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Abstract

In recent years, a growing number of educational initiatives designed for current and future profes-
sionals have sought the active involvement of patients and users. Recent reviews have explored dif-
ferent aspects of these initiatives. However, they do not distinguish between the involvement of people
with disabilities and that of other users. This review describes the main features of educational initia-
tives in the fields of education, health and social sciences that actively seek the involvement of people
with disabilities. Our systematic approach identified 20 projects. We analyzed their nature, the actors
involved, and their documented outcomes. This review shows that to improve professional practice
and the quality of services given to people with disabilities, it is important to seek their active participa-
tion in educational initiatives targeting learners from a range of disciplines and to use a diversity of
teaching strategies. Recommendations to consider when implementing such initiatives are also dis-
cussed.

Keywords: disability, education, service user involvement, patient involvement, participation

Résumé

Au cours des dernieres années, un nombre grandissant d’initiatives de formation destinées a des
professionnels actuels et futurs ont misé sur 'engagement actif des patients ou des usagers. Les re-
censions des écrits publiées dans les dernieéres années décrivent différentes composantes de ces
initiatives. Or, elles ne permettent pas d’établir de distinctions entre 'engagement de personnes pré-
sentant des incapacités et celui d’individus vivant avec une autre condition. Cette recension met en
exergue les principales composantes d'’initiatives de formation dans le domaine de I'éducation, de la
santé et des sciences sociales, qui ont recours a 'engagement actif de personnes présentant des
incapacités. Notre approche systémique a favorisé l'identification de 20 projets. Nos analyses nous
ont permis de circonscrire leur nature, les acteurs impliqués et leurs retombées. Cette recension met
en lumiére que 'engagement des personnes ayant des incapacités dans la formation doit se faire en
utilisant une diversité de stratégies pédagogiques et viser des apprenants de plusieurs disciplines
pour contribuer au développement de pratiques et de services de meilleure qualité. Des recommanda-
tions pour implanter de telles initiatives sont aussi proposées.

Mots-clés : incapacité, éducation, formation engagement actif, participation
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Introduction

growing number of student training
and professional development initia-
tives have sought to have people
receiving care and services play a
role than the one traditionally as-
cribed to them: that of passive actor (e.g.,
simulated patient) or absent witness (e.g., in
written case studies or video reports). Today,
they now serve as experts who are actively
engaged in teaching, curriculum development
and assessment (Jha, Quinton, Bekker, &
Roberts, 2009; Towle et al., 2010; Towle &
Godolphin, 2011, 2013). The popularity of this
new form of partnership in education is based
on a recognition of their unique expertise, ac-
quired through their experiences of health,
illness, disability, or the effects of the social
determinants of health (Towle et al., 2010).
Recent reviews have explored aspects of pa-
tient' involvement (ex. practical, theorical)
mainly in healthcare professional education
(Jha et al., 2009; Morgan & Jones, 2009; Rep-
per & Breeze, 2004; Spencer et al.,, 2000;
Towle et al.,, 2010; Wykurz & Kelly, 2002).
These reviews do not distinguish between the
involvement of people with disabilities and
other patients. While there are certainly com-
monalities between these two groups of service
users, there are also important differences:
people with disabilities often cope with social
stigma; they usually require treatments and
services throughout their lives; transitions they
go through can be challenging; barriers to com-
munication and social interaction can hinder
their relationships in various contexts; etc.
(World Health Organization [WHO], 2011).
Since their needs and experiences are distinct,
current and future practitioners have much to
learn from them (lezzoni & Long-Bellil, 2012).

To understand educational initiatives involving
people with intellectual, developmental, senso-

Some authors use the term ‘patient’, for the sake of
brevity, to include people receiving healthcare, their
carers (including parents and families) and healthy peo-
ple (eg: community members, lay people, etc.). Towle et
al. (2010) believe that the term “patient” may seem con-
troversial, but no single alternative seems more ac-
ceptable.
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ry or physical disabilities, we have conducted a
literature review.

Methods
- Design: Literature review method

We conducted a literature review of educa-
tional initiatives involving people with disabili-
ties in order to draw useful lessons for guiding
similar projects.

- Identification of the research question

The literature review was designed to answer
one main question: What are the characteris-
tics of educational initiatives that actively in-
volve people with disabilities and that are in-
tended for current or future professionals in the
fields of education, health and social sciences?

