IMPROVING ACCESS TO DIAGNOSIS,
TREATMENT AND CARE FOR PATIENTS
WITH RARE DISEASES

In Switzerland, a rare disease is defined as a condition that affects fewer than 5
in 10,000 people and is life-threatening or chronically debilitating. Although this
may appear to affect a small group within Switzerland, due to the large number
of different rare diseases, at least 7% of the Swiss population is affected by a
rare disease.
The rare nature of these conditions poses an inherent challenge to medical
research and development, making it more difficult for patients to have access to
effective diagnostic tests and treatments. However, improvements in these areas
are possible through communication and coordinated collaboration between all
stakeholders.
Our unique multi-stakeholder approach to improve access for patients with rare diseases
The Rare Disease Action Forum (RDAF) is a nonprofit
multi-stakeholder organization in Switzerland. Its
members share the common goal and responsibility
to improve the lives of patients with rare diseases,
by raising awareness and facilitating access to
diagnosis, treatment and care.
Our unique collaborative approach brings together
experts in the field of rare diseases, providing a
platform for holistic and balanced exchange of
ideas. We recognize perspectives from patients,
industry, research organizations, healthcare

professionals, politics, federal offices and insurance
companies, to find consensus approaches for
united action.
The RDAF addresses rare disease specific challenges
related to the Swiss regulatory environment, value
assessment of orphan drugs and other processes
impacting patients with rare diseases. On a
foundation of trust and constant dialogue, our
multi-stakeholder approach develops balanced and
constructive solutions to effect meaningful change.
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WHAT RDAF IS COMMITTED TO
Raise awareness and foster dialogue for the needs of patients with rare diseases
Patients with rare diseases face specific challenges compared to other patients. It is important to RDAF
to increase awareness among decision-makers to the challenges the rare disease community faces.
We seek dialogue with key
stakeholders, including patients,
physicians, public authorities and
payors with the goal to develop
understanding and consensus.

development of tools in overcoming
reimbursement hurdles or sustainable
funding of registries for rare diseases
in Switzerland.

Since 2014 RDAF regularly organizes
multi-stakeholder workshops on topics
such as value assessment for orphan
drugs, improving patient access to
therapies, and revision of invalidity
insurance or registries for rare
diseases in Switzerland. Roundtable
discussions identified different
areas for improvement, such as the
involvement of specific expertise,

Improve access and adapt the regulatory environment to the needs of patients
with rare diseases
The rare nature of these diverse diseases and the specific expert knowledge required for research,
development and treatment presents many challenges for patients with rare diseases to access proper
diagnosis, therapy and medical care.
We are committed to assess key
areas of rare disease related policies,
regulations and processes, and
actively shape the framework to
improve access for patients with rare
diseases in Switzerland.
Revision of the Swiss Invalidity
Insurance: We initiated actions on
access and social responsibility through
a multi-stakeholder meeting and
submitted a position paper to Swiss
members of Parliament highlighting

aspects important for improving the
situation of patients with rare diseases.
Consultation on the Swiss Ordinance
of Health Insurance launched by the
Federal Office of Public Health: We
provided suggestions for improving
patient access to treatment, with
a focus on aspects that are most
important for the area of rare diseases,
such as the reimbursement process
via Article 71 of the Health Insurance
Ordinance.

Adaptation of standards to enable equal and fair treatment for patients with rare diseases
Value assessment for orphan drugs and reimbursement policies are often challenging due to the characteristics
of rare diseases and related clinical data. An additional hurdle is imposed by value assessments conducted at the
time of marketing authorization without consideration of the growing evidence from use in clinical practice.
We work towards a timely and
predictable value assessment process
for orphan drugs.
OLUtool NonOnko: RDAF organized
an expert dialogue on the exchange
of experience on Article 71 of the

Health Insurance Ordinance and the
OLUtool NonOnko in the field of rare
diseases. We developed a proposal to
improve the OLUtool NonOnko taking
into account the specificities of rare
diseases.
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