douglas and colleagues (2015) report on the social isolation frequently reported by people
with TBI, and describe rehabilitation as a ‘social-relational affair’ (p154).** They suggest that

through social interactions we build our sense of self, and that social interactions and
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expressive social support are essential elements for recovery after major injury. ** Similarly,
gualitative accounts of the experience of recovery captured over two years following TBI,
support this notion that recovery is a social relational process where people draw support
from others to make sense of recovery and life after TBI.>’ This is consistent with concepts
previously been discussed by others, such as relational autonomy, where autonomy is
argued to occur within and because of relationships.*® Peer mentoring is one approach that

explicitly attends to this important aspect of recovery.

In conclusion, sharing experiences and stories seem key to successful peer mentee-mentor
relationships after TBI and led to benefits for mentees. This approach does not replace
clinical input, but provides something distinctly different and valuable. The efficacy of peer

mentoring needs further investigation in TBI.
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Appendix Mentor training workshop

Day 1

Times Topic Led by Activities

9.00- Arrive,

9.15 refreshments

9.15- Introductions, Principal Discuss how the group wants to work

10.00 outline of the Investigator (Pl together
training, ground rehab
rules background),

Research Officer
(RO)

10- Break

10.30

10.30- The mentoring PI, RO, Co- Brainstorm activities about

11.00 role and what we investigator participatory activities mentors
mean by (health psychology themselves engage in, which ones they
participation background) had difficulties with after their TBI and

what support were or would have
been helpful. *

11-12 Common Psychologist Group discussion, including what
challenges specialised in helped and hindered managing these
following TBI neurorehabilitation challenges.*

12- Common Rehabilitation Presentation: same as that given to

12.30 challenges specialist (medical people prior to discharge. Topics
following TBI doctor) covered included for example impact

of head injury on the brain, recovery,
impact of lifestyle choices on recovery
(e.g. drugs and alcohol).
1.30- The mentoring Psychologist Warm up exercise: 5-10 minutes, talk
2.45 relationship specialised in to your partner about yourself for 2-3
neurorehabilitation minutes; then listen to them for 2-3
minutes. Then be ready to introduce
your partner to the group.
Using flipcharts mentors drew aspects
of their life after TBI they would be
happy to share with a mentee.

2.45- Break

3.15

3.15- The mentoring Psychiatrist with Each mentor shared their story

4.30 relationship expertise in TBI, depicted in the flipchart - practising

Neuropsychologist

sharing their experiences.

A 3-page outline of the mentoring role
was also discussed.

Discussion of culturally appropriate
working in the NZ context.

* Summary was typed up and provided to mentors in their workbook

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 28 of 36
@

"yBuAdod Aq parsrold 1sanb Aq 20z ‘9T |Hdy uo jwod fwg uadolwa//:dny woly papeojumoqd '8T0Z 1900100 0T U0 2/9020-2T0Z-uadolwa/oeTT 0T Se paysiignd 1siy :uado CIN


http://bmjopen.bmj.com/

Page 29 of 36

©CoOoO~NOUTA,WNPE

BMJ Open
Day 2
Times Topic Led by Activities
9.00- Arrive,
9.15 refreshments
9.15- Overview of the Principal Summary was provided of participatory
9.45 mentoring Investigator (Pl),  activities mentors themselves engage
programme Research Officer  in, which ones they had difficulties with
(RO) after their TBl and what support were
or would have been helpful (from the
previous week).
Outline and rationale of the mentoring
programme was presented.
9.45- Goals and setting  Co-investigator Interactive workshop on goal setting
10.30 them (health and action planning using worksheets
psychology &
nursing
background)
10.30- Break
11.00
11-12.30 The mentoring Pl, 2 ROs Outline of each mentoring session was
programme —in provided and discussed in workshop
detail format
12.30- Lunch
1.30
1.30- Project Co-investigator Discussion of potential safety issues
2.45 requirement, (health and how to manage them.
strategies for psychology Familiarisation with safety policy of the
researcher safety  background), Pl centre & note taking for the
and RO intervention.
2.45- Break
3.15
3.15- Wrap up, Principal Final question and answers session,
4.30 guestions, mileage Investigator (Pl),  explanation of keeping timesheets and

claims

Research Officer
(RO), centre
manager

mileage claims.
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Abstract

Objectives: To explore the acceptability of peer mentoring for people with a traumatic brain

injury (TBI) in New Zealand.

Design: A Qualitative Descriptive study exploring experiences reported by mentees and
mentors taking part in a feasibility study of peer mentoring. Interviews with five mentees

and six mentors were carried out. Data were analysed using conventional content analysis.

Setting: The first mentoring session took place pre-discharge from the rehabilitation unit.

The remaining five sessions took place in mentees’ homes or community as preferred.

Participants: Twelve people with TBI took part: six mentees (with moderate to severe TBI;
aged 18-46) paired with six mentors (moderate to severe TBI > 12 months previously; aged
21-59). Pairing occurred before mentee discharge from post-acute inpatient brain injury

rehabilitation. Mentors had been discharged from rehabilitation following a TBI between 1

and 5 years previous.

Intervention: The peer mentoring programme consisted of up to six face-to-face sessions
between a mentee and mentor over a six month period. The sessions focussed on building
rapport, exploring hopes for and supporting participation after discharge through further

meetings and supported community activities.

Results: Data were synthesised into one overarching theme: Making sense of recovery. This
occurred through the sharing of experiences and stories; was pivotal to the mentoring
relationship; and appeared to benefit both mentees and mentors. Mentors were perceived

as valued experts because of their personal experience of injury and recovery, and could
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provide support in ways that were different to that provided by clinicians or family

members. Mentors required support to manage the uncertainties inherent in the role.

Conclusions: The insight mentors developed through their own lived experience established
them as a trusted and credible source of hope and support for people re-engaging in the
community post-TBI. These findings indicate the potential for mentoring to result in positive

outcomes.

Trial registration: International clinical trials registry platform (ICTRP) UTN: U1111-1142-

7155

Keywords

Traumatic brain injury, peer mentoring, qualitative, acceptability, recruitment, retention
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The use of qualitative interviews with both mentees and mentors engaged in a

mentoring programme after traumatic brain injury to understand their experiences is a
strength.

The study design was informed by our previous work trialling rehabilitation interventions
with this population and incorporated robust methods to collect and analyse qualitative
data.

The intervention, developed using theory, evidence and consumer involvement was
delivered face to face and was flexible to the needs of both mentors and mentees.

This was the mentors’ first experience of mentoring following TBI. Therefore, the
benefits and challenges presented here may change in a larger trial where mentors have
the opportunity to support more than one mentee.

This study was designed to explore acceptability of peer mentoring. The efficacy of this

intervention requires further investigation.
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Introduction

An estimated 10 million people sustain a Traumatic Brain Injury (TBI) each year worldwide.®
New Zealand has a very high incidence of this condition (811/100,000, these figures include
people with mild to severe TBI).? While some people with TBI make functional gains over
time, many people deteriorate with time and often experience wide-ranging and significant
long-term problems with physical, cognitive and psychological functioning. Indeed, the
personal aftermath of TBI is characterised by disruption to a sense of self and personhood,
with usual markers of productivity and reciprocity in roles and relationships threatened.? As
a consequence, many people report an enduring impact on social, community and

3-13

vocational participation, with many suffering social isolation. Major long-term costs to

society extend beyond acute healthcare to include compensation, support for

141> These findings suggest that more

independence, social and physical rehabilitation.
effective strategies that facilitate enhanced participation for this population in the long term
are needed. However, current services, in New Zealand and elsewhere, primarily target the
acute/sub-acute phase with only limited ongoing input.*® In addition, rehabilitation services
largely focus on reducing impairment and improving activity (or reducing disability) with the

1718 However, findings from

assumption that this will lead to improvements in participation.
a longitudinal qualitative study exploring experiences of recovery over two years highlight
the importance of developing a concept of TBI and what it means to live in the context of
TBI, that are unique to the individual and which are socially and culturally located, for

1920 | hdividuals and their families in this

successful re-engagement in meaningful activities.
study highlighted that existing services (both in terms of their aim and purpose and the

timing of those services) failed to provide them with the necessary support to manage these

processes, leaving them to navigate and make sense of their recovery in isolation. These
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findings are consistent with arguments calling for new approaches to supporting recovery
and adaptation after Traumatic Brain Injury (TBI), given recognition that it is more

appropriately conceptualised as a ‘long term condition than a single episode injury’.?

Peer mentoring has been defined as ‘support provided by individuals who have successfully
faced a particular experience and can provide good counsel and empathic understanding to
help others, with similar salient population characteristics, through a comparable

experience’. 2% (p436) 24|+ has been used for over 50 years in mental health % and is

increasingly used in rehabilitation, for example with people with spinal cord injury 223262

and heart disease.’* %

Empirical work in these populations has reported positive outcomes.
For example, peer mentoring led to better adjustment after spinal cord injury in a study in
which mentors helped mentees to cope with practical, emotional and identity challenges

and project future possibilities.?* 2®

Likewise, a review of peer mentoring in heart disease
showed that it led to increased self-efficacy, improved activity, reduced pain, and fewer

emergency room visits.?

The case for peer mentoring can be found in a number of psychological theories, such as
social cognitive theory®, and self-determination theory.3! These theories propose that
observing others, feedback and modelling, and social exchanges that support autonomy lead
to better outcomes for those receiving the mentoring and were therefore selected as key to
our programme. Peer mentoring interventions generally also include some degree of

informational, appraisal, and emotional support.?*

As noted above, many individuals with moderate to severe TBI experience significant on-

going consequences in domains of physical, cognitive and psychological functioning, and
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310193234 This variety of consequence makes peer mentoring potentially

personality changes.
challenging as candidate mentors may also be experiencing long-term consequences of their
TBI. Consequently, it is not surprising to find a limited range of published research exploring

32-38

peer mentoring in TBI. These studies report positive benefits on knowledge, quality of

life general outlook, behavioural control and return to work. However, design limitations

32-37

and trial issues hamper generalisability and adaptability of these findings. For example,

limitations include a lack of formal outcomes,*® minimal detail provided limiting
37 3435 e . . 3334

replication,” lack of a control group, difficulties matching mentors with mentees,

costs of transport and social outings to participants,®® and fewer sessions or contacts than

planned.??

As a consequence, a more robust evaluation of peer mentoring with people
with TBI is needed before tangible changes to practice and policy can be instigated.
However, before proceeding to a full trial for such a complex intervention it is important to
establish if the proposed intervention is acceptable, and if the study design is feasible.>® Our
overarching study aim was to explore peer mentor and mentee views of the feasibility (e.g.
practicalities) and acceptability of a peer mentoring intervention in the New Zealand
context. This paper describes our approach and reports on the qualitative data collected to

evaluate the acceptability of the intervention with feasibility to be examined in a separate

publication.

Methods

A Qualitative Descriptive methodology*® was employed to explore mentee and mentor
perspectives and experiences of their participation in the peer mentoring intervention.** In

Qualitative Descriptive studies researchers stay close to their data and to the surface of
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words and events.*® This enables the explication and descriptive summary of complex
experiences, which are valuable in their own right as end-products, but also to inform
further study. As a consequence, Qualitative Descriptive methodology has been argued to be
a useful approach for the development and refinement of interventions** and so was well
suited for the current study. The academic members of the research team consisted of
people with a range of expertise in rehabilitation, physiotherapy, psychology, psychiatry,
medicine, statistics, project management, data analysis and some personal experience of TBI

or as a carer.

The study was conducted in Auckland, New Zealand / Aotearoa. Due to the contracting of a
single national funder of inpatient rehabilitation after Traumatic Brain Injury in New Zealand,
nearly all moderate-to-severe cases of TBI in the North Island are treated at one of two site
of a single provider after their discharge from the acute hospital services. This provider cares
for between 100 and 150 people per year,* and their primary Auckland site was the sole site

of recruitment for mentees.

We had funding to support inclusion of six mentees and six mentors. Invitations to take on
the role of mentor were sent by letter in batches to those identified as eligible by the
rehabilitation provider and followed up by phone to confirm eligibility. While staff involved
in the clinical management of mentors were involved in helping to identify potentially
eligible people, the actual recruitment of mentors was overseen and carried out by the
research team. In addition to those identified by the rehabilitation provider, letters were
also sent out from our research centre to those who had previously taken part in other

studies, had expressed an interest in being involved in further research, and fitted the study

9
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criteria. Those who met the eligibility criteria and expressed a desire to take up a mentoring
role were invited to attend a ‘job’ interview as this was a paid role. The interview panel
consisted of members of the research team (which included a psychiatrist with expertise in
TBI). The panel explored candidates’ motivation for applying to become a mentor, any
challenges they may foresee, how they might overcome these challenges, and what their
support needs might be. All those offered the mentorship role underwent a criminal record
check. The mentors were paid on a research assistant pay scale for their time on the project,
and they were issued with a mobile phone to enable contact with their mentees and the
research team at no cost to themselves and without the need to share their personal
number.

