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Abstract 
Shared decision making (SDM) is the process by which health care providers and patients collaborate to make health care 
decisions. This collaboration leads to informed decision making and improved outcomes. However, research on SDM specific 
to the field of youth mental health is scarce. ACCESS Open Minds (ACCESS OM) is a youth mental health research and 
evaluation project that implemented and evaluated SDM practices within its various activities and operations. The ACCESS 
OM network spans a diversity of youth mental health settings across Canada, and includes various stakeholders such as youth, 
family members and carers, clinicians, researchers, and policy makers. The project values all types of knowledge (specifi-
cally, experiential, cultural, clinical, and scientific knowledge) as necessary to lead to better health research, care delivery, 
and outcomes for patients and their communities. Similarly, it acknowledges the lived experience of patients and, family and 
carers as expertise. Through the integration of SDM practices, ACCESS OM has formulated valuable insights that can be 
applied to other health problems and settings. This paper, written by youth and family council members, operational staff, 
and researchers from the project, will share challenges and solutions that arose in the integration of SDM practices within 
ACCESS OM’s knowledge translation strategy, governance structures, clinical contexts, and capacity-building initiatives.

Plain Language Summary
This paper describes how ACCESS Open Minds (ACCESS OM) uses shared decision making (SDM) strategies. ACCESS 
OM is a pan-Canadian youth mental health project, which is improving youth mental health services across Canada. Often, 
health care systems are not set up to prioritize patients’ expertise when it comes to decisions about care and services. SDM 
means that patients, service providers, and other relevant individuals collaborate to make decisions about health care. SDM 
strategies are important in how ACCESS OM is working to improve youth mental health services. This paper provides 
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examples of how the ACCESS OM project has implemented SDM processes, and discusses challenges encountered in this 
regard, with the aim of helping other projects and organizations implement SDM strategies.

Funded under the Canadian Institutes of Health Research 
(CIHR)’s Strategy for Patient-Oriented Research (SPOR), 
the members of the ACCESS OM network recognized the 
importance of SDM from the outset, and therefore integrated 
it into the network’s operations in accordance with the pro-
ject’s mandate for patient engagement. ACCESS OM defines 
‘patients’ as youth aged 11–25 years, and ‘patient partners’ 
includes youth patient partners and, family and carers patient 
partners. ‘Patient partners’ contributed to the project based 
on lived mental health experience whereas ‘patients’ received 
care at an ACCESS OM site. ‘Families and carers’ include 
any significant and supportive person in a youth’s life. Lived 
mental health experience is acknowledged and integrated as 
unique experiential knowledge and unique expertise to advise 
and to guide the project in collaboration with researchers, men-
tal health clinicians, and decision makers.

Identified as an essential component to the network’s activi-
ties, SDM strategies were woven into the project’s govern-
ance structure, the design and execution of its mixed methods 
research and evaluation activities, and into the design of youth 
mental health services in diverse communities across Canada.

This paper shares insights from the co-design and imple-
mentation of SDM in knowledge translation, clinical, opera-
tional, and research strategies within the ACCESS OM net-
work. The discussion explores operational and value-based 
challenges and provides practical recommendations to improve 
SDM in health care research and delivery. This article was 
written together by a team of youth and family partners, opera-
tional staff, and lead researchers, and so its publication serves 
in and of itself as an illustration of SDM between different 
stakeholders within the network. As ACCESS OM sites serve 
a diversity of communities—urban, rural, remote, Indigenous, 
Anglophone, Francophone, post-secondary, homeless youth—
in seven provinces and one territory, the insights provided here 
have widespread applicability for other contexts.

2  Shared Decision Making (SDM) Practices 
and ACCESS OM’s Knowledge Translation 
Strategy

A great challenge within research is bridging the gap 
between generated knowledge and its implementation into 
practice, often described as the evidence-to-action gap. This 
gap can result in health care services that are inefficient and 
inappropriate [13], as they do not offer the level of innova-
tion needed to respond to contemporary health problems.

Key Points for Decision Makers 

ACCESS Open Minds has implemented SDM strate-
gies to inform youth mental health service reform and 
research in Canada. The implementation of SDM strate-
gies was facilitated by building relationships, sharing 
knowledge, and maintaining meaningful partnerships 
between all stakeholder groups.

Power dynamics, time constraints, project pace, and 
tokenism remain a challenge to SDM.

Lack of sustained project funding jeopardizes future 
activities.

1 Introduction

ACCESS Open Minds (ACCESS OM) is a patient-oriented 
research initiative that is transforming and evaluating youth 
mental health services at more than 16 diverse sites across 
Canada [1]. This transformation focuses on five core elements, 
namely early identification of mental health problems, rapid 
access to care, appropriate care, continuity of care, and youth 
and family/carer engagement [2]. Site teams are providing 
high-quality, timely, and easily accessible youth mental health 
services, and they are concurrently evaluating how this trans-
formation is leading to better youth mental health outcomes 
[1].

