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GETTING UNDER THE SKIN OF ADULT SEVERE ECZEMA

A survey of patients with severe eczema found that...

e Nearly 1/4 missed more than 6 days of work per year
‘ ‘l‘ due to their condition, whilst approximately 15% missed 16

or more days'

éo

Over 70% reported feeling depressed as a result of
their condition’

[ ]
1IN 10 consume more alcohol when their eczema is at its
worst!

86%
said that the
management of
the condition
impacts their
day-to-day
activities'

Approximately 1.5 million
adults in the UK have
atopic dermatitis?®

14% of CCGs know the number

14% of people with atopic dermatitis
in their area”

<

73% stated that their social life is impacted'’

10% spent over 30 days a year managing their
eczema e.g. by applying cream’ 58°/o said their disease

Impacts their personal
relationships'

7 IN 10 said that their sleeping habits are affected!

Despite this...
0 . L —
Around 30% of respondents had to wait 4-7 . 1iN10 had to wait more than 8 months!'
months before being seen after referral’ mm

And an FOI found that...

of NHS Trusts have standards to support o of CCGs do not have a commissioning
17 /0 healthcare professionals to deliver 87 /0 policy on severe eczema*
psychodermatological care*

Allergy UK ran this survey of patients with severe eczema from 15th November 2016 until Friday 9th December 2016. The number of
respondents to the survey was 305. Not all respondents gave an answer to every question. The project was funded by Sanofi Genzyme, who
had no editorial control over the content or the outputs from the survey.

A Freedom of Information request was sent to 153 NHS Trusts and 209 Clinical Commissioning Groups in June 2016 regarding the
management of dermatology services broadly and atopic dermatitis specifically. Results were collated between August and September 2016.
The work was funded by Sanofi Genzyme. Sanofi Genzyme holds the data on file.
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FOREWORD

The Patient Experience Research summarised in this Report presents powerful evidence on a topic that is
neither well recognised nor properly understood. While eczema may be widely regarded as a relatively minor
skin condition, the fact is that severe eczema can have a devastating effect on the quality of life of people with
the condition.

For anyone who has never experienced this condition, it can be difficult to imagine how constant itching,
cracked, infected and bleeding skin, pain that makes it difficult to move, and constant sleep disturbance
impacts on a person’s life. The testimonies in this Report are incredibly powerful in describing the depression,
lack of self-esteem, exhaustion, embarrassment and anxiety that make many of the usual day to day aspects
of life, such as holding down a job or going out on social occasions, difficult and sometimes even impossible.
This Report also examines the knock-on socio-economic burden of eczema on the NHS and the wider
community.

While the personal burden of atopic dermatitis is carried by around 1.5 million people in the UK?? the astonishing
fact is that there are no national guidelines or quality standard for the treatment and management of severe
atopic eczema in adults in England, Wales and Northern Ireland, so it is not prioritised by the NHS or policy
makers. Whilst a guideline on the condition does exist in Scotland, it was published in March 2011.°

Allergy UK is a patient organisation that provides support services across the breadth of allergic disease. In
2017 our focus and the topic for our Allergy Awareness Week is ‘improving the skin barrier” in atopic (allergic)
eczema, so we welcome this initiative at this time.

We look forward to playing our part in the Steering Group - Building Severe Eczema Services for the Future -
which will take this forward, developing a clear action plan to address the challenges faced by the NHS in the
management of severe eczema to improve the lives of people with this debilitating condition.

Carla Jones
CEO
Allergy UK
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EXECUTIVE SUMMARY

Severe eczema, also known as atopic dermatitis (AD) and atopic eczema, is a chronic inflammatory
autoimmune disease, where the skin barrier can be defective, leading to loss of function which means
allergens can sensitise through the skin. It is characterised by itchy, non-contagious, inflamed skin that can
be present on any part of the body. Despite affecting approximately 1.5 million adults (3%) in the UK?3, it is
significantly under prioritised by policy makers and the NHS. This has led to significant challenges in the
diagnosis, treatment and management of the condition in adults. This report seeks to raise awareness of
the condition and to highlight the significant burden it has on patients, the NHS and the wider UK economy.

