British
Dermatological
Nursing Group

\ Vitiligo and the patient
paradox

\ The role of a dedicated
service

\ The psychological impact

Sponsored by an m
educational grant from we

Focus on
vitiligo
A BDNG supplement

The content in this supplement is the work of the authors alone. There
has been no inv@lkement from sponsors in editorial decisions or article copy.




34thBDNG =

Join Us for the BDNG Annual

Conference 2025!

The British Dermatological Nursing Group (BDNG) invites
you to the Annual Conference 2025 — the UK's flagship
event for dermatology nursing professionals.

Why Attend?

Enjoy a diverse and inspiring programme packed with the
latest in dermatology nursing, including expert-led sessions,
hands-on workshops, clinical case studies, and policy
discussions. Whether you're a seasoned practitioner or
just starting out, there's something for everyone.

Derm School

Perfect for those new to the specialty or seeking a
structured refresher, Derm School offers foundational
knowledge in an engaging and supportive environment.

Call for Abstracts — Share Your Work!

We're now accepting abstracts for oral and poster
presentations. This is your chance to showcase your
innovations, audits, case studies, and research to

a national audience.

Submission Deadline: 08 August 2025

Affordable Registration Fees

Enjoy competitive rates, with discounts for early-bird
registrations and BDNG members.

Before 22 | After 22
August August
2025 2025
Full Conference
Member £205 £255
Non member £275 £325
One day
Member £135 £185
Non member £205 £255

Members should have received a discount code. Please get in
touch (admin@bdng.org.uk) if you haven't received this.

Conference Scholarships Available

Need support to attend? Apply for a BDNG Conference
Scholarship. These are for £750 each and are open to nurses
who have been BDNG members for at least | year.



Contents

\ Patient Voice
4

Are we invisible?
Emma Rush

§ Clinical practice
6

The current vitiligo care pathway in

the UK

Ebun Oluwole, Faris Oumeish, Ben Sarapuddin,

§ Clinical practice

British
Dermatological
Nursing Group

10 Providing a dedicated vitiligo service
for patients
Aisling Cleary

§ Clinical review

15 The psychological impact of vitiligo

Lokapriya Ananthan, Viktoria Eleftheriadou

itiligo is not just a skin condition.

While it is characterised by telltale
depigmented patches, the stories and
journeys for those affected can be
deeply emotional, intersecting with
issues of identity, stigma, and mental
health.You just need to read Emma
Rush'’s powerful testimonial in this
supplement to understand the physical
and mental toll that vitiligo has.

As we continue to advance in
understanding the biological mechanisms

Lisa McGovern is President of the
BDNG.

www.bdng.org.uk

Foreword

Lisa McGovern, BDNG President

and treatment options — and more
information on the status of these
breakthroughs can be found in the
articles in this supplement — we must
also reinforce our commitment to
holistic, compassionate care.

Dermatology nurses are essential
partners in this process.VWe are often the
first point of contact, the trusted voice,
and the steady presence through the ups
and downs of diagnosis and treatment.
We are often best placed to educate,
empathise, and advocate, and our voice
and support can make a profound

difference in the lives of those with vitiligo.

Beyond clinical care, we must also
acknowledge and support when
managing the emotional and mental
burden of vitiligo. We must acknowledge
and respond to patients’ fears, helping
them build resilience, and connecting
them to resources.

Dermatological Nursing 2025, Vol 24, No 2

Andrew R Thompson

There are many excellent support
services out there, including Vitiligo
Support UK the Vitiligo Society and
Changing Faces.We have a duty to
ensure our patients know such support
is out there and available.

This supplement highlights the evolving
landscape of vitiligo management,
including regarding the new treatments
that are on the horizon and the
management pathways available in
specialist vitiligo clinics.

Finally, | would like to thank Incyte for
their support of this supplement, in the
shape of an educational grant.

Incyte had no influence or say
on the articles within this journal.
All opinions expressed are the
authors own.
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Are we invisible?

Emma Rush

ou may not see

many of us vitiligo
patients in clinic.You
may not see us when
you're out and about,
shopping, having a
coffee, a swim, on a
flight, or at work.

This is not because
we don't exist.VWe
represent at least 1%
of the population,

so one in a hundred
people have vitiligo. So,
why are we invisible?

First, you may not see us in clinic because vitiligo patients
like me must go on a quest, first to access primary care
treatments, and then, if they don't work, we must try to
gain access to secondary care, which represents another
test of endurance, character; and resilience. If you don't
see us in clinic, it is not because we don't want treatment,
it is because we have been rebuffed somewhere along
the way.

Many of us, me included, are told by healthcare
professionals that our disease, one with a significant risk
of concomitant autoimmune diseases, is ‘purely cosmetic’,
We are told that we live in a vain world, so we must “suck
it up”, make ourselves invisible or confront being the
outlier; the person whose appearance doesn't fit in with
this vain world's standards.

We are told that there are many things worse than having
vitiligo, which makes you feel like this isn't a “national”
health service anymore, at least, not one based on

“Social media predominates as
the means of communicating
with each other,usually through
images rather than text”

Bevan'’s original principles of healthcare for all, without
first making the patient engage in a complex philosophical
debate as to what is “bad enough” to merit treatment
and who should make that decision. It is sometimes easier
not to have to be a crusader for a disease that has a very
significant psychosocial impact. From my own experience,
and that of the patients | meet through my charity work,
many of us simply choose to stay home, out of the battle,
out of the scope of the vain world, and certainly not
trying to convince a doctor that this disease matters,

has an impact, and is a key that often unlocks other
autoimmune diseases for the patient.

If we are invisible, it may also be that many clinicians and
healthcare professionals are themselves resident in the
vain world. Therefore, their ‘treatment’ recommendations
are not for the clinical pathways indicated by NICE, the
British Association of Dermatologists, or the Primary
Care Dermatology Society. They tell us to use makeup,
self-tan, or camouflage products as a means of managing
our disease. These are not treatments, but many people
are led to believe that this is all that is available for
them.These recommendations, though, are means

for us to disguise our disease, to become invisible, so
we don't discomfort you. If you see someone in the

Summary:
In this article, Emma describes the challenges facing

Keywords:
Vitiligo, Patient, Support, Services

people with vitiligo when it comes to accessing services
and the fight to be taken seriously by healthcare
professionals.
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height of summer; in long sleeves

and with makeup on, you may have
spotted one of us. There we are,
bending ourselves to fit in the small,
“normal” space allotted to us, not just
by society but also by the medical
profession.

