
CONCLUSIONS:

Innovative learning structures integrating rational and
emotional aspects can allow researchers, marketers, or
other stakeholders from the life-science industry to
better understand patient perspectives. The format may
be well suited for team building and alignment of team
values around patient-needs.
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INTRODUCTION:

Since 2014 patient group representatives have been
able to observe Scottish Medicines Consortium (SMC)
committee meetings as members of the public.
However, they have had no opportunity to participate in
discussions on their submission on the patient
experience of living with the condition under review. In
2017, to strengthen patient engagement, we revised
our processes to enable representatives from all
submitting patient groups to play a bigger part in the
monthly meeting.

METHODS:

The SMC Public Involvement Network (PIN) Advisory
Group consulted on potential issues around patient
group participation in committee meetings.
Recommendations approved for implementation
included (i) provision of comprehensive information and
support to participating patient group representatives,
and (ii) holding an educational session for SMCmembers
on ‘What matters to the patient’. The process change
was introduced in June 2017. Patient group
representatives are invited to complete an online survey
on their experience of taking part in the meeting and
working with the public involvement team.
Implementation is being monitored and will be
evaluated in a commitment to continuous improvement.

RESULTS:

Since June 2017, 14 patient group representatives have
attended SMC meetings for the discussion of their

submission. This has enabled them to answer questions
from committee members and clarify points relating to
their submission, if required. Early feedback has been
positive with participants believing that patient
engagement has been strengthened and that the
patient voice was heard and valued. Patient groups
expressed a willingness to participate again. The
evaluation of their experience to date will be presented.

CONCLUSIONS:

SMC now involves patient group participation at
committee meetings, demonstrating commitment to
listening and responding to stakeholders on patient
engagement. Early feedback has been positive and
suggests that discussions relating to quality of life
impact on patients and carers better reflect the lived
experience. This ensures we are meeting our
commitment to openness and transparency and
strengthens patient engagement in our process.
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INTRODUCTION:

The Scottish Medicines Consortium (SMC) works in
partnership with patient groups and carers to capture
their experiences to help inform decisions on new
medicines. To better inform their participation in the
SMC assessment process, patient groups highlighted a
need for information from submitting pharmaceutical
companies about the new medicine under review.

METHODS:

We established a multi-stakeholder short life working
group (SLWG) to explore how to meet these needs. The
group comprised members of the SMC Public
Involvement Network (PIN) Advisory Group,
representatives of two pharmaceutical companies and
the Association of British Pharmaceutical Industries, and
the SMC public involvement team. The main outputs
were the development of a new Summary Information
for Submitting Patient Groups (SIP) form and supporting
guidance document. The SIP form completed by the

ORAL PRESENTATIONS 11

https://doi.org/10.1017/S0266462318000880 Published online by Cambridge University Press

mailto:lindsaylockhart@nhs.net
mailto:lindsaylockhart@nhs.net
https://doi.org/10.1017/S0266462318000880


submitting pharmaceutical company is then shared by
SMC’s Public Involvement Team, to assist submitting
patient groups.

RESULTS:

The SIP form was implemented in June 2016, and
following positive evaluation, became essential for
inclusion with the pharmaceutical company’s new
medicine submission in June 2017. Feedback has been
positive, with patient groups reporting that the form
includes valuable information that they may not
otherwise have been able to access including the
positioning of the medicine in the treatment pathway,
information on dosage, administration and side-effects.
The form is also completed in plain English without
overly technical or marketing information. Company
representatives who have completed the form state
that it provides clear information on the licensed
indication, enables accessible scientific evidence for
patients and families/carers, and allows them to give
accurate and balanced information about the medicine.

CONCLUSIONS:

Partnership working with key stakeholders has enabled
SMC to provide improved information to submitting
patient groups. A better understanding of a new
medicine may in turn allow patient groups to participate
more effectively in the HTA.
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INTRODUCTION:

The National Institute of Health and Care Excellence
(NICE) assesses the efficacy and safety of interventional
procedures for use in the National Health Service (NHS).
Since 2006, NICE’s Public Involvement Programme (PIP)
has obtained ‘patient commentary’ to inform
committee decisions, using a questionnaire asking
patients about their experience of the procedure
including benefits, disadvantages and side effects.
Commentary is considered by the committee alongside

other evidence. The PIP has piloted a project to: capture
the impact of the patient commentary on the
committee’s decision-making; explore patterns of
impact; and identify criteria that indicate when patient
commentary may not be required.

METHODS:

The pilot included all interventional procedures
guidance started between February 2016 and February
2017. Committee members’ views were captured using
a form completed whenever patient commentary was
considered. Responses were anonymized, entered into
an electronic system, analyzed, and correlated against
‘committee comments’ in the published guidance. After
twelve months, there was an unrepresentatively narrow
spread of conditions, and most topics were updating
previously published guidance rather than novel topics.
The pilot was therefore extended by six months.

RESULTS:

Patient commentary commonly had an impact on
decision-making; however, no discernible patterns have
yet been identified, nor criteria for when it may not be
required. Key findings were: (i) patient commentary is
equally useful for guidance updates as novel guidance,
and (ii) interpretation and assessment of ‘impact’ varied
across committee members but the majority agreed it
reinforced the other evidence.

CONCLUSIONS:

Patient commentary has a measurable impact on
committee decision-making. Very occasionally it
provides new evidence and routinely provides
reassurance that the published evidence is
substantiated by real-world patient opinion. Measuring
the impact of commentary seems to have raised its
profile, with more committee comments about patient
issues included in guidance during the pilot than in
preceding years. The project needs to be extended to
identify which procedures are least likely to benefit from
patient commentary and why.
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