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Online communications among
hidradenitis suppurativa patients
reflect community needs
To the Editor: Patients with hidradenitis suppurativa
(HS) often feel embarrassment and may avoid
discussing symptoms with physicians, friends, and
even family.1 We studied communications in an
online community focused on HS to identify trends.
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Fig 1. Categories of online posts.
A search for the term hidradenitis suppurativa
on Facebook identified the closed Hidradenitis
Suppurativa Support Group as the largest support
group for individuals with HS, with 12,970
members at the start of the analysis. With permission
from the group administrators, an institutional
board revieweapproved retrospective assessment
of posted content from 7 randomly selected days
from 3 months (November 2017, December 2017,
and January 2018) was performed. Posts were
assessed for primary content and anonymously
categorized. A total of 20 posts were reviewed by 2
investigators for agreement.

The majority of the 1036 messages from 703
unique users sought feedback from other users by
requesting information (54%) (Table I) and request-
ing social support (20%). Fewer inquired about other
categories (Fig 1). Nine posts (0.87%) appear to have
been made by family or friends, perhaps confirming
the hidden nature of the disease.

Limitations include the fact that this group may
not be representative of the general population of
individuals with HS and the fact that there was
no verification of diagnosis or severity of HS.
Also, discussion topics may vary by season or news
events.

The information exchanged on Facebook forums
is not regulated by medical professionals, and some
of the home remedies shared in this HS support
group, such as dietary recommendations or use of
laundry soap as topical treatment for skin lesions
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HS, Hidradenitis suppurativa.
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Table I. Differences between posts requesting information and posts providing information

Message category Message subcategory

Requesting information,

n (%)

(n = 559)

Providing information,

n (%)

(n = 90)

Lifestyle 180 (32.2) 57 (63.3)
Cleansers/deodorants/oils 107 42
Dietary changes 40 8
Hair removal 14 2
Dressings/pads 9 2
Other 13 3

Help with a
specific symptom

113 (20.2) 3 (3.3)

New location of disease 34
Pain 19 1
Draining 11
Scarring 11 1
Odor 11 1
Wound care 9
Fistulas 6
Other 10

Epidemiology 70 (12.5) 10 (11.1)
Comorbid conditions (T2DM, psoriasis,
joint pain, MRSA, obesity, IBD, etc)

34 2

Hormonal etiology (relationship to menses,
pregnancy, PCOS, hormonal imbalance, etc)

20 3

Triggers and causes of disease 13 4
Autoimmune etiology 8
Age/sex 3
Other 3 1

Medications 68 (12.2) 10 (11.1)
Antibiotics 22 3
Biologics 20 4
Analgesics 7
Hormonal 4
Other (immunosuppressants, retinoids,
radiation therapy, metformin,
onabotulinumtoxinA, etc)

15 3

General advice 51 (9.1) 4 (4.4)
Surgery 33 (5.9) 2 (2.2)
Physician
recommendations

20 (3.6) 0 (0)

Staging 18 (3.2) 1 (1.1)
Other 19 (3.4) 3 (3.3)

IBS, Irritable bowel syndrome; MRSA, methicillin-resistant Staphylococcus aureus; PCOS, polycystic ovary syndrome; T2DM, type 2 diabetes

mellitus.

J AM ACAD DERMATOL

VOLUME 80, NUMBER 6
Research Letters 1761
(4.7% of all posts), have limited evidence.
Nevertheless, in contrast to patients with other
diseases such as diabetes,2 patients with HS request
much more information than they provide one
another, which demonstrates a gap in available
informational resources for patients. Improving the
number and quality of publicly available educational
materials is essential to address knowledge gaps
and dispel misinformation.3,4 Additionally,
dermatologists treating patients with HS who inquire
about and discuss lifestyle measures as well as
disease-related psychosocial concerns may better
meet the needs of these patients.

Safe spaces and online communities, particularly
for peoplewho have chronic and debilitating diseases
such as HS, are very important. Although we
conducted this research according to current federal
standards for the conduct of human research and the
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intent was to highlight patient needs, educate
providers, and advocate for peoplewith HS, we regret
that this publication has raised privacy concerns.
When questions about the research were raised, we
met with patients with HS and advocates and
apologized to any members who indicated to us that
they were made uncomfortable. We have made
modifications to this letter in response to suggestions
from the HS community and have learned a great deal
from them about how research such as this could be
approached in better ways. To that end, we are
committed to developing and promulgating recom-
mendations for research standards to better inform
online community members, researchers, and institu-
tional review boards about how to best conduct this
type of research. In this spirit, we hope that wewill be
able to move research, patient care, and support for
patient communities forward in away that will benefit
patients with HS, about whom we care deeply.

The authors would like to thank the patients with HS,
advocates, Hope for HS (HopeforHS.org), and the
Hidradenitis Suppurativa Foundation board members
who contributed to the revision of this article.
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Antibiotic exposure is associated
with cutaneous adverse events in
hairy cell leukemia patients treated
with purine analogues
To the Editor: The purine analogues cladribine and
pentostatin have been associated with cutaneous
adverse events in the treatment of hairy cell leukemia
(HCL).1-3 Studies have shown that rash development
may be associated with hypersensitivity to concom-
itant medications rather than to the purine analogue
itself.1-3 The objective of this study was to perform a
case-control analysis of cutaneous eruptions in
patients with HCL treated with purine analogues to
determine which factors may be associated with
development of the morbilliform rash described in a
separate publication.

Patients with HCL at The Ohio State University
whowere treated with cladribine or pentostatin from
1994 to 2017 were studied. Eighty-eight patients
were identified. Nine patients treated with both
agents were considered separately for analysis, for
a total of 97 cases treated with either chemothera-
peutic agent. Medication exposures were evaluated
in a binary fashion if the medication was used during
the treatment course. Univariate logistic regression
was performed to analyze potential predictors of
morbilliform rash. A multivariate model of covariates
with a P value less than .10 from the univariate model
was then created. Separate models were created in
similar fashion for antibiotic subclasses. P values less
than .05 were considered statistically significant.
Analyses were performed with JMP 13 and R
software.

Of the 88 patients treated with purine analogues,
17 developed a morbilliform rash and 80 had no
documented rash. Concomitant antibiotics, antivi-
rals, dapsone, allopurinol, and use of pentostatin
were associated with morbilliform rash on univariate
analysis. The initial multivariate analysis with these
variables revealed only antibiotic exposure as a
significant independent predictor of morbilliform
eruption (odds ratio [OR], 21.20; 95% confidence
interval [CI], 3.08-201) (Table I). To further

http://HopeforHS.org
mailto:clears@bidmc.harvard.edu
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref1
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref1
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref1
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref2
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref2
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref2
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref2
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref3
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref3
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref3
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref4
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref4
http://refhub.elsevier.com/S0190-9622(18)32499-X/sref4
https://doi.org/10.1016/j.jaad.2018.08.031

	Online communications among hidradenitis suppurativa patients reflect community needs
	References


