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Longitudinal remote monitoring of 
hidradenitis suppurativa: a pilot study

https://doi.org/10.1093/bjd/ljad385

Dear Editor, Longitudinal home-based monitoring of disease 
progression is commonly used to support management of 
chronic diseases such as hypertension. The role of remote 
monitoring in hidradenitis suppurativa (HS) has not been 
well defined. Several factors complicate the remote evalua-
tion of HS, including patients’ hesitancy to expose intimate 
body areas.1 We sought to investigate the feasibility of lon-
gitudinal home monitoring of people with HS.

Eligible participants were aged ≥ 18 years, diagnosed with 
HS at Stanford Dermatology and had access to a smart-
phone. We recruited 75 patients by telephone and during 
in-person visits. Twenty-seven patients consented to par-
ticipate and were enrolled in the study; 22 of the 27 were 
women (9 Hispanic, 7 Black, 5 Asian, 4 non-Hispanic White 
and 2 American Indian/Native Hawaiian). Six, 13 and 8 par-
ticipants had Hurley stage I, II, and III disease, respectively. 
We developed a digital tool, utilizing Twilio and REDCap, 
that sent automated weekly text reminders (October 2022–
March 2023) to collect photographs of HS-affected skin 
and symptom reports from participants. After photographs 
were uploaded, participants reported average weekly pain 
using a modified pain visual analogue scale.2 The Skindex-
Mini was used as a quality of life (QoL) measure to assess 
the frequency with which participants were bothered by 
their symptoms, emotionally and physically.3 Participants 
who did not complete their survey after the initial request 
received reminders 24 and 48 h later. Two dermatologists 
evaluated the photographs for appropriate lighting, focus 
and distance.4 Feedback was provided and reuploads were 
requested for inadequate photographs. We performed a 
Welch t-test to compare upload rates, pain and QoL scores. 
We collected feedback on our tool from 37% of participants.

Over 26 weeks, we collected 421 photos. Four partici-
pants withdrew owing to external stressors. On average, 
the number of uploads per participant was 8.6. The weekly 
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proportion of participants who completed uploads ranged 
from 14% to 77%. The overall text-response rate was 39%: 
42% after the initial request, 31% after the first reminder, 
24% after the second reminder and 3% after additional 
reminders. The average response time was 1.8 days. 
Participants following inguinal lesions had the highest par-
ticipation (mean uploads 8), while those following genital 
lesions had the lowest (mean uploads 3.5). Participants with 
Hurley stage I disease were 3.6 times more likely to com-
plete uploads than participants with Hurley stage III (mean 
uploads for those with stage I HS 12.3 vs. 3.5 for those 
with stage III HS; P = 0.04). Two dermatologists determined 
that 97% of photographs had adequate distance, lighting 
and focus to identify new nodules and/or overt drainage. 
Ninety-eight per cent of photo uploads had complete QoL 
and pain scores. Participants with more severe disease had 
higher pain scores and worse QoL over time (P < 0.001). 
Figure 1 shows an example of data collected from one par-
ticipant, including photos, pain and QoL scores measured 
over 26 weeks.

Our findings show that it is possible to remotely collect 
images of HS affected skin and patient-reported outcomes 
over time. This is in line with conclusions made by Patel 
et al.,1 who remotely assessed disease activity in people 
with HS via telephone consultations. Participants reported 
decreased interest in completing uploads during flares 
due to pain hindering their physical function. This may 
provide context to our finding that the more severe the 
Hurley stage, the less likely participants were to complete 
uploads. Interestingly, we learned that some participants 
valued taking snapshots of their disease activity over time 
and observing treatment response. One participant stated: 
‘Monitoring my skin has made me more aware. I reflect 
each week and when I don’t flare, I ask myself what I did 
differently. It makes me feel good to be consciously caring 
for my skin.’ In a study that analysed self-destructiveness in 

100 people with HS, Głowaczewska et al. found that peo-
ple with HS were more prone to passive self-destructive 
behaviours that led to health negligence and curbed clinical 
improvement.5 This highlights the possible patient-centred 
benefits of remote HS monitoring. Increased upload rates 
from participants with mild disease is encouraging as it 
would be advantageous to initiate monitoring early in the 
disease course. A  single-centre retrospective study sug-
gests that progression from Hurley stage I to Hurley stage 
II over a 3-year period may be predictive of progression to 
Hurley stage III HS and therefore may be a potential clinical 
biomarker of poor prognosis.6 Close prospective monitoring 
of disease progression in larger cohorts is warranted to con-
firm these findings. This pilot study provides proof of con-
cept that will support future studies. Our findings suggest 
that longitudinal monitoring may be feasible in people with 
HS, especially in individuals with mild disease.
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Figure 1 To determine the feasibility of longitudinal remote monitoring of disease activity in people with hidradenitis suppurativa our digital tool sent 
automated weekly text reminders for 26 weeks to collect the data sampled. With each photo upload, the participant reported their average pain for 
the week using a modified pain visual analogue scale (VAS; 0–10). Using the Skindex-Mini (0–6), the participant reported the frequency at which 
they were bothered by their skin symptoms (Symptom), frequency at which skin symptoms impacted their emotions (Emotion) and frequency at 
which skin symptoms affected their function (Function) that week.
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