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About OIFE 
The Osteogenesis Imperfecta Federation Europe (OIFE) is an umbrella organization for 
associations dealing with the rare condition Osteogenesis Imperfecta (OI) also known as brittle 
bone disease. The federation was first established in 1993 by six founding OI-organizations 
and was registered as a non profit in the Netherlands. It was reestablished and registered as 
a non profit (NPO) in Belgium on March 8th 2022.  
 
OIFE’s mission is to connect and empower organizations, professionals and individuals to 
improve lives of people with OI. 
 
OIFE's ordinary (full) member organizations are European national patient organizations and 
our main activities are based in Europe. But we collaborate with OI-organizations around the 
world with the intention to exchange ideas, information and best practices. 
 
Our membership categories are as follows:  
 

1. Ordinary European members  
These organizations are European national organizations who pay a membership fee 
and have a vote at our Annual General Meeting (AGM).  

 
2. Associate members  

 
a) Non European member organizations 

These are national organizations from outside Europe who pay no membership fee 
and have no vote at our AGM. These member organizations are sometimes referred 
to as partner organizations.  

 
b) Supporting members 

The supporting members are organizations who support OI one way or another, but 
don’t fit into the two main categories. They are divided into 3 categories:  

• Research foundations (incl. Care4BrittleBones & Ahuce Foundation) 

• Aid organizations (like Padrinos)  

• Other organizations who support OI one way or another 
 

c) Honorary members (individual persons)  

 



 
 
How is the OIFE governed? 
 
The Annual General Meeting (AGM)  
The highest decision making body of OIFE is the Annual General Meeting (AGM), which 
consists of delegates from all its member organizations. The AGM normally comes together 
once a year before July 1st. At the AGM it is only the delegates of ordinary member 
organizations who have the right to vote.  
 
The Board  
The AGM elects a Board with minimum four members. There is no maximum number of Board 
members. The OIFE Board currently consist of seven people.  
 
The formal positions include the OIFE president, a vice president and a treasurer. In addition 
we have four board members, where one is called communication manager. The Board is in 
charge of the day to day operations. The OIFE is further advised by its honorary members and 
OIFE Medical Advisory Board (MAB). 
 
The operational management of the non-profit organization internally, as well as the external 
representation of the operational management, may be granted by the Board to one person, 
who may or may not be board member. This person shall hold the title managing director. The 
Board is responsible for supervising this operational management. 
 

 



The appointed volunteers 
The OIFE is run entirely by volunteers. Some are formally appointed by the Board: 
 
Secretary:  
Supports the Board with administrative tasks and by editing the OIFE Magazine 
 
Webmasters:  
Assist the Board with the technical aspects of the OIFE website. Content is coordinated by 
OIFE’s secretary & communication manager. 
 
Social Network coordinators (peer support):  
Assists the Board with helping individuals who contact the OIFE with questions or need for 
advice or peer support. The main social network coordinator is also the administrator of 
OIFE’s Facebook group for adults and part of the moderator team.  
 
Youth coordinators:  
Support local organizations with hosting youth events, moderate Facebook-group and peer 
support to young people with OI 
 

 
 
Other volunteers are helping out on different projects, activities and ad hoc tasks.  
 
Governing documents 
The official rules of the OIFE are laid down in its statutes and our financial policy:  
https://oife.org/who-we-are/governing-documents/ 
 

What is an OIFE representative?  
The OIFE representatives (formerly known as delegates) are the official links/contact persons 
between OIFE and the OIFE member organization. Each member organization is encouraged 
to have 3 representatives – one main representative and two replacements. Representatives 
from ordinary members have a vote. This is not the case for associate members, who’s main 
function is information flow between OIFE and the member organizations and vice versa. At 
the AGM the representatives are called delegates.  
 

https://oife.org/who-we-are/governing-documents/


How are representatives appointed?  
It’s up to each and every organization how and when to choose their representatives and 
replacements. The number is yet limited to three persons. These are the minimum 
requirements:   

• Be able to communicate in English  

• Be member (or staff member) of the OI association you are representing 

• Not necessarily a Board/staff member, but you should be well connected 

• Be well aware of the situation in your own OI association.  

• Time and willingness to communicate news from OIFE to the member organization and 
vice versa.  

 
An interest in international questions and OIFE projects and activities is an advantage.  
 

