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Patients with hidradenitis suppurativa experience
considerable disease burden and reduced health-
related quality of life (HRQoL). Diagnostic delays are
common and may impede timely treatment initiation,
contributing to disease progression. This study
utilizes data (2010–2022) from the Scandinavian
Registry for hidradenitis suppurativa (HISREG)
in adult patients with hidradenitis suppurativa.
Here, we report time between first hidradenitis
suppurativa-related symptom, general practitioner
visit and dermatologist visit; Dermatology Life Quality
Index (DLQI) score and most impacted items;
and hidradenitis suppurativa treatment patterns in
Denmark, Norway and both countries combined.
Analysis was stratified by Hurley stage. In both
countries combined, considerable gaps (≥10 years)
were reported between first hidradenitis suppurativa-
related symptom and dermatologist visit, with the
greatest delay in Hurley stage III patients (14
years). Mean DLQI scores ranged from 8.6 to
14.6; scores were highest in Hurley stage III
patients. The most impacted DLQI items were
“Itch/soreness/pain” or “Bothered/embarrassed”.
Surgery was more common in Hurley stage III vs I
patients (30.1% vs 10.6%); 8.6% of Hurley stage
III patients did not receive additional intervention
for hidradenitis suppurativa (doctor-determined). In
conclusion, HISREG-registered patients experienced
substantial delays to dermatologist visits, impaired
HRQoL and a paucity of effective treatments. These
burdens were particularly pronounced for patients
with moderate and severe hidradenitis suppurativa.
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Hidradenitis suppurativa (HS) is a chronic,
inflammatory skin disease which can significantly

impact the lives of those affected (1). Symptoms,
including painful lesions, can lead to irreversible
structural tissue damage as disease progresses (2, 3).
Patients with HS experience considerable impairment
to their health-related quality of life (HRQoL) and
report disruption to work and education due to disabling
symptoms (4, 5).

Diagnostic delay is a challenge in HS, with studies
reporting a ≥10 year mean delay from symptom
onset to diagnosis (5, 6). A previous study reported
that engagement with a dermatologist is the strongest
predictor of receiving HS treatment (7), though most
patients reported that access to a dermatologist – the
clinician most likely to diagnose and manage HS (6) –
was difficult or very difficult (5). Together, diagnostic
delay and difficulty accessing a dermatologist likely
contribute to disease progression and worsened HRQoL

SIGNIFICANCE
Patients with the skin condition hidradenitis suppurativa
often experience painful lesions that significantly
impair their health-related quality of life (HRQoL) and
frequently encounter delays in diagnosis. This study
assessed the gaps between HS symptom onset and
healthcare practitioner visits, HRQoL and treatment
patterns in patients with hidradenitis suppurativa
in Denmark and Norway to describe the patient
journey, burden and unmet need. This builds upon
recent research characterizing hidradenitis suppurativa
burden and emphasizes the HRQoL impairment
experienced by patients with moderate and severe
hidradenitis suppurativa. Identifying unmet treatment
needs encourages further research to address these
challenges and improve patients’ HRQoL.

1/9
ORIGINAL REPORT

2026 ©Author(s). Published by MJS Publishing, on behalf of the Society for Publication of Acta Dermato-Venereologica. This is an Open Access article distributed
under the terms of the Creative Commons Attribution-NonCommercial 4.0 International License (https://creativecommons.org/licenses/by-nc/4.0/).

http://medicaljournalssweden.se/actadv
https://creativecommons.org/licenses/by-nc/4.0/


(6). Earlier dermatologist referral could enable prompt
therapeutic intervention which may improve patient
outcomes.

The Scandinavian Registry for HS (HISREG) was
established in 2012 and data reporting commenced in
2013 (8). The registry aims to collect real-world data to
enable improvements in HS treatment and care. This
study utilizes HISREG data collected from registry
initiation through to 2022 in Denmark and Norway
to highlight the challenges faced by patients with HS.
Here, time to first HS symptom, general practitioner
(GP) visit and dermatologist visit; medication use
(including biologics); surgeries; and patient HRQoL are
reported to characterize the journey, burden and unmet
needs of patients with HS in regions of Scandinavia.

MATERIALS AND METHODS

Patients

All HISREG-enrolled patients based in Denmark and
Norway were adults (≥18 years of age), diagnosed by a
dermatologist and receiving ongoing medical or surgical
treatment for HS in the specialist health service. Official
registry entry began in 2012, though 2 patients’ data
were retrospectively included from 2010, thus the study
period is stated as 2010–2022 throughout this report. All
patients consented to registration.

