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Introduction

Some form of autism affects up to 1%–2% of children 
around the world (Elsabbagh, 2012). Where measured, the 
cost of the condition exceeds billions in industrialized 
economies (Knapp et al., 2009). Much of this cost could 
potentially be decreased through implementing or strength-
ening the use of evidence-based practices in the commu-
nity. In many communities, diagnosis and access to 
appropriate services are often delayed, several years 
beyond the point of initial parent concern (Khan et al., 
2012). This situation is particularly problematic in view of 
growing consensus that early identification and interven-
tion can improve long-term outcomes (Warren et al., 
2011). Therefore, autism has become an urgent public 
health challenge in many communities around the world 
(Khan et al., 2012).

Several countries have responded to this public health 
challenge by augmenting investments in research while 
attempting to address the immediate needs of those 

affected. Ideally, progress in research should enable 
improvements in care and advancement in society. A num-
ber of well-known examples illustrate the theoretical and 
practical challenges that prevent this impact from being 
reached in the field of autism. For examples, historical 
expert and professional opinions in the field of psychiatry 
suggested that autism is caused by so-called refrigerator 
mothers (Bettelheim, 1967) who fail to show affection 
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2 Autism  

toward their children (Feinstein, 2010). Despite having a 
significant impact on professional practice and public per-
ception of the condition, this idea had no grounds in empir-
ical research. Advances in our understanding of the genetic 
and biological basis of the condition, coupled with wider 
movements in society, led to the debunking of this myth 
(Feinstein, 2010). The field has now moved away from 
“blaming” mothers toward emphasizing the critical role 
that mothers, fathers, and their supportive communities 
play in adequately addressing the needs of affected 
individuals.

Despite these positive shifts, and the growth of research 
on autism in the past decades, public perception and pro-
fessional practice are not consistently influenced by high-
quality evidence. For example, in the 1990s, the link 
between the measles, mumps, and rubella (MMR) vac-
cines and autism, made on the basis of poor quality 
research coupled with self-serving and commercial inter-
est, had a major and serious negative public impact. This 
impact instigated a very large number of new studies 
where the putative link was not found (Demicheli et al., 
2012).

In addition to these prominent examples of absent or 
flawed use of evidence, public engagement, which is 
viewed as a key facilitator in translation, has been incon-
sistent in the field of autism. On the one hand, families 
themselves instigated and drove advances in research 
through active support and fundraising. Parents have also 
historically contributed to expert understanding of autism 
and directed avenues of research through advocacy and 
fundraising for autism research (Silverman and Brosco, 
2007). On the other hand, scientific research is often 
viewed as disconnected from the divergent ways of think-
ing about and responding to autism in society, the variable 
immediate needs and priorities across different communi-
ties, and the policy choices made by governments 
(Elsabbagh, 2012; Khan et al., 2012; Pellicano and Stears, 
2011; Young et al., 2002).

Numerous cases of this disconnect have been previ-
ously described in the field of autism. First, it has been 
suggested that media hyping of biomedical studies and 
premature claims of clinical utility of new findings can, in 
the long run, undermine the true value of scientific discov-
ery and reduce public trust in research (Walsh et al., 2011). 
Second, framing of long-term goals of autism research by 
some charity funders as a search for a “cure” has led to 
antagonism from neurodiversity advocates who reject the 
view that autism is a disease needing a cure (Jaarsma and 
Welin, 2012; Molloy and Vasil, 2002; Singer, 1999; Walsh 
et al., 2011). Third, when considered from the perspective 
of diverse cultural and socio-economic contexts, certain 
practice guidelines for the identification and management 
of autism have limited utility especially in low- and mid-
dle-income countries (Khan et al., 2012). Therefore, a real 
or an apparent disconnect between the mainstream research 

agenda and the values, needs, or priorities of any stake-
holder group poses a challenge for knowledge translation.

These various examples and counterexamples of suc-
cess in translating knowledge generated from research into 
impacts on attitudes, practices, and policies call for further 
reflection and specification of the underlying facilitators 
and barriers of this process. Therefore, the aim of this arti-
cle is to (a) consider how theoretical models focused on 
moving research into community impact apply in the case 
of autism. Specifically, we will contrast traditional models, 
where such impact is viewed uni-directionally from 
research to society, with a more recent push for active 
stakeholder involvement throughout the research process. 
We will then (b) highlight tools and processes supporting 
identification of knowledge gaps and priorities through 
engagement of researchers with other stakeholders and (c) 
illustrate the utility of these models and tools using two 
community-based case studies.

