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VISION
Formal collaborative 
networks of investigators 
and integrated 
infrastructure spur 
tremendous advances 
in research that are 
unattainable by 
individual groups working 
in isolation.

MISSION
To foster and enhance 
national and international 
collaborations by 
removing barriers and 
building capacity for the 
conduct of high quality 
health research.
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0HVVDJH�IURP�WKH�6FLHQWLÀF�'LUHFWRU�DQG�&KDLU

As we look back on MICYRN’s achievements and growth in 2013, due in no small part to 

the collaboration and engagement of our members, we are reminded that it is the only 

network of its kind in the world. There is no other country where all of the child health 

institutes have joined forces to enhance the investment in research. With precious 

UHVRXUFHV��LW�LV�HVVHQWLDO�WR�ZRUN�WRJHWKHU��WKLV�FROODERUDWLRQ�LV�LPSURYLQJ�HIÀFLHQF\��XVH�RI�
funding, and ultimately addressing infant, child, youth and maternal health issues across 

the country. 

Thanks to the tireless commitment of our institute representatives and their colleagues 

LQYROYHG�LQ�GHYHORSLQJ�D�QDWLRQDO�VWUDWHJ\��0,&<51�LV�SRLVHG�WR�PDNH�VLJQLÀFDQW�
contributions to the direction of maternal and child health in Canada. We are pleased 

to detail in this annual report the accomplishments made in these areas. It was a pivotal 

year, and the momentum gained will take us well into the next year with some exciting 

developments on the horizon.  

We would like to take this opportunity to thank our members and partners for their 

contributions and our volunteers who have generously contributed their time and 

energy. 

Sincerely,

 

$QQH�-XQNHU��0'������������������������������������������������������������ $XEUH\�7LQJOH��0'��3K'
6FLHQWLÀF�'LUHFWRU������������������������������������������������������� &KDLU�RI�WKH�%RDUG

2013 Highlights

MICYRN’s dedicated board of directors, committed executive team, and engaged 

PHPEHUV�DUH�D�IHZ�RI�WKH�UHDVRQV�ZK\�WKH�1HWZRUN�VDZ�D�VLJQLÀFDQW�SHULRG�RI�JURZWK�
and advancement in 2013. Several important initiatives were completed, members 

contributed to a number of national meetings and conferences helping guide 

Canada’s future maternal and child healthcare strategic plans, and initiatives currently 

in progress were moved forward. The Network also achieved charitable status, and four 

new directors were appointed to the board: 

�� 'U��6DQGUD�'DYLGJH��'LUHFWRU�RI�WKH�:RPHQ�DQG�&KLOGUHQ·V�+HDOWK�5HVHDUFK�
,QVWLWXWH��:&+5,��DQG�3URIHVVRU�LQ�WKH�'HSDUWPHQWV�RI�2EVWHWULFV�	�*\QHFRORJ\�DQG�
Physiology at the University of Alberta, Edmonton)

�� .DWLH�/DIIHUW\��([HFXWLYH�'LUHFWRU��&DQDGLDQ�3DUWQHUVKLS�IRU�6WURNH�5HFRYHU\��2WWDZD�

�� 'U��$ODLQ�0RUHDX���'LUHFWRU�RI�5HVHDUFK��6DLQWH�-XVWLQH�8QLYHUVLW\�+RVSLWDO��)XOO�
3URIHVVRU�)DFXOW\�RI�'HQWLVWU\�²�6WRPDWRORJ\�'HSDUWPHQW��DQG�)DFXOW\�RI�0HGLFLQH�²�
%LRFKHPLVWU\�'HSDUWPHQW��8QLYHUVLWp�GH�0RQWUpDO��0RQWUpDO�

�� 'U��0DUWLQ�2VPRQG��&(2�DQG�6FLHQWLÀF�'LUHFWRU�RI�WKH�&KLOGUHQ·V�+RVSLWDO�RI�(DVWHUQ�
2QWDULR�5HVHDUFK�,QVWLWXWH��&+(2�5,��DQG�9LFH�3UHVLGHQW�RI�5HVHDUFK�DW�&+(2��2WWDZD���

�� MICYRN was also happy to welcome the Women’s Health Research Institute 

LQ�9DQFRXYHU�DV�LWV�QHZHVW�PHPEHU��ZLWK�'U�'HERUDK�0RQH\��93�5HVHDUFK��%&�
Women’s Hospital and Health Centre) as its representative.

Looking forward, MICYRN is participating in the development of a collaborative and 

patient-centered Canadian alliance that will harmonize and improve the diagnosis and 

care of patients with rare diseases. Joining forces with patient organizations, internationally 

UHQRZQHG�UDUH�GLVHDVH�JHQH�LGHQWLÀFDWLRQ�FRQVRUWLXPV��DQG�PRGHO�RUJDQLVP�VFLHQWLVWV��WKH�
initiative brings together people across Canada. MICYRN is also working with its partners 

to galvanize the community around the creation of a national network to improve the 

evidence upon which to provide safe and effective treatments for children.

This year’s annual report highlights the four ways by which MICYRN is working to make a 

difference: connecting, facilitating, catalyzing, and informing.