Study design

A noninterventional cross-sectional analysis was
conducted based on secondary use of HISREG registry
data from adults in Denmark and Norway (2010–2022)
(8).

Study procedures and evaluations

Data are reported for patients in the overall study
population, comprising combined data from Denmark
and Norway (both countries combined), and for
Denmark and Norway separately.

At registry entry, patient characteristics (sex, age,
Hurley stage, body mass index [BMI], smoking status,
education and work status) were assessed.

The time between first HS-related symptom, GP visit
and dermatologist visit was reported by the patient upon
registration. Median patient age at each of these events
is reported and also stratified by Hurley stage in both
countries combined.

Prior to treatment initiation, HRQoL over the
previous 7 days was assessed using the Dermatology
Life Quality Index (DLQI), with patient responses
reported by mean DLQI total score (range: 0–30) and
DLQI item. The DLQI consists of 10 items which
assess patients’ perceived impact of skin symptoms
on their daily life (9). The DLQI questionnaire was

structured with each item having up to four alternative
responses: “Not at all”, “A little”, “A lot”/“Much” or
“Very much” with corresponding scores of 0, 1, 2 and
3, respectively (9, 10). The answer “Not applicable”,
is scored as “0”. The impact of the DLQI items was
assessed by calculating the sum of the proportions of
patients answering “Much” and “Very much” for each
item, with larger values indicating a greater impact.

HS treatment patterns included reporting on medical
and surgical interventions and the absence of additional
interventions, as determined by the doctor. Patients who
did not receive additional interventions continued any
ongoing treatment regimen initiated prior to HISREG
enrolment. The proportions of patients receiving
specific types of medical (single regimens, analgesics,
antibiotics, anti-inflammatory, biologic and topical
medicines) and surgical (CO2 laser, deroofing, excision
closed with suture, excision with open granulation
and secondary healing, excision with subsequent
skin grafting, multiple surgeries, other and unknown)
interventions are also reported for patients in both
countries combined and separately for Denmark and
Norway.

Statistical analysis

DLQI outcomes and HS treatment patterns for patients
in both countries combined are stratified by Hurley
stage.

Data were analysed using descriptive statistics. No
imputation of missing values was performed; missing
responses were quantified and presented. Data cleaning,
management and analysis were performed using
RStudio 2024.04.0. HISREG provided data access. Due
to its observational nature, data collection from routine
clinical practice was subject to missing values and entry
errors, which can limit result validity. HISREG registry
data quality was closely monitored to ensure accuracy
and completeness and minimize the bias risk.

RESULTS

Patient characteristics and baseline demographics

Of the 3,067 patients enrolled in HISREG from 2010 to
2022, 558 were from Denmark (1 site) and 2,509 were
from Norway (11 sites).

Patient characteristics and baseline demographics
for both countries combined, and for Denmark and
Norway separately, are reported in Table I. Baseline
characteristics were generally similar between patients
in Denmark and Norway, though lower proportions of
patients in Denmark had severe disease vs those in
Norway.

In both countries combined,  mean patient  age was
40.5 years,  and 76.4% of patients  were female,
45.4% were current  smokers and 41.1% had a
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BMI≥30 kg/m2.  Of note,  6.1% of patients  reported
being unemployed while 7.9% of patients  reported
being on sick leave.

Age at first symptom, GP visit and dermatologist visit

Median age of patients at their first HS-related
symptom, GP visit and dermatologist visit were
assessed. For patients in both countries combined, the
median age at first symptom was 20 years (Fig. 1A).
A difference in median age of 2 years was observed
between first symptom and first GP visit and 11 years
between first symptom and first dermatologist visit for
patients in both countries combined. Comparable delays
were seen in Denmark and Norway separately, with
similar median ages at each event observed between the
two cohorts.

