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Developing best-practice approaches 
for teams working with REDCap is 
becoming increasingly important now 
that REDCap installations are complete 
or underway at 13 MICYRN sites across 
the country; it is also particularly timely 
with MICYRN offering a super validated 
version of REDCap, available on a cost-
recovery basis to investigators leading 
multisite regulated clinical trials.

Ellen Roberto, member of the Clinical 
Research Data Management Team at 
The Hospital for Sick Children (SickKids) 
and MICYRN Clinical Research 
Informatics Working Group, is working 

with data managers across the MICYRN 
network to elicit requirements and 
establish a common set of REDCap 
methods across the group. The goal of 
the project is to develop a framework 
of custom enhancements—called 
plugins –to the REDCap program. These 
plugins are little pieces of computer 
code that add extra functionality to 
the basic version of REDCap, examples 
of which include functionality that 
allows REDCap to connect to specific 
programs, utilize a new file type, or 
enhance the efficiency of data entry or 
presentation. 

Plugins Improve REDCap
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On June 26-27, Dr. Anne Junker 
represented Canada through 
MICYRN at the sixth annual 
workshop of the European Network 
of Pediatric Research held at the 
European Medicines Agency (Enpr-
EMA) in London, UK. The European 
Medicines Agency set up Enpr-EMA 
in accordance with the Pediatric 
Regulation, which aims to improve 
the health of children in the EU. Enpr-
EMA’s main objective is to facilitate 
studies in order to increase availability 
of medicinal products authorized for 
use in the pediatric population. The 
network has 30 members representing 
various therapeutic areas, age groups, 
and specific activities in pediatric 
medicine. Following the fifth annual 
workshop, several ad hoc working 
groups were set up, which included 
network and industry representatives, 
and were tasked with addressing the 
most important needs identified during 

the meeting, such as relationships 
with industry, interaction with ethics 
committees, and pharmacovigilance.  
Further information about the meeting 
and presentations from the working 
groups can be found on the Enpr-EMA 
website: www.ema.eu.   



CICH has launched 
a new online module 
focused in Genetics 
and Pediatric Health, 
in partnership with 
McGill University, 
University of Manitoba, 
and the Winnipeg 
Health Region. The 
module will provide 

information on genes, 
DNA, inheritance, 
and how gene-
related disorders 
are detected and 
genetic services are 
organized. Please visit 
www.cichprofile.ca for 
more information.

MICYRN provided 
a letter describing 
how its initiatives can 
support NeuroDevNet 
on its proposed 
NeuroDevelopmental 
Trials IMPROVE 
Network Program. This 
program “will serve to 
more swiftly move the 
efforts of the network 

toward impacting the 
care of children with 
neurodevelopmental 
disorders.”

Dr. Terry Klassen and 
Dr. Martin Offringa 
contributed an article 
to The Globe and Mail 
in May on the current 
situation in Canada 
whereby children are 
being treated with 
drugs that have not 
been properly studied 

for their population. A 
new report, Therapeutic 
Products in Children, 
commissioned by Health 
Canada, will examine 
the best methods for 
establishing the safety 
and effectiveness 
of new therapeutic 
products in children.     

It was recently 
announce that Dr. 
Aubrey Tingle, chair 
of MICYRN, will 
receive the Order 
of BC in November 
in recognitiion of his 
work with the Michael 
Smith Foundation. 
Congratulations!

Enpr-EMA...     continued from page 1
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NEWS in Brief

The second quarter of 2014 was again busy for MICYRN and its members. The Annual General 
Meeting was held in June in Vancouver, in conjunction with the CCCHR AGM and the CCHCSP 
trainee symposium. The writing group established to develop a case for a national network to improve 
medicines for children in Canada have made advances on several comminqués, and the rare diseases 
network oversight committees has been working closely together.  

Below are some news items in brief, and for the most up-to-date listings please visit micyrn.ca. To 
submit news items for the website or quarterly newsletter, please email andrea.rudy@cw.bc.ca.

It is clear that there is increasing interaction between the EMA and USA FDA in the coordination of approaches 
to the development of studies and regulatory affairs related to medicines for children. Of note, a joint meeting 
is planned for November 2014 in Washington, DC, on special issues related to studies in neonates with a view to 
establish an international neonatal medicines network.  

Interesting preliminary results were presented from Working Group 9: “Strategies for funding and maintaining a 
paediatric research network” by Mark Turner, chair of Enpr-EMA and Associate Director for International Liaison 
in the UK Children’s Clinical Research Network (formerly Medicines for Children Research Network (MCRN)).  
The objective is to develop a business case for pediatric research networks by comparing resource inputs 
versus outcomes with a view to encourage governments to spend more on research infrastructure. Sixteen of 
21 networks had responded to date. 

The main finding was the huge variability in networks. The number of collaborating centers in different networks 
ranged from <10 to >500; annual network budgets ranged from no funding to >1 million Euros; and network 
activities ranged from managing registries, through design of pediatric investigation plans, through sponsoring 
clinical trials. Funded staff could include network managers and industry liaison officers, but a large majority 
of organizational activity was done on a voluntary basis. Despite evidence of significant clinical trials activity 
in networks, another clear finding was the lack of clarity about network functions, consistent descriptions of 
core functions, and information about network metrics and costs. It was concluded that if we want to move 
beyond variation based on historic low budgets, there is need to become more consistent and rigorous.



EVENTS in Brief

Below is a list of upcoming events and conferences that may be of interest to the MICYRN community. 
Please contact us if you have an event you would like publicized on our website or in the newsletter.