‘ ‘ I'm cﬁnstantlg physically and mentally exhausted. I have blood ‘and shin-in my bed .
every morning, skin coming off in my clothing, and have to.cover myself in emollients

etc... My children don't want to be near me when ['m stichy. : , ,

Patient with severe eczema :

IMPACT OF PEOPLE WITH SEVERE ECZEMA

In addition to the visual and physical issues, severe eczema can have a significant impact on the quality of life
of people with this condition. For example, nearly 10% of respondents to an Allergy UK survey of patients with
eczema spent more than 30 days a year managing their condition e.g. by applying cream'. The survey also
unearthed the significant psychological, social and emotional impact that many people with severe eczema
experience on a daily basis. Indeed, over 80% of respondents said their mood is affected by their eczema,
whilst more than 70% said they felt depressed and 6 in 10 said they want to stay indoors because of their
eczema.'

BURDEN ON THE NHS

The condition also places additional financial burden on the NHS. Skin diseases alone account for around 13
million GP consultations® and 717,000 new referrals to secondary care each year’. The survey found that the
majority of eczema patients see healthcare professionals regularly regarding their eczema, with nearly 70%
visiting their GP, practice nurse, allergy or dermatology team more than twice a year and more than 40% doing

so more than four times per year.

‘ ‘ Life is'|;assing by and Fm being prevented from achieving my potential because of
this condition...| have been hampered academically and in career terms by something

so overwhelming but so misunderstood by most people. It's a living hell and the
prospect of death is the onlg thing that reaIIg soothes me when it's really bad.

Patient with severe eczema!

BURDEN ON THE WIDER ECONOMY

Long-term skin conditions, such as severe eczema, also have an impact on the wider economy, particularly
in relation to employment. Over 46% of respondents to Allergy UK's survey stated that they had been forced to
take days off of work in the last year due to their eczema: nearly a quarter missed more than six days of work
per year, while nearly 15% missed 16 days or more"
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KEY CHALLENGES

Despite the significant burden of the disease on patients, the NHS and the UK economy, severe eczema is
evidentlyunder-prioritised. At present, for example, there are no specificindicators orincentives fordermatology
and no national guidelines or quality standards in England, Wales and Northern Ireland for severe eczema in
adults. This makes prioritisation by healthcare professionals and commissioners a challenge. A freedom of
information (FOI) request to Clinical Commissioning Groups and NHS Trusts in England found that only 3% of
CCGs had a commissioning policy on atopic dermatitis.*

This under prioritisation has led to a number of
challenges in the treatment and management of
severe eczema in England, Wales and Northern
Ireland. There exists:

e Variable knowledge of skin conditions
in primary care due to workload pressures
and poor undergraduate and postgraduate
training.

e An under-provision of consultant
dermatologists in the UK, with just one
consultant to every 130,000 people in the
UK.

e A lack of national guidelines or quality
standards that has led to patients receiving
sub-optimal treatment and delays in
diagnosis, with almost one in ten survey
respondents stating that they were forced
to attend more than ten primary care
appointments before being diagnosed.

e |engthy waiting times, with more than
60% of patients who responded to the
patient survey being forced to wait between
one and three months for a secondary care
appointment after being referred.

e Variable access to psychological care
and support, with only 17% of NHS Trusts
supporting healthcare professionals to
deliver psychodermatological care with
standards or through the use of national

guidelines.*

6 | Seeing Red: Getting Under the Skin of Adult Severe Eczema

CALLS TO ACTION

Urgently address the delay
in  recognition, diagnosis and
management of severe eczema in
adults by improving the education
and training of front line healthcare
professionals.

Establish guidelines across the
UK for the diagnosis, management
and treatment of severe eczema
in adults, including a nationally
standardised scoring tool.

Facilitate a care pathway with
appropriate coding and funding for
people with adult severe eczema to
get the appropriate treatment and
care through policy changes.
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WHAT IS SEVERE ECZEMA?