���_��2QH
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Perinatal and Pediatric 
Networks /Study Sites

CFRI 
Vancouver

ACHRI 
Calgary

WHCRI 
Edmonton

SHR 
Saskatoon

MICH 
Winnipeg

Laurentian 
Sudbury

CHRI 
London

McMaster 
Hamilton

Sick Kids 
Toronto

Queens 
Kingston

CHEO 
Ottawa

CHU-
St.Justine 
Montreal

MUHC 
McGIll 

Montreal
Sherbrooke Laval

IWK 
Halifax

Memorial 
St.John's

Maternal-Fetal 9 99 9 9 9

Perinatal 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Neonatal Followup 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Arthritis 99 9 9 9 9 9 9 9 9 9 9 9 9 9

Neurodevelopment 99 9 9 9 9 9 9 9 9 9 9 9 9

Epilepsy 9 9 9 9 99 9 9 9 9 9 9 9

Blood Disorders 9 9 9 9 9 9 9 9 99 9 9 9 9 9 9 9 9

Cancer 9 9 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Liver Disease 99 9 9 9 9 9 9 9 9 9 9 9

Kidney Disease 9 99 9 9 9 9 9 9 9

Surgery 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Heart Defects 9 9 99 9 9

Anesthesia 9 9 9 9 9 99 9 9 9

Emergency 9 9 9 9 9 9 9 9 9 99 9 9 9 9 9

Obesity 99 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Metabolic Diseases 9 9 9 9 9 9 9 9 9 9 99 9 9 9 9

Crohn's & Colitis 9 9 9 9 99 9 9 9 9 9

Immunization 99 9 9 9 9 9 9 9 9

Drug Safety 99 9 9 9 9 9 9 9 9 9 9 9 9 9 9 9 9

Palliative Care 99 9 9 9 9 9 9 9 9 9 9 9

Network Lead = 99

&RQQHFWLQJ�1HWZRUNV
Networking is absolutely essential to advance maternal and child health because each individual province 

has too few patients with any given condition or adverse outcome to conduct adequately powered 

clinical studies over reasonable time periods. Canada enjoys a wealth of networks that connect people at 

sites across the country to do research and learn how variations in clinical practices affect maternal and 

child health outcomes. Self-described as “coalitions of the willing” because there is very limited support 

for networks in Canada, the clinicians and researchers participating in these networks do so on the basis 

of collective need to collaborate in order to provide the best care at their site. In MICYRN’s Coalition 

of Networks, there is ‘strength in numbers’, and a more effective body with which to address key issues 

affecting the ability to do research across multiple jurisdictions. In 2013, MICYRN invited four more networks in 

WKH�DUHDV�RI�DQDHVWKHVLD��LQKHULWHG�PHWDEROLF�GLVHDVHV��KHSDWRORJ\��DQG�HSLOHSV\�WR�EHFRPH�DIÀOLDWHG��2QH�
of the areas of focus for the next year is working with networks to improve patient and family engagement in 

UHVHDUFK�VWXGLHV��7KH�IROORZLQJ�WDEOH�VKRZV�WKH�VLWHV�DW�ZKLFK�WKH�QHWZRUNV�DIÀOLDWHG�ZLWK�0,&<51�DUH�DFWLYH�

&RQQHFWLQJ�%LUWK�&RKRUWV
Prospective longitudinal birth cohort studies exist to investigate the effect of prenatal, pregnancy, and 

early postnatal exposures and interventions on maternal health, pregnancy outcomes, and long-term child 

health, social adjustment, and adult chronic disease. Many such studies are designed to investigate links 

between environmental and genetic factors and health and disease outcomes in both mother and child. 

In 2013 MICYRN’S Canadian Birth Cohort Inventory expanded, thanks to funding from the CIHR-Institute 

RI�+XPDQ�'HYHORSPHQW�&KLOG�	�<RXWK�+HDOWK�WR�REWDLQ�DGGLWLRQDO�LQIRUPDWLRQ�IURP�NQRZQ�&RKRUWV��DQG�
WR�HQUROO�QHZ�&RKRUWV��1HDUO\�RQH�PLOOLRQ�PRWKHUV�DQG�WKHLU�RIIVSULQJ�ZHUH�LGHQWLÀHG�DFURVV�WKH����VWXGLHV�
LQFOXGHG�LQ�WKH�RULJLQDO�LQYHQWRU\�DQG�PRUH�WKDQ�����RI�WKHVH�VWXGLHV�UHPDLQ�DFWLYH��2I����DGGLWLRQDO�FRKRUWV�
LGHQWLÀHG��ÀYH�ZHUH�QHZ��UDWKHU�WKDQ�IROORZ�RQ��VWXGLHV�DQG�PHW�WKH�FULWHULD�IRU�LQFOXVLRQ�LQ�WKH�,QYHQWRU\��7KH�
update also determined the systems and processes used to collect and store cohort data, in a step towards 

enabling data sharing between studies. The coming year will see more work towards harmonization of the 

Canadian cohorts, which will provide increased numbers to improve the statistical power and interpretation 

of outcomes across similarly designed studies; permit evaluation of similarities and differences across 

MXULVGLFWLRQV��DQG�RSWLPL]H�WKH�UHWXUQ�RQ�LQYHVWPHQW�E\�H[WHQGLQJ�WKH�VFLHQWLÀF�LPSDFW�RI�LQGLYLGXDO�FRKRUWV��
The Birth Cohort initiative is overseen by MICYRN Board executive sponsors Stephanie Atkinson (satkins@

mcmaster.ca) and Alan Bocking (ABocking@mtsinai.on.ca).  
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Connecting...