Tensions around public engagement 
and knowledge translation

The science and practice of translating evidence into 
impact, specifically in health research, has evolved rapidly 
over recent years (Zerhouni, 2005) and is often driven by 
increased interest from governments in these concepts. A 
key component underlying the translational process is 
engagement of researchers with other relevant stakehold-
ers. Traditionally, uptake of knowledge emerging from 
research has been viewed as a unidirectional (or “down-
stream”) flow of information from scientists to potential 
users of this knowledge, such as practitioners or policy 
makers (The Royal Society, 1985). More recently, there 
has been a strong push toward active communication with 
and engagement of knowledge users and researchers 
(Bowen and Graham, 2013; Illes et al., 2010). For exam-
ple, The Canadian Institute of Health Research conceptu-
alizes this process through the integrated knowledge 
translation framework that advocates collaborations 
between researchers and potential users of research knowl-
edge throughout the entire research process (CIHR, 2012; 
Graham et al., 2006). Some of these approaches attempt to 
restore public trust in science and to simultaneously 
reframe research directions based on stakeholders’ needs 
and values (Wynne, 2006).

The tension between “downstream” versus “bi- 
directional” engagement continues to be central in many 
areas of research; and more so in autism (Elsabbagh, 2012; 
Khan et al., 2012). In response, a number of initiatives 
(detailed further in the following sections) have explicitly 
focused on stakeholder engagement and involvement in 
autism research (Department of Health, 2010; Interagency 
Autism Coordinating Committee, 2012; Khan et al., 2012; 
Standing Committee on Social Affairs, Science and 
Technology, 2007). There is no doubt that these 
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stakeholder engagement exercises have made a major 
impact on moving forward policy and practice in some 
communities, albeit without the traditional tensions being 
completely resolved.

With the shift in frameworks, some relevant concepts 
such as knowledge uptake are still used in health research 
without necessarily implying directionality. Instead, 
uptake often refers to the process through which evidence 
can transform public perception, health and social prac-
tice, or public policy. Prominent examples include the 
one mentioned earlier where the field of medicine shifted 
its view of autism from a psychodynamic disorder affect-
ing mothers of children diagnosed with the condition, 
toward a biological perspective where genetic and envi-
ronmental factors interact in complex ways that are yet to 
be fully understood. This shift led to critical changes in 
standard practice, which had in the past led to tragic con-
sequences, such as separation of children from their 
mothers and placing them in institutions instead of their 
homes. The same biological understanding has gradually 
led to a reduction in stigma and bullying that affected 
individuals experience in their schools and communities 
in many countries (Khan et al., 2012). Underlying this 
success was the use of evidence within the broader con-
text of social movements promoting awareness and advo-
cating for the rights of people affected by developmental 
disorders and their families (Feinstein, 2010; Silverman 
and Brosco, 2007)

In addition to emphasizing engagement and uptake of 
evidence, stakeholders, and in particular funders, have 
been increasingly interested in ensuring that autism 
research yields the desired health and social impact. In 
health research, the so-called “valleys of death” are often 
described along the translational continuum as hindering 
the outcomes of research from moving into practice 
(CIHR, 2010). In autism research, these valleys are clearly 
operative, raising the question of what knowledge is miss-
ing or what is lost in translation.

In our view, three reasons are directly responsible for 
these valleys in autism research. First, funding mecha-
nisms for translating knowledge into social and economic 
impacts have only recently become available and remain 
limited. Researchers often do not have sufficient time or 
resources to carry out such activities. Second, there is a 
shortage of human resource capacity and relevant skills in 
the area of community engagement and knowledge trans-
lation directly addressing autism. There is often a limited 
understanding among researchers of overlapping frame-
works described above in regard to knowledge translation 
versus science communication, with these distinct con-
cepts often used interchangeably. Finally, many research 
teams would like to do more in the area of knowledge 
translation but are deterred by what they perceive as lim-
ited relevance of available frameworks to their scientific 
programs. Researchers confront a challenging atmosphere 

of loss in the public trust of science, often driven by some 
researchers’ self-serving agendas and irresponsible sci-
ence communication (Pellicano and Stears, 2011; Walsh 
et al., 2011). Therefore, despite science communication 
and public engagement being very distinct concepts, we 
view science communication as a major player contribut-
ing to the broad construction of autism research within 
society and thus, the public should be considered as a 
stakeholder to be involved in the process of creating open 
communication channels (Yudell et al., 2013). In sum, 
while autism research has frequently benefited from 
active engagement with stakeholders and therefore had 
major impact on society, there are still many barriers to 
knowledge translation.

Beyond the science versus public 
polemic: the why, what, how, and who 
of engagement

The historical tensions between knowledge and discov-
ery on the one hand and public understanding, assump-
tions, and hopes on the other are likely to continue to be 
at the center of much scientific and social debate (Wilsdon 
and Willis, 2004; Wynne, 2006). However, the utility of 
framing the dynamics and challenges of engagement in 
autism research as a “science vs. public polemic” is ques-
tionable for several reasons. First, the polemic fails to 
capture the complexity of real-world scenarios illustrated 
by the examples above, where science and the public do 
not cluster in mutually exclusive groups. Second, the 
polemic creates a false sense of “otherness” where the 
hopes and interest of science and the public are a priori 
assumed to be misaligned. This is often not the case in 
autism research where families have been a recognized 
driving force in advocacy for research (Feinstein, 2010; 
Silverman and Brosco, 2007). Finally, tensions around 
public engagement remain largely disconnected from 
recent theoretical and methodological progress made in 
relevant fields concerned with the active process of mov-
ing knowledge into impact, including the field of knowl-
edge translation (Graham et al., 2006) and implementation 
science (Eccles and Mittman, 2006).