Severe eczema, also known as atopic dermatitis (AD) and atopic eczema, is a chronic inflammatory
autoimmune disease where the skin barrier can be defective, leading to loss of function which means
allergens can sensitise through the skin. It is characterised by itchy, non-contagious, inflamed skin that can
be present on any part of the body.®

It is estimated that approximately 1.5
million (3%) adults in the UK have
atopic dermatitis, many of whom have

' ‘ ‘ It's mentally exhausting being itchy all the time and

a more chronic and severe form. 2¢ [&8 "having people tell you not to scratch. It makes me feel
Some may have co-existence of other | disgusting when people comment on’my skin... | feel like
allergic disease, such as food allergy.’ Pm defined b 4 o& bi-uho T _
Despite the prevalence of the disease, N SORTHIECE I S eCoCigaions 00 Y who a,m N
information on atopic dermatitis person. -. 3

is not routinely held by Clinical ; - Patient with severe eczema '

Commissioning ~ Groups  [CCGs],
the local NHS bodies responsible
for planning and commissioning healthcare services. Indeed, in 2016 only 14% of CCGs
confirmed that they hold data on the prevalence of atopic dermatitis in their area, which
means that an exact figure on the number of adults with the disease in the country is not
currently available.

THE FACTS

Eczema flare ups are fuelled by a breakdown in proper regulation of the immune system,'® which
can lead to changes in the upper layer of the skin, such as redness, blistering, oozing, crusting,
scaling, thickening and pigmentation.” As a result, the skin’s barrier can become weakened and
increase a person’s susceptibility to environmental triggers, such as dust and pollen. A genetic
disposition to allergy can increase the likelihood of eczema being severe."?

The main symptom of severe eczema is extreme and persistent itching and therefore skin
affected by the disease often gets sore and broken from scratching. Once the skin becomes
broken from scratching, infections can set in which can cause even more discomfort.”® Those
with the disease typically experience cycles of flare ups and remission.' People with eczema also
often experience a range of challenges as a result of the disease, including sleep disturbance, as
well as challenges which can affect their mental and social wellbeing.™

The disease usually develops in the first weeks or months of life, although it can also develop in
adulthood." Whilst some people ‘outgrow’ the disease a number of adults continue to experience
symptoms for life."

*A Freedom of Information request was sent to 153 NHS Trusts and 209 Clinical Commissioning Groups in June 2016 regarding the
management of dermatology services broadly and atopic dermatitis specifically. Results were collated between August and September
2016. The work was funded by Sanofi Genzyme. Sanofi Genzyme holds the data on file.
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THE IMPACT ON PEOPLE WITH SEVERE ECZEMA

The impact of the disease can affect every aspect of a person’s life. The persistent itch during a flare up -
which can occur several times a month in some cases'® - can be extremely difficult for people to manage.
During flare ups, skin can become infected from scratching and this can manifest in the following ways:™

* eczema getting a lot worse;

fluid cozing from the skin;

e ayellow crust on the skin surface or small yellowish-white spots appearing in the eczema;

the skin becoming swollen and sore; and,

a high temperature (fever] and generally feeling unwell.

‘ ‘ Jeveral GPs have repeatedly refused lo refer me despite their fails attempts to.

control it [eczemal. They say there is nothing a specialist can do that they can't..

Patient with severe eczema'!

L]

As a condition that can present on any part of the
body, these symptoms of infections, as well as
the inflamed and dry skin that are a symptom of '

eczema itself, can be extremely difficult for people DRSO N a

to deal with - both physically due to the pain and ‘ ‘ Its hon:lble because it g
discomfort, as well as psychologically, socially and everything you touch leaves a mark

emotionally. Severe eczema can be painful and and people shy away from touching

itchy, as well as affecting a person’s ability to sleep, you Tike you wil contaminate them too , ,
concentrate, their personal relationships, their _ :

confidence to socialise and their careers. This is not ’ .. Patient with severe eczema'
widely understood in society, where eczema is often K
viewed as a purely physical condition. Many patients
express feelings of frustration, embarrassment and
anger about their appearance.'

