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Abstract

In recent years, there has been growing recognition of the value of incorporating patient
perspectives and experiences into healthcare education, however, for mental healthcare
education the studies on this topic are still limited. This study aims to create an overview of
the training and support mechanisms for patients and educators involved in mental healthcare
education. Through a narrative literature review, various training- and support mechanisms
for both patients and educators were identified and analysed. For patients, the focus in
training mechanisms is on empowering individuals to share their unique experiences
effectively, emphasizing communication, boundary-setting, and self-care practices (examples
are UNTRAP and CAPITAL in the UK, as well as the Grenoble Patients’ School). Educator
training highlights the importance of creating a safe environment for patient involvement,
facilitating student participation, and translating patient narratives into meaningful learning
objectives. Support mechanisms for patients include institutional support, dedicated staff
advocacy, and debriefing sessions, while educators are encouraged to prepare students for
patient involvement and facilitate productive interactions between patients and learners. Key
findings underscore the importance of readiness, communication, and meaningful engagement
in successfully implementing patient experiences in mental healthcare education. As patient
involvement becomes increasingly integrated into mental healthcare education, understanding
and implementing effective training and support mechanisms are crucial for optimizing

learning outcomes and promoting patient involvement.

Keywords: patient involvement, training mechanisms, support mechanisms, mental

healthcare education



Training and/or Support Mechanisms for Both Educators and Patients in Mental Health

Education: A Narrative Review

The almost 4000 students per year in the Netherlands (CBS Statline, n.d.) who
graduate with a Master in Mental Health Care Psychology followed various courses,
including mental health courses. However, a thing that is often still missing in most of these
curricula is the involvement of patients in education, which is linked to hands-on learning
experiences. According to Eijkelboom et al (2023) patient involvement is increasingly used in
the curriculum, but still very new. However, in England, there is already a policy created for
nursing schools which emphasizes the importance of including patients in education (Patient
and Public Involvement in Nurse Education, 2018). Next to this, medical studies are often
involving patients in their educational program through an active level of participation (Dijk
et al.,2020). These are some examples that show the possibilities of involving patients on a

larger scale.

This paper will use the term ‘patients’ to describe people who used mental health care
for psychological problems at some point in their lives as it describes a more non-permanent

state in healthcare (Priebe, 2021; Bennet-Weston et al, 2023).?
The benefits and negative effects of patient involvement

Patients play an important role in medical but also mental health education, however,
patients are typically used as passive illustrations of interesting conditions in textbooks or
sometimes in cases as part of students' hands-on learning in clinical settings in which it is a
role-play (Towle et al., 2010). The involvement of patients in education is a way to increase

the real-life experience for students. By sharing their personal experiences with students,

1 Another term that could be used is ‘service users’. However, according to the paper by Priebe (2021), the term 'service user'
should be avoided to describe people in mental health care. First of all, it is discriminatory, secondly, it is cynical and lastly,
it is patronizing.



patients are positively influencing health professional students, resulting in the provision of
better health services (Lauckner et al., 2012 & Kangas et al., 2022). For example, the mixed-
methods design study of Kangas et al. (2022) shows positive outcomes from patient
involvement in diabetes management, including increased student knowledge and skills,

confidence in and motivation to treat diabetic patients and teamwork competency.

Not only do students experience benefits from including patients in education, but also
the patients themselves could possibly experience certain benefits. According to Eijkelboom
et al. (2023), patients could gain a better understanding of their own condition, improve their
relationships with healthcare professionals, meet peers, and feel valued and empowered.
These points are also supported by the literature review of Minogue et al, (2009). That study
states that involving patients could boost their self-esteem, confidence, and general well-
being. Next to this the study also states that patients could develop new skills when they are
involved in mental health education, for example, skills such as communication and

confidence.

On top of this, the program benefits as well from including such patient experiences.
This is consistent with the call for social accountability, implying that education should be
directed toward addressing societal needs and health concerns (Var, 2002). Early contact with
patients in education helps students to develop comfort with patients, learn the fundamentals
of clinical skills, fostering career interest in primary care and specialization knowledge. This
promotes active learning in preclinical settings and lessens the "shock of practice” that some
students encounter upon starting an internship. Research indicates that early experience with
patient’s experiences can improve the relevance of fundamental science courses and help
students become ready for internships (Dornan et al., 2006; Godefrooij et al., 2010; Windish

et al., 2004).



Despite the benefits, including patients can also have some negative effects. Patients
could realize that their stories contain personal information and they struggled with the social
stigma around their complaints. This would mean that sharing these stories with students
could be emotionally risky, and depending on how students respond, some patients may feel

vulnerable (Liamputtong & Rice, 2021; Howe, 2003).

According to the framework of Towle et al. (2010), six stages of patient participation
were described in the curriculum (Table 1). These stages vary from low engagement, which
involves only including patient cases on paper, to high engagement, which involves patient
participation in institutional decision-making processes. Patients advance through several
roles in educational activities, such as observers, advisors, participants, facilitators, and
educators, with varying degrees of impact. This framework shows that patient involvement is
not only limited to physical presence during classes. For example, including them in
designing the curriculum of a study is another way to involve patients in education. In the
scoping literature review of Lathlean et al. (2006) it mentioned that at universities in the UK,

patients are involved in curriculum planning and development of nursing programmes.

Table 1

Stages of Towle’s framework (Towle et al., 2010)

Level Degree to which the patient is actively involved in the learning encounter
Level 1 Paper-based or electronic case or scenario

Level 2 Standardised or volunteer patient in clinical setting

Level 3 Patient shares his/her experience with students within a faculty-directed curriculum
Level 4 Patient-teacher(s) are involved in teaching or evaluating students

Level 5 Patient-teacher(s) as equal partners in student education, evaluation and curriculum

development
Level 6 Patient(s) involved at the institutional level in addition to sustained involvement as

patient-teacher(s) in education, evaluation and curriculum development for students




Limited implementation

A focused ethnography by Alberti et al. (2024) explained the multifaceted aspect of
involving patients in mental health education. This article, but also the articles of Charles et
al. (1997) and Solomon et al. (2016) explains that patient involvement in mental health care
remains limited due to various factors stemming from the complexity of mental health
education and practice. Unlike other medical conditions, mental health issues often involve
sensitive and stigmatized topics, making it challenging to involve patients directly in
educational settings. For example, it may be more difficult to find patients with personality
disorders willing to be involved due to the disorder's severe and long-lasting social
functioning problems and slow remission. This could impact the ability of patients to stand in
front of a classroom, be part of a discussion or be possible to teach a group of students (Ennis
and Wykes, 2013). For patients who struggle with social anxiety it would be nearly
impossible to stand in front of a group of students. Similarly, because mental health education
also involves patients with learning disabilities, it may be difficult to involve patients in
developing a curriculum, asking them for an evaluation or including them in classes or
discussions (Ennis and Wykes, 2013). Additionally, mental health education traditionally
relies heavily on theoretical knowledge and clinical expertise, which may overshadow the
value of experiential knowledge that patients and caregivers can offer. Moreover, mental
health education often entails addressing complex psychosocial dynamics and therapeutic
relationships, which may require specialized training and expertise beyond what patients and

caregivers typically possess (Evans, 2023, Grundman et al., 2020).

