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A B S T R A C T

Background: Inflammatory bowel disease (IBD) is a chronic autoimmune disease often diagnosed during 
adolescence. IBD negatively impacts all aspects of health-related quality of life, resulting in physical, emotional, 
social, school, and work functioning challenges. Adolescents have identified the need for peer support in man
aging their disease and promoting positive health outcomes. However, studies have yet to explore the peer 
support needs of this population. The study aimed to capture whether a peer mentoring program (iPeer2Peer©) 
was successful at improving adolescent disease self-management. The study also aimed to understand the lived 
experiences of adolescents participating in iPeer2Peer©.
Methods: Adolescents with IBD were recruited from three tertiary hospitals in Canada. The study adopted a 
waitlist pilot randomized control trial (RCT) with participants randomly allocated to the intervention (iPeer2
Peer© program) or control group. Participants completed questionnaire measures at baseline and post-program 
examining self-reported self-management, self-efficacy, emotional distress, social support, and health-related 
quality of life. A subset of intervention participants were randomly invited post-program to participate in a 
semi-structured interview to examine mentee program experiences
Results: The quantitative analyses showed no significant differences between the intervention and control group. 
Three themes were identified in the qualitative analysis: 1) forming a connection over shared experiences and 
beyond, 2) improving mentee program experience, and 3) program flexibility.
Conclusion: Despite the lack of significant quantitative outcomes, qualitative data suggests peer support for ad
olescents with IBD adds value to IBD care by developing a sense of belonging with peers who share lived ex
periences. This study demonstrates the complexity of mentee psychosocial needs and challenges in measuring 
outcomes in peer support research. Clinical implications and future research opportunities are discussed.
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1. Introduction

Inflammatory bowel disease (IBD) is a chronic, incurable, autoim
mune disease associated with inflammation of the gastrointestinal tract. 
1 The two primary forms of IBD which include Crohn’s disease (CD) and 
ulcerative colitis (UC) are associated with alternating periods of remis
sion and relapse. 2 Concerningly, IBD is often diagnosed during 
adolescence, with the prevalence of pediatric IBD having risen by over 
50 % in the last 15 years and over 7000 children in Canada currently 
living with IBD. 3 The adolescent years are a particularly challenging 
time to be diagnosed with IBD. This is a crucial developmental period 
marking the transition from childhood to adulthood, and it is essential 
for psychosocial development.4 Adolescents with IBD experience an 
array of additional challenges on top of typical adolescent struggles due 
to the unpredictable course of the disease (e.g., related to obtaining, 
understanding, and accepting an IBD diagnosis) and frustrating treat
ment and management regimes (e.g., numerous lifestyle adjustments, 
modifications in diet and activities, changes in appetite and body, 
having to take medications). 5 However, while medical treatment aims 
to minimize physical disease activity, IBD and its treatment impact 
many areas of adolescent functioning beyond physical health.

Depression and anxiety are accentuated amongst adolescents after 
disease onset and when experiencing active IBD (e.g., inflammation, 
flare, symptoms) versus inactive IBD (e.g., in remission without symp
toms, or in remission with symptoms). 6,7 Additional research indicates 
that IBD patients often find the symptoms of their disease embarrassing 
and socially limiting, which often leads to difficulty disclosing their 
condition to peers, potentially causing further social isolation. 5,8–11

Adolescents with IBD report diminished control over their lives and 
perceive themselves as ‘different’ from their healthy peers and siblings. 
12 Adolescence is an essential developmental stage associated with 
establishing an individual’s sense of identity and autonomy, which may 
be especially problematic for individuals with IBD who have difficulties 
with independence and social functioning.13

Providing care to adolescents with IBD during transition has been 
identified as a health priority. 14 There is a need to develop new pro
grams, improve existing programs, and advocate for additional re
sources for IBD adolescents transitioning to adult care.14 Within the 
pediatric IBD transition literature, several guidelines have been outlined 
as key factors thought to promote successful transition, including 
emphasizing the importance of self-management, including increasing 
independent adolescent self-management skills, ongoing discussion of 
the transition period between patients and healthcare providers, and 
knowledge of disease and treatment. 15,16 In the context of adolescence, 
an increase in self-management has been shown to positively impact the 
physical, social, and emotional quality of life.17 Greater involvement in 
self-management could be a mechanism to prevent the worsening of IBD 
(e.g., reducing inflammation, decreasing symptoms, improving quality 
of life) and facilitate the successful transition to adult healthcare.18,19

Access to evidence-based psychosocial interventions for IBD is a signif
icant care gap among individuals with chronic disease. 20,21 In a quali
tative study by Heisler and colleagues22 exploring IBD care barriers, 63 
Canadian participants discussed the need for greater psychosocial sup
port to help normalize the IBD experience and help further develop their 
coping skills. IBD patients who already had access to psychosocial sup
port (e.g., services provided by healthcare professionals) reported the 
invaluable nature of this care to their overall physical, psychological, 
and emotional well-being.22 Patients with IBD have identified the 
importance of peer/social support, a form of psychosocial support 
offered by individuals with shared lived experience, in managing their 
disease and promoting positive IBD outcomes. 22,23

In peer support programs, adolescents can be advocates and sources 
of support for effective chronic disease self-management. Although peer 
support among individuals with a similar chronic illness can be bene
ficial, most studies have focused on adult populations. 24–26 One peer 
support program developed at the Hospital for Sick Children (SickKids) 

in Toronto, Canada, called iPeer2Peer©, piloted virtual modelling and 
positive reinforcement by adolescents who had learned to function 
successfully with their chronic disease (peer mentors) to adolescents 
with the same chronic illness (mentees).27 The investigators found 
program feasibility, acceptability, and improved health outcomes, 
including self-management amongst adolescents with chronic diseases 
(e.g., chronic pain and arthritis). 27,28 By examining mentor experiences, 
peer mentors noted the importance of sharing a similar diagnosis or 
disease course with their mentee as an important contributor to devel
oping a bond.29 Pediatric chronic illness research suggests that peer 
mentoring programs, such as iPeer2Peer©, might be effective with other 
populations such as IBD.27,28,30 However, there is a need to examine the 
effectiveness of peer support programs further to understand how to 
improve delivery. 31

