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ABSTRACT

HIDRADENITIS SUPPURATIVA: AN EXAMINATION THROUGH
PSYCHOSOCIAL VARIABLES

GOKKAYA, Berfin
M.S., The Department of Psychology
Supervisor: Assoc. Prof. Dr. Leman KORKMAZ

September 2024, 150 pages

Studies on Hidradenitis Suppurativa (HS) have shown its impact on patients
physically, psychologically, and socially. However, past research has not examined
patients' experiences within a Biopsychosocial (BPS) model or focused on their
relationships with close others. Our study explored the post-diagnosis experiences of
HS patients in Turkiye, focusing on the psychosocial effects of the disease within the
BPS model. We examined the relationships among the biological (disease severity),
psychological (well-being and illness cognition as helplessness, acceptance and
perceived benefits), and social (perceived stigmatization and relationships with close
others, including mother, father, siblings, romantic partners, and female/male friends)
components. We also investigated the impact of gender and romantic partner presence
and provided the disease’s clinical presentation.

Analysis of data from 70 participants revealed that HS patients experience similar
levels of well-being, helplessness, acceptance, perceived benefits, and perceived
stigmatization, with their various relationships with close others similarly affected
regardless of disease severity. There were no significant differences between female

and male patients across any variables. Having a romantic partner was positively
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associated with well-being. Greater acceptance, less helplessness, and good
relationship with a partner was associated with higher positive affect. Negative affect
was only linked to helplessness. Perceived stigmatization was positively correlated
with helplessness and negatively correlated with relationships with fathers and female
friends. Good relationships with female friends were associated with higher
acceptance and perceived benefits. This study is the first quantitative-correlational
research of its kind in Turkiye, offering a comprehensive understanding of the

psychological and social effects of HS.

Keywords: Hidradenitis Suppurativa, well-being, illness cognition, stigmatization,

relationships
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HIDRADENITIS SUPPURATIVA: PSIKOSOSYAL DEGISKENLER
UZERINDEN BiR INCELEME

GOKKAYA, Berfin
Yiksek Lisans, Psikoloji Bélimi
Tez Yoneticisi: Dog. Dr. Leman KORKMAZ

Eylil 2024, 150 sayfa

Hidradenitis Suppurativa (HS) iizerine yapilan ¢aligmalar, hastaligin hastalar1 fiziksel,
psikolojik ve sosyal yonlerden etkiledigini gdstermistir. Ancak, gegmis arastirmalar
hastalarin deneyimlerini Biyopsikososyal bir cercevede incelememis ya da yakin
iligkilerine odaklanmamugtir. Calismamiz, Tirkiye'deki HS hastalarinin tani sonrasi
deneyimlerini, hastaligin psikososyal etkilerine odaklanarak Biyopsikososyal model
cercevesinde arastirmistir. Bu kapsamda biyolojik (hastalik siddeti), psikolojik (iyi
olus ve hastalik bilisi olarak c¢aresizlik, kabul ve algilanan faydalar) ve sosyal
(algilanan damgalanma ve anne, baba, kardesler, romantik partnerler, kadin/erkek
arkadaslar gibi yakin kisilerle iliskiler) bilesenler arasindaki iliskileri incelenmistir.
Ayrica, cinsiyetin ve romantik partnerin varliginin etkileri arastirilmis ve hastaligin
klinik sunumu da saglanmustir.

70 katilimcidan elde edilen verilerin analizi, HS hastalarinin hastalik siddetinden
bagimsiz olarak benzer diizeylerde iyi olus, caresizlik, kabul, algilanan faydalar ve
algilanan damgalanma deneyimledigini ve gesitli yakin iligkilerinin benzer sekilde
etkilendigini ortaya koymustur. Kadin ve erkek hastalar arasinda hicbir degiskende
fark bulunmamistir. Romantik partnere sahip olmak, iyi olusu olumlu ydnde

etkilemistir. Pozitif duygular, daha yiiksek kabul, daha az caresizlik ve partnerle iyi
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iliski ile iligkili bulunmustur. Negatif duygular ise yalnizca caresizlikle baglantilidir.
Algilanan damgalanma, ¢aresizlik ile pozitif, baba ve kadin arkadaglarla olan
iliskilerle ise negatif korelasyon gostermistir. Kadin arkadaslarla iyi iliskiler, daha
yuksek kabullenme ve algilanan yarar ile iliskili bulunmustur. Bu ¢alisma, Tiirkiye’de
tirandn ilk niceliksel-korelasyonel arastirmasi olup, HS'min psikolojik ve sosyal

etkilerine dair kapsamli bir anlayis sunmaktadir.

Anahtar Kelimeler: Hidradenitis Suppurativa, iyi olus, hastalik bilisi, damgalanma,

iligkiler

vii



In dedication to those who hath borne the torment due to malady
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CHAPTER 1

INTRODUCTION

1.1. General Introduction

Hidradenitis Suppurativa (HS) is a visible, chronic, draining skin disease characterized
by the disruption of the terminal follicular epithelium in skin areas containing apocrine
(sweat) glands, progressing relentlessly and leading to immobility (Zouboulis et al.,
2015). It particularly causes disfigurement, painful sores, and lesions in the axillary,
genital, and perianal regions of the body (Schneider-Burrus et al., 2018). When
looking at the overall prevalence of the disease, it is estimated that 1% of the general
population has HS, with a higher prevalence of up to 4% in women, and its onset
typically occurs in young adulthood (Jemec et al., 1996). The Hurley clinical staging
system classifies HS patients into three groups based on disease severity: Hurley |
represents mild severity, Hurley Il indicates moderate severity, and Hurley IlI
corresponds to severe disease (Wieczorek & Walecka, 2018). Visible skin disorders
not only present physical challenges for patients but also have a detrimental impact on
their psychosocial well-being (Germain et al., 2021). HS, in particular, has a profound
effect on the mental health of the patients (Phan et al., 2020).

To begin with, HS has been shown to have a more significant impact on quality of life
compared to all other known chronic skin conditions (Weigelt et al., 2021). Beyond
the physical discomfort it causes, HS is also linked to psychological distress, feelings

of embarrassment (Mac Mahon et al., 2020), poor body image (Schneider-Burrus et



al., 2018), reduced quality of life (Matusiak, 2018), higher rates of depression
(Onderdijk et al., 2013), anxiety, low self-esteem (Vivar & Kruse, 2018), sexual
distress (Kurek et al., 2012), and difficulties in personal and intimate relationships
(Mac Mahon et al., 2020).

The Global Burden of Diseases Study recently demonstrated that skin diseases are the
fourth leading cause of non-fatal disease burden (Hay et al., 2014); consequently, it is
of great importance to determine the psychosocial burden of skin diseases on patients
and to identify the aspects in which they are affected (Weigelt et al., 2021). In this
context, our main aim is to investigate how individuals with HS are affected from a
psychosocial perspective post-diagnosis by framing our research around the
Biopsychosocial Model (BPSM). HS is a globally recognized condition that can lead
to morbidity (Yiiksel & Basim, 2020); however, studies investigating the disease often
do not thoroughly address the psychosocial problems it causes, even though they touch
upon some psychological and social aspects alongside the physical effects of the
disease. Existing research shows that, while the disease affects the emotional state,
patients also face stigmatization (Revuz, 2015) and deterioration in close relationships
due to the challenges they encounter (Mac Mahon et al., 2020), and significant
physical, psychological, social, and emotional distress. Moreover, the difficulties
experienced by patients vary with disease severity; some variables change according
to the severity, while others remain unchanged.

For instance, studies conducted over the years have proven that the psychological well-
being of HS patients is affected regardless of disease severity (Alavi et al., 2017,
Senthilnathan et al., 2019), indicating that even when disease severity is low, the
overall emotional state of HS patients is still impacted. In terms of stigmatization,

disease severity and poor mental health due to HS predicted perceived stigmatization,
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with higher disease severity linked to greater perceived stigmatization. (Akoglu et al.,
2021).