Next to patients, also educators in mental health care may exhibit hesitancy towards
involving patients in educational initiatives due to several concerns. Educators may be wary
of potential shifts in power dynamics within educational settings if patients assume teaching

roles (Happel et al., 2012; Boutillier et al., 2011). Davidson and Roe (2007) delve into these



complexities, highlighting how the incorporation of patient perspectives challenges traditional
notions of professional identity and expertise. This complexity and lack of clarity in roles may
contribute to educators' hesitancy to involve patients in education, as they may feel unsure

about how to effectively incorporate patient perspectives into educational settings.

Nevertheless, patient involvement in mental health education is not fully absent, there
are cases where patients are involved. These cases were a success because patients provided
students with real-life insights into the realities of living with mental health problems. Patient
participation in mental health education might take the form of panel discussions or guest
lectures (Carroll, 2018; Happell et al., 2013; Bennett & Baikie, 2003). Teachers might ask
people who have firsthand experience with mental health issues to talk to their pupils about
their struggles, triumphs, and personal narratives. In the explorative study of Bennett &
Baikie (2003), it is discussed that patients may also provide insights on navigating the mental
health care system, coping mechanisms, and helpful recommendations. However, logistical
challenges and resource constraints, such as finding suitable patients willing to participate and
allocating resources for training and support, complicate the integration of patient
involvement into mental health education, as discussed by Happel et al (2012) and Van Oort
et al. (2024) in their examination of narratives of community and academic collaboration in
mental health partnerships. This shows the importance to identify the training and support

mechanisms in order to implement patient involvement.

There have already been numerous studies done on the topic of patient involvement in
medical education (Lathlean et al., 2006; Howe & Anderson, 2003; Suikkala et al., 2018).
However, the information on patient involvement in mental health education is still limited.
Next to this, a more critical engagement with current literature is needed to identify the
training and support mechanisms for both educators and patients to implement this kind of

education successfully. This is also needed to see what information is still missing. This



narrative review will merge information from studies that have been focusing on the training
and support mechanisms that are necessary for both educators and patients in education and
will make a bridge to mental health education in the discussion to ensure the successful
implementation in mental health education. The goal of this study is to identify what we can
learn from studies that are already implementing patients in their education. And which
training and support mechanisms for both patients and educators are necessary to successfully

implement patient involvement in mental health education.

Methods

This narrative literature review is informed by the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) guidelines as updated in 2020 (Page et

al., 2021).

Eligible criteria

A variety of education in which patient involvement is implemented is included in this
literature review. The reason for this is that different studies can learn from each other,
keeping their own study context in mind. Also grey literature is included in this study, for
example, government reports or conference proceedings. Grey literature is included to give a
broad overview of the topic and also cover documents that are important for the research but
that are not (yet) peer-reviewed. A variety of study designs are included in this review,
ranging from quantitative to small sample studies and case studies. This narrative review
excludes other literature reviews and book chapters for the final analysis of this study. As this
review is about active involvement of patient experiences, articles that include only levels one
and two (Towle’s framework), in which the patient is either a paper case or a very scripted

situation are not included. Lastly, the following criteria have been added: published between



1998 and 2023 (the last 25 years) and published in English. This is done since the educational

system is very dynamic and changes considerably over time.

The definition of patient involvement used in this paper is patients' active participation
and engagement in the education of students in various studies in a variety of roles, both
formally and informally, using their unique experiential knowledge of living with disease,
illness, or disability and receiving healthcare (Eijkelboom et al., 2023). For a study to be
included in the narrative review, it needed to include patient involvement in the education of
students. For example, patients could be involved in the assessment of students, could take

leading roles in workshops or could give a lecture in front of a big group of students.

In many researches “patient involvement” is described in different terms. One of these
ways in interprofessional education, which is defined as a collaboration of professionals
which could improve patient care (Buring et al., 2009). Therefore, interprofessional education
is not directly an indicator of patient involvement in education. It could also indicate that
different professions in general learn from each other. Therefore, education that is
interprofessional needs to be reviewed further to see which professions are included in the
study. The article was included when part of the interprofessional education involved patient
participation.

Search strategy

SCOPUS, PsycINFO, and PubMed electronic databases were searched for relevant
articles on 03-01-2024. PsycINFO was used because this database also includes grey
literature, for example, government reports, conference abstracts and theses. PubMed was
included because many of the studies done about patient involvement are in the medical
world. Lastly, SCOPUS was used because it gives a broad overview of the articles available,
as interprofessional education is included in the search string SCOPUS includes a broad scope

of studies and disciplines.



One of the key terms that was included in the search string was patient involvement,
also interprofessional education was included to not limit the options. A broad scope of
educations was included to get the most articles possible that are relevant to the research
question, including, mental health education, education and health education, psychiatry,
social work, psychology and nursing. Since multiple terms are used for patients in the
different studies terms like ‘service user’, ‘client’, “expert by expertise” and ‘consumers’ are
included. The search string included relevant search terms for specific outcome measures:
Training mechanisms, support mechanisms, patients and educators. A pilot was executed with
the search string to get an overview of the studies that would be included using this search
string. When the results were satisfactory the final search string was consulted with the
supervisor. After consultation with the supervisor, the final search string resulted in: ( (
"Patient involvement” OR "interprofessional education” OR "Client involvement" OR
"service user involvement™ OR “expert by expertise involvement””) AND ( "Mental Health
Education” OR "education” OR ( "Mental™ AND "Health" AND "Education” ) OR (“Social
Work ” AND “education”) OR (“Nursing” AND “education”) OR (“Psychiatric nursing”
AND “education”) OR (“Psychology” AND “education) OR (“Psychiatry” AND
“education”) OR (“Psychotherapy” AND “education”)) AND ( "Training mechanisms" OR
"Support Mechanisms"” OR "training™ OR "support™ OR "mechanisms” ) AND ("educators"
OR “Trainers” OR “Teachers” AND (“patients” OR "clients" OR "service-users")).

Table 2

Search strategy

Search terms

Patient involvement OR Interprofessional education OR Client involvement OR service user

involvement OR expert by expertise involvement AND
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Mental health education OR Education OR Social work Education OR Nursing education OR
Psychiatric nursing education OR Psychology education OR Psychiatry education or
Psychotherapy education AND

Training mechanisms OR/AND Support mechanisms AND

Educators OR Trainers OR Teachers AND

Patients OR Service users OR clients

Inclusion criteria Exclusion criteria Resources searched
e Grey literature e Literature reviews e PubMed
e Peer reviewed e Book chapters e SCOPUS
e English language e Levels1 & 2 of patient e PsycINFO
e Published between involvement
1998 — 2023

e Mentioning training or
support mechanisms for
either patient or

educator

Study screening and selection

The results of the digital searches were uploaded to Covidence (Covidence, 2024).
The duplicates were automatically removed from the list with articles while importing the
various results from the databases. After removing duplicates, potentially eligible papers were
chosen from the articles that remained. To begin, the titles and abstracts of the articles based
on the search terms were screened to obtain a comprehensive overview. Following that,
articles that passed the first selection were partially or completely screened by one screener.
The relevant articles were documented in a corresponding study database.

