Proposed framework on a networked @vowakirin
service model for care of adults with
rare bone conditions in England

Kyowa Kirin, a Japan-based global specialty pharmaceutical company, brought together a steering committee of clinicians and patient
representatives to make recommendations on how to improve care for people with rare bone conditions. This led to the development
of the Proposed framework on a networked service model for care of adults living with rare bone conditions in England.

Some of the challenges highlighted and recommendations made in the Proposed framework can be found below. If you would like to find
out more on the other recommendations made, for example around the transition from paediatric to adult services, please refer to the

Proposed framework.
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Call to action

The authors of the Proposed framework urge the wider rare bone community, to join them in advocating for these recommendations to be adopted,
so that care for adults with rare bone conditions is improved.

They hope these recommendations can also help the wider rare disease community access better quality care.

Disclaimer: The Proposed framework was fully funded by Kyowa Kirin, with writing support from Evoke Incisive Health. The steering committee had full editorial control of its content and received no payment for their contribution and insights except honorarium for an initial meeting.
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https://www.kyowakirin.com/sustainability/community_involvement/access_to_health_and_nutrition/pdf/proposed_framework_for_rare_bone_conditions_england.pdf

