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The undercover skin disease 
part 2: A clinical review of 
hidradenitis suppurativa

The motivation for this two-part article is to help provide awareness across nursing regarding hidradenitis 
suppurativa (HS) or acne inversa as it is otherwise known. This first article in this series, published in the 
last issue of Dermatological Nursing, explored the history and background of HS. This article examines the 
assessment, diagnosis and treatment of HS. This two-part series is written from the authors’ perspectives 
and consideration should be made for varying approaches to practice and research.

Early diagnosis is crucial to improve the lives of people with HS. It is vital that clinicians in primary 
care identify people with very early disease so that treatment can be initiated to reduce systemic 
inflammation as the autoinflammatory march can have irreversible and devastating consequences  
for sufferers. There are assessment tools available to aid diagnosis and for determining disease, and a 
patient history and clinical examination is sufficient to make a diagnosis. In addition to early diagnosis, 
the timely detection of ineffective treatment response and subsequent referral to secondary care is 
of vast significance for improving patient outcomes. A holistic approach to the management of these 
patients is needed as the prevalence of one or more poor lifestyle behaviours is not uncommon 
among this cohort. Recommendations to support the long-term symptom management of HS have 
been suggested, including identifying and supporting patients’ psychological needs.    
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Diagnosis
The diagnosis of hidradenitis 
suppurativa (HS) is primarily made 
from a clinical examination and 
taking a patient history. HS is often 
misdiagnosed as a boil, infection 
or folliculitis1 and emphasises the 
importance of the complete  
patient history. 

There are currently no 
pathognomonic tests to diagnose 
HS and a biopsy is hardly ever 
required,1,2 particularly for long-
standing and progressed lesions.3 
It is, however, possible for HS to 
develop into cutaneous squamous 
cell carcinoma (cSCC). Despite the 
estimated prevalence of HS, cases 
are reported infrequently.4 In 2016, 
Jourabchi et al.5 carried out a review 

of available literature and identified a 
total of 80 reported cases of cSCC. 
A total of 95% of patients were 
men with HS affecting the perianal, 
perineal or buttock regions and the 
average age at the time of diagnosis 
was 52 years. Sufferers frequently 
presented late with 55% already having 
metastatic disease. It is recognised 
that occurrences are under reported 
and that the actual figure may be 
much higher. According to American 
data, the incidence of cSCC emerging 
from chronic anorectal HS was 
approximated at 3.2%.6 In view of 
this, a biopsy is indicated to rule out 
cSCC if faced with advanced disease 
where diagnosis is indeterminate,2,7 
and highlights that chronic wounds 
can secondarily transform into cSCC. 
Furthermore, invasive cSCC arising  
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in HS carries a high risk of death.8,9  
It can prove challenging to distinguish 
between HS and cSCC clinically 
and this, together with the adjoint 
distribution of HS via HS skin sinus 
tracts, may contribute to the increased 
risk of late diagnosis and subsequent 
likelihood of metastatic disease.

A blood test does not diagnose 
HS but may give an indication of the 
inflammation that is occurring in the 
body. C-reactive protein (CRP) is 
commonly used and measured from a 
blood test and is a protein produced by 
the liver in response to inflammation. 
It is monitored alongside HS treatment 
to determine treatment response10 and 
the higher the result, the greater the 
amount of inflammation in the body. 

A swab from an exudating site 
does not diagnose HS but may 
indicate a skin infection that requires 
treatment.11 Bacteria do not seem to 
be contributary as analyses of aspirates 
from unruptured lesions commonly 
reveal sterile cultures.2 Nevertheless, 
bacterial infection and colonisation 
presenting within HS lesions and sites of 
inflammation can secondarily exacerbate 
HS.12 Ballard and Shuman2 highlight that 
menstruation, weight gain, smoking, 
stress, hormonal changes, excessive 
heat, humidity, and perspiration seems 
to elicit HS and, furthermore, diet, 
smoking, alcohol, friction, pressure and 
specific clothing have also been reported 
to worsen symptoms. 