Therefore, we propose that the science versus public 
polemic should be abandoned in favor of a more nuanced 
understanding and explicit characterization of public 
engagement and participation in research focusing on (a) 
the purpose of engagement, (b) the content being trans-
lated or created, (c) the processes through which it leads to 
social impact, and (d) the roles of those involved in these 
processes. In what follows, we consider each of these ele-
ments in detail. Our goal is not to resolve the question of 
utility of science to society, but instead to shed light on the 
factors and environments where this utility is more likely 
to be evident.
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Purpose of engagement

A number of models have defined different forms of 
engagement according to purpose. For example, one 
model contrasts instrumental engagement (sharing new 
research innovations with the public) with substantive 
engagement (collaboration involving researchers and other 
stakeholders who collectively respond to problems that are 
most relevant to society and contribute to its advancement) 
(Stirling, 2008). Other models have distinguished different 
levels of engagement of the public in research, including 
concepts such as participation, engagement, and involve-
ment. One such model was developed by INVOLVE, a 
government-funded national advisory group that supports 
public involvement in health and social care research 
(Hanley et al., 2004). According to this model, public 
involvement in research is defined as “research being car-
ried out with or by members of the public rather than to, 
about or for them.” The core principle is that those 
impacted by the research have a say in how the research is 
undertaken. Engagement and involvement go beyond 
members of the public being recruited as participants in 
research, toward more active engagement in implementa-
tion of the research or even broader involvement in the 
goal-setting and design of the research. As such, specifica-
tion of the goals and purpose of engagement has signifi-
cant implications for the process and its potential 
outcomes.

Content of engagement

Engagement and translation are typically focused on a spe-
cific body of knowledge that is already available, or alter-
natively one that results from the process of engagement. 
Conventionally, systematic reviews are viewed as effec-
tive means for gathering and evaluating evidence around a 
given topic to inform practice and policy. Autism research 
has a wealth of such reviews tackling questions of global 
epidemiology (Elsabbagh, 2012) and effectiveness of early 
intervention (McConachie and Diggle, 2007). However, 
such reviews tend to be time-consuming and costly 
(Petticrew and Roberts, 2006). More importantly, it is not 
entirely clear whether such reviews respond effectively to 
needs and priorities of stakeholders. Recently, adaptations 
to systematic reviews have emerged, referred to as rapid 
and realist reviews, which follow a systematic methodol-
ogy while accounting for stakeholders’ opinions in search 
criteria. Such reviews encompass literature that does not 
stem exclusively from research and often answer a target 
question generated by a stakeholder-identified priority 
(Khangura et al., 2012; Pawson et al., 2005).

More often than not, relevant knowledge for a question 
or a problem of high relevance to society may not be read-
ily available. As such, many models assume that evidence 
generated in research is only one source in the co-creation 

of relevant knowledge for social impact (Bowen and 
Graham, 2013; Graham et al., 2006; Grimshaw et al., 
2012; Hanley et al., 2004; Israel et al., 2005). In addition to 
evidence, other relevant sources of knowledge may include 
expert and professional opinion, the lived experience of 
affected individuals, country- or community-specific poli-
cies and conventions, and so on.

Process of engagement

Rather than focusing on the goal or motivation, other mod-
els draw the emphasis to the process of how knowledge 
generated from research moves to the stage of social and 
economic impact, with stakeholder engagement being 
considered a core feature of this process. For example, 
integrated knowledge translation refers to stakeholders’ 
and potential knowledge users’ engagement in the entire 
research process (CIHR, 2012; Graham et al., 2006). 
Accordingly, the “knowledge to action” cycle describes 
the theoretical process whereby research evidence is used 
in the creation of knowledge relevant for addressing “real-
world” problems (Graham et al., 2006). The “knowledge 
to action” cycle was developed from a concept analysis of 
31 planned action theories to provide a way to conceptual-
ize the knowledge translation process by breaking the pro-
cess into manageable pieces and providing a structure and 
rationale for each translational activity. In this cycle, 
knowledge producers and users are situated within sys-
tems that are responsive and adaptive. Framed in two 
phases, the knowledge creation phase is the process 
through which knowledge is refined, distilled, and tailored 
to the needs of knowledge users (Graham et al., 2006), 
while the action phase summarizes the process by which 
knowledge is implemented. Knowledge and action phases 
need not occur sequentially. Instead, they interact with and 
influence each other. Therefore, both phases can be trig-
gered by a dynamic interplay across different stakeholders 
working simultaneously or separately toward common 
goals (CIHR, 2012; Graham et al., 2006).