- Systematic search of the literature

The papers upon which this review is based
were systematically collected as in figure 1.
They were found following a comprehensive
search in relevant databases in education (ER-
IC, FRANCIS), social sciences (Social Scien-
ces Full Texts, PsycINFO) and medicine (MED-
LINE). We used various combinations of key-
words and thesaurus search terms, which have
been validated by a research synthesis expert.
They were used alone and in combination, and
referred to four themes (1) education/teaching/
learning; (2) service users/patients; (3) disa-
bility; (4) involvement/partnership.

- Systematic selection of relevant articles: In-
clusion and exclusion criteria

We prioritised the papers that referred to any
educational initiative that sought active involve-
ment of people with disabilities, as reported in
peer-reviewed scholarly papers and grey litera-
ture. The following criteria, presented at Table
1, were applied to identify papers in scope.

- Collection and mapping of the data

The data was extracted from 19 texts and or-
ganized in a table. The extraction criteria were
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broken down into three main categories:
(A) educational initiatives, (B) people actively
engaged, and (C) outcomes. Subcategories
are presented in Table 2 below.

FIGURE 1: SYSTEMATIC SEARCH
OF THE LITERATURE

Electronic databases consultation with keywords
141 articles

Exclusion of 98 non relevant articles

First selection
43 articles held

17 articles rejected; did not respond to the eligibility criteria

Abstract analyses by two experts (MID, EM)
26 articles held

6 articles rejected (eg. referring to an initiative detailed
elsewhere and containing insufficient information)

Deepened articles analysis (EM, ASRP)
17 articles held

Identification of complementary articles from the references
lists (snowball) (EM)

2 articles added

19 articles kept after selection

(representing 20 initiatives)

TABLE 1: INCLUSION AND EXCLUSION CRITERIA

Inclusion | Papers must:

criteria e Refer to people with disabili-
ties actively engaged in teach-
ing or in an educational role;

¢ Refer to undergraduate or
graduate learners or practi-
tioners of any educational, so-
cial or healthcare professions;

e Have been published since
2000;

e Are written in English or
French.

Exclusion | Papers must not:

criteria e Refer to mental health service
users actively engaged in
teaching or in an educational
role;

e Refer to a discussion on the
topic (ex. opinion paper);

¢ Be a conference abstract.

- Collating, summarizing, and reporting results

The educational initiative itself is the unit of
analysis. In the case of the text describing
three initiatives (Jorgenson, Bates, Frechette,
Sonnenmeier, & Curtin, 2011), each one was
analyzed separately. Only the initiative involv-
ing people with disabilities in the article by No-
vak, Murray, Scheuermann, & Curran (2009)
was examined. Fifteen other texts each des-
cribed a single initiative, and the last text
(Towle et al., 2014) described an activity as
part of an an overall report (The Social Plan-
ning and Research Council of BC [TSPRCBC],
2011). Therefore, we referred mainly to the text
by Towle et al. (2014) to understand this initia-
tive.

The results are presented in three parts, based
on the extraction criteria above. The first part,
discusses the initiatives’ distinctive characteris-
tics, learners, objectives, reference frame-
works, and teaching strategies. The second
part, concerns the people with disabilities, their

.
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characteristics, the recruitment methods, their
preparatory training, and the distinctive aspects
of their involvement. The third part concerns
the initiatives’ outcomes, the obstacles encoun-
tered, the facilitators, and the recommenda-
tions proposed by the authors of the texts.

TABLE 2: EXTRACTION CRITERIA

Criteria Subcategory
(A) A.1) Format (e.g., number of
Educational hours, session frequency,
initiatives etc.)
A.2) Learners targeted
A.3) Objectives of the educa-
tional initiative
A.4) Reference framework(s)
underlying the initiative
A.5) Teaching or learning
strategies used
(B) B.1) Characteristics of the
People population involved (e.g.:
actively age, number, types of
engaged disabilities, etc.)
B.2) Criteria used to select
participants
B.3) Recruitment methods
B.4) Participants’ degree of
involvement
(©) B.1) Outcomes
Outcomes B.2) Obstacles encountered
B.3) Recommendations
Results

1. Educational initiatives
1.1 An overview

Four large-scale interventions include the
creation of a national framework for nurse edu-
cation (Mathieson, 2002), an undergraduate
intellectual disabilities? nursing program (Bol-

2 The terms “learning disabilities,” used mainly in the
United Kingdom, and “intellectual disabilities” were both
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lard, Lahiff, & Parkes, 2012), and two extended
interdisciplinary learning experiences (Doucet,
Andrews, Godden-Webster, Lauckner, & Nas-
ser, 2012; Towle et al., 2014).

