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Health Research with the Community rather 
than for the Community. Two experiences of 

excellence in Canada and Australia



LHC Life Health Consulting

A message from the Government of Canada

“I believe that we have a very strong 
reputation in our basic pure sciences 
research. I don’t see that changing. But what 
we need to change is the other end of the 
scale, which is getting those ideas and those 
discoveries…out of our laboratories and onto 
our factory floors”

Gary Goodyear, 

Minister of  State for Science and Technology

Globe and Mail, March 29, 2012 2



LHC Life Health Consulting

A message from the Government of Canada

“I believe that we have a very strong reputation in our basic 
pure sciences research. I don’t see that changing. But what 
we need to change is the other end of the scale, which is 
getting those ideas and those discoveries…out of our 
laboratories and onto our factory floors”

……and into our health care system, health 
care practices, health care policy, health 
care products and in a manner that involves 
and informs Canadians of strategies that 
promote “wellness” in an equitable manner
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• There is huge public (and political) interest in 
health and in new health research

• This is a great communication advantage 
• The public wants to be informed and involved 

in health matters
• Health professionals, scientists and 

administrators, who spend from the public 
purse, have a responsibility to feed and 
satisfy that interest



Science and the Social Contract

………as scientists we are in the privileged position of 
being able to indulge our passion for science, to do so 
with freedom of enquiry and lack of constraint……..  
Our research is generally funded, in whole or part, 
through the public purse, in Canada, provincially or 
federally. But, …….. we have no entitlement to those 
funds. We have to justify their receipt and usage and 
show the return on investment. …….we have a 
responsibility to offer something back to Society for the 
trust that has been placed in us.



• Knowledge Transfer/Exchange, (KE)
• leading to Knowledge Translation, (KT)
• require Effective Communication (EC) 

between partners (producers and end users)

• needs Receptor Capacity and understanding
• avoiding miscommunication, false claims and 

false hopes

KE, KT requires EC, Effective 
Communication



The two "Death Valleys" of the clinical translational continuum

This figure illustrates the points at which Canada experiences decreased capacity to translate research 
results to the next stage, affecting, first, our ability to commercialize researchresults (Valley 1), and, 
second, our effectiveness at moving results into clinical practice (Valley 2) Figure from Steven Reis, 
University of Pittsburgh and Harold Pincus, Columbia University;  Adapted from CIHR.
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The two "Death Valleys" of the clinical translational continuum

This figure illustrates the points at which Canada experiences decreased capacity to translate research 
results to the next stage, affecting, first, our ability to commercialize researchresults (Valley 1), and, 
second, our effectiveness at moving results into clinical practice (Valley 2) Figure from Steven Reis, 
University of Pittsburgh and Harold Pincus, Columbia University;  Adapted from CIHR.

NCE NCE

CECR

CIHR
CFI

Charities
Genome

New Frontiers

commercializationCIHR

Implementation
Science



LHC Life Health Consulting

KT may appear as a linear pipeline……..
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Basic Research

Innovation
Commercialization Clinical research

End Users
Consumers, government, 

health professionals, 
industry



LHC Life Health Consulting

KT is bidirectional at every step 
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Basic Research

Innovation
Commercialization Clinical research

End Users
Consumers, government, 

health professionals, 
industry



Health Research Translation. The Pipeline 
is really a Feedforward Continuum



Push

DISCOVERY
New

Knowledge

TARGET
“Need” Disease 

or condition

Pull

Discovery or Target driven Research



Translation Forces in Implementing Discovery

Uphill effort because the industry
is nearly non-existent; i.e. no ‘pull’

Application
Implementation

Commercialisation

• Uphill effort
• The need is wrong,
• The delivery unacceptable
• There is no industry to 

commercialise the product, 



Translation Forces in Implementing Discovery

Knowledge Users 
Consumers

Consumer-driven by need
Application apparent and wanted

Implementation and commercialise



CIHR Knowledge User Engagement

CIHR has identified two broad approaches to KT:

Integrated KT (iKT)

Potential knowledge users are engaged throughout the 
research process. 

End of Grant KT

The researcher develops and implements a plan for making 
potential knowledge-user audiences aware of the knowledge 
that is gained during a project. 



CIHR Knowledge User Engagement

CIHR has identified two broad approaches to KT:

Integrated KT (iKT)

Potential knowledge users are engaged throughout the 
research process. 

YES! 
End of Grant KT

The researcher develops and implements a plan for making 
potential knowledge-user audiences aware of the knowledge 
that is gained during a project. 
WRONG!