Shared decision making (SDM) has been defined as a 
process by which health care providers and health care users 
collaborate and share knowledge with each other to come to 
decisions about the care provided [3, 4]. Making decisions 
about care based on mutually shared ideas can be considered 
inherently good, as the outcome will be the product of shared 
principles. Some authors note that SDM improves treatment 
processes and outcomes [5]. For example, studies have shown 
that the use of shared decision making in mental health care 
settings can improve patients’ attitudes towards recovery [6] 
and, service providers’ and patients’ satisfaction with treatment 
decisions [7]. Although SDM concepts have been adopted in 
the field of mental health, literature describing and evaluating 
SDM strategies specific to this field remain relatively scarce 
[8–10]. However, there is widespread consensus that employ-
ing SDM strategies in youth mental health settings is critical 
to providing high quality, resilience-based, recovery-oriented 
youth mental health care [11, 12].
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Knowledge translation (and knowledge mobilization, 
which is a closely linked concept) presents itself as a poten-
tial solution to this gap. Knowledge translation (KT) is the 
dissemination and application of knowledge, which can lead 
to the improvement of health care systems and better health 
outcomes [14]. Many funding agencies and research teams 
have integrated knowledge translation into their initiatives 
to help bridge the gap between research and practice, to sup-
port evidence-informed policies, and ultimately to improve 
care for all.

The ACCESS OM network has developed and adopted 
SDM strategies to support its knowledge translation objec-
tives. Moreover, since the intersection between SDM and 
knowledge translation is an area of study that has not been 
given much attention, ACCESS OM is assessing the inno-
vative ways in which SDM strategies might foster effective 
integrated knowledge translation (IKT) in a youth mental 
health research setting.

From the outset of the project, ACCESS OM adopted an 
IKT approach, in which knowledge users are included in all 
aspects of the project. A ‘knowledge user’ is any individual 
who will be able to use the knowledge that is produced by 
the project to inform any future decisions about health policy 
and practice. ACCESS OM chose an IKT approach as it can 
lead to more accurate findings and increase the use of these 
findings in policy and practice [14]. ACCESS OM knowl-
edge users, also referred to as key stakeholders, are youth, 
family and carers, service providers, policy makers, funders, 
community partners, and researchers. Through implement-
ing various SDM strategies, ACCESS OM has facilitated 
the development of partnerships between these different 
knowledge user groups.

One of the most important elements of IKT is that it 
allows for various forms of knowledge to co-exist in research 
projects [15]. Until recently, research projects often relied 
solely on scientific knowledge (acquired through research) to 
make recommendations. However, the use of IKT acknowl-
edges that other forms of knowledge are just as valuable, 
important, and relevant as scientific knowledge. Through 
ACCESS OM’s IKT strategy, three other types of knowl-
edge are considered in decision-making processes: experi-
ential knowledge (learned through experience), pragmatic 
knowledge (learned through action), and cultural knowledge 
(learned through being) [16]. ACCESS OM’s scientific 
knowledge is composed of data gathered both qualitatively 
and quantitatively at the research sites and throughout the 
network. Experiential knowledge refers to the knowledge 
acquired by the project’s stakeholders through their expe-
rience of mental health problems and services. Pragmatic 
knowledge refers to lessons learned by the project’s stake-
holders through the process of service transformation. 
Finally, cultural knowledge refers to the traditional knowl-
edge held by all the individuals and groups from the different 

ACCESS OM sites and communities. The acknowledgment 
of these various forms of knowledge allows key stakeholders 
to participate as true collaborators and co-creators alongside 
researchers and academics.

SDM has occurred in many areas of the ACCESS OM 
network: at the clinical level, in research, and in governance, 
all of which has promoted IKT throughout the project. At 
the clinical level, knowledge exchange has occurred between 
key stakeholders in the design of ACCESS OM services and 
care, and in the creation of KT products (e.g., flyers, posters, 
and webinars). SDM strategies were applied to ensure that 
all stakeholders were implicated in the development of the 
quantitative and qualitative research protocols, data analy-
sis, and the development of KT products (e.g., publications, 
presentations, etc.). At the governance level, SDM has taken 
the form of knowledge exchange between key stakeholders 
on the Executive and Advisory Committees and the stake-
holder councils.