In five other initiatives, people with disabilities
were involved in university courses of a se-
mester or more. Two were integrated within an
undergraduate program (Muwana & Gaffney,
2010; Sadao & Robinson, 2002) and another,
within a graduate program (Jorgensen et al.,
2011). Two others were offered within the con-
text of an advanced certification (Jorgensen et
al., 2011). While four of these initiatives used
interactive and innovative in-class co-teaching
methods, the fifth relied heavily on partnerships
with four community disability agencies (Mu-
wana & Gaffney, 2010). Students were called
upon to collaborate with these partners on and
off campus.

Finally, eleven initiatives consisted of brief
interventions (e.g., workshops) within a larger
educational or professional setting. Of these,
seven involved a single, interactive on-campus
session within an undergraduate, (Maestri-
Banks, 2013; McClimens & Scott, 2007; Tracy
& lacono, 2008; Zirkle et al., 2008) graduate
(Terry, 2012) or postgraduate professional de-
velopment program (Heneage, Morris, & Dhan-
jal, 2010; Martin & Hoy, 2013; Terry, 2012).
Four other initiatives were spread out over two
or more sessions on campus (Kroll, Groah,
Gilmore, & Neri, 2008) or off-campus (Novak et
al., 2009; Siebens et al., 2004; Smith, Ander-
son, & Thorpe, 2006). Community groups (e.g.,
a theatre group comprising people with disabili-
ties) or agencies (e.g., local clinics, hospitals)
were directly involved in three of these initia-
tives (McClimens & Scott, 2007; Novak et al.,
2009; Smith et al., 2006), while pairing of stu-
dents with a person with disabilities took place
within two of them (Siebens et al., 2004; Smith
et al., 2006).

chosen by the authors of the selected texts to refer to
the same condition. For the sake of consistency, we
used the term “intellectual disabilities” in this article.
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1.2 Learners targeted

The learners targeted were varied and span-
ned all levels of post-secondary education. Un-
fortunately, the number of learners reached is
not always specified and varies from one initia-
tive to another.

Ten single discipline designs were aimed at
nursing (Bollard et al., 2012; Kroll et al., 2008;
Maestri-Banks, 2013; Martin & Hoy, 2013;
Mathieson, 2002; McClimens & Scott, 2007;
Terry, 2012) or medical (Siebens et al., 2004;
Tracy et al., 2008; Zirkle et al., 2008) students
or professionals. Most of these were conducted
in the United Kingdom. Four other initiatives
targeted students or professionals in education
(Jorgensen et al., 2011; Muwana & Gaffney,
2010; Novak et al., 2009), while another initia-
tive was geared towards students in rehabilita-
tion/communication (i.e., future speech patho-
logists) (Jorgensen et al., 2011). All of these
were run in the United States. The five remain-
ing initiatives were interdisciplinary (Doucet et
al., 2012; Heneage et al., 2010; Sadao & Rob-
inson, 2002; Towle et al., 2014; Smith et al.,
2006), including both Canadian initiatives.

1.3 Objectives

All the initiatives had a common objective—to
improve professional practice with people with
disabilities, and by extension, the quality of
care and services offered. However, more spe-
cific objectives were also listed or implied by
the choice of teaching activities and asses-
sment methods. These objectives, which con-
cern the training environment, knowledge,
skills, and learner dispositions, are described in
Table 3 below.

1.4 Reference frameworks and teaching or
learning strategies

Three primary frameworks emerge from our
analysis: person- or community-focused, expe-
riential and interprofessional education. In addi-
tion, three secondary frameworks have been
identified: service learning, intergroup contact
theory, and reflective practice. Teaching strate-
gies are chosen in light of these frameworks.

Sixteen initiatives referred to person- or com-
munity-focused learning and/or practice. The
most prevalent person-focused teaching strate-
gies include collaborative teaching (an educa-
tor and a person with disabilities teach con-
jointly) (Heneage et al., 2010; Jorgensen et al.,
2011; Kroll et al., 2008; Martin & Hoy, 2013),
mentoring (pairing of students with a person
with disabilities) (Doucet et al., 2012; Siebens
et al.,, 2004; Smith et al., 2006; TSPRCBC,
2011), and inviting guest speakers to share
their experiences and knowledge (Terry, 2012;
TSPRCBC, 2011; Zirkle et al., 2008).

