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CanChild is grateful to the key partners for their financial and resource support: McMaster
University, the Faculty of Health Sciences, the School of Rehabilitation Science, the Department

of Pediatrics, and the McMaster Children’s Hospital Foundation.
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This past year was marked by the death of our colleague and

friend, Nancy Pollock. Nancy was an extraordinary researcher,

occupational therapist, educator, and CanChild scientist. She

was dedicated to enhancing the lives of children and their

families, as evidenced by her contributions to the Partnering for

Change program of research, authorship of the Canadian

Occupational Performance Measure (COPM), Perceived Efficacy

and Goal Setting (PEGS), and Handwriting Assessment Protocol.

Although we profoundly miss Nancy’s sense of humour,

pragmatism, kindness, integrity, warmth, clarity, and enthusiasm,

we continue to celebrate the impact that she had on all of us. It

is a privilege to continue to research areas of importance to

Nancy and to carry on her tremendous legacy.
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Throughout 2020, CanChild members worked to develop,

refine, and endorse a 5-year CanChild Strategic Plan. To

ensure success, strategic initiatives were prioritized for 2021

and a timeline and process were developed for managing

these activities. While the CanChild Strategic Plan responds

to the needs identified by our community, we see this as an

opportunity for ongoing conversation. We will continue to

ask, listen and respond to feedback as our strategy is

implemented over the next five years.

DOWNLOAD THE STRATEGIC PLAN
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CLICK FOR MORE INFORMATION
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Multimorbidity risk
assessment and prevention
through health-promoting
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Brain-Based Disabilities
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BrothErs and Sisters
involvement in health care
TranSition for youth wIth
Brain-based disabilitieS
(BEST SIBS) Study

Computer-Based instrument
for Low Motor Language
Testing (C-BILLT)

ENVISAGE: ENabling VISions
And Growing Expectations

Tecla-e a wireless interface
for environmental and smart-
device control

Pathways and Resources for
Engagement and
Participation (PREP)

Autism Classification System
of Functioning: Social
Communication (ACSF:SC)
Construct Validity

A Program of Research to
Advance Rehabilitation
Services Delivered in Schools

The Back2Play App Study The F-Words for Child
Development

Children’s Healthcare Canada
Health Hub in Transition

Childhood Cerebral Palsy
Integrated Neuroscience
Discovery Network (CP-NET)

05

CLICK FOR MORE INFORMATION

http://canchildreport.ca/report-2020/#ResearchHighlights


Facilitating Integration of Rehabilitation Services through Training: Course, Knowledge

Implementation Toolkit, and Frequently Asked Questions (FIRST Course, KIT and FAQs)

Dr. Wenonah Campbell, Dr. Cheryl Missiuna, and a multidisciplinary team received funding from the

Ontario Ministry of Education (2017-2019) to conduct research about tiered rehabilitation services

in schools. Our team worked diligently this year to disseminate our findings from five unique

projects. Among our projects, we were excited to formally release the FIRST Course, a free, online,

evidence-based course available at http://first.machealth.ca/. Developed in partnership with the

Division of e-Learning and Innovation (DeLI) at McMaster University, this self-paced, interactive

course supports speech-language pathologists (SLPs), occupational therapists (OTs), and

physiotherapists (PTs) who work in schools to increase their understanding of tiered service

models. Learners earn a certificate for professional development upon completion of the course.

For more information and to see our dissemination activities, please visit the Annual Report

Website.

This initiative is led by Dr. Michelle Phoenix, Dr. Stella Ng, Dr. Christiane Kyte, Dr. Sheila Bennett, Dr.

Jacqui Specht, Dr. Sandra VanderKaay, Dayle McCauley, Leah Dix, Sandra Sahagian Whalen.

 

A Program of Research to
Advance Rehabilitation
Services Delivered in Schools

Over the past year and a half (2019-2021), we examined the construct validity of ACSF:SC.