3  Embedding SDM in Governance 
Structures

3.1  Patient Partners as Members of Decision 
Making Councils and Committees

Central to effective SDM is engaging patient partners as 
members in stakeholder committees and executive govern-
ance bodies at a governance level [17]. In the founding stages 
of ACCESS OM, it was determined that a redistribution of 
power among stakeholder groups was necessary to foster 
SDM with patient partners, researchers, clinicians, and deci-
sion makers. To do so, ACCESS OM invested in the devel-
opment of separate and shared spaces between stakeholder 
groups to offer youth and family stakeholders resources 
to consult with each other, to move away from tokenism, 
and to consolidate strong messaging before contributing to 
larger multi-stakeholder discussions. It was therefore deter-
mined that ACCESS OM should have two patient councils: 
the ACCESS OM National Youth Council (NYC) and the 
ACCESS OM Family and Carers (AFC) Council. These 
councils would be represented by some of their members in 
the network’s larger multi-stakeholder committees, namely 
the Executive Committee and the National Advisory Com-
mittee (see Fig. 1). These larger committees would act as the 
primary decision-making bodies for the overall initiative. 
The inclusion of and partnership with patient partners at 
an executive level enables professional relationship build-
ing and models the values of the ACCESS OM network. 
Relationship building is an essential element to youth and 
family engagement in research; these relationships create 
collaborative spaces between researchers and patient part-
ners [18]. Youth patient partners and family/carer patient 
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partners are voting members of the ACCESS OM Execu-
tive Committee in partnership with directors, clinicians, 
researchers, Indigenous community leaders, and site rep-
resentatives (see Fig. 1). ACCESS OM welcomes all NYC 
and AFC Council members to attend Executive Committee 
meetings as observers (that is, as non-voting members) in 
an effort to promote transparency and knowledge sharing.

3.2  Executive Committee Quorum Requirements

As a further measure to underline the importance of patient 
perspectives within project decision-making processes, 
attaining quorum requires that both youth and family repre-
sentatives are present before the committee can proceed with 
meetings. This requirement was instituted to support equal 
representation, and therefore equal opportunity, for knowl-
edge exchange and deliberation of all stakeholder groups, a 
step that has been crucial in achieving SDM [11, 19].

3.3  Organizational Veto Power

Several strategies were implemented in the development of 
ACCESS OM’s governance structure to facilitate the mean-
ingful contribution of diverse stakeholder perspectives. 
These strategies included employing a consensus-based 
decision-making process, and reiterating the importance of 
patient perspectives and contributions by giving NYC and 
AFC Council members veto power. According to the consen-
sus-based decision-making process adopted by the commit-
tee, a veto will halt the decision and return the matter back 
to the committee for discussion and further modification (as 
required) before being tested once again for consensus.

The allocation of veto power to youth and family/carer 
committee members is a strategy to underscore the value of 
and respect for youth and family/carer perspectives, which 
is crucial in moving away from paternalism and moving 
towards efficient SDM [3, 8, 9]. Through giving specific 
veto power to youth and family/carer committee members, 
the ACCESS OM governance structure is working to rebal-
ance power among decision makers. ACCESS OM activi-
ties are guided by its fundamental voices: youth and fam-
ily/carers in collaboration with clinicians, researchers, and 
decision makers. Furthermore, veto power shifts the pace 
of decision making by prolonging discussions and allowing 
time for in-depth discussion. Prolonged discussions create 
opportunity for capacity building. A key lesson has been that 
effective governance in a multi-stakeholder network that val-
ues patients’ voices in decision making requires additional 
time and resources.

3.4  SDM with Youth Patient Partners: the ACCESS 
OM National Youth Council

The ACCESS OM National Youth Council (NYC) emerged 
as an opportunity for youth from communities across Canada 
to contribute their ideas and expertise to the project based 
on lived mental health experience. An annual operational 
budget is allocated to the NYC from the network grant funds 
for council activities and compensation. To increase trans-
parency and share opportunities among council members, 
a peer nomination system is used to engage new members. 
Communication between these members occurs through 
monthly meetings and a private Facebook forum. SDM 
between youth council members helps to identify strate-
gic priorities for the NYC such as membership, knowledge 

Fig. 1  The ACCESS OM governance structure: the network’s councils and committees and their areas of governance
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translation, training, communications, etc. The NYC is co-
facilitated by two elected co-leads and the ACCESS OM 
Stakeholder Engagement Coordinator (an operational staff 
member of the ACCESS OM central office) and the co-
leads represent the NYC on the ACCESS OM Executive 
Committee.

3.5  SDM with Family and Carer Patient Partners: 
the ACCESS OM Family and Carers Council

ACCESS OM recognizes the importance of incorporating 
knowledge stemming from lived experience of families and 
carers. Family members and carers with experience in sup-
porting a loved one with a youth mental health concern have 
vital knowledge that can contribute to better outcomes for 
youth requiring mental health support [20, 21]. As such, 
ACCESS OM allocated significant resources to create and 
maintain a national community of practice for families and 
carers. This innovative space has fostered knowledge mobi-
lization about family engagement and family peer support 
as part of best practices in youth mental health services. 
Across the network, AFC Council members are integrated 
into all aspects of the ACCESS OM initiative, including the 
delivery and design of clinical services, research activities, 
and on governing bodies.