In total, 234 articles were initially documented through electronic search. After
excluding duplicates, 140 articles were kept for further analysis. The first session led to an
exclusion of 106 articles, resulting in a number of 34 that were left. Based on the title and

abstract many of the excluded articles did not include patients in education or were not
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indicating training or support mechanisms. After the first session of reviewing the 34 articles
were read in more depth. In this second session, 23 articles were excluded that did not meet
the inclusion and exclusion criteria. Of these, 17 articles did (after further reading) not include
training or support mechanisms and 6 articles were identified as literature reviews, which was
a reason of exclusion. A final number of 11 individual studies were used for the final

review. The flow diagram can be seen in Figure 1.

Figure 1

Flow Diagram literature review
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Data analysis

According to the study of Popay et al. (2006) a narrative synthesis is a method for a
systematic review and synthesis of findings from multiple studies that primarily relies on the
use of words and text to summarize and explain the findings. The data from the disparate
sources in this study were be systematically combined, which provided a thorough picture of
patient participation training and support mechanisms across a range of educational

environments. The methodology comprised four steps: Theory Development, Developing a
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preliminary synthesis, Exploring relationships within and between studies, and assessing the

robustness of the synthesis (Popay et al., 2006).

Theory Development: The creation of the review question and the kinds of research to
be included are supported by theory development, which serves as the foundation for the
systematic review (Popay et al., 2006). The training and support mechanisms for patient
involvement served as our foundation. Research indicates that patient involvement might
enhance the overall education and student experiences (Dornan et al., 2006; Godefrooij et al.,
2010). This has already been applied in medical research, but mental health education lags
behind. Thus, the objective is to determine which mechanisms for assistance and training can
be applied to its implementation in this field of instruction as well. As a result, a wide variety
of studies were included. The narrative synthesis that was done will help us improve our

theoretical foundation and enabled the use of the findings of this review (Popay et al., 2006).

Developing a preliminary synthesis: An initial summary of the findings from the
included research is developed in the preliminary synthesis, which is arranged so that a
pattern can be explained in terms of effects or impact (Popay et al., 2006). Tabulation,
grouping and clustering, and textual descriptions were used to accomplish this. The
subsequent stages of the narrative synthesis required the input of this first synthesis (Popay et

al., 2006).

Exploring relationships within and between studies: A more thorough investigation of
the patterns that surface from the preliminary synthesis was done, focusing on examining the
connections between and within the included research. A review is conducted on the
correlations between the reported findings and the characteristics of various research. This
narrative synthesis component aimed to explain how and why a specific intervention works,

as well as to help discover potential contributing aspects (Popay et al., 2006).
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Assessing the robustness of the synthesis: Examining the reliability of the findings is
the goal of the last component of narrative synthesis. The volume of the supporting data as
well as the methodology employed all have an impact on how reliable the synthesis is.
Consequently, an evaluation is conducted to determine the quality of the data supporting the
conclusions and to generalise them to various demographics and environments (Popay et al.,

2006).

Data extraction

From all the articles that were included in the final review demographic information
(year of the study and country of origin), the kind of education and the level of patient
involvement were extracted. The extraction of the level of patient involvement has been done
based on the framework of Towle et al (2010), in which six levels of involvement are
identified. From these articles, also the training and support mechanisms for both patients and
educators were identified. For training mechanisms, the definition used in the study of
Lindsay & Creswell (2017) is used in this study. With a training mechanism, it is meant that
there is training with one or multiple classes to prepare a patient to use their experience in the
educational program. This could either be as an assessor of assignments or as a leading
teacher during a workshop. Support mechanisms in this study means that there is any kind of
support possible for the patients and educators who are involved in the implementation of
patient experiences (Hickmann et al., 2022). These categories are used as basis for the
extraction forms that can be seen in Appendix A.

Results

Study selection

In total, 35 studies were screened, leading to a final amount of eleven studies that
described training and/or supporting mechanisms for educators or patients. Four studies were

conducted in England (Anka & Taylor, 2016; Garwood & Hassett, 2019; Hayward et al,
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2005; Scott et al, 2021), two were from Canada (Lauckner et al, 2012; Towle & Godolphin,
2013), and the other studies were from the Netherlands (Eijkelboom et al, 2023), Israel (Kraus
& Moran, 2023), France (Merle et al, 2022), Italy (Ferri et al, 2019) and the United States of
America (Rees et al, 2017). Detailed information about these studies is given in Table 4. All
of the studies were conducted between 2005 and 2023.

Study Characteristics

Ten of the studies used qualitative research methods to get to their goal. Most of these
studies involved interview techniques to receive information from their participants (Anka &
Taylor, 2016; Eijkelbook et al, 2023; Kraus & Moran, 2023; Lauckner et al, 2012; Merle et al,
2022; Rees et al, 2007; Scott et al, 2021; Towle & Godolphin, 2013). These participants could
be educators, patients, students and other stakeholders such as directors of a university. Two
of these studies set up a workshop or workshop series which involved patients as educators,
these workshops were reviewed if they had any effect (Garwood & Hassett, 2019; Hayward et
al, 2005). One study used a randomized controlled trial in which they looked for the effect of

patient involvement on empathy in students (Ferri et al, 2019).

The studies that were conducted were mostly in four fields, the most common study
that involved patients in education was health/medical studies (Eijkelboom et al, 2023; Ferri
et al, 2019; Lauckner et al, 2012; Merle et al, 2022; Rees et al, 2007; Towle & Godolphin,
2013). Two studies were conducted in studies about mental health (Garwood & Hassett, 2019;
Hayward et al, 2005) and two studies on Social Work (Kraus & Moran, 2023; Anka & Taylor,
2016). One study focused both on health and mental health studies (Towle & Godolphin,

2013).

Patient Involvement
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The eleven studies that were used in this literature review provide an overview of the
many possibilities of patient involvement. The six levels of involvement, as explained in the
study of Towle et al (2010), form the basis of the identification of the involvement in the
eleven studies in this review. The study of Merle et al (2022), expressed the highest level of
patient involvement of all studies in this review (level 5). This study evaluates a course in
France in which patients get a two-day course about tasks, skills and knowledge they need to

have an active role during lectures, designing the curriculum and assessing students.

Three studies involved patients in a way that is classified as level four (Anka &
Taylor, 2016; Eijkelboom et al, 2023; Towle & Godolphin, 2013). In their studies, patients
were involved in an active way as teachers and assessors. The study of Anka and Taylor
(2016), involved patients as assessors in the curriculum. This gave mixed reactions, especially
from students who were suspicious about the way they were graded or assessed as the patients
did not have an educational degree. Therefore, the final decision of a student's progression

was not made by the patients but by the teachers themselves (Anka and Taylor, 2016).

Patients were also involved in other parts of the curriculum in studies that can be seen
as level three involvement. In the studies of Ferri et al (2019); Garwood & Hassett (2019);
Hayward et al (2005) and Kraus & Moran (2023), patients had an active role during
workshops or lectures, in which they shared their experiences, either about their condition or
about the care they got during their condition. During these workshops or lectures, students
were able to ask questions to the patient about their experience (Ferri et al., 2019; Garwood &

Hassett, 2019; Hayward et al., 2006; Kraus & Moran, 2023).

Three of the studies did not fully specify which roles the patients had in the
curriculum, these studies focused more on the experience of the patients during their

involvement (Lauckner et al, 2012; Rees et al, 2007; Scott et al, 2021). However, all the
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patients that were involved in these studies were active on level three or level four based on
Towle’s framework of involvement (Towle et al, 2010). According to the synthesis, these
studies involved focus groups consisting of multiple patients in various roles, not one level is
fitting in these situations. Patients were sharing their stories, had some say in the assessment

of the students and sometimes were asked for their opinion on the curriculum.