This study examined mentee outcomes and experiences of an online 
peer mentorship program (iPeer2Peer©) for adolescent IBD patients. 
The objectives were twofold: to examine mentees’ perceived change in 
self-management, self-efficacy, resiliency, emotional distress (e.g., 
anxiety and depression symptomatology), perceived social support, and 
health-related quality of life (HRQL) and to explore mentee experiences 
of the virtual peer-mentoring program (iPeer2Peer©) through semi- 
structured interviews post-program. It was hypothesized that self- 
efficacy, self-management, resiliency, emotional distress, perceived so
cial support, and HRQL ratings would significantly improve from base
line to post-intervention.27 Utilizing a waitlist randomized control trial 
(RCT), it was hypothesized that those using the iPeer2Peer© program 
would have improved outcome variables compared to the control group.

2. Material and methods

A mixed methods waitlist RCT design was used to examine the 
feasibility, acceptability, and effectiveness of the iPeer2Peer© program 
in adolescents with IBD. Ethics approval was obtained through the in
stitutions’ Research Ethics Boards at the Hospital for Sick Children 
(SickKids). This study was registered #58684.

2.1. Participants

Participants were recruited between December 2018 and May 2021 
from three large pediatric hospitals across Canada: 1) SickKids; 2) 
Children’s Hospital of Eastern Ontario (CHEO); and 3) Izaak Walton 
Killam Hospital for Children (IWK Health Centre). Participants were 
eligible to participate if they met the following criteria: (a) between the 
ages of 12 and 18 years old, (b) a gastroenterologist diagnosed IBD, (c) 
able to speak and read English, (d) access to a computer, smartphone, or 
tablet capable of using Skype software, and (e) willing and able to 
complete online measures. Exclusion criteria included: (a) significant 
cognitive impairments, (b) severe co-morbid illnesses (medical or psy
chiatric conditions) likely to influence HRQL assessment (e.g., psycho
sis, active suicidal ideation), or (c) participating in other peer support or 
self-management interventions.

2.2. Procedure

Eligible mentee participants were recruited from the gastroenter
ology departments at SickKids, CHEO, and IWK Health Centre using 
standard approaches (e.g., letters, posters, or being approached during a 
gastroenterology clinic by a healthcare provider). If interested, the 
Clinical Research Project Coordinator (CRPC) provided further infor
mation and obtained informed consent. Participants were sent the study 
questionnaires using a secure web application (REDCap32) at baseline 
(T1). Once these measures were complete, the participants were 
randomly allocated to the intervention or wait-list control group. The 
CRPC then contacted participants to inform them of their group 
assignment and instruct them on procedures (See Fig. 1 for CONSORT 
diagram). The randomization process was blinded to site-specific staff 
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and co-investigators. All participants completed post-program ques
tionnaires immediately post-program (T2) and six months post-program 
completion (T3). The CRPC followed up with each participant in 
accordance to the research institution guidelines to complete program 
questionnaires before being marked as lost to follow up (e.g., two emails 
or text messages, one phone call with a message, one final email or text 
message). Simple random sampling was used to try to obtain a repre
sentative sample (e.g., each iPeer2Peer mentee had an equal chance of 
being invited to participate in the interview). The CRPC approached 
approximately 40 % (n = 24) of mentees following the completion of the 
program to participate in a semi-structured interview. Participants 
received up to $45 in gift cards (e.g., a $10 gift card after completion of 
baseline measures, a $15 gift card at the end of the study mentorship 

calls, and a $20 after completing post-program questionnaires). Mentees 
who participated in the interview received an extra $10 gift card. 
Mentors participating in the program received a $20 gift card for 
completing the mentor training and $50 for each complete set of calls 
with mentee participants.

2.3. Experimental group

Participants in the experimental group received the iPeer2Peer© 
program. The mentoring program matched young adults (mentors aged 
17–25 years old with IBD) who had successfully transitioned to adult 
care and learned to function successfully with their disease with mentees 
(adolescents 12–18 years old with IBD).27,28 Efforts were made to match 

Fig. 1. iPeer2Peer© CONSORT Diagram.
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mentees with mentors with similar diagnoses, symptom profiles, sex, 
and treatment regime experiences (e.g., exclusive enteral nutrition, 
medications, surgical procedures). The program’s goal was to encourage 
mentees to develop and engage in social support and self-management 
skill-building tailored to mentee needs. The iPeer2Peer© program con
sisted of 5–10, 20–30-minute Skype sessions over 5–12 weeks. The 
length of the program accounted for potential scheduling difficulties 
that emerged in previous studies and participant feedback on incorpo
rating more flexibility within the program. 28 All Skype sessions were 
audio recorded, and a research team member reviewed sessions within 
48 hours to ensure safety and fidelity to the iPeer2Peer© program. 
Mentee and mentor participants were asked to have one session per 
week. The session content was open-ended and tailored to each mentee’s 
expressed needs and desires during the calls. 29,33–35

2.3.1. Mentor selection and training
In addition to having a diagnosis of IBD, peer mentors were nomi

nated by their healthcare team based on maturity, emotional stability, 
and verbal communication skills. The study team screened and con
tacted each mentor to inform them of the study. If interested, the CRPC 
conducted an information and screening call with potential mentors 
where consent was obtained. Eligible and interested mentors were 
invited to attend a two-day in-person training workshop at [removed for 
blind review]. The workshops were facilitated by a health psychologist 
and a peer mentor trainer with lived experience of a chronic disease. 
Sessions also included an existing peer mentor with chronic pain, who 
shared their experience as a mentor in the iPeer2Peer© program. Men
tors were trained in a standardized training protocol to focus the ses
sions on providing social support and encouraging participants to 
develop and engage in self-management skills. For more information on 
peer mentor selection and training, please refer to our study in the 
adolescent chronic pain sample. 27,28

2.4. Control group

The control group received care as usual without the iPeer2Peer© 
program. After completing the post-control outcome measures, partici
pants in the control group were offered the iPeer2Peer© program. Due to 
the institution’s research ethics restrictions, control participants were 
contacted via email and phone. If they did not respond with an interest 
in participating in the intervention, they were marked as lost to follow- 
up.