&211(&7,1*

0DNLQJ�FRQQHFWLRQV

In a country as vast as Canada, people often work in isolation and it can take 

a long time to convey discoveries made in one region that could improve 

therapies or aid in the studies elsewhere. Connecting researchers, healthcare 

professionals and staff through networks and regular lines of communication 

is essential to increasing the exchange of knowledge and the speed at which 

GLVFRYHULHV�DUH�SXW�LQWR�SUDFWLFH�QDWLRQDOO\��$�VLJQLÀFDQW�SDUW�RI�0,&<51·V�
work is forging these connections. 

conynect
NԥޖQHNW��;

verb
1. EULQJ�WRJHWKHU�RU�LQWR�FRQWDFW�VR�WKDW�D�UHDO�RU�QRWLRQDO�OLQN�LV�HVWDEOLVKHG�
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Connecting...

&RQQHFWLRQV�0DGH
3XEOLF�+HDOWK�$JHQF\�RI�&DQDGD��3+$&���0,&<51�QRZ�EHQHÀWV�IURP�D�VHFXUH�ZHE�EDVHG�FROOHFWLYH�
of applications with an innovative IT architecture that PHAC has developed and administers to support 

document management, real-time data sharing and communication for national research initiatives that 

include the Canadian Longitudinal Study on Aging.  

0DHOVWURP�5HVHDUFK� Maelstrom Research provides a suite of methods, open-source software, and expert 

advice to support valid data comparison, integration, and harmonization across cohort studies. Created 

in 2012, Maelstrom Research emerged from the activities of the Public Population Project in Genomics and 

Society, (P³G), the Biobank Standardization and Harmonization for Research Excellence in the European 

Union (BioSHaRE-EU), and the Canadian Longitudinal Study on Aging (CLSA). MICYRN provided vital 

connections that resulted in the Maelstrom tools being used to conduct comparative analysis of data in 

UHJLVWULHV�GHYHORSHG�E\�VRPH�RI�0,&<51·V�DIÀOLDWHG�&DQDGLDQ�QHWZRUNV�ZLWK�WKRVH�RI�FROOHDJXHV�LQ�WKH�
USA and EU.  Maelstrom is located at the Research Institute of the McGill University Health Centre. [www.

maelstrom-research.org]

2QWDULR�%UDLQ�,QVWLWXWH��2%,��� The�6ZLVV�$UP\�.QLIH�RI�%UDLQ�5HVHDUFK�LV�KRZ�WKH�2%,·V�'DWD�&HQWHU�DSWO\�
describes the value of integrating data contributed from a wide range of disciplines to better understand 

EUDLQ�GLVRUGHUV����0,&<51�ZDV�LQYLWHG�WR�SUHVHQW�DW�D�%UDLQ�'DWD�+DUPRQL]DWLRQ�,QLWLDWLYH�:RUNVKRS��RUJDQL]HG�
E\�WKH�1HXUR'HY1HW�1HWZRUN�RI�&HQWUHV�RI�([FHOOHQFH��1'1��DQG�WKH�2%,�LQ�2FWREHU�������ZKLFK�OHG�
WR�D�ZKLWH�SDSHU�HQWLWOHG��´%UDLQ�'DWD�+DUPRQL]DWLRQ�,QLWLDWLYH��$�&DOO�IRU�WKH�%UDLQ�5HVHDUFK�&RPPXQLW\�
WR�'HYHORS�&RPPRQ�'DWD�&ROOHFWLRQ�6WDQGDUGV�WR�)DFLOLWDWH�'DWD�$JJUHJDWLRQ��6KDULQJ�DQG�$QDO\VHVµ���
MICYRN then contributed to a Brain Canada submission (April 2014), which proposes a pragmatic, feasible 

VHW�RI�KDUPRQL]DWLRQ�VWHSV�DQG�GHOLYHUDEOHV�WKDW�ZLOO�EHQHÀW�WKH�QHXURVFLHQFH�UHVHDUFK�FRPPXQLW\�LQ�
Canada, and increase the impact of Canadian neuroscience internationally. [www.braininstitute.ca]

&,+5�,QVWLWXWH�RI�*HQHWLFV��MICYRN has enjoyed a growing relationship with the Institute of Genetics that 

fosters research to improve the diagnosis and treatment of people with rare diseases. Activities in 2013 

included meetings with Health Canada towards a new regulatory framework for the authorization of orphan 

drugs used to treat rare disease; engagement in a number of workshops organized by the Canadian 

2UJDQL]DWLRQ�IRU�5DUH�'LVRUGHUV�WR�GHYHORS�D�&DQDGLDQ�5DUH�'LVHDVHV�3ODQ��FRQWULEXWLRQ�WR�WKH�UDUH�GLVHDVHV�
RUSKDQHW�SRUWDO�DQG�D�MRLQW�&,+5�0,&<51�ZRUNVKRS�KHOG�LQ�2WWDZD��-DQXDU\������VW�������WR�GLVFXVV�WKH�
design and conduct of clinical trials in small populations, and spearhead the development of a national 

platform for pediatric clinical trials.

MICYRN Strategic Planning Session  
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Facilitating efforts

With 14 health care jurisdictions in Canada, clinician investigators face many 

barriers to collaboration that would advance the understanding and improve 

care of disorders. These include lack of standardization of care practices, 

variation in clinical information collected, privacy legislation that restricts 

data sharing, and a multitude of ethics reviews. MICYRN is committed to 

developing infrastructure that facilitates multi-jurisdictional research, across 

Canada and beyond.

