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Summary

Background. Hyperhidrosis is a common skin condition characterized by excessive
sweating, which can negatively impact on quality of life. It is under-researched com-
pared with other conditions of similar prevalence.

Aim. To generate a Top 10 list of research priorities for the treatment and manage-
ment of hyperhidrosis, with equal input from people with hyperhidrosis and health-
care professionals (HCPs).

Methods. A priority setting partnership (PSP) was established and processes from
the James Lind Alliance Handbook were followed. An online survey asked participants
what questions they would like research to answer. These questions were grouped
into ‘indicative questions’, which were ranked in a second survey of 45 indicative
questions. The top 23 questions were then taken to a final workshop event attended
by key stakeholders, and ranked to generate the Top 10 list of research priorities.
Results. There were 592 questions submitted by 268 respondents for the first sur-
vey. For the second survey, 286 participants ranked the indicative questions in order
of priority. At the final workshop, the Top 10 list was generated. The top three pri-
orities were: (i) Are there any safe and effective permanent solutions for hyperhidro-
sis? (ii) What is the most effective and safe oral treatment (drugs taken by mouth)
for hyperhidrosis? and (iii) What are the most effective and safe ways to reduce
sweating in particular areas of the body?

Conclusions. There are many unanswered research questions that both people
with hyperhidrosis and HCPs would like to see answered. The results from this PSP
will help to ensure future research funding can be directed to these areas of priority.

Introduction

and it affects both sexes equally.!> Hyperhidrosis can
be categorized as primary (idiopathic) or secondary to

Hyperhidrosis is a common skin condition character-
ized by abnormal levels of sweating beyond physiologi-
cal need. Prevalence ranges from 1 to 5% worldwide,
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many other conditions.> Primary hyperhidrosis often
starts in childhood or at puberty,? and the most com-
monly affected areas are hands, feet, underarms, face/
head or groin.* Hyperhidrosis can have a significant
negative impact on quality of life (QoL), causing both
physical problems and psychological distress. Many
people with hyperhidrosis are embarrassed to seek
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medical help, and only half ever discuss their condi-
tion with a healthcare professional (HCP).” When
patients with hyperhidrosis do seek medical help, it
can be hampered by poor clinical guidelines and a lack
of scientific evidence.®”

A wide range of interventions are available for
hyperhidrosis, including topical treatments, injecta-
bles, oral anticholinergics and destructive treat-
ments. However, the efficacy of treatments is often
limited or they have adverse effects.® Compared with
other skin disorders of similar prevalence, hyper-
hidrosis research is less well funded. Currently there
are only 9 clinical trials for hyperhidrosis recruiting
worldwide, whereas psoriasis, with a similar preva-
lence, has 193.°

Priority setting partnerships (PSPs) enable patients
and HCPs to work together as equal partners to iden-
tify questions about treatments that are not currently
answered by existing research. This PSP aimed to
identify and prioritize the Top 10 most important
research uncertainties relating to management and
treatment of hyperhidrosis, to ensure that funding is
directed to the areas of research that matter most to
patients and the HCPs who help them.

Methods

Steering group

A steering group was set up, comprising people with
hyperhidrosis, a representative of the Hyperhidrosis
UK support group, HCPs and academics, and chaired
by an advisor from the James Lind Alliance. The group
set the terms of reference, scope and protocol of the
projected, and monitored progress throughout the var-
ious stages (Fig. 1). Established methods and best prac-
tice from the James Lind Alliance Guidebook were
used.'?

Gathering uncertainties

An initial survey was administered online via Sur-
veyMonkey®, which was open for 14 weeks. Participants
aged > 16 years, with hyperhidrosis of any severity, who
were self-diagnosed or diagnosed by an HCP, were sought
via the Hyperhidrosis UK website and social media. HCPs
were targeted via professional groups and societies. All
contacted participants consented to take part in the PSP.
The survey asked participants to suggest any questions
about the treatment and management of hyperhidrosis
that they would like to see answered by research, or
where they felt there was uncertainty about the treat-
ment or management of the condition. Demographic data
was also collected to ensure a spread of participants from
all backgrounds. This was reviewed part way through
the open period, so that advertising could be targeted
towards any groups that were under-represented.