Among the four remaining initiatives, two of
them make extensive use of the service learn-
ing approach, which combines community ser-
vice with academic studies (Muwana & Gaf-
fney, 2010; Novak et al, 2009). While expe-
riential learning is extensively implied in these
two service learning initiatives, it is alluded to in
three others (Kroll et al., 2008; Tracy et al.,
2008; Siebens et al., 2004). Experiential learn-
ing is based on the assumption that students
learn through personal experience. In addition
to mentoring and community service learning,
project-based learning (Sadao & Robinson,
2002; Smith et al., 2006), as well as action
learning (Kroll et al., 2008; McClimens & Scott,
2007; Tracy & lacono, 2008) are popular expe-
riential learning/teaching strategies. Much like
service learning, intergroup contact theory,
which postulates that learning occurs when dif-
ferent groups interact with one another, is men-
tioned in two initiatives (Heneage et al., 2010;
Tracy & lacono, 2008). Furthermore, interpro-
fessional education, which promotes learning
through collaboration between students from
various fields of study, is discussed in three
initiatives (Doucet et al., 2012; Smith et al.,
2006; TSPRCBC, 2011). Lastly, while only two
initiatives wove reflective practice theory into
their framework (Doucet et al., 2012; McCli-
mens & Scott, 2007), a total of five incorpo-
rated an explicit self-reflection component (e.g.,
journaling), which encourages students to exa-
mine their experiences, attitudes, and beha-
viours (Doucet et al., 2012; Muwana & Gaffney,
2010; Novak et al., 2009; Sadao & Robinson,
2002; Towle et al., 2014). Similarly, implicit
self-reflection opportunities (e.g., oral debrief

>y >
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TABLE 3: OBJECTIVES

Type of

objective

Description

Number of

Initiatives

Training environment

General objectives related mainly to
the explicit desire to improve the
quality and relevance of the training
provided, especially by establishing
durable partnerships and conducting
learning activities to prepare stu-
dents for practice

53

Knowledge development

Concern the acquisition of evidence-
based theoretical and factual
knowledge (definitions, diagnostics,
etiology, and assessment methods)

144

Skills development

Refer to the acquisition of practical
knowledge (e.g., mastering person-
focused interprofessional team work,
adopting a reflective approach, etc.)

15°

Dispositions

Aim to shape learners’ attitudes
through awareness activities to help
them develop new insights and chal-
lenge their own attitudes (e.g., foster
empathy)

15°

3 (Bollard et al., 2012; Mathieson, 2002; McClimens & Scott, 2007; Terry, 2012; TSPRCBC, 2011)

4 (Bollard et al., 2012; Doucet et al., 2012; Heneage et al., 2010; Jorgensen et al., 2011; Kroll et al., 2008; Muwana & Gaf-
fney, 2010; Sadao & Robinson, 2002; Siebens et al., 2004; Smith et al., 2006; Tracy et al., 2008; Towle et al., 2014; Zirkle

et al., 2008)

5 (Bollard et al., 2012; Doucet et al., 2012; Jorgensen et al., 2011; Kroll et al., 2008; Martin & Hoy, 2013; McClimens & Scott,
2007; Muwana & Gaffney, 2010; Novak et al., 2009; Sadao & Robinson, 2002; Siebens et al., 2004; Smith et al., 2006;
Tracy & lanoco, 2008; Towle et al., 2014)

6 (Bollard et al., 2012; Heneage et al., 2010; Jorgensen et al., 2011; Kroll et al., 2008; Maestri-Banks, 2013; Martin & Hoy,
2013; Muwana & Gaffney, 2010; Novak et al., 2009; Sadao & Robinson, 2002; Smith et al., 2006; Siebens et al., 2004; Ter-

ry, 2012; Towle et al., 2014; Tracy & lanoco, 2008; Zirkle et al., 2008).

4 (4
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ing sessions or ongoing post-intervention on-
line conversation) were built into two other ini-
tiatives (Martin & Hoy, 2013; Terry, 2012).

2. Actors Involved
2.1 Characteristics

Fifteen of twenty initiatives sought the active
involvement of people with disabilities.” Only
one project involved high school students (No-
vak et al., 2009). In the other five the active
participation of individuals with knowledge of
particular disabilities (e.g., representatives of
community organizations) were also used, al-
though the focus was on the expertise of the
individuals with disabilities.

Of the initiatives where the type of disability is
mentioned, five referred to people with physical
disabilities (Jorgensen et al., 2011; Kroll et al.,
2008; Sieben et al., 2004; Terry, 2012; Zirkle et
al., 2008) and five sought the participation of
people with intellectual disabilities (Bollard et
al., 2012; Heneage et al., 2010; Maestri-Banks,
2013; Mathieson, 2002; Tracy & lacono, 2008)
or autism spectrum disorder (Jorgensen et al.,
2011).

