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Abstract

Objective: This scoping review aims to systematically map and characterise existing evidence on
patient-perceived barriers and facilitators influencing help-seeking for Hidradenitis Suppurativa (HS)
within healthcare settings.

Introduction: HS is a chronic autoinflammatory skin condition affecting intertriginous, apocrine
gland-bearing areas, associated with considerable physical and psychosocial burden, including
depressive symptoms in one-third of patients and substantial morbidity. Despite this, HS remains
underdiagnosed, with a mean diagnostic delay of 7-10 years. Evidence on patient-perceived barriers
to help-seeking and healthcare access is limited, highlighting the need to map and characterise these
barriers to inform interventions for timely diagnosis and management.

Inclusion Criteria: Studies including individuals with HS, regardless of age, sex, or ethnicity, and
caregivers or healthcare professionals reporting patient-perceived barriers, will be eligible. Patient-
reported barriers occurring at any stage of the healthcare continuum, across diverse healthcare
systems, settings, and countries, will be considered. Studies not reporting patient-perceived barriers,
focusing exclusively on non-patient perspectives, or outside formal healthcare will be excluded.

Methods: A comprehensive search strategy will be developed in collaboration with an information
specialist. Key databases: MEDLINE; CINAHL; PsycINFO; and Embase will be systematically searched
in November 2025, limited to English and Turkish-language studies. Grey literature and
handsearching will be included. Following Joanna Briggs Institute (JBI) methodology, two reviewers
will independently screen titles, abstracts, and full texts against predefined eligibility criteria, with a
third reviewer resolving discrepancies. Data will be extracted using the standardised JBI extraction
tool to map and characterise the evidence.
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Introduction

Hidradenitis Suppurativa (HS), also known as Acne Inversa or Verneuil’s disease, is a chronic,
recurrent, and debilitating autoinflammatory disorder of the hair follicle®. It is characterised by the
development of painful, deep-seated nodules, abscesses, and draining sinus tracts? in intertriginous,
apocrine gland-bearing regions such as the axillae, groin, perianal, perineal, and inframammary
areas®. HS affects an estimated 0.05-4.1%*° of the population and demonstrates a marked female
predilection, occurring approximately three times more frequently in women than in men®’. The
condition disproportionately affects individuals of African American descent®, potentially reflecting
underlying genetic susceptibility, and typically presents in early adulthood®. Diagnosis remains
challenging, with a mean diagnostic delay of 7-10 years'’, exacerbating physical morbidity and
psychological distress. While diagnostic delay has been explored from the perspective of healthcare
professionals, limited evidence exists regarding patient-perceived barriers to help-seeking and
healthcare engagement.

Understanding these barriers is critical to improving early detection and management. A recent
European survey found that patients, on average, delay seeking medical help for approximately two
years after symptom onset??, citing reasons such as perceiving the condition as not serious,
embarrassment or shame, self-managing symptoms, and difficulties accessing timely appointment?2.
HS imposes a substantial physical and psychosocial burden; recurrent lesions and chronic pain often
lead to scarring, restricted mobility, and reduced quality of life®3. Visible lesions and malodour may
contribute to social stigma, isolation, and diminished self-esteem?*, while psychiatric comorbidities
such as depression and anxiety are highly prevalent, with 42.9% of individuals with HS carrying a
diagnosis of depression®®. The chronic, relapsing nature of HS, compounded by its profound
psychosocial impact, underscores the urgent need to identify and address patient-perceived barriers
to help-seeking to facilitate timely diagnosis and comprehensive, patient-centred care.

Review question

Primary question:

What patient-perceived barriers and facilitators influence individuals with Hidradenitis Suppurativa
in seeking or accessing care in healthcare settings?

Secondary questions:

1. How are psychosocial factors, including stigma, embarrassment, or psychological distress
reported as influencing help seeking behaviour?

2. What strategies do patients use to manage HS prior to seeking professional care? And how
might these relate to barriers encountered?

3. How do patient-perceived barriers vary by demographic or contextual factors, such as age,
gender, socioeconomic status, or cultural background?

