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Rare Diseases Denmark 
• Rare Diseases Denmark is the national alliance of 52 small 

rare disease societies
• 12.000 members
• 200 diagnosis

• Rare Diseases Denmark also hosts NURD –Network for Ultra 
Rare Diseases
• 170 diagnosis
• 560 members – 70 is alone with their diagnosis

• The member societies are mainly run by volunteers: 
patients and their relatives

• The work of Rare Diseases Denmark is based on volunteers 
and a minor professional office

Előadó
Bemutató megjegyzései
Thank you so much for inviting us to the annual meeting. You might consider why we are here since we do not have a helpline – well at least not yet. During september this year we will open the lines for a danish Helpline. Perhaps some of you already know Rare Diseases Denmark and for you who doesn´t I´ll give a brief presentation.5 employes (2 are working full time)



The danish Help line reappear
• From governmental organisation to Rare Diseases

Denmark

• Anchored in Rare Diseases Denmark

• Partly funded by the private Danish foundation
TrygFonden and (hopefully) the Danish Health Authority 

• Staffed by our secretariat and volunteers

Előadó
Bemutató megjegyzései
 - Due to administrative structure changes the former Danish Helpline for people living with rare diseases was closed down in 2013. A Helpline that was run by a government organisation.   - This new Helpline is situated and anchored in Rare Diseases Denmark. Three quarters of the complete budget comes from the Danish foundationTrygFonden. We're pretty confident that the last quarter will be granted by The Danish Health Authorities. If not, we need to scale down the ambitions of the helpline and that is doable. It’s a four year project with good option of being financial anchored by Danish authorities. - The plan at the moment is, at that Helpline is to be developed and operated in the interaction between paid professionals and volunteers



Volunteers and professionals
• At the ”frontdesk” 

• Secretariat employees
• 3 to 4 volunteers 

• Network
• Approx. 20 volunteer counselors from our member 

associations
• Panel of Experts – working pro bono (hopfully)

• Geneticist, Lawyer, Physician etc.

Előadó
Bemutató megjegyzései
 - The frontdesk will be handled by staff from the Secretariat. Several of the current employees have experience working in a help line. However, we lack social professional skills and therefore the plan is to employ a social worker part time. This in recognition of, that the contact to the social system takes up a lot of time and effort for people living with rare diseases. - Helpline must be based on the unique knowledge that already exists in the member organizations. When it comes to supportive conversations and coping support the volunteer counselors have skills and experience. On the other hand, a level of professionalism is crucial to quality guarantee the Helpline, also to take care of the volunteers can be covered by.- The counselors can contact the experts if they are unsure about questions concerning insurance, health and social issues.



Core activities

• To provide:
• supportive conversations
• information about patient organizations and other networks
• information about living with a rare diseases

• To create and disseminate new knowledge about rare 
disease and disability groups

Előadó
Bemutató megjegyzései
Numerous studies shows us that it is difficult for PLWRD to navigate the systems. With our Helpline we will be able to help giving the right tools to navigate. The point of departure is that PLWRD need support, information and advice across sectors - health, social, other sectors, civil society, etc. The counselors at Helpline will be the GPS in the complicated rare landscape - they must help create order from chaos. Our ambition is to build a Helpline  targeted rare patients and their families to assist them in coping with life with rare diseases and disabilities. Helpline may supplement, tie together and strengthen other efforts.



Where are we at this point?
• Stage 1 – developing the organizational model

- Mapping the resources
- Education and training
- Purchase and translate the datasystem  
- Information campaign
- And much more…

• Stage 2 - establish Helpline
• Helpline is to be located in the office of Rare Diseases

Denmark
Our ambition is to handle 200 – 400 inquiries pr. year

Előadó
Bemutató megjegyzései
 We are at the very beginning in stage 1, developing the detailed organizational model for Helpline. And the landscape of internal and external ressources. Stage 2 contains the establishment of Helpline and: - Implementing a training program that ensures that the counselors will have the right tools to provide advice - Information campaign to draw attention to the possibility of appealing to the Helpline is. The campaign target NURD, relevant hospital environments, existing professional counseling, caseworkers etc.�The expectation is that the Helpline is, when fully implemented, handles 200-400  inquiries pr. year. 



Please share your experience!
• Organization

• What do you consider pros and cons of having voluntary and/or 
professional staff? Do they work together?

• How do you use external experts – if you use them?
• How did you get access to external experts?

• The phone number
• Do you have a separate number for your Help Line?

• Advertising 
• How do you advertise your Help Line? (homepage, campaigns, 

through professionals, social media, otherwise)
• What works for you?
Funding?

• What is the biggest challenge for your Helpline right now?
• What is your best advice for us? 

Előadó
Bemutató megjegyzései
Our Helpline is going to be an integrated part of the secretariat of Rare Diseases Denmark



Please share your experience!
• How is your Help line organised:

• Staff: Professionals, volunteers?
• Access to external based experts?
• Funding?

• How to get in touch with your Helpline:
• Fixed opening hours?
• Autonomous phone number /e-mail? 
• Is a personal meeting possible?

• How do you advertise your Helpline 
• Homepage?
• Campaigns?
• Through professionals?
• Otherwise?

• What is the biggest challenge for your Helpline right now?
• What is your best advice for us? 

Előadó
Bemutató megjegyzései
Our Helpline is going to be an integrated part of the secretariat of Rare Diseases Denmark
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