 
 

You are the OIFE! - Tasks of an OIFE representative 
As the OIFE representative – you are one of the most important people in our organization. 
Because without the efforts of the OIFE representative – OIFE will not succeed in reaching our 
goals. By sharing our internal newsletters, magazines, our initiatives and providing us with 
information about what’s going on in your organization, you make our work worthwhile and 
have an effect.  
 
This is an example of activities you are expected to contribute with as OIFE representative 
from an ordinary (full) member organization:  
 

1. Participate and vote in OIFE AGM as the official delegate once a year – associate 
members will be invited to listen and learn, but do not have a vote  

2. Participate and vote in extraordinary general meetings (EGMs)  
3. Cast email votes outside AGMs 
4. Pay the membership fee to OIFE (or make sure someone from your organization does)  
5. Inform OIFE about activities and news from your organization 
6. Annual reports & surveys  

a. Answer annual survey to update contact lists and provide statistics   
b. Create annual text report about your organization’s activities the past year  



7. Inform OIFE about  
a. bigger events for OIFE calendar 
b. bigger projects/events that could be of interest to others  
c. OI-experts (orthopedists, physiotherapists etc.) in your country who have 

consented to receive information/invitations from OIFE  
d. potential content for OIFE Magazine, website and social media 

8. Keep up to date with OIFE news through OIFE Magazine and internal newsletters  
9. Inform your organization through text, web, social media or meetings about  

a. content from OIFE Magazine relevant for your members (both text and photos 
can be freely used/translated without OIFE’s consent) 

b. relevant news from our webpage: https://oife.org/news-resources/ 
c. information from the internal newsletters from OIFE president relevant for 

your Board/organization  
d. the OIFE passport https://oife.org/news-resources/oife-passport/ 
e. national/international conferences/seminars  

10. Answer to requests for advice and support from the Board  
11. Distribute  

a. invitations to international conferences seminars to professional contacts in 
your country when relevant  

b. the OIFE passport to members in your organizations who want to buy one 
 

OIFE Libraries  
As part of the Stronger Together project, we have developed two libraries on Google Drive 
with resources that our ordinary member organizations are free to use internally. If you want 
to use them externally (ex: share it on your website) you have to ask us for permission first.  
 
Research library  
In the research library, we have gathered scientific articles related to OI and rare bone 
conditions. Some of these are behind paywall and we have gotten access via researchers we 
work with. This is why we ask you to use the articles internally in your organization. The 
catalogue has been divided into subfolders, to make it easier for you to find articles about 
certain topics. You can access the library here.  
 
Organizational resources  
We have also created a Google Drive with organizational resources that can be used by our 
member organizations in their different activities. The folder includes:  
 

• Documents and recordings from OIFE AGMs and OIFE Leadership Meeetings  

• Resources on topics like advocacy, communication, fundraising, management and 
strategy, research and development and tools for meetings and events. 

• Documents on transparency and financial support from commercial stakeholders  

• All the resources from the Stronger Together conference in Valencia  

• Magazines from OIFE members  
 
There is also a folder where we can add resources from our member organizations. We can 
help with translation to English if needed. You can access the OIFE member library here. 
 

https://oife.org/calendar/
https://oife.org/news-resources/oife-magazine/
https://oife.org/news-resources/
https://oife.org/news-resources/oife-passport/
https://drive.google.com/drive/folders/1pO9Ft2KW-btMvTYMGb2gdOMMn-m_2dB3
https://drive.google.com/drive/folders/1kYaWWAkfpcDvVFfkOCdzJ7yjjDuxsqWT


Membership fee  
Ordinary member organizations of OIFE have a vote and they are also obliged to pay the 
annual membership fee of 400 euros. Deadline to pay the fee: April 1st 
  
If the fee is not paid before the AGM, your organization will lose the opportunity to vote at 
the OIFE Annual General Meeting (AGM). 
  
Apply for a lower fee 
If your organization is undergoing financial difficulties, you can apply for a lower fee (see 
table below) based on the financial income you had the previous year.  
 

