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Abstract

Background/Objectives: Hidradenitis Suppurativa (HS) is a chronic inflammatory skin
disease associated with a significant impairment in patients’ quality of life (QoL). However,
evidence on QoL assessment in HS remains fragmented, with heterogeneous instruments
and domains reported. This scoping review aimed to map the assessment of QoL in
individuals with HS, identify the instruments used, and describe the domains explored.
Methods: This scoping review was conducted in accordance with the Arksey and O’'Malley
framework, as refined by Levac et al. and the Joanna Briggs Institute. A systematic search
of six databases was performed between November 2025 and March 2026 to identify
studies reporting QoL or patient-reported outcomes (PROs) in individuals with HS. Data
were extracted and analyzed using a narrative synthesis approach. Results: A total of
21 studies met the inclusion criteria. HS was consistently associated with substantial QoL
impairment across multiple domains, including physical, psychological, social, sexual,
and occupational aspects. Symptom burden was a major determinant of reduced QoL,
particularly pain, pruritus, malodor, and discharge. A wide range of instruments was
used, with the Dermatology Life Quality Index (DLQI) being the most frequently applied.
However, most tools did not adequately capture the multidimensional impact of HS. The
use of HS-specific instruments was limited, and most studies adopted cross-sectional
designs. Conclusions: QoL in HS is markedly compromised, but current assessment
approaches are inconsistent and incomplete. Further research using comprehensive, disease-
specific instruments and longitudinal designs is needed to better capture disease burden
and support patient-centered care.

Keywords: hidradenitis suppurativa; quality of life; scoping review; patient-reported
outcomes; dermatology; symptoms
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1. Introduction

Hidradenitis suppurativa (HS) is a chronic, recurrent inflammatory skin disease char-
acterized by painful nodules, abscesses, sinus tracts, and scarring, typically affecting
intertriginous areas such as the axillae, groin, and anogenital region [1]. Lesions may
rupture, producing malodorous discharge that contributes to pain, functional limitations,
and marked psychosocial distress [2,3]. In Europe, the prevalence of HS ranges from 0.03%
to 1%, with disease onset most commonly in early adulthood and a higher incidence among
women [4-7].

The chronic, painful, and unpredictable course of HS, combined with the sensitive
localization of lesions and the limited availability of curative treatments, results in a sub-
stantial disease burden. Previous studies have consistently shown that HS has a greater
negative impact on quality of life (QoL) than many other chronic dermatological condi-
tions [8-10]. Patients frequently report persistent pain, social stigmatization, emotional
distress, impaired body image, difficulties in intimate relationships, and reduced work
ability [11,12]. Psychiatric comorbidities, including depression and anxiety, are also more
prevalent in individuals with HS compared with the general population [13,14].

Despite the recognized impact of HS on patients’ lives, assessing QoL remains challeng-
ing. A wide variety of instruments have been used across studies, resulting in fragmented
and heterogeneous evidence. Generic dermatology-related measures, such as the Derma-
tology Life Quality Index (DLQI), are the most commonly applied tools; however, they
may not adequately capture HS-specific features [15,16]. Although several HS-specific
QoL instruments have been developed, many still present limitations related to validation,
sensitivity, or recall periods, and their use in clinical research remains limited [17,18].

International initiatives, such as the Hidradenitis Suppurativa Core Outcomes Set (HIS-
TORIC), have emphasized the importance of evaluating QoL through a multidimensional
framework encompassing physical, psychological, social, emotional, and work-related
domains [19]. Nevertheless, these dimensions have not yet been systematically mapped
across the existing literature. Given the heterogeneity of study designs, outcomes, and
assessment tools, this scoping review aimed to provide a comprehensive synthesis of how
QoL has been assessed in patients living with HS, to identify the instruments used, describe
the domains explored, and highlight the remaining gaps in the evidence base [10,20].

2. Materials and Methods
2.1. Design

This scoping review was conducted in accordance with established methodological
frameworks for evidence mapping studies. The review followed the framework originally
proposed by Arksey and O’Malley [21], as further refined by Levac et al. [22] and the
methodological guidance provided by the Joanna Briggs Institute (JBI) [23,24]. Reporting
followed the PRISMA extension for scoping reviews (PRISMA-ScR) [25].

In line with the scope of this review, both QoL /Health-Related Quality of Life (HRQoL)
instruments and patient-reported outcome measures (PROs) focusing on specific symptoms
were considered. QoL instruments were defined as measures capturing the multidimen-
sional impact of HS on daily life. At the same time, symptom-specific PROs were included
when they explicitly explored patient-reported experiences closely linked to QoL impair-
ment. These two categories were analytically distinguished throughout the review. The
review protocol was registered with the Open Science Framework (OSF) on 25 May 2026
(https:/ /doi.org/10.17605/OSEIO/ AUEPYJ) after initiation of the database searches.
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No substantive deviations or amendments to the review objectives or eligibility princi-
ples were made after the search commenced. Clarifications and operational definitions in-
troduced during the review process are reported transparently in Supplementary Table S1,
together with their timing and rationale.

2.2. Eligibility Criteria

Eligibility criteria were structured according to the Population—Concept-Context (PCC)
framework recommended for scoping reviews.

Population: Studies involving adults diagnosed with hidradenitis suppurativa (HS)
were eligible. No restrictions were applied regarding sex, disease severity, treatment status,
or clinical phenotype. Studies including mixed dermatological populations were eligible
only when data relating specifically to participants with HS could be identified separately.
Diagnostic criteria and disease-severity classifications, when reported, were extracted as
study characteristics rather than used as eligibility criteria.

Concept: The review considered quality of life (QoL), health-related quality of life
(HRQoL), and patient-reported outcomes (PROs) reflecting symptoms or experiences di-
rectly related to QoL impairment. Eligible studies were required to report QoL /HRQoL
outcomes, PROs, or the application of instruments assessing these constructs in indi-
viduals with HS. Studies exclusively focused on instrument development, psychomet-
ric validation, translation, or cross-cultural adaptation were excluded from the primary
evidence synthesis.

Context: No restrictions were applied regarding geographical location, healthcare
setting, or care pathway. Studies conducted in hospital, outpatient, specialist dermatology,
community, or multicentre settings were eligible. Treatment status was not used as an
inclusion criterion; however, studies exclusively evaluating therapeutic efficacy without
reporting eligible QoL or PROs were excluded.

Peer-reviewed quantitative, qualitative, and mixed-methods primary studies meeting
the PCC criteria were eligible. Secondary reviews relevant to QoL assessment in HS were
retained only as contextual sources and were not treated as independent evidence units for
the synthesis of patient-level QoL or PRO findings. No restrictions were applied regarding
publication year or language. Grey literature and non-empirical publications, including
editorials and commentaries, were excluded.