AFC Council members include individuals from com-
munities across Canada with lived experience of supporting 
a family member with mental health problems, as well as 
family peer support providers from ACCESS OM sites who 
are dedicated to contributing their experience to improve 
youth mental health services in Canada. The AFC Council 
has created the opportunity for meaningful spaces for fam-
ily and carers to share their perspectives and contribute to 
decision making regarding the role of family and carers in 
youth mental health care. The AFC Council strives to coun-
ter feelings of exclusion that are often experienced by fami-
lies and carers [22] by connecting family members with one 
another. The Council also shares insights into youth mental 
health care based on members’ experiential knowledge of 
caregiving. This knowledge is shared from a culturally and 
geographically diverse membership of people from rural, 
remote, urban, and Indigenous communities across Canada.

The AFC Council is guided by their terms of reference, 
annual budget, and work plan. The Council’s Chair is a 
member of the ACCESS OM Executive Committee and the 
Research Advisory Committee, and works alongside the pro-
ject’s decision makers and community stakeholders. Gov-
ernance of the AFC is an integrated process that involves 
all members of the council. Members are invited to provide 
ideas, concepts, and values that inform how the council is 
governed. A seminal governance document was created over 
many months through which revisions were made in order 
to best reflect the voices of its members. Once drafted, each 

member had an opportunity to review and vote on the adop-
tion of the document. A majority vote was needed for this 
document to take effect. Over the lifespan of the ACCESS 
Open Minds project, revisions were made to reflect the 
ongoing growth and development of the council. Each time, 
members were given the chance to review and vote on the 
document. The AFC has also been influencing site activities; 
for instance, family peer support grew to become a pillar of 
service at several sites because of the work of AFC Council 
members.

As patient partners working towards a common goal, 
members of the NYC and the AFC Council established 
an alliance to jointly create initiatives for both youth and 
families. For example, the two councils collaborated with 
the research team to design a photovoice project; the joint 
team contributed towards writing the proposal, developing a 
budget, designing a training program, recruiting stakeholder 
participants, and conducting analysis. This project, which 
currently includes participants from 10 sites, has managed 
to engage over 100 stakeholders, including youth, family and 
carers, researchers, and members of management.

4  SDM in Service Contexts

At its core, all ACCESS OM activities focus on transform-
ing youth mental health services to improve mental health 
outcomes for youth and their families. SDM between youth 
(the patient), their family/carer, and the clinician/worker pro-
viding care is pivotal to this transformation and to improv-
ing treatment outcomes [5]. Numerous SDM strategies were 
implemented across ACCESS OM sites, described in the 
following sections.

4.1  Development and Adherence to Core Values

To guide this shift in mental health care delivery, clinicians, 
youth, and family/carers initiated an internal working group 
mandated to develop a set of core values to guide service 
providers at ACCESS OM sites. The purpose of this working 
group was to define shared values considered fundamental 
to quality youth mental health services. The literature sug-
gests that SDM can lead to a better alignment of patients’ 
needs and providers’ perspectives [3]. ACCESS OM works 
to promote sustained SDM in care delivery by adhering to 
and integrating values that were developed with patient part-
ners. These values elicit a shift in practices [23] specific to 
youth mental health settings. In clinical settings, SDM is 
often perceived as a challenge, as decisions are often based 
solely on medical and psychiatric expertise [23]. Adherence 
to mutually agreed-upon core values challenges this reliance 
and helps clinicians strive to include patient perspectives in 
clinical decision making. ACCESS OM sites visibly display 
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these core values in their accessible youth spaces to inform 
and remind youth and their family/carers—as well as the 
clinicians providing care—of the importance of adhering to 
these values. These values ultimately serve as guidelines for 
SDM in clinical care. Examples of the core values featured 
on this list include involvement of youth and families/car-
ers in assessment and decision making about treatment, and 
valuing of diversity and strengths.