In November and December 2016, Allergy UK undertook a survey of adults who have severe eczema.” The
results of the survey found that when eczema is at its worst:'

e 82% of respondents said their mood is affected

e More than 70% of respondents said they felt depressed

e |tcanhaveasignificantimpacton a person’s self-esteem, with 73% of respondents reporting difficulties
e 58% said that it impacts on their personal relationships

e 7in 10 respondents said that their sleeping habits were affected by the condition

* 73% of respondents stated that their social life is impacted by the condition, with 6 in 10 stating that it
made them want to stay indoors

e One third of respondents said that their eczema makes them eat unhealthy food options, whilst one in
ten said it made them consume more alcohol

*Allergy UK ran this survey of patients with severe eczema from 15th November 2016 until Friday 9th December 2016. The number
of respondents to the survey was 305. The project was funded by Sanofi Genzyme, who had no editorial control over the content or
the outputs from the survey.
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‘ ‘ My eczema is all gver my body but mainly my face which flares often. I don't like
going anywhere or being around people who don't know why my face is bright red

and scabby. I have no self-esteem or confidence. It affects my relationship as I feel
I'm not good enough even though we've been together 10 years. = , v/

_ Patientwith severe eczema'

The process of managing severe eczema can also have an impact on a person’s day-to-day life. Some patients
need to have a number of eczema-related hospital and GP appointments, which can be inconvenient.

e 86% of respondents to Allergy UK's patient survey stated that the management of the condition impacts
on their day-to-day activities.'

e Nearly 10% of respondents reported spending more than two hours a day managing their condition,
such as applying cream. That represents over 30 days a year spent by patients applying creams to manage
severe eczema.'

‘ ‘ | have had S|gn|f|cant bouts of depressmn 99

Patient with severe eczema'!

THE BURDEN ON THE NHS

Severe eczema places additional financial burden on the NHS: the cost to
the NHS in England and Wales in 2005/6 was £1.8 billion."”

Skin diseases are some of the most common conditions that primary
healthcare professionals manage, accounting for around 13 million GP
consultations a year®. This is estimated to cost the NHS up to £585 million
per year in appointments alone'®. It is estimated that 15-20% of GP workload
involves skin disease and, at any time, 23%-33% of the population are affected
by skin diseases that would benefit from medical care.®"”

gt

There are 717,000 new referrals to secondary care for skin conditions each year.” More people are referred
to specialists for skin conditions than heart disease, yet 21% of referrals to secondary care could have been
treated in a primary care setting, which could be needlessly costing the NHS up to £29 million a year.?®

only 14% CCGs have information ; ‘ ‘ It makes me Feel very low and the pain can become

on the prevalence of atopic dermatitis s0 bad it makes me cry ’ ,
in their respective areas* ,

Patient with severe eczema !
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Research has found that most NHS Trusts in England do not monitor or

track data on outpatient appointments for adult patients with diagnosed

or suspected Atopic Dermatitis.* Whilst some Trusts do collect outpatient

o appointment data for skin conditions, it is not collected in a way in which
- it can be broken down further by individual skin condition.* This makes it
-’ e

:.// difficult to understand the true burden of severe eczema on secondary care
< — N services. Without an understanding of the true burden, it could mean that

\t appropriate services are not being commissioned.

The majority of eczema patients see healthcare
professionals regularly regarding their eczema.
Nearly 70% visit their GP, practice nurse, allergy or
dermatology team more than twice a year, whilst
more than 40% do so more than four times per year.'
For some patients, appointments are a particularly
frequentoccurrence, with around one in five reporting
that they see a health professional more than nine
times each year about their eczema.'

‘ ‘ It is so, so much better now that I have
regular contact with a dermatologist - before

[ felt so alone withit. -~ ; ’ ,

Patient with severe eczema !

“ Everything I do is.an extra struggle. | get very down and feel nobody understands
- at alk My relationship. with my husband has massively suffered and whilst I haven't
taken many days off sick [ often struggle with doing my work , ,

Patient with severe eczema’

THE BURDEN ON THE WIDER ECONOMY

Long term skin conditions also have an impact on the wider UK economy. This is particularly the case in the
employment of people with severe eczema, both in terms of securing and maintaining employment, but also
in the time off work due to flare ups or appointments. Chronic skin conditions can influence people’s life
choices, as well as negatively impacting their employment opportunities.®?

Sickness absence costs UK taxpayers and employers an estimated £22
billion per year,?” with around 300,000 people each year becoming the
recipients of health-related benefits. Allergy UK’'s survey of people with
severe eczema found that over 46% of respondents had taken days off of
work in the last year due to their eczema.'