On examination, people with HS 
frequently present visually well and 
apyrexial, nonetheless, acceptations may 
include secondary infection or more 
advanced disease such as Hurley stages 
2 or 3. The consensus is that three 
fundamental aspects are needed to 
diagnose HS and these include typical 
lesions, characteristic distribution, and 
recurrence. Ideally, all three elements 
must be present for a definitive 
diagnosis to be made.9,11,13,14 

According to van der Zee and 
Jemec3 and Zouboulis et al,11 the initial 
positive diagnostic measures through 
clinical assessment are as follows:

 � History: persistent painful and/or 
tender or suppurating lesions more 
than twice over a six-month period

 � Signs: involvement of axilla, 
genitofemoral area, perineum, gluteal 
area and inframammary area of 
women (mostly inflammation of the 
apocrine sweat gland-bearing areas) 

 � The presence of nodules (inflamed or 
non-inflamed), sinus tracts (inflamed 
or non-inflamed), abscesses, and 
scarring (atrophic, mesh-like, red, 
hypertrophic or linear). 

The diagnosis can be supported 
by other considerations which are 
not pathognomonic. These secondary 
positive diagnostic measures include:

 � Family history of HS15

 � Microbiology: A negative swab 
or the presence of normal skin 
microbiota – this indicates that the 
cutaneous activity is not infection 
driven and more likely to support  
a diagnosis of HS.

The typical primary lesions are as 
follows:

 � Painful and/or tender erythematous 
papules smaller than 1cm in diameter

 � Painful and/or tender erythematous 
nodules larger than 1cm in diameter

 � Painful or tender abscesses and 
inflamed discharging papules or 
nodules

 � Dermal contractures and raised and 
scarred skin distorting its normal 
appearance

 � Double-ended comedones.

The most common sites for HS are 
the groin, armpit, perineum, buttocks 
and submammary/intramammary fold.9,16 
Uncommon sites for HS include the 
areola of the breast, periumbilical skin, 
scalp, zygomatic and malar areas of the 
face, thighs and popliteal fossa.16 

Ultrasound scanning and colour 
doppler of the affected body regions 
can prove helpful to assess the extent 

of local disease and subsequent overall 
disease severity.17-19 Transpiring evidence 
suggests that clinical examination 
without imaging may misjudge disease 
severity and therefore underestimate 
the extent of disease. These scans can 
allow subclinical changes such as dermal 
thickening, expansion of the hair follicles, 
pockets of fluid and more to be seen 
and be included in the assessment. 
Also, they provide detailed information 
regarding the lesion type and extent of 
disease such as in the case of sinus tract 
formation where they may interconnect 
with other lesions. Ultrasound has 
proved valuable for understanding the 
disease activity that clinical examination 
does not offer and with reference to 
fistulous tracts in HS patients according 
to Wortsman,19 ultrasound scanning can 
help to grade the severity of tracts. The 
correct diagnosis, precise assessment of 
disease severity and early administration 
of treatment to reduce systemic 
inflammation is crucial. Moreover, the 
treatment goal should be effective 
prevention of the autoinflammatory 
march and its irreversible after-effects.20

Phenotypes
There are currently no formal 
phenotypic heterogeneity for the 
HS disease. Canoui-Poitrine et al21 
phenotyped a total of 648 HS patients 
in their study based on affected skin 
sites, lesion types, family history, 
and associations with (severe) acne, 
although further investigation is needed. 
The poor inter-rater reliability and 
agreement of current phenotyping 
in existing literature limits the use of 
proposed measures. Understanding 
genotype-phenotype correlation could 
help to direct the clinical management 
of HS. Additional research into the 
correlation of clinical phenotypes with 
inflammatory biomarkers may offer 
better understanding of pathogenesis. 
Furthermore, it may allow insight into 
the prognosis of disease progression, 
severity and activity to support future 
clinical practice and possibly predict 
the behaviour of the disease. Frew et 
al22 identified an absence of genotype-
phenotype correlation in HS and that 
the supposition of inherited HS as 
a monogenic condition may require 
reconsideration. Cazzaniga et al23 

