‘Mind the gap’: what patients and clinicians
believe is ‘unknown’ about psoriasis
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Drar Eprror, A Priority Setting Partnership (PSP) provides an
opportunity for clinicians and patients to jointly decide the
research priorities for a specific disease area. The James Lind Alli-
ance (JLA), a non-profit-making initiative established in 2004
that is funded by the National Institute for Health Research
(NIHR), have developed a methodology to facilitate PSPs. The
JLA believe that medical research often overlooks the questions
that patients, carers and healthcare professionals consider impor-
tant, and that many areas of potentially important research are
therefore neglected and limited research funding wasted."

A PSP invites healthcare professionals (all types of health
and social care professionals/clinicians with experience of car-
ing for people with the disease) or those with lived experi-
ence of a disease to share those questions they would like to
see answered by research. In subsequent stages of the PSP
these original submitted questions are themed, grouped and
verified as true uncertainties.’ Thus, the process also enables
identification of those questions that have already been
addressed by research, that is, they are answered questions
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and not uncertainties — ‘unrecognized knowns’. Identification
of these ‘unrecognized knowns’ may usefully inform future
awareness-raising exercises and education programmes for
both patients and clinicians.

The psoriasis PSP, conducted in collaboration with the Psoria-
sis Association between July 2017 and November 2018, invited
healthcare professionals and those with lived experience of pso-
riasis to identify the most important research priorities for pso-
riasis.' The JLA facilitated the project. A steering group,
comprising patients with psoriasis and a multidisciplinary team
of healthcare professionals, directed the project. Partner organi-
zations included the British Association of Dermatologists, Bri-
tish Dermatological Nursing Group, Primary Care Dermatology
Society and the International Psoriasis Council.'

In the first stage of the psoriasis PSP process, participants
(patients and clinicians) submitted questions they would like
to see answered by research (Survey 1).' There were 2133
questions submitted by 805 individuals (71% patients, 22%
healthcare professionals and 6% others) to Survey 1. The
majority of respondents were women (62%) and 10% of
respondents were from black and minority ethnic groups.

Of the 2133 questions submitted, 71 questions (3-3%)
were identified as having already been addressed by research.
These were: ‘answered questions’ and not true uncertainties;
‘unrecognized knowns’ (83-1% submitted by those with lived

Table 1 The ‘unrecognized knowns’ submitted to the psoriasis Priority Setting Partnership by individuals with lived experience of psoriasis and

healthcare professionals

Theme 1: Clinical aspects of psoriasis (25%, n = 18)

Questions from those with lived experience of psoriasis (83%, n = 15; 12 female)
(What are the) different types of psoriasis?

Questions from healthcare professionals (17%, n = 3; 3 female)

Does (psoriasis) spread by contact?

Theme 2: Treatment of psoriasis (47%, n = 33)

Questions from those with lived experience of psoriasis (85%, n = 28; 16 female)

General information
and side effects?
Access to treatment

Where can I find a patient-focused A-Z of all psoriasis treatments and their long-term benefits

Although there are immune injections now that are helping make people clear, why are they only

being given to people who have got very ill after other immune suppressant drugs? If it’s known

that they are successful why aren’t they being given to all (psoriasis) sufferers?

Development of new treatments

What new products are on the market?

Safety A combination of sun and sea bathing hugely improves my daughter’s psoriasis but is it dangerous to

spend hours in the hot sun?

Questions from healthcare professionals (15%, n = 5; 3 female)

What are the treatments (for psoriasis)?

Theme 3: Research (18%, n = 13)

Questions from those with lived experience of psoriasis (85%, n = 11; 7 female)

Is there any research being done (currently)?

Questions from healthcare professionals (15%, n = 2; 1 female)

Can we get (the) Government to fund more research into psoriasis?

Theme 4: Accessing help, advice and support (10%, n = 7)

Questions from those with lived experience of psoriasis (71%, n = 5; 4 female)
Where is the best place to go to get information about psoriasis? Is there a platform for information?

uestions from healthcare professionals (29%, n = 2; 1 female
P

What are the best online advice sites to recommend to patients?

For each theme, indicative questions only are included, as reproducing the whole list is outside the scope of this table.
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experience of psoriasis and 16-9% by healthcare profession-
als). A preponderance of ‘unrecognized knowns’ were submit-
ted by female respondents (66%), similar to the proportion of
overall submissions by respondents to Survey 1. Survey 1 was
self-completed and consent was assumed if the form was com-
pleted and submitted (online) or returned (paper version).
Consent for public surveys of this type is not required by
National Health Service research ethics committees.

The ‘unrecognized knowns’ submitted comprised ques-

tions on the following four themes (Table 1): clinical
aspects of psoriasis (25%); treatment (47%); research
(18%); and accessing help, advice and support (10%).

There were no statistically significant differences between
themes submitted by healthcare professionals and those with
lived experience of psoriasis or between gender groups.

Our findings suggest that both patients with psoriasis and
healthcare professionals have fundamental gaps in their knowl-
edge about psoriasis and its treatment, potentially limiting
clinical outcomes. From a patient’s perspective, factors that
have a detrimental impact on patients’ understanding of psori-
asis can lead to dissatisfaction with disease rnanagernent,2
reduced adherence to medication® and disengagement from
healthcare services.” In turn, this can diminish an individual’s
perceived personal control of psoriasis,” including the risk of
developing comorbid disease and the rationale for lifestyle
modification.” Previous studies report that clinicians have low
confidence in managing psoriasis, and highlight the dispropor-
tionately low level of dermatology teaching in medical schools
in relation to the significant amount of skin disease seen by
physicians.>*® Although exposure to high-quality dermatology
teaching across all sectors of healthcare education is improv-
ing, increased clinical exposure with a focus on communica-
tion techniques to facilitate doctors and patients working in
partnership to achieve control of the disease is much needed.”

This study demonstrates an appetite for research and clinical
innovation for both patients with psoriasis and healthcare pro-
fessionals. In addition, individuals with psoriasis expressed a
desire to participate in research and to raise the profile of pso-
riasis research in the UK. Patients and healthcare professionals
also asked about how to access reliable information, suggest-
ing that although information on psoriasis exists, there is a
need for easy access to high-quality information. The hidden
nature of information was commented on by a participant
thus: ‘Not enough information is given to people ... some
are too embarrassed to go to a dermatologist . ... More infor-
mation should be made easily accessible such as in chemists,
schools, libraries and ... health centres’. Another individual
offered the following comment ... The Psoriasis [Association]
magazine had someone displaying the condition on the
[front] cover. For such a common condition we don’t see it
enough ...". Clearly, society needs to embrace a wider under-
standing of psoriasis in order to improve acceptance and
decrease stigmatization of the disease.

In summary, the psoriasis PSP has identified fundamental
gaps in the knowledge not only of those who have psoriasis
but also those who manage the condition. It is imperative that
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the dermatology community address this through public
health communications and medical education platforms. Only
in this way will it be possible to espouse the challenge made
by the World Health Organization to ‘address the unnecessary
social consequences of psoriasis by challenging the myths and
behaviours that lead to the exclusion of patients from health-
care settings and daily life’ ®
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