No substantive changes were made to the predefined eligibility principles or scope of the
review after the search commenced. Clarifications introduced during the review process con-
cerned wording and operational definitions only and are reported in Supplementary Table S1.

2.3. Protocol Amendments and Deviations

The registered protocol was compared with the procedures implemented in the final
review. No substantive amendments or deviations were made to the review objectives or
underlying eligibility principles after the search commenced. Clarifications concerning
wording and operational definitions were documented with their timing and rationale in
Supplementary Table S1. No unreported changes to the review objectives were made.

2.4. Information Sources

A comprehensive literature search was conducted across six electronic databases:
PubMed/MEDLINE (PubMed interface), Cochrane Library (Wiley Online Library),
CINAHL, (EBSCOhost), Web of Science Core Collection (Clarivate), Scopus (Elsevier),
and PsycInfo (Ovid). These databases were selected to capture biomedical, nursing, psy-
chological, and health-related literature relevant to QoL and PRO assessment in HS. The
final search in each database was performed on the following dates: PubMed, [18 March
2026]; Cochrane Library, [18 March 2026]; CINAHL, [18 March 2026]; Web of Science,
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[18 March 2026]; Scopus, [18 March 2026]; and PsycINFO, [18 March 2026], no restrictions
were applied regarding study design, publication year, or language.

2.5. Search Strategy

Search strategies were developed using a combination of Medical Subject Headings
(MeSH), controlled vocabulary, and free-text terms related to HS, QoL, heath-related quality
of life, and patient-reported outcomes. Syntax was adapted to the indexing system and
interface of each database (Table 1). Reference lists of all included full-text reports and
relevant secondary reviews were manually screened by two reviewers to identify addi-
tional potentially eligible studies. This process identified 234 additional records, of which
42 underwent full-text assessment and 21 were ultimately included. These records are
reported separately in the PRISMA flow diagram (Figure 1).

Table 1. Queries with keywords, Boolean operators, and Mesh terms were used for each database.

Query Database

(“Hidradenitis Suppurativa”[Mesh] OR “hidradenitis suppurativa”[Title/ Abstract] OR “acne
inversa”[Title/ Abstract]) AND
(“Quality of Life”[Mesh] OR “quality of life”[Title/ Abstract] OR QoL[Title/ Abstract] OR
HRQoL[Title/Abstract] OR “health-related quality of life”[Title/ Abstract] OR “life
satisfaction”[Title/ Abstract] OR “life quality”[Title/ Abstract] OR well-being[Title/ Abstract] OR PubMed/MEDLINE
wellness[Title/ Abstract] OR “standard of living”[Title/ Abstract] OR “daily functioning”[Title/ Abstract] (PubMed interface)
OR “routine activities”[Title/ Abstract] OR “social functioning”[Title/ Abstract] OR “functional
status”[Title/ Abstract] OR “HiSQOL”[Title/ Abstract] OR “DLQI”[Title/ Abstract] OR
“Skindex”[Title/ Abstract] OR “EQ-5D"[Title/ Abstract] OR “SF-36"[Title/ Abstract]) AND
(“subjective”[Title/ Abstract] OR “self-reported”[Title/ Abstract] OR “patient-reported”[Title / Abstract])

([mh “Hidradenitis Suppurativa”] OR “hidradenitis suppurativa”:ti,ab OR “acne inversa”:ti,ab) AND
([mh “Quality of Life”] OR “quality of life”:ti,ab OR QoL:ti,ab OR HRQoL:ti,ab OR “health-related
quality of life”:ti,ab OR “life satisfaction”:ti,ab OR “life quality”:ti,ab OR well-being:ti,ab OR
wellness:ti,ab OR “standard of living”:ti,ab OR “daily functioning”:ti,ab OR “routine activities”:ti,ab OR
“social functioning”:ti,ab OR “functional status”:ti,ab OR HiSQOL:ti,ab OR DLQI:ti,ab OR Skindex:ti,ab
OR EQ-5D:ti,ab OR SF-36:ti,ab) AND
(subjective:ti,ab OR self-reported:ti,ab OR patient-reported:ti,ab)

((MH “Hidradenitis Suppurativa+”) OR (TT “hidradenitis suppurativa” OR AB “hidradenitis
suppurativa”) OR (TI “acne inversa” OR AB “acne inversa”)) AND

((MH “Quality of Life+”) OR (TI “quality of life” OR AB “quality of life”) OR (TI QoL OR AB QoL) OR
(TI HRQoL OR AB HRQoL) OR (TI “health-related quality of life” OR AB “health-related quality of life”)

OR (TI “life satisfaction” OR AB “life satisfaction”) OR (TI “life quality” OR AB “life quality”) OR (TI

well-being OR AB well-being) OR (TT wellness OR AB wellness) OR (TI “standard of living” OR AB Cinahl
“standard of living”) OR (TI “daily functioning” OR AB “daily functioning”) OR (TI “routine activities” (EBSCOhost)
OR AB “routine activities”) OR (TT “social functioning” OR AB “social functioning”) OR (TI “functional
status” OR AB “functional status”) OR (TI HiSQOL OR AB HiSQOL) OR (TI DLQI OR AB DLQI) OR (TI

Skindex OR AB Skindex) OR (TT EQ-5D OR AB EQ-5D) OR (TI SF-36 OR AB SE-36)) AND
((TT subjective OR AB subjective) OR (TT self-reported OR AB self-reported) OR (TI patient-reported OR
AB patient-reported))

Cochrane library
(Wiley Online Library)

(“Hidradenitis Suppurativa” OR “hidradenitis suppurativa” OR “acne inversa”) AND
(“Quality of Life” OR “quality of life” OR QoL OR HRQoL OR “health-related quality of life” OR “life
satisfaction” OR “life quality” OR well-being OR wellness OR “standard of living” OR “daily WOS Core Collection
functioning” OR “routine activities” OR “social functioning” OR “functional status” OR HiSQOL OR (Clarivate)
DLQI OR Skindex OR EQ-5D OR SF-36) AND
(subjective OR self-reported OR patient-reported)

(“Hidradenitis Suppurativa” OR “hidradenitis suppurativa” OR “acne inversa”) AND
(“Quality of Life” OR “quality of life” OR QoL OR HRQoL OR “health-related quality of life” OR “life
satisfaction” OR “life quality” OR well-being OR wellness OR “standard of living” OR “daily
functioning” OR “routine activities” OR “social functioning” OR “functional status” OR HiSQOL OR
DLQI OR Skindex OR EQ-5D OR SF-36) AND
(subjective OR self-reported OR patient-reported)

Scopus (Elsevier)
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Table 1. Cont.
Query Database
(exp “Hidradenitis Suppurativa”/ OR “hidradenitis suppurativa”.ti,ab. OR “acne inversa”.ti,ab.) AND
(exp “Quality of Life”/ OR “quality of life”.ti,ab. OR QoL.ti,ab. OR HRQoL.ti,ab. OR “health-related
quality of life”.ti,ab. OR “life satisfaction”.ti,ab. OR “life quality”.ti,ab. OR well-being.ti,ab. OR
wellness.ti,ab. OR “standard of living”.ti,ab. OR “daily functioning”.ti,ab. OR “routine activities”.ti,ab. PsycInfo (Ovid)

OR “social functioning”.ti,ab. OR “functional status”.ti,ab. OR HiSQOL.ti,ab. OR DLQI.ti,ab. OR
Skindex.ti,ab. OR EQ-5D.ti,ab. OR SF-36.ti,ab.) AND
(subjective.ti,ab. OR self-reported.ti,ab. OR patient-reported.ti,ab.)