Mentee recruitment was initiated by rehabilitation staff approaching all eligible participants
and handing them the study information leaflet. In this leaflet they were encouraged to
discuss the study with their family. Rehabilitation staff passed contact details of those
interested in hearing more about the study to the research officer (CC). The research officer
then met with potential participants (and interested family member(s) if this was their wish),
explained what the study involved, and discussed any concerns. This meeting took place at
least 24 hours after the person had first been informed about the study, and in many cases
the researcher followed up with a second visit to answer further questions and meet with
interested family members. This process was used to ensure all potential mentee
participants were able to take the time to consider their participation and discuss it with
their family members, before providing consent. Eligibility criteria for both mentors and
mentees are displayed in Table 1. The literature has shown that matching is important in

32-34

peer mentoring. We had limited opportunities for matching due to funding constraints

10
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and being limited to work with six mentors, but we did match by gender, and where possible

shared interest (such as outdoor sports).
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Table 1. Inclusion and exclusion criteria

Inclusion criteria

Age (years)

43 44
e Moderate or severe TBI

Discharge from inpatient rehabilitation

Living in the greater Auckland region

Exclusion criteria

e Unable to communicate in a way that
enabled engagement with a
mentor/mentee

o Medical condition that precluded their
participation

e Discharge FIM Cognitive domain score*
224 %

e Ongoing alcohol or drug abuse problems,

communication difficulties, known gang

affiliations, concerns in terms of safety or

security (clinical judgement)

Mentees

215 years

W

Imminent

v

Mentors
>18 years
v
1-5 years previously

v

* FIM: Functional Independence Measure, data obtained from the rehabilitation centre

** Moderate TBI: initial Glasgow Coma Scale (GCS) score 9-12 (of a possible 15) and/or

post-traumatic amnesia (PTA) duration >1 but <7 days; Severe TBI: initial GCS <9 and/or

PTA >7 days.”**
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Intervention

Our approach was informed by our own research **%°*¢*® and by that of others.33* F

or
example, peer mentoring sessions were one-to-one and face-to-face (as opposed to by
phone). The research officer introduced the mentor to the mentee (and their family
members) prior to the first meeting. The first session occurred pre-discharge in the
rehabilitation setting and the remaining five in the community. Mentors were provided with
worksheets to support them with each session. It was also intended the sessions would be
time-limited and would take place in the initial stages following discharge, i.e. over a three
month period. Dyads started the intervention within two weeks of the mentee agreeing to
take part, and prior to discharge. Three of the sessions were intended to involve a pre-
planned, supported participatory activity in the community, negotiated in advance by each
mentee-mentor pair (to ensure dyads could focus on real life experiences of participation
and its challenges). Mentors were provided with petty cash to pay for any expenses during

46-4832-34

such activities (up to NZS50 per activity). Table 2 displays the basic structure of the

programme in more detail.
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Table 2 The mentoring programme

Time point

Session purpose

One to two weeks before
discharge from inpatient
rehabilitation

Two weeks after discharge

Four weeks after discharge

Six weeks after discharge
Eight weeks after discharge

Ten weeks after discharge

Mentor meets with the mentee at the inpatient rehabilitation
facility to get to know one another. Make provisional plans for
meeting post discharge.

Mentor visits mentee at home, to re-establish connection, explore
barriers and facilitators to participation, and support them to
develop plan for social activities for the next couple of weeks.
Participate in mentor supported activity; check in with the mentee
and discuss what has gone well over the last few weeks, what
didn’t go well? Plan further activities.

As for previous session

As for previous session, reminder that next visit will be the last.
Final visit. The mentor and mentee will review progress and the
ending of mentee/ mentor relationship. A mihi whakamutunga
(cultural blessing or prayer) will be offered for those who wish

this.

Mentor training and support

Mentor training comprised of a two day interactive training workshop, with each day held

one week apart (see the Appendix for an overview of the training programme). This included

a mix of presentations, discussion, role play and skill-building activities, aiming to strengthen

and build on the experience and skills of the mentors. Topic sessions included the role of the

14
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mentor, experience of TBI, sharing experiences, and safety protocols. Skills in sharing
experiences were developed by each mentor creating a pictorial map of their TBI journey, on
their own then sharing this with the wider group. This helped the mentors to articulate their
journey, decide what aspects they were willing to share and which ones they may not, and
also gain insight into each other’s journeys. This in turn helped them develop listening skills
and empathy. We discussed ways of being respectful and keeping safe when visiting people
in their homes. We established a safety protocol where mentors were required to notify the
research officer of the time and date of their visits and check in (by phone) at the
completion. Mentors were encouraged to share with the research team any concerns they
had regarding the visit and any perceived threats to their own safety or the welfare of their
mentee. We also took care not to professionalise the mentoring role as a key component
was that mentors functioned as ‘peers’ not quasi health professionals. To that end we
provided limited education about the clinical consequences of TBI to mentors, instead giving
primacy to their own personal experiences of TBI. The 45-minute education session, led by a
rehabilitation consultant (who was familiar to many of the mentors having been involved in
their clinical management during their own inpatient stay), used material that all mentors
had previously received as an inpatient during their rehabilitation. Attention was paid to
cultural protocols for the New Zealand context. For example, the encouragement to use an
opening and closing karakia (blessing or prayer) for meetings with mentees when both
parties agreed this was appropriate; and the intervention being delivered kanohi te kanohi
(face to face) which is a preferred approach for Maori.*® Mentors had access to a resource
containing information on locally available services they could refer mentees to if
appropriate. Mentors were asked to make notes after every session with their mentee and

were provided with a basic structure to do so.
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Mentors took part in three face-to-face group debrief sessions over the course of the
intervention period, led by the principal investigator (PK) and accompanied by the research
officer (CC) and one other member of the research team with psychology expertise (e.g.
KMcP, DB, RS; each attending one session). These were held on Saturday mornings to
accommodate those who were working or studying. Topics for the debriefs were set by the
mentors and included, for example, sharing experiences of the first meeting with mentees
(what went well, what were their concerns), practicalities of community activities, and how
to conclude the mentoring relationship. Access to additional psychological and psychiatric

support was available for individual mentors but not requested.

Data collection and analysis

Semi-structured interviews with mentees and mentors were conducted at the conclusion of
the mentoring relationship, at the mentee and mentor homes, by one researcher (CC). She
has over 10 years experiences of qualitative data collection and analysis, studying
rehabilitation interventions in people with neurological conditions, in particular TBI (e.g. *®
*%). An interview guide (see table 3) was used to inform the discussion for both mentors and
mentees. This focused on the mentoring experience, the timing of the intervention, the
perceived impact of the relationship, and suggestions for improving the programme.
Mentors were asked additional questions relating to the adequacy of the training and
support provided to them. In both cases, the interview guide was used as a prompt to focus

the conversation, but otherwise the interview was kept open, exploring topics raised by the

participants in more detail as they arose. Interviews were audio recorded and transcribed

16

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of 54
vs)

‘ybLAdoo Aq paloalold 1sanb Ag oz ‘9T |udy uo jwod fwg uadolwqy/:diny woly papeojumod ‘8T0Z 1890100 0T U0 2/9020-/T0z-uadolwag/oeTT 0T St paysiignd 1siiy :uadoO CIN


http://bmjopen.bmj.com/

Page 17 of 54

oNOYTULT D WN =

278

279

280

281

BMJ Open

verbatim by a contracted transcriber, then checked for accuracy by the researcher. They

were anonymised prior to analysis.

Table 3. Interview guide (used flexibly)

Mentees

What was your experience of the mentoring project?

What was useful about the mentoring? What wasn’t?

How has the relationship impacted on you?

If you had a mentor in the future what would you like them to focus on?

What sort of things would you like to talk to / do with your mentor?

When would have been the best time to meet up with your mentor? Prompts: the
first meeting, after the first meeting, how often?

How did you find answering the questionnaires that CC asked you to complete?

Mentors

Did you feel that the training workshops prepared you for your role as mentor?
What would you change about those workshops?

If we needed to cut these down to one day what would you suggest we cut out?
Or what should we add instead?

Did you feel that you received enough support for your role as mentor?

What would you change about the support you received?

How did you find the planning and write up requirements? How would you suggest

that we do this in the future?
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The mentors were given a format for keeping visit notes, asking them to record the activities
they carried out and reflect on what had gone well or not and what they would do
differently next time. Mentors maintained in contact with their mentee by texts and phone,
but these were not recorded as data. The researcher took field notes throughout the study
to record her initial thoughts and reflections following post-visit phone debriefs with
mentors, as well as following group debriefing sessions. She also noted when needing to
provide mentors with practical support (such as connecting with their mentees). She
collated the mentor notes, which supplemented interview data. Peer mentoring sessions
were not observed as the team did not wish to interfere with the relational aspects of the

intervention.

Data were analysed drawing on Conventional Content Analysis.>* A core analysis group (PK,
CC, NK and DB) was established, which was diverse in gender, ethnicity (New Zealand
European, European and Australian) and professional background (rehabilitation,
physiotherapy, health psychology, sociology and education). This group met several times to
allow for an iterative and recursive approach to analysis before settling on the final
interpretation of data presented here. In the first instance, CC and PK listened to the audio
recordings and read and re-read the transcripts to become familiar with the data. From
there, data were read to identify key concepts relevant to the topic areas in the interview
guide (e.g. broad experiences and perspectives of the intervention, the mentoring
relationship, and feedback on specific aspects of the programme). This led to the
development of a coding framework which formed the initial frame for analysis. Data were
coded manually, deriving new codes where an existing code did not fit the existing

framework. Code definitions developed, and then illustrative quotes were extracted into
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word tables. Each core analysis group member became familiar with a set of interviews in
preparation for group analysis discussions where preliminary ideas and concepts derived
from early coding were presented and discussed. Following each analysis session, CC
returned to the raw data to test out our interpretation of data, further refine our coding,
and categorise the data into meaningful themes. Triangulation was carried out with mentor
notes and the researcher’s notes from her discussions with mentors following their
interactions with mentees, to check for trustworthiness. Interview data from mentors and
mentees were initially coded separately before looking across data sets (i.e. within dyads,

and across participant types) for patterns and meaningful clusters.

Patient and public involvement

Maori are the indigenous people of Aotearoa New Zealand and almost 17.5% of the New
Zealand population identify as Maori.> Researchers have a responsibility to ensure their
research is of value and culturally responsive to Maori.>® Therefore, guidance for the study
was also sought from a University Matauranga Maori committee, members of which are
drawn from a wide range of Maori communities. Whilst people with recent TBI were not
explicitly involved in the design of the study, seeking mentor and mentee experiences and
perspectives was built into the design of the study to ensure their voice was formative to
future related work. Further, mentors were appointed to paid positions and ongoing
engagement with them through their training, debriefing and supervision sessions (see
below for more detail) played a critical role in the operationalisation of peer mentoring in

the current study.

Ethical approval was obtained from the New Zealand Health and Disability Ethics Committee

(ref 13/NTA/99/AMO5) and the University (ref 13/288).
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Results

Letters were sent to 34 potential mentors, of whom nine were not contactable. The
researcher discussed the study with 13 people who responded positively to the initial
approach, with nine accepting the invitation for interview (36% of those contactable). The
main reason for not taking part as a mentor were other commitments. All those interviewed
were invited to attend mentor training. Eight mentors completed both training days with
one dropping out after the first day due to work circumstances (89% retention). Mentors

were employed by the university as casual staff and paid on an hourly basis.

There were 12 potentially eligible mentee participants during the study period. Of these,
nine agreed to talk further with the research officer, with six consenting to participate as
mentees. Six of the mentors who had attended the mentor training were successfully paired

with the six consenting mentees.

Demographic and disability data for mentors and mentees is provided in table 4. On
enrolment to the study all mentors were able to walk independently and without a walking

aid though many had ongoing physical and cognitive difficulties.
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Table 4. Demographics

Mentees (n=6) Mentors (n=6)

Inpatient stay (mean days, SD)

Admission FIM* score (mean,

SD)
- Motor tasks
- Cognitive tasks

Age (range)

Gender

- Male

- Female
Injury severity
- Severe

- Moderate
Ethnicity

- Maori

Maori / Samoan

- New Zealand European
Employment

e Studying

e Working full time

e Working part time

72 (54.4) N/A
57.7 (26.2) N/A
22.0(5.7)

18-46 years 21-59 years
Frequencies Frequencies
4 4
2 2
5 4
1 2
1 1

1

4 5
Pre-injury

1 2

3 2

2 2

* FIM: higher scores denote greater dependency; total motor scores can range from 13 and

91; total cognition scores 5 to 35.
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Four mentees engaged in six peer mentoring sessions, with the remaining two engaging in
one only. One mentee lost contact with their mentor and the research team after the initial
mentoring session in the inpatient setting despite a number of attempts to arrange to meet
face to face. The other mentee was not available to take part in more than one mentoring
session due to personal difficulties that restricted her participation and which had not been
apparent during recruitment, but contributed to the post intervention interview data
collection. Five mentees and six mentors were interviewed at the end of the intervention

period, with an average duration of 45 minutes (range 15 to 60).

There were some deviations from the intended programme structure. For example, most
dyads took more than three months to start and finish the programme (up to six months,
see example in figure 1). This was mostly due to ongoing health issues the mentee was
experiencing (e.g. further surgery) or due to other commitments both for mentees and
mentors (e.g. work, study). Secondly, the intended community activities were not always
possible and as such, for some dyads more mentor visits were at the mentees’ homes than
intended. We come back to these issues in the discussion.

The research officer called mentors following each mentoring session as per the agreed
safety protocol to ‘check in” and enquire what had gone well, if there were any issues or
concerns, provide general reassurance and to remind mentors to maintain records of the
sessions. Written reflections were provided by four mentors, and although these were

generally brief, one mentor provided comprehensive written reflections for each session.