Construct validity is the extent to which a tool measures the theoretical construct it claims to be

measuring. We thank the many families and our participating sites who contributed their time

during the COVID-19 pandemic. With their support, our team was able to collect data from 117

participants (2-19 years of age). Our findings support the construct validity of ACSF:SC and

suggest that it can be used as a valid tool to categorize social communication ability in children

with autism 2-19 years of age. Furthermore, its two measures of Performance and Capacity may

be uniquely utilized to examine different aspects of social communication.

This initiative is led by Dr. Briano Di Rezze PhD, OT Reg (Ont.) (McMaster University), and Dr. Peter

Rosenbaum MD, FRCP(C) (McMaster University).

 

Autism Classification System
of Functioning: Social
Communication (ACSF:SC)
Construct Validity
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We established the Sibling Youth Advisory Council (SibYAC) in 2018. To date, the SibYAC is comprised

of six young adult siblings who have a brother or sister with a disability living in Canada. In

partnership with the SibYAC, we designed and are currently conducting the BEST SIBS Study. The

aim of this study is to understand the experiences, including the roles and responsibilities, of siblings

who have a brother or sister with a neurodisability and is preparing for the transition from pediatric to

adult health care. For more information, please visit the Annual Report Website.

This initiative is led by Dr. Jan Willem Gorter MD, PhD, FRCP(C) (McMaster University) and PhD

candidate, Linda Nguyen BHSc, MSc (McMaster University).

 

BrothErs and Sisters involvement
in health care TranSition for
youth wIth Brain-based
disabilitieS (BEST SIBS) Study

We developed and are now evaluating an e-health application designed to help patients and families

transition from the pediatric to the adult health care system. We are conducting a randomized

controlled trial (RCT) to test whether the MyREADY TransitionTM Brain Based Disabilities App

intervention improves readiness for transition compared to usual care. Our study responds to the

needs of families, and the need for systematically well-designed research approaches to co-create

evidence-based e-health transition interventions through ongoing youth, parent/caregiver and health

care stakeholder engagement. For more information, please visit the Annual Report Website or visit

the study website: www.child-bright.ca/readyornot 

This initiative is led by Dr. Ariane Marelli MD, MPH, FRCPC (McGill University Health Centre), and Dr.

Jan Willem Gorter MD, PhD, FRCP(C) (McMaster University).

 

CHILD-BRIGHT READYorNot™
Brain-Based Disabilities Project
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The Childhood Cerebral Palsy Integrated Neuroscience Discovery Network (CP-NET) is an initiative

funded by the Ontario Brain Institute. Through multiple research platforms, the program aims to

improve our understanding of cerebral palsy (CP) and accelerate the development of new treatments.

In 2018, CP-NET was funded for an additional 5 years until 2023 (Phase 3). McMaster Children’s

Hospital is proudly part of three studies under the CP-NET program of research and is leading two of

those studies. For more information, please visit the Annual Report Website.

CP-NET is led by Dr. Darcy Fehlings MD, MSc, FRCP(C) (Holland Bloorview Kids Rehabilitation

Hospital).

 

Childhood Cerebral Palsy
Integrated Neuroscience
Discovery Network (CP-NET)

The vision for the Transition Hub is to create a knowledge (mobilization) network that seeks to bridge

the gap between current treatment practices and evidence-based solutions for healthcare transition

in Canada. To date, the hub has 139 members from across Canada. In 2020, the hub prioritized three

main initiatives: Transition Conference, Environmental Scan, and Health Quality Indicators. To read

more about each initiative, please visit the Annual Report Website and the hub website:

www.transitionhub.ca.

The Environmental Scan initiative is led by Dr. Alison Luke PhD (University of New Brunswick) and PhD

candidate, Lin Li RN, BScN (McMaster University).

The Transition Hub Health Quality Indicators initiative is led by Dr. Alène Toulany MD, M.Sc., FRCPC

(The Hospital for Sick Children) and Jacklynn Pidduck MSW, RSW (IWK Health).

The Transition Hub initiative as a whole is led by Dr. Jan Willem Gorter MD, PhD, FRCP(C) (McMaster

University).

