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RDAF activities 

The RDAF is continuously active to raise awareness about rare diseases and improve patients’ access 

to diagnosis, treatment and care in Switzerland. Below are the highlights of the RDAF activities in the 

second half the year 

 
 

Policy monitoring and evaluation 

The RDAF monitored, assessed and informed its members about policy and legislative 
developments for rare diseases in Switzerland, including in the following areas: 

- Reference centers: the kosek opened the recognition process for reference 
centers for rare diseases, following a successful pilot project in 2021, 

- Knowledge and information about rare diseases: an online platform was set up 
by the Förderverein für Kinder mit seltenen Krankheiten (KMSK) to provide fast 
and free access to knowledge and points of contact for rare diseases and the 
Swiss National Rare Disease Registry launched its website, 

- Health policy: the Federal Council presented its program for 2023, which lists 
several initiatives in the health sector, including to improve access to innovative 
therapies and curb healthcare costs. Moreover, the Swiss Parliament adopted a 
motion to ensure the sustainable funding of patient organization activities.  

 
Revision of the Health Insurance and Health Benefits Ordinances (KVV/KLV) 
The RDAF submitted its statement for the public consultation on the KVV/KLV revision 
in September. In its position, the RDAF recalls that access to high-quality care must be 
ensured for all patients and underlines the importance of art. 71 a-d KVV to enable 
access to treatments, especially for rare diseases. The RDAF rejects the revision in its 
current form as the proposed measures would endanger the access to innovative 
therapies and are in contradiction with the national rare disease concept. The RDAF also 
signed a joint statement with 20 other organizations on the revision of art. 71 a-d KVV, 
which highlights the potential negative impact of the planned revision. 
 

 

 

Engagement with stakeholders in the field of rare diseases 

The RDAF attended the symposium organized by the University Priority Research Program 
on rare diseases, ITINERARE, on 1 December 2022. The RDAF President Shayesteh Fürst-
Ladani took part in a panel discussion on orphan drug pricing with representatives from 
academia and the President of the Swiss society of medical and insurance examiners 
(SGV). She presented the RDAF activities and outlined the proposals to improve the 
process for orphan drug assessment and reimbursement in Switzerland, including the 
creation of a multi-stakeholder expert group to support the assessment of innovative 
therapies. 
 
 
 
 
 
 

https://rda-forum.org/wp-content/uploads/2022/09/RDAF-Positionspapier_Revision-KVV-KLV_15-Sept-2022.pdf
https://rda-forum.org/wp-content/uploads/2022/10/221011-Gemeinsame-Position-Revision-Art.-71a-d-def-DE-FR.pdf
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Outlook  

The RDAF remains committed to raise awareness about rare diseases, promote exchanges between 

the stakeholders and adapt the framework conditions to the needs of persons with rare diseases in 

2023.  

• Raising awareness about rare diseases: The RDAF supports the Rare Disease Day, which will be 

celebrated worldwide on 28 February 2023, and will take part in the event organized at the Swiss 

level by ProRaris on 4 March 2023.  

 

• Foster multi-stakeholder exchange:  

▪ The RDAF will co-organize (together with kosek and Interpharma) an information event 

on the recognition process for reference centers for rare diseases on 25 January 2023 

(virtual, 17.00-18.00 CET). The event aims to foster discussion on how stakeholders can 

support the reference centers and increase their impact. 

▪ Early diagnosis for rare diseases will be the focus of a webinar organized by the RDAF on 

30 March 2023 (virtual, 17.00-18.30 CET). The webinar will present perspectives from a 

patient representative, a healthcare professional and an insurer on the topic and will 

feature a discussion round with the speakers and the audience.  

▪ The RDAF will host a multi-stakeholder workshop on post-marketing registries for rare 

diseases in the second half of the year. Additional information will be published closer to 

the event.  

 

• Engage in dialogue with key stakeholders: The RDAF will continue to engage with public 

authorities and other relevant stakeholders and participate in important events in the field of rare 

diseases.  

 

• Assess the legislative and regulatory developments: Important health policy developments are 

expected in 2023 in Switzerland, including on the KVV/KLV revision. The RDAF Working Group will 

monitor and assess key initiatives and ensure that the RDAF position is heard among policy makers 

and other stakeholders.  
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Join the RDAF 

Learn more about the RDAF and how to join us on our website or contact the RDAF Secretariat. 

Rare Disease Action Forum  

c/o SFL Regulatory Affairs & Scientific Communication GmbH 

Aeschenvorstadt 52 

CH-4051 Basel I Schweiz 

+41 61 361 9443 

info@rda-forum.org   

https://rda-forum.org/  
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Industry Healthcare professionals 
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Research organizations 
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