In both countries combined, patients of any Hurley
stage (I–III) uniformly reported a median age of 20

Table I. Patient characteristics and baseline demographics at
HISREG entry

Characteristics
Both countries
N=3,067

Denmark
N=558

Norway
N=2,509

Year of registration 2010–2022 2010–2019 2010–2022
Sex, n (%)
  Female 2,342 (76.4%) 421 (75.4%) 1,921 (76.6%)
  Male 721 (23.5%) 135 (24.2%) 586 (23.4%)
  Do not know/Missing n<5 n<5 n<5
Age, years
  Mean (SD) Median 40.5 (12.6) 40.5 40.6 (12.4) 40.6 40.5 (12.6) 40.5
  Missing 17 (0.6%) 7 (1.3%) 10 (0.4%)
Age groups, n (%)
  18–29 years 756 (24.6%) 132 (23.7%) 624 (24.9%)
  30–44 years 1,163 (37.9%) 220 (39.4%) 943 (37.6%)
  45–65 years 1,040 (33.9%) 180 (32.3%) 860 (34.3%)
  >65 years 91 (3.0%) 19 (3.4%) 72 (2.9%)
  Do not know/Missing 17 (0.6%) 7 (1.3%) 10 (0.4%)
Hurley stage, n (%)
  I

  II

  III

557 (18.2%)

2,115 (69.0%)

352 (11.5%)

100 (17.9%)

436 (78.1%)

21 (3.8%)

457 (18.2%)

1,679 (66.9%)

331 (13.2%)
BMI score, kg/m²
  Mean (SD) Median 30.5 (7.2) 29.6 31 (8.0) 30.1 30.4 (6.9) 29.4
  Missing 440 (14.3%) 13 (2.3%) 427 (17.0%)
BMI group, kg/m², n (%)
  <25 594 (19.4%) 118 (21.1%) 476 (19.0%)
  25–29.9 771 (25.1%) 149 (26.7%) 622 (24.8%)
  ≥30 1,262 (41.1%) 278 (49.8%) 984 (39.2%)
  Do not know/Missing 440 (14.3%) 13 (2.3%) 427 (17.0%)
Smoking, n (%)
  Currently smoking 1,393 (45.4%) 307 (55.0%) 1,086 (43.3%)
  Has smoked, but quit 912 (29.7%) 144 (25.8%) 768 (30.6%)
  Never smoked 643 (21.0%) 89 (15.9%) 554 (22.1%)
  Do not know/Missing 119 (3.9%) 18 (3.2%) 101 (4.0%)
Highest education, n (%)
  Lower secondary school 416 (13.6%) 80 (14.3%) 336 (13.4%)
  Upper secondary school 1,172 (38.2%) 133 (23.8%) 1,039 (41.4%)
  College or university<4 years 654 (21.3%) 168 (30.1%) 486 (19.4%)
  College or university>4 years 503 (16.4%) 49 (8.8%) 454 (18.1%)
  Do not know/Missing 322 (10.5%) 128 (22.9%) 194 (7.7%)
Work status, n (%)
  Disability pension (full or partial) 373 (12.2%) 7 (1.3%) 366 (14.6%)
  Full time/student 1,849 (60.3%) 350 (62.7%) 1,499 (59.7%)
  Retirement pension 205 (6.7%) 80 (14.3%) 125 (5.0%)
  Sick leave (full or partial) 241 (7.9%) 59 (10.6%) 182 (7.3%)
  Unemployed 186 (6.1%) 51 (9.1%) 135 (5.4%)
  Work assessment allowance 158 (5.2%) 10 (1.8%) 148 (5.9%)
  Do not know/Missing 55 (1.8%) n<5 54 (2.2%)

Where n<5, exact n have not been reported to protect patient anonymity.

years at the onset of first symptom (Fig. 1B). For
patients who were Hurley stage I, differences in median
ages between first symptom and first GP visit, and
first symptom to first dermatologist visit were 4 and 11
years, respectively. For patients who were Hurley stage
II, these were 2 and 10 years, and for Hurley stage III
patients, these were 2 and 14 years, respectively.

Health-related quality of life

HRQoL of patients  with HS was assessed using
DLQI.  For patients  in both countries combined,
mean (standard deviation [SD]) DLQI total  scores
were 11.3 (7.5);  scores were similar  between
Denmark and Norway separately.  In both countries
combined,  mean DLQI score tended to increase with
increasing Hurley stage.

In Denmark and Norway,  approximately half  of
patients  answered “Much” or  “Very much” regarding
the impact  of  HS-related “Itch/soreness/pain” in the
last  week (Fig.  2A and B).  The five most  impacted
DLQI items (summed across respondents answering
“Much” or  “Very much”) in both countries combined
were “Itch/soreness/pain”,  “Bothered/embarrassed”,
“Impact  on choice of  clothing”,  “Sexual  problems”
and “Impact  on social  life”,  with identical  rankings
in Denmark and Norway separately (Fig.  2).  Patients
in Denmark reported a greater  impact  of  their  HS
on daily activities than on problems in the last
week,  whereas the opposite  pattern was observed in
Norway (Fig.  2).