What a world we live in! Not vain,
exactly, simply discriminatory against
anyone who does not fit the current
social or physical norm.When a doctor
says to you, ‘Try covering it up’, they
are telling me and vitiligo patients that
we must conceal our disease to make
others comfortable around us. The
clinician therefore is accepting that
social standards have now changed, but
not accepting that that means people
have a greater need to try treatments
out and see if they can improve the
extent of their white vitiligo patches.
People must conform to visual
standards that did not exist when

| was a child or young woman. Social
media predominates as the means

of communicating with each other,
usually through images rather than
text. This has created both an overt
and a subliminal pressure on people
causing them to feel dissatisfied with
how they look, and how much more
so if you have a visible change in your
appearance.

| understand that these coverup

and makeup choices must be
amongst the options available for
vitiligo patients. But my work with
the charity Vitiligo Support UK over
the last eight years has focused on
different aspects of living with the
disease. Gaining a feeling of being
comfortable in your own skin is very
important. That often comes from
the sense of control that following

a course of treatment gives you,

it may come through masking the
white patches, or it may come from
a deeper and different understanding
of your self-worth, based on your
values and the essence of who you
really are. If it is the latter, you are on
your own in finding this path, as there
are very few psychodermatology
services open to vitiligo patients, or
in fact any dermatology patients.

www.bdng.org.uk

Patient voice

“Many of our members say that they
have been told it’s just not worth
treating them.That is a devastating
thing to hear when your self-esteem is
already impacted by the disease”

This is just one aspect of vitiligo, soothing
the psychological distress of change and
specifically of change in your appearance.

It is also very important that patients
can find the way through the maze

of obstacles put in their way in the
healthcare system, enabling them

to access the two available topical
treatments in primary care, obtain
regular TFT tests to ensure they do not
have thyroid disease (the most common
concomitant autoimmune disease),

and obtain a referral to dermatology

if the topical treatments do not work
for them.

This sounds simple, doesn't it? But the
measure of success is how many of

us you see in the clinic. Many of our
members say that they have been told
it's just not worth treating them.That

is a devastating thing to hear when
your self-esteem is already impacted by
the disease.

And what of my personal
journey?

| set up the charity Vitiligo Support UK
because | knew that people were being
shamed about their vitiligo and finding
it hard to get access to treatments

that sometimes work and are not
cheap. | established a private space on
Facebook to talk about the things that
had happened to them or had been
said to them.

I've also tried to live in a space where
| value me, as a whole person and
with my appearance being a small and
transitory factor in how people relate
to me. My father had vitiligo, and in
retrospect, | see the impact that it
had on him. He never talked about it
to me, and whilst I've tried to make

it a positive factor in my life through

Dermatological Nursing 2025, Vol 24, No 2

the charity work that | do, | have also
sometimes avoided going to parties,
or having photos taken of me. | have
had moments of despair trying to
cover up the patches on my face
when I'd reached the very common
stage of having white skin around my
mouth and eyes, but natural coloured
skin on the rest of my face. I've
experienced the comments, and the
stares, and the odd behaviour when
people come towards you on a train,
look at you and then move to sit
somewhere else.

Over the years, I've come to
understand that when you have vitiligo,
you will need strong social and family
support, a clear sense of your own
values and your own self-worth, and
most of all to have resilience.This is
because whilst you are invisible in many
ways, your sense of being observed

is heightened and you miss the ability
to simply get up and go without
thinking about who you will meet and
how much you need to manage that
interaction through using makeup, or
covering up.

So, vitiligo is paradoxical. We want
you to notice and acknowledge our
need to be treated without having to
fight for it, have a philosophical debate
about it, or prove that it is worth
treating us. But in many ways, we also
do want to be invisible, so as not to
watch the involuntary second take
when people see your bare, marked
arms in the summer, or look at your
face, and all the myriad of responses
we must manage to our changed
appearance. We have a skin disease
that has taken the old us away, please
allow us the freedom to choose
whether not to remain invisible or

be acknowledged.
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The current vitiligo
care pathway in the UK

Ebun Oluwole, Faris Oumeish, Ben Sarapuddin, Lokapriya Ananthan, Viktoria Eleftheriadou

Declarations of Interest: The authors declare no
conflicts of interest

Introduction
Vitiligo is a chronic dermatological condition

characterised by the progressive loss of melanocytes,

resulting in depigmented skin patches. It affects between
0.5-2% of the global population and can manifest at any

age, though it typically appears before the age of 20.The

severity and progression of vitiligo varies widely among
individuals, ranging from localised patches to extensive
depigmentation.’

Pathophysiology and aetiology

Vitiligo is classified as an autoimmune disorder in which
the immune system erroneously targets and destroys

melanocytes. The condition is often associated with other

autoimmune diseases, particularly thyroid disorders.

Additionally, external factors, such as repetitive skin trauma,

may trigger the development of new lesions through the
Koebner phenomenon.'

Although vitiligo has a genetic component, its exact mode

Diagnosis and clinical assessment

Vitiligo is classified into non-segmental and segmental.
Non-segmental vitiligo, the most prevalent form, manifests
symmetrically and often begin in an acrofacial distribution
before gradually expanding across the body. It follows a
chronic, progressive course, with new depigmented patches
developing intermittently. In contrast, segmental vitiligo

is unilateral, stablises rapidly within months, and exhibits
minimal spread.®

The diagnosis of vitiligo is primarily clinical, typically
conducted by general practitioners, dermatologists or
other trained healthcare professionals (HCPs). Examination
under Wood's lamp may enhance the visibility of affected
areas, particularly in individuals with lighter skin tones.*
Studies have shown that thyroid disease affects up to 52%
of patients with vitiligo, with antithyroid antibodies detected
in up to 90% of cases.?

Given this strong association, the BAD guidelines
recommend to screen for antithyroid antibodies (anti
TPO) and assess thyroid function (TSH) in individuals
with vitiligo, including children, to identify those at high risk
of developing autoimmune thyroid disease.* Monitoring
vitamin D levels is often necessary, given that individuals
with vitiligo may limit sun exposure.

of inheritance remains unclear. Not all affected individuals

have a family history of the condition, suggesting a complex

interplay of genetic and environmental factors in disease
onset and progression.?

Long term monitoring with clinical photography is
frequently utilised to assess disease progression and
treatment efficacy, facilitating more personalised care and
intervention strategies.

Summary:

In this article, the authors explore the current care
pathways for the management of vitiligo, including the
need for appropriate psychological support, and analysis
of possible future advances in treatment.
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Vitiligo, Management, Treatment, BAD, Guidelines
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Although in most cases, the diagnosis of
vitiligo is straightforward, early vitiligo, or
vitiligo limited to only a few patches, can
often be misdiagnosed. The VALIANT
study involved over 3,500 vitiligo patients
across |7 countries, with nearly half
reporting a prior misdiagnosis. Therefore,
in cases where the diagnosis is uncertain,
referral through Advice and Guidance or
Teledermatology should be considered.®

Psychological and social impact

Recent research has highlighted the
significant psychological burden associated
with vitiligo. A UK-based retrospective
cohort study found that individuals

with vitiligo experience higher rates of
recurrent depressive disorder and anxiety
compared to the general population.
These risks are particularly pronounced
among patients with darker skin types.
Additionally, patients with vitiligo and
co-existing mental health conditions
demonstrated increased primary care
utilisation, higher unemployment rates,
and greater work absenteeism.?

A UK-wide survey revealed that 33%

of respondents do not routinely screen
for the psychological impact of vitiligo.
Among those who do, 67% reported
conducting routine assessments, primarily
using the Dermatology Life Quality
Index (56%) and the Patient Health
Questionnaire-9 (16%). Additionally, 48%
did not utilise a formal screening tool
but instead relied on general inquiries to
assess psychological wellbeing®

These findings emphasise the necessity
for a multidisciplinary approach in
vitiligo management, incorporating
mental health support and culturally
sensitive interventions to improve
patient wellbeing.