4.2  Multi‑Stakeholder Hiring Panels

National Youth Council members called for a radical shift in 
hiring practices by tabling an Executive Committee motion 
to include youth and family stakeholders in the hiring of all 
ACCESS OM staff, both at sites and at the central office. 
Executive Committee members welcomed this SDM ini-
tiative as a strategy to hire clinicians and researchers who 
would best work with youth as valued partners. Leadership 
at the ACCESS OM sites and central office partnered with 
youth and family/carers to hire many staff members using 
this method, including research assistants, site clinicians, 
operational staff, and the network’s Director of Services and 
Engagement. Patient and family partners contributed their 
expertise by reviewing applications, conducting interviews 
with the hiring panel, and providing their recommendations. 
This SDM strategy was initiated to respond to the discrep-
ancy between patient needs and the actual care that the sys-
tem provides. Literature suggests that effective SDM could 
be facilitated by staff members that have certain personality 
factors and relational factors such as openness and trust [24, 
25]. ACCESS OM aimed to create a workforce reflective of 
patient needs and preferences by incorporating SDM into 
hiring processes with youth and family stakeholders.

Following the implementation of multi-stakeholder hir-
ing panels, an NYC member proposed a KT project that 
invited local stakeholders who participated in the hiring 
panel to share insights on their experience. These learnings 
were disseminated through a four-part video series avail-
able on YouTube [26], and shared at multiple conferences. 
Quotations from the shared experience gleaned through 
these video interviews were collated into four themes: (i) 
inspiration, (ii) experience, (iii) challenges, and (iv) lessons 
learned. Figure 2 illustrates a summary of the experience of 
hiring panel members.

4.3  Training

Within the ACCESS OM network, a training program was 
created and delivered that includes learning objectives 
related to transforming systems of care, integrating stand-
ardized evaluation tools into clinical care, and youth and 
family engagement within service design and in the delivery 
of care, among other topics. Patient partners contributed to 

the development and delivery of training. Youth assisted 
in writing clinical scenarios to prompt dialog about best 
practices in SDM in youth mental health clinical settings. 
NYC members were also asked to illustrate their answers to 
the following question: “What would you like a clinician to 
keep in mind when they are providing care to youth?” These 
stories generated discussions with the clinical teams around 
barriers to SDM, and factors facilitating SDM.

4.4  ACCESS OM Youth Spaces

At ACCESS OM sites, local stakeholders, including youth 
patient partners, came together to assist in determining the 
design of the site’s youth space as well as the programming 
and services to be offered. SDM principles were opera-
tionalized in multiple ways through this process: setting 
parameters around which decisions youth could (e.g., inte-
rior design) and could not (e.g., funds available) influence, 
negotiating differences in opinions and priorities, and learn-
ing about new things (e.g., real estate rules, patient safety 
and space, etc.) to enable SDM.

SDM resulted in youth-friendly spaces that offer activities 
responding to the specific needs and preferences of youth in 
each community. Activities include on-site mental health 
services, gaming and movie nights, music programming, 
cooking classes, sports and traditional programming (such 
as drum making and on-the-land activities). The act of co-
designing a space also fostered a sense of shared ownership 
among a community’s youth, and ensured that spaces were 
culturally relevant to the youth being served (e.g., through 
the artwork and posters that decorate the space and the tools 
and materials available to youth and staff to perform the 
site’s activities).

5  Shared Decision Making in Research

5.1  Mixed Methods Research Strategy and Consent 
Forms

The NYC and AFC Council members contributed to the 
development of the ACCESS OM qualitative and quantita-
tive research strategies, providing input on the instruments 
and measures to be used, as well as what information would 
be important to collect [27]. A working group with repre-
sentatives from these two councils and each participating site 
was created to provide feedback on key outcome domains 
and measures that should form part of the ACCESS OM’s 
quantitative assessment protocol. Their inclusion high-
lighted important criteria for choice of assessments tools 
(e.g., short tools with youth-friendly language, domains that 
go beyond symptoms, etc.) and item response options—for 
example, the demographic questionnaire has an expanded 
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set of options for sexual orientation and gender identity that 
were provided by youth advisors. Informal feedback from 
site service providers has indicated that young service users 
at all sites have appreciated the range of options provided for 

these two questions and seen this as an indicator of ACCESS 
OM sites being “safe spaces”.

A notable SDM activity involved youth and family/car-
ers in working groups and consultations to influence the 

Fig. 2  Youth-led knowledge translation project on multi-stakeholder hiring panels
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redesign of research consent forms. Patient partners had ini-
tially reported that the original youth consent forms were too 
lengthy and difficult to understand. In response, a commit-
tee including patient partners was established to review the 
forms and isolate the fundamental components to co-create 
the Care Consent Form. This form, reduced from its origi-
nal eleven pages to two pages, is written in youth-friendly 
language to support and enhance SDM practices in research 
recruitment. This change represented an innovation in health 
services research. While the local Research Ethics Board 
was initially reluctant to accept the changes, the new form 
was ultimately approved as it prioritized the youth voice—
and ultimately youth engagement in care and research—all 
the while maintaining the fundamental elements of the origi-
nal consent form.

5.2  Research Advisory Group

The ACCESS OM Research Advisory Group meets quar-
terly to provide oversight on the research and evaluation 
activities of the network. A minimum of one NYC member 
and one AFC Council member is required to reach quorum.