Training mechanisms

Patients

One of the training mechanisms that is mentioned in the study by Anka & Taylor
(2016) is UNTRAP, a service user organisation in partnership with the Centre for Life Long
Learning at the University of Warwick, Coventry (UK). This organisation offers UNTRAP
support and trains patients who want to teach. Training in teaching allows for the interchange
of ideas and experiences among health, medical, social care, and social work students, as well
as the exploration of various teaching approaches and future potential in university and
community settings (Universities/User Teaching and Research Action Partnership, 2004).
Another official training that is offered in the UK is CAPITAL. Whereas UNTRAP focuses
on a wide variety of patients (Universities/User Teaching and Research Action Partnership,
2004), this training, mentioned in the study of Hayward et al (2005), focuses solely on
individuals with mental health issues (Faulkner et al., n.d.). CAPITAL empowers individuals
with mental health issues to improve services through training, consultation, evaluation,
collaboration with professionals, patient councils, and informal peer support (Faulkner et al.,
n.d.). According to the synthesis, both of the official trainings mention that skills such as
communication, presentation and reflection are essential to bring the implementation of
patient experiences to a success. A third official training is mentioned in the study of Merle et

al (2022), which is about the Grenoble Patients” School (GPS) that is a part of the Université
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Grenoble Alpes (UGA). This school provides two kinds of training for patients to use their
experiences optimally. The first training is about becoming a peer educator in chronic somatic
conditions, which entails thorough training and preparation in order to advocate for the needs
of people with chronic somatic diseases, raise awareness and understanding of these
disorders, and successfully educate others about them (Merle et al., 2022). The second
training is more specific about becoming a mental health peer educator, which involves
courses about university courses and curriculum, de-stigmatization and future prospects

(Merle et al., 2022).

Both Eijkelboom et al (2023) and Kraus & Moran (2023) mention in their studies that
training is necessary, however, they did not recommend a specific institution or organisation.
According to the synthesis, the training for patients would involve teaching patients to share
their unique and autonomous experiences in teaching situations instead of shaping them into
teachers (Eijkelboom et al., 2023; Towle & Godolphin, 2013). This would involve teaching
patients empowerment in which patients would be urged to acknowledge the value of their
narratives and the possible influence they may have on students' academic progress (Kraus &
Moran, 2023). Next to this, it would also include teaching patients to set boundaries,
recognizing when and how to disclose private information, and using self-care practices to
deal with any emotional difficulties that may surface (Laukner et al., 2012). These same
elements are acknowledged by Towle & Godolphin (2013), who state the importance of that
patients establish limits and know when and how to provide personal information. Also
Eijkelboom et al. (2023) and Kraus & Moran (2023) explain that patients should be taught
how to set limits in learning environments and when and how to provide personal information
without jeopardizing their emotional security or privacy. Additionally, Lauckner et al (2012)
mentioned that monitoring disclosure is a topic that needs to be included in the training. Next

to monitoring disclosure, patients should also get information about perceived student
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learning (Laukner et al., 2012). According to the synthesis, including this in a training would
prevent patients from sharing too much of themselves with the students. Both UNTRAP and
CAPITAL incorporate comprehensive training elements that align well with the
recommendations in the referenced studies. They empower patients, teach them to set
boundaries, manage emotional well-being, and in the case of CAPITAL, understand student

learning to enhance the educational impact while protecting their personal boundaries.
Educators

Whereas for patients there are already some training organisations, educators are often
not trained to include patients. However, multiple studies included in this review express the
importance of training educators to optimally use the experiences of the patients. Eijkelboom
et al (2023) mention that teachers would need the training to get up to date with this new
method of teaching, and teachers would especially need training about creating a safe
environment for the patients to safely share their experiences. Next to this both the studies of
Garwood & Hasselt (2019) and Scott et al (2021) emphasize the importance of trained
teachers on student experiences. According to those studies, a training for educators should
provide educators with tools to encourage participation among students but also prepare them
for the patient’s story. A trained teacher would give students the tools to reflect on their
experience with the patient (Garwood & Hasselt, 2019; Scott et al., 2021). Lastly, the study of
Rees et al (2007), emphasized the importance of training educators in such a way that they
know the benefits for patients sharing their stories. If they are aware of these benefits they can

make sure patients reach these benefits in their classroom (Rees et al., 2007).

According to the synthesis, for patients, training focuses on empowering them to share
their unique experiences effectively. This includes teaching communication, presentation, and

reflection skills, while also emphasizing boundary-setting, self-care practices, and awareness
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of disclosure boundaries. The Grenoble Patients' School, UNTRAP and CAPITAL offer
specialized programs for peer educators. Many studies mention the importance of training for
educators to effectively facilitate patient involvement. This involves understanding the
significance of patient narratives and creating a safe environment for sharing experiences.
Trained educators can encourage student participation, facilitate reflection on patient

experiences, and maximize the benefits of patient involvement.

Support mechanisms

Patients

An important support mechanism patients expressed in the study of Scott et al (2021)
is a dedicated member of the staff that supports them and behaves as their advocate within the
faculty. In the study of Scott et al (2021), patients explained that it can be hard to express
what you need when you are not familiar with the educational system. This dedicated member
could be anyone involved in the educational program, for example, a dedicated staff member,
a faculty member or someone from the administrative staff (Scott et al., 2021). This dedicated
person would support a patient in expressing their needs, but could also be a point that
patients could turn to whenever they feel like sharing troubles they experience (Scott et al.,
2021). Also the study of Eijkelboom et al. (2023) mentions that it is important to set up
institutional support. Towle & Godolphin (2013) add in addition that it is also important that
the dedicated staff member would be able to articulate the message the patient wants to bring
across. When patients have an active role during workshops or lectures in which they share
their stories, it could be experienced as emotional. Therefore it would be convenient to
prepare patients to know what they can expect and what is expected from them (Towle &
Godolphin, 2013). Towle & Godolphin (2013) expressed the urgency to prepare patients

before they share their stories in front of students. In order to enable patients to confidently
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and successfully share their stories in educational settings, preparation for patient storytelling
should place a high priority on clear communication, rehearsal, alignment with educational
goals, and support for emotional well-being (Towle & Godolphin, 2013). In accordance,
Eijkelboom et al. (2023) and Scott et al. (2021) mention that preparation is one of the key
support mechanisms. Lastly, in the study of Lauckner et al. (2012), it is expressed that
patients find their work more valuable when they feel like students took something away from
their stories. Meaning that it is important that meaningful conversations and thoughts between
patients and students should be the main goal of a support system. Whereas the study of
Lauckner et al. (2012) does not mention a specific support mechanism for this need,
Eijkelboom et al. (2023) mention that debriefing sessions following patient narrative sessions

are a way in which students’ experiences can be discussed with the patient.
Educators

Towle & Godolphin (2013) explain that it is important for teachers to articulate what
patients want students to learn from their stories and translate this to the students. What is
addressed in all the studies that included information about support mechanisms for educators
is that preparation is the key (Eijkelboom et al, 2023; Garwood & Hasselt, 2019; Kraus &
Moran, 2023; Rees et al, 2007; Towle & Godolphin, 2013). Eijkelboom et al (2023) explained
that is important to talk about expectations. When an educator knows what is expected from
him/her, he/she is better able to support the patient as well as possible. On the other side,
when a patient knows what is expected from him/her, he/she knows how and when to share
their experiences (Eijkelboom et al, 2023). Within this preparation, Rees et al (2007) mention
asking patients how they want to be called during the class. Some patients prefer calling them
patients, but others prefer expert-by-experience. Knowing what the patient prefers can
optimise their experience. Garwood & Hassett (2019), expressed the urgency to prepare

students for the involvement of a patient, as this can be an emotional experience. Therefore it
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Is important to prepare students what they can expect, but also explain to them how they can
approach the patient with questions (Garwood & Hassett, 2019). Lastly, Kraus & Moran
(2023), explained in their study that preference should be given to activities that both

maximise the sharing of knowledge as well as the interaction with patients.