[t is crucial to assess for signs of distress
using validated tools like the PHQ-9
and GAD-7. Additionally, using DLQI
scores can help determine the impact
on quality of life, which allows for
early intervention when necessary.
Connecting patients with local vitiligo
support groups can foster a sense of
community and belonging. Involving
family and friends further strengthens
the support network essential for
emotional wellbeing.

www.bdng.org.uk

“Vitiligo is a chronic dermatological
condition characterised by the
progressive loss of melanocytes,

resulting in depigmented skin patches”

More information regarding the disease
burden of vitiligo can be found in the
main journal (pages |7-20).

Management

[t is important to remember that not all
patients with vitiligo seek treatment.

Once diagnosis of nonsegmental or
segmental vitiligo is made, patients
should be informed of potential
treatment options and prognosis, and
general management recommendations

should also be discussed with all patients.

General recommendations for the
management of all patients with
vitiligo includes the following:

® All patients should be
recommended to apply suncream
with 4-star or 5-star UVA rating
and sun protection with SPF 50, not
only to affected patches, but also
to surrounding skin before going
outdoors!

® Cosmetic camouflage should be
discussed with all patients with
vitiligo. Concealers, topical dyes
and sunless self-tanning products
may reduce skin pigment disparity.
Signpost patients to Changing
Faces — patients can self-refer,
without the need for a referral
from their GPs®?

® Body surface area affected by vitiligo
should be documented at every visit

® All patients will require baseline
clinical photography, and then
at three-six months to monitor
progression and/or treatment
effectiveness

® Validated questionnaires such
as PHQ-9 or GAD-7 should be
administered to all new patients
with vitiligo, to investigate to signs of
psychological distress

® Self-help resources (books,
leaflets, websites, apps) should be

recommended to patients with mild
psychological distress® Patients with
moderate or severe psychological
distress should be signposted to
mental health services, such as
Talking Therapies for individual or
group cognitive behavioural therapy.'®
Patients should be made aware that
NHS Talking Therapies accept self-
referrals from patients directly.

Topical treatments

Recently updated BAD Guidelines'?
recommend topical treatments as
first-line management in primary and
secondary care. Potent or very potent
topical steroids can be used once a
day (avoiding the periocular area).
Patients should be counselled on the
safe use of topical steroids and advised
about the common side effects of
topical steroids including thinning of
the skin, striae and telangiectasia, mild
depigmentation and hypertrichosis.
They should be advised to apply the
topical steroids in fingertip units, FTUs
(one FTU covers two palms of an
adult’s hands)."

As an alternative to topical steroids,
topical tacrolimus 0.1% ointment BD
could be prescribed in patients with
facial vitiligo, and topical tacrolimus O.1%
ointment BD under occlusion on photo-
exposed areas only in people with non-
facial vitiligo.

In areas of thinner skin, such as the
genital area, periocular area and flexural
areas, the guidelines recommend

an intermittent regimen of once a

day potent or very potent topical
corticosteroids, with or without topical
calcineurin inhibitors (most evidence
supports tacrolimus).?

An example regimen is as follows:

® One week of potent or very
potent corticosteroids and at least

Dermatological Nursing 2025, Vol 24, No 2 7


http://www.bdng.org.uk

Clinical practice

oneweek off, or

® One week of potent or very
potent topical corticosteroids
alternating with = oneweek of
topical calcineurin inhibitor.

Topical treatment can be effective

in some cases for vitiligo; however,
patients should be advised to remain on
treatment for a least nine to |2 months
to achieve the best results.

In addition to BAD recommended
topical management, a newly licensed
treatment for non-segmental vitiligo
has received MHRA, EMA and FDA
approvals.'?

Ruxolitinib is a topical Janus kinase (JAK)
inhibitor. It is the first licensed treatment
for non-segmental vitiligo in people ages
|2 and older, however it is not currently
available on the NHS. Ruxolitinib 1.5%
cream is recommended to be used
twice a day, to a maximum body surface
area of 10%."°

In two Phase 3 pivotal clinical trials
looking into the efficacy and safety of
topical Ruxolitinib for non-segmental
vitiligo, 52% of participants achieved at
least a 75% improvement in their Facial
Vitiligo Area Scoring Index (F-VASI) after
52 weeks of treatment.

Systemic treatment

Systemic treatment is usually initiated in
secondary care for patients who have
been referred to a dermatology service.

If patients have an inadequate response
to topical therapy and/or have extensive
or progressive disease, whole body or
limited phototherapy combined with
topical treatments is recommended.

In particular, narrow band UVB (NB-
UVB) can be combined with a topical
calcineurin inhibitor or potent topical
corticosteroid for localised sites.
Treatment is usually given two to three
times a week for up to a year, depending
on the response.

Patients should be counselled about the
risks and benefits of NB-UVB treatment
such as sun burn, photosensitive rashes,
herpes reactivation and cataracts. In
addition, there is a theoretical risk of skin

cancer with combination NB-UVB and
topical tacrolimus treatment and a risk
of loss of response after treatment.

For patients with rapidly progressive
vitiligo, a form of nonsegmental

vitiligo where there is rapid loss

of pigmentation over a period of

weeks, oral corticosteroids such as
betamethasone in combination with
NB-UVB is recommended to be initiated
in secondary care.®'*

Other (third line) treatments for
vitiligo include excimer laser or lamp in
combination with a topical calcineurin
inhibitor and CO, laser in combination
with 5-fluorouracil for patients with
non-segmental vitiligo on the hands and
feet; however; these treatments are not
widely available in the NHS.

Emerging treatments

Several oral JAK inhibitors are currently
under investigation for the management
of nonsegmental vitiligo, namely:
Povorcitinib JAK! inhibitor), Ritlecitinib
(JAK3 inhibitor) and Upadacitinib (JAK]
inhibitor). Phase 2 randomised clinical
trials reported notable improvements in
repigmentation and Phase 3 international
trials are currently ongoing. "7

Surgical therapy

Surgical treatments are only applicable
to a small percentage of patients and
are not widely available in the NHS.
These should only be considered for
patients with stable (usually for at least
one year) segmental vitiligo and other
localised/stabilised forms of vitiligo (non-
segmental) who failed to respond to
medical therapies. Risk of relapse, high
cost and possible prolonged recovery
should be explained to the patient.'®
Types of surgical treatments include:

® Mini-punch grafting

® Suction blister grafting

® Split thickness grafting

® Cellular grafting using non-cultured
suspensions of epidermal cells

® Cellular grafting using pure cultured

melanocytes.

Depigmentation therapies

This treatment is suitable for patients
with extensive vitiligo (affecting >50%

8 Dermatological Nursing 2025, Vol 24, No 2

body surface area), treatment-resistant
vitiligo or patients with cosmetically
sensitive areas.

This should be done after adequate
psychological assessment and/or
intervention.?

Monobenzyl ether of hydroquinone
(MBEH), is the most common
depigmenting agent used in the UK. Up
to 90% depigmentation with 20% MBEH
is usually achieved after 10 months of
treatment.

In successful patients, 78% of patients
experience repigmentation after the
end of MBEH therapy, which requires
repeat treatment with MBEH. Common
side-effects include dose-dependent
skin irritation which can be treated by
reducing MBEH concentration. MBEH is
better used for treating larger remaining
areas of pigmentation.'® MBEH is known
to induce depigmentation at sites

distal to drug application. MBEH is not
licensed in the UK.