2.5. Outcome measures

Participants completed a brief background questionnaire at T1 to 
collect basic demographic information (i.e., current age, sex, IBD diag
nosis, age at IBD diagnosis, school grade) for descriptive purposes. 
Participants completed an additional six measures at T2 and T3 to 
capture self-management (TRANSITION-Q),36 self-efficacy (IBD 
Self-Efficacy Scale),37 resiliency (Brief Resilience Survey),38 emotional 
distress (Revised Child Anxiety and Depression Scale),39 perceived so
cial support (PROMIS Pediatric Peer Relationship Scale)40 and 
health-related quality of life (IMPACT-III),41 self-reported ratings.

Interviews followed a semi-structured cognitive-interviewing 
format, and interview guides were informed by research literature and 
clinical experience. 42 Questions asked mentees to comment on their 
program experience (e.g., “How did the first meeting go?”), mentor 
acceptability (e.g., “How did you get along with the mentor?”), program 
acceptability (e.g., “What did you like best/least about the program?”, 
“Would you recommend the program to another adolescent with IBD?”), 
including individual probes (e.g., “Were you worried about anything 
related to the peer-mentoring program?” and “What things do you have 
in common with your mentor?”). All interviews were conducted online 
using videoconference technology (Skype) and facilitated by the CRPC. 
Interviews were audio-recorded and transcribed verbatim by a research 

team member.

2.6. Data analysis

Quantitative data were analyzed via linear mixed effects models, 
predicting T2 and T3 outcomes from treatment group, controlling for 
baseline outcome level, gender, age of enrollment, and site, using the 
lmer function from the lme4 package43 in R. 44 All available data was 
analyzed. Descriptive statistics were computed to describe the sample 
characteristics at each timepoint, using means and standard deviations 
for continuous variables and frequencies and proportions for categorical 
variables. Interview data were analyzed according to the principles of 
Reflexive Thematic Analysis (RTA) within a data-derived (inductive 
level) critical realist framework (i.e., remaining close to the content and 
mirroring each participant’s language and concepts).45 RTA was chosen 
over other forms of qualitative analysis for its flexibility, which allowed 
coders to explore participants’ unique and nuanced perspectives, and its 
emphasis on reflexivity, enabling the research team to recognize how 
their beliefs, experiences, and interests informed the analysis. The 
coding team consisted of three coders engaged in various reflexivity 
practices (e.g., bi-weekly meetings and reflexive journaling).

3. Results

One hundred and thirty participants completed all baseline measures 
(Experimental group = 65, Control group = 65). See Fig. 1 for more 
information on participation at each timepoint. Mentee participants 
completed between one and ten calls (M = 6 calls, SD = 3 calls) lasting 
between 7 minutes and 1.5 hours (M = 32 minutes, SD = 14 minutes). 
On average, it took mentees 70 days (SD = 32 days) to complete the 
program from enrollment to the last call with their mentor. Eleven 
participants from the control group participated in the iPeer2Peer© 
program after completing the post-control outcome measures. Note
worthy, waitlist control participants had to wait approximately nine 
months (SD = 1.43) from the time of consent to be offered the inter
vention after they completed all study questionnaires at T3. See Table 1
for more information on participant demographic and disease 
characteristics.

Table 1 
Demographic and Disease Characteristics of Participants.

Characteristic iPeer2Peer Program 
(n¼65)

Control 
(n¼65)

Participants (total n = 130) ​ ​
Age at Enrollment in years, M 

(SD)
14.70 (1.78) 14.54(1.66)

Age at Diagnosis in years, M 
(SD)

11.26(3.44) 11.26(3.44)

IBD Diagnosis Type, n (%) ​ ​
Crohn’s Disease 42(65 %) 38(59 %)
Ulcerative Colitis 22(34 %) 23(35 %)
IBDUa 1(1 %) 4(6 %)

Sex Assigned at Birth, n (%)b ​ ​
Female 31(48 %) 41(63 %)
Male 33(52 %) 24(37 %)
Grade, M(SD) 9.6(1.74) 9.4(1.77)

Mentors (n = 20) ​ ​
Age at Enrollment, M(SD) 20.4(2.4) ​
Age at Diagnosis, M(SD) 13.2(2.5) ​

IBD Diagnosis Type, n (%) ​ ​
Crohn’s Disease 17(85 %) ​
Ulcerative Colitis 3(15 %) ​
IBDUa 0(0 %) ​

Sex Assigned at Birth, n (%) ​ ​
Female 12(60 %) ​
Male 8(40 %) ​

Note.
a IBDU = Inflammatory Bowel Disease Unclassified.
b One participant did not disclose sex.
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3.1. Objective 1: quantitative program experience

For each timepoint, at alpha =.05, there were no statistically sig
nificant differences between intervention and control group on sec
ondary outcomes, including self-efficacy, self-management, resiliency, 
emotional distress, perceived social support, and HRQL. The same 
general pattern of results was found whether including covariates 
(baseline outcome level, gender, age of enrollment, and site) or not. See 
Table 2 for summary scores across all measures and time points.

3.2. Objective 2: qualitative program outcomes

Twenty-four mentee participants were randomly selected and 
invited to participate in a semi-structured interview immediately after 
completing the iPeer2Peer© program. Three themes were identified, 
and five subthemes represented the mentee’s experience in the iPeer2
Peer© program: positive program experience, barriers to program 
engagement, and solutions to increase engagement and delivery.