Identification of studies via databases and registers

Records removed before
screening:

Records identified from:

Cochrane Library (n = 69),

PubMed (n = 114), CINAHL Duplicate records removed

Identification

Validation of assesment tools
(n=8)

Other dermatotogical
diseases (n=1)

No topic (n =7)

(n = 8), Scopus (n = 34), _" (n=173)
WebOfScience (n = 158),
MedLine (n = 24)
TOT (n= 40{)
‘ Records screened (n = 234) ' Records excluded by title (n =
» | 139) and abstract (n = 45)
l | TOT excluded (n = 184)
| Reports sought for retrieval ‘ Reports not retrieved (n = 8)
g (n = 50) —
l
5 ;
Reports assessed for eligibility i
‘ (n = 42) ———»  Reports excluded:
[ | | Treatment trials (n = 5)

Figure 1. PRISMA flowchart illustrating the selection process and the number of sources included

and excluded.

2.6. Study Selection

Study selection was conducted in two stages. First, two reviewers independently
screened titles and abstracts against the eligibility criteria. Records considered potentially
eligible by either reviewer proceeded to full-text assessment. Full-text eligibility was inde-

pendently assessed by two reviewers. Disagreements at either stage were first discussed

between the reviewers; when consensus could not be reached, a third reviewer adjudicated.

2.7. Data Charting and Extraction

Data were charted using a structured form developed in Microsoft Excel, in line

with JBI guidance [23]. The form was piloted on 21 included studies and refined before

full extraction. Two reviewers independently extracted data, and discrepancies were

resolved through discussion; unresolved disagreements were adjudicated by a third re-

viewer.Extracted data included author, year of publication, country, study design, study

objectives, and the QoL or PRO instruments used.
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2.8. Critical Appraisal of Individual Sources of Evidence

Consistent with the purpose of scoping reviews, no formal critical appraisal of indi-
vidual studies was performed [26]. All eligible peer-reviewed studies were included to
provide a comprehensive overview of the available evidence.

2.9. Synthesis of Results

A narrative synthesis was used to summarize and present the findings of this scoping
review, consistent with established methodological frameworks for scoping studies [21].
Included studies were grouped according to whether they reported QoL outcomes or other
patient-reported measures in patients with HS. QoL domains was developed iteratively
during the synthesis. Domains explicitly reported by each study or assessment instrument
were first extracted using the terminology of the original source. Conceptually related do-
mains were subsequently grouped into broader descriptive categories: physical functioning
and symptoms, psychological wellbeing, social relationships, sexual health, and occupa-
tional functioning. The grouping was intended solely to facilitate cross-study comparison
and did not alter the validated structure or interpretation of the original instruments. Do-
main mapping was undertaken by two reviewers, with disagreements resolved through
discussion and, where required, consultation with a third reviewer. This categorization
was used to facilitate the interpretation of patterns across different assessment instruments
and to describe the multidimensional impact of HS on patients” quality of life. Findings are
presented descriptively and supported, where appropriate, by tables and visual summaries
to facilitate the interpretation of patterns across study designs, assessment instruments,
and QoL domains.

Primary studies constituted the principal units of evidence for the synthesis of QoL
and PRO findings. Systematic and narrative reviews were retained only to provide con-
textual information on measurement approaches, conceptual frameworks, and previously
described evidence gaps. They were not treated as independent evidence units for patient-
level findings. When a primary study was represented both directly in the review and
within an included secondary review, the finding was synthesised from the original pri-
mary report only. Secondary reviews were not used to increase the frequency, weight, or
apparent consistency of findings already represented by included primary studies. No for-
mal weighting scheme was applied; primary evidence was prioritised, whereas secondary
reviews had a contextual and interpretative role.

3. Results
3.1. Selection of Sources of Evidence

The search strategy yielded 407 records. After removal of duplicates, 234 unique
citations were screened at the title and abstract level of which 184 were excluded. Full-
text assessment was subsequently performed for 50 records. Of these, 8 reports could
not be retrieved despite attempts to obtain the full texts, while 42 full-text reports were
assessed for eligibility. A total of 21 studies met the eligibility criteria. The study selection
process and reasons for exclusion at each stage are presented in the PRISMA flow diagram
(Figure 1) [27].

Manual reference-list searching was also performed to identify additional potentially
eligible studies. Individual bibliographic details and retrieval attempts for the 8 reports
that could not be retrieved were not prospectively recorded and therefore could not be
reliably reconstructed retrospectively.

Full-text reports excluded after eligibility assessment were not prospectively recorded
with individual reasons for exclusion.

https://doi.org/10.3390 /nursrep16080289
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In accordance with scoping review methodology, secondary sources (systematic and
narrative reviews) were included when relevant to QoL assessment, instruments, and
frameworks, complement findings from primary research.

3.2. Characteristics of Sources of Evidence

The included studies were conducted across eight countries and spanned six geographical
macro-regions. Most were carried out in Europe (1 = 14, 67%), followed by North America
(n =2, 9.5%), the Middle East/Asia (n = 1, 5%), and international multicentre settings
(n =3, 9.5%). One study did not report the country of origin (n = 1, 5%). Germany was the
most represented country, contributing four studies (19%) (Figure 2). Most articles were
published in English (n = 20, 95%), and one in Spanish (n = 1, 5%).

] R4 study
Figure 2. Map of included records per country.

3.3. Study Design and Temporal Distribution

Publications increased over the past decade, peaking in 2021 (Figure 3). Most included
studies were primary research (1 = 15, 71.4%), with cross-sectional studies representing
the largest group (n = 10, 47.6%). Other primary study designs included case—control,
prospective observational, multicentre observational, and case-series studies.

6

wn

4

3

2 @

1

0

2008 2010 2012 2014 2016 2018 2020 2022 2024 2026

Figure 3. Number of included records per year of publication.

Secondary research comprised six studies (29%), four systematic reviews (19%), and
two narrative reviews (9.5%). Study designs and publication characteristics are detailed
in Table 2.
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Table 2. Characteristics of the included studies.

