
Dr Mark Chakravarty
Lead non-executive director for appeals National Institute for Health and Care Excellence 2nd Floor
2 Redman Place London E20 1JQ
Dear Dr Chakravarty,
Final Appraisal Document — Ruxolitinib for treating non-segmental vitiligo in people 12 years and over [ID3998]

Appeal against the decision not to recommend Ruxolitinib for treating non-segmental vitiligo in people 12 years and over [ID3998]

The Vitiligo Society is the leading UK patient organisation solely dedicated to supporting people affected by vitiligo. We are appealing the decision to not recommend Ruxolitinib for treating non-segmental vitiligo in people 12 years and over on the following grounds:
· Ground 1a: NICE failed to act fairly by excluding all clinical and patient expert nominations from The Vitiligo Society from the committee meetings; failing to confirm the ability to submit a written scoping consultation, or provide access to written scoping consultation documentation, resulting in The Vitiligo Society having just 3 days to complete the submission; failing to send the Phase 2 ‘Invitation to Participate’ to the lead contact for the organisation, and instead only sending it to the scoping workshop representatives from the organisation - resulting in The Vitiligo Society having 13 days to complete the Phase 2 written submission.
· Ground 2: the recommendation is unreasonable in the light of the evidence submitted on the use of phototherapy in current clinical care has been misunderstood and not taken into full consideration.
Ground 1a: NICE failed to act fairly by

· Declining all expert nominations from The Vitiligo Society and therefore excluding representation from the committee meetings
· Giving notice of only 3 days to make a written response to the Phase 1 scoping consultation
· Giving notice of only 13 days to make a Phase 2 written submission
The Vitiligo Society has been established since 1985, supports the largest number of individuals living with vitiligo in the UK and undertakes research about the impacts of living with vitiligo. We are the only patient support group running services specifically set up to support especially vulnerable groups of vitiligo patients, we have parent support groups which specialise in supporting young people and their families; and ambassadors representing BAME communities, connecting us with traditionally hard-to-reach individuals who need support.
Despite being best placed to be the lead stakeholder and representative of the vitiligo community, NICE rejected all of our expert clinical and patient nominations for Phase 2 of this appraisal. We were only informed of this decision 5 days ahead of the meeting in question, despite having made our nominations months before. This meant that experts who are considered clinical specialists in vitiligo and individuals with lived experience were excluded from critical parts of this process.
In addition to not including our expert nominations, we were denied adequate time to engage via written submissions throughout this process. Due to an administrative error on the part of NICE, we were only given access to documents required to make our written response to the Phase 1 scoping consultation document on Tuesday 18th April 2023 and were told to return them on Friday 21st April 2023 (see annex 1). This prevented us from providing a thorough response.
Annex 1 is a screenshot of an email from a NICE public involvement advisor.

The email reads: 

1

Following this, the ‘Invitation to Participate’ in Phase 2 was sent to the individual volunteers who had represented our organisation at the Scoping Workshop, rather than the organisation’s key point of contact who was highlighted at the start of the process. NICE acknowledged this error but only confirmed the invitation on 8th August 2023, with a written submission deadline of 21st August 2023 (see annex 2).
These errors on NICE’s part resulted in The Vitiligo Society not having a fair amount of time for us to consult with our community and provide a submission of the quality we are capable of. As a result, a wealth of experience and insight from the vitiligo community has been excluded from this process, to the detriment of NICE’s ability to reach a fair conclusion.
Ground 2: The recommendation is unreasonable in the light of the evidence submitted to NICE about the use of phototherapy in current clinical care for vitiligo.

We note that consideration was given to evidence that the overwhelming majority of people affected by non-segmental vitiligo do not undertake phototherapy due to limited NHS capacity and the demands this
therapy places on patients (e.g. frequent hospital attendance for 9 to 12 months on average). However, we are concerned that phototherapy was considered an adequate comparator without sufficient consideration, not only of its limited use, but also of the limited, and temporary, clinical benefits phototherapy offers.
We also contend that phototherapy and its use by particularly vulnerable patients such as those from low socioeconomic groups (LSEGs), and young people was not sufficiently explored. Whilst we note that the committee acknowledged the difficulty in accessing phototherapy for those who have to schedule it around work commitments, this was not properly explored in terms of the difficulty young people have in accessing it due to being in full-time education, the impact on those who cannot easily travel to a suitable treatment centre, or the nature of the work undertaken by LSEGs (often shift work) that make this treatment harder to access for this group.
Whilst risk and side effects were spoken to, the links between phototherapy and cancer, and the impact this has on patients both considering starting phototherapy, and the potential for longer term treatment was not explored sufficiently or reflected in the draft final guidance document. For many patients the risks associated with phototherapy mean it is not a viable treatment option.
The limited availability of the current treatment and support (i.e. low levels of phototherapy and psychological support) has drawn focus away from the inadequacy of this support even when it is available and therefore lead to the unreasonable conclusion that the effectiveness of Ruxolitinib compared to current clinical care is not sufficiently proven.
We also note the recognition that there are uncaptured benefits of Ruxolitinib and consider it unreasonable that the committee did not do more to consider the extent to which they might help address some of the perceived uncertainties in Health-Related Quality of Life estimates.
Finally, we are concerned that the committee did not fully understand the importance of the location of vitiligo in relation to the severity of the psychological and social impact felt by those living with the condition. Facial vitiligo is a priority area for treatment for most patients, as this is the area in which patients struggle psychologically with the appearance of new patches. The committee seemed to consider improvement in facial vitiligo as the primary outcome for Ruxolitinib as a flaw, but we would argue that it is an appropriate endpoint to capture the outcome most important to patients.
We are willing to proceed with this as an oral or written appeal and look forward to hearing from you soon on each of these points.
Yours sincerely, XXXXXXXXXXX
Charity Director, The Vitiligo Society



Annex 1: correspondence from NICE on 18 April 2023
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Annex 2: correspondence from NICE on 8 August 2023
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Annex 3: correspondence from NICE on 4 January 2024
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On Thu, 4 Jan 2024 at 09:00, National Institute for Health and Care Excellence <TATRAMSE0ics org u> wrote:
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Single Technology Appraisal (STA)
Ruxolitinib for treating non-segmental vitiligo in people 12 years and over [ID3998)
Dear GEENEED

You have been nominated by The Vitiligo Society to contribute to the appraisal of ruxolitinib in non-
segmental vitiligo

Alimited number of nominees are invited to the Appraisal Committee meeting and on this occasion
you have not been selected. On behalf of the Technology Appraisal Committee Chair Dr Megan
John, | would like to thank you for the interest that you have shown in this appraisal

If you would like to observe the meeting from the public gallery, you can do so by registering on the
NICE website 20 days before the committee meeting: http //wwaw nice org.uk/

Yours sincerely,

Mohammed Towhasir
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