Other topical depigmenting agents
includes 4-methoxyphenol and phenol.

Cryotherapy and pigment lasers

are two options for physical
depigmentation therapies.'®
Cryotherapy helps to achieve rapid
depigmentation via irreversible tissue
damage, particularly in patients sensitive
to Koebner's phenomenon. Lasers
involving wavelengths between 532-
755nm targeting pigmentation are also
used for depigmentation. Q-switched
ruby laser exhibits high absorption

by melanin and is therefore suitable

for lighter skin types. Q-switched
Alexandrite laser has a faster pulse
frequency that permits more rapid
therapy and emits light of a greater
wavelength which provides better tissue
penetration. Nd-YAG 532nm laser
targets epidermal pigment to induce
koebnerisation of vitiliginous lesions."

Key considerations for nurses
Fields emphasises the importance of
creating a supportive environment
where patients feel comfortable sharing
their concerns.'® Taking the time to listen
can genuinely make a difference. This

is particularly relevant and important

www.bdng.org.uk
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for patients with vitiligo, who are

often affected psychologically by this
skin disease. Effective management of
vitiligo depends on thorough patient
education about treatment options. A
nurse practitioner specialising in vitiligo
plays a vital role in the care of patients
with this condition, collaborating with
a general practitioner (GP) who has a
particular interest in dermatology, or
with a dermatology consultant in either
community or secondary care settings.

Some of the key aspects of nurse
practitioner’s role includes:

1. Education, management and
counselling

Nurses can provide information about
available treatment options including
protection from sunburns and help
patients understand the nature of the
disease, which is often misunderstood,
and reassure them that vitiligo is not
contagious.

2. Psychosocial support

Vitiligo can affect a person’s self-esteem
and mental health due to the visible
changes in skin appearance. Nurses
provide emotional support, offering

a safe space to discuss concerns and
feelings of stigma, anxiety, or depression
and link with other patients with same
condition in local area.

3. Monitoring and assessing
treatment response

Nurses can help monitoring patients’
responses to treatments, tracking
improvements or any side effects. This
information helps dermatologists make
necessary adjustments to treatment plans
as part of multidisciplinary approach.

4. Promoting adherence to
treatment

Nurses assist patients in understanding
the importance of adhering to
prescribed treatments, including
consistent application of topical
medications or regular attendance

of phototherapy sessions. They can
reinforce how consistent care leads

to better outcomes and address any
concerns patients may have about their
treatment plans and provide written
information in a language that the
patient understands.

www.bdng.org.uk

5. Advocacy

Nurses may advocate for patients with
vitiligo by raising awareness about this
neglected skin condition.They can

also work with other healthcare team
members to ensure that patients receive
comprehensive care.

In summary, nurses are essential in
helping patients with vitiligo manage
their condition both physically and
emotionally, providing education,
support, and guidance throughout the
treatment process.

Finally, establishing nurse-led vitiligo
clinics can offer several benefits, including
increased access to specialised care,
reducing the burden on dermatology
clinics, and allowing for more
personalised and supportive patient
care. Such clinics can play a crucial role
in educating patients and their families
about vitiligo, treatment options, coping
strategies, how to deal with potential
side effects and limitations of treatments
as well as stressing the importance of
sun protection. More information about
one such clinic can be found on page 10.
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Providing a dedicated vitiligo
service for patients

Aisling Cleary

Disclaimer: The author declares no conflict of
interest

t John's Institute of Dermatology, within Guy's and

St Thomas' NHS Foundation Trust, has operated a
tertiary referral vitiligo clinic since 2017, accepting referrals
from across the UK. The clinic is dedicated to providing the
best possible treatment for vitiligo patients and remains
one of the only specialist vitiligo services in the UK. The
clinic’s multidisciplinary team consists of a consultant
dermatologist, two rotating dermatology registrars, an
advanced nurse practitioner; a clinical psychologist, a
healthcare assistant, and administrative support. The role
of the advanced nurse practitioner was introduced into
the photobiology and vitiligo service in 2022 and has been
evolving ever since to enhance patient care. The vitiligo
clinic is held weekly on Monday mornings.

New patient appointments involve comprehensive history-
taking, clinical examination, and classification of vitiligo
subtype.The assessment includes screening for associated
medical conditions whereby patients are informed on

the day and can decline if they so wish, formulation of

“One of the most common
associations is with autoimmune
thyroid diseases, particularly
Hashimoto’s thyroiditis
and Graves’ disease”

an individualised treatment plan, and consideration for
inclusion in the vitiligo registry (see below) or ongoing
clinical trials. Patients are also provided access to internal
psychological support and external support networks,
ensuring a holistic approach to vitiligo management.

We provide regular scheduled follow ups, or, where
appropriate, shared care with referring departments. We
remain optimistic about the future of vitiligo management,
as numerous clinical trials and emerging treatment options
continue to advance, offering hope for more effective and
targeted therapies.

What is vitiligo?

Vitiligo is a chronic autoimmune skin condition
characterised by milk or chalk white patches of skin.

It can appear in all skin types.' This occurs when
melanocytes, the cells responsible for producing melanin
(the pigment that gives skin its colour) are destroyed
by the patient’s immune system.? Vitiligo is often
triggered by environmental factors like stress, physical
injuries to the skin or chemicals but is fundamentally an
‘autoimmune’ condition.®> Often patients have a family
history and it is known that some genes predispose
patients to vitiligo.> Other autoimmune conditions like
thyroid disease, pernicious anaemia and diabetes are
more prevalent in patients with vitiligo and should be
screened for*

Vitiligo Registry and Bio-resource: VOICE

The VOICE Registry was established in the Specialist
Vitiligo Clinic in 2020 by lead Consultant Dr: John
Ferguson.The objective of the registry is to enhance
our understanding of vitiligo and its related conditions,
identifying its causes, impact, and improving treatment
strategies. The registry database uses ICARSIS software,
is integrated into patient consultations, and acts as a

Summary:

In this article, the author described a bespoke vitiligo
service, including assessment, treatment options and
holistic approaches to care and wellbeing.
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practical history taking tool, as well as a
system for gathering clinical data and in
some cases biological samples (cheek
swabs, blood, and biopsies) from patients.

The VOICE registry aims to improve our
understanding of vitiligo, understand its
impact and optimise our therapeutic
approaches.

At present,VOICE is not available in other
NHS Trusts, however, we are open to
expanding it if others want to set up a
dedicated vitiligo service more locally to
them.You may be familiar with registries

for other dermatological conditions such as
BADBIR for psoriasis or ASTAR for eczema.