Data from mentor notes showed that mentors and mentees undertook a range of

community activities, such as having their nails done, going for lunch, having coffee in a café,

22
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browsing for music, or going for a walk. Topics of conversations during the session were
wide-ranging, including going back to work, struggles with abstaining from alcohol and
drugs, feeling different, strategies for remembering to do things, and managing

relationships.

The next section explores the qualitative findings from the interviews. Pseudonyms are used
here, followed by the mentor / mentee age.

Peer mentoring: Making sense of recovery

Positive outcomes were reported both by mentees and mentors. A key theme identified in
the analysis was that of making sense of recovery through shared experience and stories.
This sharing was pivotal to the mentor-mentee relationship with both parties expressing
benefit. Through stories of their lived experience of injury and recovery, mentors were
perceived as valued experts and could provide support in ways that was different to that
provided by clinicians or family members. This position posed some challenges to mentors
who required support to manage uncertainties inherent in their role. These findings are
discussed below with supporting quotes.

Sharing stories

The essence of the peer mentoring intervention was to provide support from someone who

has had also experienced a TBI.

It was very useful to have someone who has been through a similar

accident to myself. It really meant a lot to me (Mentee, Peter, 24)

23

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

"yBuAdoo Aq paroalold 1sanb Aq +20z ‘9T [udy uo jwoo g uadolwa/:dny wouy papeojumod "g§T0Z 1840100 0T U0 229020-2T02-Uadolwg/osTT 0T Se paysignd isiiy :uado CINg


http://bmjopen.bmj.com/

oNOYTULT D WN =

393

394

395

396

397

398

399

400

401

402

403

404

405

406

407

408

409

410

411

412

413

BMJ Open

Telling your own story was a key device this programme used to establish credentials and
facilitate the mentor / mentee relationship. The outcome of sharing these experiences was

something mentees reflected on.

He wasn’t asking me questions, he was a story teller. And that made me,
yeah rather than “how do you feel today?” Is what they [the clinicians]
asked me and | would go “oh yeah up and down like a rollercoaster |
guess.” He would go ‘oh yeah it’s hard to explain isn’t it?’ [...]It was just,
like you say, an occasion to go out.[...] And that’s what allowed me to have
someone who's a friendly expert, who had been through a brain injury, to

connect with. (Mentee: Dave, 45)

Similarly, mentors found it more beneficial to share their stories with other peer mentors on
the programme (as they had also had a TBI) than people around them. Opportunities for this

arose during the training programme and debrief sessions, as these mentors explained:

It was like a process of opening up to people who have been through the
same as yourself and | thought that was very helpful, just opening up and

just letting it out rather than bottling it up. (Mentor: Thomas 23)

Listening to what everyone else was saying sort of gave me great

confidence that | wasn’t the only one. (Mentor: John, 59)

Mentors as experts
Returning home following discharge from rehabilitation is reportedly a difficult time as

adjustments are made to changed circumstance. Mentees trusted their mentors and viewed
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them as experts because they had experienced a TBI and attended inpatient rehabilitation

and were now actively participating in life roles.

Because he had been through it. | guess | am just new at this. He made it
flow. He was like a brain injury guru. [....] Because he had lived it and
physically trained in that field, by being run over on his bike. [...] It was
more progressively rehabilitating for me than [name of the rehab centre].

(Mentee: Dave, 45)

Even though mentors and mentees had different experiences of a TBI, they reported the
sharing of experiences and stories enabled them to develop a connection, a sense of trust

and in some cases a friendship.

It was like you had a connection maybe that was what it was, you have a
connection. You have both been there and hearing what she had been

through. (Mentee, Jane, 42)

Mentees reflected their mentor provided an opportunity to talk through concerns and
worries with ‘someone who had been there’. This was viewed as different from the support
provided by clinicians or family and friends. Using mentors as a sounding board helped

mentees to make sense of their experiences and what could be expected after a TBI.

It was nice to have someone, outside your family. Because family are too
close to you and they seem to like be over protective. Whereas your buddy
[mentor] sort of understood where you were coming from, understood

what you were going through. And it was nice to be able to ask like any
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questions that | had like ‘is this normal? I’m doing this is this, you know

what’s going on here?’ And get those answers. (Mentee: Kate, 45)

The relationship between the pairs meant mentees felt comfortable sharing their
experiences, and contributed to a sense of trust and a willingness to discuss their difficulties
with more transparency than they might have with clinicians and family members. Kate

suggested the relationship with her mentor enabled her to open up:

You become friends in the way that you can actually openly communicate
to someone. That’s where it changed. So instead of being careful about
what you say and you know being reserved, you could actually be totally
open and honest with someone that’s not a psychologist. (Mentee: Kate,

45)

Much of the discussion between mentees and mentors reportedly included talking through
issues they were reluctant to address with clinicians and believed their family members or
friends did not understand. Mentors in turn revealed coping strategies they had found
helpful for issues raised such as dealing with fatigue, thinking about return to ‘normal’, and
discussions about how to cope with social pressures regarding alcohol consumption
following TBI. Discussions of such matters appeared to be facilitated by the relationship not
being bound by the systems and structures clinicians operate in and, unlike clinicians,

mentors had more time to be with mentees either in their own home or in the community.

Mentors were conscious of their position and reported they were clear they were not acting
as clinicians and recognised they had to have boundaries in terms of the advice they could

offer.
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But I shouldn’t be giving him medical advice you know. | can’t tell him what
to do | can only tell him what I did [...] | can talk to him about that [ alcohol
consumption] but in that situation it should be more as a friend |[...]
because | don’t want him thinking I’'ve got some profound knowledge about
how your brain is going to affect your drinking after a year. (Mentor:

Michael, 24).

Mentoring as a source of hope

Meeting and talking with mentors provided mentees with a sense of hope for progress
beyond the difficulties they were facing immediately post-discharge and enabled them to
build their self-confidence. The mentees reported feeling pleased to learn their mentors
were now getting on with their lives and involved in activities such as university studies or

returning to work.

Just how where he’s come from, from his accident until now. How he’s
accomplished the things that he needs to do [...] What it helped me is he’s

back to work. And that’s where | want to be. [Mentee: Tony, 43]

Because it helps you feel like you are understood and you are not the only
person going through this trouble but there have been other people who
have gone through similar things who are able to show you a glimpse of

hope that life gets better. (Mentee: Peter, 24)
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The challenge of mentoring

Despite the mentees endorsement of the help and the inspiration of their personalising
stories during the intervention period, the mentors struggled with their own expectations of
the mentoring role. Some were concerned they needed more ‘tools to do the job properly’
and were sometimes worried about the extent of the external support their mentee was
receiving. Frequent contact with the research staff was important to discuss these concerns,
to check in and ensure the mentee was safe and reassure the mentor that what they were
offering their mentee was valuable in its own right and was in keeping with the intentions of

the programme.

Watching some of the hard stuff he was going through and just kind of
really bumming me out. [...] Everybody felt a bit of a pressure, a
responsibility to the person because we kind of get what it was like to go
through what they went through and so you don’t want to fail the person

you know. (Mentor: Michael, 24)

The valuable insights the mentors had into the challenges their mentees were experiencing
that enabled them to establish connections and support their mentee, presented challenges
to the mentors as it prompted a revisiting of their own injury experiences and an

acknowledgement of their persistent residual symptoms.

Just because, you know, you process your own head injury issues when you
are mentoring someone [...]. Sort of re thinking my own head injury and my
own thing to kind of try and be useful to him. [...] so some of that stress
probably wasn’t at all out of my relationship with him, was actually to do
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with my own sort of. Because like you say, we are mentors because we
have been through something that was kind of shit, you know, so we are

thinking about that difficult thing pretty deeply. (Mentor: Michael, 24)

Although they experienced these pressures over their concern for their mentee’s situation
and dealing with their own concerns, the mentors reported the support they received from

the research team helped them deal with these and be effective in their role.

I think even when (mentee) started being, even when he started being a
little bit depressed, having you guys to call and just chat through things
and sort of, | had never really had a moment where | called you and no one
answered or something like that. It was always, there was always contact

there. (Mentor: Louis, 23)

Another challenge concerned the intended community activities and the planned time
frames. These community activities were not always practical as some mentees had ongoing
medical problems that restricted their mobility or lack of access to transport. Therefore,
more mentor visits were at the mentees’ homes than proposed in the programme. Where
community activities did occur, they typically included meeting up in a café, or browsing
shops together. Timeframes were stretched by circumstances, for example surgery for
associated injuries resulting in temporary mentee unavailability. Mentors were encouraged
by the research team to use the programme flexibly in response to the mentees preference,

which was considered a strength by many.
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The peer mentoring was provided as a time limited relationship, which for most mentors
was not experienced as a problem as they felt their mentee had moved along in their
recovery or that they had nothing more to offer as a mentor. However, for others, the
consequence of the relationship being and becoming more personal created difficulty and
concern about ending the series of sessions. These concerns were raised as a topic for
discussion by mentors at each of the debriefing sessions and mentors reported they needed
this support in withdrawing from the formal mentoring relationship. Nevertheless, ending

the mentoring relationship appeared to result in a sense of loss.

We did talk about, in the last session that we might see each other again,

and then all of a sudden | am not a mentor anymore. (Mentor: Michael, 24)

Regardless, overall both the mentors and mentees reported the experience as beneficial.
The opportunity to connect with others in a similar situation provided comradeship and a

sense of hope:

I’'ve just more than anything found like a friend. One that | can relate to.

We have both had an injury.(Mentor: Sarah, 21)

The mentors all expressed enjoying their role and developed caring supportive relationships
with their mentee. They appreciated reciprocity the role offered them in the opportunity to

give back and help someone.

I’d say it became a mutually beneficial relationship and one that to me meant a lot

because it was, to me it was watching him recovering. (Mentor: Louis, 23)
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Discussion

The findings of this study indicate the peer mentoring programme was perceived to be
acceptable by both mentors and mentees. However, our experiences and that of our
participants highlight a number of key lessons for future related work. For example, there is
benefit to operationalising the intervention more flexibly than we initially intended. We
found that a rigid approach to the number and frequency of community participatory
activities is not always possible due to ongoing mentee health issues. Similarly, a 6-month
time frame is more appropriate for a programme consisting of six sessions to allow for the
complexity that mentees face post discharge in re-engaging with their home life. Further, it
is clear that mentors can sometimes require both practical support (e.g. to get hold of their
mentees and arrange times to meet) and emotional support (to help them navigate any
emotional response they might have to sharing their story and re-engage with their own

traumatic experiences in the sharing of those stories).

Although this study did not explicitly seek to explore programme benefits, both mentors and
mentees reported a number of perceived benefits. We found that the peer mentoring
relationship may be beneficial to both mentor and mentee through the sharing of
experiences and stories, but also that mentors required support to manage the uncertainties
inherent in the work. The time to talk and listen as well as the shared authentic experiences
resonated with mentees, leading to feelings of hope and confidence as they re-engaged in

the life post-discharge to the community.
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Just over a third of mentors approached and contactable took part in the study. This level of
uptake could potentially impact upon feasibility of rolling this out to a larger study or service.
However, given some declined due to other (immediate) commitments it is possible that
when mentoring is embedded in routine service delivery (without the time constraints

associated with research) that more people would come forward.

Strengths of this study include the use of qualitative interviews, which enabled an in-depth
exploration of the experiences of mentees and mentors engaged in a mentoring programme
after TBI. The intervention was theory-based, and developed incorporating both evidence
and consumer (particularly Maori) involvement. An additional strength was delivering the
mentoring face to face and in a way that was flexible to the needs of both mentors and

mentees.

While mentors reported some challenges, this was the mentors’ first experience of
mentoring following TBI. Therefore, the benefits and challenges presented here may change
in a larger trial where mentors have the opportunity to develop experience through
supporting more than one mentee. Input into the study or intervention design were not
sought from people with recent TBI, which was a limitation. However, as noted in the
methods, engaging their perspectives was inherent in the study design, ensuring their
feedback is formative to future related work, which is consistent with the aims of the current

study.

We experienced other challenges. Only four mentors recorded notes about their mentoring

sessions. During the debrief sessions it became apparent that taking such notes was often
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forgotten, or perceived as not necessary. Future research should consider the best

mechanisms for capturing such data.

Since this was a small study we were able to match on gender only, though we also took into
account shared interests. Ideally we would also have utilised the opportunity for matching
by ethnicity, an important approach especially for Maori*® and future work needs to be
designed to enable this. We were also unable to pair by age or family circumstances due to
the small mentor group. This resulted for example in one single mentor in their twenties
mentoring a much older person with five children. However, they developed a very good
relationship and the differences in age or life experience for them was not of relevance. This
concurs with our previous research, which has shown that assumptions should not be made

concerning the type or level of support people need.>

Our mentors had previously sustained a moderate to severe TBI. Although they initially
appeared to be high functioning, several had ongoing physical and cognitive difficulties
whilst being part of our programme. For example, three required ongoing employment
support, many experienced significant levels of fatigue and irritability, and not all had been
able to return to driving. However, all were able to get to places to meet with their mentors
and develop a meaningful relationship. Thus we are not able to comment on the potential

mentoring ability of those with more severe residual disability following their TBI.

Mentors required more support from the research officer than anticipated at the outset of
the study. For example, she supported them to maintain contact with their mentee during

the study period, assisted with scheduling visits when they experienced difficulties, and
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provided assistance with negotiating the university’s reimbursement procedures. The under-
recognised need for this level of support was in part due to lack of evidence for delivering

this service with this population and will inform future study design and service models.