3.2.1. Theme 1. Forming a connection over shared experiences and beyond
Mentees often discussed factors contributing to their positive pro

gram experience, including receiving support from someone who un
derstood living with IBD, being paired with a mentor who offered 
guidance and advice, and developing a strong relationship with their 
mentor. All interviewed participants (N = 24) who completed the pro
gram during this time reported having an enjoyable experience and 
indicated they would recommend the iPeer2Peer© program to peers 
with IBD. The three subthemes are presented below (support from 
someone who gets it, mentor as a source of guidance and support, and 
developing a strong relationship with a mentor).

3.2.1.1. Support From Someone Who Gets It. Participants discussed 
enjoying the connection with another young person who shared a 
similar experience living with IBD. Specifically, mentees acknowledged 
appreciating connecting with another peer who understood the disease 
aspect of being an adolescent living with IBD. Many mentees noted they 
had never connected with a peer also diagnosed with IBD. Mentees also 
reported that connecting with “someone who gets it” helped normalize 
the experience of living with IBD as a young person, inspiring hope 
regarding future outcomes and what they could accomplish as they got 
older. For example, one mentee recalled the difference between talking 
to a peer with IBD versus their parents or medical team: 

It’s hard to talk like your parents or siblings and people and your 
friends who don’t really know exactly what you’re going through, 
but I think it was just really nice to have someone that, kind of gone 
through it (14-year-old female diagnosed with CD).

Moreover, mentees noted feeling less alone and isolated through the 
conversations with their mentor. One mentee noted, “It kind of gave me 
more clarity with my disease, like that I’m not in it alone and that there’s 
always going to be people out there who will be able to support me and 
know what I’m going through” (17-year-old female diagnosed with CD).

3.2.1.2. Mentor as a Source of Guidance and Support. Mentees discussed 
the role of their mentor as a beacon of support and guidance throughout 
the iPeer2Peer© program. Specifically, mentees noted that their mentor 
provided advice on the logistics of living with IBD, including diet, 
different types of medication, and adopting a “healthy lifestyle.”

Mentees also discussed the importance of receiving non-IBD-related 
advice from their mentors, including scheduling their own time, what 
clubs to join in school, what university was like, and how to navigate 
social situations. Overall, mentees described that they gained valuable 
knowledge from their mentors, including disease-specific information 
and other topics they had yet to consider due to their participation in the 
iPeer2Peer© program.

3.2.1.3. Developed a Strong Relationship With a Mentor. Mentee partic
ipants discussed the importance of forming a strong relationship with 
their mentor to facilitate a positive experience with the iPeer2Peer© 
program. Participants discussed specific mentor characteristics, such as 
the mentor’s age and disease experience, as essential in developing a 
strong mentee-mentor relationship. Specifically, ensuring the mentor 
was older and had the disease for longer than the mentee. One mentee 
noted that the age gap with their mentor was initially awkward, but they 
grew to appreciate having an older, more experienced mentor: “I feel 
like at first it was like a little awkward talking to someone older than me 
like…then I really liked her, and I really like the age difference ’cause I 
feel she knew more and have more information to give me” (13-year-old 
female diagnosed with CD). Mentees also discussed the importance of 
having things in common with their mentors regarding their diagnosis 
(e.g., CD, UC), hobbies, and interests outside their diagnosis. Mentees 
noted that sharing non-illness-related interests and similar IBD disease- 
related experiences helped contribute to the flow of conversation and 
being able to relate to the mentor.

Table 2 
Means and Standard Deviations of Quantitative Outcome Measures.

Possible Range Pre P Value Post P Value 6 mo P Value

Measure n M (SD) n M (SD) n M (SD)

IBD self-management 0–100 ​ ​ .955 ​ ​ .692 ​ ​ .988
iPeer2Peer ​ 65 57.97(13.53) ​ 57 60.43(13.57) ​ 54 62.06(14.74) ​ 
Control ​ 65 57.83(14.60) ​ 60 59.43(14.00) ​ 59 62.10 (17.02) ​ 
Quality of Life 0–100 ​ ​ .866 ​ ​ .322 ​ ​ .331
iPeer2Peer ​ 65 70.67(13.20) ​ 57 74.00(11.59) ​ 54 75.88(12.78) ​ 
Control ​ 65 71.04(12.78) ​ 60 71.77(12.97) ​ 59 73.45(13.86) ​ 
IBD Self-Efficacy 13–65 ​ ​ .744 ​ ​ .690 ​ ​ .543
iPeer2Peer ​ 65 49.66(7.14) ​ 57 50.40(6.57) ​ 54 51.59(5.75) ​ 
Control ​ 65 50.05(6.53) ​ 60 50.89(6.85) ​ 59 50.90(6.16) ​ 
Resilience 0–5 ​ ​ .490 ​ ​ .057 ​ ​ .055
iPeer2Peer ​ 65 3.41(0.72) ​ 57 3.48(0.71) ​ 54 3.53(0.69) ​ 
Control ​ 65 3.33(0.70) ​ 60 3.23(0.69) ​ 59 3.26(0.79) ​ 
Anxiety+ 0–100 ​ ​ .260 ​ ​ .614 ​ .752 ​ 
iPeer2Peer ​ 65 45.98(10.45) ​ 56 45.19(10.80) ​ 54 44.85(12.42) ​ 
Control ​ 65 48.16(11.35) ​ 60 46.20(10.76) ​ 59 45.55(10.40) ​ 
Depression+ 0–100 ​ ​ .682 ​ ​ .466 ​ .785 ​ 
iPeer2Peer ​ 65 47.28(11.48) ​ 57 47.54(11.56) ​ 54 48.44(11.77) ​ 
Control ​ 65 48.09(10.91) ​ 60 49.22(13.39) ​ 59 49.07(12.32) ​ 

Note. + = T-scores are reported
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3.2.2. Theme 2. Improving Mentee Program Experience
Participants also discussed specific factors to address in future peer 

support iterations to improve the program experience. This theme 
captured improving the mentee-mentor fit and technological/sched
uling barriers. Two subthemes are presented below (improving mentee- 
mentor fit, technical and scheduling difficulties).