In contrast to this general knowledge to action frame-
work, a more specific and frequently used engagement 
methodology is priority or needs mapping. Wilsdon and 
Willis (2004) presented two such processes: Deliberative 
mapping is defined as the process in which expert and citi-
zen assessments are integrated through active face-to-face 
deliberation, allowing each group to interrogate the other’s 
views, revealing each other’s assumptions and biases. In 
contrast, they defined stakeholder dialogue as a generic 
process that brings together affected and interested parties 
to deliberate and negotiate an issue (Parliamentary Office 
of Science and Technology, 2001). Purposeful use of 
research methods, such as interviews, and small group 
interaction can support deliberative mapping, in particular 
to consult stakeholders in setting or evaluating research 
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priorities as well as to translate knowledge into policy and 
practice (Denis and Lomas, 2003; Grol and Grimshaw, 
2003; Morgan and Krueger, 1997).

Well-known priority-setting exercises aimed at improv-
ing quality of life for those affected by autism internation-
ally have been the result of active collaborations involving 
scientists working with other stakeholders. Such strategy 
and policy documents include the Report of the Canadian 
Standing Senate Committee on Social Affairs, Science and 
Technology “Pay now or pay later: Families in crisis” 
(Standing Committee on Social Affairs, Science and 
Technology, 2007) in Canada; the US Inter-Agency 
Coordinating Committee Strategic Plan (Interagency 
Autism Coordinating Committee, 2012); the UK Strategy 
for Adults with Autism (Department of Health, 2010); and 
the Grand Challenges in Global Mental Health, a large-
scale priority-setting exercise grouping Canada alongside 
other countries (Khan et al., 2012).

Roles and players

Critical to the process of engagement and translation is 
specification of those involved in it. As noted by an anony-
mous reviewer, terms such as “stakeholder” “occlude 
whom we are granting a stake and at the same time whom 
we are not.” There is a multitude of stakeholders in autism 
research, including affected individuals, their families, cli-
nicians, educators, and policy makers. The complexity of 
how these different stakeholder groups may emerge and 
change dynamically over time has been previously 
described (Michael, 2009). Not only do these different 
stakeholder groups have unique needs and perspectives 
but also those falling under any one category will have 
substantially varying views with each other.

Challenges of stakeholdership in autism research have 
received a lot more attention relative to other components 
of engagement, and these challenges have further rein-
forced the scientists vs. public polemic discussed earlier. 
First, individuals diagnosed with autism and representing 
this stakeholder group may lead independent lives and 
have the capacity to express their own views, but the 
impact of autism on others is more severe, therefore pre-
cluding their participation in traditional engagement 
frameworks (Walsh et al., 2011). Second, stakeholders in 
different communities are likely to confront very different 
challenges in making use of research advances in autism, 
if they need to simultaneously focus on issues of survival 
and physical health (Elsabbagh, 2012; Khan et al., 2012). 
Finally, some stakeholder groups, such as some neurodi-
versity advocates, may have little interest in engagement 
with research because they disagree with the priorities 
being considered. In these cases, conventional engagement 
frameworks are indeed more limited.

In sum, a stakeholder is context-depended, is not always 
synonymous with a beneficiary from research, and not all 
stakeholders will be adequately represented and engaged. 

In all cases, understanding content-related barriers requires 
an in-depth examination and consideration of a group’s 
priorities, needs, and experiences on a given topic even 
before engagement processes begin. Frameworks such as 
community-based participatory research go even further to 
suggest that such examination and tailoring constitute a 
research process on its own (Israel et al., 2005).

Other models have highlighted the need to go beyond 
defining stakeholders and toward a more explicit charac-
terization of their roles. Some roles are more obvious rela-
tive to others. For example, while community professionals 
or activists are in the best position to define and articulate 
real-world needs and priorities, researchers often take on 
the role of assembling, synthesizing, and tailoring relevant 
evidence to the unique needs of diverse communities 
(Elsabbagh, 2012). As mentioned earlier, more active 
involvement of stakeholders in the process of generating 
knowledge has been referred to as co-creation of relevant 
knowledge for social impact (Bowen and Graham, 2013; 
Graham et al., 2006; Grimshaw et al., 2012; Hanley et al., 
2004; Israel et al., 2005). One model specifically describes 
a generic role of “knowledge intermediaries” (Shaxson et 
al., 2012). Such roles can be defined on a continuum rang-
ing from “information intermediaries” to “innovation bro-
kers.” At one end of this continuum, an intermediary may 
simply transfer knowledge from researchers to users. At 
another end, intermediaries engage in a more complex and 
long-term process of inducing behavior change and social 
learning based on knowledge from research.