 

Children’s Healthcare Canada
Health Hub in Transition
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At CanChild, we have adapted a Canadian English Version of the Computer-Based instrument for Low

Motor Language Testing (C-BILLT) which was originally developed in the Netherlands. C-BiLLT is an

innovative Dutch tool that uses alternative access methods to assess spoken language comprehension

in children and youth with CP who are non-verbal. The tool is the first in its kind to provide a reliable,

evidence-based assessment for these children, opening doors to better support, treatment, and

education. We are are currently working on testing the validity, reliability, and feasibility of the Canadian

English Version of the C-BiLLT. Participant recruitment is complete, and data analysis is underway. For

more information, please visit the Annual Report Website.

This initiative is led by Dr. Olaf Kraus de Camargo MD, FRCP(C) (McMaster University) and Dr. Jan Willem

Gorter MD, PhD, FRCP(C) (McMaster University).

 

Computer-Based instrument
for Low Motor Language Testing
(C-BILLT)

ENVISAGE: ENabling VISions And Growing Expectations is an international research program, co-

developed by health services researchers and parents in Canada and Australia. ENVISAGE aims to

empower parents of young children with a neurodevelopmental condition with modern concepts about

'disablity' in order for them to make informed choices and enhance their overall family well-being

through a series of online workshops, which are delivered together by researchers and parents.

We are currently working on publishing several peer-reviewed articles to share some of our early

findings. Along the way though, an editorial entitled: "You have textbooks: We have storybooks",

prompted by an ENVISAGE parent participant's observations, was published. This parent comment

arose in an ENVISAGE workshop discussion, and highlights the different kinds of knowledge that parents

and clinicians each bring to the circle of care for the child. For more information, please visit the Annual

Report Website.

This initiative is led by Dr. Peter Rosenbaum MD, FRCP(C) (McMaster University) and Dr. Laura Miller

(Australian Catholic University)

 

ENVISAGE: ENabling VISions
And Growing Expectations
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To support family engagement in research, training opportunities for both families and researchers are

needed. In 2018, CanChild and Kids Brain Health Network (KBHN) in partnership with McMaster Centre

for Continuing Education launched the Family Engagement in Research (FER) Certificate of Completion

Program. The FER Course is a 10-week online course for researchers (graduate students, research

coordinators, investigators, clinician-researchers, etc.) and families (parents, siblings, grandparents)

who have an interest in child neurodevelopmental research. From its inception, this course has been

developed and delivered in partnership with parents and researchers. As of March 2021, there are 163

graduates of the FER course from across Canada and internationally, from six cohorts (Fall 2018 –

Winter 2021). For more information, please visit the Annual Report Website.

This initiative is led by Dr. Jan Willem Gorter MD, PhD, FRCP(C) (McMaster University) and Dr. Andrea

Cross, PhD (McMaster University).

 

Family Engagement in Research
Training Program

Dr. Jan Willem Gorter and Dr. Patrick McPhee, along with an international team of clinicians and

researchers, received funding through a Pedal-with-Pete grant from the American Academy for

Cerebral Palsy and Developmental Medicine (AACPDM) to develop and test a core outcome set of

measures to understand and prevent multimorbidity risk in adolescents and adults with CP. The

project was funded in 2017 and consisted of three aims: (1) to identify what outcomes should be

measured to understand multimorbidity risk; (2) to determine how to best measure those outcomes;

and (3) to measure these outcomes in an international cohort of adolescents and adults with CP. Data

collection for this study finished in 2020 and knowledge translation and other dissemination

activities are ongoing. For more information, please visit the Annual Report Website.

This initiative is led by Dr. Jan Willem Gorter MD, PhD, FRCP(C) (McMaster University), with support

from Dr. Patrick McPhee, Dr. Joyce Benner, Dr. Astrid Balemans, Dr. Olaf Verschuren, Dr. Rita van den

Berg-Emons, Dr. Edward Hurvitz, Dr. Mark Peterson, Dr. Wilma van der Slot, and Dr. Marij Roebroeck.