3.2.2.1. Improving mentee-mentor fit. While many participants 
described having a pleasant experience with their mentor, some mentees 
noted that the mentee-mentor pairing could have been better. Specif
ically, some mentees expressed little in common with their mentor 
regarding their diagnosis (e.g., UC, CD) symptoms (e.g., flare-ups), and 
non-disease related factors, making it difficult to connect. Moreover, 
mentees noted the mentee-mentor pairing would have benefitted from 
considering whether they were both shy/introverts: “I get along with her 
pretty well. It wasn’t like I didn’t get along with her. I just guess it was 
like we are both shy and she wasn’t like a big talker” (14-year-old female 
diagnosed with UC). Along the same lines, some participants noted their 
mentors would have benefitted from more direction from the iPeer2
Peer© team to make expectations more transparent from the start: “[the 
mentor] was trying to mostly keep the conversations IBD focused, so it’s 
like just maybe that communication of if it’s gonna be completely IBD 
focused or if it’s not, and that just making a little more clear” (16-year- 
old female diagnosed with CD). For some, awkward conversations be
tween mentees and mentors made connecting and holding a conversa
tion challenging.

Mentees summarized the potential value of improving the mentee- 
mentor match process to ensure disease characteristics (e.g., current 
symptoms, disease type, how long since diagnosed) and interests (e.g., 
hobbies, TV shows, sports, food) were considered with each pairing. One 
mentee noted the value of being matched with a mentor who was also 
experiencing similar symptoms and shared similar interests outside of 
their disease to help ensure the pairing could relate to one another. 

I think, obviously, it’s hit or miss whether like two people can con
nect or relate to things, but I think definitely having a bit more of 
similar diagnoses would help like them relate to each other, even 
though everybody’s lives obviously differentiate a lot, but I would 
still of course recommend it to somebody with IBD (15-year-old fe
male diagnosed with UC).

One mentee recommended providing a formal survey to all mentees 
and mentors to collect information regarding current interests, hobbies, 
disease symptoms, and characteristics. She noted that interests and IBD 
symptoms often change fast for a young person.

3.2.2.2. Technical and scheduling difficulties. Mentee participants also 
discussed barriers related to technology and scheduling. These barriers 
were communicated vividly when some mentees remembered unex
pected disruptions during Skype calls with their mentor (e.g., a call 
disconnecting or freezing). Some mentees recalled frequent “dropped” 
calls with their mentor, resulting in long periods of troubleshooting and 
initially not understanding how to download or navigate the technology. 
The difficulty associated with scheduling and finding the time to meet 
with mentors was also communicated by mentees. Some participants 
noted occasionally missing scheduled calls due to forgetting, being sick, 
or having things come up at the last minute. Other participants recalled 
how difficult it was to find a consistent time to meet with their mentor 
each week due to their variable schedule and living situation, still noting 
the benefits of participating in the iPeer2Peer© program.

3.2.3. Theme 3. Program flexibility
Finally, participants discussed appreciating the existing flexibility 

within the iPeer2Peer© program and the need for even more flexibility 
to be incorporated within the program to increase participant engage
ment and program delivery. The existing flexibility in the iPeer2Peer© 

program was reported as a helpful factor by mentees, who noted they 
appreciated how the program met their current needs. Mentees said they 
specifically appreciated the flexibility in conversation topics (e.g., the 
unstructured nature of the program) and being able to spend more or 
less time discussing disease-specific content versus lifestyle and in
terests. One participant expressed enjoying the flexibility in content 
throughout the program: “I thought it was really cool because, like, we 
weren’t always just talking about like Crohn’s disease. She was kind of 
like giving me like life advice in a way” (14-year-old female diagnosed 
with CD). Participants also noted enjoying the flexibility with the 
duration and the number of calls with their mentor. Some mentees noted 
they had shorter calls, while others reported having longer and more 
frequent calls. The virtual modality of the program was also described as 
a strength, with mentees noting they would prefer it over in-person. 
Mentees discussed appreciating being able to schedule their calls 
directly with their mentor, especially if they had a flare-up and needed 
to reschedule at the last minute. One mentee noted, “If I wasn’t feeling 
well or she wasn’t feeling good, we will just reschedule for like another 
day” (12-year-old female diagnosed with CD). Mentee participants 
described satisfaction with the flexibility provided throughout the 
iPeer2Peer© program.

However, many participants described wanting more flexibility 
provided throughout the iPeer2Peer© program. Mentees noted the 
program would benefit by giving more options to the mentees/mentors 
regarding what platform to use for mentorship calls (e.g., Skype, Zoom, 
Facetime, Google Hangouts, Phone, Text) and notification system (e.g., 
text, email, Skype). One mentee recalled not having a phone and relying 
on text notifications from their iPad connected to their parent’s cell
phone to receive meeting updates. Another mentee noted how providing 
more options regarding the platform and how they received notifica
tions for upcoming meetings would help address individual preferences. 
Mentees discussed the option to meet their mentor in person or have an 
opportunity to have all or some mentorship meetings in person if 
feasible (e.g., if the mentee and mentor lived nearby).

Mentee participants discussed wanting more flexibility regarding the 
duration of the calls and how many calls, ultimately wanting to leave the 
program duration and ‘dose’ (i.e., how many calls and the duration of 
calls) up to the mentee and mentor. Some mentees noted their prefer
ence for wanting more calls (e.g., extending the program) to get to know 
and connect with their mentor better.