Ferri et al (2019), suggest a support mechanism that applies to both patients and
educators. In their study, they suggest a checklist that would check if a patient is suitable to
share their story. This checklist involves a check based on a few characteristics: Good
awareness of one’s health problem, no feelings of hostility toward nurses, motivation to teach
students and good communication and interpersonal skills with the ability to reflect. Patients
could check if these characteristics apply to themselves, but also educators can check if they

find the patient suitable (Ferri et al., 2019).

According to the synthesis, in general, institutional support, readiness, and meaningful
interactions are the main focuses of patient support mechanisms, whereas educator support
mechanisms place more of an emphasis on readiness, patient comprehension, and

encouraging productive connections between patients and students.

Table 3

Overview of Training and Support mechanisms

Training mechanisms Support mechanisms
Patients UNTRAP (Anka & Taylor, 2016) o Dedicated staff member (Scott et
CAPITAL (Hayward et al., 2005) al., 2021; Eijkelboom et al.,
GPS (Merle et al., 2022) 2023)
Aspects included in the training: e Preparation (Eijkelboom et al.,
e Sharing autonomous experiences 2023; Scott et al., 2021; Towle &
(Eijkelboom et al., 2023; Kraus & Godolphin, 2013)
Moran, 2022) e Debriefing sessions (Eijkelboom
o Empowerment (Eijkelboom et al., etal., 2023)

2023; Kraus & Moran, 2022) e  Checklist (Ferri et al., 2019)
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Setting boundaries (Eijkelboom et
al., 2023; Kraus & Moran, 2022;
Towle & Godolphin, 2013)
Monitoring disclosure (Lauckner
etal, 2012)

Perceived student learning
(Lauckner et al, 2012)

Educators Aspects included in the training:

Creating a safe environment
(Eijkelboom et al., 2023)

Tools to encourage participation
among students (Garwood &
Hassett, 2019; Scott et al., 2021)
Knowing benefits for patients
(Rees et al., 2007)

Avrticulation what patients want to
bring across (Towle &
Godolphin, 2013)

Preparation (Eijkelboom et al.,
2023; Garwood & Hassett, 2019;
Kraus & Moran, 2022; Rees et
al., 2007; Towle & Godolphin,
2013)

Use activities to maximise the
sharing of knowledge (Kraus &
Moran, 2022)

Checklist (Ferri et al., 2019




Table 4

Study characteristics
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students that received

awareness, retaliation,
motivation,

Author Location Study Characteristics | Education Level of patient Support mechanisms | Training mechanisms
and outcomes Characteristics | Involvement? mentioned mentioned

Anka & England Qualitative semi- Social Work Level 4 - For patients:

Taylor (2016) structured interviews, study Assessor (moments UNTRAP*, accredited
face-to-face interviews, | (undergraduate) | in which the training, service user
n=21 assessment affects involvement, teaching,
Outcome: It is the progression of research, certificate
necessary to provide a student is still
joint training to support with the
patients and carers in academics)
the role of assessors.®

Eijkelboom et | Netherlands | Qualitative, Healthcare Level 4 For educators: For patients:

al, (2023) collaboration with professions Teacher Patient expectations, | Patient preparatory
different professions education preparation, training, autonomy
(students, patients and | (undergraduate) workshop assistance, | For educators:
educators), n=13. debrief, evaluation Educator guidance,
Outcome: A practical collaboration, safe
guide with 12 tips. environment, emotional

discussions

Ferri et al. Italy Randomized controlled | Healthcare Level 3 For both educator as -

(2019) trial (n = 144) in which | professions Patients shared patient:
the effect on empathy | education their story in a Patient-educator
was tested in the (undergraduate) | lecture-like setting | assessment,

2 Based on Towle’s Framework of involvement (Towle et al, 2010)
3 A more in-depth description of the aim and outcomes of the study is given in the extraction forms (Appendix A)
4 A service user organisation in partnership with the Centre for Life Long Learning at the University of Warwick, Conventry (UK)




24

expert-patient
education

Outcome: Involvement
of patients in teaching
is effective in
improving empathy
levels.

communication skills,
reflection

Outcome: The
involvement of patients
emphasised the
significance of the
impact that user views
have on mental health
workers.

patients in the
workshop during
the 2-day training

Garwood & England Qualitative, semi- Mental Health | Level 3 For educators: For educators:
Hassett structured interviews (n | practice An active Emotional Teacher training,
(2019) =6) (specifically involvement of involvement, trainee | reflective practices,
Outcome: Participant’s | CBT education) | patients in a preparation, learning | experiential learning
appraisal of their (postgraduate) | training including | optimization
learning from patient workshops
involvement is
influences by how they
accommodate the
emotional impact of the
experience.
Hayward et England Qualitative, a pilot Mental Health | Level 3 - For patients:
al. (2005) study on a 2-day practice An active CAPITAL®
training (postgraduate) | involvement of

5 Clients and Professionals in Training and Learning (CAPITAL): a service user organisation active within training and service development in West Sussex.
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Outcome: GPS is
successful in their
training.

Peer Educator are
both active in
various roles,
lecturers,
workshops and as
promoters of social
integration of

Kraus & Israel Qualitative, interviews | Social work Level 3 For educators: For patients:

Moran (2023) with student and study A active role in Experiential Expert-by-experience,
service-users (undergraduate) | classes in which knowledge, training, experiential
Outcome: Three patients share their | interaction, experts- insights
working mechanisms story and questions | by-experience,
for a conceptual can be asked preference
framework are
identified.

Lauckner et Canada Qualitative, semi- Health Level 3/4 For patients: For patients:

al. (2012) structured focus group | professional Various roles of Student impact, Vulnerability
discussions and study patients were positive experience, management, disclosure
individual interviews (undergraduate) | discussed during meaningful monitoring, training
Outcome: Main the focus groups interaction topic
challenges, benefits and interviews
and factors that
influenced patients to
participate were
identified.