Whilst the average number of sick days taken per employee per year in the
UKis 6.5 days,” the patient survey found that more than 24% of respondents
reported missing six or more days a year of work just as a result of their
eczema.' Moreover, nearly 15% had missed sixteen or more days of work
due to their condition.'

Date of preparation: April 2017
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.-

‘ ‘ It impacts my ability to' move, go'out, dress in ordinary clothes..] struggle to houel

bend if it is really bad. fit work | am constantly mmsturlsmg It mahes a mess of my
clothes, my desh,-my notebooks Everything. : %9

Patient with severe eczema

NEED TO PRIORITISE SEVERE ECZEMA

Despite its prevalence, its impact on the lives of adults who live with this chronic skin
condition, and its cost to the NHS and the wider economy, severe eczema is seen as a
low priority health issue. Therefore it is of vital importance that this condition receives
appropriate prioritisation, to ensure people affected receive the best care possible and
to reduce the financial burden on local health services and the wider economy.

UNDER PRIORITISATION OF SKIN CONDITIONS BY POLICY MAKERS AND HEALTHCARE
PROFESSIONALS

Dermatology represents an important part of NHS provision...and yet this important area is
poorly understood and has received comparatively little attention. Commissioning has often
been poor. Inadequate planning has left gaps in the workforce. The 40,000 GPs managing this
workload have received little training in dermatology and there are only 650 consultants to

advise them and provide the more specialist care.
The King's Fund, 20147

Despite the millions of primary care appointments and hospital referrals for skin diseases that take place every
year in the UK, dermatology is not prioritised by policy-makers. At present, there are no specific indicators
or incentives for dermatology, which makes prioritisation by healthcare professionals and commissioners a
challenge. Research in 2016 found that 87% of CCGs do not have a commissioning policy on dermatology.*

The Dermatology Council for England (DCE] published a report in 2015 which found that commissioners were
aware of the pressure being placed on dermatology services, with 55% of CCGs confirming that they had
been informed of workforce capacity issues. Despite this, only 37% of the CCGs had actively reviewed their
dermatology service provision since the formation of the CCG*. Such reviews are a vital part of ensuring
services reaches the required standards identified in the Health Needs Assessment.® As a result of this
pressure, many dermatology appointments last only eight minutes, which many believe is not sufficient for
proper diagnosis.?

Whilst there are pockets of excellence in the management of dermatology, clear national leadership is needed
to improve outcomes for patients.

€

‘ ‘ I can't put makeup on my face, I'm itching euergluhere every dag I can't go to the

gym because | sweat and it flares my skin up.

Patient with severeeczema '
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LACK OF NATIONAL INSTITUTE FOR HEALTH AND CARE EXCELLENCE (NICE)
GUIDELINES ON THE MANAGEMENT AND TREATMENT OF ADULTS WITH SEVERE
ECZEMA

There are currently no national guidelines or quality standards in England and Wales on the diagnosis,
treatment and management of severe eczema in adults. In Scotland there is a national clinical guideline on the
management and treatment of children and adults with atopic eczema in primary care, which was published
in March 2011 by the Scottish Intercollegiate Guidelines Network (SIGN).> Current NICE guidelines focus on
severe eczema in children under 12 years old only. %/

Without a national standard of care for adults with : ; )3
the disease, patients may not be routinely receiving ‘ ‘ It keeps me awake at night. I refuse to
optimal care. As a disease that affects both physical have a partner because of it. , ,
and mental health, it is vital that policy-makers . 4

produce guidelines onthe management of adult severe
eczema to ensure that healthcare professionals are
supported to provide optimal care for their patients.

Research found that in 2016, only 3% of CCGs had a commissioning policy on adult atopic dermatitis,
whilst only 15% of Trusts produced local guidelines on adult atopic dermatitis.*

Only 3% of CCGs had a commissioning policy on atopic dermatitis in 2016.*

‘ ‘ I've had to change my job due to'my eczema worsening - I was working in AEE

and was going to train to be a nurse, but | can't now because of my skin as it's an
infection risk. ) '

2

Patient with severe eczema !