FACILITATING

faycilyiytate
IԥޖVLOLޙWƗW��;

verb
��PDNH��DQ�DFWLRQ�RU�SURFHVV��HDV\�RU�HDVLHU�

CREDIT: [FreeDigitalPhotos.net/hin255]



&OLQLFDO�5HVHDUFK�,QIRUPDWLFV
�����VDZ�ÀYH�LQYHVWLJDWRU�LQLWLDWHG�FOLQLFDO�WULDOV�DFWLYDWHG�DQG�UXQQLQJ�RQ�
the MICYRN clinical trials platform, which is hosted at Women & Children’s 

Health Research Institute (WCHRI) in Edmonton, AB. A super-stable version 

RI�WKH�5('&DS��VRIWZDUH�LV�PDLQWDLQHG�LQ�DQ�HQYLURQPHQW�WKDW�PHHWV�
requirements for data management in regulated clinical trials, and operates 

as a shared resource to make available infrastructure that would otherwise 

EH�GLIÀFXOW�DQG�FRVWO\�IRU�D�VLQJOH�VLWH�WR�GHYHORS�DQG�PDLQWDLQ��0,&<51·V�
Clinical Research Informatics (CRI) working group, which joins 23 individuals 

from 17 sites, completed consensus recommendations for clinical research 

information system infrastructure standards and systems functionality, and 

proposed terms of reference for the use of the trials platform, all of which 

were endorsed by the MICYRN Board. 

These quality standards are the starting 

point for the MICYRN informatics platform, 

but also serve as a reference for other 

systems within individual MICYRN member 

organizations.  

Areas of focus for the next year include 

H[SDQGLQJ�WKH�XVH�RI�5('&DS��
Trials platform for MICYRN studies and 

continued opportunities for the CRI 

working group to collaborate nationally on 

the development of other best practice 

standards and frameworks.

The Clinical Informatics initiative is 

overseen by MICYRN Board executive 

VSRQVRUV�6DQGUD�'DYLGJH��VDQGUD�
davidge@ualberta.ca) and Brent Scott 

(scott@ucalgary.ca). The Project Lead 

LV�/DZUHQFH�5LFKHU��'LUHFWRU�IRU�&OLQLFDO�
Research at WCHRI (lricher@ualberta.ca).

Public Population Project in     
*HQRPLFV��33*�
The P3G International Pediatric Platform 

is supported by MICYRN, the Center for 

Genomics and Policy (CGP) at McGill 

University, and the CARE for RARE project 

�3,�.\P�%R\FRWW��&+(2�5,���/HG�E\�(OOHQ�
:ULJKW�&OD\WRQ��9DQGHUELOW�8QLYHUVLW\��86$��DQG�FRRUGLQDWHG�E\�0LQK�7KX�
Nguyen at the CGP, the Platform (provides research tools for researchers and 

REBs concerned with pediatric biobanking. In August, the Platform published 

its article, “5HWXUQ�RI�ZKROH�JHQRPH�VHTXHQFLQJ�UHVXOWV�LQ�SHGLDWULF�UHVHDUFK��D�
6WDWHPHQW�RI�WKH�3�*�,QWHUQDWLRQDO�3HGLDWULF�3ODWIRUPµ online (www.p3g.org/

p3g-international-paediatric-research-programme); and held its second annual 

meeting in September in Montreal to discuss the dissemination strategy for the 

position statement.

Facilitating...Facilitating...
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Ethics
Currently, it can take upwards 

of two years for a research 

project to be approved to get 

underway at all participating 

sites in Canada. Investigators 

often have to respond to 

marked differences in the 

opinion of different REBs, 

in part because rapid 

advances in science and 

WHFKQRORJ\�PDNH�LW�GLIÀFXOW�
for institutions to develop 

responses to emerging 

ethics issues. MICYRN’s ethics 

group connects the chairs 

of the eight self-standing 

reproductive and child health 

research ethics boards (REBs) 

in Canada, and other experts 

in law and ethics. The aim is to improve the quality and consistency, and to streamline the process, of ethics 

review of multi-site studies. Two important protocols for which a consensus opinion was achieved in the past year 

included: Permission to Contact, which enables a greater number and diversity of patients to be provided the 

opportunity to be involved in research; and the Pharmacokinetics of understudied drugs prescribed to children as 

VWDQGDUG�RI�FDUH��3236����6HH�WKH�IROORZLQJ�) 

7RZDUGV�6DIH�DQG�(IIHFWLYH�7UHDWPHQW�IRU�&DQDGLDQ�&KLOGUHQ
MICYRN is coordinating the engagement of Canadian sites and investigators in an international project 

sponsored by the USA National Institutes of Health Eunice Kennedy Shriver Institute of Child Health and 

+XPDQ�'HYHORSPHQW��1,&+'���7KH�SXUSRVH�RI�WKH�VWXG\�LV�WR�FKDUDFWHUL]H�WKH�SKDUPDFRNLQHWLFV��DEVRUSWLRQ�
and metabolism) of drugs that are regularly prescribed to children per standard of care, but for which 

WKHUH�LV�LQVXIÀFLHQW�LQIRUPDWLRQ�WR�JXLGH�VDIH�XVH��7KH�3236�VWXG\�ZDV�LQLWLDWHG�WR�DGGUHVV�D�SUREOHP�WKDW�LV�
receiving global attention: the substantial “off-label” use of drugs in children. This includes the use of a drug 

for the treatment of diseases not listed on the product label, use outside of the licensed age range, dosing 

that does not adhere to approved dosing guidelines, or the use of an unapproved route of administration. 

Approximately 25 percent of drugs prescribed in the emergency room setting and over 50 percent of drugs 

DGPLQLVWHUHG�LQ�WKH�KRVSLWDO�DUH�XQDSSURYHG�RU�XVHG�RII�ODEHO�LQ�FKLOGUHQ��7KH�GDWD�FROOHFWHG�WKURXJK�3236�
will provide valuable dosing information about drugs commonly used in different pediatric age groups, as 

well as special pediatric populations (i.e. extremely premature, obese). 