Of the five initiatives that sought the involve-
ment of individuals with knowledge of specific
disabilities, three referred to family members
(Jorgensen et al., 2011; Muwana & Gaffney,
2010; Sadao & Robinson, 2002) and two to
informal caregivers (Martin & Hoy, 2013; Smith
et al., 2006). The initiative of Muwana and
Gaffney (2010) also refers to the participation
of six representatives of community organiza-

7 The article by Jorgensen, Bates, Frechette, Sonnen-
meier, & Curtin (2011) briefly mentions the involvement
of other specially invited people with disabilities, fami-
lies, or professionals, without describing the nature of
their participation (e.g.,active or passive). Since in the
case of three initiatives the authors focused mainly on
the active participation of four people, we limited our
analysis to their contribution. The articles by Mathieson
(2002) and Zirkle et al. (2008) also examined the in-
volvement of people with disabilities in initiatives in
which other players participated. Since the articles focus
on the involvement of people with disabilities, we ana-
lyzed only their contribution to the initiatives concerned.

tions, including two with disabilities, as well as
that of professionals and family members.

2.2 Recruitment and selection

Nine of twenty initiatives synthesized discussed
how people with disabilities were recruited and
selected, which depended mainly on the train-
ing environment (e.g., type of institution, num-
ber of learners). They also described the type
of disability sought (e.g., physical vs. intellectu-
al), which varied according to the learners’
needs. In five initiatives, people with disabilities
were selected based on their community in-
volvement or membership in a community or-
ganization (Heneage et al., 2010; Siebens et
al., 2004; Towle et al., 2004; Tracy & lacono,
2008; Zirke et al., 2008). They were described
as having knowledge about their condition or a
certain expertise acquired through contact with
health professionals. In three initiatives (Kroll et
al., 2008; Terry, 2012; Towle et al., 2004), the
people recruited had to be able to articulately
convey their expertise and experience in pu-
blic. Selecting these participants involved jud-
gement and an aptitude for the type of teach-
ing/communication required.

2.3 Preparation and training

Five of the twenty initiatives that involved peo-
ple with disabilities mentioned that tangible
resources (e.g., technological support, training
manual) (Jorgensen et al., 2011; Kroll et al.,
2008) or training was offered to make sure they
develop the skills needed to fulfill their roles
(Bollard et al., 2012; Jorgensen et al., 2011;
Kroll et al., 2008).

2.4 Type of involvement

Six types of involvement are described: per-
sonal accounts of real life situations, consulta-
tion, course development, formal teaching, in-
formal teaching, and assessment (formative or
summative).

Personal accounts by individuals with experien-
tial expertise were mainly a matter of sharing
personal experiences, particularly with regard
to their disabilities, to the adaptations they

>y >
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need and to social, educational and medical
services they require. In eighteen initiatives,
one or more people with disabilities or repre-
sentatives helped draw up, develop, plan, or
organize a project, program, strategy, curricu-
lum, or training environment. Of all the forms of
active participation in local initiatives (apart
from personal accounts), teaching was the
most common: 18 initiatives involved one or
more people with disabilities in formal or infor-
mal teaching (i.e., arising from interaction with
learners). Apart from these types of involve-
ment, the initiative conducted by Bollard et al.
(2012) also sought the participation of people
with disabilities in marketing and publicizing the
training program and hiring teaching staff (re-
cruitment and admission).

3. Outcomes

According to the 17 texts listing outcomes?,
18 initiatives had positive ones, not only from
the learners’ perspective, but also in the eyes
of people with disabilities, community partners,
the proponents of the initiatives, and the au-
thors. They relate to the training environment,
acquired knowledge and skills, dispositions,
and identity.

The outcomes related to the training envi-
ronment mainly consisted of participant satis-
faction with their learning or teaching experi-
ence and the scope of the methods used.