Author Year Country Study Design Objective
Gooderham & Papp 2015 Canada Narrative review To summarize existing evlldence on the 1mpact of
[28] hidradenitis suppurativa on quality of life.
Case—control To evaluate the impact of pain and pruritus on sleep
Kaaz etal. [29] 2018 Germany observational study quality in patients with HS.
. To examine psychological burden, including anxiety,
. Prospective . . . .
Frings et al. [30] 2019 Germany 3 depression, and body image concerns, in patients
observational study .
with HS.
. Cross-sectional To assess the impact of HS on sexual health and its
Quinto etal. [31] 2021 raly study association with quality of life.
. Multinational Cross-sectional To explore patient activation, diagnostic delay, and their
Kokolakis etal. [32] - 2025 (Europe) multicenter study relationship with quality of life in HS.
Montero-Vilchez . . . To synthesize evidence on the impact of HS symptoms
etal. [33] 2021 Spain Systematic review (pain, pruritus, malodor) on quality of life.
Galvan-Mas et al. [34] 2022 Spain Systematic review To examme the ].:)IOPSYChOSOCIal Impact of HS and its
implications for quality of life.
Schneider-Burrus 2023 German Multicenter To evaluate work productivity impairment and
etal. [35] y observational study functional limitations associated with HS.
Schneider-Burrus 2021 German Cross-sectional To identify factors associated with quality-of-life
etal. [36] y study impairment in patients with HS.
Molina-Leyva 2020 Spain Cross-sectional To analyze the impact of pruritus and malodor on quality
etal. [37] P study of life and clinical characteristics in HS.
. . To describe quality-of-life impairment and its
Alavietal. [38] 2015 Canada Case series relationship with clinical severity in HS.
Yeroushalmi 2023 USA Systematic review To examine the assqaatlon between HS and
etal. [39] sleep disturbances.
Matusiak et al. [40] 2010 Poland Cross-sectional To evaluate the impact of HS on quality of life and
study work activity.
Alamri et al. [41] 2021 Saudi Arabia Cross-sectional To assess quah.ty of life and 1t§ asso‘c1at'10n .w1th disease
study severity and anatomical distribution.
Kimball et al. [42] 2020 USA Multilcenter To examine the impact of HS sympt.or.ns on quality of life
observational study and work productivity.

. . Cross-sectional To evaluate quality of life and demographic or clinical
Krajewski etal. [43] 2021 Poland study factors associated with QoL impairment.
Andersen et al. [44] 2020 Denmark Cross—sgctlonal To compare body-lmage—relateq quahty.o.f life in HS

comparative study versus other dermatological conditions.
Kimball etal. [45] 2024 USA Systematicreview 10 Synthesize evidence on the overall burden of HS,
including quality of life.
Riis et al. [46] 2016 Denmark Cross-sectional To assess health—relatgd quah.ty of life and disutility in

study patients with HS.

Matusiak et al. [47] 2010 Poland Cross-sectional To examine psychophys%cal bu.rden and its impact on
study quality of life.

Mac Mahon et al. [48] 2020 UK Narrative review To synthesize evidence on HRQoL and patient-reported

outcomes in HS.

3.4. Study Objectives

The objectives were heterogeneous and reflected the multidimensional burden of HS.

Several studies aimed to assess the overall impact of HS on patients” QoL and its association

with clinical severity or demographic factors. Other studies focused on specific symptoms,

most commonly pain, pruritus, malodor, and sleep disturbances, and their contribution

https://doi.org/10.3390 /nursrep16080289
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to QoL impairment. Additional research explored psychosocial dimensions, including
anxiety, depression, body image, sexual health, work productivity, and emotional burden.
Finally, a subset of studies synthesised existing evidence or addressed the broader burden
of HS, including diagnostic pathways and patient activation. The main characteristics of
the included studies are summarised in Table 2.

3.5. Overview of QoL Assessment Approaches in Hidradenitis Suppurativa

Across the included studies, QoL and HRQoL in patients with HS were assessed
using a heterogeneous range of validated patient-reported instruments (e.g., [26-43,45-48]).
The tools employed varied considerably in scope, dimensionality, and disease specificity,
reflecting the lack of a standardised approach to QoL assessment in HS.

Dermatology-specific instruments were the most commonly used tools, with the
Dermatology Life Quality Index (DLQI) being applied in the majority of primary studies
(e.g., [31,33-38,40—-47]). Multidimensional dermatology-specific measures, such as Skindex-
29 and Skindex-17, were used less frequently but allowed a broader evaluation of emotional,
psychosocial, and symptom-related domains (e.g., [30,31,34,35,37]).

Generic HRQoL instruments, including the EQ-5D and the SE-36, were employed in a
limited number of studies, mainly to assess overall health status and enable comparisons with
the general population (e.g., [38,45,46]). Disease-specific QoL instruments for HS were used
infrequently, indicating limited uptake of tailored tools in the existing literature (e.g., [32]).

An overview of the QoL and HRQoL instruments used across the included studies and
the domains assessed is provided in Table 3. Overall, the different assessment approaches
captured complementary but not fully comparable dimensions of HS burden. Dermatology-
specific instruments, particularly the DLQI, provided a broad assessment of QoL impact
but may not fully capture HS-specific concerns, whereas multidimensional and HS-specific
tools allowed a more detailed evaluation of psychosocial and disease-related aspects. Generic
HRQoL measures supported broader comparisons but appeared less sensitive to HS-specific
symptom burden. These findings suggest that no single instrument fully reflects the multidi-
mensional impact of HS and support the use of complementary assessment approaches. The
QoL domains reported in this table correspond to those assessed by the original instruments
and, where necessary, were grouped according to their validated domains.

Table 3. QoL/HRQoL instruments identified in the included studies and contextual overview of
currently availa-ble HS-specific PROMs.