)RXU�0,&<51�PHPEHUV�KDYH�LQGLFDWHG�D�VWURQJ�LQWHUHVW�LQ�SDUWLFLSDWLQJ�LQ�WKLV�VWXG\��&+(2�5,��2WWDZD���6LFN�
Kids (Toronto), Ste Justine (Montreal) and the Manitoba Institute for Child Health (Winnipeg). 

Contemporaneous to the approach of MICYRN to open Canadian sites, the UK-Medicines for Children 

5HVHDUFK�1HWZRUN��8.�0&51��ZDV�DSSURDFKHG�E\�WKH�3236�WHDP�EDVHG�DW�WKH�'XNH�8QLYHUVLW\�&OLQLFDO�
Research Institute. International connections that have developed through MICYRN’s membership in the 

European Network for Pediatric Research of the European Medicines Agency (EnprEMA) are helping to 

facilitate discussions with the UK-MCRN around harmonized procedures. 

,W�LV�KRSHG�WKDW�3236�ZLOO�VHW�WKH�VWDJH�IRU�VWUHDPOLQLQJ�WKH�GHYHORSPHQW�DQG�FRQGXFW�RI�SHGLDWULF�FOLQLFDO�
trials in Canada, and ensure that Canadian children are provided the opportunity to participate in 

international studies of new and potentially life-altering therapies. 

Staff at the BC Children’s Hospital [photo courtesy of CFRI]

 Sainte-Justine University Hospital Research Center’s 
Director of Research, Dr. Alain Moreau

[photo courtesy of CHU Sainte-Justine]
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(QJDJLQJ�<RXQJ�3HUVRQV�DV�$GYLVRUV�IRU�5HVHDUFK

.LGV&DQ

As of 2012, there were no active Youth Research Advisory Groups 

(YRAG) operating in Canada. While young people can lay the 

JURXQGZRUN�IRU�EULOOLDQW�VFLHQWLÀF�FDUHHUV�E\�HDUO\�LQYROYHPHQW�LQ�
UHVHDUFK��UHVHDUFKHUV�FDQ�DOVR�EHQHÀW�IURP�WKH�QRYHO�LGHDV�RI�
\RXWKV�DQG�WKHLU�DELOLW\�WR�ÀQG�UHDOLVWLF�VROXWLRQV�WR�SUREOHPV�WKHLU�
demographic faces. The KidsCan initiative served to establish 

and sustain a YRAG to act as research partners and make 

clinical research studies more youth friendly by incorporating their 

suggestions and unique perspective. KidsCan and its showcase 

project, MobileKids, are funded by a Peter Wall Innovative 

Solutions grant and a BC Michael Smith Foundation for Health 

Research Knowledge Mobilization award. MobileKids saw the 

development of a game for mobile devices that requires exercise 

to provide currency to play the game. 

There were 14 youths, aged 14-18, on the advisory group in 

������2YHU�WKH�FRXUVH�RI�WKH�\HDU�WKH\�PHW�UHJXODUO\�WR�WDON�
about various aspects of research that involve young people. 

'XULQJ�WKHVH�PHHWLQJV��PHPEHUV�WRRN�SDUW�LQ�DFWLYLWLHV�DQG�
gained knowledge and skills that enabled them to act as Young 

Ambassadors. They also provided feedback to the MobileKids 

project on areas including:

�� Wearability of activity sensors for device selection 

�� 6RIWZDUH�GHFLVLRQ�PDNLQJ��,26�YHUVXV�$QGURLG��
�� Beta-testing of MobileKids game 

�� Subject recruitment assistance for pilot study 

�� Activity challenge suggestions and timer variability for 

MobileKids game activities 

�� Media representation 

�� Post-study survey development 

�� Research study protocol design 

.LGV&DQ��ZKLFK�EHJDQ�DV�D�SLORW�SURMHFW�LQ�9DQFRXYHU��KDV�
started to spread to other Canadian centers and connections 

are developing with international groups in the USA and UK. 

Recruitment began for the 2014-2015 KidsCan group, while the 

current advisors are lined up to shape pediatric versions of the 

WULDOV�UHSRUWLQJ�&216257�VWDWHPHQW�DQG�WULDOV�SURWRFRO�63,5,7�
VWDWHPHQW�LQ�D�&,+5�IXQGHG�SURMHFW��3,�0DUWLQ�2IIULQJD��6LFN�.LGV�
Research Institute); and methods for achieving pediatric assent 

spearheaded by the Global Alliance for Pediatric Therapeutics 

with premiere pharmaceutical companies.  

This year, the KidsCan program and MobileKids, were featured in 

the 2WWDZD�&LWL]HQ��1DWLRQDO�3RVW��0RQWUHDO�*D]HWWH��:LQGVRU�6WDU��
6DVNDWRRQ�6WDU�3KRHQL[��5HJLQD�/HDGHU�3RVW��(GPRQWRQ�-RXUQDO��
&DOJDU\�+HUDOG��9DQFRXYHU�6XQ, and 7KH�3URYLQFH. They were 

also selected for presentations and workshops at international 

academic and healthcare and technology conferences for the 

coming year.

Catalyzing...

“I’ve always been interested 
in research studies-having 
the opportunity to be in 
a group that helps make 
decisions for a study that 
LQÁXHQFHV�P\�GHPRJUDSKLF�
is the best experience ever. 
It’s also a great way to meet 
students with the same 
interests as myself!”

