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Introduc)on 
This code of conduct outlines the expecta7ons of the RARE.Qc Network for all its 
members. Establishing a code of conduct is a vital step for the RARE.Qc Network to uphold ethics, 
professionalism, and foster a posi7ve and collabora7ve environment. 
 
Code of conduct content 
It contains policies, behaviors, and consequences that aid in avoiding any conduct viola7ons. It 
serves as a roadmap for all network members, helping them understand their expected 
par7cipa7on in the Network and what cons7tutes a viola7on of the Network’s policies.  
 
Membership status 
The status of each member is reviewed every two years; and the absence of any scien7fic ac7vity 
or contribu7on within the Network for a period of two (2) years may result in a change of status 
or termina7on of membership. However, if they resume their research ac7vi7es, they may again 
apply to join the Network. 
 
Par)cipa)on 
Regular* and student* members must contribute to the vitality of the Network by: 

• Par7cipa7ng in the RARE.Qc governance as a commiSee member, working group 
member, and/or par7cipant to one or more RARE.Qc ini7a7ves 

• Sharing valuable rare disease exper7se (i.e., SOPs, technical guidance, clinical data, 
research material, training material) within a collabora7ve framework 

• Collabora7ng in the Network's planning and evalua7on ac7vi7es by providing the 
informa7on requested by the Network, such as their updated publica7on list (through 
ORCID account), CV, documenta7on on research grants awarded, progress reports and 
other data that would benefit RARE.Qc members. 

• Acknowledging the Network's contribu7on as a co-author in academic products 
(including, but not limited to, presenta7ons, publica7ons, posters, abstracts, print/web 
educa7onal material) that are possible through RARE.Qc-ini7ated collabora7ons, 
samples/data sharing made available to members, funding opportuni7es, knowledge 
exchange and dissemina7on of ideas, or other similar ac7vi7es. The acknowledgment of 
RARE.Qc as a co-author allows the Network to track important performance 
measurement indicators, and add to the Network’s vitality, visibility, credibility and 
outreach. Please use ORCID ID 0009-0009-1928-1598 where possible. 

• Agreeing to abide by the FRQ Policy on Responsible Conduct in Research. 
 
Partner* members must contribute to the vitality of the Network by: 

• Par7cipa7ng in the RARE.Qc governance as a commiSee member, working group 
member, and/or par7cipant to one or more RARE.Qc ini7a7ves 

• Sharing valuable rare disease exper7se (i.e., lived experience, guidance in mobilizing a 
specific community, interna7onal collabora7ons) 

https://frq.gouv.qc.ca/app/uploads/2024/04/principes_dir_gestion_res_2024.pdf
http://www.frqs.gouv.qc.ca/documents/10191/186005/Politique+sur+la+CRR_FRQ_2014.pdf/4e383bf5-95f6-45c2-be65-08879f8788a1
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• Connec7ng members to valuable rare disease exper7se and/or funding opportuni7es to 
promote knowledge genera7on, accelera7on and/or use.  

• Acknowledging the Network's contribu7on as a co-author in published products 
(including, but not limited to, presenta7ons, publica7ons, posters, abstracts, print/web 
educa7onal material) that are possible through RARE.Qc-ini7ated collabora7ons, 
samples/data sharing made available to members, funding opportuni7es, knowledge 
exchange and dissemina7on of ideas, or other similar ac7vi7es. The acknowledgment of 
RARE.Qc as a co-author allows the Network to track important performance 
measurement indicators, and add to the Network’s vitality, visibility, credibility and 
outreach. Please use ORCID ID 0009-0009-1928-1598 where possible. 

• Agreeing to abide by the FRQ Policy on Responsible Conduct in Research. 
 
Guiding Principles 

• Promote considera7on for and human rights of all popula7ons affected by rare diseases. 
• Par7cipate openly and transparently.  
• Demonstrate a sense of respect of opinions, diversity and responsibility toward one 

another, RARE.Qc members and the public. 
• Respect and maintain the confiden7ality of informa7on gained through your role as 

RARE.Qc member, including but not limited to internal documents, or individual 
personal informa7on about persons affected by rare diseases. 

• Not aSempt to gain financial advantages while par7cipa7ng in RARE.Qc ac7vi7es. 
• Only speak on behalf of RARE.Qc when the appearance or par7cipa7on has been 

preapproved by the RARE.Qc Management CommiSee. 
• Share resources (i.e., data, samples, SOPs) in a collabora7ve manner. 
• Respect and abide by any agreements or data sharing policies in place 

 
What is considered unacceptable behaviour? 
Unacceptable behaviour is any behaviour (ac7ons/comments) that directly or indirectly harms 
another person or creates an unsafe or hos7le environment for any person. This includes: 

• Inappropriate ac7ons, comments or speech concerning a person’s background, including 
but not limited to a person’s race, gender, sexual orienta7on, ethnicity, religion or any 
other aspect. 

• Any form of racism, discrimina7on, sexual harassment, in7mida7on, or any form of 
unwelcome solicita7on of emo7onal or physical in7macy. 

• Inci7ng or spreading hatred or violence. 
• Using one’s posi7on or authority in a way that is considered inappropriate. 
• Advocacy of, or encouragement of any of the above behaviours. 
• Scien7fic misconduct, including the use of data or material from another inves7gator, 

(whether they are a RARE.Qc member or not) without explicit consent from the laSer 
 
 
 

http://www.frqs.gouv.qc.ca/documents/10191/186005/Politique+sur+la+CRR_FRQ_2014.pdf/4e383bf5-95f6-45c2-be65-08879f8788a1
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Acknowledgement of FRQS support in the common CV 
The FRQS recommends that network directors, axis leaders and members receiving a network 
grant indicate this in their joint CV, in the “research funding” sec7on.  
For other regular, student and partner members, it is suggested that they indicate their RARE.Qc 
network affilia7on in the “Detailed contribu7ons” document, in the “Ac7vi7es and contribu7ons” 
sec7on. 
 
Breach or viola)on of the Code of Conduct 
A breach or viola7on of code of conduct, is any ac7on that goes against the network's established 
policies and guidelines, either inten7onally or uninten7onally. These viola7ons can be categorized 
as workplace code of conduct viola7ons and professional code of conduct viola7ons, each with 
its own set of consequences. Recognizing and understanding these categories aids network 
members in complying with the Network’s code and upholding a professional work environment. 
 
How will viola)ons be evaluated and consequences? 
Viola7ons of the above Code will be evaluated firstly by the relevant ins7tu7on where the alleged 
viola7on may have occurred and in situa7ons where the viola7on may nega7vely impact the 
RARE.Qc Network, by the RARE.Qc Management CommiSee. Poten7al outcomes of code of 
conduct viola7ons may include verbal or wriSen reprimand, suspension or dismissal from the 
Network, and legal consequences. The FRQS may revoke membership for irresponsible research 
conduct. 
 
Signature 
By clicking in the checkbox on the member applica7on form, I am confirming that I have read 
and understood the RARE.Qc Code of Conduct. 
 
 
 