4. To what extent does patients’ knowledge of HS and its treatment options influence decisions
to seek care?

5. Which patient groups or barrier types are underrepresented in existing literature?



Note: As this is a scoping review protocol, the sub-questions are intended to guide data extraction
and mapping of the evidence; It is not expected that all sub-questions will be fully answered.

Inclusion criteria

Participants

Studies including individuals of any age, sex, ethnicity, or disease severity with Hidradenitis
Suppurativa (HS) will be eligible. Studies of caregivers or healthcare professionals will be considered
only if reporting patient-perceived barriers. Individuals with HS will be included regardless of
additional dermatological conditions or comorbidities; studies that include multiple skin conditions
will also be eligible if data specific to HS can be meaningfully extracted. Studies focusing solely on
healthcare providers’ perspectives or on individuals without HS will be excluded.

Concept

The concept of interest is patient-perceived barriers to seeking or accessing healthcare for HS,
including psychological, social, structural, and knowledge-related factors, across all stages of the
healthcare continuum: diagnosis, management, accessing psychological support, treatment
adherence, and referrals. This includes experiences such as disengagement from care or self-
management strategies. Only studies reporting barriers as perceived or experienced by patients will
be included; studies that do not report patient-reported barriers to healthcare will be excluded.
Facilitators, such as positive healthcare experiences or enabling factors, will also be extracted where
reported.

Context

All healthcare settings will be eligible, including primary, secondary, and specialist dermatological
care, across public, private, or mixed healthcare systems. Studies from any country, region, or
cultural context will be considered. Those limited to non-healthcare settings or contexts unrelated to
healthcare access will be excluded.

Types of sources

This scoping review will consider a wide range of study designs, including experimental,
observational, and qualitative research, as well as systematic reviews and text or opinion papers.
Eligible sources may include randomized and non-randomized controlled trials, cohort or case-
control studies, cross-sectional designs, case reports, and qualitative studies using approaches such
as phenomenology, grounded theory, or ethnography. All sources must address patient-reported
barriers to healthcare for individuals with Hidradenitis Suppurativa.

Methods

The proposed scoping review will be conducted in accordance with the JBI methodology for scoping
reviews®®. This protocol will be prospectively registered on the Centre of Evidence Based
Dermatology’s protocol registration page
(https://www.nottingham.ac.uk/research/groups/cebd/resources/protocol-registration.aspx).

Search strategy



The search strategy will aim to locate both published and unpublished studies using a three-step
search approach. Initially, a limited search of MEDLINE (via OVID), CINAHL (via EBSCOhost), PsycINFO
(via OVID), and Embase (via Elsevier) was undertaken to identify relevant articles on the topic. The
text words contained in the titles and abstracts of retrieved articles, along with index terms used to
describe them, were used to develop a full search strategy for all included databases (see Appendix
1), with guidance from an information specialist. The full MEDLINE search strategy is outlined in Table
S1 and will be adapted as appropriate for each database and information source. The final search
strategy will be peer-reviewed internally by the research team prior to implementation. Reference
lists of included studies and relevant reviews, as well as grey literature sources, will also be manually
searched to identify additional studies.

Studies published from inception to November 2025 will be eligible to ensure comprehensive
coverage of the literature over time. The search will be limited to English and Turkish-language
publications to reflect the language proficiency of the review team and to ensure accurate
interpretation of study findings.

Study/Source of evidence selection

Following the search, all identified citations will be collated and uploaded into Rayyan (Rayyan
Systems Inc., Doha, Qatar) for duplicate removal. Following a pilot test, titles and abstracts will be
screened independently by two reviewers against the predefined inclusion criteria. The full texts of
potentially eligible papers will then be assessed in detail by two independent reviewers. Reasons for
exclusion at the full text stage will be recorded and reported in the final scoping review. Any
disagreements will be resolved through discussion with a third reviewer. The results of the search
and the study inclusion process will be reported in full in the final scoping review and presented in a
PRISMA 2020 flow diagram?’.