QoL Domains

Author, QoL/HRQoL Instrument . e e . Languages/Cross-
Year Instrument(s) Cﬁg;‘gﬁg ({;15 Category Main Strengths Main limitations Cultl%ralgValidation
May not fully capture Available in
Gooderham Global QoL; Dermatology- Widely validated, easy to HS-specific burden numerous translated
& Papp, DLQI physical; ifi gy administer, commonly such as malodour, and cross-culturally
2015 [28] emotional; social spectiic used in dermatology drainage, stigma, and validated versions
sexual impairment worldwide
. Allows comparison Limited sensitivity to Available in
Kaaz et al Physical Dermatology- across dermatological HS-specific symptoms oy €rOUS translated
2018 [29]" DLQI symptoms; ys &Y di . simpl & d g hy p! 1 and cross-culturally
emotional spectiic 1seases; Simp-e an and psychiosocia validated versions
widely accepted consequences worldwide
DLQI: extensively
translated and
validated
D tology- Multidimensional DLQI and Skindex-29 internationally.
Fri DLQI; Psychological; ermatology assessment; captures are not HS-specific; Skindex-29 and BIQLI:
ringsetal, g 3o, body image; specific; tional and functional ~ BIQLI evaluates onl ilable in multipl
2019 [30] ; ody image; Domain emotional and functiona evaluates only available in multiple
BIQLI social specific consequences beyond body image-related translated and
P disease symptoms aspects validated versions,
although less widely
implemented than
DLQI
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Table 3. Cont.
L Domains
Author, QoL/HRQoL Qo Instrument . e ey ks Languages/Cross-
Year Instrument(s) C?{I;ggﬁg d(;‘s Category Main Strengths Main limitations Cultural Validation
Quinto Psychosocial; Dermatology- multi?i?rféﬁ;ional Spl\el(?i;ii:ﬁ;l?geg& tran?;;atiel(aib‘}:gons
et al., 2021 Sk-17 physic.al; specific dermatology tool; easier limited ability t.o‘ w.ith qros§-cultural
[31] sexuality clinical application capture HS-specific validation in selected
concerns populations
i Limited use Validated in the
gs;cslsﬁfﬁgirieieé%%iietg compared with original development
of hidr a(ge nitis generic dermatology ~ population; translated
Kokolakis . suppurativa and to tools; further and cross-culturally
etal., HSQoL Global QoL HS-specific capture aspects that ma evidence on validated versions are
2025 [32] bp q P di y international available in selected
e underrepresented in applicability and lan-
generic dermatology cross-cultural guages/populations
Instruments validation is needed (where applicable)
May not fully capture . .
Montero- Physical Widely validated, easy to HS-specific aspects num?::&lsag: rgia ted
Vilchez DLQI s rny toms: Dermatology- administer, commonly such as malodour, and cross-culturall
etal, 2021 e};noliional’ specific used in dermatology drainage, stigma, sexual validated Versionsy
[33] studies impairment, and recurrent ;
. . worldwide
inflammatory episodes
. . . DLQI: extensive
Combined use allows Neltlrﬁlé_l;lsil;ﬁnfnt 1 international
Galvan- DLOL Bi h ial: D tol assessment of both di p . % validation.
Mas et al., Sk (229’ 1opsychosocial, crmato ogy- general dermatological 1seaste-spec1 1c Skindex-29: multiple
2022 [34] - emotional; social specific impact and symptoms m]ail | translated and
emotional / functional burden "™ NCOMPIELELy culturally adapted
captured versions available
. . . . e Available in
Schneider- Enables comparison with  Limited sensitivity for
Burrus DLQI Global QoL; Dermatology- other dermatological HS-specific burden r;ﬁ?i;g‘;:_zﬁ?sizﬁd
etal., 2023 functional specific diseases; simple and and psychosocial validated versi onsy
[35] widely accepted consequences worldwide
D t ificall i i
Schneider- Global QoL; Commonly used Oe:dndﬁ‘ezsecsiilc Y num?;](ftlllsarrlsnlsr,}ated
Burrus DLOI o e 01.’ Dermatology- outcome measure in drai pl d, and cross-culturall
etal., 2021 Q en;lo 19“? ’ specific dermatology and HS rainage, malodout, < uituraty
[36] physica studies stigma, or sexual validated versions
health worldwide
Available in
Molina- Physical Dermatology- Short and practical; Limited HS numerous translated
Leyvaetal.,, DLQI symptoms; ifi &Y facilitates comparison s echIEceconteht and cross-culturally
2020 [37] emotional specilic across studies P validated versions
worldwide
Al , DLQI and SF-36 have
. ows assessment o s ot extensive
Alavi et al. DLQL Global.Qo.L, Dermatp}ogy— both dermatological Limited ability to international
’ g physical specific; capture HS-specific
2015 [38] SE-36 i ’1 G P HROOL burden and general p pec translation and
emotiona eneric HRQo health status symptoms and stigma cross-cultural
validation
Available in
Yeroushalmi P ~ . . May underestimate numerous translated
ctal, = DLOL TR e e e HSspecificQol and cross-ulturally
2023 [39] p y p impairment validated versions
worldwide
Available in
Matusiak . . ~ . Not designed to numerous translated
etal., 2010 DLQI ch(ich; vﬁoglfc’ al Dermat?ogy EStathngcrlndeirSIS?etObgy capture HS-specific and cross-culturally
[40] PSychophy spectiic burden validated versions
worldwide
Available in
Alamri . _ . . . . numerous translated
etal., 2021 DLQI G?l?;;i(c)acl)h Dersm:Ctioé(C)gy Sm\}glc’laélvagseifd, Llr?ggg f?cljst;ase and cross-culturally
[41] P y validated versions
worldwide
Available in
Krajewski Global QoL; Dermatology- Facilitates comparison Does rll?stjelili};ec(;lpture numerous translated
etal., 2021 DLQI severity ifi 8y among dermatological svchosocial and and cross-culturally
[43] associations specthice conditions psy burd validated versions
symptom burden worldwide

https://doi.org/10.3390 /nursrep16080289


https://doi.org/10.3390/nursrep16080289

Nurs. Rep. 2026, 16, 289

11 of 20

Table 3. Cont.