Our exploration of mentees’ experiences should be considered in light of them taking part in
a feasibility study. In addition, this was the first time each of our mentors had the
opportunity to work with a mentee. Findings might be different if this had been a routine
service or if mentors were more experienced in their role. This was a feasibility study and the
findings are not designed to be transferable to other contexts, however, they have the
potential to inform future peer mentoring intervention studies for people following
traumatic brain injury and point to the potentially reciprocal benefits of the mentoring
relationship. A key feature of our study was the face to face delivery of the intervention. In
the current study this was a culturally-located decision, given this is a preferred method of
service delivery for New Zealand Maori (the indigenous population of New Zealand). We also
believe this to be a key component of this peer mentoring intervention, and one that helped

create opportunities for developing connections and building the relationship.

The stories our mentors used in their work with mentees were grounded in their own
experiences of recovery and living with consequences of TBI. The actual sharing of these
stories was a key component of the training workshops and debriefing sessions. Douglas and
colleagues (2015) suggest that supportive relationships that promote this sense of being
understood can facilitate people after injury to navigate their changed circumstances after
injury.>> Others have suggested that relating to other survivors acts as a source of self-

cohesion in the process of identity re-construction.”® Indeed, in our study, the sharing of
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stories helped both mentors and mentees realise they were not the only ones in this

situation and not alone in what they were going through.

Mentees saw these stories as more authentic and more practically useful than receiving
advice from clinicians. This is similar to the findings of Veith et al. (2006), where mentees
saw professionals as forced into their life and as detached experts.? Stories of people
becoming more active after spinal cord injury recorded by actors have also been used in a
study with people recently injured.>® Although they used a different delivery mechanism,
people with spinal cord injury and healthcare staff considered the stories to be effective
tools for communicating the message regarding reengaging in activity after injury. They
considered those in the stories to be credible messengers, who were emotionally realistic
and provided context. Stories have also been shown to be key in the success of mentoring in

h.% " In our study, the relationship that

a number of other settings, including mental healt
developed through this sharing led to mentees feeling able to express their concernsin a

more honest and intimate way than perhaps would have occurred with clinicians.

We chose to use the terminology peer mentor over that of a lay person, since we concurred
with others that there are distinctive differences. A peer is someone ‘who has had a

2223 \We do, however, acknowledge that the term ‘lay’ is also

comparable experience’ (p436).
used in self-management literature as people who have ‘commonly, but not invariably,
themselves have a chronic disease, which may or may not be the same as that affecting
programme participants’.”® We see the role of the mentor as different to that of a lay person

in the community. This is because mentors share the same experience (of an injury and of

the associated traumatic experience for example) and can be part of created social
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networks. Mentors are also different from paraprofessionals, who are lay people or lay-
leaders who have received extensive training to deliver more structured and educational
self-management programmes and have essentially become professionalised.?*>® This
approach is akin to that employed by other peer mentoring programmes in which mentors

received more education about TBI from a clinical perspective.??***°

There is no strong
evidence that such training impacts on health status, which provided us with the rationale

not to use this approach.®® Further, we took a largely ‘clinical perspective’ in this study. A

sociological approach could reveal different insights and could be explored in further work.

In our study mentees talked about a sense of hope that came from being with their mentors,
hope for the future, and hope of recovery. This potential outcome is distinct from other

studies of peer mentoring after TBI.>*3*

Hope or hopefulness as a potentially important
outcome is considered in a conceptual analysis by Bright and colleagues.®’ Our findings are
similar to research in spinal cord injury, which showed that mentors helped newly injured
people see future possibilities.”® The authors described this in the context of temporality and
conceptualised disabled peer mentors as bridges in the temporal disruption of newly injured

persons. Similarly, in a study with people on acute stroke units, hope was also identified as a

key outcome of a peer mentoring programme.®*

The mentoring relationship appeared to benefit the mentors by allowing them to be, and to
be seen, as able to make a meaningful contribution, thus promoting a sense of self-value.
Douglas and colleagues (2015) report on the social isolation frequently reported by people
with TBI, and describe rehabilitation as a ‘social-relational affair’ (p154).>° They suggest that

through social interactions we build our sense of self, and that social interactions and
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expressive social support are essential elements for recovery after major injury.>> Similarly,
gualitative accounts of the experience of recovery captured over two years following TBI,
support this notion that recovery is a social relational process where people draw support
from others to make sense of recovery and life after TBI."® This is consistent with concepts
previously been discussed by others, such as relational autonomy, where autonomy is
argued to occur within and because of relationships.®? Peer mentoring is one approach that
explicitly attends to this important aspect of recovery. This was indeed found to be the case
in our study, with mentees re-engaging in activities with mentors’ support, such as

contributing to activities within the church or leaving the home for a manicure or lunch.

Peer mentoring interventions are also located within disability rights and advocacy (e.g. %)

as a way of recognising, and utilising the expertise of those with experience of disabling TBI,
and supporting a non-clinical approach to supporting people to engage in life post TBI.
However, our peer mentoring intervention was not specifically conceptualised in this way.
Rather, as highlighted in the introduction, the intervention in the current study was
underpinned by recognised gaps in service provision and informed by the experiences of
people facing the enduring consequences of TBI. Likewise, there has been a recent interest

65-67

in self-advocacy programmes for people with TBI and their families (e.g.”>™’). Self-advocacy

can be defined as ‘asserting your own needs and taking action to fulfil those needs’.®
Findings from such programmes are mixed but encouraging. One trial showed that advocacy
behaviour improved both in a group taking part in a curriculum-based advocacy programme
and one that was self-directed, and concluded that bringing like-minded motivated people

with TBI is more important than programme structure or content in changing advocacy

behaviour.®” Similarly, the self-advocacy for independent life (SAIL) program showed
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improvements in self-efficacy, satisfaction with life and goal attainment both for those who
took part in a curriculum-based programme and those who only accessed a workbook.®
However, neither study had a control group that did not receive an intervention, and the
latter study was very small (n=12). Further, peer-advocacy or the role of peers in developing
capability for self-advocacy was not explored in either study. Future research could consider

the relevance of these findings for integration into TBI peer mentoring programmes.

In conclusion, peer mentoring in the early stages post-discharge appeared acceptable to
people with TBI, both as mentees and mentors. Sharing experiences and stories seem key to
successful peer mentee—mentor relationships after TBI and appeared to lead to benefits for
mentees. This approach is suggested to augment rather than replace clinical input, providing
something valuable and distinctly different. This qualitative study is a first step in a larger
programme of work aiming to examine the efficacy of peer mentoring in TBI. Our future
work will more explicitly include the involvement of people with TBI and their families in the
study design, and build on the experiences and inputs shared by the mentees and mentors in

the findings of this study.
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Figure 1. Example of mentoring timing
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Figure 1 legend

The top image in this figure shows the intended duration of the peer mentoring programme
(3 months) and frequency of sessions (every 2 weeks) for one of the study dyads. The
bottom image shows the actual duration (6 months), and frequency (4-8 week gaps between

sessions). The longest gap was due to the mentee requiring surgery.
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Figure 1. Example of mentoring timing
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Appendix Mentor training workshop

Day 1

Times Topic Led by Activities

9.00- Arrive,

9.15 refreshments

9.15- Introductions, Principal Discuss how the group wants to work

10.00 outline of the Investigator (PI together
training, ground  rehab
rules background),

Research Officer
(RO)

10- Break

10.30

10.30- The mentoring PI, RO, Co- Brainstorm activities about

11.00 role and what we investigator participatory activities mentors
mean by (health psychology themselves engage in, which ones
participation background) they had difficulties with after their

TBI and what support were or would
have been helpful. *

11-12 Common Psychologist Group discussion, including what
challenges specialised in helped and hindered managing these
following TBI neurorehabilitation challenges.*

12- Common Rehabilitation Presentation: same as that given to

12.30 challenges specialist (medical  people prior to discharge. Topics
following TBI doctor) covered included for example impact

of head injury on the brain, recovery,
impact of lifestyle choices on
recovery (e.g. drugs and alcohol).

1.30- The mentoring Psychologist Warm up exercise: 5-10 minutes, talk

2.45 relationship specialised in to your partner about yourself for 2-3

neurorehabilitation minutes; then listen to them for 2-3
minutes. Then be ready to introduce
your partner to the group.

Using flipcharts mentors drew
aspects of their life after TBI they
would be happy to share with a
mentee.

2.45- Break

3.15

3.15- The mentoring Psychiatrist with Each mentor shared their story

4.30 relationship expertise in TBI, depicted in the flipchart - practising

Neuropsychologist

sharing their experiences.

A 3-page outline of the mentoring
role was also discussed.

Discussion of culturally appropriate
working in the NZ context.
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* Summary was typed up and provided to mentors in their workbook

Day 2
Times Topic Led by Activities
9.00- Arrive,
9.15 refreshments
9.15- Overview of the Principal Summary was provided of
9.45 mentoring Investigator (PI), participatory activities mentors
programme Research Officer themselves engage in, which ones
(RO) they had difficulties with after their
TBI and what support were or would
have been helpful (from the previous
week).
Outline and rationale of the
mentoring programme was
presented.
9.45- Goals and setting  Co-investigator Interactive workshop on goal setting
10.30 them (health and action planning using worksheets
psychology &
nursing
background)
10.30- Break
11.00
11-12.30 The mentoring Pl, 2 ROs Outline of each mentoring session was
programme —in provided and discussed in workshop
detail format
12.30- Lunch
1.30
1.30- Project Co-investigator Discussion of potential safety issues
2.45 requirement, (health and how to manage them.
strategies for psychology Familiarisation with safety policy of
researcher safety  background), PI the centre & note taking for the
and RO intervention.
2.45- Break
3.15
3.15- Wrap up, Principal Final question and answers session,
4.30 guestions, Investigator (PI), explanation of keeping timesheets

mileage claims

Research Officer
(RO), centre
manager

and mileage claims.
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Standards for Reporting Qualitative Research (SRQR)*

http://www.equator-network.org/reporting-guidelines/srqr/

Title and abstract

Page/line no(s).

Title - Concise description of the nature and topic of the study Identifying the
study as qualitative or indicating the approach (e.g., ethnography, grounded
theory) or data collection methods (e.g., interview, focus group) is recommended

1/1-3

Abstract - Summary of key elements of the study using the abstract format of the
intended publication; typically includes background, purpose, methods, results,
and conclusions

2-3 /23-49

Introduction

Problem formulation - Description and significance of the problem/phenomenon
studied; review of relevant theory and empirical work; problem statement

6-8 / 85-144

Purpose or research question - Purpose of the study and specific objectives or
questions

8/144-148

Methods

Qualitative approach and research paradigm - Qualitative approach (e.g.,
ethnography, grounded theory, case study, phenomenology, narrative research)
and guiding theory if appropriate; identifying the research paradigm (e.g.,
postpositivist, constructivist/ interpretivist) is also recommended; rationale**

8 /151-153

Researcher characteristics and reflexivity - Researchers’ characteristics that may
influence the research, including personal attributes, qualifications/experience,
relationship with participants, assumptions, and/or presuppositions; potential or
actual interaction between researchers’ characteristics and the research
questions, approach, methods, results, and/or transferability

9/158-161
16 / 268-271

Context - Setting/site and salient contextual factors; rationale**

16 /268

Sampling strategy - How and why research participants, documents, or events
were selected; criteria for deciding when no further sampling was necessary (e.g.,
sampling saturation); rationale**

9-10 / 170-200

Ethical issues pertaining to human subjects - Documentation of approval by an
appropriate ethics review board and participant consent, or explanation for lack
thereof; other confidentiality and data security issues

19 /328-329

Data collection methods - Types of data collected; details of data collection
procedures including (as appropriate) start and stop dates of data collection and
analysis, iterative process, triangulation of sources/methods, and modification of
procedures in response to evolving study findings; rationale**

16-19 / 267-291
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1

2 Data collection instruments and technologies - Description of instruments (e.g.,

3 interview guides, questionnaires) and devices (e.g., audio recorders) used for data

4 collection; if/how the instrument(s) changed over the course of the study 17 / 280-281

5

6

7 Units of study - Number and relevant characteristics of participants, documents,

8 or events included in the study; level of participation (could be reported in results) | 20 /331-341

?O Data processing - Methods for processing data prior to and during analysis,

11 including transcription, data entry, data management and security, verification of

12 data integrity, data coding, and anonymization/de-identification of excerpts 18-19 /293-314
13 Data analysis - Process by which inferences, themes, etc., were identified and

12 developed, including the researchers involved in data analysis; usually references a

16 specific paradigm or approach; rationale** 18-19 /293-314
17 Techniques to enhance trustworthiness - Techniques to enhance trustworthiness

18 and credibility of data analysis (e.g., member checking, audit trail, triangulation);

19 rationale** 19 /310-314

20

21

22 Results/findings

;i Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and

25 themes); might include development of a theory or model, or integration with

26 prior research or theory 23-30/380-543
27 Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts,

28 photographs) to substantiate analytic findings 31-38 /547-718
29

30 . .

31 Discussion

32 . . . . . o1 .