The literature contains findings not only on the relationship between disease severity
and psychological and social variables but also on the relationships between
psychological and social variables themselves. As highlighted in the literature,
stigmatization negatively influences patients' health by worsening or hindering various
processes, such as social interactions, psychological well-being, and behavioral
responses, thereby further deteriorating their health (Hatzenbuehler et al., 2013).
Perceived stigma, in particular, imposes a considerable psychosocial burden on
individuals with skin conditions. On relationships, a systematic review found that
71.4% of participants reported that HS negatively impacted their relationships
(Howells, 2021); and previous studies have shown that patients with HS suffer from
worsening in personal and close relationships (Mac Mahon et al., 2020). Although
these studies have examined the well-being, stigmatization, and overall impact on
relationships of HS patients respectively, they have not explored patients' cognitions
and have approached relationships of the patients with their close others (family,
romantic partners and friends) as a whole. In other words, previous studies did not
examine patients' illness cognitions, the association of illness cognition with well-
being and stigmatization, or patients' various types of relationships. Moreover, no
study has analyzed patients' relationships by dividing them into familial, social, and
romantic categories. Considering the literature, the significance of the current study
lies in its consideration of psychological and social effects HS might have on patients.
Specifically, using the Biopsychosocial model as a framework, we explore the
relationships between the biological (disease severity), psychological (well-being and
illness cognition), and social (perceived stigmatization and relationships with close
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others, including mothers, fathers, siblings, romantic partners, and female/male
friends) components. Although there have been individual studies conducted in this
area within the literature, to our knowledge, there is no study that examines patients'
perceived levels of stigma, illness cognitions (helplessness, acceptance, perceived
benefits), relationships with their close circles (mother, father, siblings, romantic
partner, fe/male friends) separately, and well-being, while also investigating how these
variables change according to the severity of their disease. The aim of this study is to
collectively examine the aforementioned variables and assess how each individually
affects the patients' experiences.

In the following sections, we first mention the history, nature, prevalence and clinical
representation and psychological effects of HS. Afterwards, since our study focuses
on psychosocial effects of HS, and we frame our work around the BPS model; we
discuss the features of this model and explain why we chose to use it. Within this
framework, we proceed by considering disease severity as the biological component,
well-being and illness cognition as the psychological component, and stigmatization
and relationships with close others as the social component as well as providing the
relationship between the components, as biological-psychological, biological-social,

and psychological-social.

1.1.1. What is Hidradenitis Suppurativa (HS)?

Hidradenitis suppurativa (HS) (known as Acne Inversa), first described almost two
centuries ago, is one of the most challenging and devastating among hundreds of
dermatological diseases (Jemec et al., 2006). HS is a chronic, recurrent, debilitating,
and inflammatory visible skin disease that usually occurs after adolescence and bears
apocrine gland areas (Howells et al, 2021). HS presents itself with the blockage of hair

4



follicles, leading to inflammation, healing, and scarring in a cyclical pattern (Alotaibi,
2024). Lesions, regions in the skin tissue that have been damaged through disease, are
usually seen in areas where the individual's apocrine glands are located, especially in
the armpits (most common), groin, perineum (the area between the anus and vagina in
females), anogenital (inner thigh) and infrequently scalp and retroauricular regions
(Jemec, 2012; Slade et al., 2003; Zouboulis et al., 2015). In these areas, debilitating
inflammation of hair follicles occurs, which scars the tissue and creates sinus tracts,
leading to a malodorous discharge (Esmann & Jemec, 2011). Although HS is a visibly
noticeable skin condition, the lesions often appear in areas that individuals can
relatively conceal. For instance, a person with lesions under their arm can hide the
condition by wearing a shirt that covers the underarm area. On the other hand, a patient
with lesions in the genital area may be able to hide them from others but may not be
able to conceal them from a sexual partner.

Looking at the history of the disease, it has been neglected over time, subjected to
misdiagnosis, and consensus has not been fully reached. The lack of consensus on
issues such as pathogenesis, histopathology, genetics, bacteriology, and etiology
indicate that this disease deserves to be classified as "nomen dubium et confusum”
meaning that ‘name doubtful and confused’ by taxonomists (Jemec et al., 2006).
Even globally published articles and disease atlases have presented primitive,
surprising, ambiguous, and even misleading results regarding the disease. There may
be various reasons for this situation; which are mentioned in the book ‘Hidradenitis
Suppurativa,” edited primarily by Gregor B. E. Jemec, Jean Revuz, and James J.
Leyden (2006), providing us with a good starting point. Firstly, this condition is
oftentimes described by both patients and doctors as a 'heart sink condition’. Patients
typically find this disease as a debilitating, and embarrassing predicament that has a
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high level of morbidity. Secondly, physicians administering treatment often perceive
it as a difficult-to-treat condition. Therefore, patients tend to suffer silently rather than
seek help, and they conceal their condition. Similarly, physicians, faced with clinical
challenges, often adopt a reductionist approach instead of seeking insight; sometimes,
they even misdiagnose or make the diagnosis very delayed (Aparicio Martins et al.,
2023). Lastly, it may only be now that a sufficient number of experts have come
together to thoroughly examine and explain this condition with the enormous number
of sources today from different fields, including psychology.

Moreover, there are some other barriers to conducting research regarding HS and its
care, which could be listed as: the limited and incomplete medical knowledge of HS
among general practitioners, the difficulty in accessing specialists with expertise in
HS, and the poor communication skills of practitioners with patients resulting in
decreased trust in the medical community among patients, and the pain patients

experience leading them to become withdrawn and isolated (Shukla et al., 2020).

1.1.2. History of Hidradenitis Suppurativa

Hidradenitis suppurativa was first mentioned in history in 1833 by Alfred-Armand-
Louis-Marie Velpeau (1795-1867). According to Velpeau, HS was a type of phlegmon
caused by friction, irritation, and lack of cleanliness of the sweat follicles in the armpit
(Velpeau, 1833 as cited in Tilles, 2006). He mentioned that this phlegmon follows an
inflammatory pathway, develops very slowly, and could be painful. He also stated that
this type of phlegmon would persist throughout life and afflict patients negatively for
many years. At this point, we can see that the chronic nature of HS was discussed
almost 200 years ago from today.Later, in 1864, French surgeon Aristide Auguste
Stanislas Verneuil stated that the phlegmonous tumors mentioned by Velpeau were
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not abscesses based on sebaceous follicles, but rather abscesses originating from
apocrine glands. Verneuil reached this conclusion through clinical and
microanatomical observations. Then, he named the disease as ‘“hidrosadénite
phlegmoneuse”. Over the years, the disease began to be referred to as ‘Verneuil's
disease’. However, today the name Hidradenitis Suppurativa is used, meaning that the
condition involves inflammation of a sweat gland (hidradenitis) accompanied by the
presence of pus (suppurativa) (History of hidradenitis suppurativa, n.d.). Even though
HS was thought to be a disease resulting from apocrine gland dysfunction for a long
time, it is now accepted that it is a chronic inflammatory disease (Micheletti, 2014;

Zouboulis et al., 2015).

1.1.3. Prevalence of Hidradenitis Suppurativa in the World & Turkiye and
Epidemiology

The prevalence of the disease varies between 0.05% and 4.1% in the global population
(Ingram, 2020). In European and United States populations, this frequency ranges
from 0.7% to 1.2% (Nguyen et al., 2020). Studies based on clinical samples have
revealed that the pooled prevalence of HS (1.7%) is higher compared to community-
based studies (0.3%). A systematic analysis conducted quantitatively assessed 16
studies, with prevalence estimates reported from the USA, Western Europe,
Scandinavian countries, and Australia, indicating a prevalence of 0.4% for HS (Gill &
Gniadecki, 2019).

When considering the percentages indicated by these studies, the varying prevalence
rates led us to conclude that there are almost 400.000 individuals affected by the
disease in Turkiye. Considering the total population, the magnitude of this number is
undeniable. It is worth remembering that since there has been no study conducted to
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determine the overall size of the HS patient population in Turkiye to our knowledge,
our estimate of the number of patients remains speculative.

