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How to start an OI-organization  
 

These guidelines were created by the Osteogenesis Imperfecta Federation Europe (OIFE), the 

Osteogenesis Imperfecta Foundation (USA) and the Brittle Bone Society (UK) based on how 

existing organisations have been started. 

 

First steps 

➢ Collect names and contact details of people with OI, interested and/or experienced medical 

professionals (doctors, physiotherapists etc.) and/or scientists and other possibly helpful 

contacts – such as other OI-associations, clinics, etc. Make sure you register the information 

in a database where people can be sorted in categories (excel or similar).  

 

➢ Start with a core group of individuals and families and try to meet on a regular basis. 

Experience shows that it is useful to have both adult OI-people, parents and professionals 

actively involved as they have different motivation and objectives that can stimulate each 

other.  

 

➢ If permission by each individual is given, give name and contact details to other OI people. 

Respect relevant national laws for data protection!  

 

➢ Establish a place for getting the work done i.e. someone’s home, or free/low-cost space in 

an office, another non-profit’s office or hospital.   

 

➢ Discuss what your mission might be i.e. information and support, funding research, raising 

money to purchase equipment for individuals, raising money to subsidize a clinic, medical 

education etc. Your mission can be one thing or a combination.  
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Legal and financial matters 

➢ Create statutes to establish an organisation – according to the national laws. Ask a 

lawyer if needed. Ask for copies of existing statutes of other OI associations as example. 

 

➢ Consider writing additional by-laws/policy documents with more practical rules for the 

association’s daily work – by-laws/policies can normally easily be changed and are 

normally not part of the legal procedure. 

 

➢ Work with a lawyer and knowledgeable financial advisor (CPA) to get information on all 

legal issues regarding setting up an organisation/foundation – for instance tax status etc. 

in your country. 

 

➢ Determine how you will be funded i.e. donations, membership fees, grants, etc. 

 

➢ Costs to be expected: 
 

• Legal fees  

• Registration fees   

• Mailings, telephone + internet  

• Web site domain (with a short and informative URL)   

• Web site hosting  

• Travel costs  

• Publications  
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Communication and social media 

➢ Establish a system for communication with interested people: E-mail, printed 

newsletter, website, phone, WhatsApp etc. – Make sure all people receive clear (and 

coordinated) information! Otherwise conflicts and groups within the group can arise!  

 

➢ Establish a system for communication between stakeholders: E-mail, video-meetings, 

chat, meetings, shared drives, telephone, etc. 

 

➢ Consider a Facebook-page for information from the organisation and a closed 

moderated Facebook-group (or other suitable alternative) for exchanging information 

between individuals. Only people who claim to have a personal interest in OI should be 

allowed as members. The name of the group should consist of the term “osteogenesis 

imperfecta” and country/language, to easily separate it from the many existing groups. 

 

➢ Publish contact details to reach the organisation/contact person. Spread information 

about your group and search for people with OI in your country by the use of media (TV, 

radio, internet social media, newspapers).  
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Connection to physicians and stakeholders 

➢ Locate at least one doctor who is familiar with OI who will be your medical advisor, 

preferably one who is affiliated with a medical school or reputable hospital.  

 

➢ Seek contact with patient groups of other rare or similar diseases (EDS, rare bone 

conditions, skeletal dysplasias) or national umbrellas for such groups.  

 

➢ Seek contact with a national umbrella for rare conditions. They might have contacts to 

individuals with your rare disease and might provide important advice and support.   

 

➢ Consider contact with international umbrellas like EURORDIS or Rare Diseases International.  
 

Create objectives for your organization 

➢ Support members by peer support (exchanging information and experiences), relief by the 

feeling of mutual understanding and of not being alone with this special situation  

 

➢ Presentation of problems and needs of people with OI and their families to the public, the 

state and health authorities and national organisations  

 

➢ Collection and publication of information about OI  

 

➢ Development of specialized departments for treatment of OI within a clinic – 

multidisciplinary approach; establish a network of medical professionals  

 

➢ Promotion of research on all aspects of OI  
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Other issues 

➢ Identify individual(s) to serve as a Spokesperson to  

• public  

• medical community  

• policy makers  

 

➢ Decide if/how you want to support research: alone, or as part of a consortium  

 

➢ Decide on format for meetings: regional get-togethers, national, international – the peer 

effect might be bigger in national events, since OI is a diverse diagnosis (it is always good to 

exchange problems/ideas with people as similar to you as possible).  

 

➢ Physician and other health care provider referrals: locate the knowledgeable doctors and 

therapists, inform them about your organisation and let your members know where to find 

informed health care  

 

➢ Awards and recognition: medical professionals, individuals, family and other supporters.  
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Pitfalls 

➢ Do not start too big. Keep it simple.  

 

➢ Inform and involve everyone interested about the activities. If not you might be considered 

exclusive and elitist. Include everyone – you might find people who are willing to help!   

 

➢ Ask about people’s interests/professions – this will help you to find later board members.   

 

➢ Identify an activity or two that your group can definitely do. Usually OI-associations start as 

a means for families to get information and stay in touch with each other.   

 

➢ It’s possible to get many things donated even web sites, but don’t forget to develop a 

financial plan. You don’t want the organisation to disappear because of money troubles.  

 

Resources 

➢ OIFE – Osteogenesis Imperfecta Federation Europe: www.oife.org with many links such as 

OIFE member organizations and OI groups outside OIFE. 

➢ OIF – Osteogenesis Imperfecta Foundation, USA 

➢ IAPO - International Alliance for Patient Organisations 

➢ EPF - European Patients Forum 

➢ EURORDIS – Rare Diseases Europe 

➢ RDI – Rare Diseases International 
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https://oife.org/news-resources/contacts-worldwide/
https://www.oif.org/
https://www.iapo.org.uk/
https://www.eu-patient.eu/
https://www.eurordis.org/
https://www.rarediseasesinternational.org/
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