The impact of the DLQI items for patients in both
countries combined presented in Fig. 3 are ordered from
most impacted to least impacted for patients who were
Hurley stage I. In both countries combined, Hurley
stage I patients reported the greatest impact of HS on
feeling “Bothered/embarrassed”. Contrastingly, patients
who were Hurley stage II or III reported HS-related
“Itch/soreness/pain” as most impacted. Further, the
proportion of patients who were Hurley stage III
answering “Much” or “Very much” was higher when
assessing HS-related “Impact on social life” than that of
“Partner problems” or “Sexual problems”. The opposite
trend was reported in patients who were Hurley stage I
and II.

Consistent with baseline reporting on unemployment
and sick leave (Table I), 11.0% of patients in Denmark
and 15.2% of patients in Norway answered “Much”
to the question regarding the impact of HS-related
“Work problems” in the subset of patients who were not
prevented from working or studying due to their skin
(Denmark: N=335; Norway: N=1,653; Fig. 2A and B).
For patients in Norway, 1.0% answered “Very much” to
this question (Fig. 2B).

In both countries combined, a greater proportion of
patients who were Hurley stage III answered “Much”
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to the question regarding HS-related “Work problems”
(30.4 %; n=58) compared with those who were Hurley
stage I (10.1 %; n=39) or II (13.5 %; n=188); the
proportion of patients answering “Very much” to this
question was generally consistent between Hurley
stages.

HS treatment pattern

Of patients in both countries combined, 58.9% and
19.3% received medical or surgical treatment alone
for their HS, respectively (Fig. 4A). Notably, a much
lower proportion of patients (3.6%) received surgery
alone for their HS in Denmark compared with Norway
(22.8%). In both countries combined, 4.4% of patients
received both surgical and medical interventions for
their HS; these proportions were similar in Denmark
and Norway separately. In both countries combined,
16.1% of patients did not receive any new interventions
for HS in addition to their existing treatment regimen, as
determined by the doctor.

In both countries combined,  the proportion
of patients  receiving medical  intervention alone
numerically decreased with increasing Hurley stage;
for  surgical  interventions alone,  the opposite  trend
was observed (Fig.  4B).  Of note,  for  patients  who
were Hurley stage III,  8.2% did not  receive any
new interventions for  their  HS, as determined by
the doctor.  In these cases,  the patient  continued their
current  intervention and no additional  or  alternative
interventions were prescribed.

For patients  in both countries combined with
available data on type of  medical  treatment,  62.5%
of patients  reported receiving a single medical
treatment;  these results  were similar  between patients
in Denmark and Norway (Table II).  Of medical
treatment types received by patients  in both countries

combined,  topical  medicines were the most  common,
followed by antibiotics,  biologics,  anti-inflammatory
and analgesic medicines.  This  pattern was consistent
for  patients  in Norway,  though for  patients  in
Denmark,  anti-inflammatory medicines were received
by a higher proportion of  patients  than biologic
treatments.  Of the biologics reported,  adalimumab
was the most  commonly received in all  populations.
In both countries combined,  the proportions of
patients  treated with biologics increased with
increasing Hurley stage.

In both countries combined, 23.7% of patients
received surgical treatment, alone or in combination
with another intervention (Table II). Of note, this
proportion was considerably lower in Denmark than
Norway. In all populations, the most received surgery
type was CO2 laser, followed by deroofing.

DISCUSSION

Data from the HISREG registry may indicate
considerable delays in access to specialist care
following initiation of HS symptoms. In the overall
population, comprising patient data from Denmark
and Norway, delays of 2 years from first symptom
to first GP visit and 9 years from first GP visit
to first dermatologist visit were observed. Notably,
above-average access to medical care is reported for
residents in Denmark and Norway, making healthcare
inaccessibility an unlikely driver of HS diagnostic delay
(11, 12). Delays are more plausibly due to an established
under-recognition of HS by GPs and suboptimal
communication between GPs and dermatologists (13,
14). Supporting evidence shows that 63.7 % of patients
visited a physician ≥5 times prior to receiving a
formal HS diagnosis (5), with physicians in emergency
rooms also demonstrating suboptimal HS diagnosis