Upon examining the potential consequences of the disease, it is evident that individuals
are negatively affected in physical, psychological, and social aspects (Nguyen et al.,
2020). When we take a closer look at the etiology of HS, it is clear that genetic and
environmental factors coexist. According to a study conducted by Fitzsimmons and
Guilbert in 1985, 34.4% of first-degree relatives of patients also suffered from HS.
Another subsequent study found that 30-40% of patients had a family history of HS
(Pink et al., 2012). Nonetheless, research indicates that the genetic causes of the
disease account for approximately 5% (Zouboulis et al., 2015).

The onset age of the disease is typically during young adulthood (Jemec, 2012).
However, according to some studies, HS begins in individuals in their 30’s and 40’s
(Cosmatos et al., 2013; McMillan, 2014), while the average delay in diagnosis ranges
from 7 to 10 years (Aparicio Martins et al., 2023). The average time from the onset of
initial symptoms to the diagnosis of HS was found to be approximately 9.6 years, with
a standard deviation of around 10.0 years (Kokolakis et al., 2020). During this
extended period before diagnosis, HS patients consult more than three different
doctors on average (most commonly general practitioners, dermatologists, surgeons,
and gynecologists) and encounter more than three misdiagnoses. The longer the delay
in diagnosis, the more severe the disease is at the time of diagnosis (Aparicio Martins
et al., 2023). Additionally, a delayed HS diagnosis was associated with an increased
number of surgically treated areas, comorbidities, and missed workdays (Kokolakis et
al., 2020). Studies in the United States and Europe have suggested that HS
disproportionately affects females compared to males (Shavit et al., 2015); however,
a study conducted in South Korea found a predominance of male patients (Ingram et
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al., 2018; Lee et al., 2018). At this point, it can be said that the epidemiology of the
disease is not similar across countries, and generalization from one society to another
may not be applicable. The differences and variations in epidemiologies could stem
from heterogeneous measurement methods and different samples studied (Kirsten et
al., 2021; Theut Riis et al., 2019). In a study conducted by Yiiksel and Basim (2020)
in Tlrkiye, the demographic and clinical features of HS patients were examined. The
records of 208 patients diagnosed with HS between June 2012 and July 2017 were
retrospectively reviewed. Among these cases, 68.3% were male and 31.7% were

female.

1.1.4. Treatment Options for Hidradenitis Suppurativa

The management of HS is generally challenging, and evidence-based treatment
options are limited (Rambhatla et al., 2012); which is largely influenced by the chronic
nature of the disease and its high rate of recurrence. Despite its high prevalence around
the world, there are very limited treatment options for HS, and very few large-scale
randomized controlled trials have assessed the validity and safety of these treatments
(Rambhatla et al., 2012).

In their review study, Rambhatla and colleagues (2012) presented three treatment
categories: surgical, medical, and miscellaneous treatments. The subcategories of
medical treatments include antibiotics and biological agents. The subcategories of
surgical treatments include laser surgery and excisional surgery. Miscellaneous
treatments encompass cryotherapy, photodynamic treatment, and the use of various
drugs as solo treatments. In 2015, a European guideline was published to review
treatments for HS, indicating that other treatment options have been developed, such
as adjuvant therapy and intense pulsed light (IPL) therapy (Zouboulis et al., 2015).
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1.1.5. Hidradenitis Suppurativa and Comorbidities

As literature grows in this area, research shows that psychiatric comorbidities are
frequently common among people with visible skin disease (Colon et al., 1991;
Consoli et al., 2006; Esposito, 2006; Gupta & Gupta, 2003; Lockwood et al., 2023).
One study showed that having a skin disease increases the risk of developing a
psychiatric disorder, particularly depression, anxiety, and alcohol use, within seven
years by two to three times compared to the general population (Balieva et al., 2023).
In one of the largest epidemiological studies concluded that a 25% prevalence of
psychiatric morbidity was found in 2579 outpatients of dermatological diseases, while
another study found this prevalence as 38% in 545 inpatients (Picardi et al., 2005).
Frequency of the psychiatric comorbidities were as follows respectively: Mood and
anxiety disorders (the most common ones as the major depressive disorder and general
anxiety disorder) (Shavit et al., 2015), adjustment and somatoform disorders (Picardi
et al., 2005). Also, visibility of the damaged skin is associated with higher risk of
psychiatric morbidity (Picardi et al., 2001).

Since HS is a visible skin condition that could often be difficult to conceal, it is not
surprising that psychiatric morbidity is relatively high and the most common
psychiatric comorbidities of HS include depression and anxiety disorders (Shavit et
al., 2015). In addition to psychiatric comorbidities, HS patients also suffer from
distinct physical and chronic diseases. Firstly, there is a powerful association between
HS and obesity and being overweight. More than 75% of the patients are obese
(Mendonca & Griffiths, 2006). While these percentages change according to the sex
of the participant in that, 77% of male patients and 69% of female patients were found
to be overweight and 26% of male patients and 33% of female patients were obese

(Harrison et al., 1988).
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Follicular occlusion disorders, inflammatory bowel diseases (IBD) (Chen & Chi,
2019), spondylarthropathy (Vasey et al., 1984), Crohn's disease (Short et al., 2005) are
considered the most common comorbidities of HS (Fimmel & Zouboulis, 2010), aside
with sexual dysfunction (Garg et al., 2022; Janse et al., 2017), type |l diabetes,
hypertension (Schultheis et al., 2023), working disability (Matusiak et al., 2010),
polycystic ovary syndrome, dissecting cellulitis of the scalp, substance use disorder
(Garg et al., 2022), axial spondyloarthritis (Fauconier et al., 2018), depression, and
anxiety (Machado et al., 2019; Matusiak et al., 2010). Also, HS patients have been
found to have higher risk of cardiovascular death (Tzellos et al., 2015) and suicide risk
(Thorlacius et al., 2018) as psoriasis patients.

Lastly, in a longitudinal study conducted in Denmark from 1977 to 2017, 1,193 out of
13,919 HS patients developed cancer within a 14-year period, which corresponds to a
roughly 40% increased risk (Andersen et al., 2024). These figures indicate that HS
patients face a significantly higher risk of cancer. This result echoes findings from
previous studies conducted on Swedish and Korean populations (Jung et al., 2020;

Lapins et al., 2001).

1.1.6. Psychological Effects of Hidradenitis Suppurativa

As suggested by some studies, psychological and social factors play a role in
pathogenesis and progression of several skin diseases (Picardi & Pasquini, 2007).
Visible skin disorders not only physically challenge patients but also negatively impact
them psychosocially (Germain et al., 2021). Patients face the risk of depression,
anxiety, low quality of life, and low self-esteem (Vivar & Kruse, 2018). HS has a tragic
effect on the mental health of individuals, showing that its psychosocial difficulty may
lend its relation to suicidality (Phan et al., 2020). HS has been found to negatively
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affect quality of life more than all other known chronic dermatoses, including
psoriasis, atopic dermatitis, and acne (Matusiak, 2018; Onderdijk et al., 2013; Weigelt
et al., 2021). HS can lead to depression, affecting an individual's family, social,
romantic life, and career negatively (Patel et al., 2017). According to a study,
depression, anxiety, sexuality, body image, and financial concerns were identified as
the most important factors contributing to low HS quality of life (Weigelt et al., 2021).
Patients with HS suffer from psychological distress and shame, deterioration in
personal and close relationships (Mac Mahon et al., 2020), low self-esteem (Matusiak,
2018), and poor body image (Schneider-Burrus et al., 2018). In recent years, there has
been a significant increase in substance use and suicide risk among individuals with
the disease (Nguyen et al., 2020). Additionally, patients feel stigmatized and excluded

due to physical and psychosocial problems resulting from the disease.