5.3  Publications Committee

The ACCESS OM Publications Committee provides over-
sight of conference abstracts, manuscript submissions, 
and contributions to various publications. Representatives 
from both the NYC and AFC Council are members of this 
committee. They contribute to the review of submissions 
brought forward by the ACCESS OM network, and they 
provide comments for consideration, such as journal sub-
mission choice, vocabulary choices, and topic relevance to 
stakeholders.

6  SDM and Capacity Building

6.1  Knowledge Translation

ACCESS OM’s knowledge translation (KT) strategy 
involves the dissemination of various types of knowledge 
using a variety of media. SDM was integrated into this 
phase of the KT strategy by inviting NYC and AFC Council 
members to lead the development of multiple digital, social 
media, and paper resources. These resources included one-
page documents outlining topics relevant to youth and fam-
ily patient partners, webinars, and social media posts using 
infographics and videos.

Knowledge sharing at academic and community confer-
ences has played a pivotal role in the knowledge dissemi- 
nation strategy of the ACCESS OM network. Youth and  

family/carers council members have co-developed presen-
tations and delivered them together at conferences. Nota-
bly, patient partners presented at the 2019 International 
Shared Decision Making Conference in Québec City, the 
2018 Canadian Mental Health Association Annual Confer-
ence, as well as at both the 2017 and 2019 conferences of 
the International Association for Youth Mental Health (in 
Ireland and Australia, respectively). Allocating budget to 
council activities has empowered patient partners to pursue 
and contribute to knowledge translation throughout the net-
work and beyond.

6.2  Project Branding, Website, and Social Media

The name of the project, “ACCESS Open Minds” is an acro-
nym where ACCESS stands for Adolescent/young adult 
Connections to Community-driven, Early, Strengths-based 
and Stigma-free services. Coming up with this acronym that 
reflected shared values and aspirations was one of the first 
activities the network’s multiple stakeholders engaged in, 
using SDM principles. Subsequently, the project’s logo and 
brand colors were co-created and co-designed with patient 
partners. These SDM strategies have resulted in a brand that 
is reflective of patients’ preferences.

6.3  Capacity Building, Scaling Up, 
and Sustainability

Patient partners have participated in critical discussions 
regarding how to secure financial sustainability and policy 
buy-in for the continuation of the ACCESS OM network’s 
initiatives beyond the original 5-year mandate; these con-
versations have been fundamental to the perpetuation of this 
pan-Canadian research and evaluation network. Various SDM 
strategies have been implemented to inform sustainability and 
scale-up efforts. To promote shared discussion and decision 
making, sustainability efforts have been presented to work-
ing groups, committees, and councils that comprise multiple 
stakeholders. Furthermore, individual interviews were also 
conducted with youth and family council members to discuss 
sustainability and a vision for scaling up the ACCESS OM 
framework. Moreover, marketing and communications strate-
gies that aim to raise awareness about the project and secure 
further funding have been informed by patient partners.

Knowledge translation activities include patient partners. 
For example, patient partners wrote commentaries about the 
network’s transformation model, published in an ACCESS 
OM-specific supplement in Early Intervention in Psychiatry. 
Conference presentations and panel discussions regularly  
include patient partners (International Association of Youth  
Mental Health Conference, 2017, Dublin, Ireland; Interna- 
tional Association of Youth Mental Health Conference,  
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2019, Brisbane, Australia; Canadian Mental Health Asso-
ciation conference, 2019, Toronto; Canadian Mental Health 
Association conference, 2018, Montreal; National Confer-
ence on Peer Support, 2018, Calgary; SPOR Summit, 2018, 
Ottawa).

ACCESS OM network members across Canada have suc-
ceeded in mobilizing resources in their communities and 
have been transforming their youth mental health services. 
An important achievement of the project has been the bas-
ing of its transformative endeavors in core principles (such 
as SDM), objectives, and protocols that have been contex-
tualized to the realities of diverse sites. We have already 
described these core principles and the successful contex-
tualization of these principles towards the creation of trans-
formed youth mental health services in 14 contexts in our 
previous publications [1, 2, 27]. In the future, we look to 
publish results regarding impacts of transformed services 
on reach, wait times, outcomes, and service users’ satisfac-
tion with services, and on the processes underpinning youth 
mental health services transformation and the factors foster-
ing and hindering such transformation. Results are expected 
to generate meaningful directions for continuing youth men-
tal health research, policy, and service efforts.