Alex
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“The integrated structure of 
the KidsCan program has 
broadened my view of the 
reality of health science 
research and has inspired 
me to share this passion 
with other youth in my 
community.”

Vivian

&DWDO\]LQJ�LGHDV

2IWHQ�VWURQJ�LGHDV�DQG�SURSRVDOV�QHHG�DVVLVWDQFH�LQ�RUGHU�WR�PRYH�IURP�
theory to action. A key MICYRN objective is to act as a catalyst to build 

capacity, and stimulate and inform future research. 

CATALIZING

catyaylyze
;��[ƯޙNDWOޖ

verb
��FDXVH�RU�DFFHOHUDWH��D�UHDFWLRQ��E\�DFWLQJ�DV�D�FDWDO\VW�

Manitoba Institute of Child Health researcher at work [photo courtesy of MICH]
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,QIRUPLQJ�VWDNHKROGHUV

The exchange of knowledge is crucial to raising awareness of issues and 

promoting changes in funding, health care practice, policy and legislation 

in order to advance healthcare and improve patient outcomes. MICYRN 

is committed to sharing new information and discoveries, contributing 

WR�QDWLRQDO�GLVFXVVLRQV��DQG�UHDIÀUPLQJ�HVWDEOLVKHG�NQRZOHGJH�LQ�KHDOWK�
research and the healthcare system to researchers, practitioners, students, 

patients, and the community at large. 
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Catalyzing...

See what the kids think and access their YouTube video here: [www.cfri.ca/kidscan/home]

&RXQFLO�RI�&DQDGLDQ�&KLOG�+HDOWK�5HVHDUFK�6XSSRUW
MICYRN entered into an agreement with the Council of Canadian Child Health Research (CCCHR) to 

provide executive director support and engage the resources of the MICYRN coordinating centre. In June, 

CCCHR held a successful Joint CCCHR/CCHCSP Trainee Symposium, supported by MICYRN’s Executive 

'LUHFWRU��6WHSKHQ�%DUED]XN���'U��-RQDWKDQ�0F*DYRFN�RI�8QLYHUVLW\�RI�0DQLWRED�OHG�D�VXFFHVVIXO��ZRUNVKRS�RQ�
“Getting Your First Grant.”

2WKHU�VHUYLFHV�LQFOXGHG�PDQDJLQJ�&&&+5�ÀQDQFHV��XSGDWLQJ�WKH�ZHEVLWH��DQG�DUUDQJLQJ�WHOHFRQIHUHQFHV��
7KH�([HFXWLYH�'LUHFWRU�FROODERUDWHG�ZLWK�WKH�([HFXWLYH�&RPPLWWHH��IDFLOLWDWLQJ�WKH�HVWDEOLVKPHQW�RI�DQQXDO�
objectives and long term-goals that support CCCHR’s strategic directions, while implementing processes to 

track and report results.

5DUH�'LVHDVHV�&DWDO\VW�1HWZRUN
The “genomics revolution” has led to heightened awareness of rare diseases. There are over 7000 rare 

diseases that collectively affect one in 12, or approximately 2.7 million Canadians and their families; 80 

percent have a genetic basis and 75 percent present in childhood. Rare diseases cause chronic illness, 

disability, and often premature death while consuming a disproportionate share of spending in health 

care, education and social support. The CIHR Institute of Genetics and Genome Canada are providing a 

�����PLOOLRQ�IXQGLQJ�RSSRUWXQLW\�WR�FUHDWH�D�QDWLRQDO�5DUH�'LVHDVHV�&DWDO\VW�1HWZRUN��ZKLFK�ZLOO�FRQQHFW�
Canada’s clinical gene discovery teams with over 500 basic scientists who use model organisms like yeast 

DQG�IUXLW�ÁLHV�WR�LPSURYH�XQGHUVWDQGLQJ�DQG�SRWHQWLDOO\�LGHQWLI\�WKHUDSHXWLF�DQG�GLVHDVH�PDQDJHPHQW�
VWUDWHJLHV�WR�WKH�EHQHÀW�RI�SDWLHQWV�DQG�WKHLU�IDPLOLHV��0,&<51·V�DGPLQLVWUDWLRQ�ZLOO�SURYLGH�WKH�&ROODERUDWLRQ�
Core for the Network, and, through our member organizations, work to develop and implement innovative 

knowledge translation strategies to link the clinical and laboratory communities together.  

,1)250,1*

inyform
LQޖI{UP��;

verb
���JLYH��VRPHRQH��IDFWV�RU�LQIRUPDWLRQ��WHOO�
���JLYH�DQ�HVVHQWLDO�RU�IRUPDWLYH�SULQFLSOH�RU�TXDOLW\�WR�

WCHRI director, Dr. Sandra Davidge, speaking at 2013 Research Day [photo courtesy of WCHRI]

Members of the KidsCan Youth Advisory Group at the Child and Family Youth Research 
Institute in Vancouver, British Columbia.



 :RUNVKRSV��3UHVHQWDWLRQV�DQG�&RQIHUHQFHV

MICYRN responded to a number of invitations to attend 

and present at national conferences and workshops in 

2013, lending a strong voice to discussions on the direction 

of a national plan for child health and research. These 

discussions centered on key issues shaping research strategies, 

commitment of resources, and changing policy. MICYRN 

presented at and/or attended the following events.