HS also has a profound negative impact on sexual health due to the severity of lesions
(Cuenca-Barrales et al., 2021). When looking at patients with sexual partners, sexual
dysfunction is often observed (Janse et al., 2017). In one study, up to 66.7% of patients
reported difficulties in their sexual lives; this is three times higher than the average of
those suffering from other dermatoses (Sampogna et al., 2017). Importantly, sexual
distress and dysfunction in HS patients have been associated with anxiety, depression,
and suicidal thoughts (Cuenca-Barrales et al., 2021). Due to the painful nature and
location of lesions, dyspareunia (pain during sexual intercourse) can also occur in
women (Sampogna et al., 2017). The sexual health of male HS patients is worse than

that of female patients, and most suffer from erectile dysfunction (Kurek et al., 2012).

A systematic review conducted by Howells (2021) demonstrates that HS harms and

restrains patients' lives. The physical, psychological, and social consequences of HS
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result in individuals missing multiple life events, which can have a cumulative impact
on the trajectory of one's life. This phenomenon has entered the literature as

‘lifetime cumulative impairment’, referring to the irreversible and persistent burden of
a chronic skin disease (Ros et al., 2014; Von Stilpnagel et al., 2021; Warren et al.,
2011). Since visible skin disease patients suffer from psychosocial and physical
burdens due to their condition, their burden causes a cumulative life course impairment
(CLCI). In a study conducted by Warren et al. (2011), individuals with a skin disease
called psoriasis were examined regarding CLCI and it has been found that psoriasis
patients’ life courses were negatively affected; the same negative effect was also found
in a study with HS patients in 2021 (Howells et al., 2021). For example, not being able
to go to work or school, and decreased functionality (reduced physical mobility,
increased pain and discomfort, the possibility of sores bursting and bleeding, etc.)
hinder individuals from social environments. Not being able to go to work affects one's
career life, while avoiding meeting people affects both social and romantic life. Social
isolation resulting from these avoidances adversely affects individuals' family, social,
and romantic lives, harming their mental health (Howells et al., 2021; Perche et al.,
2022).

Pavon Blanco et al., (2018) found that patients' beliefs and perceptions about their
illness were more closely related to psychosocial impairment than the clinical severity
of the disease for HS patients. They noted that disease perceptions (emotional
responses to the disease, lack of control over the condition) are often not a function of
disease severity and that depression, anxiety, and quality of life scores contribute the
most to variance in HS patients. The most significant disease beliefs cited include
perceived lack of treatment control, perceived negative consequences of the disease,
and emotional responses to the disease. The authors suggest that physicians should
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target these negative perceptions and emotions to improve patients' psychosocial well-

being (Pavon Blanco et al., 2018).

1.1.7. Suicidal Ideation in Hidradenitis Suppurativa Patients

Suicidality has been observed at high rates in dermatology patients, particularly those
with psoriasis (Patterson, 2024), atopic dermatitis (Chen et al., 2019), and acne
(Picardi et al., 2013) (Gupta et al., 2017; Lockwood et al., 2023). Picardi & Pasquini
(2007) handed Patient Health Questionnaire to 466 dermatological patients and found
that 8.6% of those patients reported suicidal ideation, along with experience of suicidal
thoughts in 3% of them. Another study found 7.3% of 480 patients reported

suicidal ideation (Gupta & Gupta, 1998). Moreover, psoriasis and atopic dermatitis
patients had reported very high levels of suicidal ideation rising up to 20% (Zacharie
etal., 2004). In several cases, patients did not only have the ideation but also completed
their suicide, unfortunately (Cotterill & Cunliffe, 1997; Humphreys & Humphreys,
1998). As for HS patients, since HS has a dramatic and often negative impact on
patients' mental health, clinicians caring for patients with HS should exercise caution
considering the prevalence of psychiatric comorbidities and suicidality in this
population. The psychosocial burden of the disease may explain its relationship with
suicide (Phan et al., 2019). In a study conducted by Garg et al., (2017) the US
population was evaluated, and a diagnosis of HS was found to be associated with an
increased likelihood of suicide, with this likelihood rising with age and peaking in
patients aged 60 and older. Additionally, Patel et al. (2019) examined patient databases
from hospitals in the United States and found that individuals diagnosed with HS had

higher rates of self-harm and suicidality compared to the control group.
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Consequently, people with HS have a potential to commit and complete suicide as a
result of the dramatic negative impact of the disease (Shavit et al., 2015). Markedly,
compared to people without HS, people with HS are at a greater risk of completed
suicide; additionally, HS patients are 2.4 times more likely to attempt suicide
(Thorlacius et al., 2018).

In the preceding sections, the history, nature, prevalence, and clinical representation
of HS were discussed. Additionally, the negative psychological impacts of the disease
and how psychological processes influence patients’ experiences were addressed,
highlighting the extent to which social, psychological, and physiological processes are
intertwined in this disease. The following section discusses the Biopsychosocial (BPS)
Model, which forms the theoretical framework of this study and emphasizes the

interaction between biological and psychosocial processes in diseases.

1.2. Theoretical Framework: Biopsychosocial Model

The study of health, illness, and general well-being dates back to ancient times, from
the era of philosophical debates on the relationship between the body and mind, rather
the psychological and physical systems, to the present day (Albery & Munafo, 2014).
According to humoral theory by Hippocrates (c. 460 BC-c. 375 BC) and Galen (130
AD- c. 210 AD), one of the most significant principles in Western medicine from
antique times into the 19th century (Robinson, 2023), the mind and body are an
inseparable whole.

The state of health is determined by the balance between the four humors in the body;
which are blood, phlegm (mucus), yellow bile (gall), and black bile. Each individual
has a unique balance of those humors, and health is achieved through the appropriate
balance of humors specific to each person. An individual's humoral balance depends
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on factors such as climate, geographic location, occupation, age, gender, and economic
class, meaning that what is healthy for one person may not be for another. During the
times when this theory was accepted, humoral treatments aimed at restoring balance
by enabling the flow of fluids out of the body. Despite its effectiveness at the time,
humoral theory faced substantial criticism after the mid-19th century (Robinson,
2023). The rise of modern medicine led to dualism becoming the most widely accepted
view (Albery & Munafo, 2014). According to dualism, the body and mind function
independently; the mind cannot influence physical matter (Moini et al., 2024). The
mind is associated with abstract notions such as emotions and thoughts, while the body
is linked to tangible and physical notions like bones, organs, and the brain. Changes in
physical notions are independent of mental notions (Maung, 2018). Over the years, the
view that embraces dualism and asserts that diseases stem from cellular dysfunction
emerged and was followed for many years as the biomedical model (also known as the
Mechanistic Model) (Brannon & Feist, 2010). This model remains the dominant
framework in medical education and practice today. It posits that the mind cannot
affect physical systems, thus considering the mind and body as entirely separate
entities, aligning with the principles of dualism (Albery & Munafo, 2014). The
biomedical model was developed by scientists in the medical field to study diseases
(Engel, 1977).

According to this model, diseases result from deviations of measurable biological
variables from the norm, such as cellular dysfunction and chemical imbalances in the
body (Taylor, 1995), or viruses, microbes, and genetic predispositions (Albery &
Munafo, 2014; Ogden, 1997). The model does not consider social, psychological, and
behavioral dimensions in the etiology of diseases (Engel, 1977). The biomedical view
that “diseases may have psychological consequences but cannot have psychological
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causes’ (Ogden, 2012) renders the model reductionist, and, as Engel puts it, it cannot
escape its status as 'dogma’ (Engel, 1977; Wade & Halligan, 2017). This biomedical
dogma explains all diseases, including mental illnesses, as resulting from disruptions
in the body's physical mechanisms, which is insufficient for explaining both the onset
and progression of diseases.

The idea that the biomedical model is insufficient and that the approach to diseases
should be broadened to include psychosocial variables was first proposed by George
Engel in 1977. He created his model by following the basic assumptions of the general
systems theory, positing that any complex system can fail even if all its individual
components are functioning normally (VVon Bertalanffy, 1967).

Besides, the characteristics of each higher or more complex level cannot be explained
solely by the components at a lower level; they are meaningful as a whole (Kusnanto
et al., 2018). Engel outlined the reasons for the need for a new medical model as
follows:

1) The laboratory test results used by the biomedical model to diagnose diseases
indicate a potential illness, but their accuracy is not always reliable. In other words,
the biomedical model focuses more on laboratory results than on patients' narratives,
thereby overlooking individual differences (psychological and social) and remaining
far from being a patient-centered model.