The ACCESS OM network has invested in knowledge 
sharing among stakeholders from various provincial and 
territorial jurisdictions. Patient partners connect with each 
other and empower one another. Knowledge sharing between 
patient partners from diverse communities has contributed 
to the implementation of SDM practices within govern-
ance structures, clinical, and research settings. Insights 
from youth and family patient partners describe how vital 
the ACCESS OM network has been to the fulfillment of 
their role within ACCESS OM and within their own com-
munity. Just as researchers and clinicians have professional 
associations where they can learn and grow, patient partners 
also need dedicated spaces to network, strategize, and build 
capacity.

ACCESS OM has empowered patient partners to speak 
from their lived experience to inform decisions on youth 
mental health system reform in Canada. SDM within this 
project has informed service delivery and research activities. 
Together, the ACCESS OM network members are actively 
seeking funding and policy buy-into sustain promising prac-
tices in youth mental health care across Canada.

7  Challenges and Lessons Learned

A summary of strategies used by ACCESS OM to imple-
ment and sustain SDM principles is presented in Table 1. 
Implementing effective SDM strategies at all levels of 

ACCESS OM has not been without challenges, however. In 
the following sections we outline the main challenges faced, 
and some strategies to address each challenge.

7.1  Time‑ and Pace‑Related Constraints

Challenge It is vital to SDM to invest in creating working 
environments and relationships where all stakeholders can 
be heard and empowered.

Time constraints and the associated project pace have 
been noted as barriers to SDM in clinical settings [28]. 
These factors have also presented as threats to SDM within 
the ACCESS OM network. Creating space and investing the 
time required to maintain professional relationships is a chal-
lenge in a pan-Canadian project. Coordination is required to 
overcome significant geographical distances and multiple 
time zones in order to ensure that stakeholders’ participa-
tion is accessible. Even in the same time zone, operating 
within standard 9:00 am to 5:00 pm business hours can rep-
resent a significant barrier to stakeholder engagement, and 
consequently to implementing SDM with youth and family 
patient partners. Family engagement proved at times difficult 
to maintain across the network, with barriers for involvement 
stemming from family obligations, work schedules, and the 
perception of a lack of meaningful engagement.

Recommendations Recommendations include setting 
reoccurring meeting times well in advance, incorporat-
ing quorums and veto power at meetings, and allowing 
staff members to work flexible hours. Youth specifically 
requested alternating meeting times between weekday day-
time hours and weekends to promote attendance. ACCESS 
OM network members have demonstrated the willingness 
to adapt timelines by adopting a consensus decision-making 
framework into governing bodies.

We also recommend the creation of multi-stakeholder 
working groups to draft guidelines on SDM values and com-
munication guidelines. For SDM to occur, all members need 
to agree on timelines and be informed about expectations 
in order to respect their own self-care and wellness while 
meeting project deadlines. Respecting a deadline should 
not trump someone’s wellbeing. Developing trusting col-
legial relationships creates space for difficult discussions 
about potentially sensitive topics, like deadlines, support, 
and wellness.

7.2  Power Dynamics and Tokenism

Challenge Despite a commitment to SDM, multiple factors 
can impede SDM by reinforcing traditional hierarchies and 
power structures. In the case of ACCESS OM, this chal-
lenge was particularly salient early in the project and served 
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as a continued opportunity for reflection and improvement. 
The ability to understand and implement knowledge can 
be hindered by hesitation to change practices and develop 
new policies. Certain practices can hinder engagement and 
SDM, even when these values are held in high regard by 
the project. A major challenge and threat to patient involve-
ment in decision making is the administrative structure and 
prevailing culture in parent institutions where the service or 
the network administration may be situated. Other examples 
within the ACCESS OM network include dedicating a lim-
ited amount of time and resources to patient engagement, 
or situating the decision-making process in an intimidating 
setting (e.g., a room full of researchers who are considered 
to be experts, alongside one or two patient partners).

Similarly, tokenism is a threat to SDM. Tokenism occurs 
when patient partners are not given an opportunity to be 
heard and involved in the decision-making process, and can 
lead to inauthentic engagement, especially in the context 
of youth patient partners [29]. Within ACCESS OM, the 
concept of tokenism has been extended to include the over-
representation of one stakeholder voice. Tokenism nega-
tively impacts trust and relationships with the stakeholder 
population [30].

Recommendations Shifting power dynamics requires a 
strong, consistent, and ethical leadership team that adheres 
to and promotes SDM values and activities. Understanding 
what and whose knowledge is considered important in the 
research setting is crucial. All stakeholders need to coop-
erate and invest significant effort to create change. Invest-
ments in training and change management practices need to 
be made. For instance, a Theory of Change was developed 
within the ACCESS OM network to inform strategic plan-
ning. Staff need to value patient partners’ contributions to 
SDM practices. Furthermore, additional patient partners 
must be integrated into teams. Patient partners are needed 
in various forums to ensure that their voice is heard through-
out all processes.