Early diagnosis is crucial to 
improve the lives of people 
with HS
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suggested that classifying patients 
with HS into the following three 
categories may help to enhance clinical 
management: 

 � Severe axillary-mammary-groin 
phenotype with predominantly 
anterior body involvement in females 

 � Axillary-gluteal-groin phenotype of 
intermediate severity mainly affecting 
males in the posterior body areas

 � Axillary-groin phenotype with 
mildest clinical symptoms and 
limited skin involvement may help in 
optimising HS management. 

Nikolkis et al20 carried out a 
systematic review which included 64 
suitable articles on syndromic HS. The 
following syndromes were identified:

 � Poderma gangrenosum-acne-
suppurative hidradenitis

 � Pyogenic arthritis-pyoderma 
gangrenosum-acne-suppurative 
hidradenitis

 � Psoriatic arthritis-pyoderma 
gangrenosum-acne-suppurative 
hidradenitis

 � Pyoderma gangrenosum-acne 
vulgaris-hidradenitis suppurativa-
ankylosing spondylitis

 � Synovitis-acne-pustulosis-
hyperostosis-osteitis.

Other novel groups of symptoms 
were also included. The focus at 
present in most research relating to 
HS is an emphasis on identifying the 
pathophysiology and then initiating 
a treatment that is indicated for the 
identified syndromes.20 The absence of 
formal phenotyping and therefore specific 
treatment indication for HS continues 
to present challenges for healthcare 
professionals to effectively manage this 
chronic disease. At present detailed 
descriptions of the disease activity are 
preferred and should include the sites 
affected and types of lesions present, the 
frequency of flares/activity, exacerbating 
factors and Hurley stage at a minimum. 

Assessment 
A study by Matusiak24 showed that 
measuring the soluble interleukin-2 
receptor level can be used as an 
important marker in patients with 

HS for demonstrating disease staging, 
although this marker is not currently 
measured in practice within the UK. 
A more recent review of the research 
by Del Duca et al25 demonstrates that 
HS is a disease that includes multiple 
concurrent pathways and despite the 
pathogenesis remaining unknown, 
current research perseveres with 
investigations into better understanding 
of, and the trigger factors for, HS. 

The extent and the severity of the 
disease can vary extensively. Some 
patients have relatively mild forms of 
the disease that involve only one body 
region. However, for several patients, 
their HS can affect more than one 
major region and, as such, recorded 
assessment should be performed at 
suitable intervals to determine the 
impact of treatment. At present, there 
is no gold standard assessment tool 
used in clinical practice, however, two 
scoring tools are most commonly used 
which are the Hurley System for grading 
the severity of HS and Sartorius HS 
Score. The Hurley clinical staging of 
HS26 details three distinct clinical stages 
of the disease and is a widely used tool 
which aids diagnosis and severity but 
is not useful for monitoring treatment 
efficacy in the short term.11

Stage 1 – Solitary or multiple, isolated 
abscess formation without scarring or 
sinus tracts

Stage 2 – Recurrent abscesses, single  
or multiple widely separated lesions, 
with sinus tract formation

Stage 3 – Diffuse or broad involvement, 
with multiple interconnected sinus tracts 
and abscesses.26

The Sartorius HS Score is 
determined by calculating the affected 
sites, nodules and sinus tracts.27

 � Anatomic region involved (axilla, 
groin, genital, gluteal, or other 
inflammatory region left and/or 
right): 3 points per region involved

 � Number and scores of lesions 
(abscesses, nodules, fistulas, scars): 2 
points for each nodule, 4 points for 
each fistula, 1 point for each scar, 1 
point each for “other”

 � Longest distance between 2 
relevant lesions (i.e., nodules and 
fistulas, in each region, or size if 
only 1 lesion): Less than 5cm, 2 
points; less than 10cm, 4 points; 
more than 10cm, 8 points