Merle et al. France Qualitative, case Health studies | Level 5 - For patients:

(2022) reports of patients that | (both Peer educator in Grenoble Patients’
followed a course at undergraduate | Chronic Somatic School, recovery
GPS®. & postgraduate) | Conditions, Mental narrative,

destigmatization, peer-
to-peer support, skill
development

® Grenoble Patients’ School (GPS)
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patients in
education

Rees et al. USA Qualitative, focus Medical study | Level 3/4 For educators: For educators:

(2007) group discussions (undergraduate) | The patients that Patient preference, Service user education
Outcome: More active were included in terminology, active benefits, training,
collaboration will lead the focus group involvement acknowledgment in
to a new level of discussions have sessions
knowledge production. had multiple roles

in education
(passive roles but
also teaching,
designing and
developing the
curriculum)

Scott et al. England Qualitative, focus (Mental) Level 3/4 For patients: For educators:

(2021) groups and interviews | healthcare and | Being involved in | Dedicated staff Student participation,
Outcome: Supportive (Mental) multiple ways in support, patient patient engagement,
university and healthcare- the curriculum advocacy, faculty preparatory training
community are of key | related liaison
importance. programmes

(undergraduate
& postgraduate)

Towle & Canada Qualitative, several Health Level 4 For patients: For patients:

Godolphin pilot workshops were profession Patients were Preparation, support Prepare, educator role,

(2013) followed and reviewed | study involved in authenticity, teaching
Outcome: Workshops | (undergraduate) | workshops as For educators: style, academicization

were highly rated by
students.

leading teachers
but also in the
planning of the
workshops and
determining
objectives

Articulate, objectives,
translation, patient
needs, student
learning
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Discussion
The goal of this study was to identify which training and support mechanisms for both
patients and educators are necessary to successfully implement patient involvement in mental
health education, learning from other studies that are already implementing patient
involvement in their education. For this, a narrative review has been done which resulted in
eleven articles. These eleven articles have been analysed using narrative synthesis to identify

all support and training mechanisms mentioned.
The key findings of this study are:

- Training mechanisms for patients involve empowering them to effectively share their
experiences, focusing on communication, presentation, and boundary-setting skills.

- Educators require training to facilitate patient involvement, emphasizing creating a
safe environment and understanding the significance of patient narratives.

- Both patients and educators benefit from preparation and clear articulation of
expectations.

- Support mechanisms for patients include institutional support, preparation, and
debriefing sessions, while educator support mechanisms prioritize readiness, patient

comprehension, and fostering productive connections between patients and students.

As this study also included studies that were done in medical education instead of mental
health education (Eijkelboom et al, 2023; Ferri et al, 2019; Lauckner et al, 2012; Merle et al,
2022; Rees et al, 2007; Towle et al, 2013), it is important to carefully assess the training and
support mechanisms mentioned in these studies. According to the synthesis, the training and
support mechanisms mentioned in the studies are not specifically tailored towards patients in
medical studies. Therefore a change to make them suitable for patients that share their
experiences in mental health education is not necessary. CAPITAL (Faulkner et al, n.d.),

UNTRAP (Universities/User Teaching and Research Action Partnership, 2004) and GPS
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(Merle et al, 2022) are all organisations that teach patients how to bring across their story,
these are not specifically made for patients that are involved in medical education. The
knowledge and practice in these trainings are generally about bringing across the experience,
which does not differ between a physical or a mental illness. Next to this, the training and
support systems for educators, as described in the results section, are not specifically focused
on educators in medical studies, therefore it is not necessary to make any adjustments to the
mechanisms mentioned in order to apply them in mental health education. To conclude, the
mechanisms mentioned in the results section are all applicable to mental health care education
as they are (as featured in the results section) all supported by studies that focus on mental

health care education or are not tailored to any specific study.

One of the remarkable results of this study is that the studies in England already
provide a good support and training system for patients who are involved in education
(UNTRAP and CAPITAL). The reason that studies in England are already implementing
more patient experiences could be because it is taken up in the United Kingdom policy
(General Medical Counsil, 2007). This policy is based on the principle that involving patients
and the public in healthcare decisions leads to better services and outcomes. In recent years,
there has been a growing recognition of the value of incorporating patient experiences into
healthcare education and training. As a result, initiatives to involve patients in education and
training programs, such as CAPITAL and UNTRAP, are influenced by the policy framework
in the UK. Multiple studies such as social work, nursing and medical studies involve patients
as these studies require a certain amount of patients to be involved in their study (Patient and

Public Involvement in Nurse Education, 2018).

The most important support mechanism that was found in this narrative study is
preparation. Preparation of patients, students and educators is very important when

implementing patient experiences in mental health care education. When educators and
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patients together (but also apart from each other) prepare, a more successful workshop, lecture
or assessment is assured. Next to this, it is important that the message that the patient wants to
tell must be brought across. Educators are essential in assisting patients in expressing
themselves and making sure that students understand what they are trying to say (Von

Heimburg et al., 2021).

The limited amount of articles specifically on mental health education could be seen as
a limitation of this study. This limited amount of articles could be because of the stigma
around mental illness. If people do not feel comfortable enough, because of the stigma, to
share something about their mental illness, they would be hesitant to share their stories in
front of students as well. Next to this, according to Oexle et al. (2017), this self-stigma (the
internalization of negative stereotypes) also leads to a longer recovery period, if people even
recover. This would be another barrier to not sharing the experience of a mental illness in the
educational system. Which makes that patient involvement in mental health education is

limited, and therefore there are limited articles about it.

One strength of this study is that it focuses on a gap in the literature. As discussed at
the beginning of this study a good overview of the training and support systems to ensure
successful implementation of patient involvement was missing. Therefore, this study aimed to
close this gap in the literature. Another strength of this study is that it is one of the first studies
to create a good overview of training and support mechanisms necessary for the successful

implementation of patient involvement.

Recommendations and Future Research

As the studies mentioned in this narrative review did merely mention the support and
training mechanisms but did not research the effect of them specifically, future research is
necessary. Future research would need to focus on creating a pilot implementation study

involving patients in mental health care and applying the training and/or support mechanisms
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(table 3) and test if further or different support is necessary. Another possibility for further
research would be to research what students would need in order to make optimal use of the
patients involvement. This narrative study solely focused on patients and educators, but
students could also need support. Furthermore, this study also has a practical use. The results
of this study, an overview of the support and training mechanisms, can be used in an
educational setting. Whenever educators are thinking of implementing patients, it is beneficial
to implement the training and support mechanisms to make optimal use of this additional tool

in the educational curriculum.
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Appendix A

Extraction form

Study title: Assessment as the Site of Power: A Bourdieusian Interrogation of Service User
and Carer Involvement in the Assessments of Social Work Students

Date: 05-01-2024

Reviewer: I. Ruel

First author Ann Anka

Year of publication 2016

Country of publication | England

Publication type Journal

Study Characteristics

Type of study

Qualitative semi-structured individual
interviews, face-to-face interviews

Participants

N=21, service users (n=3), carers (n=2),
social work students (n=5), social work
employers (n=6) and social work educators
(n=5)

Education Social Work (undergraduate)

Aim The study focused on the positioning of
service users and carers in relation to other
stakeholders involved in the assessments of
social work students in England

Study outcomes In social work students’ assessments and a

lack of confidence among service users and
carers in making failed assessment
recommendations. Therefore, the paper
concludes that it is necessary to provide
joint training to support service users and
carers in their role as assessors of social
work students.