New patient assessment

Clinical data collected at a new patient
assessment includes individual demographics,
ethnicity, skin type, vitiligo type, age and site
of vitiligo onset, triggers, comorbidities, family
history, clinical history and examination.

www.bdng.org.uk

Table I. Types of vitiligo*

Segmental vitiligo

Affects only one side or segment of the body, such as
one arm, leg, or part of the face

Non-segmental
vitiligo

The most common pattern, where depigmented
patches appear symmetrically on both sides of the body

Subtypes:

These patterns often overlap

Generalised
vitiligo

Often symmetrical patches distributed widely across
the body

Acrofacial vitiligo

Affects extremities (fingers, toes, lips genitals)

Mucosal vitiligo

Affects mucous membranes, such as those in the
mouth or genitals

Vitiligo universalis

A rare form where non-segmental vitiligo has
progressed so that almost all of the patient’s skin is
depigmented

Mixed vitiligo Combines features of both segmental and generalised
vitiligo

Hypochromic A rare hypopigmented type of vitiligo where the

vitiligo vitiligo is not fully depigmented

Focal vitiligo

Characterised by isolated white patches in a small
area, not following a specific pattern

Dermatological Nursing 2025, Vol 24, No 2
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Vitiligo sub types

Classifying vitiligo subtypes is useful

for guiding treatment and prognosis.
Different subtypes — such as non-
segmental and segmental vitiligo — have
distinct clinical courses and treatment
responses. Non-segmental vitiligo can
be widespread and progressive and may
require phototherapy and sometimes
even systemic therapies; while
segmental vitiligo affects more limited
areas often on one side of the body?
Although its extent is limited, segmental
vitiligo can be hard to treat and have a
devastating impact if on the face.

Skin score tool

The Vitiligo Extent Score (VES) is a
quantitative tool used to assess the body
surface area affected by vitiligo.® It helps
standardise disease evaluation for clinical
assessment and research purposes.VES
is used to monitor disease progression
and treatment response.® It provides a
quick and reliable method for assessing
vitiligo severity, especially in large-

scale studies.We use this tool at each
review. Additionally, we consent patients
for medical photography at their

initial review and then upon clinician
discretion.

Screening for coexisting
autoimmune diseases

Vitiligo is frequently associated with
other autoimmune diseases, suggesting a
shared pathophysiological mechanism.*
One of the most common associations
is with autoimmune thyroid diseases,
particularly Hashimoto's thyroiditis and
Graves' disease.”> Other linked conditions
include type | diabetes, pernicious
anaemia, rheumatoid arthritis, Addison’s
disease, systemic lupus erythematosus,
and celiac disease.* Screening for
coexisting autoimmune diseases in
vitiligo patients is essential for early
diagnosis and management.* Identifying
associated conditions can help prevent

complications and improve overall
patient care.

In our clinic, we conduct the following
investigations, not out of necessity but to
exclude associated disorders:

® Full blood count

Liver function test

Renal profile

ANA

HLA type (where there is a

suspicion of Vogt Koyanagi Harada

syndrome)

® Immunoglobulins (where there is
a suspicion of primary specific IGA
deficiency syndrome)

® Vitamin BI2 profile

® Anti-intrinsic factor antibodies/anti
gastric parietal cell antibodies

® Thyroid stimulating hormone

® Thyroid autoantibodies

® Vitamin D (particularly in patients
who have been avoiding sun
exposure)

® Glucose

® HBAIC.

In addition, we inquire whether patients
have blurred vision/painful eyes. Patients
with vitiligo experiencing new onset eye
pain or blurred vision should undergo
ophthalmologic evaluation to rule out
autoimmune uveitis, thyroid eye disease,
or dry eye syndrome.”

We also inquire whether patients have
a history of sensorineural hearing loss,
tinnitus or hearing problems.We have
created an internal SOP for referral

of patients with vitiligo and suspected

hearing issues to audiology.

Treatment available in the
specialist vitiligo clinic
The treatment of vitiligo, in most
cases, aims to halt the progression
of depigmentation and promote
repigmentation of affected areas.

“The treatment of vitiligo, in most
cases,aims to halt the progression
of depigmentation and promote
repigmentation of affected areas”
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Various treatment modalities are
available within the NHS, personalised
to the severity and subtype of vitiligo.
The management of vitiligo requires

a personalised approach, considering
the subtype, extent of the condition,
and patient preferences. As treatment
response can vary, a combination of
therapies may be employed to achieve
optimal outcomes

Topical therapy

Topical corticosteroids are commonly
used to reduce inflammation and
promote repigmentation, particularly in
early or localised cases®

Topical tacrolimus (Protopic) is a topical
immunomodulator used as an alternative
to steroids, especially for sensitive

areas such as the face.® It is particularly
useful in cases where steroid use is
contraindicated or for patients seeking
long-term management with fewer

side effects.

Phototherapy

Narrowband ultraviolet B (NB-UVB) is
the standard phototherapy for vitiligo,
particularly for widespread cases. It

is considered safe and effective, with
patients typically undergoing treatment
two to three times a week.?®

Psoralen plus ultraviolet A (PUVA)
therapy, which combines 8- methoxy
psoralen with UVA light exposure, is
another option for more resistant cases
of vitiligo.*

Excimer laser can be used for localised
treatment, particularly for smaller areas
of depigmentation, providing targeted
UVB treatment to affected skin.®

Oral immunosuppressive therapy
Oral low dose betamethasone, a
corticosteroid, can be used to control
a widespread flare up. It is typically
prescribed two days a week for three
months.*

Methotrexate, ciclosporin or azathioprine
are other options, used for their immune-
modulating effects.® It may be prescribed
in patients with extensive vitiligo who do
not respond to topical or phototherapy
treatments. However; robust evidence for
efficiency and safety is lacking®

www.bdng.org.uk
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Antioxidant therapy

Antioxidants like GliSODin, gliadin-
protected SuperOxide Dismutase
(SOD), and Polypodium leucotomos
aim to reduce the oxidative stress that
can trigger vitiligo.® Whilst the evidence
supporting their efficacy is more limited,
patients are encouraged to trial them
alongside phototherapy for a minimum
of three months. These need to be
purchased privately as they are not
available on the NHS.

Skin camouflage:

We inform patients about the availability
of specialised camouflage creams, which
can be applied to depigmented areas to
help match their surrounding skin tone,
making the white patches less noticeable.
These creams are waterproof and can last
up to four days on the body and 12-18
hours on the face. Patients are made
aware of the option to access training
and products through services like the
Changing Faces Skin Camouflage Service.
We provide guidance on how to access
these services, ensuring patients are
equipped with the necessary information
to utilise these products effectively.

Depigmentation

For patients who wish to pursue
depigmentation, our service offers
treatment with monobenzone ether

of hydroquinone. It is typically used

for individuals with widespread vitiligo
(more than 50% BSA) who have not
responded to other treatments. This
option is agreed only after careful
consideration, as it is a permanent
solution to depigment the skin.The
decision to undergo this treatment is not
taken lightly, and patients are strongly
encouraged to meet with our onsite
clinical psychologist prior to proceeding.
This consultation ensures that they fully
understand the irreversible nature of the
treatment and its long-term implications.