QoL Domains -
Author, QoL/HRQoL Captured (as Instrument Main Strengths Main limitations Languages(C ross
Year Instrument(s) Reported) Category Cultural Validation
Specifically evaluates Available in
Andersen Body image; Domain- body image Does not assess the translated versions
etal, 2020 BIQLI relational; specific consequences, relevantin  full multidimensional with
[44] emotional p visible /chronic skin burden of HS validation studies in
diseases selected populations
Available in
Useful for L PP numerous languages
Riis et al healthcconomic  pd SEESIRIY B0 with extensive
2016 [4 6]., EQ-5D HRQoL; disutility =~ Generic HRQoL evaluations and P ympt international
comparisons across and p_sychotsoaal validation and use
diseases mpac across
healthcare settings
Both instruments
Kimball Dermatology- Provides complementary have broad
ot alfn 2%2 4 DLQIL Global QoL; i .gy information on Neither tool is international
[4’;] EQ-5D HRQoL; disutility GenzgiiCII-II%QOL dermatological impact HS-specific translation and
: and overall health utility cross-cultural
validation
Allows evaluation of . All instruments have
Mac Mahon DLQI; HRQoL,; global Dermatology- QoL from different mger;ﬁfslg ﬁgflssuergsﬁc . etzxtenilve 1
etal, SF-36; QoL; PROs specific; perspectives and y P miemationa
% h ! , . . symptoms and validation and
2020 [48] EQ-5D overview Generic HRQoL comparison with . . :
th diti psychosocial burden are available in
other conditions multiple languages
Contextual overview of HS-specific PROMs (not included in the scoping review dataset)
Psychosocial
wellbeing; s
. ¢ . Originally developed
mter}mrsqnal Comprehensive . Limited in Spanish;
relationships; disease-specific implementation in subsequently
Pedraz occupational : : ; observational studies
etal., 2019 HSQoL-24 functioning: HS-specific q.uestlo.nnal.re captgrmg and clinical trials to translated and
¢ g dimensions insufficiently to: . cross-culturally
te eneric ate; FeSponsveness validated in English,
wellbeing; dﬁﬂiﬁ& in};tguments evidence remains Polish and S r%i n '
ecdoi?:‘;l;crgﬁicelgn; 8y comparatively limited ohs [ 530151 f al
limitations
o Limited diffusion Developed and
Symptoms; _ Patient-informed outside recent HS validated in English
psychosocial Instrument; responsive to research; further and Danish
Kirby et al., . burden; daily cp changes in disease international populations;
2021 [52] HiSQOL functioning; HS-specific activity; suitable for Valide}tion and additional
emotional longitudinal assessment _ routine-care translations require
wellbeing and clinical trials implementation formal cross-cultural
are needed validation
Physical
symptoms; Limited use in
pS}}l]ch}())logical Visual multidimensional observational studies; Validated Italian
Zouboulis wellbeing: instrument facilitating fewer validated version; broader
etal., HIDRAdisk sexuality: vgcl)rk HS-specific patient-clinician language international and
2017 [53] 4 Y; W i communication and versions; visual/electronic linguistic validation
productivity; repeated assessment format may affect remains limited

social functioning;
daily activities

implementation

Note. HSQoL-24, HiSQOL, and HIDRAdisk are presented as contextual measurement evidence
and were not part of the formally included evidence set. Development, validation, translation, and
cross-cultural adaptation studies were excluded from the primary review according to the prede-
fined eligibility criteria. Statements concerning their measurement properties are therefore based
on the cited psychometric literature and should not be interpreted as findings generated by the
present scoping-review synthesis. Abbreviations: QoL = Quality of Life; HRQoL = Health-Related
Quality of Life; DLQI = Dermatology Life Quality Index; Sk-29 = Skindex-29; Sk-17 = Skindex-17;
HSQoL = Hidradenitis Suppurativa Quality of Life questionnaire; SF-36 = Short Form-36 Health Sur-
vey; EQ-5D = EuroQol 5-Dimensions questionnaire; BIQLI = Body Image Quality of Life Inventory.

3.6. QoL and HRQoL Instruments

Among the identified instrument, the DLQI was the most frequently used across
the included studies and was applied to assess the impact of HS on patients’ daily
lives [33,36-38,40-47]. Across studies, DLQI-based findings uniformly indicated a marked
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impairment in QoL. Several studies employed multidimensional dermatology-specific
instruments, including Skindex-29 and Skindex-17 [30,31,34,35], which enabled a broader
assessment of emotional, psychosocial, and symptom-related domains. These measures
allowed a more detailed exploration of patients” experiences compared with single-score
instruments. Disease-specific QoL instruments for HS were used infrequently. Among
these, the HS-specific QoL questionnaire was applied in a limited number of studies to
assess the overall burden of the disease using a tailored approach [32]. Generic HRQoL in-
struments, such as the Short Form-36 (SF-36) and the EuroQol-5D (EQ-5D), were employed
in a small subset of studies [38,45,46] to evaluate overall health status and health-related
disutility, mainly to allow comparisons with the general population. Overall, the identified
instruments captured different but partially overlapping dimensions of QoL impairment
in HS. While dermatology-specific tools were useful for assessing the general impact of
skin disease, multidimensional and HS-specific instruments provided greater insight into
psychosocial and disease-related aspects that may remain underrepresented. These findings
indicate that the choice of instrument influences the dimensions of HS burden identified
and support the use of complementary assessment approaches. An overview of the QoL
and HRQoL instruments used and the domains assessed across the included studies is
presented in Table 3.

3.7. Symptom-Related Measures and Their Relationship with QoL

In addition to QoL instruments, several studies assessed key HS-related symptoms,
using simple patient-reported scales [29,37,39]. Although these tools do not constitute QoL
measures per se, the evidence consistently indicates that symptom burden plays a central
role in driving QoL impairment. Pain emerged as the most influential symptom, followed
by pruritus and malodor, which were frequently associated with emotional distress, social
avoidance, and reduced daily functioning [33,40]. Sleep disturbance was also commonly
reported and appeared closely linked to symptom severity [29,39].

3.8. Factors Associated with Poorer QoL

Across the included studies, several factors were consistently associated with poorer
QoL in patients with HS. Higher disease severity and greater lesion burden were among the
most frequently reported correlates of QoL impairment, although clinical severity scores
did not fully explain patients” perceived burden [36]. Lesion location also emerged as
an important factor. Involvement of anogenital areas or other visible and sensitive body
sites was associated with increased psychosocial distress and greater impairment in sexual
function in [28,31,44]. Demographic and lifestyle factors, including female sex, higher
body mass index, obesity, and smoking, were reported to be associated with worse QoL
outcomes in several studies [36,37]. Psychological comorbidities, particularly anxiety and
depression, frequently co-occurred with severe QoL impairment, highlighting the close
relationship between emotional distress and the overall burden of HS [30,31].

3.9. QoL Domains Most Affected

Several QoL domains were consistently reported as being most affected in patients
with HS. Physical functioning and daily activities were frequently impaired, largely due to
pain, recurrent inflammation, and limitations in mobility and self-care [35,40,42]. Feelings
of emotional distress, reduced self-esteem, and perceived stigma were repeatedly described,
and often co-occurred with physical symptoms, amplifying overall QoL impairment [30,44].
Social relationships and sexual health emerged as particularly vulnerable domains. Dif-
ficulties in social interaction, intimacy, and sexual functioning were commonly reported
and contributed to social withdrawal and impaired interpersonal relationships [28,31,44].
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Work-related functioning represented another domain of substantial impact. Reduced work
ability, absenteeism, and decreased productivity were frequently observed [35,40,42].

4. Discussion

This scoping review mapped the evidence on QoL and HRQoL among patients with
HS, focusing on affected domains, assessment instruments, and literature gaps. Overall,
the evidence depicts HS as a condition associated with a pervasive, multidimensional bur-
den, across physical functioning, emotional well-being, social relationships, sexual health,
and work-related functioning [28,35,48]. A central finding is the marked heterogeneity
in QoL assessment approaches. Studies used a wide range of validated tools, with vari-
ability in scope, dimensionality, and disease specificity, limiting comparability [28,33,48].
Dermatology-specific instruments, most frequently the DLQI, were widely adopted, but
may not fully capture HS-specific concerns [28,33,37]. The continued use of the DLQI in
HS may reflect its ability to capture broader aspects of dermatological burden, as several
of its domains overlap with areas affected by HS, including symptoms and feelings, daily
activities, leisure, and interpersonal relationships. However, the specific impact of recur-
rent drainage, malodor, intimate-site involvement, and stigma may remain incompletely
represented. The use of multidimensional dermatology-specific tools, such as Skindex-29
and Skindex-17, and domain-specific measures like the Body Image Quality of Life Inven-
tory (BIQLI), suggests that single global instruments are insufficient to represent the lived
experience of HS [30,31,34,44].