33 Integration with prior work, implications, transferability, and contribution(s) to

34 the field - Short summary of main findings; explanation of how findings and

35 conclusions connect to, support, elaborate on, or challenge conclusions of earlier

36 scholarship; discussion of scope of application/generalizability; identification of

37 unique contribution(s) to scholarship in a discipline or field 31-38 /547-728
;2 Limitations - Trustworthiness and limitations of findings 32-33 / 568-603
40

41 Other

42 Conflicts of interest - Potential sources of influence or perceived influence on

ji study conduct and conclusions; how these were managed 40 / 740-747
45 Funding - Sources of funding and other support; role of funders in data collection,

46 interpretation, and reporting 5/72-75

47

48 *The authors created the SRQR by searching the literature to identify guidelines, reporting

49 standards, and critical appraisal criteria for qualitative research; reviewing the reference

50 lists of retrieved sources; and contacting experts to gain feedback. The SRQR aims to

51 improve the transparency of all aspects of qualitative research by providing clear standards

52 for reporting qualitative research.

53 **The rationale should briefly discuss the justification for choosing that theory, approach,

54 method, or technique rather than other options available, the assumptions and limitations

55 implicit in those choices, and how those choices influence study conclusions and

56 transferability. As appropriate, the rationale for several items might be discussed together.
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Abstract

Objectives: To explore the acceptability of peer mentoring for people with a traumatic brain

injury (TBI) in New Zealand.

Design: A Qualitative Descriptive study exploring experiences reported by mentees and
mentors taking part in a feasibility study of peer mentoring. Interviews with five mentees

and six mentors were carried out. Data were analysed using conventional content analysis.

Setting: The first mentoring session took place pre-discharge from the rehabilitation unit.

The remaining five sessions took place in mentees’ homes or community as preferred.

Participants: Twelve people with TBI took part: six mentees (with moderate to severe TBI;
aged 18-46) paired with six mentors (moderate to severe TBI > 12 months previously; aged
21-59). Pairing occurred before mentee discharge from post-acute inpatient brain injury

rehabilitation. Mentors had been discharged from rehabilitation following a TBI between 1

and 5 years previous.

Intervention: The peer mentoring programme consisted of up to six face-to-face sessions
between a mentee and mentor over a six month period. The sessions focussed on building
rapport, exploring hopes for and supporting participation after discharge through further

meetings and supported community activities.

Results: Data were synthesised into one overarching theme: Making sense of recovery. This
occurred through the sharing of experiences and stories; was pivotal to the mentoring
relationship; and appeared to benefit both mentees and mentors. Mentors were perceived

as valued experts because of their personal experience of injury and recovery, and could

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

P 2 of
age le|o 56

ubLAdod Ag palosiold 1sanb Ad y20og ‘9T [Mdy uo /wod g uadolwq//:dny woij papeojumoq 8T0¢Z 1990100 0T U0 Z29020-LT0Z-uddolwa/9gTT 0T Se paysiignd sy :uado CIN


http://bmjopen.bmj.com/

Page 3 of 56

oNOYTULT D WN =

44

45

46

47

48

49

50

51

52

53

54

BMJ Open

provide support in ways that were different to that provided by clinicians or family

members. Mentors required support to manage the uncertainties inherent in the role.

Conclusions: The insight mentors developed through their own lived experience established
them as a trusted and credible source of hope and support for people re-engaging in the
community post-TBI. These findings indicate the potential for mentoring to result in positive

outcomes.

Trial registration: International clinical trials registry platform (ICTRP) UTN: U1111-1142-

7155

Keywords

Traumatic brain injury, peer mentoring, qualitative, acceptability, recruitment, retention
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The use of qualitative interviews with both mentees and mentors engaged in a

mentoring programme after traumatic brain injury in order to understand their
experiences is a strength.

The study design was informed by our previous work trialling rehabilitation
interventions with this population and incorporated robust methods to collect and
analyse qualitative data.

The intervention, developed using theory, evidence and consumer involvement was
delivered face-to-face and was flexible to the needs of both mentors and mentees.
This was the mentors’ first experience of mentoring following TBI. Therefore, the
benefits and challenges presented here may change in a larger trial where mentors have
the opportunity to support more than one mentee.

This study was designed to explore acceptability of peer mentoring. The efficacy of this

intervention requires further investigation.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 4 of 56
oy

"ybuAdoa Aq parosioid 1sanb Aq 20z ‘9T dy uo ywoo fwg uadolwayy:dny wouy papeojumoq "8T0Z 1290190 0T U0 Z2/9020-/T0z-uadolwg/osTT 0T Se paysiignd 1say :uado N


http://bmjopen.bmj.com/

Page 5 of 56

oNOYTULT D WN =

71
72

73

74

75

76

77

78

79

80

81

82

83
84

85

86

87

88

89

90

91

92

BMJ Open

Funding

This work was supported by the Health Research Council of New Zealand [grant number
13/759]. The funding body has not had input into the design, data collection, analysis,
interpretation of data, in the writing of the manuscript, nor in the decision to submit the

manuscript for publication.

Acknowledgements

We thank mentors and study participants for taking part in the study and staff at ABI
Rehabilitation New Zealand (Auckland site) for supporting recruitment. The authors
acknowledge the contribution made by other members of the research team who
contributed to some aspects of the implementation of this project, but who are not named

authors on this paper.

Introduction

An estimated 10 million people sustain a Traumatic Brain Injury (TBI) each year worldwide.’
New Zealand has a very high incidence of this condition (811/100,000, these figures include
people with mild to severe TBI).2 While some people with TBI make functional gains over
time,> many people deteriorate with time and often experience wide-ranging and significant
long-term problems with physical, cognitive and psychological functioning. Indeed, the
personal aftermath of TBI is characterised by disruption to a sense of self and personhood,
with usual markers of productivity and reciprocity in roles and relationships threatened.* As
a consequence, many people report an enduring impact on social, community and

vocational participation, with many suffering social isolation.**?
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Major long-term costs to society extend beyond acute healthcare to include compensation,

141> These findings suggest that

support for independence, social and physical rehabilitation.
more effective strategies that facilitate enhanced participation for this population in the
long term are needed. However, current services, in New Zealand and elsewhere, primarily
target the acute/sub-acute phase with only limited ongoing input.*® In addition,
rehabilitation services largely focus on reducing impairment and improving activity (or
reducing disability) with the assumption that this will lead to improvements in

participation.17 18

However, findings from a longitudinal qualitative study exploring
experiences of recovery over two years highlight the importance of developing a concept of
TBI and what it means to live in the context of TBI, that are unique to the individual and
which are socially and culturally located, for successful re-engagement in meaningful

activities.’* %

Individuals and their families in this study highlighted that existing services
(both in terms of their aim and purpose and the timing of those services) failed to provide
them with the necessary support to manage these processes, leaving them to navigate and
make sense of their recovery in isolation. These findings are consistent with arguments
calling for new approaches to supporting recovery and adaptation after Traumatic Brain

Injury (TBI), given recognition that it is more appropriately conceptualised as a ‘long term

condition than a single episode injury’.*

Peer mentoring has been defined as ‘support provided by individuals who have successfully
faced a particular experience and can provide good counsel and empathic understanding to

help others, with similar salient population characteristics, through a comparable

experience’. 2% (P436) 241t has been used for over 50 years in mental health *° and is

increasingly used in rehabilitation, for example with people with spinal cord injury 2% 23262

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 6 of 56
vs)

ubLAdod Ag palosiold 1sanb Ad y20og ‘9T [Mdy uo /wod g uadolwq//:dny woij papeojumoq 8T0¢Z 1990100 0T U0 Z29020-LT0Z-uddolwa/9gTT 0T Se paysiignd sy :uado CIN


http://bmjopen.bmj.com/

Page 7 of 56

oNOYTULT D WN =

117

118

119

120

121

122

123

124

125

126

127

128

129

130

131

132

133

134

135

136

137

138

139

BMJ Open

and heart disease.?**

Empirical work in these populations has reported positive outcomes.
For example, peer mentoring led to better adjustment after spinal cord injury in a study in
which mentors helped mentees to cope with practical, emotional and identity challenges

2326 | ikewise, a review of peer mentoring in heart disease

and project future possibilities.
showed that it led to increased self-efficacy, improved activity, reduced pain, and fewer

emergency room visits.

The case for peer mentoring can be found in a number of psychological theories, such as
social cognitive theory®, and self-determination theory.?! These theories propose that
observing others, feedback and modelling, and social exchanges that support autonomy
lead to better outcomes for those receiving the mentoring and were therefore selected as
key to our programme. Peer mentoring interventions generally include some degree of

informational, appraisal, and emotional support.?*

As noted above, many individuals with moderate to severe TBI experience significant on-

going consequences in domains of physical, cognitive and psychological functioning, and

3-1019 32-34

personality changes. This variety of consequence makes peer mentoring

potentially challenging as candidate mentors may also be experiencing long-term

consequences of their TBI. Consequently, it is not surprising to find a limited range of

32-38

published research exploring peer mentoring in TBI. These studies report positive

benefits on knowledge, quality of life general outlook, behavioural control and return to
work. However, design limitations and trial issues hamper generalisability and adaptability

32-37

of these findings. For example, limitations include a lack of formal outcomes,*® minimal
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detail provided limiting replication,?” lack of a control group,3* * difficulties matching

3334 costs of transport and social outings to participants,®® and fewer

mentors with mentees,
sessions or contacts than planned.****As a consequence, a more robust evaluation of peer

mentoring with people with TBI is needed before tangible changes to practice and policy can
be instigated. However, before proceeding to a full trial for such a complex intervention it is

important to establish if the proposed intervention is acceptable, and if the study design is

feasible.*

Our overarching study aim was to explore peer mentor and mentee views of the feasibility
(e.g. practicalities) and acceptability of a peer mentoring intervention in the New Zealand
context. This paper describes our approach and reports on the qualitative data collected to
evaluate the acceptability of the intervention with feasibility to be examined in a separate

publication.

Methods

A Qualitative Descriptive methodology® was employed to explore mentee and mentor
perspectives and experiences of their participation in the peer mentoring intervention. n
Qualitative Descriptive studies researchers stay close to their data and to the surface of
words and events.*® This enables the explication and descriptive summary of complex
experiences, which are valuable in their own right as end-products, but also to inform
further study. As a consequence, Qualitative Descriptive methodology has been argued to
be a useful approach for the development and refinement of interventions** and so was

well suited for the current study. The academic members of the research team consisted of
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people with a range of expertise in rehabilitation, physiotherapy, psychology, psychiatry,
medicine, statistics, project management, data analysis and some personal experience of

TBI or as a carer.

The study was conducted in Auckland, New Zealand / Aotearoa. Due to the contracting of a
single national funder of inpatient rehabilitation after Traumatic Brain Injury in New
Zealand, nearly all moderate-to-severe cases of TBI in the North Island are treated by a
single provider after their discharge from the acute hospital services. This provider cares for
between 100 and 150 people per year,* and their primary Auckland site was the sole site of

recruitment for mentees.

We had funding to support inclusion of six mentees and six mentors. Invitations to take on
the role of mentor were sent by letter in batches to those identified as eligible by the
rehabilitation provider and followed up by phone to confirm eligibility. While staff involved
in the clinical management of mentors were involved in helping to identify potentially
eligible people, the actual recruitment of mentors was overseen and carried out by the
research team. In addition to those identified by the rehabilitation provider, letters were
also sent out from our research centre to those who had previously taken part in other
studies, had expressed an interest in being involved in further research, and fitted the study
criteria. Those who met the eligibility criteria and expressed a desire to take up a mentoring
role were invited to attend a ‘job’ interview as this was a paid role. The interview panel
consisted of members of the research team (which included a psychiatrist with expertise in
TBI). The panel explored candidates’ motivation for applying to become a mentor, any

challenges they may foresee, how they might overcome these challenges, and what their
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support needs might be. All those offered the mentorship role underwent a criminal record
check. The mentors were paid on a research assistant pay scale for their time on the project,
and they were issued with a mobile phone to enable contact with their mentees and the
research team at no cost to themselves and without the need to share their personal

number.

Mentee recruitment was initiated by rehabilitation staff approaching all eligible participants
and handing them the study information leaflet. In this leaflet they were encouraged to
discuss the study with their family. Rehabilitation staff passed contact details of those
interested in hearing more about the study to the research officer (CC). The research officer
then met with potential participants (and interested family member(s) if this was their
wish), explained what the study involved, and discussed any concerns. This meeting took
place at least 24 hours after the person had first been informed about the study, and in
many cases the researcher followed up with a second visit to answer further questions and
meet with interested family members. This process was used to ensure all potential mentee
participants were able to take the time to consider their participation and discuss it with
their family members, before providing consent. Eligibility criteria for both mentors and
mentees are displayed in Table 1. The literature has shown that matching is important in

32-34

peer mentoring. We were able to match by gender, and where possible shared interest

(such as outdoor sports).
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Table 1. Inclusion and exclusion criteria

Inclusion criteria Mentees Mentors

e Age (years) 215 years >18 years

e Moderate or severe TBI*** ) '

e Discharge from inpatient rehabilitation Imminent 1-5 years previously

e Living in the greater Auckland region v '

Exclusion criteria

e Unable to communicate in a way that v \'
enabled engagement with a
mentor/mentee

o Medical condition that precluded their v '
participation

e Discharge FIM Cognitive domain score* - v
224 %

e Ongoing alcohol or drug abuse problems, - v
communication difficulties, known gang
affiliations, concerns in terms of safety or
security (clinical judgement)

* FIM: Functional Independence Measure, data obtained from the rehabilitation centre.

FIM discharge data were only used as an exclusion criteria for mentors.