Monobenzone ether of
hydroquinone

A depigmenting agent that works by
interfering with melanocyte activity,
leading to increased autoimmune
activation and further depigmentation
of the skin.?

www.bdng.org.uk

Table 2. Questionnaires used in clinic

Vitiligo Impact Patient

This measures the psychosocial impact of

Scale (VIPS) vitiligo
Vitiligo Noticeability This assesses the noticeability of vitiligo after
Scale (VNS) treatment

Brief lliness Perception
Questionnaire (BIPQ)

This measures illness perceptions. Higher scores
indicating a more threatening view of the illness

Stigma Scale for Chronic
llinesses 8-ltem
(SSCI -8)

This measures internalised and enacted stigma

Patient Health
Questionnaire (PHQ - 8)

This measures depressive symptoms. Scores
may prompt a conversation about the patient’s
mental health which might suggest the need for
further assessment or support

Generalised Anxiety
Disorder (GAD - 7)

This measures anxiety symptoms. Scores should
trigger a discussion about the patient’s mental
health which may indicate the need for further
assessment or support

Dermatological Quality
of Life (DLQI)

This measures health-related quality of life in
adults with a skin condition

Novel treatments

Ruxilitinib cream - awaiting

NICE approval

Ruxolitinib cream is an FDA-approved
Janus kinase (JAK) inhibitor that has
shown promise in the treatment

of vitiligo.'® It works by modulating

the immune response that targets
melanocytes, helping to promote
repigmentation of the skin.'® Clinical
trials have demonstrated its efficacy in
improving skin pigmentation, particularly
for patients with active, non-segmental
vitiligo.!® As a newer treatment, it offers
a potential afternative for individuals
with vitiligo who have not responded
to traditional therapies. However, only
real-life data can ultimately confirm the
feasibility of its use and its direct impact
on the patients’ quality of life.

At the time of writing, ruxolitinib cream
is only available privately in the UK. We
await the much-anticipated decision by
NICE to allow accessibility via the NHS.

Melanocyte-keratinocyte cell
transplantation
Melanocyte-keratinocyte cell
transplantation (MKCT) is a surgical
technique used to restore pigmentation
in stable vitiligo by transplanting
melanocytes and keratinocytes from
healthy skin to depigmented areas."

This procedure has shown promising
results in achieving natural-looking and
long-lasting repigmentation.'" In the
future we would like to be able to offer
this treatment for segmental vitiligo.
Whilst this is not a new treatment,
there is limited availability for this on
the NHS or privately.

Research

Research and clinical trials are crucial for
advancing our understanding of vitiligo
and developing more effective treatments.
Given the unpredictable nature of the
condition and the limited treatment
options available, clinical trials provide
opportunities to evaluate new therapies,
improve current treatments, and better
understand the underlying mechanisms
of vitiligo. Participation in trials helps
generate valuable data that can lead

to more targeted and personalised
approaches for managing the condition.

We are lucky to be a centre which

is actively involved in clinical trials.

We have patients involved in Pfizer's
Tranquillo | and are actively recruiting
forTranquillo 2.We hope to be amongst
the centres recruiting for Incyte’s
impending paediatric study of ruxolitinib.
The pipeline of vitiligo trials is exciting,
and we hope to continue to offer new
treatments to our patients.

Dermatological Nursing 2025, Vol 24, No 2 13
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To manage patients’ reluctance to
engage in research, we strive to

clearly explain the purpose, benefits,
and safety of the study in simple,
reassuring language. VWe emphasise
that participation is voluntary, that it
will not affect their care, and that such
participation contributes to improving
future treatments. Furthermore,
involving clinicians they are familiar
with in the discussion can also increase
confidence and willingness to take part.

Psychological support

Working closely with individuals affected
by vitiligo in my role at an NHS specialist
vitiligo clinic has underscored the
profound impact this condition has on
self-esteem, mental health, and social
integration — especially for skin of colour
Skin of colour (SOC) refers to individuals
of African, Latinx, Asian, Native Hawaiian,
Pacific Islander and Indigenous descent.'?
The depigmentation caused by vitiligo is
often more pronounced on SOC, making
the condition more visible and subject to
greater societal stigma. Misconceptions
about vitiligo within families and
communities can further isolate those
affected, contributing to experiences of
discrimination, unwanted scrutiny, and,

in some cases, social exclusion.'? The
psychological burden extends beyond
the visible symptoms, emphasising the
need for a comprehensive approach

that addresses both the medical and
emotional challenges patients face."

We are fortunate to have a psychologist
integrated into our weekly clinic,
providing valuable support to our
patients. Patients are encouraged to
complete quality of life questionnaires,
which help assess the emotional

and psychological impact of vitiligo.
Questionnaires provided in the clinic
include VIPS, VNS, BIPQ, SSC18, PHQS,
GAD7,DLQI [See Table 2].

Additionally, those who express a need
for further support are offered referral
to our dedicated psychology service,
ensuring they receive personalised care
tailored to their emotional wellbeing.
This collaborative approach enhances
the holistic management of vitiligo,
addressing both the physical and
psychological aspects of the condition.

Support groups

Support groups provide a safe space
for patients to share experiences,
receive encouragement, and access
valuable resources. Many organisations
offer online forums, in-person
meetings, and educational materials.
Engaging with a support network

can empower patients, improve
coping strategies, and enhance overall
quality of life by fostering a sense

of community and acceptance. We
highlight the following support groups
to our patients in clinic.

® Vitiligo Support UK
(https://www.vitiligosupport.uk/)

Listen to

a BDNG
podcast with
Emma Rush
of Vitiligo
Support UK

® The Vitiligo Society
(https://vitiligosociety.org/)

® Changing Faces
(https://www.changingfaces.org.uk/).

Final word

| feel privileged to work in this clinic,
which takes a comprehensive and
holistic approach to patient care,
providing access to psychological
support and cutting-edge research to
enhance treatment outcomes. If anyone
is interested to hear more about the
service that we offer or to set up the
VOICE registry locally | am happy to be
contacted via the BDNG.

References:

[.NHS Choices. Overview - Vitiligo. NHS
2020. Available at: https://Awww.nhs.uk/
conditions/vitiligo/ [last accessed May 2025]

2.Chen J,Li S, Li C. Mechanisms of melanocyte
death in vitiligo. Medicinal Research Reviews
2021.41(2): 1138-1166

3. Picardo M, Huggins R, Raffaella H, Marino
A, Ogunsola M, Seneschal J.The humanistic
burden of vitiligo: a systematic literature
review of quality-of-life outcomes. Journal of
the European Academy of Dermatology and
Venereology 2022.36(9): 1507-1523

14 Dermatological Nursing 2025, Vol 24, No 2

4. EleftheriadouV, Atkar R, Batchelor |,
McDonald B, Novakovic L, Patel JV et al. British
Association of Dermatologists guidelines for
the management of people with vitiligo 2021.
British Journal of Dermatology 202 1. 186(1)

5.Van Geel N, Speeckaert R Taieb A,

Ezzedine K, Lim HW, Pandya AG et al.
Worldwide expert recommendations for

the diagnosis and management of vitiligo:
Position statement from the International
Vitiligo Task Force Part |:towards a new
management algorithm. Journal of the European
Academy of Dermatology and Venereology 2023.
37(11):2173-2184

6.Van Geel N, Lommerts J, Bekkenk M,
Wolkerstorfer A, Prinsen CAC, Eleftheriadou
V et al. Development and Validation of the
Vitiligo Extent Score (VES): an International
Collaborative Initiative. The Journal of
Investigative Dermatology 2016. 136(5):978-984

7. LeWitt T, Tauscher R, Obiofuma G,
Peterson |, Haddadin R, Kundu RV. Ocular
manifestations of vitiligo: a systematic review.
BMC Ophthalmology 2023.23(1):120