 � Lesions clearly separated by normal 
skin in each region: If yes, 0 points;  
if no, 6 points.27

There are also other tools that 
measure different aspects of HS. A six-
stage HS physician global assessment 
(HS-PGA) is also used to identify a 
patient’s current disease activity which 
ranges from clear to very severe, and is 
a measure used mostly in clinical trials 
to determine clinical improvement in 
inflammatory nodules, abscesses and 
draining fistulae.28 This tool can also 
be used in daily practice to measure 
outcomes or treatment effects whilst 
patients are in receipt of treatment  
for HS.  

The HS clinical response tool 
(HiSCR) is a suitable clinical endpoint 
tool to evaluate efficacy for HS 
treatment and captures precise measures 
of change in disease activity. A ≥50% 
reduction in inflammatory lesion count 
(abscesses + inflammatory nodules), 
and no increase in abscesses or draining 
fistulas when compared with baseline. 
It is used to assess the effectiveness of 
treatment with biologics.28 

The HiSCR does not examine size 
or severity of single lesions, nor does 
it determine how treatment response 
impacts on a patient’s pain level or 
quality of life. Nevertheless, a reduction 
in disease activity can impact positively 
on quality of life and pain level amid 
patients with HS.28 

A HS assessment tool named 
the Acne Inversa Severity Index 
(AISI) has been designed to involve 
a physician-rated assessment that 
reflects the type of lesions present 
and the affected body sites. The 
combined score has been defined 
by a physician-rated assessment 
and includes scoring the HS lesions 
conforming to a predefined score (i.e., 
comedonic lesion, 1 point; abscess, 
2 points; sinus tract, 3 points; keloid 
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and fibrotic adherence, 4 points; 
fibrosclerotic inflammatory plaque, 5 
points). This score is then multiplied 
by the quantity of body sites where 
that lesion appears. It is proposed 
that this tool would be suitable for 
better capturing disease severity in 
both clinical practice and clinical trials 
for HS.29 This tool may be useful in 
assessing patients with varying severity 
of disease and importantly to help to 
identify milder disease. Nevertheless, 
long-term, multicentre, vast and 
cohort-based studies are required to 
validate this tool. 

It is helpful to consider the level of 
pain, the frequency of flares, and the 
impact of HS on daily life. The visual 
analogue scale (VAS) is a validated, 
subjective measure for acute and 
chronic pain. This tool is easy to 
complete by patients and a handwritten 
mark is inserted along the 10cm line, 
representing the patient’s level of 
pain. The scale extends between “no 
pain” and “worst pain.”30-32 The Cardiff 
Dermatology Life Quality Index (DLQI) 
questionnaire is regularly used31-33 and is 
applied across dermatology and regularly 
measured and recorded in clinical trials. 
The Hidradenitis Suppurativa-Specific 
Quality of Life Instrument (HiSQOL) 
tool34,35 and the Hidradenitis Suppurativa 
Burden of Disease (HSBOD) tool have 
both been suggested as a measure 
of quality of life impacts, but are not 
currently endorsed36 and continue  
to be reviewed. 

None of the aforementioned 
assessment tools address all of the 
needs of a person with HS, nor do 
they possess the necessary elements 
to characterise the disease. So, while a 
single, valid, easy-to-use, precise, and 
reliable assessment tool is needed, 
it is likely that assessment tools will 
be used in combination for some 
time. Nevertheless, they will need 
to be used to ensure the diagnosis 
and management of HS – including 
other symptoms such as psychological 
morbidity – are not overlooked. 
Moreover, multiple assessment tools 
are currently used to assess people with 
other inflammatory skin conditions, 
such as psoriasis and eczema.