Although dermatology-specific instruments such as the DLQI remain the most fre-
quently adopted measures, their widespread use should not obscure the growing relevance
of disease-specific patient-reported outcome measures (PROMs). Generic and dermatology-
specific questionnaires facilitate comparisons across dermatological conditions; however,
they only partially capture several distinctive manifestations of hidradenitis suppurativa,
including recurrent inflammatory flares, persistent pain, drainage, malodour, scarring,
stigmatization, impairment of intimate relationships, occupational limitations, and the
unpredictable course of the disease. These limitations have driven the development of
HS-specific PROMs, which aim to provide a more accurate representation of the multidi-
mensional burden experienced by patients while complementing, rather than replacing,
generic quality-of-life instruments [49,52,53].

Among the currently available disease-specific instruments, the HSQoL-24 represents
one of the most comprehensive questionnaires specifically designed for patients with
HS. Developed through a patient-centred methodology, it comprises 24 items exploring
psychosocial wellbeing, interpersonal relationships, occupational functioning, emotional
health, economic burden and disease-related clinical limitations. By explicitly incorporating
dimensions such as stigma, social isolation and the consequences of recurrent inflammatory
episodes, HSQoL-24 addresses several aspects that remain underrepresented in instru-
ments such as the DLQI and SF-36. Validation studies demonstrated satisfactory internal
consistency, construct validity and reliability, supporting its application in both clinical
practice and research. Furthermore, the availability of validated English, Polish and Serbian
versions enhances its suitability for multicentre and cross-cultural investigations [49-51].

More recently, additional disease-specific instruments have further expanded the as-
sessment of patient-reported outcomes in HS. The HiSQOL questionnaire was specifically
developed to provide a concise yet multidimensional evaluation of disease burden while
demonstrating responsiveness to changes in disease activity, making it particularly suitable
for longitudinal observational studies and clinical trials [52]. Similarly, HIDRAdisk was
conceived as a practical multidimensional visual instrument that facilitates communication
between patients and healthcare professionals by integrating physical symptoms, psy-
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chological wellbeing, social functioning, sexuality, and work productivity into a single
patient-centred assessment [53]. Although their use remains less widespread than that of
traditional dermatology-specific questionnaires, these instruments provide clinically rele-
vant information that complements existing measures and may improve the interpretation
of treatment outcomes.

Generic HRQoL instruments, including the SF-36 and EQ-5D, were used in some
studies to enable broader comparisons and estimate health-related disutility [38,45,46].
However, while useful for cross-condition comparisons, they appear less sensitive to
the psychosocial and symptom-driven burden of HS, reinforcing the need for combined
measurement strategies. Symptom burden consistently emerged as a key driver of QoL
impairment. This suggests that patient-perceived disease burden may depend not only
on inflammatory activity or lesion extent, but also on symptoms that directly interfere
with everyday life, such as pain, drainage, malodour, and limitations in mobility or social
participation. Therefore, symptom assessment should complement clinical severity mea-
sures when evaluating the impact of HS. These findings suggest that QoL in HS cannot
be understood through clinical severity alone but must be considered alongside symptom
experience and psychosocial context [33,36]. Mental health and psychosocial well-being ap-
pear central, with studies highlighting psychological distress, anxiety, depression, impaired
self-esteem, and body image disruption as major correlates of QoL impairment [30,31,44].
Lesion location further modulates this burden, as involvement of anogenital or visible
areas strongly affects sexuality and intimate relationships [28,31,44]. The disproportionate
effect of anogenital involvement may be related to the intimate nature of these sites, where
pain, drainage, and malodour can affect body image, sexual wellbeing, and interpersonal
confidence, potentially leading to avoidance behaviours and social withdrawal. Work-
related functioning is another consistently domain productivity, work limitations, and
restrictions in daily activities commonly reported, underscoring the broader socioeconomic
burden [35,40,42]. Occupational outcomes were often assessed alongside, rather than inte-
grated within, QoL instruments, reflecting fragmentation in outcome measurement [35,42].

The complementary use of generic, dermatology-specific and disease-specific PROMs
may therefore represent the most appropriate strategy for comprehensive quality-of-life
assessment in hidradenitis suppurativa. Generic instruments such as the EQ-5D and SF-36
remain valuable for comparisons across diseases and for health-economic evaluations,
whereas dermatology-specific questionnaires such as the DLQI ensure continuity with
previous dermatological research. Conversely, HS-specific PROMs were developed to
capture disease-relevant dimensions that may be incompletely represented by generic
or dermatology-specific instruments, including recurrent inflammatory flares, malodour,
drainage, stigma, intimate relationships and work productivity. Recent validation and
cross-cultural adaptation studies have further strengthened the psychometric robustness
and international applicability of HSQoL-24, supporting its broader implementation in mul-
ticentre observational studies and routine clinical practice [45,49-51]. Consequently, future
studies should consider integrating generic, dermatology-specific and HS-specific instru-
ments to achieve a more comprehensive and patient-centred evaluation of disease burden.

It should also be acknowledged that studies describing the development, psychometric
validation and cross-cultural adaptation of HS-specific PROMs were intentionally excluded
from the primary scoping review dataset because they did not meet the predefined eligibil-
ity criteria, which focused on studies applying QoL instruments rather than developing
them. Nevertheless, these studies provide essential methodological context for interpreting
the current evolution of quality-of-life assessment in hidradenitis suppurativa. Their dis-
cussion therefore aims to contextualise the findings of this review without modifying the
scope or eligibility criteria originally defined in the review protocol [49-53].
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This review also highlights important evidence gaps. Most studies were cross-sectional,
limiting understanding of QoL trajectories over time and the impact of symptom fluctua-
tions, disease progression, or care pathways [36,48]. Instrument variability further hampers
comparisons across settings and populations, emphasizing the need for more consistent
and HS-specific measurement strategies [32-34].