WHAT THIS MEANS FOR THE TREATMENT
AND MANAGEMENT OF SEVERE ECZEMA

CURRENT TREATMENT OPTIONS

Whilst there is currently no cure for severe eczema, there are a number of treatments available that people can
use to manage their symptoms. Current treatment options for adults with severe eczema include: emollients;
topical corticosteroids; anti-histamines; oral corticosteroids; phototherapy; and systemic treatments.?®
Patients with severe eczema often try multiple treatment options to manage their condition, with systemic
treatments available to those who are troubled with repeated, widespread flare ups of the disease, or who have
severe eczema that is hard to control with topical treatments alone.

Date of preparation: April 2017
12 | Seeing Red: Getting Under the Skin of Adult Severe Eczema Job Bag Code: SAGB.SA.17.04.0413


SAGB.SA

‘ ‘ It has ruined my career in the army. It glues me a very low mood.

]

Pat|ent Wlth severe eczema ! , ,

VARIABLE KNOWLEDGE ON SKIN CONDITIONS IN PRIMARY CARE

Dermatology services across the country are over-stretched and f
understaffed, which means that there is pressure on GPs to try to

treat and manage patients who may need specialist care. It is widely
acknowledged that there is a lack of knowledge about skin disease

in general practice due to poor undergraduate and postgraduate

training." Furthermore, few GPs have a developed specialist interest

in dermatology. With the workload pressure on general practice

all too well known and up to a quarter of GP workload involving

skin disease, there is a clear need for better support for GPs to
appropriately manage dermatological issues and address the unmet ‘
patient need.

REGIONAL VARIATIONS IN ACCESS TO DERMATOLOGY SPECIALISTS

The challenges faced in primary care for severe eczema patients are exacerbated by the under-provision of
consultant dermatologists in the UK.

Snapshot: Dermatology Services at a Glance

e There is just one consultant to every 130,000 people in the UK. Currently no region in the
UK meets the Royal College of Physicians’ recommendation of one consultant for every 62,500
people.c

* In2012there were 813 dermatology specialists in the UK, which is an estimated 250 specialists
under the number recommended by the Royal College of Physicians."

e In 2014, it was estimated that 20% of consultant dermatologist posts in England were
unfilled.

« In 2015 over two thirds of NHS Trusts operated with consultant level vacancies,
nearly half did not have fully staffed specialist secondary care services and nearly three quarters were
employing locums to fill the gaps.?

‘ ‘ When it is particularly bad it is horrendous with unsuccessful doctors’ visits, spending
unnecessary money on creams; which make it worse and clothes and washing powder -
that makes it worse also.

Patient With SEvere egremia i
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At present, many patients are either not being referred to specialists when
necessary or are referred when they could be better managed in primary care.
This creates additional pressures on primary and secondary care and also
means that many patients across the country may not be receiving the most
appropriate treatment for their condition. This can result in people attending
more appointments than necessary, which overloads the health system, can
be inconvenient for patient and results in significant costs to the NHS.

DELAYED DIAGNOSIS

Timely diagnosis of severe eczema and appropriate referral to specialists
is vital for optimal patient care. However, evidence suggests that this is not
routinely managed across the country. Almost half of patients are required
to see their GP or nurse between two to four times before they receive a
diagnosis of eczema. Worryingly, almost one in ten people with severe eczema
who responded to the patient survey stated that they were forced to attend
more than ten primary care appointments before being diagnosed.'

-

I:cannot wear whit_é clothing* because as soon as I itch | blee.d which then stains my
clothes. I have dicty looks from: customers at work when they see my eczema and |
constantly have to stop what I am doing fo ‘sooth’ an itch. . %9

¥

Patient with severe eczema !

NATIONAL GUIDELINES AND SCORING TOOLS

Delayed diagnosis may be in part due to the lack of NICE clinical guidelines for adult severe eczema to ensure
that people receive optimal treatment and management of the disease. Whilst there are currently no adult
severe eczema specific national guidelines in England and Wales, the Primary Care Dermatology Society
(PCDS) and British Association of Dermatologists (BAD) produced a guideline in 2005%. As it is not nationally
recognised and implemented, the guideline is not routinely adhered to by healthcare professionals and
commissioners. With a significant lack in local guidelines and understanding about atopic dermatitis - only
3% of CCGs had a commissioning policy on adult atopic dermatitis in 2016, whilst only 15% of Trusts produced
local guidelines on the disease’ - it is therefore vital that a national guideline for adult atopic dermatitis is
agreed to ensure the appropriate management and treatment of patients.