0HHWLQJV�2UJDQL]HG

�� National Canadian Association of Research Ethics Boards 

symposium: Ethical Issues presented by Reproductive & 

Child Health Research: Incidental Findings and Return of 

5HVXOWV�ZLWK�'HQLVH�$YDUG��5HVHDUFK�'LUHFWRU�IRU�WKH�&HQWUH�
of Genomics and Policy and Associate Professor at the 

)DFXOW\�RI�0HGLFLQH��'HSDUWPHQW�RI�+XPDQ�*HQHWLFV�DW�
McGill University (Calgary, April 25) 

,QYLWHG�3UHVHQWDWLRQV

�� Western Canadian Clinical Trials Network inaugural 

meeting, “Pediatric Clinical Trials” (Saskatoon, April 11-12)

�� Council of Canadian Academies Mind the Gap: Pediatric 

Therapeutics Review Panel State of the Nation for Pediatric 

Clinical Trials in Canada (Toronto, May 27)

�� Canada Brain Code invitational workshop MICYRN Clinical 

5HVHDUFK�,QIRUPDWLFV��2SSRUWXQLWLHV�IRU�)URQW�HQG�'DWD�
+DUPRQL]DWLRQ��7RURQWR��2FWREHU������

Informing...
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IQYLWHG�3DUWLFLSDWLRQ

�� &,+5�,QVWLWXWH�RI�+XPDQ�'HYHORSPHQW�&KLOG�	�<RXWK�+HDOWK�,+'&<+�6WUDWHJLF�3ODQQLQJ��1HZ�'LUHFWLRQV�
(Toronto, February 27-28)

�� (XURSHDQ�0HGLFLQHV�$JHQF\�VSRQVRUHG�LQYLWDWLRQDO�ZRUNVKRS��´'HYHORSLQJ�&ROODERUDWLRQV�EHWZHHQ�
Inter/National Pediatric Research Networks” (Canary Wharf, London UK, March)

�� &,+5�6LJQDWXUH�,QLWLDWLYH�5)$�GHYHORSPHQW�ZRUNVKRS��'HYHORSPHQWDO�2ULJLQV�RI�+HDOWK�DQG�'LVHDVH��
(Toronto, September 19-20)

�� &DQDGLDQ�2UJDQL]DWLRQ�IRU�5DUH�'LVHDVHV��3ODQ�WR�3ODQ�WKH�&DQDGLDQ�5DUH�'LVHDVHV�3ODQ�:RUNLQJ�*URXS�
&KDLU�DQG�SUHVHQWHG�RQ�&HQWHUV�RI�([FHOOHQFH�	�5HIHUHQFH�1HWZRUNV��2WWDZD��6HSWHPEHU�������

�� &DQDGLDQ�2UJDQL]DWLRQ�IRU�5DUH�'LVHDVHV��1DWLRQDO�&RQVXOWDWLRQ�IRU�WKH�&DQDGLDQ�5DUH�'LVHDVHV�3ODQ�
Working Group Chair (Toronto, November 11-12) 

$QQXDO�6RFLHW\�PHHWLQJV�DWWHQGHG

�� Canadian Association of Research Ethics Boards (Calgary, April 25-27) 

�� Redcap Consortium (Philadelphia, June 24-26)

�� &DQDGLDQ�&KLOG�	�<RXWK�+HDOWK�&RDOLWLRQ�$QQXDO�6\PSRVLXP��6RFLDO�3HGLDWULFV��7RURQWR��2FWREHU�����
�� &DQDGLDQ�$VVRFLDWLRQ�RI�3HGLDWULF�+HDOWK�&HQWHUV��&$3+&���7RURQWR��2FWREHU�������
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CREDIT: [FreeDigitalPhotos.net/ddpavumba]

CFRI Executive Director, Dr. Wyeth Wasserman, speaking with students [photo courtesy of CFRI] 

MICYRN COMMUNICATIONS

Website

The MICYRN website was revitalised 
in 2013 and is now an important 
source of information on maternal, 
infant, child and youth research 
and initiatives within the Network. 
Upcoming events and conferences 
are posted, along with the latest 
MICYRN and member news. Key 
initiatives are highlighted, and 
investigators can obtain information 
on the birth cohort and network 
inventories. Reports from MICYRN 
DQG�DIÀOLDWHG�SDUWQHUV�DUH�XSORDGHG�
here for easy access. The exchange 
of information is integral to the 
Network’s function.

Newsletter

The MICYRN Newsletter was 
established as a quarterly 
publication with the objective to 
update the pediatric community 
on advancements, news, and 
opportunities in a timely fashion. 
Members are encouraged to submit 
any upcoming event of conference 
details for publication. 

Stakeholder Communications

$�VLJQLÀFDQW�IXQFWLRQ�RI�D�
network is to provide rapid and 
vast dissemination of relevant 
information. MICYRN is establishing 
a two-prong approach, maintaining 
an email database of categorized 
contacts to funnel information, as 
well as developing collaboration 
sites for its various working groups 
through the PHAC Canadian 
Network for Public Health 
Intelligence (CNPHI) system, where 
members can go to post documents, 
offer feedback and access updates.



,QLWLDWLYHV�LQ�'HYHORSPHQW

$FFRXQWDELOLW\�)UDPHZRUN
There is increasing demand to justify the investment in health research by demonstrating impacts on 

health, health care and health system sustainability. With greater competition for resources, and a 

WUHQG�DZD\�IURP�WUDGLWLRQDO�UHVHDUFK�PHWULFV��H�J��FLWDWLRQ�PHWULFV��SXEOLFDWLRQ�LQ�LQÁXHQWLDO�MRXUQDOV��
presentations) it has become crucial for research organizations to develop ways to show accountability to 

their funders and governors. 