 

Multimorbidity risk assessment
and prevention through
healthpromoting behaviours in
adolescents and adults with
cerebral palsy

10

http://www.canchild.ca/fercourse
http://canchildreport.ca/report-2020/#ResearchHighlights
http://canchildreport.ca/report-2020/#ResearchHighlights


The Pathways and Resources for Engagement and Participation (PREP) is one of the first interventions

that aims to enhance community participation of children and young people with disabilities by

modifying aspects of the environment only. This strengths-based coaching approach builds capacity of

a participation team (child/youth, parents, relevant community stakeholders) to facilitate their ability to

problem-solve through participation goals. To date, the PREP has been proven effective for improving

participation in self-chosen activities (Anaby et al., 2018), influencing overall participation profiles of

youth with physical disabilities (Anaby et al., 2020) and was well-received by therapists and parents

(Anaby et al., 2015, 2017). In addition, we have developed a step-by-step manual (Law et al, 2016) and

an online learning module (Anaby et al, 2019), both of which provide a detailed protocol for using the

PREP. For more information, please visit the Annual Report Website.

This initiative is led by Dr. Dana Anaby PhD, with support from Dr. Jan Willem Gorter, Dr. Mindy Levin, Dr.

Lisa Avery, Dr. Bob Palisano, Rachel Teplicky, Isabelle Cormier, Janice Coulter, and Julia Hanes.

 

Pathways and Resources for
Engagement and Participation
(PREP)

At CanChild, we are collaborating with Holland Bloorview and Komodo OpenLab to do a pre-market

evaluation of a device called Tecla-e. Tecla-e is a wireless, cloud-connected assistive device that

provides users with control of their smart devices and environment. It can control up to 8

Bluetooth-compatible devices or internet-enabled appliances (for example phones, tablets,

computers, communication devices, Apple TV, light bulbs, lamps, universal remotes). It can be

controlled using a variety of accessible switches or can be integrated into a power wheelchair

giving the user the ability to control their technology through the wheelchair driving controls.

Researchers at CanChild are facilitating setting up the device at the participants’ homes and work

with the children/youth and their families on achieving their individual goals using the Tecla-e

device. The data collected will be used to evaluate the performance and usability of this new

technology to determine its value in enhancing the independence of individuals with severe

disabilities. For more information, please visit the Annual Report Website.

This initiative is led by Dr. Tom Chau, PhD, PEng (Holland Bloorview) and Dr. Jan Willem Gorter MD,

PhD, FRCP(C) (McMaster University)

Tecla-e a wireless interface for
environmental and smart-device
control
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Following a concussion, it can be hard to decide when a child should return to school (RTS) or return

to activity (RTA). Our team, led by Prof. Carol DeMatteo, has helped children and youth manage

concussion using evidence-based protocols for RTA/RTS. To further support children in getting back

to school and play, the team has developed an interactive concussion management platform called

the Back2Play App. The Back2Play App helps to monitor concussion symptoms and provides real-

time activity data (i.e., step count and heart rate) to guide children/youth in making good decisions

when recovering from concussion. We have included some images of the Back2Play App on the

iPhone and Apple Watch so you can see what we have been working on! For more information, please

visit the Annual Report Website.

This initiative is led by Prof. Carol DeMatteo (McMaster University).

 

The Back2Play App Study

The F-words Research and Knowledge Translation Program has had another busy year with the F-

words continuing to spread locally, nationally, and internationally. In 2020, we worked with families,

service providers, researchers, and policy makers to help support the dissemination and

implementation of the F-words. Our international work includes research and knowledge translation

collaborations with colleagues in Australia, Brazil, Iceland, India, Iran, Italy, New Zealand, and Norway.

We have highlighted some of our key projects/activities on the Annual Report Website.