210
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Intervention

Our approach was informed by our own research **%°*¢*® and by that of others.33* F

or
example, peer mentoring sessions were one-to-one and face-to-face (as opposed to by
phone). The research officer introduced the mentor to the mentee (and their family
members) prior to the first meeting. The first session occurred pre-discharge in the
rehabilitation setting and the remaining five in the community. Mentors were provided with
worksheets to support them with each mentoring session. These worksheets helped them
to remember the focus of each session. It was also intended the sessions would be time-
limited and would take place in the initial stages following discharge, i.e. over a three month
period. Dyads started the intervention within two weeks of the mentee agreeing to take
part, and prior to discharge. Three of the sessions were intended to involve a pre-planned,
supported participatory activity in the community, negotiated in advance by each mentee-
mentor pair (to ensure dyads could focus on real life experiences of participation and its
challenges). Mentors were provided with petty cash to pay for any expenses during such

32-34 46-48

activities (up to NZS50 per activity). Table 2 displays the basic structure of the

programme in more detail.
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Table 2 The mentoring programme

Time point

Session purpose

One to two weeks before
discharge from inpatient
rehabilitation

Two weeks after discharge

Four weeks after discharge

Six weeks after discharge
Eight weeks after discharge

Ten weeks after discharge

Mentor meets with the mentee at the inpatient rehabilitation
facility to get to know one another. Make provisional plans for
meeting post discharge.

Mentor visits mentee at home, to re-establish connection, explore
barriers and facilitators to participation, and support them to
develop plan for social activities for the next couple of weeks.
Participate in mentor supported activity; check in with the mentee
and discuss what has gone well over the last few weeks, what
didn’t go well? Plan further activities.

As for previous session

As for previous session, reminder that next visit will be the last.
Final visit. The mentor and mentee will review progress and the
ending of mentee/ mentor relationship. A mihi whakamutunga
(cultural blessing or prayer) will be offered for those who wish

this.

Mentor training and support

Mentor training comprised of a two day interactive training workshop, with each day held

one week apart (see the Appendix for an overview of the training programme). This

included a mix of presentations, discussion, role play and skill-building activities, aiming to

strengthen and build on the experience and skills of the mentors. Topic sessions included

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

"IyBuAdod Aq parosiold 1sanb Ag 20z ‘9T |Udy uo jwod fwg uadolway//:dny woly papeojumod '8T0Z 1900100 0T U0 229020~/ T02Z-uadolwa/9eTT 0T Se paysiignd 1s1y :uado CING


http://bmjopen.bmj.com/

oNOYTULT D WN =

236

237

238

239

240

241

242

243

244

245

246

247

248

249

250

251

252

253

254

255

256

257

258

259

BMJ Open

the role of the mentor, experience of TBI, sharing experiences, and safety protocols. Skills in
sharing experiences were developed by each mentor creating a pictorial map of their TBI
journey, on their own then sharing this with the wider group. This helped the mentors to
articulate their journey, decide what aspects they were willing to share and which ones they
may not, and also gain insight into each other’s journeys. This in turn helped them develop

listening skills and empathy.

We discussed ways of being respectful and keeping safe when visiting people in their
homes. We established a safety protocol where mentors were required to notify the
research officer of the time and date of their visits and check in (by phone) at the
completion. Mentors were encouraged to share with the research team any concerns they
had regarding the visit and any perceived threats to their own safety or the welfare of their
mentee. We also took care not to professionalise the mentoring role as a key component
was that mentors functioned as ‘peers’ not quasi health professionals. To that end we
provided limited education about the clinical consequences of TBI to mentors, instead giving
primacy to their own personal experiences of TBI. The 45-minute education session, led by a
rehabilitation consultant (who was familiar to many of the mentors having been involved in
their clinical management during their own inpatient stay), used material that all mentors

had previously received as an inpatient during their rehabilitation.

Attention was paid to cultural protocols for the New Zealand context. For example, the
encouragement to use an opening and closing karakia (blessing or prayer) for meetings with
mentees when both parties agreed this was appropriate; and the intervention being

delivered kanohi te kanohi (face-to-face) which is a preferred approach for Maori.** Mentors
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had access to a resource containing information on locally available services they could refer

mentees to if appropriate.

Mentors took part in three face-to-face group debrief sessions over the course of the
intervention period, led by the principal investigator (PK) and accompanied by the research
officer (CC) and one other member of the research team with psychology expertise (e.g.
KMcP, DB, RS; each attending one session). These were held on Saturday mornings to
accommodate those who were working or studying. Topics for the debriefs were set by the
mentors and included, for example, sharing experiences of the first meeting with mentees
(what went well, what were their concerns), practicalities of community activities, and how
to conclude the mentoring relationship. Access to additional psychological and psychiatric

support was available for individual mentors but not requested.

Data collection and analysis

Semi-structured interviews with mentees and mentors were conducted at the conclusion of
the mentoring relationship, at the mentee and mentor homes, by one researcher (CC). She
has over 10 years experiences of qualitative data collection and analysis, studying
rehabilitation interventions in people with neurological conditions, in particular TBI (e.g. *®
*%) An interview guide (see table 3) was used. This focused on the mentoring experience,
the timing of the intervention, the perceived impact of the relationship, and suggestions for
improving the programme. Mentors were asked additional questions relating to the
adequacy of the training and support provided to them. In both cases, the interview guide
was used as a prompt to focus the conversation, but otherwise the interview was kept open,

exploring topics raised by the participants in more detail as they arose. Interviews were
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audio recorded and transcribed verbatim by a contracted transcriber, then checked for

accuracy by the researcher. They were anonymised prior to analysis.

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of 56
vs)

"yBuAdoo Aq paloalold 1sanb Aq 20z ‘9T [udy uo jwoo g uadolwa/:dny woiy pspeojumod "8T0Z 1840100 0T U0 229020-2T02-uadolwg/9osTT 0T Se paysignd isiiy :uado N


http://bmjopen.bmj.com/

Page 17 of 56

oNOYTULT D WN =

287

288

289

BMJ Open

Table 3. Interview guide (used flexibly)

Mentees

What was your experience of the mentoring project?

What was useful about the mentoring? What wasn’t?

How has the relationship impacted on you?

If you had a mentor in the future what would you like them to focus on?

What sort of things would you like to talk to / do with your mentor?

When would have been the best time to meet up with your mentor? Prompts: the
first meeting, after the first meeting, how often?

How did you find answering the questionnaires that CC asked you to complete?

Additional questions for Mentors

Did you feel that the training workshops prepared you for your role as mentor?
What would you change about those workshops?

If we needed to cut these down to one day what would you suggest we cut out?
Or what should we add instead?

Did you feel that you received enough support for your role as mentor?

What would you change about the support you received?

How did you find the planning and write up requirements? How would you suggest

that we do this in the future?
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The mentors were given a format for keeping visit notes, asking them to record the activities
they carried out and reflect on what had gone well or not and what they would do
differently next time. Mentors maintained in contact with their mentee by texts and phone,
but these were not recorded as data. The researcher noted when needing to provide
mentors with practical support (such as connecting with their mentees). She collated the
mentor notes, which supplemented interview data. Peer mentoring sessions were not
observed as the team did not wish to interfere with the relational aspects of the

intervention.

Data were analysed drawing on Conventional Content Analysis.>* A core analysis group (PK,
CC, NK and DB) was established, which was diverse in gender, ethnicity (New Zealand
European, European and Australian) and professional background (rehabilitation,
physiotherapy, health psychology, sociology and education). This group met several times to
allow for an iterative and recursive approach to analysis before settling on the final
interpretation of data presented here. In the first instance, CC and PK listened to the audio
recordings and read and re-read the transcripts to become familiar with the data. From
there, data were read to identify key concepts relevant to the topic areas in the interview
guide (e.g. broad experiences and perspectives of the intervention, the mentoring
relationship, and feedback on specific aspects of the programme). This led to the
development of a coding framework which formed the initial frame for analysis. Data were
coded manually, deriving new codes where an existing code did not fit the existing
framework. Code definitions developed, and then illustrative quotes were extracted into
word tables. Each core analysis group member became familiar with a set of interviews in

preparation for group analysis discussions where preliminary ideas and concepts derived
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from early coding were presented and discussed. Following each analysis session, CC
returned to the raw data to test out our interpretation of data, further refine our coding,
and categorise the data into meaningful themes. The analysis was deepened through
exploration of mentor notes and the researcher’s notes of her conversations with mentors
following their interactions with mentees. Interview data from mentors and mentees were
initially coded separately before looking across data sets (i.e. within dyads, and across

participant types) for patterns and meaningful clusters.

Patient and public involvement

Maori are the indigenous people of Aotearoa New Zealand and almost 17.5% of the New
Zealand population identify as Maori.>* Researchers have a responsibility to ensure their
research is of value and culturally responsive to Maori.>® Therefore, guidance for the study
was also sought from a University Matauranga Maori committee, members of which are
drawn from a wide range of Maori communities. Whilst people with recent TBI were not
explicitly involved in the design of the study, seeking mentor and mentee experiences and
perspectives was built into the design of the study to ensure their voice was formative to
future related work. Further, mentors were appointed to paid positions and ongoing
engagement with them through their training, debriefing and supervision sessions (see
below for more detail) played a critical role in the operationalisation of peer mentoring in

the current study.

Ethical approval was obtained from the New Zealand Health and Disability Ethics Committee

(ref 13/NTA/99/AMO5) and the University (ref 13/288).
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Results

Letters were sent to 34 potential mentors, of whom nine were not contactable. The
researcher discussed the study with 13 people who responded positively to the initial
approach, with nine accepting the invitation for interview (36% of those contactable). The
main reason for not taking part as a mentor were other commitments. All those interviewed
were invited to attend mentor training. Eight mentors completed both training days with

one dropping out after the first day due to work circumstances (89% retention).

There were 12 potentially eligible mentee participants during the study period. Of these,
nine agreed to talk further with the research officer, with six consenting to participate as
mentees. Six of the mentors who had attended the mentor training were successfully

paired with the six consenting mentees.

Demographic and disability data for mentors and mentees is provided in table 4. On
enrolment to the study all mentors were able to walk independently and without a walking

aid though many had ongoing physical and cognitive difficulties.
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Table 4. Demographics Mentees (n=6) Mentors (n=6)

Inpatient stay (mean days, SD) 72 (54.4) N/A

oNOYTULT D WN =

Admission FIM* score (mean,

10 SD)

12 - Motor tasks 57.7 (26.2) N/A

- Cognitive tasks 22.0(5.7)

17 Age (range) 18-46 years 21-59 years
19 Frequencies Frequencies
Gender

24 - Male 4 4

26 - Female 2 2
Injury severity**

31 - Severe 5 4

33 - Moderate 1 2

35 Ethnicity

- Maori 1 1

Maori / Samoan 1

N
o
1

42 - New Zealand European 4 5
Employment Pre-injury

47 e Studying 1 2
49 e Working full time 3 2

e Working part time 2 2

54 351 * FIM: higher scores denote greater dependency; total motor scores can range from 13 and 91; total

56 352 cognition scores 5 to 35.
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** Moderate TBI: initial Glasgow Coma Scale (GCS) score 9-12 (of a possible 15) and/or post-

traumatic amnesia (PTA) duration >1 but <7 days; Severe TBI: initial GCS <9 and/or PTA >7 days.***

Four mentees engaged in six peer mentoring sessions, with the remaining two engaging in
one only. One mentee failed to meet again with the mentor after the initial mentoring
session despite a number of attempts to arrange a face-to-face meeting and eventually lost
contact with their mentor and the research team. The other mentee was not available to
take part in more than one mentoring session due to personal difficulties that restricted her
participation and which had not been apparent during recruitment, but contributed to the
post intervention interview data collection. Five mentees and six mentors were interviewed
at the end of the intervention period, with an average duration of 45 minutes (range 15 to

60).

There were some deviations from the intended programme structure. For example, most
dyads took more than three months to start and finish the programme (up to six months,
see example in figure 1). This was mostly due to ongoing health issues the mentee was
experiencing (e.g. further surgery) or due to other commitments both for mentees and
mentors (e.g. work, study). Secondly, the intended community activities were not always
possible and as such, for some dyads more mentor visits were at the mentees’ homes than

intended.

The research officer called mentors following each mentoring session as per the agreed

safety protocol to ‘check in” and enquire what had gone well, if there were any issues or

concerns, provide general reassurance and to remind mentors to maintain records of the
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sessions. Written reflections were provided by four mentors, and although these were

generally brief, one mentor provided comprehensive written reflections for each session.

Data from mentor notes showed that mentors and mentees undertook a range of
community activities, such as having their nails done, going for lunch, having coffee in a
café, browsing for music, or going for a walk. Topics of conversations during the session
were wide-ranging, including going back to work, struggles with abstaining from alcohol and
drugs, feeling different, strategies for remembering to do things, and managing

relationships.

The next section explores the qualitative findings from the interviews. Pseudonyms are used

here, followed by the mentor / mentee age.

Peer mentoring: Making sense of recovery

Positive outcomes were reported both by mentees and mentors. A key theme identified in
the analysis was that of making sense of recovery through shared experience and stories.
This sharing was pivotal to the mentor-mentee relationship with both parties expressing
benefit. Through stories of their lived experience of injury and recovery, mentors were
perceived as valued experts and could provide support in ways that was different to that
provided by clinicians or family members. This position posed some challenges to mentors
who required support to manage uncertainties inherent in their role. These findings are

discussed below with supporting quotes.
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Sharing stories
The essence of the peer mentoring intervention was to provide support from someone who

had also experienced a TBI.