Taken together, models of engagement and knowledge 
translation are relevant for autism research in several 
ways. First, they emphasize the need for engagement of 
those who benefit from research in the research process. 
Second, none of these models downplay the leadership 
role of researchers in setting their own agenda nor do they 
compromise essential intellectual freedom. At the same 
time, the models encourage public involvement but do not 
advocate a one-size-fits-all approach. The common thread 
across models is that knowledge is more likely to be use-
ful, applicable, and impactful if the beneficiaries of 
research were engaged in the research process. Therefore, 
there is a continuum of involvement of stakeholders rang-
ing from responsible communication of research goals and 
discoveries at one end to carrying out purposeful research 
entirely driven by articulated needs and priorities of stake-
holders. Careful consideration and active decisions about 
engagement processes and stakeholder roles are dependent 
on context and purpose. In view of this, we now go on to 
discuss selected tools and processes that can be used to 
directly support community engagement in autism 
research.

Case studies

In order to illustrate the utility of the theoretical models 
and processes described in previous sections, we report on 
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two case studies of stakeholder engagement focused on 
identification of knowledge gaps and future research pri-
orities in autism. The case studies are centered around 
challenges encountered by many communities in improv-
ing early identification and intervention for autism through 
evidence-based practice, which needs to be based on a 
principled, life-course understanding of the condition and 
how it affects the individual, their family, and the commu-
nity as a whole. Frontline practitioners need to access reli-
able and up-to-date knowledge sources to maintain and 
enhance their evidence-based practice. However, engage-
ment between researchers and community practitioners 
toward this goal is often limited or nonexistent. As such, 
the two engagement case studies reported below illustrate 
a local focus versus a global focus of knowledge transla-
tion in community-based settings. In the first case study, 
we showcase a forum for supported dialogue and interac-
tion between researchers and practitioners within a local 
community event, whereas the second case study brought 
together researchers and practitioners from diverse world 
communities.

Ethical approval for these studies was obtained from the 
Institutional Review Board of McGill University. For each, 
we present characteristics of the audience, engagement 
strategy, results, and outcomes. A thematic analysis was 
conducted after each engagement activity to obtain an in-
depth understanding of emerging themes within a naturalis-
tic context. Specifically, the analysis focused on 
understanding stakeholders’ perspectives, acknowledging 
the multitude of realities brought by each participant and 
valuing the plurality of viewpoints (Vaismoradi et al., 2013).

Case study 1. Promoting dialogue between 
researchers and “frontline” practitioners

In Canadian communities, people affected by autism are 
entitled to publicly funded health and social services. 
Nevertheless, the sharp rise in referrals to specialist ser-
vices and the shortage of professionals with extensive 
knowledge and experience with autism has led to substan-
tial delays and gaps in care for autism (Siklos and Kerns, 
2007). In this context, frontline practitioners based in pri-
mary care services or non-governmental organizations 
play a critical role in care. These professionals often sup-
port families affected by autism to understand the condi-
tion, seek appropriate professionals and services, and 
obtain the moral and emotional support that families need 
to cope. The current case study reports on an engagement 
event promoting dialogue between researchers and front-
line practitioners.

Participants. The [name blinded] Institute (WI) is a bi-
annual event that brought together over 100 scientists, cli-
nicians, early-career researchers, and trainees from 
various Canadian communities, with local stakeholders in 

2013. A Community Engagement Event was built into the 
WI program and designed to promote dialogue among 
researchers, trainees, community practitioners, and other 
stakeholders. Specific attention was given to the knowl-
edge needs and priorities of frontline community workers, 
based in a local community organization in Calgary, Can-
ada (“[name blinded]”), referred to as “ambassadors.” 
Ambassadors provide information and navigational sup-
port to families, professionals, and educators in regard to 
issues related to autism. They typically have varied back-
grounds and educational levels but tend to be non-special-
ists and they are all impacted by autism in their family 
experience, that is, caregiver or sibling of a person with 
autism. The event was planned by a group of researchers, 
managers at the local organization, and trainees. Partici-
pants in the engagement activity were a convenience sam-
ple of self-selected participants who had an interest in the 
event and had therefore registered to participate at the WI.

Methods. Prior to the event, the planning group sought 
preliminary stakeholder input on topic areas that were of 
mutual interest to all attendees. Ambassadors and repre-
sentatives of the community group as well as researchers 
generated a list of topics of interest that was refined 
through an iterative process via email and teleconferences 
and narrowed down to seven themes based on (a) areas of 
expertise of the participating researchers, (b) areas rele-
vant for the training program of the WI, and (c) areas iden-
tified by the ambassadors as relevant for their practice. The 
seven themes identified were as follows: (a) early identifi-
cation, diagnosis, and understanding of the underlying 
causes; (b) behavioral and biological intervention selec-
tion and impact; (c) understanding and managing chal-
lenging behavior; (d) mental health challenges; (e) 
transition to adulthood; (f) self and community advocacy; 
and (g) ethical issues.

