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This policy is being
considered for:
Is the population described in
the policy similar to that in the
evidence reviewed, including
subgroups?
Is the intervention described
in the policy similar to the
intervention for which
evidence is presented in the
evidence review?
Are the comparators in the
evidence reviewed plausible
clinical alternatives within the
NHS and are they suitable for
informing policy
development?
Are the clinical benefits
described in the evidence
review likely to apply to the
eligible population and/or
subgroups in the policy?

Are the clinical harms
described in the evidence
review likely to apply to the
eligible and /or ineligible
population and/or subgroups
in the policy?
The Panel should provide
advice on matters relating to
the evidence base and policy
development and
prioritisation. Advice may
cover:
• Balance between benefits
and harms
• Quality and uncertainty in
the evidence base

For routine
commissioning
Yes.

X

Not for routine
commissioning

Yes.

No, the comparator used was a weaker strength of
an aqueous product than the one used in the UK.
However, the panel agreed that this was likely to
be a plausible comparator for the NHS.

Yes. However, Panel noted that the evidence
based was limited as there is only data on 90 day
follow up available. A reduction of photophobia
was demonstrated. Panel noted that the reduced
frequency of administration and storage of the
product under review is likely to improve
compliance was the main benefit.
Yes.

The Panel approved the policy to progress to
stakeholder testing, subject to the following
amends:
- There was a typo in the CPAG Summary
report to amend.
- The wording on page 7 of the policy ‘As
members of the PWG.’ should be removed
and included in the Patient Impact Report if
appropriate.
- Remove the paragraph on page 7 – ‘A
member of the policy working group

• Challenges in the clinical
interpretation and
applicability of policy in
clinical practice
• Challenges in
ensuring policy is applied
appropriately
• Likely changes in the
pathway of care and
therapeutic advances that
may result in the need for
policy review.

Overall conclusion

representing Metabolic Support UK and
Cystinosis Foundation UK conducted a
survey to capture patients’ experiences of
the treatment options available for corneal
cystine crystal deposits caused by
cystinosis. Most patients described their
eyes as feeling itchy, gritty and “like they
have sand in their eyes”. Other symptoms
included watery eyes, blurred vision, eye
soreness, eye pain, eye irritation and dry
eyes, migraines and headaches. They
reported compliance to be challenging due
to the long order and delivery wait times (3
weeks) and the short shelf life (sometimes
3-4 weeks). Most respondents stated they
were not satisfied with their current
treatment and described the difficulty of
refrigerating, using and storage as a major
issue’.
- Include in the treatment criteria – ‘where
patients are likely to be allergic to or have
reacted to the preservatives contained
within this product a preservative free
product should be prescribed’.
This is a proposition
Should
X
for routine
proceed for
commissioning and
routine
commissioning
Should be
reversed and
proceed as not
for routine
commissioning
This is a proposition
Should
for not routine
proceed for
commissioning and
not routine
commissioning
Should be
reconsidered
by the PWG
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Post meeting note:
There was a typo in the CPAG Summary report amended. The CPAG summary
report template has changed since the panel consideration so the information has
been transferred into the new template and checked for accuracy.

The wording on page 7 of the policy ‘As members of the PWG’ was removed.
The policy proposition template has changed since submission to Clinical Panel, so
the information has been transferred into the new template and reference to the
survey has been removed.