2) The biomedical model neglects both the rigor required to ensure reliability during
the initial patient interview and the necessity of analyzing the patient's history not only
in anatomical, physiological, or biochemical terms but also from psychological, social,
and cultural perspectives.

3) Psychological and social factors are crucial in determining whether patients with
biochemical abnormalities, such as those with diabetes or schizophrenia, perceive
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themselves as ill or are perceived as ill by others. While biochemical causes can
determine specific physical characteristics of the disease, they may not necessarily
dictate whether a person acknowledges being ill or assumes the sick role/status.
According to Engel (1977), in order to understand the causes of any disease and
provide a rational treatment to the patient, a medical model must also consider the
patient (psychological), the social context in which the patient lives (social), and the
system designed by society for treatments (the role of the physician and the healthcare
system). The boundaries between health and illness, and between healthy and ill
individuals, are far from clear-cut; as these boundaries are fragmented by social,
cultural, and psychological factors. The biomedical perspective, by accepting
biological indices as the ultimate criteria defining disease, overlooks the relative
contributions of social and psychological factors in the patient’s decision to accept
their illness (illness cognition) and consequently in the process of assuming
responsibility for their own healthcare.

Nonetheless today, the World Health Organization (WHO) defines health not merely
as the absence of disease and infirmity, but as a state of complete physical, mental,
and social well-being (World Health Organization [WHO], 1958).

The biopsychosocial model is not only utilized to develop health interventions but is
also considered as the foundation to the World Health Organization's International
Classification of Functioning (WHO ICF) (Wade & Halligan, 2017). It is regarded as
a guide in clinical practice and asserts that concepts of health and disease emerge from
the interaction of biological, psychological, and social factors. Engel did not deny that
the fundamentally reductionist biomedical model led to significant medical
advancements and progress in diagnosing and treating some life-threatening and
debilitating diseases. However, he pointed out that this model was inadequate for
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explaining well-known conditions such as hysteria and neurasthenia, which have no
evident physical symptoms, and noted that the model was not fully understood even
in the 19th century (Wade & Halligan, 2017). Engel's call and advocacy for a
biopsychosocial model were addressed and utilized in many health fields. However, it
was not fully embraced in the more economically dominant and politically powerful

fields of medicine and surgery (Wade & Halligan, 2017).

1.2.1. Why do we use the Biopsychosocial Model?

A professor of medical anthropology and psychiatrist Kleinman et al. (2006) posited
that while doctors diagnose and treat diseases (abnormalities in the body system), it is
the patients who suffer due to the illness (psychologically and socially). As a result, it
is important to chart a path that begins with diagnosis and extends through treatment
to recovery, without neglecting the psychological and social impacts on patients
throughout the process. Also, according to the results of ethnographic studies, the most
common attributions for illnesses are psychological and social causes (Murdock,
1980), highlighting the deficiencies of the biomedical model in this regard (Johnson,
2013). The biopsychosocial model’s primary purpose is to provide a more
comprehensive explanation of patient behaviors and healthcare services (Wade &
Halligan, 2017). There are mainly four reasons why we framed our study around BPS
Model. Firstly, it focuses on the individual (Wade, 2015). Secondly, BPS Model makes
way for a deeper understanding of the causes and consequences of diseases, enhancing
patient outcomes, and helping to reduce potentially significant costs during disease
phases (Wade & Halligan, 2017). Thirdly, BPS research considers chronic diseases
and functional disorders as conditions that require the application of the BPS model

(Kusnanto et al., 2018).
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Lastly, the model promotes and guides patient-centered care (Smith et al., 2013),
which has the potential to enhance patient outcomes (Weiner et al., 2013) and is
applied in both the management and research of disabling conditions. In the following
paragraphs, these reasons are explored in more detail.

To begin with, the most recent version of the model (Wade, 2015) critically focuses
on the individual. The individual in the model has two contexts: personal and temporal.
The personal context includes the person's character, experiences, expectations,
attitudes, etc., while the temporal context encompasses the stage of the patients' lives
and their illnesses. Social context covers the social groups to which the individual
belongs, such as family, coworkers, and friends. Individuals interact with objects and
people in a goal-directed manner, and as a result, both the individual and others who
observe these behaviors attribute meanings to these actions; thus, the roles that
individuals carry at that moment are formed (Wade & Halligan, 2017). We see that
understanding the temporal context is crucial, as it provides insight into critical life
stages and transitions that might be missed or disrupted due to illness. The physical,
psychological, and social consequences of HS result in individuals missing multiple
life events, which can have a cumulative and negative impact on the trajectory of their
lives.

Additionally, acknowledging that social interactions and societal perceptions
significantly impact individuals' experiences and behaviors (Wade & Halligan, 2017)
and as Engel (1977) put it, psychological and social factors are crucial in determining
whether patients with biochemical abnormalities perceive themselves as ill or are
perceived as ill by others.

Therefore, since we aimed to understand how patients perceive stigmatization by
others and how this is associated with their overall cognition and relationship with
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others, believing that the biopsychosocial model would be highly beneficial in
conducting our research. Considering the importance of patients' self-assessment of
their illness, we did not overlook the examination of illness cognition as well.
Secondly, the budgets allocated by health institutions for chronic diseases have been
steadily increasing over the years, as has the need to decrease the negative outcomes
experienced by patients. In this context, the utilization of the biopsychosocial model
can contribute to a deeper understanding of the causes and consequences of diseases,
enhance patient outcomes, and help reduce potentially significant costs (Wade &
Halligan, 2017). Thirdly, BPS research addresses chronic diseases and functional
disorders as conditions that necessitate the application of the BPS model (Kushanto et
al., 2018). Long-term chronic conditions, such as diabetes, have been found to be
associated with biopsychosocial processes that lead to various health issues, including
depression, anxiety, and other comorbidities (Kusnanto et al., 2018). HS is also a
chronic disease and has been found to be associated with a long spectrum of
comorbidities (Fimmel & Zouboulis, 2010). In this context, given that HS is a chronic
disease, adhering to the BPS model is of vital importance.

Lastly, the model supports and leads to individual-centered care (Smith et al., 2013),
which has the ability to improve patient outcome (Weiner et al., 2013); and the model
is also used while managing and researching disabling conditions. Since our research
is an explorative study regarding HS, taking advantage of the BPS model provides us
with the framework necessary to achieve our objectives.

Although, the BPS model emerges as an ideal representation of science and humanism
in medical practice (Borrell-Carrio, 2004); medicine still predominantly operates

under the biomedical model, which posits that diseases can be understood
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independently of the patient and explained through abnormal molecular and
pathological markers observable by physicians (Weston, 2005). In clinical practice,
the BPS model is often neglected or inadequately applied, particularly regarding
sociocultural factors (Farre & Rapley, 2017; Hatala, 2012), and the biological,
psychological, social, and spiritual dimensions of illnesses are rarely considered in an
integrated manner (Katerndahl & Oyiriaru, 2007). Recent studies in the medical field
have failed to employ the BPS model for HS.

While studies investigating HS advocate for using the biopsychosocial model, it has
not yet been applied in research to date. Some studies have suggested that future
research would benefit from incorporating the BPS model while working on skin
diseases (Howells et al., 2021; Mortimore et al., 2022; Patel et al., 2017, Trialonis-
Suthakharan et al., 2023). The burden of the disease is recognized as being composed
of biopsychosocial processes (Howard-James & Tobin, 2023). Therefore, we believe
that establishing a framework within this context would be a valuable contribution to
literature. According to the results of a thematic synthesis conducted by Howells et al.,
(2021), it was found that people with HS are generally affected by 3 themes. First of
all, HS patients fall behind in their lives by missing events due to the physical, social,
and psychological consequences of HS.