The list of topics representing the discussion groups at 
the event was circulated to all participants prior to the 
event. Researcher experts and trainees who were group 
facilitators participated in a debriefing session clarifying 
the procedures for the engagement session, the objectives, 
and explicitly presenting the key component of the activity 
as being the engagement of all stakeholders and the need 
to listen and value all participants’ viewpoints. The debrief-
ing session also clarified the process of generating a con-
cept map to summarize the discussion points and the 
exercise of prioritizing topics that were felt to be of impor-
tance for this group.

During the first session of the engagement event, 
attendees were divided into breakout groups of 10–12 par-
ticipants combining individuals from the different stake-
holder groups and in accordance with their topic of choice. 
To maximize engagement and exchange among all partici-
pants, the following guiding questions were given to the 
group:
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1. Knowledge: What are the biggest lessons learned 
from research (across the range of disciplines and 
paradigms)? What are the major gaps in our 
knowledge?

2. Services: What are the most immediate needs of 
families affected by neurodevelopmental condi-
tions? What services currently address these? What 
transformation in the services is required to meet 
those needs?

3. Policy: What are the current policies supporting or 
hindering progress? What policy transformation is 
needed to improve quality of life for those affected?

Each group was assigned a leader who was an expert 
researcher in the specific area and a trainee from the organ-
izing committee to facilitate the discussion. The leader 
began the discussion by offering their own research per-
spective (addressing question 1) and ensured the discus-
sion was focused and inclusive, gathering opinions and 
perspectives from the different participants. The group 
was also assigned a facilitator who supported the group in 
consolidating the discussion into a “concept map,” that is, 
key ideas under each guiding question that they would 
share with the WI broader audience.

All attendees reconvened for a second session wherein 
leaders of the breakout groups presented their concept 
maps in the format of a poster displayed across the room. 
Priorities from each of the seven themes were also sum-
marized and presented using an interactive concept map on 
“Prezi” software (www.prezi.com). Attendees were then 
given time to circulate in the room and interact with the 
breakout group leader and/or facilitator. To encourage 
reflection, each attendee used three stickers to identify up 
to three points across all seven concept maps that reso-
nated most with their needs, priorities, and lived experi-
ences. Once this exercise was completed, the group 
convened again to have a broader discussion about emerg-
ing themes. Participants completed an evaluation form fol-
lowing the event. Evaluation questions concerned the 
content and format of the event, but also aimed at obtain-
ing participants’ evaluation of the process of engagement. 
We also solicited suggestions for improving the event in 
the form of an open-ended question.

The current case study focused on one of the discussion 
groups (early identification of autism) that were audio 
recorded. The notes taken by facilitators were integrated 
with the audio file and coded using NVivo 10 software by 
three authors (A.Y., K.S.-T., and S.P.), using an inductive 
thematic analysis approach. The analysis occurred in two 
phases: first, the authors analyzed the data separately to 
generate themes. Subsequently, the three authors came 
together to discuss consensual and divergent themes that 
arose from the data. Researchers conducting the analysis 
examined the data through multiple lenses: grounded the-
ory and discourse analysis lens, a post-positivistic 

quantitative lens, and a pragmatic and collaborative lens. 
These three authors were part of the group who oversaw 
all the activities from generating themes for discussion, to 
dialogue with different stakeholders and implementing 
and running the discussion groups.

Results. A common theme emerging across groups and 
guiding questions focused on current barriers to service 
delivery and transformations in research, services, and/or 
policy needed to improve care in the community. Current 
barriers to care identified by participants included the 
“overload” on specialist centers (for identification or treat-
ment), evident by long wait times to access services. The 
shortage of specialists and the currently high costs associ-
ated with the application of best practices in diagnosis and 
intervention were highlighted as barriers to service deliv-
ery. Participants felt that educational and social services in 
the wider community could contribute more effectively to 
different stages of care. For example, they underscored the 
need for community centers to better support areas like 
early identification, respite care, and independent living in 
adulthood.

Overall, a lifespan perspective was felt to be missing 
from current service delivery frameworks, especially dur-
ing transitions from childhood to adolescence to adult-
hood. Moreover, while there was consensus on the 
importance of evidence-based practice in the community, 
participants, including researchers, expressed frustration 
at the limitations of traditional information dissemination 
methods. Several groups highlighted families’ and practi-
tioners’ challenges in accessing relevant and evidence-
based knowledge and their struggle with pseudoscientific 
treatments that are widely marketed in community 
settings.

Themes identified in the analysis suggest that commu-
nity services need to evolve around research evidence 
while taking into account families’ experiences and exper-
tise. Participants felt that transformation in care rests on 
adopting a life-course, individual- and/or family-centered 
perspective in research, services, and policy. The develop-
ment, evaluation, and implementation of community-
based models of care to address immediate needs of 
diverse communities were viewed as an overarching prior-
ity. These include program or service delivery models to 
support identification of autism, access to evidence-based 
care, and continuity/coordination of care across the 
lifespan.