4. Discussion

This study sought to explore whether online peer mentorship, via the 
iPeer2Peer© Program, would improve adolescent IBD self-management 
skills. Compared to the control group, there were no statistically sig
nificant changes over time for the quantitative variables of interest (self- 
management, self-efficacy, emotional distress, social support, or health- 
related quality of life). Although peer support programs have been 
linked with positive patient health outcomes, including improving an 
individual’s ability to self-manage their disease 27, it is difficult to know 
what specific factors led to improvements in these variables. Moreover, 
previous iPeer2Peer© pilot studies among adolescents with chronic 
diseases 33 have shown mixed results, with some reporting no significant 
quantitative improvement in emotional distress or self-efficacy from 
baseline to post-program. 46 Research has noted the difficulty of directly 
targeting psychological outcomes in peer support programs 47 with the 
consensus that it may have to do with the relational nature of these 
programs and individual characteristics, including mentor competence 
and patient dispositional traits.48

More broadly, the RCT design may not have been the most suitable 
choice to capture changes in the outcome variables of interest. Although 
the RCT is considered the gold standard for testing the efficiency of 
treatment, Carey and Stiles 49 argue that RCT’s may not be suitable in 
psychological studies. Specifically, Carey and Stiles 49 posit that treat
ment techniques are a small part of what contributes to psychological 
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change, RCT’s attribute improvement in clients mental state solely to the 
treatment (i.e., ignoring the client as an active agent in the process), and 
it is hard to define what the treatment is and thus what should be 
measured. Moreover, the authors highlight that changes due to psy
chological interventions are often not linear and multiple variables 
contribute to psychological change, making it difficult to capture 
numerically.

Moreover, adolescents in this study were not screened or selected 
based on elevated clinical scores at baseline. According to the RCADS 
cut-off score39, the mean scores for emotional distress for the mentee 
participants were in the normal range at baseline and post-program. 
Thus, this study’s sample presents with relatively low levels of 
emotional distress overall. The study also did not systematically mea
sure why adolescents enrolled in the iPeer2Peer© program before 
randomization (e.g., for social support, to learn self-management, to 
improve mental health, to support resilience).

Despite the lack of statistically significant outcomes in the quanti
tative analysis, the qualitative findings provide guidance on the benefits 
and implementation improvements for the iPeer2Peer© program. The 
reflexive thematic analysis results for objective two helped elucidate 
adolescent mentee experiences of the iPeer2Peer© program. Three 
overarching themes and associated subthemes were identified in the 
qualitative data analysis. The overarching theme ‘Forming a Connection 
Over Shared Experiences and Beyond’ highlighted the overall pleasant 
mentee experiences with the peer support program, including enjoying 
connecting with a peer over IBD and beyond. The overarching theme 
‘Improving Mentee Program Experience’ highlighted factors to improve 
mentee’s program experience, such as enhancing the mentee-mentor fit 
and technical and scheduling difficulties. Finally, the overarching theme 
‘Program Flexibility’ captured the mentee’s positive experience of being 
able to schedule their meetings directly with the mentor and having 
control of the duration of calls, and the desire to incorporate more 
flexibility within the program (e.g., allowing the mentee and mentors to 
choose the modality for their meetings).

4.1. Forming a connection over shared experiences and beyond

Mentees touched upon the importance of connecting with a peer who 
understood the disease aspect of their life. They mentioned that 
although parents, siblings, friends, and doctors are essential supports, 
they do not necessarily understand what it is like living with IBD. 
Consistent with previous research examining content discussed during 
peer mentoring sessions amongst adolescents with chronic disease, our 
research team identified that 36.25 % of transcripts reviewed discussed 
mentee and mentor personal experiences living with a chronic disease.50

Specifically, mentees and mentors discussed similarities and differences 
regarding their disease experiences and how their illness impacted their 
daily lives (e.g., ability to manage post-secondary education, relation
ships, employment, and hobbies).

Moreover, mentees noted that mentors acted as sources of support 
and guidance, specifically regarding the logistics of living with IBD as an 
adolescent, by sharing their lived experiences. For example, mentees 
discussed enjoying being able to hear their mentors describe their own 
experience with certain medications and navigating post-secondary 
education. The exchange of support and guidance has also been iden
tified in other qualitative studies, such as Arney et al. 24, who reported 
that mentees participating in a peer support program for adults with 
diabetes exchanged informational support (e.g., exchange of recipes and 
exercise routines). The peer mentorship program created a learning 
environment for mentees to acquire knowledge for personal growth and 
suggestions to navigate the transition period of adolescence and 
healthcare from a peer who had personal experience living with IBD. 
Ultimately, the iPeer2Peer© program appeared to target the mentee’s 
desire to connect/relate to another young person who truly understood 
what it was like to live with IBD, aiding in the transfer of guidance and 
advice and highlighting the potential utility of the peer support 

program.
While the disease aspect of peer mentorship is important, the present 

study highlights many factors that impact the development of a good 
mentee/mentor pairing. IBD mentees discussed the importance of 
developing a strong relationship with their mentor to get the most out of 
the program. Specifically, mentees emphasized the value of ensuring 
both the mentee and mentor had non-disease-related similarities, 
including hobbies and interests. Hence, they had topics to discuss 
outside of their disease. Reflected in other research, non-disease-related 
content is commonly discussed in peer support programs (48.86 % of the 
time among adolescents with a chronic disease). Specifically, mentors 
and mentees spent time getting to know each other and further devel
oping their relationships through discussions regarding their interests, 
family, and current events.50

Similarly, a qualitative study exploring young adult mentor experi
ences following participation in the iPeer2Peer© program for adoles
cents with chronic illness noted mentors described building 
relationships with mentees that went beyond the disease, providing 
mentorship around everyday life stressors, interests/hobbies, families, 
and friends.29 Importantly, mentors discussed that developing a rela
tionship with mentees took time and was influenced by multiple factors, 
including demographic characteristics, whether the mentee and mentor 
shared the same diagnosis, age of illness at onset, sex, and the age dif
ference between mentor and mentee. Ultimately, mentors noted that the 
more similar the mentor and mentee pairings, the more quickly the 
connection was developed and deepened. 29,51

4.2. Improving the mentor-mentee match

Understandably, mentees emphasized the importance of matching 
mentees and mentors based on a multitude of factors, including disease 
type (e.g., CD, UC), disease severity (e.g., remission, relapse), and non- 
IBD factors such as interests (e.g., hobbies, sports). Similarly, Wanstall 
and Ahola Kohut52 found stronger program outcomes when mentors 
utilized the synchronous use of “I” (e.g., disclosing personal informa
tion), discussion of friendships, focus on the future, and discussion of 
leisure/hobbies. Just as mentees emphasized the importance of forming 
a strong relationship with their mentor to enhance their overall program 
experience, some mentees did not have a lot in common with their 
mentor, such as overall disease experience (e.g., current disease symp
toms, age at diagnosis) or non-disease related interests such as hobbies 
finding it more difficult to form a relationship. While the authors tried to 
recruit mentors with a wide range of disease presentations and to 
consider disease experience in the matching process, these efforts were 
not always successful due to the evolving complexity of IBD pre
sentations, the diverse interests of adolescents, and scheduling conflicts.