Level of Patient involvement

Level

Tasks of the patient

Level 4

Assessing projects of students

Training mechanisms patients mentioned o Yes o No
Mechanism Effect
UNTRAP Not mentioned




Assessor training (important to mention is
that this needs to be given by other patients
to not loose the authentic voice of the
patients)

Not mentioned

Training mechanisms educators mentioned © Yes o No
Mechanism Effect

Support mechanisms patients mentioned 0 Yes o No
Mechanism Effect

Support mechanisms educators mentioned 0O Yes o No

Mechanism

Effect
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Extraction form

Study title: Twelve Tips for Patient Involvement in health Professions Education

Date: 05-01-2024

Reviewer: |. Ruel

First author

Charlotte Eijkelboom

Year of publication

2023

Country of publication

Netherlands

Publication type

Journal

Study Characteristics

Type of study

Qualitative

Participants

N=13, patients, students, educators,
researcher, health professionals

Education

Healthcare professions (undergraduate)

Aim

The purpose of the 12 tips is to offer
practical guidance for educators on how to
involve patients in their education

Study outcomes

A guide of 12 practical tips. These tips can
be used as a tool to start with or reinforce
patient involvement in education at the level
of organization, teaching staff and
individual lessons
1. Foster a culture of openness
2. Set up institutional support
3. Include patients in all educational
roles
Aim for diversity
Forge bonds with patients and
patient organizations
6. Appreciate patients for their
educational efforts
7. Think beyond the traditional patient
lecture
8. Start from day 1 and never stop
9. Teach teachers how to involve
patients
10. Support patients and students in their
role
11. Broaden your perspective
12. Just do it!

ok

Level of Patient involvement

| Level

Tasks of the patient
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Level 4

The patients that were included in the study
worked as teachers in the education

Training mechanisms patients mentioned o Yes o No
Mechanism Effect
Training to become an autonomous teacher
Training about how to become a teacher,
how to bring across the message

Training mechanisms educators mentioned o Yes o No
Mechanism Effect
Guidance

Support mechanisms patients mentioned o Yes o No
Mechanism Effect

Support mechanisms educators mentioned o© Yes o No
Mechanism Effect

Patient preparation

Workshop assistance

Debrief sessions

Evaluation with the patient
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Extraction form

Study title: Effect of Expert-patient Teaching on Empathy in Nursing Students: A

Randomized Controlled Trial
Date: 05-01-2024

Reviewer: |. Ruel

First author Paola Ferri

Year of publication 2019

Country of publication | Italy

Publication type Journal

Study Characteristics

Type of study

Randomised controlled trial in which the
effect of empathy was tested in the students
that received expert-patient education

Participants

N=144

Education Health care profession (undergraduate)

Aim Evaluate the effect of expert-patient
teaching on empathy development in
nursing students

Study outcomes There were statistically differences between

the mean scores over time in both scales in
the experimental group. Male students who
presented significantly lower levels of
empathy at baseline in comparison with
females, showed increased in empathy after
training on the Balanced Emotional
Empathy Scale in Both the experimental and
control groups. Involvement of expert
patients in teaching is effective in improving
empathy levels in both male and female
students

Level of Patient involvement

Level

Tasks of the patient

Level 3

Patients shared their story in a lecture-like
setting

Training mechanisms patients mentioned

o Yes o No

Mechanism

Effect
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Training mechanisms educators mentioned 0 Yes o No
Mechanism Effect

Support mechanisms patients mentioned o Yes o No
Mechanism Effect

A checklist in order to see if the patient-
educator is able to present/teach based on a
few characteristics
- Good awareness of one’s own health
problem
- No feelings of retaliation towards
nurses
- Motivation to teach students
- Good communication and
interpersonal skills with the ability to

Not mentioned

reflect
Support mechanisms educators mentioned o© Yes o No
Mechanism Effect

A checklist in order to see if the patient-
educator is able to present/teach based on a
few characteristics
- Good awareness of one’s own health
problem
- No feelings of retaliation towards
nurses
- Motivation to teach students
Good communication and interpersonal
skills with the ability to reflect
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Extraction form

Study title: Service User Involvement In Cognitive Behavioural Therapy Training: An

Interpretative Phenomenological Analysis
Date: 05-01-2024

Reviewer: |. Ruel

First author Peter Thomas Garwood
Year of publication 2019

Country of publication | England

Publication type Journal

Study Characteristics

Type of study Qualitative, semi-structured interviews

Participants N=6

Education Mental health Practice (specifically CBT
education). (postgraduate)

Aim How an individual service user led training
sessions is experienced and how this differs
to routine CBT training

Study outcomes Data revealed three subordinate themes

1. Predisposing influenced on learning
2. Factors associated with emotional
processing of experience

3. Impact upon learning outcomes
The results suggest that participants’
appraisal of their learning from service user
involvement maybe influenced by how they
accommodate the emotional impact of the
experience.

Level of Patient involvement

Level

Tasks of the patient

Level 3

An active involvement of patients in a
training including workshops

Training mechanisms patients mentioned 0O Yes o No
Mechanism Effect
Training mechanisms educators mentioned o Yes o No

| Mechanism

| Effect
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The teacher should be trained in helping
trainees reflect on their experience

When educators are properly trained in
integrating these reflections it has a positive
effect for the insights students are getting

Support mechanisms patients mentioned o Yes o No
Mechanism Effect

Support mechanisms educators mentioned o© Yes o No
Mechanism Effect

Preparation, to maximize the learning
opportunity
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Extraction form

Study title: Service innovations: service user involvement in training

Date: 05-01-2024

Reviewer: |. Ruel

First author Mark Hayward
Year of publication 2005

Country of publication | England
Publication type Journal

Study Characteristics

Type of study

Qualitative, pilot study on a 2-day training

Participants

Community menal health outreach team
consisting of approximately 20 workers

Education

Mental health practice (post-graduate)

Aim

Adding to evidence regarding the successful
involvement of service users & clarifying
the process by which involvement can be
safely achieved

Study outcomes

The involvement of service users
emphasised the significance of the impact
that user views can have on mental health
workers.

Level of Patient involvement

Level

Tasks of the patient

Level 3

An active involvement of patients in the
workshop during the 2-day training

Training mechanisms patients mentioned

o Yes

o No

Mechanism

Effect

CAPITAL was used to facilitate the service
user session and assume responsibility for it
thereafter

It was seen as very positive by the patients.
But also the participants expressed the need
to support CAPITAL because it was very
valuable in their eyes

Training mechanisms educators mentioned © Yes

o No

Mechanism

Effect
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Support mechanisms patients mentioned 0 Yes o No
Mechanism Effect
Support mechanisms educators mentioned 0O Yes o No

Mechanism

Effect




Extraction form

Study title: The working Mechanisms underpinning mental health experts by expertise
involvement in direct teaching: An abductive conceptual framework

Date: 6-1-2024

Reviewer: |. Ruel

48

First author Eran Kraus
Year of publication 2023
Country of publication | Israel
Publication type Journal

Study Characteristics

Type of study

Qualitative, interviews with student and
service users

Participants

Mental Health Expertys by Expertise
(n=10), Social work educators (n=10),
Bachelor of social work students (n=10),
Master of social work students (n=9)

Education Social Work (undergraduate)

Aim Presenting a conceptual framework of the
working mechanisms underpinning Experts
by Expertise involvement in the mental
health context

Study outcomes Three working mechanisms

- Sharing experiential knowledge

- Meeting and interacting with the
mental health experts by expertise

- Challenging traditional roles and
power/knowledge hierarchies

Level of Patient involvement

Level

Tasks of the patient

Level 3

An active role in classes in which patients
share their story and questions can be asked