Following the initial survey responses, the steering
group reviewed all submitted questions and removed
any that were out of the scope of the project. Repeated
or very similar questions were grouped together, and
an indicative question formed to represent them
(Table 1). Once the indicative questions were agreed,
databases including the Cochrane Library and MED-
LINE were searched to look for systematic reviews
about hyperhidrosis treatments and management. A
question was considered to be an ‘uncertainty’ if there
was no systematic review to answer it, or if a system-
atic review concluded that an uncertainty existed.

Interim priority setting

A second survey listed all the indicative questions in a ran-
dom order, and was open for 8 weeks. Participants were
asked to select up to 10 uncertainties that they felt were
the most important for research to answer. After the sur-
vey closed, the uncertainties were ranked in order of the

Step 1 Step 2 Step 3 Step 4
Gathering Checking & Analysis Prioritisation “Top 10”
Survey One: patients, ‘Raw’ questions counted, Interim Final priority
friends/family and categorised and refined, prioritisation via setting workshop
healthcare professionals indicative questions Survey Two Top Ten list
consulted prepared created

Literature search

Check uncertainties

Figure 1 The Hyperhidrosis Priority Setting Partnership prioritization process.
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Table 1 Indicative questions® from the interim survey.

Example indicative question

Original questions

Does different clothing or footwear affect hyperhidrosis?

What to wear to help prevent sweating?

Does wearing lighter clothing help?

Does the type of shoe worn impact on excessive feet sweating?
What sock and/or shoe material is best for reducing symptoms?
Are there any good materials to wear to reduce sweatiness?
Natural airy materials do not seem to be any better?

Research into clothing: any info?

How safe is hyperhidrosis treatment at different stages
of life, e.g. childhood, pregnancy and breastfeeding?

Are there safe treatments for children?
What is the safest way to treat hyperhidrosis during pregnancy?

What is the safest and most effective treatment for hyperhidrosis in children?
Is there a treatment for hyperhidrosis, which is effective and suitable for
use during pregnancy or breast feeding?

“Indicative questions were formed by combining multiple similar questions together to provide one question that is representative of all

of them; examples of two of the indicative questions are shown.

number of times they were each selected. The uncertain-
ties were ranked separately for HCPs and for people with
hyperhidrosis and their family and friends to see whether
the priorities of the two groups were different. In order to
include the Top 10 priorities from each group, a total of
23 uncertainties were taken to the final workshop.

Final workshop

Participants were invited to attend a final workshop event
at De Montfort University, Leicester, UK on 30 November
2018. The participants (n = 18) were divided into two
groups, each of which included both people with hyper-
hidrosis and HCPs. Each group had a trained facilitator
from the James Lind Alliance who used a nominal group
technique. Ground rules were set, including the need to
keep discussions confidential and respect the opinions of
others. The 23 questions were randomized and allocated a
letter of the alphabet. Cards for each question were pro-
vided and participants worked together to rank them in
order of priority. The rankings from each group were
scored from 1 (the top priority) to 23 (the lowest priority),
and then combined to give a total score whereby the low-
est score represented the highest priority. The groups were
then mixed up and given the combined rankings and the
process was repeated again. Finally, a plenary session
including all participants that agreed the final ranking for
all 23 questions, and came up with the final Top 10 List.

Results

Data provision

The data that support the findings of this study are
openly available in Figshare (http://doi.org/10.21253/
DMU.19207539).

© 2022 The Authors. Clinical and Experimental Dermatology published by
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Initial survey

The initial survey was completed by 268 respondents,
who suggested 592 questions they would like to see
answered by research. The demographic data of the
respondents are shown in Table 2. Although there
was a spread across all ages, 42% were in the 25-44-
year age group and 37% in the 45-64-year age
group. More women than men (79% vs. 18%) com-
pleted the survey. The majority of respondents identi-
fied as White (80%), 11% as Asian/British Asian and
4% as Black/African/Caribbean/Black British. Different
groups of participants were well represented in the
cohort; 58% were people with hyperhidrosis, 29%
were HCPs, 11% were friends or family of people with
hyperhidrosis and 2% fell into > 1 category.