Finally, participants viewed enabling individual partici-
pation and empowerment of affected individuals and their 
families as critical for research, services, and policy trans-
formation. Participants emphasized the need to empower 
parents from the stage of early identification through 
adulthood. Here too, knowledge was viewed as essential to 
empowerment and to supporting informed decision-mak-
ing. Participants raised the need for solutions that would 
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allow families and community practitioners to be able to 
continually access tailored, relevant, and evidence-based 
knowledge.

Outcomes. Over 85% of attendees who completed WI 
standard feedback forms evaluated the engagement event 
as excellent or very good. Further formal and informal 
qualitative feedback reflected two key anticipated out-
comes. Community stakeholders reported that they felt 
highly engaged with researchers and trainees and enthusi-
astic about the research discoveries and progress in the 
state of the science. Researchers, including world-leading 
experts, reported that they learned a lot about the lived 
experience of the diverse communities brought together 
during the event. Many early-career researchers and train-
ees reported feeling very inspired by the event and inter-
ested in becoming involved in knowledge translation 
activities. Trainees who planned and organized the event 
were pleased with the experience of engaging with and 
gaining perspective from different stakeholders and highly 
motivated by the results and outcomes to continue on their 
path of knowledge translation training.

Case study 2. Global linkage and exchange of 
models of care

Autism remains under-diagnosed in many world commu-
nities, especially where issues of survival and physical 
health compete for national attention (Khan et al., 2012). 
In other communities, including those within high-income 
countries, limited uptake of evidence in community set-
tings still prevents the delivery of adequate care (Elsabbagh 
et al., 2012; Khan et al., 2012). Differences in cultural, 
contextual, and economic factors related to the individual 
and/or community may lead to diagnostic delays and inad-
equate care. Identification of common challenges and les-
sons learned within diverse communities can accelerate 
capacity-building efforts. The current case study is focused 
on an engagement event aimed at setting priorities for a 
[name blinded] group formed by the [name blinded]. This 
platform offered an opportunity to understand the perspec-
tives of stakeholders in autism in a global setting.

Participants. The inaugural meeting of the [name blinded] 
was held during the 2012 [name blinded] conference. In 
total, 130 individuals participated in the meeting. These 
included international clinicians, researchers, and other 
stakeholders. The goal was to share global perspectives on 
community-based approaches in early identification and 
intervention.

Methods. The event commenced with a series of very brief 
presentations of models of early identification and inter-
vention from diverse world regions. The purpose of these 
presentations was to set the stage and stimulate further 

discussions among participants. Groups consisting of 8–10 
participants then convened for 45 min. The following 
questions were used to guide the discussion:

1. What is currently going on in your community to 
support early identification and intervention for 
autism with regard to the following themes: (a) 
enhancing community awareness and public 
engagement, (b) supporting informed decision-
making and evidence-based practice, (c) building 
research capacity in under-resourced communities, 
and (d) implementation of evidence-based public 
policy?

2. Outline priorities that you would like the [name 
blinded] group to support over the next 3 years and 
provide examples of activities that may address 
these priorities.

Each group then nominated a discussion leader and a 
facilitator as described in the previous case study. After the 
group discussions, the overall audience reconvened and 
each group shared key highlights generated from their 
discussion.

Results. Content analysis was used to identify and code 
common themes arising from written notes. A software 
called Freemind was used to visualize the process (www.
freemind.sourceforge.net). The research team then dis-
cussed the codes to ensure a common understanding and 
new codes were generated if deemed necessary. Content 
analysis suggested three cross-cutting themes related to 
barriers to early identification and intervention, capacity-
building efforts in various communities, and priorities for 
action that could enhance these efforts across diverse 
communities.

Participants raised several factors that impede early 
identification and intervention in diverse community set-
tings. These included systemic factors such as the lack of 
resources and limited knowledge and training among pri-
mary health care and education professionals. Several cul-
tural factors such as pervasive stigma about the condition, 
misconceptions regarding its biological basis, and differ-
ences in culture-specific definitions about autism were 
also identified.

In relation to capacity-building efforts, participants 
indicated that some communities have relied on linguistic 
translation of screening/diagnostic tools, intervention 
manuals, and support programs developed in high-income 
communities. Some participants viewed such approaches 
as essential. Others, however, cautioned that translation 
has undermined the importance of culturally sensitive and 
contextually relevant adaptation, often failing to address 
the specific needs and priorities of diverse communities.

Participants identified a range of priority areas for 
action in the field of early identification and intervention 
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in autism. These include the following: (a) empowerment 
and engagement of families and community stakeholders; 
(b) enhanced understanding of diverse communities’ pri-
orities, capacity, and resources; (c) supporting the integra-
tion of identification programs within existing health and 
educational systems; (d) pairing awareness and identifica-
tion programs with support for those affected; and (e) 
adopting a broader child health/education/human rights 
perspective that encompass a range of developmental con-
ditions including autism.