A lack of connection between mentees and mentors has also been 
identified as a theme in other qualitative studies, such as Sweet et al.53, 
who examined mentors and mentees’ experience participating in a peer 
mentorship program for individuals diagnosed with a spinal cord injury. 
A qualitative study examining early warning signs or red flags in youth 
mentoring relationships noted that forming a connection between the 
mentor and mentee was an important factor in successful mentoring. 54

In this study, some mentees acknowledged inadequate pairings with 
their mentor, noting that their disease experience (e.g., current symp
toms, IBD types, age of diagnosis, comorbidities) and current interests 
(e.g., hobbies, sports, TV) were not aligned, making it difficult to con
nect. Some mentee participants recommended incorporating a survey 
documenting the mentor and mentee’s current disease characteristics 
and non-disease-related information, such as hobbies. There needs to be 
more guidance regarding the best matching practices when deciding on 
mentee-mentor pairings, with even more ambiguity regarding specific 
populations such as IBD adolescents. Although research indicates that 
adopting matching strategies is vital for successful mentorships, Mac
Callum and colleagues54 argue they need to be more successful in 
ensuring suitable interpersonal matches between mentors and mentees, 
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with connections sometimes not forming even when careful efforts are 
made. Although incorporating a questionnaire documenting current 
disease characteristics and interests seems promising, an algorithm may 
not ensure a successful match.

In addition, some mentees described encountering awkward ex
changes or times of silence with their mentor. Incorporating more 
consistent mentor supervision or check-in sessions throughout the pro
gram to ensure mentors are adequately equipped with the tools and 
knowledge they received in training may assist in reducing ‘awkward’ 
exchanges. In this study, mentor training occurred over two days 
following a standardized training protocol for educating mentors on 
components of good mentorship, increasing confidence in providing 
mentorship, and improving mentors’ informational, emotional, and 
appraisal support skills. However, during the study, mentors may have 
begun mentoring months after training. Thus, although they were pro
vided with a copy of the training manual, which provided various ma
terials such as example topics to discuss with their mentee, critical 
training knowledge may have diminished with time. Although this study 
encouraged mentors to check in with the study team when needed, no 
formal ongoing supervision was incorporated unless indicated during 
the audio call review. This study sheds light on the need to implement 
formal continuous mentor supervision and/or refreshers to aid in the 
service of good mentorship.

4.3. Program flexibility

Mentee participants explained the importance of the flexibility pro
vided throughout the iPeer2Peer© program regarding the length of the 
calls, the number of mentoring sessions, topics discussed, and sched
uling directly with their mentor. The existing flexibility incorporated 
throughout the program contributed to the mentee’s positive experience 
with the iPeer2Peer© program. These findings are unsurprising as pre
vious studies have found that mentees desire more flexibility and indi
vidualized treatment to be threaded within the program to account for 
the variation in adolescent needs and desires. 27 For example, in a sys
tematic review exploring peer support interventions for adolescents 
with chronic disease, the number of peer contacts, length of the pro
gram, and focus of the meetings (e.g., disease education, group activity, 
1:1 mentoring) varied significantly.34 Moreover, given that IBD is a 
condition characterized by disease flare-ups creating uncertainty 
amongst patients, the role of flexibility seems promising, especially 
amongst adolescents who tackle additional challenges such as physical 
and social transitions and busy schedules. This study emphasized that 
there is no “one size fits all” peer support model, introducing a challenge 
to conventional research designs. Tension exists between the flexibility 
desired by adolescents and fidelity to the peer support model to ensure 
efficacy. To account for this tension, Fisher et al.55 advocate for ensuring 
fidelity within the key functions that define peer support (e.g., assistance 
in daily management, social and emotional support, linkage to clinical 
and community resources) rather than focusing on specific imple
mentation protocols.

In addition, mentees discussed technical and scheduling difficulties 
as barriers to engaging in the iPeer2Peer© program. Mentees reported 
disruptions due to virtual calls dropping, freezing, slow WIFI, or not 
knowing how to navigate technology. Consistent with the literature, the 
challenge of finding the time to meet with mentors due to various fac
tors, including a busy schedule, illness, obligations that emerge last 
minute, or forgetfulness, were also discussed.5 Ultimately, due to 
various factors, mentees reported challenges finding a consistent time to 
meet with their mentor each week. The unpredictability of adolescent 
schedules and the difficulty surrounding the use of technology is not 
unique to this study. In a feasibility study examining iPeer2Peer© 
amongst adolescents with chronic pain or juvenile idiopathic arthritis, 
mentors described the logistical issues, including scheduling and tech
nical issues that emerged throughout the program.29 Specifically, 
mentorship calls were often re-scheduled due to exams, medical 

appointments and medical issues, resulting in longer gaps between calls 
and internet connectivity or internet speed affecting the flow of con
versation.29 In the current study, although some barriers related to 
scheduling and the use of technology were also reported, the online 
nature of the program was described as a strength of the program that 
provided flexibility and compassion for their busy schedules. Aligned 
with the literature, virtual care delivery is preferred amongst IBD pa
tients who view it as a strategy to address barriers to care prohibited by 
geographic location, their unpredictable disease course, and limited 
time and resources. 56 Thus, the virtual modality of iPeer2Peer© seems 
promising in adequately meeting the demands of the unpredictable 
nature of adolescents with IBD.57

Mentees also reported ultimately wanting to be in control of how 
they interacted with their mentor. Although mentees described enjoying 
the flexibility currently intertwined with the iPeer2Peer© program, they 
identified the need for even more flexibility to be incorporated 
throughout the program. Although this study’s institutional ethics board 
only permitted Skype,

mentees suggested future iterations provide more options to the 
mentee-mentor pairing regarding which platform to use for the men
toring meetings (e.g., Skype, Zoom, Google Hangouts, Facetime) and 
notifications of upcoming meetings. Leaving the decision up to the 
mentee and mentor regarding the duration of calls (e.g., 10 minutes, 
1 hour), how many calls, explicitly being able to have as many or few 
calls as needed, and the option to meet in-person at least once if feasible 
(e.g., if the mentee and mentor lived in proximity). Studies of the 
iPeer2Peer© Program in other disease populations have included the use 
of WhatsApp, texting and a more flexible calling structure to respond to 
this need.58 Ultimately, mentees acknowledged appreciating the exist
ing flexibility intertwined in the iPeer2Peer© program, including being 
in control of scheduling meetings and the length/duration of the calls 
but encouraged more flexibility to be adopted to help customize the 
program to meet individual needs and preferences. This was the first 
study to specifically ask mentee adolescents with IBD about their 
experience with a peer support program. The qualitative findings 
identify three factors to consider when implementing a peer-to-peer 
program for adolescents with IBD to target desired components and 
areas of improvement to enhance the mentee experience.

4.4. Clinical implications

In a qualitative study by Heisler and colleagues22 exploring IBD care 
barriers, 63 Canadian participants discussed the need for psychosocial 
support to help normalize the IBD experience and help further develop 
their coping skills. Patients with IBD identified the importance of 
peer/social support offered by individuals with shared lived experience, 
in managing their disease and promoting positive IBD outcomes.22,23 In 
this study, adolescents with IBD reported positive program experiences, 
with all participants indicating they would recommend iPeer2Peer© to 
their peers. This research is the first to highlight the utility of peer 
support programs for adolescents with IBD. As more organizations offer 
peer-to-peer programs for IBD patients, such as Crohn’s and Colitis 
Canada,59 it is essential to continue evaluating and improving the psy
chosocial support for this population, attempting to optimize the posi
tive aspects of program experience and associated outcomes. 60

There is also a need to adapt psychosocial interventions to meet the 
needs of patient populations. Incorporating individualized treatment/ 
personalized medicine to suit individual needs could allow standardized 
interventions to be applied flexibly across various populations or 
resulting difficulties. Supporting our findings, it is clear that patients 
prefer personalized interventions (e.g., mentees remain in charge of 
setting goals, preferences for topics discussed) and that personalization 
enhances adherence and intervention engagement. 61 Moreover, incor
porating flexibility within treatment (e.g., listening to the patient 
regarding platform preference, duration, and frequency of calls) may be 
more inclusive to accommodate patient needs and competing life 

M.K. Ford et al.                                                                                                                                                                                                                                 Health Care Transitions 3 (2025) 100085 

8 



demands. Programs should be designed to meet the unique needs of 
adolescents by incorporating flexibility, choice, and autonomy to allow 
adolescents to feel involved in the process and take ownership of their 
continued involvement. 62,63

4.5. Limitations & future directions

The findings of this study must be interpreted considering several 
limitations. First, challenges emerged during the recruitment process, as 
out of the 610 individuals invited to participate in the study, only 130 
consented (see Fig. 1). It is possible the participants who would have 
benefited the most from the iPeer2Peer© program did not participate in 
the study. Future research may benefit from offering a secondary level of 
participation to gather demographic data to better characterize this 
group and adjust the program that may better fit the needs of those who 
declined to participate. Future research would also benefit from 
capturing mentees’ motivation and self-reported goals for participating 
in such programs and examining individual program outcomes in 
addition to group differences pre- and post-program. Second, more fe
males (n = 16) participated in the semi-structured interview than male 
participants (n = 8), and more mentees diagnosed with CD (n = 19) than 
UC (n = 4) or IBD unclassified (n = 1) participated. This study utilized 
simple random sampling to ensure that each mentee had an equal 
chance of being invited to participate in the semi-structured interview. 
However, the simple random sampling design did not select participants 
based on sex or IBD type. Additionally, both mentee and mentor par
ticipants were predominately White, lacking representation from mi
nority groups. Furthermore, the current study only collected binary sex 
information, highlighting the need for future research to include more 
diverse IBD populations and adopt a gender-sensitive approach to 
analysis highlighted mentees reported benefitting from the peer support 
program.

4.6. Conclusions

Providing care to adolescents with IBD, specifically during the 
transition period from pediatric to adult care, remains a health priority. 
14 This study aimed to explore whether a peer support program – 
iPeer2Peer© was associated with improved health outcomes and to 
capture the experiences of IBD adolescents as mentees in the program. 
This study highlights the limitations of relying solely on numerical 
measurement, raising important questions about the appropriateness of 
RCTs for capturing meaningful outcomes in complex interventions. 
Compared to the control group, there were no statistically significant 
changes over time for the quantitative variables of interest. Future 
research is encouraged to measure individual trajectories and mentee’s 
rationale for participating in a peer intervention. Despite the lack of 
statistically significant outcomes in the quantitative analysis, the qual
itative findings highlight the benefit of the peer support program. 
Mentees described gaining helpful advice and guidance from mentors 
regarding living with IBD and appreciating the existing flexibility pro
vided by the program that was compatible with their unpredictable 
disease course and busy schedules as adolescents. Program adaptations 
are recommended, including improving the mentee-mentor match pro
cess, increasing the flexibility within the program, and implementing 
consistent mentor check-ins. Ultimately, this study provides insight into 
the benefits of incorporating peer support for adolescents with IBD 
within traditional care to bolster connectedness and enhance this pop
ulation’s well-being. Peer-to-peer programs targeting adolescents with 
IBD are still in their infancy, and future research is encouraged to ensure 
optimal and appropriate care.
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