Out of 592 questions, 160 were deemed to be out of
scope (Fig. 2). The main reasons for this were individ-
uals asking for medical advice, questions about the
cause of hyperhidrosis or service provision, or ques-
tions about raising awareness of hyperhidrosis. Others
were precluded because the questions were about dif-
ferent health conditions, or it was unclear what ques-
tion was being asked. From the remaining 432
questions, 48 indicative questions were formed. Three
were questions about adverse effects for which the
answer is already known, leaving 45 questions that
were the research uncertainties for the interim prioriti-
zation (Supplementary Table S1).

Interim survey

The interim prioritization survey was completed by
286 participants. The demographic composition of this
group was not significantly different to the participants
in the first survey (data not shown). Following the
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Table 2 Participant characteristics of the participants of the first
survey (n = 242%).

n %
Group
Person with hyperhidrosis 140 58
Family or friend 27 1
Healthcare professional 70 29
In> 1 group 5 2
Sex
Male 44 18
Female 191 79
Prefer not to say 7 3
Age
<24 36 15
25-44 102 42
45-64 90 37
> 65 7 3
Prefer not to say 7 3
Ethnicity
Asian/British Asian 26 11
Black/African/Caribbean/Black British 9 4
Mixed/multiple ethnic groups 3 1
White 194 80
Other ethnic group 3 1
Prefer not to say 7 3

426 participants did not give demographic data.

interim prioritization, 23 uncertainties were selected
for the final workshop. The top 23 uncertainties were
ranked according to the total number of respondents
who ranked the uncertainty in their Top 10. A further
adjusted ranking was calculated, with the groups
divided into one group comprising people with hyper-
hidrosis plus friends and family and a second group
comprising HCPs, and given equal weightings. How-
ever, this did not change the uncertainties that were
included in the top 23; instead, it made only minor
changes to the ranking order.

Final workshop

At the final workshop, the final Top 10 list was agreed
(Table 3). Minor changes were agreed by consensus to
the wording of questions where it was felt that the
research question needed more clarity. The ranking of
the remaining questions from 11-23 from the final
workshop is shown in Supplementary Table S2.

Most of the questions in the Top 10 are related to
safe and effective treatments of hyperhidrosis, while
one is related to QoL and one to how hormones affect
the condition. Question 8 concerned eligibility, and is
most relevant in countries with government-funded
healthcare systems.
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Remove duplicates
n=384
Indicative questions
n=48
Already answered by
S L
existing research
Uncertainties n=3
n =45
Removed after interim
—

prioritization
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Top 10 research priorities
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management of
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Figure 2 Flowchart of participant responses and prioritization.

Table 3 Top 10 research priorities for the treatment and man-
agement of hyperhidrosis.

Rank  Research priority

1 Are there any safe and effective permanent solutions for
hyperhidrosis?

2 What is the most effective and safe oral treatment
(drugs taken by mouth) for hyperhidrosis?

3 What are the most effective and safe ways to reduce
sweating in particular areas of the body (e.g. hands, feet,
underarms, face, head)?

How does hyperhidrosis affect quality of life?

5 Are combinations of different treatments more effective
than one type of treatment for hyperhidrosis?

6 What is the most safe and effective treatment for mild to
moderate hyperhidrosis?

7 Could targeted therapies or biologics (e.g. antibodies,
hormones, stem cells), be effective in treating hyperhidrosis?

8 What is the most effective severity scale that can be used to
determine if a person is eligible for hyperhidrosis treatment?

9 What is the safest and most effective surgery for
hyperhidrosis?

10 How safe are hyperhidrosis treatments at different

stages of life, e.g. childhood, pregnancy and breastfeeding?

© 2022 The Authors. Clinical and Experimental Dermatology published by
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Discussion

This PSP has highlighted the lack of evidence cur-
rently available for the treatment and management of
hyperhidrosis.

The highest priority on the list was ‘Are there any
safe and permanent solutions for hyperhidrosis?’. This
could be answered by further work on current perma-
nent solutions (e.g. surgery and microwave techniques);
however, participants also indicated a desire for
research into new treatments. The seventh priority,
‘Could targeted therapies or biologics (e.g. antibodies,
hormones and stem cells), be effective in treating hyper-
hidrosis?’ reflects the appetite for new treatments.