Creating an equitable space for patient partners is an 
important aspect of SDM in research. Compensating 
patient partners for their time and unique expertise plays 
a crucial role in the acknowledgement of this important 
partnership [31]. In doing so, research projects promote 
the value of patient expertise, create fairness among those 
who are doing the same kinds of work, generate opportu-
nities for documenting patient partner contributions, and 
acquire a better understanding of the level of participation 
throughout the process [32]. Clear expectations around 
how patient partners should be compensated must be 
established from the outset. For example, the AFC Coun-
cil and the NYC are each allocated an annual budget based 
on their council’s annual work plan. The AFC Council 
work plan reflects the council’s mission and objectives for 
family engagement and family peer support in ACCESS Ta
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OM. The approved work plans include a structure outlin-
ing remuneration for patient partner compensation. Thus, 
the ACCESS OM network is deliberately engaging patient 
partners in a meaningful way for sharing their expertise, as 
well as showing value for the time and effort they dedicate 
to the project, all of which is consistent with the growing 
consensus regarding the value of compensating patient 
partners in health research [18].

In an effort to counter tokenism, the NYC imple-
mented a nomination process in decision-making situa-
tions. Members would nominate a peer, or self-nominate, 
to determine who would best represent the Council, an 
approach that led to a peer-driven selection process for 
representation within ACCESS OM initiatives. Addition-
ally, the NYC and other ACCESS OM governing bod-
ies are intentionally composed of leaders from the local 
site communities, ensuring that cultural and experien-
tial knowledge is incorporated into research and service 
design through SDM. This approach has created oppor-
tunities for increased membership, and has empowered 
under-represented voices within the project. While this 
peer nomination system cannot address the depth of sys-
temic discrimination or under-representation of minority 
groups, it does increase transparency in decision-mak-
ing processes, and empowers members to recognize the 
qualities of their teammates. NYC members purpose-
fully removed application forms or membership criteria 
to remove barriers and create an accessible membership 
process for all youth, including youth from under-rep-
resented groups. For instance, youth from any commu-
nity across Canada are welcome to join the NYC so long 
as they are inspired by the council’s mandate and speak 
from the perspective of someone with lived experience of 
mental health. As such, membership to the NYC includes 
young people from a number of different cultural com-
munities, socio-economic backgrounds, linguistic groups, 
and members of the LGBTQ2 + community. Peer train-
ing on anti-oppressive practices and privilege was offered 
to NYC members to increase awareness of privilege and 
oppressive structures. Education, training, and opportu-
nity for advancement is an attempt to increase participa-
tion and leadership from all members. Support is provided 
through remuneration, translation, one-on-one discussion, 
group discussions, and testimonials about culture, diver-
sity, racism, and other topics that youth would like to 
address. ACCESS OM experienced a challenge in engag-
ing youth from some rural and northern communities, 
given that their participation requires reliable access to 
the Internet. As a result, it was deemed important to host 
in-person meetings twice a year, where travel and accom-
modation expenses, as well as remuneration for time, is 
included in the council’s budget to ensure this meeting’s 
accessibility to all members. Project directors are invited 

to this meeting as well to create an opportunity for infor-
mation sharing.

8  Conclusion

ACCESS OM acknowledges and values the lived experi-
ence of patients and, families and carers as unique expertise. 
Governance structures within the ACCESS OM network 
have been established to promote stakeholder engagement 
in knowledge translation activities, in the design of youth 
mental health services, in research and evaluation develop-
ment, implementation, and analysis. SDM strategies foster 
dialog and partnerships among stakeholders (e.g., youth, 
family members/carers, clinicians, researchers, and policy 
makers) by acknowledging that diverse forms of knowledge 
(specifically experiential, cultural, clinical, and scientific 
knowledge) can lead to better health and improved social 
and economic outcomes for patients and communities. Chal-
lenges to SDM include power dynamics, time constraints, 
project pace, and tokenism.

The strength of ACCESS OM is its pan-Canadian net-
work: youth, family, carers, clinicians, researchers, and deci-
sion makers are all devoted to transforming youth mental 
health services in their communities and across Canada. 
Together, the ACCESS OM network strives to identify strat-
egies to continuously improve and evaluate SDM practices 
within diverse youth mental health settings. Further, while 
previous SDM work in mental health has primarily focused 
on the individual encounter between patient and clinician, 
we have substantially extended SDM principles to other 
domains such as service design, knowledge translation, 
training, capacity building, and network governance. The 
journey taken by this network has generated insights into 
various innovative SDM practices and strategies that may be 
of value in other health care contexts. While these strategies 
have not been formally evaluated, we believe that they serve 
as inspiration for other projects, including those that seek 
to systematically implement and evaluate SDM practices.
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