Secondly, patients try to hide their disease, but this causes patients to experience fear
and hesitation if others find out. Finally, delayed or incorrect diagnosis causes patients
to feel that they are not understood and heard by healthcare professionals. As
suggested by the researchers, a multidisciplinary approach is needed because the
effects of HS are not only physical but also psychological and social. Management and
research of HS should be based on a biopsychosocial model of health and disease
(Howell et al., 2021).
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In the following sections, the study variables are examined in detail under the
framework of the biopsychosocial model. In this research, the 'bio' component of the
model addresses disease severity, the 'psycho’ component covers well-being and
illness cognition of the patients, and the 'social' component includes perceived
stigmatization and relationship with close others (family, social, romantic) of the
patients. Following this, the relationship between psychological components is
discussed after defining these components. The relationships between biological-
psychological, biological-social, and psychological-social components are then

examined in detail, following the definition of all variables, respectively.

1.2.2. Biological Component of the BPS Model in the Current Study

1.2.2.1. Disease Severity

As described before, HS manifests itself with inflamed nodules, fistulas and abscesses
that occur frequently, which creates tissue damage that cannot be reversible
(Schultheis et al., 2023). Generally, following the number of current lesions and their
locations around the body, HS severity is classified (Scheinfeld, 2014). To determine
the severity, many different tests have been developed, and the most commonly used
disease severity staging system is referred to as hurley staging; first described by Harry
J. Hurley, (as cited in Koerts et al., 2023); initially developed to assist in the selection
of treatment for specific body areas and primarily for surgical purposes. The system
divides the disease into 3 stages. According to this classification system, Hurley stage
I is associated with medical treatment, stage Il is compatible with local surgery, and
stage 11l is compatible with wide surgical excision (Ovadja et al., 2019). In Hurley
stage I, there are inflammation-filled nodules and abscesses without sinus tracts or
scarring.
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Figure 1. Hurley Staging. As A stands for Hurley I, B for Hurley Il and C for Hurley
III. From “Hidradenitis Suppurativa,” by G. B. E. Jemec, 2003, 7(1), Journal of
Cutaneous Medicine and Surgery, Introduction section, Figure 1. (https://doi.org/
10.1007/s10227-002-2104-z)

In Hurley stage 11, abscesses with interconnecting tracts, scarring, and multiple regions
of involvement are present. Lastly, Hurley stage Ill is characterized by diffuse or
multiple interconnected sinuses and abscesses covering an entire area (e.g., the whole
armpit) (Koerts et al., 2023) (see Figure 1). According to the literature, 45.5% of
patients are at Hurley stage I, 41.5% at Hurley stage 11, and 13% at Hurley stage |11
(Schrader et al., 2014). In a study (Schultheis et al., 2023) conducted more recently, it
was found that 13% of patients are at Hurley stage I, 62% at Hurley stage I, and 25%

at Hurley stage I1I.

1.2.3. Psychological Components of the BPS Model in the Current Study

1.2.3.1. Well-Being

There are many different definitions of psychological well-being, and due to the lack
of consensus on its definition, various approaches to conceptualizing well-being have

emerged (Diener et al., 2003). Well-being is defined as a holistic process in which an
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individual is physically, spiritually and mentally well. It is considered as a lifestyle in
which the individual is ideally healthy and well, shows functionality in all areas of
his/her life, integrates body, soul and mentally, and lives a full life (Timur, 2008 as
cited in Dindar & Demirli, 2018). Research on well-being has progressed
significantly, particularly with the introduction of the PERMA model by Seligman and
Csikszentmihalyi (2000). According to this model and framework, there are five
principles: Positive Emotion, Engagement, Relationships, Meaning, and
Accomplishment. Each principle can be independently measured and contributes to

overall well-being. In our study, we used Diener et al.'s (2003) concept of well-being.

According to this conceptualization, subjective well-being is a multidimensional
concept that includes an individual's cognitive and affective evaluations of their own
life. Specifically, it encompasses positive and negative affect and life satisfaction
(Diener et al., 1985). Greater life satisfaction, increased positive affect, and reduced
negative affect are linked to higher levels of subjective well-being (Myers & Diener,
1995). In our study, we focused on the affective (positive and negative) dimension of

well-being.

1.2.3.2. llIness Cognition

The concept of ‘illness cognition’ is a part of the Common Sense Model of Self-
Regulation (Nur'aeni & Mirwanti, 2020). According to Leventhal et al., (2016) the
Common-Sense Model describes a dynamic, multi-level process that produces
individual representations of health threats, management procedures, and systems in
compiling and implementing an action plan regarding treatment. The process begins
and continues with the patient's perception of symptoms and changes in the normal

functioning of their body. As noted by Evers et al., (2001) there are three primary
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ilIness cognitions: acceptance, helplessness, and perceived benefits. These cognitions
represent various approaches to reassessing the inherently negative nature of a chronic
condition. According to the authors, helplessness highlights the aversive meaning of
the disease; i.e., the focus is on the hindrances the disease causes for patients, such as
reduced mobility, constant pain, inflammation, and soreness in the case of HS.
Acceptance lessens this aversive meaning by acknowledging the negative
consequences of the stressor and adapting to live with it, and lastly, perceived benefits
attribute a positive meaning to the disease by emphasizing the further positive effects
of the stressor, in our context the disease. Greater acceptance cognition is associated
with positive outcomes such as less anxiety, depression, and disability, and better
emotional, social, and physical functioning (Aykul, 2018). Lastly, the evaluation of an
illness has been proposed to be a factor in explaining individual differences in well-
being (Leventhal et al., 2003; Maes & Karoly, 2005). With illness cognition, patients
perceive their conditions considering both their physical and psychological health
statuses. According to this theory, the extent to which a patient accepts their illness
positively influences disease management and the coping strategies they employ
during the process. Conversely, when a patient perceives helplessness, it negatively
impacts their coping process. To put it differently, acceptance, helplessness and
perceived benefits of patients that undergo a treatment determine their health status

(Nur'aeni & Mirwanti, 2020).

1.2.3.3. The Relationship between Psychological Components: Well-Being and

IlIness Cognition

According to Evers et al., (2001), there is a relationship between disease and the well-

being of the patient, and this relationship is illness cognition, which affects the way
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patients perceive and think regarding their disease accounting their differences in their
psychological and physical health status as individuals. Since chronic diseases are
defined as long-term conditions that do not resolve on their own, rarely achieve
complete recovery, and often lead to functional impairment and/or disability
(Brownson et al., 1998); it is really important to pinpoint the overall cognition of HS
patients to comprehend their overall process and provide them with the best action
plan because it is undeniable that HS puts too much burden on patients physically,
psychologically, and socially as a result of its chronic nature. Pavon Blanco and
colleagues (2018) discovered that HS patients' perceptions of their illness were more
strongly linked to depression and anxiety than disease severity. In addition, patients
with stronger emotional responses and more beliefs about negative consequences of
their condition experienced higher levels of anxiety regardless of the severity of their
iliness. Although illness cognition studies have been conducted on various chronic
diseases and health conditions (Gurkova & So6sova, 2018; Nur'aeni & Mirwanti,
2020; Patel et al., 2018), while providing preliminary evidence of its general and long-
term impacts on both physical and psychological well-being (Evers et al., 2001), to the
best of our knowledge, there is no study regarding the illness cognition of HS patients
and its association with patients' overall emotional state. With keeping the fact that
patients’ cognition of their illnesses being a factor in explaining differences in their
well-beings (Maes & Karoly, 2005) in mind, we hypothesize that lower levels of
helplessness, and higher levels of acceptance and perceived benefits will be associated

with higher well-being.