Other priorities focus on whether surgery and oral
treatments are effective and safe. These questions have
either not been answered due to a lack of high-quality
systematic review and meta-analysis or, more com-
monly, due to a lack of quality randomized clinical tri-
als (RCTs) from which to draw data. This highlights
the need for funding for more RCTs to demonstrate
the safety and efficacy of treatments. A Cochrane
review of hyperhidrosis was prioritized by Cochrane
Skin!! and began in July 2021. It will attempt to
answer some of the Top 10 questions, and is likely to
emphasize the areas where trials are lacking.

Participants also prioritized research questions about
treatments for particular areas of the body or particu-
lar life stages, and the impact of hyperhidrosis on QoL.
A lack of parity over access to treatments in different
areas of the UK also led to the prioritization of a ques-
tion about the most effective severity scale that can be
used to determine if a person is eligible for hyperhidro-
sis treatment; this would also have relevance in other
countries with government-funded healthcare systems.

Outside of the Top 10, there are many other impor-
tant research questions to be answered, particularly in
relation to the management of the condition through
lifestyle changes, such as diet, exercise, clothing and
footwear.

A strength of the PSP was that it had excellent sup-
port from patient groups and clinical networks, which
enabled the steering group to share the surveys widely.
Another strength was that all of the research questions
were included in the list of indicative questions that
went forward to the interim priority stage, rather than
limiting the list to a selection, as has been necessary in
some previous PSPs that generated very large numbers
of responses.!*'® This ensured that all voices were
heard and able to be part of the priority setting.

There were also some limitations. It was not possible
to confirm that all patients who took part had primary

© 2022 The Authors. Clinical and Experimental Dermatology published by
John Wiley & Sons Ltd on behalf of British Association of Dermatologists.

hyperhidrosis, as people were able to take part with
either a self-diagnosis or a diagnosis from a HCP.
However, as the survey was promoted in support
groups for people with primary hyperhidrosis and at
dermatology clinics, it is probable that the majority of
participants fell into this group.

Although there was good engagement from patients
in the surveys, there was an issue in getting people
with hyperhidrosis to engage with face-to-face activi-
ties, such as steering group meetings and the final
workshop. This PSP was completed before the COVID-
19 pandemic, which resulted in widespread use and
acceptance of online video conference meetings; such
technology could have been utilized here.

Four times as many women as men completed these
surveys, despite hyperhidrosis affecting women and
men equally.> More female participants have also been
reported in other dermatology PSPs.'2'* This is partly
accounted for by 89% of registered nurses in the UK
identifying as female,'® but also because women may
be more willing to take part in health-related
surveys.'®

An important issue raised at the final workshop was
concern over lack of awareness about hyperhidrosis
being a medical condition. This concern has partially
been addressed since the PSP, using articles published
in the media and appearances on television and radio;
however, more work is needed to help people under-
stand the impact that hyperhidrosis has on those liv-
ing with this condition. Other issues raised included a
lack of awareness by patients and HCPs of available
treatments, and frustration over difficulties in access-
ing them through the National Health Service. This
meant that some treatments were only available to
those who could afford to be treated privately or to
buy their own equipment.

Conclusion

The Top 10 priorities from the hyperhidrosis PSP have
provided a clear focus about the research areas that
matter most to people with the condition and those
involved in its management. They will be used to
enhance research grant applications by providing evi-
dence of patient and public involvement in partnership
with HCPs in prioritizing research. However, the sto-
ries of patients that were shared during the PSP also
highlighted the sense of isolation that they feel and
the need for more qualitative research into hyper-
hidrosis involving QoL and patient-centred outcomes
as well.
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What's already known about this topic?

» Hyperhidrosis can have a significant negative
impact on QoL for patients, causing both physical
problems and psychological distress.

» Hyperhidrosis research is poorly funded com-
pared with other skin conditions of similar preva-
lence.

» By answering research questions about hyper-
hidrosis, there is the opportunity to improve clini-
cal care.

» PSPs enable people with hyperhidrosis and
HCPs to prioritize the research questions they
want answered.

What does this study add?

e This study identified 45 research priorities for
hyperhidrosis and a Top 10 list.

» This will enable future research funding to be
directed to the priorities of people with hyper-
hidrosis and HCPs.
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Supporting Information

Additional Supporting Information may be found in
the online version of this article:

Table S1. Indicative questions taken forward to the
interim prioritization survey. The order of questions is
random.

Table S2. Top 11-23 research priorities for the treat-
ment and management of hyperhidrosis from the final
workshop.
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