MICYRN has started working with its member organizations to develop and implement an evaluation 

framework to enable a coordinated approach to demonstrating accountability and communicating the 

impact of health research to key stakeholders. 

$�&DQDGLDQ�6WUDWHJ\�IRU�5HSURGXFWLYH�DQG�&KLOG�+HDOWK�&OLQLFDO�7ULDOV
In 2012, the Minister of Health, on behalf of Health Canada, asked the Council of Canadian Academies 

(CCA) to convene an Expert Panel and provide an evidence-based and authoritative assessment on the 

State of Therapeutic Products for Infants, Children, and Youth. The full report, available in September 2014, 

will give insight into what is currently in place and what is needed in Canada for ethical development 

of safe and effective pharmaceuticals and biologics labeled as pediatric therapies. This review comes 

at a time when Health Canada is working to respond to new and emerging science, medicines and 

WHFKQRORJLHV�E\�PRGHUQL]LQJ����\HDU�ROG�UHJXODWLRQV�LQ�WKH�)RRG�DQG�'UXJV�$FW��7KLV�ZRUN�LQFOXGHV�D�IRFXV�
on the regulatory framework for rare disease therapies, and the “off label” use of medications, both issues 

highly applicable to children. There is also a high demand to improve Canada’s global standing generally, 

in terms of clinical trials.  

An action plan to help attract more clinical trials to Canada was set in 2011 by the Canadian Institutes of 

+HDOWK�5HVHDUFK��WKH�$VVRFLDWLRQ�RI�$FDGHPLF�+HDOWK�2UJDQL]DWLRQV��$&$+2��DQG�LQGXVWU\��5[	'���$QG�
over the last two years, the Senate Standing Committee on Social Affairs, Science and Technology has 

undertaken four reviews on components related to prescription pharmaceuticals in Canada. 

MICYRN is helping to develop a Canadian strategy for clinical trials that would include a national network 

with consistent long-term and integrated infrastructure. This network would coordinate efforts taking place 

in each province to develop support for patient-oriented research, and leverage activities in Canada and 

involving Canadians internationally to improve research in children.    
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CHEO Research Institute researcher at work [photo courtesy of CHEO]



Statement of Results 2013/2014
��&$'��

2012/2013 *
�&$'��

5(9(18(6
Member Contributions $             205,000 $            170,000

Grants 30,000 9,012

2WKHU�6RXUFHV 20,000 0

Total of revenues $             255,000 $            179,012

Statement of Results 2013/2014
�&$'��

2012/2013
�&$'��

(;3(16(6
&RRUGLQDWLQJ�&HQWUH�2SHUDWLRQV $               35,281 $                 48,613

6DODULHV�DQG�%HQHÀWV 152,000 163,549

Conferences and Workshops 27,614 38,658

Research Awards 0 60,000

Total of expenses $             214,895 $               310,820
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0,&<51������%RDUG�RI�'LUHFWRUV
Aubrey Tingle (chair)    

MICYRN 

Stephanie Atkinson (vice-chair)  

McMaster University

Alan Bocking    

Lunenfeld-Tanenbaum Research Institute, Mt.Sinai

6DQGUD�'DYLGJH� � �
Women and Children’s Health Research Institute 

9LFWRU�+DQ� � � ��
Children’s Health Research Institute

Katie Lafferty    

Canadian Partnership for Stroke Recovery

0DUWLQ�2VPRQG� � � ��
&KLOGUHQ·V�+RVSLWDO�RI�(DVWHUQ�2QWDULR�5HVHDUFK�,QVWLWXWH��&+(2�

Brent Scott    

Alberta Children’s Hospital Research Institute

MICYRN 2013 Member Institutes

Child & Family Research Institute (CFRI) BC

Women’s Health Research Institute BC

Women & Children’s Health Research Institute (WCHRI) AB

Alberta Children’s Hospital Research Institute (ACHRI) AB

Royal University Hospital, Saskatoon Health Region SK

Manitoba Institute of Child Health (MICH) MB

Children’s Health Research Institute (CHRI) 21

The Hospital for Sick Children 21

Lunenfeld-Tanenbaum Research Institute, Mount Sinai Hospital 21

Sunnybrook Health Sciences Centre, Centre for Mother, Infant, & Child Research 21

Laurentian University 21

McMaster Children’s Hospital, McMaster University 21

Kingston General Hospital, Queen’s University 21

&KLOGUHQ·V�+RVSLWDO�RI�(DVWHUQ�2QWDULR��&+(2��5HVHDUFK�,QVWLWXWH 21

Centre de recherche du CHU Sainte-Justine, Université de Montréal QC

Research Institute at the Montreal Children’s Hospital, McGill University QC

Centre d’excellence en recherche de l’Université de Sherbrooke Mère-Enfant QC

Centre de recherche du CHU de Québec, Université Laval QC

,:.�+HDOWK�&HQWUH��'DOKRXVLH�8QLYHUVLW\ NS

Janeway Children’s Health and Rehabilitation Centre, Memorial University of Newfoundland NF
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�$XGLWHG�ÀQDQFLDO�VWDWHPHQWV

Financial Report



maternal infant 

child & youth

research network

réseau de recherche

en santé des

enfants et des mères

&RQWDFW
� $QQH�-XQNHU��0'�     $XEUH\�7LQJOH��0'��3K'�
 6FLHQWLÀF�'LUHFWRU�� � � � � &KDLU��%RDUG�RI�'LUHFWRUV�
 email: ajunker@cw.bc.ca     email: tngl@telus.net   

5P�9�����������:HVW���WK�$YHQXH�9DQFRXYHU��%&���9�=��+����_��������������


