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Charity Medicines Access Coalition (CMAC) Terms of Reference

Our organisations have come together to identify long-term solutions to the challenge of securing timely,
equitable patient access to innovative, evidence-based medicines across a range of disease areas — while
protecting the financial sustainability of the NHS. We seek to provide a strong, unified perspective, leveraging
our organisations’ activity as research funders, contributors to patient care and support, and representatives
of the patient voice to ensure this perspective is reflected in policymaking.

CMAC’s work will focus on the NICE HTA process and NHS affordability challenges. This will allow CMAC’s
voice across disease areas to be clear and coherent. CMAC’s activity will also be limited in geographical scope
to England.

The Coalition aims to:

e Identify and support the changes we believe are needed to improve the adoption of new medicines
into the NHS in England.

o Work with key stakeholders, including NHS England, NICE, DHSC and the ABPI, as a “critical friend”,
to ensure their initiatives and positions represent constructive responses to the barriers blocking
patient access to new treatment options.

e Champion deeper and more effective patient involvement in the regulatory process to embed a
patient-centric view of value at the heart of decisions on new medicines.

The Coalition was originally convened by Cancer Research UK and Alzheimer’s Research UK. Myeloma UK
currently provide the Chair (Scott Purdon, Head of Patient Advocacy) and Secretariat (Caroline Donoghue,
Access Manager).

The following organisations form the membership of CMAC.

Breast Cancer Now
Cancer Research UK
Cancer52
Cardiomyopathy UK
Cystic Fibrosis Trust

Myeloma UK (Chair & Secretariat)
Neurological Alliance UK

Prostate Cancer UK

Retina UK

Spinal Muscular Atrophy UK

e Action Bladder Cancer UK e Diabetes UK

e Action for Pulmonary Fibrosis e Fifth Sense

e Action Kidney Cancer e Genetic Alliance
o Alzheimer’s Research UK e Kidney Research UK
o Alzheimer’s Society e Leukaemia UK

¢ Blood Cancer Alliance e Make 2nds count
e The Brain Tumour Charity e METUPUK

e Brain Tumour Research e MND association
e BreakthroughT1D (JDFR) e MS Society

[ ] [ ]

[ ] [ ]

[ ] [ ]

[ ] [ ]

[ ] [ ]

All externally facing documents produced for CMAC will feature all members’ logos, and members’ sign-off on
joint documents featuring agreed CMAC messaging (as set out in the CMAC internal report) is given by default.
Members have the option to opt out of representation on such documents but notice of this must be provided
to the Secretariat in good time. Other charities wishing to become involved with the work of CMAC will be
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invited to attend a meeting of the Coalition. Further collaboration across the sector will help to demonstrate a
strong consensus in line with CMAC’s positioning and amplify our influence.

Coalition meetings
CMAC meetings will be quarterly however the Secretariat will have flexibility to arrange interim meetings should
there be relevant policy developments that members wish to discuss.

Meetings will be held virtually on Microsoft Teams or Zoom unless specified otherwise.

Production of strategies and outputs
All CMAC programmes of work must be agreed and signed off by all core CMAC members.
The Coalition’s work will be collaborative, but the drafting of both internal and externally facing documents will

be undertaken by the Secretariat unless there is clear rationale and agreement that other members should
lead or otherwise be involved.

As outlined above, members’ sign-off on externally facing joint documents featuring agreed CMAC messaging
is presumed by default unless members communicate otherwise.

Member engagement with key external stakeholders
Members should look to proactively promote agreed CMAC messaging as part of their routine engagement
with key external stakeholders and other charities, attributing this to CMAC wherever appropriate. This activity
could include:

e Individual members communicating CMAC positions via their existing engagement with target

stakeholders and other charity coalitions.
e Individual members representing CMAC as a whole on relevant working groups;
¢ Individual members seeking opportunities to speak about CMAC’s work at external events.

Sharing of information from external meetings

When members of the Charity Medicines Access Coalition (CMAC) attend external meetings on behalf of
CMAC they represent all members and should use the agreed core messaging of the group. Where members
attend meetings with external stakeholders on behalf of CMAC, a summary of key discussion points and
actions should be circulated afterwards to CMAC members.

CMAC members note the following with regard to confidentiality:

e When confidential papers from external meetings are shared with members, they must remain
confidential and not be shared beyond the group. The sharing of confidential or sensitive information
could damage the reputation of CMAC.

e Members may deem it more appropriate to give CMAC members oral updates on sensitive or
confidential information gained from external engagement, rather than share specific papers. Such
information should likewise be treated as confidential and not shared more widely.

CMAC members and strategic partners note the following with regard to conflicts of Interest:

¢ Members of CMAC should make CMAC co-chairs aware of any conflicts of interest.

e Conflicts of interest could be related to the Coalition’s programme of work or issues relating to external
meetings that members attend on behalf of CMAC.

e Should the chair(/s) become aware that a conflict of interest was not declared by a CMAC member,
the chair(/s) shall decide on the appropriate measures to be taken after hearing from the CMAC
member in question.
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