“leading centres of collaboration in health 
and medical research, research translation, 
research-infused education and training and 
outstanding health care” July 2014

“operating at an internationally competitive level”

NHMRC; Advanced Health Research 
and Translation Centre (AHRTC)

Consumer involvement was not embedded in the original government brief, 
but became a priority of the new national partnership, The Australian Health 

Research Alliance, AHRA



Part 2: Outline 
• Introduce Canada’s Networks Centres of 

Excellence Program
• Kids Brain Health Network
• Communication Strategies
• KTEE Strategies 
• Next steps: Moving evidence into 

practice – Implementation approaches
• Case Studies – Policy, Intervention 
• Q & A





Canada’s global economic competitiveness 
depends on making new discoveries and
transforming them into products, services 
and processes that improve the lives of 
Canadians.













Kids Brain Health Network
A Network of Centres of Excellence



Making a difference in the 
lives of children with NDDs:

Diagnose

Treat

Suppor
t







Partnerships
At the core of 
what we do



Optimization of Investment

“When we fail to provide children with what they 
need to build a strong foundation for healthy 

and productive lives, we put our future 
prosperity and security at risk.”   

--National Scientific Council on 
the Developing Child, 2007

From: http://www.heckmanequation.org/content/resource/heckman-curve 33
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Graph developed by Council for Early Child Development (ref: Nash, 1997; Early Years Study, 1999; Shonkoff, 2000.)
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Sensitive periods in early brain development 
Pre-school years School years

‘Sensitive periods’ in early brain 
development – this slide is based on the 
following references:

•Doherty, G. (1997). Zero to Six: the Basis 
for School Readiness. Applied Research 
Branch R-97-3E Ottawa: Human Resources 
Development Canada.

•McCain & Mustard (1999). Early Years 
Study. Toronto, Ontario: Publications Ontario.

•Shonkoff, Jack (Ed) (2000). From Neurons 
to Neighborhoods: The Science of Early 
Childhood Development. Washington, D.C.: 
National Academy Press.
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Network Activities

Research
• tools for earlier identification

• evaluate effective interventions

• assess and scale supports for families

Highly Qualified Personnel
• train the next generation of multi-

disciplinary neurodevelopmental scientists

Partnerships
• engage and partner with community 

groups, non-profit organizations, industry, 
parents, clinicians, health professionals, 
provincial and federal governments

Knowledge Translation
• build capacity and engagement of 

families, caregivers and front-line 
community agencies

• mobilize findings into improved guidelines, 
policies and practices for better outcomes
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DISCOVER
CYCLE I

BEYOND NCE
(1) EARLY IDENTIFICATION
(2) EFFECTIVE INTERVENTION
(3) CHILD & FAMILY SUPPORT

TRANSLATE
CYCLE II

IMPLEMENT
CYCLE III

IMPACT
Network Vision

OUTPUTS OUTCOMES



4. Sustainability3. Scaling2. Proof of Concept1.ResearchProposal

Sustainability1 Pre Application
2 Application

3
4

Development  
Conduct Proofof  
Concept

5 Review

6 Initial Scale
Implementation

7 Full Scale
Implementation

8

Funding
Decision

Scaling
Decision

Sustainability  
Decision

STAGES

STEPS

REVIEW
GATES

RESEARCH
PROJECTS

0 years 3-4 years > 8 years
Ongoing Performance Monitoring and Evaluation

KBHN – PROGRESSION TOWARDS IMPACT

Modified from Alberta Innovates - Performance Management & Evaluation Unit
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Communication Strategies - Outreach 
• Annual Conference
• Annual reports
• Government engagement & advocacy
• Workshops and Webinars
• Udemy Course – Co-Produced Pathway to 

Impact
• Social Media - Facebook, Twitter & LinkedIn
• Website

• Research Snapshots
• Impact Stories
• Videos
• Publications
• Stakeholder Engagement
• Newsletters and Announcements
• Tools for impact
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Communications



Knowledge Translation Core Services

http://kidsbrainhealth.ca/index.php/impact/tools-for-impact/

http://kidsbrainhealth.ca/index.php/impact/tools-for-impact/
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Co‐Produced Pathway to Impact
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Social ABCs

• Parent-facilitated 
intervention that develops 
social and language skills 
in children 

• Training manuals created 
for individual and group-
based programs



Co-Produced 
Pathway to 

Impact 
project 

example: 
Social ABCs 

ABCs
NEED
Parents need:
#1: 
specialized 
training for 
educators  
#3: more 
(efficient use 
of) resources
#5: treatment 
for child as 
soon as 
possible

