
Title: The undercover skin disease

Background: Hidradenitis suppurativa (HS) is a chronic inflammatory
skin disease that affects approximately 0.1−4% of the population
worldwide. An average 7 year diagnostic delay has been suggested,
although feedback from our patients suggests it may be longer. The
symptoms of HS are known to impact on quality of life, and may lead
to depression or affect function. It is crucial that a holistic approach is
taken for the management of HS which includes addressing lifestyle
factors such as obesity and smoking, which may make symptoms
worse and for clinicians to referral accordingly. Furthermore,
signposting patients to where they can access psychological support
may be beneficial. Early diagnosis is crucial and may lead to better
outcomes for sufferers.

Aim: The motivation for carrying out this survey was to better
understand and meet the needs of our patients with HS.
Design & setting: A web-based survey was designed and sent out to
all patients with HS.

Method: All patients within the HS specialist service (n=552) at GSTT
were sent a web based survey as an electronic link via text message
between May - July 2021 which was sent out on 2 occasions and two
weeks apart. The survey consisted of 48 quantitative and qualitative
questions with the option to add a free-text comment for each
question.

Results: 33.8% of participants reported experiencing symptoms of HS
for 3 to 10 years before consulting their general practitioner (GP).
26.3% of participants reported experiencing symptoms for over 10
years. 15% of participants had on average 1 to 2 primary care
appointments before being referred to a dermatologist in secondary
care. 37% of participants reported they had greater than 11
appointments with their GP before referral. 28.5% of participants were
given a diagnosis of HS by their GP and 58% were diagnosed by a
secondary care doctor. Of those diagnosed in secondary care, 47.3%
were diagnosed by a dermatologist.

Conclusion: Greater awareness of HS is needed in primary care as
delayed diagnosis may lead to poorer outcomes for sufferers. HS
requires a holistic approach to management and a focus on
addressing unhealthy lifestyle behaviours.