With regard to learners, the acquisition of du-
rable knowledge is implied or mentioned in 14
of the 17 texts discussing outcomes (Bollard et
al., 2012; Doucet et al., 2012; Heneage et al.,
2010; Jorgensen et al.,, 2011; Martin & Hoy,
2013; McClimens & Scott, 2007; Muwana &
Gaffney, 2010; Sadao & Robinson, 2002; Sie-
bens et al.,, 2004; Smith et al., 2006;
TSPRCBC, 2011; Towle et al., 2014; Tracy &
lacono, 2008; Zirkle et al., 2008). The know-
ledge acquired concerned: (a) people with dis-
abilities and their needs; (b) the power relations
they must deal with; (c) required adaptations
and support; (d) the roles of informal and pro-

8 Qutcomes were not listed in the texts by Maestri-Banks
(2013) and Mathieson (2002).

4 4
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fessional caregivers, (e) available community
resources, (f) person-focused practice, (g) the
disabilities themselves, and (i) related concepts
and theories. In one initiative, representatives
of community organizations mentioned having
learned more about other community programs
(TSPRCBC, 2011). A number of learners ac-
quired new skills in the areas of person-
focused interprofessional collaboration, part-
nerships with people with disabilities, team-
work, individual intervention, and reflective
practice (Doucet et al., 2012; Heneage et al.,
2010; McClimens & Scott, 2007; Muwana &
Gaffney, 2010; Novak et al., 2009; Sadao &
Robinson, 2002; Smith et al., 2006; Terry,
2012; Towle et al., 2014). Other texts referred
to the ability of learners to apply what they
learned to their practice (Bollard et al., 2012).
With regard to people with disabilities, the au-
thors indicated an improvement in their teach-
ing skills (Jorgensen et al., 2011; TSPRCBC,
2011). The initiative involving teens with disa-
bilities enabled the latter to acquire profes-
sional experience and job search skills (Novak
et al., 2009).

Outcomes regarding learners’ dispositions
refer more specifically to their values, percep-
tions, and attitudes. Some authors indicate that
when the initiatives came to an end, learners
were more aware and respectful of people with
disabilities’ expertise and conscious and critical
of their own assumptions and stereotypes. The
same authors also observed greater empathy,
compassion, and openness to others and
greater ease in their interactions with people
with disabilities (Bollard et al., 2012; Martin &
Hoy, 2013; McClimens & Scott, 2007; Muwana
& Gaffney, 2010; Novak et al., 2009; Sadao &
Robinson, 2002; Siebens et al., 2004; Smith et
al., 2006; Terry, 2012; TSPRCBC, 2011; Towle
et al., 2014; Tracy & lacono, 2008; Zirkle et al.,
2008).

Impacts on identity, or how participants felt
about themselves, are also measured as out-
comes. This included of a feeling of confidence
and professional competence (Heneage et al.,
2010; Novak et al., 2009; Towle et al., 2014;
Zirkle et al., 2008). In participants with disabili-
ties, they refer to a greater sense of confi-
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dence, pride, self-worth, liberation, empower-
ment and accomplishment (Bollard et al., 2012;
Heneage et al., 2010; Jorgensen et al., 2011;
Smith et al., 2006; Terry, 2012; Towle et al.,
2014; TSPRCBC, 2011).

4. Obstacles

Eight initiatives listed the obstacles encoun-
tered, including individual, logistical and finan-
cial. The individual obstacles concerned main-
ly people with disabilities, especially with re-
gard to their selection (e.g., ensuring that a
range of disabilities was represented, finding
people who were articulate and available, etc.)
(Terry, 2012) or to their level of confidence
(e.g., first encounter with learners, insecurities
about the quality and benefits of their involve-
ment, etc.) (Towle et al., 2014).

The main logistical obstacles related to trans-
portation (e.g., travel time and cost), technolo-
gy (e.g., people unfamiliar with technology),
time management (e.g., heavy workload out-
side class time, preparation of clinical sites,
etc.), and scheduling (Jorgensen et al., 2011;
Muwana & Gaffney, 2010; Smith et al., 2006;
Terry, 2012).

The active involvement of people with disabili-
ties requires prior consultation, ongoing colla-
boration with external resources, and a longer
preparation period, which increases costs and
the necessary organizational investment, thus
potentially undermining the feasibility of this
type of initiative (Bollard et al., 2012).

5. Facilitating factors and recommendations

The texts identified facilitating factors and re-
commendations in favour of conducting similar
initiatives. They mainly refer to the active in-
volvement of people with disabilities, reference
frameworks and teaching/ learning strategies.