CO 
PRODUCED 
RESEARCH 
Bloorview, 
ECE 
practitioners, 
MCYS 
funding for 
testing in 
community 
setting

DISSEMINATION
Developed parent 
manual; peer 
reviewed 
publications; 
presentations at 
conferences and 
family events

UPTAKE
Researchers 
training ECE 
(train the 
trainer)
ECE training 
parents, 
MCYS 
evaluating this 
intervention in 
Hamilton

IMPLEMENTATION
ECE practice in 
community settings;
Parents trained at 
home, MCYS funds 
Social ABCs to 
make it a publicly 
available 
intervention across 
Ontario

IMPACT
http://bit.ly/2ij
G4uY , 
Future: 
better 
trajectories 
for kids & 
outcomes for 
kids when in 
school, etc.; 
cost savings 
to health 
care system

http://bit.ly/2ijG4uY


Knowledge Brokering



KT Events



KT Products



KT Capacity Building



KT Evaluation



KT Planning



Knowledge Translation Tools
• Guide to stakeholder engagement

– https://www.slideshare.net/NeuroDevNet/stakeholder-engagement-guide-of-guides-
accessible2

• Guide to impact planning
– https://www.slideshare.net/NeuroDevNet/kt-planning-guide-of-guides

• Guide to Infographics
– https://www.slideshare.net/NeuroDevNet/infographic-guide-of-guides-accessible2

• Guide to evaluation
– https://www.slideshare.net/NeuroDevNet/evaluation-guide-of-guides-121240895

• Guide to dissemination
– https://www.slideshare.net/NeuroDevNet/dissemination-guide-of-guides

https://www.slideshare.net/NeuroDevNet/stakeholder-engagement-guide-of-guides-accessible2
https://www.slideshare.net/NeuroDevNet/kt-planning-guide-of-guides
https://www.slideshare.net/NeuroDevNet/infographic-guide-of-guides-accessible2
https://www.slideshare.net/NeuroDevNet/evaluation-guide-of-guides-121240895
https://www.slideshare.net/NeuroDevNet/dissemination-guide-of-guides
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Case Studies

Stakeholder Engagement
• Identification of KBHN Stakeholder Needs and 

Priorities
• Family Engagement in Research Certification Project
• Parents Participating in Research – Facebook Forum

Implementation – Evidence to Practice
• Three evidence based interventions
• Policy Dialog



Identifying and Prioritizing Stakeholder Needs 
in Neurodisability: An Environmental Scan

Add text • First ever cross-Canada survey that identified 
the needs of parents raising children with 
neurodisabilities, service providers, front line 
workers and policy makers. 

• Targeted interviews and an online 
questionnaire

• More than 700 people contributed their input
• Stakeholder Engagement Activity 

Report (Spring of 2017)
• Additional in-person prioritization of the 

issues identified in the survey, as well as 
an online survey further refined our 
understanding of what is most important 
to policy makers, practitioners and parents.

http://kidsbrainhealth.ca/wp-content/uploads/2018/02/Stakeholder_Engagement_Activity_Report_2017.pdf
https://www.slideshare.net/NeuroDevNet/identifying-and-prioritizing-stakeholder-needs-in-neurodevelopmental-conditions-in-canada-addendum-91433726






Family Engagement in Research 
Certificate Program



Family Engagement in Research Certificate
• National online Training Program(10 

weeks) 
• Partnership between KBHN and McMaster 

University Centre for Continuing Education
• Co-developed and co-instructed by parents 

and researchers
• Brings together families and researchers 

who have an interest in child 
neurodevelopmental research

• Aims to develop the next generation of 
leaders in the field of family engagement.

• Recruitment through KBHN Network & 
online through social media



Course Goals
● Create a cohort of family members who are:

o Knowledgeable about the research process 
and can make informed decisions with 
regards to partnering on a research project 

o Capable and confident to engage with 
researchers at various levels of the 
research process and recognize the impact 
they can have on the research community.



Course Goals cont.

● Create a cohort of research trainees who are: 
o Knowledgeable about patient-oriented research and 

patient/family engagement. 
o Capable and confident in engaging with families and other 

stakeholders in various stages of the research process.



Course Schedule
Week Topic 

Week 1 Family Engagement in Research: What do we really mean?

Week 2 Family Engagement in Research: Why is it important?

Week 3 Building an integrated research team: How can we find each other?

Week 4 Building an integrated research team: How can we work together?

