FOR PUBLIC CONSULTATION ONLY

Engagement Report for Clinical Commissioning Policies

Unique Reference Number

E03X05

Policy Title

Dornase alfa inhaled therapy for primary ciliary dyskinesia (all ages)

Accountable Commissioner

Bernie Stocks

Clinical Reference Group

Paediatric Medicine

Which stakeholders were contacted to be
involved in policy development?

All CRG registered stakeholders and the following additional groups and representatives:
Paediatric Medicine CRG - all registered stakeholders
Specialised Respiratory CRG - all registered stakeholders
PCD Family Support Group (Children)
PCD Family Support Group (Adult)
Paediatric and Adult PCD Clinicians

Identify the relevant Royal College or
Professional Society to the policy and indicate
how they have been involved

The Royal College of Paediatrics and Child Health [RCPCH] and the Royal College of Physicians. They will be invited to
feedback as part of the consultation process.

Which stakeholders have actually been involved? All of the key stakeholders listed above were invited to comment.
Explain reason if there is any difference from
previous question

N/A

Identify any particular stakeholder organisations
that may be key to the policy development that
you have approached that have yet to be
engaged. Indicate why?

None

The draft policy was circulated to the full membership of the CRG and registered stakeholders for one week for their views, both
to establish whether any amendments to the policy are required, and to understand from their perspective what the key
How have the stakeholders been involved? What questions to ask at consultation might be. Three stakeholder responses were received. Two responses indicated that no
engagement methods have been used?
changes or additions need to be made to the policy proposition. One response requested that NHS England commissions
appropriate research in the use of dornase alpha in non-CF bronchiectasis; this proposal will be discussed at NHS England's
Research Priorities Panel. No changes have been made to the policy proposition.
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What has happened or changed as a result of
their input?

This engagement report will form part of the consultation on the policy proposal. Stakeholders will be notified of consultation
dates.

How have stakeholders been informed of
progress with policy development as a result of
their input?

Not applicable

What level of wider public consultation is
recommended by the PWG for the NPOC Board
to agree as a result of stakeholder involvement?

Public consultation for a period of 30 days as supported by stakeholders.
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