Training mechanisms patients mentioned o Yes o No
Mechanism Effect
An expert by expertise training that teaches | Not mentioned
patients to share their experiential based
practical insights

Training mechanisms educators mentioned 0 Yes o No
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Mechanism

Effect

Support mechanisms patients mentioned o Yes

o No

Mechanism

Effect

Support mechanisms educators mentioned o© Yes

o No

Mechanism

Effect

Preference should be given to activities that
maximise the interaction between sharing
experiential knowledge and meeting and
interacting with experts by expertise

Not mentioned
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Extraction form

Study title: Patients as educators: The challenges and benefits of sharing experiences with

students
Date: 06-01-2024

Reviewer: |. Ruel

First author Heidi Lauckner

Year of publication 2012

Country of publication | Canada

Publication type Journal

Study Characteristics

Type of study

Qualitative semi-structured focus group
discussions and individual interviews

Participants

Patient educators with chronic conditions or
disabilities (n=30)

Education

Health professional (undergraduate)

AIm

Identify the positive and negative factors
that contributed to the experiences of
patient-educators in health mentor
programme for health professional students

Study outcomes

Main challenge: potential vulnerability
Main benefits: personal learning and making
a valued contribution

Two factors that influenced participant’s
sense of whether the potential benefits
outweighed the challenges of personal
sharing in the programme: Monitoring
disclosure and perceived student learning

Level of Patient involvement

Level

Tasks of the patient

Level 3/4

Various roles of patients were discussed
during the focus groups and interviews

Training mechanisms patients mentioned

o Yes o No

Mechanism

Effect

Vulnerability management

Not mentioned

Monitoring disclosure

Not mentioned

Training mechanisms educators mentioned 0 Yes o No
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Mechanism Effect
Support mechanisms patients mentioned o Yes o No
Mechanism Effect

Patients feel like students took something
from their story

Leads to a more positive experience

Support mechanisms educators mentioned

O Yes o No

Mechanism

Effect




Extraction form

Study title: Successful training of patients to intervene in health education and clinical

research at Grenoble Patient School
Date: 06-01-2024

Reviewer: |. Ruel

52

First author Raymond Merle
Year of publication 2022

Country of publication | France
Publication type Journal

Study Characteristics

Type of study

Qualitative, case reports of patients that
followed a course at GPS

Participants

N=45 patients

Education Health studies (both undergraduate and
postgraduate)
Aim Review the effect of GPS

Study outcomes

The study showed that training patients at
GPS is very successful.

Level of Patient involvement

Level

Tasks of the patient

Level 5

Peer educators in Chronic Somatic
Conditions, Mental health Peer educators
are both active in various roles, lecturers,
workshops and as promotors of social
integration of patients in education

Training mechanisms patients mentioned o Yes o No
Mechanism Effect
GPS Positive effects

Training mechanisms educators mentioned © Yes o No
Mechanism Effect

Support mechanisms patients mentioned 0 Yes o No

Mechanism

Effect




Support mechanisms educators mentioned o Yes

o No
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Mechanism

Effect




54

Extraction form

Study title: User involvement is a sine qua non, almost in medical education: learning with
rather than just about health and social care service users

Date: 06-01-2024

Reviewer: |. Ruel

First author C. Rees

Year of publication 2007

Country of publication | USA

Publication type Journal
Study Characteristics
Type of study Qualitative focus group discussions
Participants Service users (n=19), medical students
(n=13) and medical educators (n=15)
Education Medical study (undergraduate)
Aim What are the views and experiences of

multiple stakeholders about service user
involvement in medical education?

Study outcomes Service users are legitimate peripheral
participants within the community of
medical education practice. With more
active collaboration between students,
qualified healthcare professionals and
service users a new level of knowledge
production may emerge within the medical
education community of practice.

Level of Patient involvement

Level Tasks of the patient

Level 3and 4 The patients that were included in the focus
group discussions have has multiple roles in
education (passive roles, but also teaching,
designing and developing the curriculum)

Training mechanisms patients mentioned 0 Yes o No
Mechanism Effect
Training mechanisms educators mentioned o Yes o No

| Mechanism | Effect
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Get training in the benefits to patients about
participating in education for students so
that these benefits can be acknowledged
during sessions

Not mentioned

Support mechanisms patients mentioned 0O Yes o No
Mechanism Effect
Support mechanisms educators mentioned o© Yes o No

Mechanism

Effect

Ask patients how they want to be called

Not mentioned

Include patients with an active level of
involvement

Not mentioned
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Extraction form

Study title: Exploring a collaborative approach to the involvement of patients, carers and the
public in the initial education and training of healthcare professionals: A qualitative study of

patient experiences
Date: 07-01-2024

Reviewer: I. Ruel

First author

Lesley Scott

Year of publication

2021

Country of publication

England

Publication type

Journal

Study Characteristics

Type of study

Qualitative, focus groups and interviews

Participants

Sample of members of the PCPI group with
a history of mental ill-health was invited
(n=14)

Education (Mental) health care and (mental) healthcare
related programmes
Aim Exploring patients experiences of their

involvement in the design and delivery of
interprofessional education interventions

Study outcomes

A supportive university and community and
s designated academic PCPI coordinator
facilitate a supportive environment for
patients and carers to develop as educators

Level of Patient involvement

Level

Tasks of the patient

Level 3and 4

Patients were involved in multiple ways in
the curriculum. Involved in the design of the
teaching and learning initiatives that this
study was focused on

Training mechanisms patients mentioned 0O Yes o No
Mechanism Effect

Training mechanisms educators mentioned o Yes o No

| Mechanism | Effect
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A training should implement that teachers
can encourage participation and better
prepare students to work with patients

Not mentioned

Support mechanisms patients mentioned o Yes o No
Mechanism Effect
A dedicated member of the staff to support | Not mentioned
patients and act as their advocate within a
faculty

Support mechanisms educators mentioned 0O Yes o No
Mechanism Effect




Extraction form

Study title: Patients as educators: Interprofessional learning for patient-centred care

Date: 07-01-2024

Reviewer: |. Ruel

58

First author Angela Towle
Year of publication 2013

Country of publication | Canada
Publication type Journal

Study Characteristics

Type of study

Qualitative, several pilot workshops were
followed and reviewed

Participants

142 students from 15 different faculties

Education

Healthcare professions

Aim

Identify issues involved in creating an
educational intervention designed and
delivered by patients and document
outcomes

Study outcomes

The workshops were all highly rated by the
students. The study demonstrated the
feasibility and impact of an educational
intervention led by patient educators
facilitated but not controlled by faculty

Level of Patient involvement

Level

Tasks of the patient

Level 4

Patients were involved in workshop a
leading teachers, but also in the planning of
the workshops and determining objectives

Training mechanisms patients mentioned o Yes o No
Mechanism Effect
Prepare for the role as educator while Not mentioned
allowing them to remain true to their own
ways of teaching and learning and not
turning them into academics

Training mechanisms educators mentioned 0 Yes o No

Mechanism

Effect
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Support mechanisms patients mentioned o Yes o No
Mechanism Effect
Preparation Not mentioned
Support Not mentioned
Support mechanisms educators mentioned o Yes o No
Mechanism Effect

Articulate what patients want students to
learn and help patients translate this into the
form of objectives familiar to students and

faculty

Not mentioned