H1: Lower levels of helplessness, higher levels of acceptance and perceived benefits

will be associated with higher well-being.
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1.2.4. Social Components of the BPS Model in the Current Study

1.2.4.1. Perceived Stigmatization

"Stigma" is a highly discrediting and derogatory attribute introduced to literature by
sociologist Erving Goffman in 1963. He posits that certain characteristics (such as
manner of speaking, clothing, and personal grooming practices) cause specific
individuals to stand out from normative society. These individuals are often profiled
or seen as socially excluded because they do not conform to mainstream societal
acceptance (Goffman, 1963). According to Goffman, a person's visible attributes, such
as skin color, facial look, body size, or hidden aspects, such as a criminal record or a
diagnosis of a mental illness, can lead to stigmatization if disclosed (Goffman, 1963,
p.138), stating that most people experience stigma at some point in their lives and for
various reasons. Goffman noted that stigma can arise from different causes and
categorized stigma into three categories, which are: physical deformities (e.g.,
blindness, burned skin, and leprosy), tribal stigmas (e.g., race, religion and ethnicity),
and individual character blemishes (addiction, mental disorder, homosexuality).
Goffman asserted that stigma can be experienced by individuals in two ways: first,
when a difference is noticeable or visible (discredited stigma), and second, when a
difference is unknown or not immediately perceivable (discreditable
stigma). Stigmatization emerges as a multifaceted construct that blends multiple
factors. This process begins with the identification and labeling of a difference.
Subsequently, this difference is associated with a negative stereotype, leading to social
distancing between 'them' and 'us'. This process continues with rejection and exclusion
accompanied by status loss, discrimination, and social and economic consequences
(Link & Phelan, 2001). Although the concept of stigmatization, introduced by
Goffman, is universally accepted, the traits, behaviors, and groups that are stigmatized
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can vary across different societies. This variation is influenced by the time period,
culture, and socio-economic background of each society (Topp et al., 2019).
Consequently, cultures and the values they embrace, the norms they establish, and
social interactions shape perceptions of what is stigmatized (Topp et al., 2019).
Stigmatization is a well-appreciated feature of HS (Matusiak et al., 2010). HS patients
face two separate challenges due to stigmatization: the disease itself, which affects
them physically, psychologically, socially, and mentally, and the potential or
experience of stigmatization. Therefore, to appropriately and comprehensively address
the psychological, physical, social, and mental challenges faced by individuals with
dermatological diseases, a holistic and patient-centered approach that also
encompasses stigmatization is necessary (Topp et al., 2019).

Stigmatization is considered a social factor since it is related to societal perceptions
and the views of others; on the other hand, perceived stigmatization refers to an
individual's awareness of negative attitudes and/or practices related to a specific
condition; that is, the patient perceives themselves as being stigmatized by their
surroundings, shaping their cognition in this direction; and this type of stigma refers
to the awareness of stigma (Van Brakel, 2006). These stigmatizing experiences can
manifest as overt behaviors (e.g., being excluded or expelled from a place) or more
subtle actions (e.g., staring, grimacing, avoiding eye contact) (Van Beugen et al.,
2023).

Furthermore, concealable stigmatized identities (CSI) are those that can be hidden
from others but are still socially devalued and subject to negative stereotypes (Quinn
& Earnshaw, 2013). People with concealable identities believe that others would react
negatively regarding their situation if they knew about it (Quinn & Chaudoir, 2015;
Quinn & Earnshaw, 2013). Compared with other visible skin diseases, HS appears to
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be somewhat concealable, suggesting a CSI, which can be hidden from other people
but socially devalued and stereotyped. When HS patient worry that whether pus from
their lesions would leak out and leave a stain in their clothes or whether people will
notice the bad odour spreading around the air from their lesions, they anticipate a
negative reaction and are in need of constantly checking others to see if they realized

and they avoid those kind of situations altogether (Quinn & Earnshaw, 2013).

1.2.4.2. Relationships with Close Others

According to the need to belong theory proposed by Baumeister and Leary (1995),
individuals have an almost universal need to establish and sustain at least some level
of interpersonal relationships with others. Belongingness is an inherent trait with an
evolutionary foundation, offering clear advantages for survival and reproduction.
Belongingness seems to have numerous and significant impacts on emotional patterns
and cognitive processes of human beings (Baumeister & Leary, 1995). Consequently,
discovering how close relationships, which are so important to individuals, affect HS
patients’ disease process is crucial for us to more closely examine patients' emotional
and cognitive processes. HS patients may experience self and social isolation due to
the physical challenges posed by the disease; this, in turn, negatively impacts their
familial, romantic relationships, and friendships, and thereby harming their mental
health (Perche et al., 2022). Social isolation not only affects individuals' social, work,
and family lives but also leads to further withdrawal from social interactions (Philot et
al., 2021). Additionally, not being able to go to work or school, along with decreased
functionality (such as reduced physical mobility, increased pain and discomfort, and
the possibility of sores bursting and bleeding), further prevents individuals from

engaging in social environments. The inability to go to work affects one’s career life,
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while avoiding social interactions impacts both social and romantic life; which in turn

affects patients mental health negatively (Howells et al., 2021).

HS, being a suppurative condition (a term used to describe a condition where a
purulent exudate [pus] is formed and discharged), causes lesions that result in
discharge and foul odor, particularly in areas such as the axilla and genitals. This leads
to feelings of embarrassment among patients, negatively impacting their interpersonal
relationships, public image perception, and self-esteem (Shavit et al., 2015). There is
a very limited research in this terms; however, a systematic review found that 71.4%
of participants reported HS negatively impacted their relationships (Howells, 2021),
with significant deterioration in personal and close relationships (Mac Mahon et al.,
2020). As a psychosocial consequence of the disease, patients tend to isolate
themselves from others because they feel anxious about going out and interacting with
people. They avoid social contact out of embarrassment about their condition

(Thorlacius et al., 2019).

In our study, we examined whether patients have disclosed their disease with close
others (mother, father, siblings, romantic partner, and fe/male friends). If they have
disclosed their diagnosis with those, with three main questions we explored how they
perceived this experience, the social support they received as a result, and how their
relationships were affected overall. While developing the questions, we drew upon the
work of Kirby et al. (2016), particularly the social support section. In this study, the
authors explored the extent and manner of patients sharing their condition with their
close circles and social support patients received from friends, family members, and
others under the category of "supports of others." In our study, we analyzed the

responses to questions about patients disclosing their diagnosis and found that
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perceiving a positive disclosure experience, receiving social support and experiencing
positive overall relationships after disclosure are associated with higher scores in the
composite analysis. For instance, if a patient discloses their diagnosis with their
mother, perceives this experience as positive, receives support, and the overall
relationship improves, this is reflected in a high score for "good relationship with

mother."

Before proceeding, we want to briefly provide the operational definitions of disclosure
and social support. Concealable stigmatized identities refer to identities that can be
kept hidden from others but are often subject to social devaluation and negative
stereotypes (Quinn & Earnshaw, 2013). For individuals living with such identities, the
act of disclosure is a vital part of their experience (Quinn & Earnshaw, 2013). Since
HS is a skin condition that can be relatively concealed, we can consider individuals
with this disease as having a concealable stigmatized identity. Self-disclosure, which
involves sharing personal information with others through verbal communication, is a
key element of social interaction. It encompasses the act of revealing something
previously unknown or the acknowledgment of a fact that has been kept hidden

(Chaudoir & Fisher, 2010).

Social support is understood as either the perception or the actual experience of being
loved, cared for, and appreciated by others, while also being part of a social network
that provides mutual assistance and responsibilities to enhance well-being (Wills,
1991). Individuals can enhance their coping strategies for stressful events and utilize
both psychological and material resources to meet their social needs and achieve their
goals, thanks to support from social networks (Rodriguez & Cohen, 1998). Social

support encompasses different components, including the amount of support (the size
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of the network of close individuals one can rely on in difficult life situations), the
interest shown by others in everyday life matters, and the degree of that interest. It is
important to note that in the literature, the family and friendship relationships of HS
patients have not been examined separately and in detail before; although

intimate/romantic relationships and sexual lives of the patients had been explored.

1.3. The Relationships between the Components of BPS Model

1.3.1. The Relationship between Biological and Psychological Components

1.3.1.1. Disease Severity and Well-being

Numerous instruments were used to measure the quality of life in HS patients, and
research consistently showed that the disease has a significant negative impact on
physical, social, and emotional well-being of the patients (Gooderham & Papp, 2015;
Wolkenstein et al., 2007).