Week 5 Roles and responsibilities of families and researchers

Week 6 Ethics of family engagement in research

Week 7 Barriers and facilitators to family engagement 

Week 8 Family engagement tools & resources

Week 9 Evaluation of family engagement activities

Week 10 Next Steps: Building a community for family-researcher partnerships



Weekly Materials
• Session Outline 
• Readings & Resources 

– Journal Articles 
– Blogs 
– Websites
– Webinars 
– Podcasts 

• Learning Activity 





Case studies: Evidence to Practice
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Neuro-Exergaming- A customized exercycle

Current  Challenges: 
1. Motivation
2. Social connection
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Neuro-Exergame - Acustomized exercycle
whose pedals, powered by youth with CP, 
run customized multi-player videogames 
played both remotely and in person via 
headsets.

Successes: 
1. Creation of the therapeutic

video game
2. Increase motivation and 

social connectedness
3. Scientific validation –

better rehabilitation benefits
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Physical Activity Program (PAP) effects 
on children and youth with 
neurodevelopmental disability

Challenges: 
1. Several programs exist with no clear 

recommendations
2. No official or scientific guidelines
3. No connection between patients 

and their family and those types
of programs
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Physical Activity Program (PAP) effects 
on children and youth with 
neurodevelopmental disability

Successes: 
1. Environmental scan study
2. Scientific validation of those programs 

benefits
3. Partnership with Special Olympics
4. Creation of a Framework for the organization 

of such physical programs for NDD patients
5. Creation of guidelines
6. Creation of a network between patients and 

their families and physical programs
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Sleep/Wake Application (SWAPP) for 
children with neurodevelopmental 
conditions

Challenges: 
1. 90% of children with NDD have sleep 

issues that affect the entire family
2. Form not available in every medical clinic
3. Lack of understanding by the clinician re: 

what to do with this information



68

Sleep/Wake Application (SWAPP) for 
children with neurodevelopmental 
conditions

Successes: 
1. Data collection tool
2. Visualization and analysis tool

for practitioners
3. Providing parents with information on

their child’s health care needs
4. Navigation of effective health care



Partnership between 

• Based on Family experience
• Outreach to Kids Brain Health 

Network
• Partnership with trekk
• Parent engagement in 

development of tool
• Lived experience expertise to 

review and finalize tool

&





Federal Policy Dialogue on Rights-Based Approaches for 
Children with Disabilities
• Scoping review to identify the rights-based approaches in 

childhood disabilities 
• Researcher/expert consultation to validate and provide 

context on the findings from the review 
• Grassroots/disability organizations consultation to validate 

the importance, relevance, and stories associated with these 
approaches in Canada, 

• perspectives from all these stakeholders and discuss possible 
action plans. 



Federal Policy Dialogue (cont’d)
• Survey/consultation with parents
• Consultation with youth (focus group/voice elicitation). 
• Policy Dialogue was a meeting with federal and provincial and 

territorial decision-makers to discuss these findings and perspectives 
from all these stakeholders and discuss possible action plans. 

Outputs and Impact
• Informed legislation – Accessibility Act 2019
• Two policy briefs
• Three research manuscripts (in preparation)



https://www.canada.ca/en/employment-social-development/news/2019/06/canadas-first-federal-
accessibility-legislation-receives-royal-assent.html

https://www.canada.ca/en/employment-social-development/news/2019/06/canadas-first-federal-accessibility-legislation-receives-royal-assent.html


Annual Conference: Policy Forum
Breaking down barriers: Informing Policy Through 
Research

• Communication of research findings 
to decision makers and stakeholders is 
critical in the development of policies 

• A panel of decision makers and 
community stakeholders will discuss 
their perspectives on the role of 
researchers in informing policy 
development, including practical 
approaches for communicating 
evidence to decision makers. 

• The session will explore approaches 
for communicating findings and 
reflect on the role of researchers and 
stakeholders in the policy 
development process.
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John Challis PhD FRCOG FCAHS FRSC

Founding Executive Director WAHTN
University Professor Emeritus, University of Toronto

The WA Health Translation Network, 
WAHTN



• To increase the integration, efficiency, success and 
recognition of health and medical research across 
WA, nationally and internationally

• To enhance the translation of outcomes from health 
and medical research in WA into evidence based 
practice, policies and innovation opportunities

• To develop a suite of programs as enabling 
platforms that include enhanced communication 
strategies and consumer involvement

WAHTN Objectives



“leading centres of collaboration in health 
and medical research, research translation, 
research-infused education and training and 
outstanding health care” July 2014

“operating at an internationally competitive level”

NHMRC; Advanced Health Research 
and Translation Centre (AHRTC)

Consumer involvement was not embedded in the original government brief, 
but became a priority of the new national partnership, The Australian Health 

Research Alliance, AHRA, and was led by WAHTN.