8. Sénéschal |, Speeckaert R Taieb A,
Wolkerstorfer A. Passeron T, Pandya T et al.
Worldwide expert recommendations for

the diagnosis and management of vitiligo:
Position statement from the international
Vitiligo Task Force—Part 2: Specific treatment
recommendations. Journal of the European
Academy of Dermatology and Venereology 2023.
37(11):2185-2195

9. Khalid-Meften A, Liaghat M,Yazdanpour

M, Nabi-Afjadi M, Hosseini A. Bahreini E.The
Effect of Monobenzone Cream on Oxidative
Stress and Its Relationship with Serum Levels
of IL-1B and IL-18 in Vitiligo Patients. Journal
of Cosmetic Dermatology 2024.23(12): 4085-
4093

| 0. Tavoletti G, Avallone G, Conforti C,
Roccuzzo G, Maronese CA, Mattioli MA,
Quaglino P et al. Topical ruxolitinib: A new
treatment for vitiligo. Journal of the European
Academy of Dermatology and Venereology:
JEADV.2023.37(11)

I'l. Altalhab S, Al Jasser MI, Mulekar SV, Al Issa
A, Mulekar S, Diaz | et al. Six-year follow-

up of vitiligo patients successfully treated
with autologous non-cuftured melanocyte—
keratinocyte transplantation. Journal of the
European Academy of Dermatology and
Venereology: JEADV 2019.33(6):1 172-1176.

[2. Iwuala C,Taylor SC. Structural and
functional differences in skin of colour, Clinical
and Experimental Dermatology: JEADV 2022.
47(2):247-250

I3. Simons RE, Zevy DL, Jafferany M.
Psychodermatology of vitiligo: Psychological
impact and consequences. Dermatologic
Therapy 2020. 33(3).

www.bdng.org.uk


http://www.bdng.org.uk

The psychological impact
of vitiligo

Andrew R Thompson

Vitiligo is an acquired, autoimmune depigmenting

skin disorder resulting in noticeable white patches
appearing on the skin and hair. Its prevalence in Europe
typically ranges between 0.2-0.8% and it is not unusual
for other co-morbidities such as diabetes, eczema, thyroid
disease, and rheumatoid arthritis to be present.! The
prevalence of vitiligo may be higher in darker skin tones,
which may in part be because those with darker skin
experience greater burden and are consequently more
likely to seek treatment.’

Recent guidelines from the British Association of
Dermatologists (BAD) recommend a stepped approach to
treatment, depending on disease severity Treatments can
involve use of topical corticosteroids or calcineurin inhibitors
as monotherapies and narrowband UVB.There have been
significant breakthroughs recently in the treatment of vitiligo,
with Janus Kinase (JAK) inhibitors showing considerable
promise via targeting the underlying immune pathways
implicated in the destruction of melanocytes. That said, total
repigmentation remains untypical.?

In addition, it is clear from the literature that there may
be delays in people receiving treatment possibly as a
result of the impact of the condition continuing to be
minimised.' This is despite evidence that pigment loss
can be associated with significant psychological distress
and impairment in quality of life. Consequently, BAD
recommends early assessment of psychosocial impact
is undertaken. Dermatology nurses play a key role

in both providing direct assessment and in educating

other healthcare providers about this need. For more
information on the BAD guidelines and treatment
pathways see pages 6-9.

This article builds on an article that appeared in this
journal in 2013, and provides an update as to what is
currently known about the psychological impact of the
condition. This will include presenting a summary of the
findings of studies that have investigated the prevalence

of psychological comorbidities, as well as describing the
findings relating to more nuanced psychosocial impacts that
have been reported in the qualitative literature. There will
also be discussion as to what is known about the coping
strategies naturalistically deployed by patients and the types
of psychological therapies and interventions that have been
tested and are likely to be useful.

Psychological impact

Several recent reviews testify to the wide-ranging
psychosocial burdens associated with vitiligo. Ezzadine et
al® conducted a systematic review that identified that most
studies have focussed on depression followed by anxiety.
They identified that the most prevalent co-morbidities
reported in the literature include feelings of stigmatisation,
adjustment reactions, sleep disturbance, relationship
difficulties and sexual dysfunction, alongside avoidance of a
wide range of social, and in some cases occupational activities.

Depression and anxiety

The prevalence of depression found in vitiligo varies largely
between studies, with 41 studies included in the Ezzedine

Summary:
This article aims to describe the nature of both
psychological and social impacts associated with vitiligo. It

Keywords:
Vitiligo, Psychological burden, Depression, Quality of Life

will also include coverage of stigmatisation experienced
by people living with vitiligo as this provides important
contextual information in understanding the nature of
the psychological comorbidities experienced. The article
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indicates the key role that healthcare professionals play
in assessing and continuing to monitor the psychological
impact of vitiligo. It also highlights the potential benefits
to patients quality of life that both formal and informal
psychological intervention can provide.
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et al® review reporting prevalence
ranging from 0.1-62.3%. Fewer studies
have looked at anxiety and have
reported prevalence ranges between
1.9-67.9%. There is evidence that
some differences between prevalence
reported in the literature results
from differences in the measurement
tool used, and studies that have used
clinical assessment, as opposed to
questionnaires, generally report lower
prevalence rates.’

A recent retrospective study using
large UK clinical practice databases,'
reported evidence of the presence

of anxiety or depression in a quarter
of people within the five-year period
following diagnosis. In a similar type

of study,” the authors also found
increased risk of recurrent depressive
disorder and anxiety in comparison

to matched controls. Further, there is
clear evidence of risk of suicide and
self-harm and records relating to these
risks were present at higher levels than
found in the general population in both
Thompson et al” and Eleftheriadou

et al' substantive record review-

based studies. The Eleftheriadou et al'
study reported that |7% of patients

in the incident cohort had been
prescribed antidepressant or anxiolytic
medication and this, coupled with

the study’s finding that there was a
delay in commencing vitiligo specific
treatments or referrals to dermatology,
suggests that some patients may

not be being treated in an optimal
fashion for their mood disturbance

or for their vitiligo. Importantly, earlier
specialist assessment may not only
lead to specific dermatology treatment
being commenced (which is likely to
raise hopefulness and thus reduce
impact) but also more likely to lead to
patients being offered access to expert
nursing care and where necessary
psychological therapies.

Generally, the literature suggests that
women and younger people may be at
increased risk of experiencing adverse
psychological reactions, and that such
reactions may also be influenced by
severity and location of the condition.
Some studies also suggest that there are
ethnicity related differences in distress,

“Several recent reviews testify to the
wide-ranging psychosocial burdens
associated with vitiligo”

with individuals with darker skin tones
being more at risk of experiencing
distress. For example, studies have
reported as much as a three-fold risk of
psychological distress being present in
people of Asian ethnicity with vitiligo.®
In the UK, Thompson et al’ found the
risk of depression was highest in Black
and minority ethnic patients. In contrast,
Eleftheriadou et al' surprisingly found
higher levels of mental health diagnoses
in White patients as opposed to Black
and Asian patients. However, the
authors stated that “it is possible that
inequalities in and barriers to accessing
mental health services, as well as
cultural stigma associated with mental
health diagnosis among Black and
minority ethnic populations in the UK...
have led to an under-representation

of mental health diagnoses in ... our
dataset” (p.223).