Treatment
The primary management depends on 
the severity of HS at first presentation. 
Hurley stage 3 should be referred to 
secondary care as the management 
is expected to be complex and 
involve multidisciplinary discussion 
and cross speciality intervention. For 
mild to moderate HS (Hurley stage 
1-2), management can commence 
in primary care.1 Nevertheless, this 
should be assessed on a case by case 
basis taking into consideration the 
impact on quality of life, the patient’s 
mental health and wellbeing, pain 
levels and potential for scarring. With 
reference to treatment, Figure 1 shows 
the treatment process followed in 
secondary care,1 and it should be 
remembered that there is treatment 
overlap with primary care at the 
beginning of the ladder. 

Some treatments further along the 
ladder are hospital only medications 
and would require a referral to 
secondary care in order for patients 
to access them. For a good proportion 
of people diagnosed with HS, the 
cutaneous presentation of the disease 
seems refractory to conventional 
treatment, and at times monotherapy 
with biologics is unable to achieve 
or sustain complete remission of the 
disease without adjunctive therapy.20 As 
such, this emphasises the importance 
of patients having access to specialist 
support, advice and adjunctive therapy 
to manage the breakthrough flares 
associated with this chronic disease.   

 
People with HS can be provided 

with foam dressings or an alternative 
highly absorbent dressing. Wound 
pads can also be used and the supply 
of dressings can be made available via 
a repeat prescription from the GP. A 
daily wash with an antimicrobial wash or 
lotion is recommended. Using Octenisan 
to wash with daily is preferred and may 
be less irritating than Hibiscrub. Some 
people wash with Hibiscrub a couple of 
times per week and Octenisan daily for 
the rest of the week. 

Dermol 500 lotion can be applied 
to skin if it is dry and inflamed and/
or infected. This is an antimicrobial 

lotion and can be used as a wash also. 
With antimicrobial washes, a contact 
time of one-to-five minutes is advised 
before rinsing. This may optimise 
their effectiveness. Furthermore, they 
should be used undiluted when this is 
recommended by their manufacturer. 

Greasy ointments should be avoided 
at the site of activity as these can cause 
increased heat and sweating, blocked 
pores and in some instances folliculitis. 
However, they can be applied to non-
affected sites, especially if the patient 
suffers from another skin condition, 
such as eczema or psoriasis, or simply 
has dry skin. 

Potassium permanganate-soaked 
gauze can be used on active sites 
that are believed to be inflamed/
infected, however antibacterial 
washes are preferred. Bacteria can 
drive the problem, but are not the 
cause and a potassium permanganate 
bath would rarely be recommended 
as there is little evidence for its use 
in HS. Additionally, the sinus tracts 
in severe disease may cause the 
solution to pool, which is a caustic 
risk. Potassium permanganate should 
only be prescribed when monitored 
closely by a specialist and with a careful 
protocol. The protocol should detail 
how to mix it accurately and use and 
dispose of it safely in accordance with 
the manufacturer’s advice.

Recommendations at any stage in the  
patient pathway

 � The first encounter with the 
patient should be optimised 
and their goals for treatment 
established. This will address their 
concerns and enable the clinician 
to manage their expectations. 
Making a plan can be helpful and 
enables the patient to know what 
the next steps are in case the 
initial treatment is ineffective.  
The National Institute of Health 
and Care Excellence (NICE) 
produced ‘Making Every Contact 
Count’ and this is an evidence-
based approach to improving 
people’s overall health and 
wellbeing by facilitating them to 
change their behaviour.37 Patients 
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with HS should be encouraged 
to make positive lifestyle choices, 
and this should be encouraged at 
every opportunity. Patients can be 
signposted to information on how 
to understand and manage their 
condition and also to where they 
can find support:

 �  The British Skin 
Foundation https://www.
britishskinfoundation.org.uk

 �  The Hidradenitis Foundation 
https://www.hs-foundation.org

 �  The British Association of 
dermatologists www.bad.org/
leaflets.