The identified gaps fall into three areas: (i) methodological gaps, including the pre-
dominance of cross-sectional designs and limited longitudinal evidence; (ii) measurement
gaps, related to the heterogeneous and often non-HS-specific instruments used to assess
QoL; and (iii) clinical gaps, reflecting the limited integration of psychosocial, sexual, and
occupational domains into routine assessment strategies. These evidence gaps have im-
portant implications for clinical practice and future research. The lack of longitudinal
evidence and the heterogeneity of QoL assessment approaches may limit the ability to
monitor changes in patients’ needs over time and to evaluate the impact of interventions.
In clinical practice, the integration of standardized QoL assessment alongside routine
clinical evaluation may support a more comprehensive understanding of the burden of
HS and promote patient-centered care. Considering the multidimensional impact of HS
on physical symptoms, psychological wellbeing, social relationships, and occupational
functioning, QoL assessment should be considered an important component of holistic
disease management. In conclusion, HS substantially compromises QoL across multi-
ple domains, with symptom burden and psychosocial distress playing a pivotal role. A
patient-centered approach should integrate validated QoL instruments with structured
symptom evaluation and attention to mental health, sexual wellbeing, and occupational
functioning. Future research should prioritize longitudinal designs and improved stan-
dardization of outcome measures [28,33,35]. Although studies focused on the development
and psychometric validation of disease-specific quality-of-life instruments were outside
the predefined scope of this scoping review, HS-specific tools such as HSQoL-24 [49],
HiSQOL [52], and HIDRAdisk [53] represent important advances in the assessment of
quality of life in hidradenitis suppurativa. These instruments were developed to com-
plement generic and dermatology-specific questionnaires by capturing disease features
insufficiently represented by traditional measures, including pain, malodour, drainage,
stigma, sexual impairment, and intimate-site involvement. Their greater responsiveness
to clinical change and suitability for longitudinal monitoring, clinical trials, and registries
make them increasingly relevant for contemporary HS research. Future studies should
prioritize the broader implementation and cross-cultural validation of these instruments
to enhance international comparability and support their integration into routine clinical
practice. Their use in future clinical research and routine practice may facilitate a more
comprehensive and disease-sensitive evaluation of patient-reported outcomes.

Overall, the progressive development of HS-specific PROMs reflects an important
evolution towards more patient-centred outcome assessment. Future observational studies,
disease registries and clinical trials should consider combining generic, dermatology-
specific and HS-specific instruments to obtain a more comprehensive evaluation of disease
burden, improve international comparability and facilitate the interpretation of patient-
reported outcomes across different healthcare settings. Further validation studies involving
diverse cultural and linguistic contexts will also contribute to the wider implementation
of these instruments and promote greater standardisation of quality-of-life assessment in
hidradenitis suppurativa [45,49,52,53].

Limitations

This scoping review has several methodological limitations. First, the quality of in-
cluded studies was not formally assessed. Although a formal critical appraisal was not
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performed, consistent with the mapping purpose of a scoping review, the available evi-
dence showed considerable methodological heterogeneity, including differences in study
design, sample characteristics, disease severity, care setting, and outcome assessment
strategies. These factors should be considered when interpreting the breadth and gen-
eralizability of the findings. Second, heterogeneity of study designs, populations, and
outcome measures, particularly about QoL instruments and symptom-specific tools, lim-
ited comparability and precluded quantitative synthesis. Third, the inclusion of secondary
reviews as contextual sources introduced a potential risk of overlap with directly included
primary studies. To minimise double counting, patient-level QoL and PRO findings were
synthesised from original primary reports only, whereas secondary reviews were used
exclusively to contextualise measurement approaches and broader evidence gaps. Never-
theless, some conceptual overlap between evidence sources cannot be completely excluded.
Fourth, no substantive changes were made to the predefined Population, Concept, or
Context eligibility criteria after the search commenced. Clarifications introduced during
the review process concerned wording and operational definitions only and did not alter
the review objectives or the predefined eligibility criteria. Fifth, studies exclusively focused
on PROM development and psychometric validation were excluded from the formally
included evidence set. Consequently, statements regarding the psychometric properties,
responsiveness, and cross-cultural applicability of HS-specific PROMs rely on contextual
validation literature rather than on the primary evidence synthesis. Sixth, the exclusion
of treatment trials may have limited the capture of longitudinal QoL data and treatment-
related changes in patient-reported outcomes. Future reviews may consider integrating
interventional evidence to provide a more comprehensive evaluation of treatment-related
QoL trajectories in HS. Seventh, although the search strategy was comprehensive and no
language restrictions were applied, it was primarily developed using English-language
terminology, which may have limited the retrieval of studies published in other languages.
In addition, eight full-text reports could not be retrieved despite attempts to obtain the
full texts, and relevant evidence may therefore have been missed. Finally, the predomi-
nance of cross-sectional studies limits interpretation of temporal trends and prevents causal
inferences between disease severity, symptoms, and QoL outcomes. Despite these limita-
tions, this review provides a structured overview of the available evidence and highlights
important gaps for future research.

5. Conclusions

This scoping review shows that HS has a substantial impact on QoL across multiple
domains. QoL impairment is driven not only by disease severity but also by symptom
burden, psychosocial distress, and the lesion location. The findings highlight marked
heterogeneity in the instruments used to assess QoL and related outcomes. Dermatology-
specific tools are widely used but often fail to capture HS-specific concerns. HS-specific
QoL instruments remain underutilized, and most evidence comes from cross-sectional
studies, limiting insight into changes over time. Overall, the results underscore the need
for more comprehensive and standardized approaches to QoL assessment in HS. Improved
integration of multidimensional and HS-specific measures, together with longitudinal study
designs, would strengthen the evidence base and better reflect patients’ lived experiences.

Future approaches to QoL assessment in HS should increasingly incorporate disease-
specific patient-reported outcome measures, which may provide a more accurate represen-
tation of the multidimensional burden of the disease compared with generic instruments
alone. The integration of HS-specific tools into clinical trials, disease registries, and routine
clinical practice may improve the evaluation of treatment outcomes, facilitate longitudinal
monitoring of patients, enhance the comparability of QoL outcomes across international
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studies through standardized HS-specific assessment, and support more personalized and
patient-centred management strategies.

6. Implications for Nursing Practice

The findings of this scoping review highlight several implications for nursing and
clinical practice. Given the strong association between symptom burden QoL impairment,
routine symptom assessment using patient-reported measures may support a more com-
prehensive understanding of patients’ experiences. As clinical severity does not fully reflect
the burden of HS, integrating QoL and PRO measures into clinical care may help identify
individual needs beyond disease activity. These findings also emphasize the importance
of patient education to promote treatment adherence, self-management, and informed
decision-making. Furthermore, routine assessment of psychosocial wellbeing may facilitate
the early identification of emotional distress and the timely referral of patients to appropri-
ate support services when needed. Overall, a holistic, multidisciplinary approach, where
nurses contribute through symptom monitoring, patient education, emotional support, and
care coordination, may improve patient management. The use of multidimensional tools
may help capture disease complexity and guide care planning.
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