Fig. 1. Age at first symptom, first GP visit and first dermatologist visit in patients with HS. Both countries: Missing data, n: age at first
symptom, 71; age at first GP visit, 891; age at first dermatologist visit, 1,020. Denmark: Missing data, n: age at first symptom, 2; age at first GP
visit, 189; age at first dermatologist visit, 214. Norway: Missing data, n: age at first symptom, 69; age at first GP visit, 702; age at first dermatologist
visit, 806. Both countries, Hurley stage I: missing data, n: age at first symptom: 13; age at first GP visit: 139; age at first dermatologist visit: 151.
Both countries, Hurley stage II: missing data, n: age at first symptom: 36; age at first GP visit: 651; age at first dermatologist visit: 105. Both
countries, Hurley stage III: missing data, n: age at first symptom: 12; age at first GP visit: 80; age at first dermatologist visit: 743.
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(15). Furthermore, the stigma associated with HS
may contribute to a reticence among patients to seek
diagnosis and treatment, exacerbating the problem (16).

In both countries combined, patients who were
Hurley stage III experienced a greater delay to first
dermatologist visit following HS symptom onset vs
those who were Hurley stage I or II; this may have
contributed to delays in appropriate treatment initiation
and subsequent disease progression in these patients
(17). In the same population, nearly one-third of Hurley
stage III patients underwent surgery, compared with
approximately one-tenth of Hurley stage I patients.
Across stages, the proportion of patients who were

Hurley stage III reporting “Much” or “Very much” for
DLQI items was higher than in stages I or II; over half
of patients who were Hurley stage III answered “Much”
or “Very much” for the “Bothered/embarrassed”, “Itch/
soreness/pain” and “Impact on choice of clothing”
DLQI items. Similarly, the proportion of patients
answering “Much” to the question regarding “Work
problems” was higher for Hurley stage III vs I or
II patients. These trends may indicate an increase in
the burden of HS with increasing disease severity and
suggest that the highest burden exists in patients with
severe HS. As delays in diagnosis have been reported to
correlate with disease severity (6), increased healthcare

Fig. 2. Proportions of patients reporting the impact of HS on each DLQI item. Due to rounding of proportions across multiple categories,
values may not add up to exactly 100%. Dashed line represents 50%. Items presented in decreased order of impact, with impact being measured
by the sum of the proportions of patients answering ‘Much’ or ‘Very much’ for each item. Where n<5, exact n numbers have not been reported to
protect patient anonymity. ‘Not applicable’ was not included as an option for the ‘Work problems’ DLQI item as only patients who answered ‘No’ to the
question ‘Has your skin prevented you from working or studying in the last week?’ (n=1,653) were asked this question; HS prevented work in 10.6%
(266) patients, was not applicable to 19.5% (486) patients and 4.0% (101) patients answered ‘Do not know’ or had missing data. ‘Not applicable’
was offered as an option for the items ‘Impact on choice of clothing’ and ‘Impact on daily activities’ despite this being an implausible choice for these
items; in these cases it is likely that patients meant ‘Not at all’.
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practitioner awareness of HS is required to address
this diagnostic delay, attenuate disease progression and
improve HRQoL for patients with HS.

Despite greater disease severity among Hurley stage
II and III patients, 16.7% and 8.2%, respectively, did not
receive a new HS intervention during the study period,
as determined by their doctor, and only 3.4% and 20.1%
were treated with biologics. These data may indicate a
need for broader and more effective therapeutic options
and greater access to biologic therapies for patients with
HS, particularly those with moderate or severe disease.
This is supported by a prior study which reported that
just under half of patients were dissatisfied or very
dissatisfied with their current treatment, with similar
proportions lacking optimism for achieving satisfactory
symptom control within the next 3 months (5).

Additionally, disparities in the proportions of patients
with severe (Hurley stage III) HS in Denmark
vs Norway (3.8% vs 13.2%), as well as those
receiving surgery (3.6% vs 22.8%), were observed.
One hypothesis which may explain this is that patients
with severe HS in Denmark may have been referred to
non-HISREG-registered centres, thus these differences
may be due to centre bias as only one HISREG-
registered site in Denmark was included in this analysis.
Similarly, disparities in HS severity between countries
may be related to the differences in surgery rates, as
patients with severe HS may have been more likely to
receive surgery.

Strengths and limitations

This study leverages a large HS population (N=3,067)
drawn from Denmark and Norway, enhancing
data reliability and relevance to these populations.
Additionally, data collection outcomes were predefined,

reducing the risk of investigator bias. The inclusion of
both physician- and patient-reported outcomes provides
complementary insight, enabling a more comprehensive
assessment of disease burden and management patterns
from both clinical and patient perspectives in real-
world care settings. Finally, the unique nature of data
collection on patient journey offers novel perspectives
on the timeline of key milestones for patients with HS.