In order to obtain an accurate diagnosis for eczema

and understand the most appropriate treatment (G 4 AERHSBEL[CTREPRINTON I enough
option, the severity of the disease should be scored;

however, whilst scoring tools exist, there is currently [to be referred], despite having it all my ife

no nationally recognised scoring system in the and having had a record of uisiting. . ’ ,
UK. This can exacerbate delays to treatment and
result in unnecessary additional appointments.

*
Patient with severe eczema ',

The Eczema Area and Severity Index (EASI) is

an accepted and validated scoring tool used to

measure the severity of the disease. However, it is not well-known or used widely in clinical practice. In order
to ensure that all healthcare professionals are supported to appropriately diagnose and manage the disease,
the EASI tool or a similar scoring tool should be rolled out nationally. This may help to alleviate many of the
current challenges in the patient pathway.
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. LENGTHY WAITING TIMES

EE Research found that more than 60% of patients who responded were forced to wait
Em between one and three months for a secondary care appointment after being referred.
[ § | Almost 30% of respondents waited between four and seven months before being seen

in secondary care, and one in ten had to wait eight months or more.!

Research also found that the average waiting time to treatment from referral for adults with atopic dermatitis
was between 11-15 weeks.* This will be of concern to many patients, given the significant impact the disease
can have their lives, but also as severe eczema tends to appear in flares meaning it can worsen suddenly and
disappear just as quickly.

‘ ‘ Time applying creams interferes with my daily routine as well as work as I have to

find the time to apply creams during my shift ; ' , ,

Patient with severe-eczema !

i

VARIABLE ACCESS TO PSYCHOLOGICAL CARE AND SUPPORT

As a disease that can have a significant impact on a person’s mental health and wellbeing, it is crucial that
people have access to appropriate information and support to manage all symptoms of the disease. Evidence
suggests that people with the disease are not routinely provided with the necessary advice and support for the
psychological impact of severe eczema.

There is currently limited access to relevant practitioners, such as psychologists, psychiatrists and counsellors
as part of dermatology services. In 2013 it was estimated that only three out of 127 hospitals surveyed had a
dedicated psychodermatology service, a reduction since 2004.° Research in 2016 found that only 17% of NHS
Trusts support healthcare professionals to deliver psychodermatological care with standards or through the
use of national guidelines.*

17% of NHS Trusts support healthcare professionals to deliver psycho-dermatological care*

Evidence shows that the psychological impact of atopic dermatitis is not recognised and data on referrals is
not routinely recorded by NHS Trusts.* As such, many adult patients may not be receiving appropriate care
to manage their full range of symptoms. Indeed, 85% of dermatology patients suffer psychological effects of
their condition, despite this 58% of secondary units do not provide any psychological services for dermatology
patients.?? It has been suggested that an increased understanding of the psychiatric comorbidity associated
with skin disease and a joined up approach between biological, psychological and social factors to management
will ultimately improve patients’ lives.

-

‘ ‘ I'have throughout my'life lost huge amounts of time due to my eczema... even fiow
Iose something [ike two hours a day to putting creams on"and waiting for them to

go-in. - ’ ~ 29

Patient with severe eczema’!
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CALLS TO ACTION

Across all stages of a patient journey - from diagnosis to referral to treatment - there are many opportunities
to iImprove outcomes for those with severe eczema. Indeed, a number of steps could be taken by policy makers
and healthcare professionals across the patient pathway to support optimal management of the disease and
reduce regional variation. The key calls to action are detailed below.

of severe eczema in adults by improving the education and training of

G UrgentlYaddressthedelayinrecognition,diagnosisandmanagement
front line healthcare professionals.

and treatment of severe eczema in adults, including a nationally

G Establish guidelines across the UK for the diagnosis, management
standardised scoring tool.

Facilitate a care pathway with appropriate coding and funding for
people with adult severe eczema to get the appropriate treatment and
care through policy changes.
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