Data extraction

Data will be extracted from papers included in the scoping review by two or more independent
reviewers using the standardised Joanna Briggs Institute (JBI) data extraction tool for scoping
reviews'®, Extracted information will include details on participants (e.g., age, sex, comorbidities),
concept (patient-perceived barriers to healthcare access), context (healthcare setting, country,
healthcare system type), study methods, and key findings relevant to the review questions (see
Appendix II). Any modifications to the JBI tool, such as additional fields to capture underrepresented
patient groups or specific barrier types, will be described in the full review.

While it is best standard to use 2 people, as it reduces bias and improves reliability, some subjective
interpretation may remain, particularly for complex or nuanced barriers, given resource constraints
this may be done for just a selection of the articles if needed to meet deadlines. Any limitations in
the extraction process will be acknowledged in the final review.

Data analysis and presentation

Extracted data will be mapped out to systematically describe what is known about patient-perceived
barriers and facilitators across the healthcare continuum. Results will be presented in tables and/or
charts, with a narrative summary describing how the findings relate to the review objectives and
research questions. This approach will allow patterns, gaps, and underrepresented patient groups to
be clearly identified within the current evidence base.
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Appendices
Appendix |: Search strategy

The following outlines the MEDLINE (via OVID) search strategy, which will be adapted for use in other
databases. The search will be conducted in November 2025, limited to English-language studies with
no restrictions on publication date.

Table S1 Search strategy

MEDLINE (via OVID)

Step Terms

1 hidradenitis suppurativa/

2 (hidradenitis suppurativa or HS or acne
inversa or verneuil* disease).mp.

3 10R2

4 (patient perspecti* or patient experien* or

patient opinion* or patient attitude* or
patient view* or patient-reported
outcome™ or patient-reported experien*
or patient's experience* or lived
experience*).mp.




5 (stigma or shame or self management
or self-treatment or disengagement or
unmet need* or care gap* or self
care).mp. or "Health Services Needs
and Demand"/ or social stigma/ or
shame/ or self-management/ or self
care/ or health knowledge, attitudes,
practice/

6 ("help seeking" or help-seeking or
"treatment seeking" or "care seeking" or
"health seeking" or health-seeking or
"access to care" or "access to
healthcare" or "healthcare access" or
"health service access" or healthcare
utilisation or continuity of care or patient
delay* or diagnostic delay* or treatment
delay* or delayed diagnosis or late
presentation or non-attendance or
missed appointment® or dropout or
health belief*).mp. or help-seeking
behavior/ or patient acceptance of health
care/ or health services accessibility/ or
healthcare disparit*. mp. or continuity of
patient care/ or delayed diagnosis/ or
time-to-treatment/ or patient
compliance/ or no-show patients/ or
patient dropouts/ or attitude to health/ or
health behavior/

7 40R50R6
8 3AND 7
Notes:

- .mp. searches multiple fields Including title, abstract, subject heading, keywords
- The truncation symbol (*) allows variations in word endings

Appendix II: Data Extraction

Table S2 Template for capturing relevant study details

Data Item Description Notes

Study ID Author (s), year of publication

Country/Healthcare System Country where the study was conducted; type of system
(public, private, mixed)




Participant characteristics

Age, sex, ethnicity, disease severity, comorbidities; note
inclusion of underrepresented groups

Concept Patient-perceived barriers to healthcare access
(psychological, social, structural, knowledge-related);
disengagement and self-management strategies

Context Healthcare level (primary, secondary, specialist

dermatological care); urban/rural if relevant

Study Design

Type of study (RCT, cohort, case-control, qualitative,
systematic review, opinion/text paper, etc.)

Outcomes

Findings relevant to patient-perceived barriers and the
review questions; note subgroups or differences by
demographics or context

Additional information

Any special considerations, e.g., methodological limitations,

underrepresented populations, novel barriers identified

Table S2 serving as a template for capturing relevant study details. Age and country will be extracted as
contextual factors, recognizing that barriers may differ by healthcare system type. The draft extraction
form will be piloted on a small subset of studies and refined before full extraction.