5.1 Involvement of people with disabilities

It is generally recommended that people with
disabilities be involved, or more involved, in
training of current or future professionals, in
order to enrich the learning experience. This

approach tends to involve learners emotionally
and spur their interest in issues and resources
that can affect the quality of care and services
available to people with disabilities (Zirkle et
al., 2008). However, to maximize the impact of
this involvement and ensure a positive experi-
ence for all, certain conditions must be met.
For example, it is better to recruit individuals
who are capable of self-reflection and have ap-
propriate personal and/or professional exper-
tise with respect to the material to be con-
veyed, as well as the teaching skills required to
convey it. It is also recommended that teaching
tasks be assigned based on their skills, in-
terests, and personal aspirations.

To ensure that people with disabilities are con-
sidered by all as partners in the initiative, pro-
ponents should: (a) make sure that everyone
has a hand in planning, teaching, and asses-
sment; (b) check to what extent people with
disabilities wish to participate in the transfer of
scientific knowledge and adapt their involve-
ment accordingly; (c) assign tasks, set the
number of sessions, and explore the possibility
of future collaboration in advance; (d) agree on
a vision of the initiative and its objectives and
clearly conveyed to learners; (e) insist on the
complementary nature of professional and ex-
periential expertise to learners throughout the
initiative (Bollard et al., 2012; Heneage et al.,
2010; Jorgensen et al., 2011; Maestri-Banks,
2013; Martin & Hoy, 2013; Sadao & Robinson,
2002). Issues of confidentiality as well as copy-
right and subsequent use of written documents
or videos must be negotiated before the initia-
tive begins (Terry, 2012).

Regardless of the level of involvement of peo-
ple with disabilities, it is important to make sure
that they are suitably prepared for their as-
signed tasks. Initiative proponents must there-
fore: (a) offer training in line with individual
needs (organization’s policies, discursive
norms in the classroom, assessment, scientific
knowledge, or use of online platforms and soft-
ware applications); (b) provide the required
material resources (e.g., ICT equipment, soft-
ware); (c) make sure that the place where the
initiative is carried out is accessible to people
with disabilities; (d) plan and implement appro-
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priate support mechanisms when sensitive or
stressful issues are raised (Doucet et al., 2012;
Heneage et al., 2010; Jorgensen et al., 2011;
Martin & Hoy, 2013). Several authors stressed
the importance of tangibly recognizing the con-
tributions people with disabilities make to the
training initiative (e.g., financial compensation)
(Doucet et al.,, 2012; Martin & Hoy, 2013;
Towle et al., 2014). A means of ongoing com-
munication should be established to inform
them of how the initiative is progressing and of
new opportunities for getting involved (TSPR-
CBC, 2011). It was suggested that opportuni-
ties for interacting with learners be put in place
once an initiative is over so that participants
could strengthen the ties they have forged and
discuss the outcomes of the initiative if they
wished to (TSPRCBC, 2011).

5.2 Reference frameworks and teaching/
learning strategies

The authors champion the involvement of peo-
ple with disabilities in undergraduate education
and professional training initiatives. Some sug-
gest promoting interprofessional teaching and
learning (Sadao & Robinson, 2002; Smith et
al., 2006; TSPRCBC, 2011), integrating a com-
munity service component (Muwana & Gaffney,
2010; Novak et al., 2009), focusing on experi-
ential learning (Zirkle et al., 2008), or using fo-
rum theatre (McClimens & Scott, 2007) or the
arts in general (TSPRCBC, 2011). All these
aspects aim to apply theory to practice. Re-
gardless of the reference framework chosen,
all training initiatives should use teaching and
learning strategies that are consistent with pro-
fessional practice (Bollard et al, 2012).

During team activities, initiative proponents
should play a secondary role or act as media-
tors with learners, or between experiential ex-
perts and learners, in order to raise awareness
of the etiquette of communicating with people
with disabilities, facilitate communication, sup-
port learning, and intervene as needed (Mu-
wana & Gaffney, 2010; Siebens et al., 2004;
Towle et al., 2014). They also must clearly un-
derstand and use various ways to help learners
and other participants feel comfortable interact-
ing (Terry, 2012).
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Discussion

As all the initiatives of this literature revue high-
light, active involvement of people with disabili-
ties in education gives rise to the creation of
mutual dynamic relationships uniting people re-
ceiving care and learners from various fields of
study. In doing so, students learn from and
with these people, instead of just learning
about them from a teacher who has a theoreti-
cal comprehension of their reality (Bleakley &
Bligh, 2008). Towle and Godolphin (2011,
p. 500) believe that “patient-led education
sends an important message to students about
the value of patients’ expertise [...] in which
professionals and patients are ‘co-producers of
health™. Experiential experts can share what
they consider to be important that future pro-
fessionals learn, paving the path towards true
person-centered care and services. Moreover,
putting the person at the center of an educa-
tional intervention creates quite a different
learning environment and inevitably brings with
it a shift in power, role and meaning from the
relationship between current or future profes-
sionals and people receiving services, in a way
that maintains their authentic and autonomous
voice (Bleakley & Bligh, 2008).