WCHRI CRIC Team (clockwise):  Rick Watts, Lawrence Richer, Stephen Walsh, Pam 
Marples, Amanda Mullins

[photo courtesy WCHRI]
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NAPCRG-AHRQ Practice-based Research     
Network Conference 
Bethesda, Maryland 
June 30—July 1

Development, Functions & Disorders of the   
Nervous System
Montreal, QC
July 19—24

International Federation of Placenta 
Associations  /  EPG Meeting 2014
Paris, France
September 9—12

2014 International Conference on Stillbirth,         
SIDS and Baby Survival
Amsterdam, Netherlands 
September 18—21

Canadian Association of Pediatric Health Centres 
(CAPHC) Annual Conference
Calgary, AB
October 19—22

46th Congress of the International Society of 
Paediatric Oncology (SIOP)
Toronto, ON
October 22—25

Lifelong Learning in Paediatrics: Fall 2014 Course
Montreal, QC
October 25—26

5th International Conference on Nutrition and 
Nurture in Infancy and Childhood
Sydney, Australia
November 5—7

Pregnancy and Birth Conference
Toronto, ON
November 6—7

2014 Canadian Immunization Conference
Ottawa, ON
December 2—4

Plugins... continued from page 1

Because a plugin is a custom add-on to the existing 
REDCap program, extensive and time-consuming 
testing is required to ensure it functions properly 
without compromise to the program and integrity of 
the data. In developing a common framework and 
methodology toward the development of plugins, 
enhancements that add functionality to the standard 
“out-of-the-box” version of REDCap can be more 
readily shared across MICYRN sites. This will also improve 
the ability to collectively build knowledge about plugin 
development across the research institutes. 

Facilitation of this work by Ellen as part of the MICYRN 
Clinical Research Informatics Working Group will 
significantly increase opportunities to collaborate and 
build knowledge across the Network. The MICYRN 
Clinical Research Initiative is led by Dr. Lawrence 
Richer, Associate Dean Health Informatics at University 
of Alberta. Dr. Richer adds, “the willingness of the 
group to engage in important work like this is a 
testament to the collaborative spirit that has been 
fostered among the MICYRN Clinical Research 
Informatics community. We are fortunate to have 
a broad compliment of informatics expertise in this 

group, representing many of the research institutes 
across MICYRN; this work is another significant 
step towards facilitating research in women’s and 
children’s health.” 

Please contact Stephen Barbazuk, Executive Director, 
MICYRN at stephen.barbazuk@cw.bc.ca to learn 
more about how to access the MICYRN REDCap 
platform for regulated clinical trials.



BOD members: Drs. Brent Scott, Alan Bocking, Sandra Davidge, Victor Han

INFORM

On May 2nd, members of the MICYRN’s Coalition 
of Networks met in Vancouver to discuss shared 
interests and identify mechanisms for ongoing 
MICYRN support. The coalition, which was created 
to heighten attention to maternal and child health 
issues and recognize the valuable contribution of 
practice-based networks that connect researchers 
and clinicians across Canada, previously met to 
identify areas for collaboration, as well as barriers 
common to the networks. 

At this year’s meeting MICYRN also presented its 
participation in an area of special interest to the 
networks: involving patients and families in the 
research process and making outcomes relevant to 
both them and the wider public. 

Several areas where MICYRN could provide 
value to the networks were also identified over 
the course of the meeting. One of the ways is for 

MICYRN to act as the ‘go-to’ for information (an 
example of this is leveraging online collaboration). 
Another way is for MICYRN to connect networks 
that may have shared opportunities. MICYRN was 
instrumental in facilitating these connections during 
the development of the 2013 Rare Diseases NCE 
submission and the Letter of Interest to CIHR’s call 
for ideas for new national networks (spring 2013). 
With news that CIHR is planning to launch a call 
for SPOR networks in chronic diseases, MICYRN is 
in the position to help facilitate this work. Providing 
resources for surveys, workshop facilitation, and 
consulting on governance, growth and business 
advice are a few ways MICYRN can help the 
coalition in these objectives.

Network members also saw importance in MICYRN 
helping to demonstrate the value of networks 
and the need for cross-country collaboration to 
meet maternal and child health research needs. 
Assistance in coordinating the message of impact 
across networks to assist with gaining support from 
partners, charities and funding bodies, was also 
identified as a key area of support.

 MICYRN looks forward to working more closely with 
the research networks in the future and addressing 
these identified areas of support.
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Network Coalition Workshop CONNECT

MICYRN 2014 AGM
On June 5th, MICYRN held its Annual General 
Meeting in Vancouver with a large representation of 
members in attendance. Dr. Victor Han, member of 
the Board of Directors, was recognized for both his 
hard work and contributions to MICYRN, as well as his 
commitment to the network over the years. Dr. Han 
is stepping down from the Board this year, and at the 
AGM Dr. Alain Moreau, Director of Research, Sainte-
Justine University Hospital Center, was ratified as the 
Board’s newest director. 

The AGM was followed by a strategic planning session, 
attended by MICYRN members and representatives 
from CCCHR and CCHCSP. One key objective of the 
meeting was to highlight and gain consensus on the top three national initiatives that are priorities for 
MICYRN and CCCHR to support. The team also looked at the next steps in building the case for a national 
strategy for providing better medicines for children. Dr. Nicola Jones, Principal Investigator at CCHCSP, 
gave a presentation on the training program, which was followed by a discussion on strategies and 
actions  to improve long-term sustainment. Next year’s AGM will be held in Halifax. 