It was very useful to have someone who has been through a similar

accident to myself. It really meant a lot to me (Mentee, Peter, 24)

Telling your own story was a key device this programme used to establish credentials and
facilitate the mentor / mentee relationship. The outcome of sharing these experiences was

something mentees reflected on.

He wasn’t asking me questions, he was a story teller. And that made me,
yeah rather than “how do you feel today?” Is what they [the clinicians]
asked me and | would go “oh yeah up and down like a rollercoaster |
guess.” He would go ‘oh yeah it’s hard to explain isn’t it?’ [...]It was just,
like you say, an occasion to go out.[...] And that’s what allowed me to have
someone who’s a friendly expert, who had been through a brain injury, to

connect with. (Mentee: Dave, 45)

Similarly, mentors found it more beneficial to share their stories with other peer mentors on
the programme (as they had also had a TBI) than people around them. Opportunities for this

arose during the training programme and debrief sessions, as these mentors explained:

It was like a process of opening up to people who have been through the
same as yourself and | thought that was very helpful, just opening up and

just letting it out rather than bottling it up. (Mentor: Thomas 23)
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Listening to what everyone else was saying sort of gave me great

confidence that | wasn’t the only one. (Mentor: John, 59)

Mentors as experts

Returning home following discharge from rehabilitation is reportedly a difficult time as
adjustments are made to changed circumstance. Mentees trusted their mentors and
viewed them as experts because they had experienced a TBI and attended inpatient

rehabilitation and were now actively participating in life roles.

Because he had been through it. | guess | am just new at this. He made it
flow. He was like a brain injury guru. [....] Because he had lived it and
physically trained in that field, by being run over on his bike. [...] It was
more progressively rehabilitating for me than [name of the rehab centre].

(Mentee: Dave, 45)

Even though mentors and mentees had different experiences of a TBI, they reported the
sharing of experiences and stories enabled them to develop a connection, a sense of trust

and in some cases a friendship.

It was like you had a connection maybe that was what it was, you have a
connection. You have both been there and hearing what she had been

through. (Mentee, Jane, 42)

Mentees reflected their mentor provided an opportunity to talk through concerns and
worries with ‘someone who had been there’. This was viewed as different from the support
provided by clinicians or family and friends. Using mentors as a sounding board helped

mentees to make sense of their experiences and what could be expected after a TBI.
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It was nice to have someone, outside your family. Because family are too
close to you and they seem to like be over protective. Whereas your buddy
[mentor] sort of understood where you were coming from, understood
what you were going through. And it was nice to be able to ask like any
questions that | had like ‘is this normal? I’m doing this is this, you know

what’s going on here?’ And get those answers. (Mentee: Kate, 45)

The relationship between the pairs meant mentees felt comfortable sharing their
experiences, and contributed to a sense of trust and a willingness to discuss their difficulties
with more transparency than they might have with clinicians and family members. Kate

suggested the relationship with her mentor enabled her to open up:

You become friends in the way that you can actually openly communicate
to someone. That’s where it changed. So instead of being careful about
what you say and you know being reserved, you could actually be totally
open and honest with someone that’s not a psychologist. (Mentee: Kate,

45)

Much of the discussion between mentees and mentors reportedly included talking through
issues they were reluctant to address with clinicians and believed their family members or
friends did not understand. Mentors in turn revealed coping strategies they had found
helpful for issues raised such as dealing with fatigue, thinking about return to ‘normal’, and
discussions about how to cope with social pressures regarding alcohol consumption
following TBI. Discussions of such matters appeared to be facilitated by the relationship not
being bound by the systems and structures clinicians operate in and, unlike clinicians,

mentors had more time to be with mentees either in their own home or in the community.
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Mentors were conscious of their position and reported they were clear they were not acting
as clinicians and recognised they had to have boundaries in terms of the advice they could

offer.

But | shouldn’t be giving him medical advice you know. | can’t tell him
what to do | can only tell him what | did [...] | can talk to him about that [
alcohol consumption] but in that situation it should be more as a friend [...]
because | don’t want him thinking I’'ve got some profound knowledge
about how your brain is going to affect your drinking after a year. (Mentor:

Michael, 24).

Mentoring as a source of hope

Meeting and talking with mentors provided mentees with a sense of hope for progress
beyond the difficulties they were facing immediately post-discharge and enabled them to
build their self-confidence. The mentees reported feeling pleased to learn their mentors
were now getting on with their lives and involved in activities such as university studies or

returning to work.

Just how where he’s come from, from his accident until now. How he’s
accomplished the things that he needs to do [...] What it helped me is he’s

back to work. And that’s where | want to be. [Mentee: Tony, 43]

Because it helps you feel like you are understood and you are not the only

person going through this trouble but there have been other people who
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have gone through similar things who are able to show you a glimpse of

hope that life gets better. (Mentee: Peter, 24)

The challenge of mentoring

Despite the mentees endorsement of the help and the inspiration of their personalising
stories during the intervention period, the mentors struggled with their own expectations of
the mentoring role. Some were concerned they needed more ‘tools to do the job properly’
and were sometimes worried about the extent of the external support their mentee was
receiving. Frequent contact with the research staff was important to discuss these concerns,
to check in and ensure the mentee was safe and reassure the mentor that what they were
offering their mentee was valuable in its own right and was in keeping with the intentions of

the programme.

Watching some of the hard stuff he was going through and just kind of
really bumming me out. [...] Everybody felt a bit of a pressure, a
responsibility to the person because we kind of get what it was like to go
through what they went through and so you don’t want to fail the person

you know. (Mentor: Michael, 24)

The valuable insights the mentors had into the challenges their mentees were experiencing
that enabled them to establish connections and support their mentee, presented challenges
to the mentors as it prompted a revisiting of their own injury experiences and an

acknowledgement of their persistent residual symptoms.
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Just because, you know, you process your own head injury issues when you
are mentoring someone [...]. Sort of re thinking my own head injury and my
own thing to kind of try and be useful to him. [...] so some of that stress
probably wasn’t at all out of my relationship with him, was actually to do
with my own sort of. Because like you say, we are mentors because we
have been through something that was kind of shit, you know, so we are

thinking about that difficult thing pretty deeply. (Mentor: Michael, 24)

Although they experienced these pressures over their concern for their mentee’s situation
and dealing with their own concerns, the mentors reported the support they received from

the research team helped them deal with these and be effective in their role.

| think even when (mentee) started being, even when he started being a
little bit depressed, having you guys to call and just chat through things
and sort of, | had never really had a moment where | called you and no one
answered or something like that. It was always, there was always contact

there. (Mentor: Louis, 23)

Another challenge concerned the intended community activities and the planned time
frames. These community activities were not always practical as some mentees had ongoing
medical problems that restricted their mobility or lack of access to transport. Therefore,
more mentor visits were at the mentees’ homes than proposed in the programme. Where

community activities did occur, they typically included meeting up in a café, or browsing
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shops together. Timeframes were stretched by circumstances, for example surgery for
associated injuries resulting in temporary mentee unavailability. Mentors were encouraged
by the research team to use the programme flexibly in response to the mentees preference,

which was considered a strength by many.

The peer mentoring was provided as a time limited relationship, which for most mentors
was not experienced as a problem as they felt their mentee had moved along in their
recovery or that they had nothing more to offer as a mentor. However, for others, the
consequence of the relationship being and becoming more personal created difficulty and
concern about ending the series of sessions. These concerns were raised as a topic for
discussion by mentors at each of the debriefing sessions and mentors reported they needed
this support in withdrawing from the formal mentoring relationship. Nevertheless, ending

the mentoring relationship appeared to result in a sense of loss.

We did talk about, in the last session that we might see each other again,
and then all of a sudden | am not a mentor anymore. (Mentor: Michael,

24)

Regardless, overall both the mentors and mentees reported the experience as beneficial.
The opportunity to connect with others in a similar situation provided comradeship and a

sense of hope:

I’ve just more than anything found like a friend. One that | can relate to.

We have both had an injury.(Mentor: Sarah, 21)
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The mentors all expressed enjoying their role and developed caring supportive relationships
with their mentee. They appreciated the reciprocity the role offered them in the

opportunity to give back and help someone.

I’d say it became a mutually beneficial relationship and one that to me meant a lot

because it was, to me it was watching him recovering. (Mentor: Louis, 23)

Discussion

The findings of this study indicate the peer mentoring programme was perceived to be
acceptable by both mentors and mentees. However, our experiences and that of our
participants highlight a number of key lessons for future related work. For example, there is
benefit to operationalising the intervention more flexibly than we initially intended. We
found that a rigid approach to the number and frequency of community participatory
activities is not always possible due to ongoing mentee health issues. Similarly, a 6-month
time frame is more appropriate for a programme consisting of six sessions to allow for the
complexity that mentees face post discharge in re-engaging with their home life. Further, it
is clear that mentors can sometimes require both practical support (e.g. to get hold of their
mentees and arrange times to meet) and emotional support (to help them navigate any
emotional response they might have to sharing their story and re-engage with their own

traumatic experiences in the sharing of those stories).

Although this study did not explicitly seek to explore programme benefits, both mentors and

mentees reported a number of perceived benefits. We found that the peer mentoring
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relationship may be beneficial to both mentor and mentee through the sharing of
experiences and stories, but also that mentors required support to manage the
uncertainties inherent in the work. The time to talk and listen as well as the shared
authentic experiences resonated with mentees, leading to feelings of hope and confidence

as they re-engaged in life post-discharge to the community.

Just over a third of mentors approached and contactable took part in the study. This level of
uptake could potentially impact upon feasibility of rolling this out to a larger study or
service. However, given some declined due to other (immediate) commitments it is possible
that when mentoring is embedded in routine service delivery (without the time constraints

associated with research) that more people would come forward.

Strengths of this study include the use of qualitative interviews, which enabled an in-depth
exploration of the experiences of mentees and mentors engaged in a mentoring programme
after TBI. The intervention was theory-based, and developed incorporating both evidence
and consumer (particularly Maori) involvement. An additional strength was the potential
replicability of the study and delivering the mentoring face-to-face and in a way that was

flexible to the needs of both mentors and mentees.

While mentors reported some challenges, this was the mentors’ first experience of
mentoring following TBI. Therefore, the benefits and challenges presented here may change
in a larger trial where mentors have the opportunity to develop experience through
supporting more than one mentee. Input into the study or intervention design were not

sought from people with recent TBI at the time of commencing this research, which was a
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limitation. However, as noted in the methods, capturing their perspectives was a critical
component of the current research so that they may inform refinement of the core
processes (e.g. mentor training, mentor support and intervention delivery) for future

related work and peer mentoring service models.

We experienced other challenges. As noted above, two mentees did not complete the
intervention, one did not stay in contact and the other had significant personal problems
that precluded ongoing participation although was able to contribute to the qualitative data
collection. Those who stayed in the study completed all sessions, which was a strength. Only
four mentors recorded notes about their mentoring sessions. During the debrief sessions it
became apparent that taking such notes was often forgotten, or perceived as not necessary.
Future research should consider the best mechanisms for ongoing participation and

capturing data about the content of sessions.

Since this was a small study we were able to match on dyads gender only, though we also
took into account shared interests. Ideally we would also have utilised the opportunity for
matching by ethnicity, an important approach especially for Maori.*> We were also unable
to pair by age or family circumstances due to the small mentor group. This resulted for
example in one single mentor in their twenties mentoring a much older person with five
children. Despite the limitations to our matching opportunities the mentor-mentee pairs
developed very good relationships and their differences in age or life experience was not of
relevance. This concurs with our previous longitudinal research with people with TBI, which
has shown that assumptions should not be made concerning who would be the best match

to provide mentorship.>*
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Our mentors had previously sustained a moderate to severe TBI. Although they initially
appeared to be high functioning, several had ongoing physical and cognitive difficulties
whilst being part of our programme. For example, three required ongoing employment
support, many experienced significant levels of fatigue and irritability, and not all had been
able to return to driving. However, all were able to get to places to meet with their mentors
and develop a meaningful relationship. Our findings suggest that even those who
experience ongoing residual impairment following TBI are able to function well and safely in
a mentoring role. Regardless, we are not able to comment on the potential mentoring

ability of those with more severe residual impairment than our sample.

Mentors required more support from the research officer than anticipated at the outset of
the study. For example, she supported them to maintain contact with their mentee during
the study period, assisted with scheduling visits when they experienced difficulties, and
provided assistance with negotiating the university’s reimbursement procedures. The
under-recognised need for this level of support was in part due to lack of evidence for
delivering this service with this population and will inform future study design and service

models.

Our exploration of mentees’ experiences should be considered in light of them taking part in
a feasibility study. In addition, this was the first time each of our mentors had the
opportunity to work with a mentee. Findings might be different if this had been a routine
service or if mentors were more experienced in their role. This was a feasibility study and

the findings are not designed to be transferable to other contexts, however, they have the
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potential to inform future peer mentoring intervention studies for people following
traumatic brain injury and point to the potentially reciprocal benefits of the mentoring
relationship. A key feature of our study was the face-to-face delivery of the intervention. In
the current study this was a culturally-located decision, given this is a preferred method of
service delivery for New Zealand Maori (the indigenous population of New Zealand). We
also believe this to be a key component of this peer mentoring intervention, and one that

helped create opportunities for developing connections and building the relationship.

The stories our mentors used in their work with mentees were grounded in their own

experiences of recovery and living with consequences of TBI. The actual sharing of these

stories was a key component of the training workshops and debriefing sessions. Douglas and

colleagues (2015) suggest that supportive relationships that promote this sense of being
understood can facilitate people after injury to navigate their changed circumstances .>°
Others have suggested that relating to other survivors acts as a source of self-cohesion in
the process of identity re-construction.”® Indeed, in our study, the sharing of stories helped
both mentors and mentees realise they were not the only ones in this situation and not

alone in what they were going through.

Mentees saw these stories as more authentic and more practically useful than receiving
advice from clinicians. This is similar to the findings of Veith et al. (2006), where mentees
saw professionals as forced into their life and as detached experts.? Stories of people
becoming more active after spinal cord injury recorded by actors have also been usedin a
study with people recently injured.”® Although they used a different delivery mechanism,

people with spinal cord injury and healthcare staff considered the stories to be effective
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tools for communicating the message regarding reengaging in activity after injury. They
considered those in the stories to be credible messengers, who were emotionally realistic
and provided context. Stories have also been shown to be key in the success of mentoring in
a number of other settings, including mental health.?>> In our study, the relationship that
developed through this sharing led to mentees feeling able to express their concerns in a

more honest and intimate way than perhaps would have occurred with clinicians.

We chose to use the terminology peer mentor over that of a lay person, since we concurred
with others that there are distinctive differences. A peer is someone ‘who has had a

comparable experience’ (p436).22 %

We do, however, acknowledge that the term ‘lay’ is also
used in self-management literature as people who ‘commonly, but not invariably,
themselves have a chronic disease, which may or may not be the same as that affecting
programme participants’.>® We see the role of the mentor as different to that of a lay
person in the community. This is because mentors share the same experience (of an injury
and of the associated traumatic experience for example) and can be part of created social
networks. Mentors are also different from paraprofessionals, who are lay people or lay-
leaders who have received extensive training to deliver more structured and educational
self-management programmes and have essentially become professionalised.**>® This
approach is akin to that employed by other peer mentoring programmes in which mentors

received more education about TBI from a clinical perspective.****>°

There is no strong
evidence that such training impacts on health status, which provided us with the rationale

not to use this approach.®® Further, our approach to mentoring was largely informed by

contemporary models of rehabilitation with a focus on participation as a key outcome of
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interest. A sociological approach could reveal different insights and could be explored in

further work.

In our study mentees talked about a sense of hope that came from being with their
mentors, hope for the future, and hope of recovery. This potential outcome is distinct from

323% Hope or hopefulness as a potentially

other studies of peer mentoring after TBI.
important outcome is considered in a conceptual analysis by Bright and colleagues.®® Our
findings are similar to research in spinal cord injury, which showed that mentors helped
newly injured people see future possibilities.?® The authors described this in the context of
temporality and conceptualised disabled peer mentors as bridges in the temporal disruption

of newly injured persons. Similarly, in a study with people on acute stroke units, hope was

also identified as a key outcome of a peer mentoring programme.®*

The mentoring relationship appeared to benefit the mentors by allowing them to be, and to
be seen, as able to make a meaningful contribution, thus promoting a sense of self-value.
Douglas and colleagues (2015) report on the social isolation frequently reported by people
with TBI, and describe rehabilitation as a ‘social-relational affair’ (p154).>> They suggest that
through social interactions we build our sense of self, and that social interactions and
expressive social support are essential elements for recovery after major injury.> Similarly,
qualitative accounts of the experience of recovery captured over two years following TBI,
support this notion that recovery is a social relational process where people draw support
from others to make sense of recovery and life after TBI.® This is consistent with concepts
previously discussed by others, such as relational autonomy, where autonomy is argued to

occur within and because of relationships.®? Peer mentoring is one approach that explicitly
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attends to this important aspect of recovery. This was indeed found to be the case in our
study, with mentees re-engaging in activities with mentors’ support, such as contributing to

activities within the church or leaving the home for a manicure or lunch.

Peer mentoring interventions are also located within disability rights and advocacy (e.g. %)

as a way of recognising, and utilising the expertise of those with experience of disabling TBI,
and supporting a non-clinical approach to supporting people to engage in life post TBI.
However, our peer mentoring intervention was not specifically conceptualised in this way.
Rather, as highlighted in the introduction, the intervention in the current study was
underpinned by recognised gaps in service provision and informed by the experiences of
people facing the enduring consequences of TBI. Likewise, there has been a recent interest

65-67
)

in self-advocacy programmes for people with TBI and their families (e.g. . Self-advocacy

can be defined as ‘asserting your own needs and taking action to fulfil those needs’.®®
Findings from such programmes are mixed but encouraging. One trial showed that advocacy
behaviour improved both in a group taking part in a curriculum-based advocacy programme
and one that was self-directed, and concluded that bringing like-minded motivated people
with TBI together is more important than programme structure or content in changing
advocacy behaviour.®” Similarly, the self-advocacy for independent life (SAIL) program
showed improvements in self-efficacy, satisfaction with life and goal attainment both for
those who took partin a curriculum-based programme and those who only accessed a
workbook.?® However, neither study had a control group that did not receive an

intervention, and the latter study was very small (n=12). Further, peer-advocacy or the role

of peers in developing capability for self-advocacy was not explored in either study. Future
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research could consider the relevance of these findings for integration into TBI peer

mentoring programmes.

In conclusion, peer mentoring in the early stages post-discharge appeared acceptable to
people with TBI, both as mentees and mentors. Sharing experiences and stories seem key to
successful peer mentee—mentor relationships after TBI and appeared to lead to benefits for
mentees. This approach is suggested to augment rather than replace clinical input, providing
something valuable and distinctly different. This qualitative study is a first step in a larger
programme of work aiming to examine the efficacy of peer mentoring in TBI. Our future
work will more explicitly include the involvement of people with TBI and their families in the
study design, and build on the experiences and inputs shared by the mentees and mentors

in the findings of this study.
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Figure 1. Example of mentoring timing
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Figure 1 legend

The top image in this figure shows the intended duration of the peer mentoring programme
(3 months) and frequency of sessions (every 2 weeks) for one of the study dyads. The
bottom image shows the actual duration (6 months), and frequency (4-8 week gaps between

sessions). The longest gap was due to the mentee requiring surgery.
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Appendix Mentor training workshop

Day 1

Times Topic Led by Activities

9.00- Arrive,

9.15 refreshments

9.15- Introductions, Principal Discuss how the group wants to work

10.00 outline of the Investigator (PI together
training, ground  rehab
rules background),

Research Officer
(RO)

10- Break

10.30

10.30- The mentoring PI, RO, Co- Brainstorm activities about

11.00 role and what we investigator participatory activities mentors
mean by (health psychology themselves engage in, which ones
participation background) they had difficulties with after their

TBI and what support were or would
have been helpful. *

11-12 Common Psychologist Group discussion, including what
challenges specialised in helped and hindered managing these
following TBI neurorehabilitation challenges.*

12- Common Rehabilitation Presentation: same as that given to

12.30 challenges specialist (medical  people prior to discharge. Topics
following TBI doctor) covered included for example impact

of head injury on the brain, recovery,
impact of lifestyle choices on
recovery (e.g. drugs and alcohol).

1.30- The mentoring Psychologist Warm up exercise: 5-10 minutes, talk

2.45 relationship specialised in to your partner about yourself for 2-3

neurorehabilitation minutes; then listen to them for 2-3
minutes. Then be ready to introduce
your partner to the group.

Using flipcharts mentors drew
aspects of their life after TBI they
would be happy to share with a
mentee.

2.45- Break

3.15

3.15- The mentoring Psychiatrist with Each mentor shared their story

4.30 relationship expertise in TBI, depicted in the flipchart - practising

Neuropsychologist

sharing their experiences.

A 3-page outline of the mentoring
role was also discussed.

Discussion of culturally appropriate
working in the NZ context.
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* Summary was typed up and provided to mentors in their workbook

Day 2
Times Topic Led by Activities
9.00- Arrive,
9.15 refreshments
9.15- Overview of the Principal Summary was provided of
9.45 mentoring Investigator (PI), participatory activities mentors
programme Research Officer themselves engage in, which ones
(RO) they had difficulties with after their
TBI and what support were or would
have been helpful (from the previous
week).
Outline and rationale of the
mentoring programme was
presented.
9.45- Goals and setting  Co-investigator Interactive workshop on goal setting
10.30 them (health and action planning using worksheets
psychology &
nursing
background)
10.30- Break
11.00
11-12.30 The mentoring Pl, 2 ROs Outline of each mentoring session was
programme —in provided and discussed in workshop
detail format
12.30- Lunch
1.30
1.30- Project Co-investigator Discussion of potential safety issues
2.45 requirement, (health and how to manage them.
strategies for psychology Familiarisation with safety policy of
researcher safety  background), PI the centre & note taking for the
and RO intervention.
2.45- Break
3.15
3.15- Wrap up, Principal Final question and answers session,
4.30 guestions, Investigator (PI), explanation of keeping timesheets

mileage claims

Research Officer
(RO), centre
manager

and mileage claims.
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Standards for Reporting Qualitative Research (SRQR)*

http://www.equator-network.org/reporting-guidelines/srqr/

Title and abstract

Page/line no(s).

Title - Concise description of the nature and topic of the study Identifying the
study as qualitative or indicating the approach (e.g., ethnography, grounded
theory) or data collection methods (e.g., interview, focus group) is recommended

1/1-3

Abstract - Summary of key elements of the study using the abstract format of the
intended publication; typically includes background, purpose, methods, results,
and conclusions

2-3 /23-49

Introduction

Problem formulation - Description and significance of the problem/phenomenon
studied; review of relevant theory and empirical work; problem statement

6-8 / 85-144

Purpose or research question - Purpose of the study and specific objectives or
questions

8/144-148

Methods

Qualitative approach and research paradigm - Qualitative approach (e.g.,
ethnography, grounded theory, case study, phenomenology, narrative research)
and guiding theory if appropriate; identifying the research paradigm (e.g.,
postpositivist, constructivist/ interpretivist) is also recommended; rationale**

8 /151-153

Researcher characteristics and reflexivity - Researchers’ characteristics that may
influence the research, including personal attributes, qualifications/experience,
relationship with participants, assumptions, and/or presuppositions; potential or
actual interaction between researchers’ characteristics and the research
questions, approach, methods, results, and/or transferability

9/158-161
16 / 268-271

Context - Setting/site and salient contextual factors; rationale**

16 /268

Sampling strategy - How and why research participants, documents, or events
were selected; criteria for deciding when no further sampling was necessary (e.g.,
sampling saturation); rationale**

9-10 / 170-200

Ethical issues pertaining to human subjects - Documentation of approval by an
appropriate ethics review board and participant consent, or explanation for lack
thereof; other confidentiality and data security issues

19 /328-329

Data collection methods - Types of data collected; details of data collection
procedures including (as appropriate) start and stop dates of data collection and
analysis, iterative process, triangulation of sources/methods, and modification of
procedures in response to evolving study findings; rationale**

16-19 / 267-291
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1

2 Data collection instruments and technologies - Description of instruments (e.g.,

3 interview guides, questionnaires) and devices (e.g., audio recorders) used for data

4 collection; if/how the instrument(s) changed over the course of the study 17 / 280-281

5

6

7 Units of study - Number and relevant characteristics of participants, documents,

8 or events included in the study; level of participation (could be reported in results) | 20 /331-341

?O Data processing - Methods for processing data prior to and during analysis,

11 including transcription, data entry, data management and security, verification of

12 data integrity, data coding, and anonymization/de-identification of excerpts 18-19 /293-314
13 Data analysis - Process by which inferences, themes, etc., were identified and

12 developed, including the researchers involved in data analysis; usually references a

16 specific paradigm or approach; rationale** 18-19 /293-314
17 Techniques to enhance trustworthiness - Techniques to enhance trustworthiness

18 and credibility of data analysis (e.g., member checking, audit trail, triangulation);

19 rationale** 19 /310-314

20

21

22 Results/findings

;i Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and

25 themes); might include development of a theory or model, or integration with

26 prior research or theory 23-30/380-543
27 Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts,

28 photographs) to substantiate analytic findings 31-38 /547-718
29

30 . .

31 Discussion

32 . . . . . o1 .

33 Integration with prior work, implications, transferability, and contribution(s) to

34 the field - Short summary of main findings; explanation of how findings and

35 conclusions connect to, support, elaborate on, or challenge conclusions of earlier

36 scholarship; discussion of scope of application/generalizability; identification of

37 unique contribution(s) to scholarship in a discipline or field 31-38 /547-728
;2 Limitations - Trustworthiness and limitations of findings 32-33 / 568-603
40

41 Other

42 Conflicts of interest - Potential sources of influence or perceived influence on

ji study conduct and conclusions; how these were managed 40 / 740-747
45 Funding - Sources of funding and other support; role of funders in data collection,

46 interpretation, and reporting 5/72-75

47

48 *The authors created the SRQR by searching the literature to identify guidelines, reporting

49 standards, and critical appraisal criteria for qualitative research; reviewing the reference

50 lists of retrieved sources; and contacting experts to gain feedback. The SRQR aims to

51 improve the transparency of all aspects of qualitative research by providing clear standards

52 for reporting qualitative research.

53 **The rationale should briefly discuss the justification for choosing that theory, approach,

54 method, or technique rather than other options available, the assumptions and limitations

55 implicit in those choices, and how those choices influence study conclusions and

56 transferability. As appropriate, the rationale for several items might be discussed together.

57
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