However, in order for this shift in power, role
and meaning to truly occur, all kinds of people
with all types of disabilities and from various
ethnic and cultural backgrounds should be per-
ceived as potential equal partners (with the
help of their carers or family members if need-
ed). For example, while it is understandable
that initiative developers aspire to recruit guest
lecturers or trainers who are experienced and/
or gifted in articulate public speaking and
teaching, there is a risk of reinforcing a socially
constructed dichotomy between people who
have so-called acceptable or relatable disabili-
ties versus people whose disabilities are seen
as overly disruptive of social interaction norms
and communication protocols. Because people
with disabilities are people first and foremost
with an array of distinct characteristics, practi-
tioners must be made aware of the subtleties
experienced by those whose identities are sub-
ject to the forces of oppression inhabiting inter-
sections of gender, sexual orientation, class,
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ethnicity, and so on (Yuval-Davis, 2006). It is
rather encouraged to work with a wide range of
people with disabilities, with respect to their po-
tential, in order to avoid perpetuating negative
social perceptions, ignorance-based discomfort
and inequalities.

With the notion of equal partnership comes that
of equitable involvement and compensation. If
we are to include people with disabilities in the
education of students and professionals, we
must create the conditions and opportunities
within which they may contribute further to all
aspects of said education: consultation, plan-
ning, marketing and publicity, student admis-
sions, hiring of staff, teaching and evaluation.
However, this literature review has pointed out
that of all active involvement strategies, giving
personal accounts of real life situation and
teaching remain the most popular. Likewise,
recruiting, selecting and soliciting people’s ex-
pertise in training should always be accompa-
nied by offering them appropriate compensa-
tion. Payment for involvement, for example, is
sometimes associated with increased formal
recognition and status. While certain people
prefer other forms of compensation (ex. co-
writing an article and being published, present-
ing at a conference, etc.) (Towle & Godolphin,
2013) they should still be given a choice in the
matter.

Finally, it is recommended in most of the initia-
tives in this study that public and institutional
educational policies be reviewed in order to
support the active involvement of people with
disabilities in large-scale training initiatives.
While small-scale initiatives can be beneficial
to learners, national and institutional champion-
ing of large-scale initiatives would increase the
visibility, credibility, and legitimacy of educa-
tional patient/community-professional partner-
ships, impacting on their ability to boost their
resources), ensuring their growth and enhanc-
ing their capacity to reach an exponentially
greater number of students.

Although our comprehension of the issues dis-
cussed in this article stems from a highly ri-
gorous process, we should not overlook the
limits of our literature review. Unfortunately,

only twenty initiatives fit our selection criteria,
which demonstrates the novelty of these initia-
tives, but limits the scope of our review. This
could also be attributed to the diversity of terms
used within the literature when speaking of
educational initiatives involving people with dis-
abilities. While our research was thorough, we
may have missed certain initiatives as a result
of this abundance of terminology. Furthermore,
certain articles contained scarce information,
which made it difficult for us to gain insight on
who was involved, how they were involved and
how their involvement influenced the learners
implicated.

Conclusion

The initiatives studied in this review show that
to improve professional practice and the quality
of services given to people with disabilities, it is
important to seek their active participation in
educational initiatives targeting learners from a
range of disciplines and using a diversity of
teaching strategies. In light of our analysis of
these initiatives, however, we believe that more
effort should be invested in ensuring that peo-
ple with disabilities contribute to the entire pro-
cess of creating educational initiatives, from
content selection to learner assessment.

Although we focused on initiatives that actively
involved people with disabilities, we recom-
mend a similar review of initiatives involving
informal caregivers and family members. We
would also like to point out that not all out-
comes of the referenced initiatives have been
thoroughly evaluated. And for the initiatives
that were the subject of research projects, only
short-term outcomes were studied. Further re-
search should include longitudinal studies in or-
der to better assess the long-term benefits of
such initiatives (Spencer et al., 2011).

Finally, the more we know about what is being
done, how it is being done as well as if, how
and to what extent it is or isn’t beneficial for all
those involved, the better equipped we will be
as researchers, professors, practitioners and
members of an inclusive society to work and
evolve side by side with people who have disa-
bilities.
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