This analysis is associated with some limitations.
Firstly, findings may not be representative of all patients
with HS as only individuals seen at HISREG-registered
centres were included. Additionally, this analysis was
descriptive in nature and did not include inferential
statistical testing; therefore, the findings should be
interpreted as observational summaries of registry data
and should not be used to infer associations or causality.
Similarly, the cross-sectional nature of the analysis
means that causality cannot be inferred as the temporal
sequence of events cannot be established. Therefore, a
degree of caution should be applied in the interpretation
of results. For example, often only the first medical or
surgical intervention was captured, potentially missing
subsequent treatments and newer therapies approved
after registry entry. This limits the assessment of
treatment response within the context of an evolving
therapeutic landscape throughout the 12-year study
period (2010–2022).

Regarding the outcomes presented, patient recall
bias may have impacted reporting on age at first HS
symptom, GP visit and dermatologist visit; missing
data may also have led to misclassification bias as
considerable numbers of patients did not provide a
response, potentially impacting result validity – these
biases should be considered in the interpretation of
results. Additionally, the use of the “Not applicable”
response option in the DLQI may have led to

Fig. 3. Proportions of patients reporting the impact of HS on the most impacted DLQI items by Hurley stage in both countries
combined. DLQI items are ordered from most impacted (as assessed by the sum of the proportions of patients answering “much” or “Very
much”) to least impacted for patients who were Hurley stage I. The top five most impacted items for patients who were Hurley stage I, II and
III are shown. For patients who were Hurley stage II, the top five most impacted items (from most to least impacted) were: “itch/soreness/pain”,
“Bothered/embarrassed”, “Impact on choice of clothing”, “Sexual problems” and “Partner problems”. For patients who were Hurley stage III, the top
5 most impacted DLQI items were: “itch/soreness/pain”, “Bothered/embarrassed”, “Impact on choice of clothing”, “Impact on social life” and “Sexual
problems”. Horizontal dashed line represents 50%.
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misclassification of responses due to infeasibility. For
example, patients answering “Not applicable” to the
question: “To what extent has your skin affected your
choice of clothing in the past week?”, most likely meant
“Not at all”, thus the impact of HS on their choice of
clothing may be misrepresented.

Similarly, the ambiguity of the option “No new
intervention as determined by the doctor” for
assessment of HS treatment patterns makes results
difficult to interpret. It could reflect adequate disease
control with no recommended treatment changes, or
a lack of available treatment options, particularly for
patients who were Hurley stage III, as their disease
severity likely indicates that current interventions were

not effective. Further, dichotomizing interventions as
patient- or doctor-determined is challenging, given that
interventions are most often joint decisions between
a patient and their physician. Regarding surgery data,
the inclusion of “Multiple” as a surgery type category
likely led to the underreporting of individual surgery
types, as these categories were mutually exclusive.
Furthermore, the relatively low proportion of patients
receiving surgery in Denmark may reflect centre-level
data availability, as surgery data were contributed by
only one Danish centre, though the number of Danish
patients registered in HISREG was relatively high
(558), thereby reducing the impact of individual patient
variation. Overall, given the absence of longitudinal

Fig. 4. HS treatment patterns. Where n<5, exact n numbers have not been reported to protect patient anonymity. No new intervention determined
by the patient, % (n): Both countries: 0.4% (13); Denmark: n<5; Norway: 0.4% (11); Hurley stage I: n<5; Hurley stage II: 0.5% (10); Hurley stage
III: n<5. Do not know/missing data, % (n): Both countries: 0.8% (26); Denmark: 0; Norway: 26 (1.0%); Hurley stage I: n<5; Hurley stage II: 0.4%
(9); Hurley stage III: n<5.
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data, unclear reasons for treatment decisions and
ambiguity of questionnaire responses, further research
is needed to confirm these findings.

Conclusions

Patients  with HS face considerable delays in access
to dermatologists  and report  a  significant  burden
of HS on their  health-related quality of  life.  This
burden may be particularly high in patients  with
moderate and severe HS. Despite access to a
dermatologist,  some patients  did not  receive any
new therapeutic interventions for  their  HS, including
those who were Hurley stage III,  suggesting a
paucity of  available effective treatment options.  Due
to advances in available treatment following closure
of the registry,  further  studies should assess whether
this  unmet need persists.
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