Income in Euros Minimum fees in Euros 

Less than 1000 10  

Between 1000 and 4999 50  

Between 5000 and 9 999 100  

Between 10 000 and 49 999 200  

Between 50 000 and 99 999 300 

More than 100 000 400 

  
To apply for a lower fee – please contact treasurer@oife.org before the deadline provided 
by the treasurer. Before the Board can grant you a lower fee, you have to send our treasurer 
your organization’s financial report from the previous year or a formal statement where you 
declare your total income from the previous year and that you will send the financial report 
when finalized.  
 
If your member organization should wish to provide extra financial support to the OIFE, you 
may provide a separate donation. 

 

 
 
 
 
 
 

mailto:treasurer@oife.org


Annual General Meeting (AGM) 
 
What happens at the AGM? 
Each year all representatives are invited to the Annual General Meeting (AGM).  
 
The main representative holds the vote as the official AGM delegate, but this person can 
delegate it to one of the substitutes. In special circumstances the vote can also be delegated 
to another person in your organization or to another member organization by proxy. A 
member organization can maximum vote on behalf of one extra organization in addition to 
themselves.  
 
As the main rule, the AGM is a face to face meeting, but it can also be online. In addition to 
OIFE representatives and their substitutes, the following people can be invited:  

• OIFE volunteers 

• volunteers from other organizations 

• professionals 

• other people with an interest in OIFE 
 

At the AGM the Board accounts for OIFE’s activities in the past year, future plans and policies 
are discussed and members exchange news and ideas. The voting members at the AGM will 
decide about the following:  

• Approval of annual report from the OIFE Board  

• Approval of financial report for the past year  

• Approval of budget  

• Changes of Statutes (not every year)   

• Election of board members 
 
The chairman of the Board (OIFE president) shall also convene an extraordinary AGM when at 
least 1/5 of the members request it.  
 
Email vote 
As a rule an AGM will be a meeting in persona, but if need arises, the Board has the right to 
decide to have AGM decisions made by a mail vote. If an email vote is not unanimous 
(supported by all members) it is not valid as email vote and needs to be decided in an ordinary 
or extraordinary AGM.  
 
Travel support  
The AGM delegates will advance their travel expenses. The OIFE treasurer can reimburse 
travel costs of a delegate and other representatives if the member organization does not have 
the funds to pay. Before refunds can be made, a refund claim must be sent to OIFE treasurer 
and approved. 
 
These documents you should be aware of / know where to find: 

• OIFE statutes: https://oife.org/who-we-are/governing-documents/ 

• OIFE long term strategy (4 years): https://oife.org/who-we-are/vision-mission/ 

• Annual reports: https://oife.org/what-we-do/annual-reports/ 

• Financial policy: https://oife.org/who-we-are/governing-documents/ 

https://oife.org/who-we-are/governing-documents/
https://oife.org/who-we-are/vision-mission/
https://oife.org/what-we-do/annual-reports/
https://oife.org/who-we-are/governing-documents/


Communication 

 
The logic of our email system works like this: 
 

• italy@oife.org (as example) is forwarded to the Italian delegate and his/her 
replacements 

• europe@oife.org goes to ALL representatives and the substitutes from a 
European member organizations  

• associate@oife.org goes to ALL representatives and the substitutes from 
national organizations outside Europe  

• supporting@oife.org goes to ALL representatives and the subtitutues from 
supporting member organizations  

• board@oife.org goes to all members of the OIFE Board 

• office@oife.org goes to OIFE president and OIFE secretary  

• president@oife.org is forwarded to OIFE president  

• secretary@oife.org is forwarded to OIFE's volunteer secretary  

• communication@oife.org is forwarded to OIFE’s Communication Manager 

• treasurer@oife.org is forwarded to OIFE treasurer  

• webmaster@oife.org is forwarded to TEAM webmaster 

• youth@oife.org is forwarded to TEAM youth coordinators  

• socialnetwork@oife.org is forwarded to TEAM social network   

• Board members can be reached as individuals via  
firstname.lastname@oife.org 
 

 

 

 
 
 
 
 
 



Follow, like & share! 
We encourage you to follow OIFE on social media and like and share our content:  
 

• https://www.facebook.com/oioife  

• https://www.instagram.com/oioife/ 

• https://www.youtube.com/c/oifeORG 

• https://www.linkedin.com/company/oife/ 
 

If many people like, share or respond to a post a short time after being published, it can have 
a major effect on how many other people who will see the post in their newsfeeds.  
 
 

 
Please don't hesitate to contact office@oife.org if you have questions! 
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