 

The F-Words for Child
Development
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Founded in 1989 at McMaster University, CanChild is a world

leader in the field of childhood disability. Below we have

highlighted our team and partners who contributed to our

success in 2020!
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DIRECTOR

Jan Willem Gorter (McMaster University)

CO-FOUNDERS

Mary Law (McMaster University)

Peter Rosenbaum (McMaster University)

SCIENTISTS

Dana Anaby (McGill University)

Laura Brunton (Western University)

Chantel Camden (University of Sherbrooke)

Wenonah Campbell (McMaster University)

Eyal Cohen (University of Toronto)

BJ Cunningham (Western University)

Carol DeMatteo (McMaster University)

Briano DiRezze (McMaster University)

Marjolijn Ketelaar (University Medical Center Utrecht)

Mary Khetani (University of Illinois at Chicago)

Anne Klassen (McMaster University)

Olaf Kraus de Camargo (McMaster University)

Danielle Levac (Northeastern University)

Robert Palisano (Drexel University)

Michelle Phoenix (McMaster University)

Gabriel Ronen (McMaster University)

Brian Timmons (McMaster University)

SCIENTIST EMERITUS

Doreen Bartlett (Western University)

Johanna Darrah (University of Alberta)

Marilyn Kertoy (Western University)

Cheryl Missiuna (McMaster University)

Dianne Russell (McMaster University)

Debra Stewart (McMaster University)

Nancy Thomas-Stonell (Bloorview Research Institute)

Stephen Walter (McMaster University)

CANCHILD SCIENTISTS

ASSOCIATE MEMBERS

Gary Bedell (Tufts University)

Sheila Bennett (Brock University)

Jan Burke-Gaffney (McMaster University)

John Cairney (University of Toronto)

Lisa Chiarello (Drexel University)

Wendy Coster (Boston University)

Nora Fayed (Queen’s University)

Darcy Fehlings (University of Toronto)

Mark Ferro (University of Waterloo)

Robin Gaines (Children’s Hospital of Eastern Ontario)

Barbara Gibson (University of Toronto)

Adrienne Harvey (Royal Children’s Hospital)

Sandy Hodgetts (University of Alberta)

Christine Imms (Australian Catholic University)

Lynn Jeffries (University of Oklahoma)

Marian Jongmans (Utrecht University)

Gillian King (Bloorview Research Institute)

Dafna Kohen (Statistics Canada)

Niina Kolehmainen (Newcastle University)

Lena Krumlinde-Sundholm (Karolinska Institutet)

Matthew Kwan (McMaster University)

Lucyna Lach (McGill University)

Alyssa LaForme Fiss (Mercer University)

Sanjay Mahant (Hospital for Sick Kids)

Lívia Magalhães (Federal University of Minas Gerais)

Ronit Mesterman (McMaster University)

Chris Morris (University of Exeter)

Eva Nordmark (Lund University)

Iona Novak (University Notre Dame)

Barbara Piskur (Zuyd University)

Keiko Shikako-Thomas (McGill University)

Olaf Verschuren (Rehabilitation Centre de

Hoogstraat)

Jonathan Weiss (York University)

Sarah Westcott McCoy (University of Washington)

Virginia Wright (Bloorview Research Institute)

Lonnie Zwaigenbaum (University of Alberta)

Jill Zwicker (University of British Columbia)
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POST-DOCTORAL FELLOWS

Eda Cinar (Supervised by Dana Anaby & Chantal

Camden)

Andrea Cross (Supervised by Jan Willem Gorter)

Charlotte Danset (Supervised by Chantal Camden)

Hanae Davis (Supervised by Jan Willem Gorter)

Karen Hurtubise (Supervised by Chantal Camden)

Elaine Kwok (Supervised by Peter Rosenbaum)

Patrick McPhee (Supervised by Brain Timmons)

Samantha Micsinszki (Supervised by Michelle Phoenix)

Kinga Pozniak (Supervised by Jan Willem Gorter)

Diana Tajik-Parvinchi (Supervised by Briano DiRezze)

Sandra Vanderkaay (Supervised by Wenonah

Campbell)

PHD STUDENTS

Sandra Abdel Malek (Supervised by Jan Willem Gorter)

Jael Bootsma (Supervised by Jan Willem Gorter)

Peter Cahill (Supervised by Wenonah Campbell)