 � The psychological impact of HS for 
the patient should be addressed. 
Patients can complete the HiSQOL 
assessment tool38 and have a 
discussion with the clinician to 
determine how they are coping 
with the disease 

 � Screening for anxiety and/or 
depression and directing patients 
to their local mental health 
service which can be found at the 
following web address: https://
www.nhs.uk/service-search/find-
a-psychological-therapies-service/
find-your-gp  

 � Offer an open follow-up 
appointment and give the patient 

 Figure 1.

the contact details for a point of 
contact to access if their skin flares 
or if they need advice. Providing 
patients with access to a key worker 
may improve outcomes

 � Advise patient about what to do 
when they flare, e.g., they should 
present to A&E out of hours for 
intense pain from lesions that 
are likely to be infected and that 
require incision and drainage, or to 
their GP practice for minor flares 
that can be easily manged with oral 
or topical antibiotics 

 � Acute and chronic pain can be a 
significant feature of HS and should 
be managed alongside the other 
symptoms.39 This can be addressed 
by their GP and assessed using the 
visual analogue scale for measuring 
pain severity1 and should be 
prescribed according to the WHO 
analgesia ladder40

 � Ensure appropriate access to 
suitable dressings. These can be 
supplied by their GP on repeat 
prescription. Patients can be 
advised to purchase a prepayment 
certificate (if they pay for 
prescriptions), which can be found 
at https://www.gov.uk/get-a-ppc. 
This will reduce the overall cost of 
treating their condition. Dressings 
can help provide comfort and 

manage the discharging wounds. 
Low adherence and gentle foam 
dressings that are highly absorbent 
can be supplied, e.g., Allevyn 
non-adhesive or gentle border or 
Mepilex border. At a minimum, 
wound pads should be supplied. 
These can be held in place with 
stretchy net knickers which can be 
purchased online by the patient. 
Alternatively, garments specifically 
made for patients with HS and 
designed to hold dressings in place 
can be purchased by the patient, 
and these are available now on 
prescription and by a brand called 
HydraWear 

 � Patients can self-fund laser hair 
removal which has been shown 
to be of benefit when used by 
patients with early disease at the 
affected sites

 � Advise daily washes with an 
antimicrobial wash such as 
Octenisan and apply Dermol 500 
lotion if the skin is dry, inflamed 
and/or infected. Antibacterial 
washes and emollients should only 
be used as needed and therefore 
can be stopped or used less 
frequently (twice weekly) if the 
condition is in remission. Advise 
a contact time of one-to-five 
minutes before rinsing. It should be 
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applied undiluted if in keeping with 
manufacturers recommendations 

 � Offer support if patients are 
overweight, as weight reduction may 
help to improve the symptoms of 
the disease. A referral to a dietitian 
or local weight loss service should be 
recommended 

 � Offer support for smoking 
cessation, and a smoking cessation 
referral can be sent from primary 
or secondary care

 � Patients with HS can have an 
increased risk of vascular disease 
and should be screened for risk 
factors accordingly (performed in 
primary care)

 � Some patients with milder disease 
can commence treatment in 
primary care and be monitored 
there, however should be referred 
to secondary care for recalcitrant 
HS with the potential for scarring. It 
is important to treat the condition 
and the systemic inflammation as 
soon as possible, even whilst the 
patient is waiting to be seen in 
secondary care, as the resultant 
scarring is permanent without 
surgical intervention.

Summary
The management of patients 
with HS is complex due to the 
physical symptoms of the disease, 
psychological morbidity, and grave 
impact on quality of life, particularly 
amid those with severe disease. 

Improved awareness among 
clinicians regarding the clinical features, 
associated risk factors and possible 
comorbid conditions (e.g., psychiatric 
disorders) is essential for prompt 
referral to a dermatologist. Disease 
progression may be prevented or 
lessened with early treatment and 
specialist secondary care intervention. 
Treatment is complex and requires 
anti-inflammatory therapy and at 
times surgical intervention to optimise 
outcomes for people with HS. An 
in-depth investigation into clinicians’ 
awareness of HS in primary care and 
the health-seeking behaviour of people 
with HS is required to shape service 
delivery and meet the needs  
of sufferers.  DN
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