• WAHTN is a 
partnership (UJV) 
between
• All 5 Universities
• All 6 Medical  
Research Institutes
• All 5 State health 
Service Boards
• The 2 major Private 
Health Providers
• Dept of Health
• Office of Premier 
and Cabinet



• Facilitate

• Catalyse, new research, new 
initiatives 
• Facilitate, conduct of   translational 
health research
• Unify, partnerships and partners 
across the network

WAHTN Principles





The University of Western Australia



Consumer 
Advocate 

Consumer 
Advocate

Consumer 
Advocate

Consumer 
Advocate

Development Team

Consumer 
Advocate

Delivery Team in Partner Agencies 
(WA universities, research institutes, 

teaching hospitals)

Community 
Advisory Group

Project Officer
Admin Officer

Research Assistants

Head of Network 

WA Consumer and Community Health Research Network
(Founding Partners: The UWA School of Population Health and Telethon Kids Institute)

Our structure



CCHRN Activities: July 2016 – June 2017 

CCHRN New activities: July – November 2017 
11 Training workshops (3 x Tasmania, 2 x Sydney, 2 x Brisbane)
9 Community conversations (7 x Perth, 1 x Broome, 1 x Bunbury)

42 Grant applications supported with new involvement activities
1 National priority setting partnership project on FASD and Alcohol & 

Pregnancy





Involving Consumers in Health 
Research

1. WAHTN is a facilitator, the “honest broker” to 
change the environment

2. WAHTN/CCHRN Advocacy Program
3. Consumers as members of research teams
4. Consumers as members of peer review panels 

(WACC)
5. Consumers on Clinical Trials Advisory 

committee
6. Cancer Research Trust, “Cancer perceptions 

and integrations program” ($6.5m+ over 5years) 



WAHTN Context 

WAHTN
members
Research

Clinical Practice
Policy

Innovation

Government

Consumers

FundersPartners



People
and 

Community 

Western Australian Health Translation Network
Themes: Life course and non communicable disease

Genetics and inherited diseases
Infection and Immunity 

Public Health and Health Promotion  



WAHTN

WAHTN

Universities

Medical 
Research 
Institutes  

Hospitals 

Private Health

Health Boards

People
and 

Community 

Enabling People 
• Interdisciplinary biozone
• Thematic Workshops
• Data Linkage 
• Governance and Ethics 
• Training and Funding 
• National / International 

Networks 
• Cross Cutting Platforms 

Western Australian Health Translation Network
Themes: Life course and non communicable disease

Genetics and inherited diseases
Infection and Immunity 

Public Health  

Building Translation 
• Driven by Health Boards 

and Hospitals 
• Integrating fundraising
• Changing the culture 
• Integrating research and 

practice 
• Clinical Trials Centre 
• Integrate seminars; rounds 
• Political credibility; honest broker 

role 
• Commercialisation, innovation
• Evidence-based health promotion 
• Foundations of success 

Promoting Research 
• Advocacy 
• Enabling Research 
• Cohorts and Biobanks
• Imaging and big data 
• Phenomics and other 

‘omics
• Infrastructure 
• Web sourcing 

Ensuring Health Awareness 
• End user engagement 
• Consumer networks 
• Aboriginal health
• Public health systems 
• Precision medicine 
• Preventing disease 
• Economics and 

evaluation 



Measuring Success; 
Collaboration Cohort Diagram 



National Institute for Health 
Research (NIHR) UK 





Major themes of health research translation across partners in WA include;

• life course and non-communicable disease, with emphasis on 
development, maternal, child and youth health, respiratory science, 
cardiometabolic diseases, cancer, ageing; neuroscience; and mental health; 

• genetics and inherited diseases, with emphasis on muscular dystrophies, 
neuromuscular and neurodegenerative conditions, eye, ear, respiratory and 
kidney diseases, prevention of genetic diseases; stem cells and regenerative 
medicine 

• infection and immunity, with emphasis on Helicobacter, asthma, immune 
disorders, ischemic heart disease, vaccine development, blood pathologies 
and emergency medicine; 

• public health, with emphasis on, primary and rural health care, disease 
prevention, health promotion and wellness, aboriginal health and culture, 
exercise, psychology, nursing,  allied health professions, rural and remote 
health and new health care systems. 

Four Themes of Activity 



Q & A