Minxin Cheng (Supervised by Danielle Levac)

Isabelle Demers (Supervised by Chantal Camden)

CANCHILD COORDINATORS

Geil Astorga, Marketing and Communications Associate

Bailey Featherston, Business Development Analyst

Anne Gaeten, Administrative Assistant (from

December 2020)

Danijela Grahovac, Senior Technical Support Analyst

Taya John, Administrative Assistant (until September

2020)

Dayle McCauley, Research Development Officer

Donna Johnston, Finance Coordinator

Rachel Teplicky, Business & Engagement Officer

Laura Turner, Clinician Consultant

Marilyn Wright, Clinician Consultant

RESEARCH & KT SUPPORT

TRAINEES

STUDENT RESEARCH ASSISTANTS

Samantha Dong

Annie Jiang

Eileen Kim

Kajaani Shanmugarajah

Rebecca Yakubov

Rose Yakubov

Jennifer Yu

PHD STUDENTS CONTINUED

Véronique Foley (Supervised by Chantal Camden)

Dinesh Ghatamaneni (Supervised by Laura Brunton)

Lina Ianni (Supervised by Dana Anaby & Chantal

Camden)

Jennifer Kennedy (Supervised by Wenonah

Campbell)

Ghaidaa Khalifa (Supervised by Briano DiRezze)

Inge Klabe (Supervised by Marjolijn Ketelaar)

Linda Nguyen (Supervised by Jan Willem Gorter)

Monika Novak Pavlic (Supervised by Peter

Rosenbaum)

Nikki Ow (Supervised by Dana Anaby)

Gabrielle Pratte (Supervised by Chantal Camden)

Meaghan Reitzel (Supervised by Michelle Phoenix)

Kathryn Rollins (Supervised by BJ Cunningham)

Mallory Ryan (Supervised by Dana Anaby)

Eline Scholten (Supervised by Marjolijn Ketelaar)

Liesbeth Segers (Supervised by Marjolijn Ketelaar)

Enid Selkirk (Supervised by Cheryl Missiuna)

Sureka Selvakumaran (Supervised by Briano DiRezze)
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PHD STUDENTS CONTINUED

Saeideh Shahin (Supervised by Dana Anaby)

Ingrid Singer (Supervised by Jan Willem Gorter)

Stephanie Tremblay (Supervised by Dana Anaby)

Nathalie Trottier (Supervised by Chantal Camden)

Maren van Rijssen (Supervised by Marjolijn Ketelaar)

Our advisory board consists of families, individuals

with lived experience, and professionals with social

work, business, finance, technology and research

backgrounds.

SCHOOL OF REHABILITATION SCIENCE

Dina Brooks, Vice Dean

Zrinka Granic, Director of Administration

DEPARTMENT OF PEDIATRICS

Angelo Mikrogianakis, Chair

Sarah Bouma, Director of Administration

ADVISORY BOARD MEMBERS

GOVERNANCE

COLLABORATORS

SCIENTIFIC ADVISORY BOARD

Jan Willem Gorter, Director

Peter Rosenbaum, Co-founder

Wenonah Campbell, Scientist

Cheryl Missiuna, Scientist

(until September)

Brian Timmons, Scientist

Robert Palisano, Scientist

Dayle McCauley, Research

Development Officer

ADVISORY BOARD

Ian Buchanan

Jennifer Crowson

Andrey Feldman

Susanne Flett

Jonathan Lu

David Mosher

Frank Naus

Peter Rosenbaum)
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https://hamiltonhealth.ca/mchf-main/
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http://www.macautism.ca/


Special thank you to all CanChild members and staff who

contributed to this report!

Website Produced & Designed by Geil Astorga, Samantha

Dong, Danijela Grahovac, Dayle McCauley, Rose Yakubov.

Document Designed by Samantha Dong.

17

http://canchildreport.ca/report-2020/
https://www.facebook.com/canchild.ca/
https://twitter.com/canchild_ca
https://vimeo.com/canchild
https://www.canchild.ca/