Outcomes. Feedback was elicited and relayed to the organ-
izers after the event, especially from a steering group sup-
porting the [name blinded] group. Areas highlighted as 
strengths included the diversity in participation both geo-
graphically and covering the range of early career/student 
to established leaders in the area of early identification and 
intervention. The topic was felt to be important and one 
that was not previously given enough attention. Partici-
pants felt that the conversations were stimulating and 
action-focused. A number of students described the event 
as “eye-opening” and “motivating,” not only raising inter-
esting issues but also highlighting pathways for involve-
ment in ongoing efforts. Critically, the content derived 
from the session was used directly in the design of the 
same meeting in the following year, creating a vehicle sup-
porting dialogue and sharing of knowledge from diverse 
communities in the area of early identification and 
intervention.

General discussion

The assumption that research studies can directly generate 
information or implications readily implementable by 
potential knowledge users has led to several controversies 
regarding the apparent disconnect between the scientific 
research agenda and the immediate priorities of diverse 
communities. Contextual factors, including historical, 
social, cultural, and economic factors, dynamically inter-
act with evidence and may limit its utility. Moreover, 
understanding the challenges of engaging a range of 
diverse stakeholders in knowledge generation is key to 
generating relevant and applicable knowledge. Our case 
studies demonstrate that simple and systematic methods 
can support understanding of needs and priorities in 
diverse communities and enhance engagement with 
research. However, the complexity of real-world settings 
and the continued tensions around the question of public 
engagement in research introduce a number of limitations 
to the case studies as well as more general challenges to 
engagement knowledge translation frameworks (discussed 
in the “Introduction” section).

The first challenge relates to stakeholders. Case study 
participants were a group of highly interested and active 
members of the communities they represented. They 

self-selected to participate in research-led activities. 
Although representativeness was not a priori sought in the 
case studies, it does indicate a common trend where indi-
viduals who are highly interested and motivated are the 
ones engaged in these processes. It is more challenging to 
identify processes and mechanisms of engaging those who 
are not part of this pool of a priori engaged stakeholders 
and who nevertheless could contribute with a perhaps very 
different set of priorities and needs.

Some stakeholders such as policy makers may be harder 
to engage and policy change as a result of such engage-
ment is very difficult to predict (Grimshaw et al., 2012). 
Moreover, “exclusion” of relevant stakeholders occurs in 
traditional forms of engagement used in our case studies 
because the methodologies themselves are inadequate for 
some groups. Such groups include people with autism who 
are young children or those who also have an intellectual 
disability. In fact, such methodologies may be limited for 
most people with autism because communication impair-
ment is a key feature of the condition. A number of studies 
have recently begun to explore this challenge (Ashby, 
2011). In other areas, advances in methodology have 
allowed for a robust and objective exploration of the views 
of children with disability (Jurkowski and Ferguson, 2008; 
Singh, 2013). While more work is needed to identify and 
pilot alternative engagement methods that would decrease 
exclusion of key groups in autism research, a remaining 
challenge is engagement with stakeholders who have a 
fundamental opposition to research, where knowledge 
translation frameworks maybe seriously limited.

A second challenge illustrated by our case studies is 
that single engagement episodes were used rather than sus-
tainable long-term relationships among stakeholders. 
Because the objective of both engagement events was to 
create a common space for dialogue within the pre- 
existing scope and constraints of existing fora, it is diffi-
cult to gauge potential long-term impact or change in atti-
tudes or practice among participants as a result of the 
engagement activity. Whether researchers’ agendas or 
future plans and actions were directly impacted by the 
event would require long-term follow-up and is likely not 
to be a simple linear process. Engagement is more likely to 
be productive within broader and sustainable frameworks 
dedicated to maintaining and strengthening dialogue 
among stakeholders.

A final challenge to the case studies relates to their out-
puts, that is, the priorities identified are not comprehensive 
but reflect the views of the convenience sample participat-
ing in these case studies. Because researchers primarily led 
the activities, decisions about the format and focus ques-
tions were made by them albeit with input from other par-
ticipating stakeholders. Moreover, the use of qualitative 
methods provided an in-depth account of the process of 
engaging stakeholders to identify knowledge gaps and col-
lectively discuss potential solutions, but this approach 
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limits generalizability of the findings. Therefore, broader 
and more inclusive fora for knowledge exchange and  
priority-setting have enormous potential to advance autism 
research and improve service delivery models and care 
offered to children and families.

On the whole, engagement of stakeholders in priority-
setting and shaping research agendas may be a challenging 
process. Different stakeholders may prioritize very divergent 
issues and have different spaces and formats for processing 
information. However, stakeholder engagement remains the 
primary facilitator for enhancing impact of research and its 
translation. Further theoretical and methodological develop-
ments in this area will help accelerate potential benefits.
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