Quality of life (QoL) and
qualitative literature

The Dermatology Life Quality Index
(DLQI) has been the most widely used
measure of quality of life within the
literature, although a vitiligo specific
measure (Vitiligo-specific QoL —
VITiQol)? has also been developed and
used. Certainly, a large number of QoL
studies using either recognised measures
or surveys testify to the impact of vitiligo
on dalily life, and it has been suggested
that, given the lesser physical symptoms
associated with vitiligo, the DLQI may
not be as sensitive as a vitiligo-specific
QoL measure, thus the existing literature
may currently underestimate the

Qol impact.'®

In a recent cross-sectional international
survey, it was reported that around
40% of those surveyed experienced
vitiligo as negatively affecting activities
ranging from choice of clothes to
activities engaged in, and in some cases
significant impact on work, education,
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and relationships were reported.'
There is a clear link between lowered
quality of life, economic impact, and the
presence of psychological comorbidities
associated with vitiligo. For example,
Thompson et al” found that comorbidity
of vitiligo and psychological distress was
associated with more time off work,
more primary care appointments, and
higher unemployment.

Vitiligo is highly visible, and as such
poses a significant risk of stigmatisation
and a number of qualitative studies
testify to people with vitiligo
experiencing prejudice and outright
discrimination:

“Everyone in physical education
used to say ‘What is that on you?'
and people calling you names
like fjigsaw skin'. It definitely did
hurt me.""?

“...Once we had this huge
argument...when my mum

just said, well who's going to
marry you with your skin like
that, because a lot of arranged
marriages are pretty much based
on looks and like status.”"®

"It made me to lose my self-
confidence ... It made me angry
...l was annoyed (at strangers'
negative reactions), and so
ashamed of myself’"'

People living with vitiligo are clearly

at risk of experiencing intrusive stares
and negative reactions that would be
uncomfortable and difficult for anyone
to manage. Learning to manage or
tolerate others reactions takes time
and is emotionally demanding, and

is commonly reported across other
conditions affecting appearance.'®

www.bdng.org.uk
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Coping with vitiligo

Several qualitative studies indicate

that learning to live with the condition
involves not just developing strategies to
manage the internal psychological impact
but also learning strategies to manage
other people.'?'*'¢ In all of these studies,
there were reports of some participants
having learnt how to manage others
reactions by providing information about
the disease and if necessary learning
how to move the conversation away
from the topic. Often, participants talked
about having had support to learn how
to do this:

“| do talk to her a bit [mother of
a child with vitiligo]; we do a bit
of role play. So I'll say I'll pretend
to be X in the class, particularly
someone in the class who | might
think is likely to say ‘oh, what's
that?” And she'll say,‘oh, they're
my white patches!'®

This sort of strategy has been advocated
by both the Vitiligo Society (see https://
vitiligosociety.org/) and the charity
Changing Faces (see https://www.
changingfaces.org.uk/), both of whom
have provided information and support
in how to do this in practice.

Concealment of vitiligo using clothing,
make-up, or specific camouflage
products is commonly reported as a
coping strategy within the literature®
Whilst concealment presents some risks
of maintaining distress via preventing
exposure, it also provides a tool by
which people affected by vitiligo can
manage others reactions, and may well
be normalised as a self-care procedure
particularly by women. In a small
qualitative study, Pasterfield et al'” found
that camouflage was indeed reported
as functioning as a tool for managing the
reactions of others:

“I've always got it on when I'm
going out.. .it's to save other
people gawping at you.”"”

www.bdng.org.uk

Importantly, camouflage use was
reported as facilitating the ability to
attend social situations and providing a
sense of control over others reactions:

“The use of the make-up itself

has given me confidence and

given me the freedom to do
"7

things.”.

There is also evidence from the
literature that adjustment is also due to
the ability to contain the appearance
changes as just one part of the self and
to be able to challenge or dismiss self-
critical appearance focussed thoughts:

“Psychologically it made me

a stronger person.. .| look at
people now who have blemishes,
deformities, with a lot of kindness
and respect.”"

Often friends and family often play a
role in facilitating acceptance, and the
development of self-compassion:

“| have a friend and ever since
vitiligo started she has always
telephoned me ... whenever

| see her I'm so happy that
she’s given me courage and
boldness.”"

“...my husband has been brilliant
and he just said, it wasn't your
own fault, it’s just happened...”"

Psychological therapies and
interventions

Normalising and validating the distress
associated with vitiligo is an important
first step, as many patients will have
experienced the impact of their
condition as having been minimised.
Signposting patients to charities
providing support and advice on
treatment options including use of
camouflage is important in all cases,
and where necessary patients should
be supported to consider receiving
psychological interventions when

there is concern about the extent of
the impact.

Psychosocial support and referral for
appropriate therapy or commencement
of psychiatric medication can only

be initiated following assessment.
Unfortunately, despite BAD
recommendations to routinely screen
for distress, there is clear evidence
that healthcare practitioners are not
doing so.'"® BAD recommend continued
assessment and monitoring of both
Qol and psychological impact. Good
nursing practice should always involve
routine exploration of impact and
assessment tools such as the Patient
Health Questionnaire-4 (PHQ-4),"”
Patient Health Questionnaire-9 (PHQ-
9),”° Generalized Anxiety Disorder
(GAD?7),*' Dermatology Life Quality
Index (DLQI),*? and the vitiligo-specific
quality-of-life instrument (VitiQoL: Lilly
et al, 2013)? can be useful.

Currently, there are few studies that
have evaluated the specific effectiveness
of psychological therapy for people
with vitiligo, 2% and a substantive trial

is needed.'® Nevertheless, cognitive
behavioural psychotherapy (CBT) and
related therapies such as compassion
based therapy (CFT) and acceptance
and commitment therapy (ACT) are
likely to be beneficial as they been
proven to be effective in a range of
long-term mental and physical health
conditions and are recommended by
National Institute for Health and Care
Excellence.? In addition, mindfulness
based cognitive therapy is also likely to
be useful, as is the use of specific CBT
orientated self-help.?” CBT is advised
within the BAD vitiligo guidelines and
there now exists a specific manual for
therapists that can guide adaptations in
CBT to support reduction of distress
associated with both conditions affecting
appearance and skin related distress.?¢%

Historically, there have been lengthy
delays for patients waiting to receive
psychological therapies, however
advances in the availability of
psychological therapy have grown
exponentially in the UK over the last
decade, with both the expansion of
Talking Therapies and the growth of
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the clinical psychology workforce.
Whilst there has been growth in
psychological therapies being made
available to people with long-term
conditions, there are relatively few
dedicated specific psychodermatology
services. Nevertheless, services within
mainstream psychological services are
available and dermatology staff should
look to ensure that they are aware of
the referral pathways available to them.

Conclusion

Vitiligo is clearly linked to increased

risk of depression and anxiety, and

also a wide range of other more
nuanced psychosocial and QoL impacts
associated with stigmatisation. Current
guidelines require psychosocial impacts
to be measured as part of the provision
of routine care and clearly, where
distress is present, further assessment
and support should be offered.
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