To illustrate, the results of the study showed that HS patients had lower positive affect
and higher negative affect compared to healthy controls. Regardless of the disease
severity, the positive and negative affect scores were very similar among the patients,
with no statistically significant differences found between the groups (Hurley I-11-111).
Researchers interpreted this to mean that even a low level of HS contributes to poor
well-being (Senthilnathan et al., 2019).

As a result, we hypothesize that regardless of the disease severity, the positive and

negative affect scores will be similar across groups (Hurley I-11-111).

H2: Regardless of the disease severity, the positive and negative affect scores will be

similar across groups (Hurley I-11-111).
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1.3.1.2. Disease Severity and Illness Cognition

lliness cognition and HS have not been studied together in the literature to our
knowledge; thus, our study is the first exploring this relationship. Nonetheless, it was
demonstrated that illness cognition affects the way patients perceive and think
regarding their disease accounting their differences in their psychological and physical
health status as individuals (Evers et al., 2001). Among the three components of illness
cognition, helplessness is negatively correlated with acceptance and perceived
benefits. Iliness cognition studies have been conducted on various chronic diseases
and health conditions (Gurkova & Sodsova, 2018; Nur'aeni & Mirwanti, 2020; Patel
et al., 2018), while providing preliminary evidence of its general and long-term
impacts on both physical and psychological well-being (Evers et al., 2001).
Consequently, considering the relationship between well-being and illness cognition,
when examining the relationship between disease severity and illness cognition, we
ask a research question as: ‘Will higher disease severity be associated with increased
levels of helplessness and lower levels of acceptance and perceived benefits in illness

cognition?’.

RQ1: Will higher disease severity be associated with higher levels of helplessness and

lower levels of acceptance and perceived benefits in illness cognition?

1.3.2. The Relationship between Biological and Social Components

1.3.2.1. Disease Severity and Perceived Stigmatization

To our knowledge, there are very few studies examining the relationship between
disease severity and stigmatization. In a study conducted by Akoglu and colleagues in

2021 in Tarkiye, it was found that disease severity and poor mental health due to HS
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were predictors of perceived stigmatization. Patients with Hurley Stage 111 reported
perceived stigmatization levels four times higher, and those with Hurley Stage Il
reported levels five times higher, compared to patients with Hurley Stage I. An earlier
study found that individuals felt more stigmatized when lesions were on more visible
parts of the body (Matusiak et al., 2010). Contrary to these earlier findings, in a study
examining the relationship between perceived stigmatization and HS, patients from
South and North America, Europe, Africa, and Asia demonstrated no significant
correlation between disease severity and perceived stigmatization (Bouazzi et al.,
2021). However, perceived stigmatization was found to be highly prevalent among HS
patients, regardless of their geographical origin, indicating that experiencing perceived
stigmatization is a global issue for HS patients. As suggested by researchers in the
medical field, new prospective and longitudinal studies examining the effects of HS
treatments and assessing patients’ mental health could benefit from investigating
patients' levels of stigma so that treatments can address stigmatization and its effects
on patients to enhance treatment outcomes (Akoglu et al., 2021). By considering these
previous findings, we ask a research question as: ‘Will higher disease severity be

associated with higher perceived stigmatization?’.

RQ2: Will higher disease severity be associated with higher perceived stigmatization?

(Hurley 111 > Hurley 11 > Hurley ).

1.3.2.2. Disease Severity and Relationship with Close Others

There is evidence suggesting that as the Hurley stages of HS patients increase, the
difficulties experienced by the patients also tend to increase. Studies have shown that
higher Hurley stages, which indicate more severe disease, are associated with greater
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physical discomfort, increased pain, higher levels of psychological distress, and more
pronounced social and emotional challenges, such as stigmatization and deterioration
in quality of life (Akoglu et al., 2021; Schultheis et al., 2023); and these conditions
further exacerbate the overall disease burden. Due to the increased disease burden from
the challenges faced by patients, we anticipate that the psychological distress
experienced may exacerbate the impact of the disease on relationships, leading to low
scores on good relationships with close others. As far as we are aware, there are no
existing studies in literature specifically addressing this topic. Therefore, we have
approached this anticipation as a research question.

RQ3: Will lower levels of disease severity be associated with patients' good
relationships with close others (disclosure, perceiving the experience as positive,

receiving social support, and general relationship quality)?

1.3.3. The Relationship Between Psychological and Social Components
1.3.3.1.Well-Being and Perceived Stigmatization

Dermatology patients experience various negative thoughts and emotions due to their
skin conditions and the reactions they receive from society (Lockwood et al., 2023).
Looking back in history, we see that people with skin diseases have been heavily
stigmatized (Dimitrov & Szepietowski, 2017), likely due to fears associated with the
potential for contagion (Butt et al., 2022). The World Health Organization (WHO) has
called on governments worldwide to take action to reduce stigma, which imposes an
additional burden on people with skin conditions (Michalek et al., 2016). Following
Erving Goffman's initial elaboration of the concept, psychological and social
psychological research has addressed how stigma operates at the micro level and how
it restricts the well-being of stigmatized individuals (Clair, 2018). Moreover,
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stigmatization is found to be associated with psychological outcomes, including
depression, anxiety and suicidal ideation (Germain et al., 2021).

Research conducted by Butt and colleagues (2022) documented the negative impacts
of stigma on HS patients' self-esteem, physical and mental health, and academic
performance. In the context of HS, the fear that the disease might be contagious is a
significant factor contributing to the stigmatization of patients. In a review on stigma
associated with visible skin diseases, it was found that 61% of the compiled
stigmatization studies focused on psoriasis (Germain et al., 2021). Perceived
stigmatization damages psychosocial functioning and lowers quality of life (Dimitrov
& Szepietowski, 2017; Wittkowski et al., 2004), and leads to psychological stress, low
self-esteem, and feelings of shame (Germain et al., 2021). It also hampers individuals'
willingness to seek healthcare, pursue treatment, and adhere to therapy, thereby
negatively affecting the overall process (Stangl et al., 2019). Perceived stigmatization
was particularly high among psoriasis patients, observed in 70-90% of cases (Van
Beugen et al., 2017; Wu & Cohen, 2017). However, information on perceived
stigmatization in other skin diseases is very limited (Germain et al., 2021; Topp et al.,
2019). There are studies in the literature examining the relationship between perceived
stigmatization and well-being in various diseases such as rheumatoid arthritis,
fibromyalgia, schizophrenia, and mood and anxiety disorders

(Alonso et al., 2008; Tesfaw et al., 2020; Van Alboom et al., 2021). All these studies
have found a negative correlational relationship between perceived stigmatization and
well-being. However, to our knowledge, no study has directly investigated this
relationship in HS patients. For HS patients, since lesions are often located in more
concealable and less visible areas of the body (such as the armpits, genital area, etc.),
they are more likely to perceive stigmatization as directed towards them rather than
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experiencing direct stigma (Germain et al., 2021); that is, even if they somehow
conceal their disease, they still perceive stigmatization due to their concern of being
stigmatized. However, as researchers put it, there is a lack of information in the
literature regarding the duration of the disease and its impact on stigmatization and its
effects on patients (Germain et al., 2021). Stigmatization affects patients' health
outcomes by worsening or hindering various processes, including psychological state
and behavioral responses, thereby further deteriorating their health (Hatzenbuehler et
al., 2013). Perceived stigma imposes a significant psychosocial burden on patients
with skin conditions. Even though research is increasingly diversifying, little is known
about the experience of stigma across a broad range of visible skin diseases (Van
Beugen et al., 2023). In a study conducted by Van Beugen et al., (2023) with the
participation of many researchers across 17 countries, observational cross-sectional
research was conducted. The study aimed to quantify perceived stigmatization and
identify its predictors among dermatology patients. Patients experienced higher levels
of perceived stigmatization compared to the control group. The highest levels of
perceived stigmatization were found among patients with psoriasis, atopic dermatitis,
and alopecia.

There have been studies regarding different types of stigmatization and its
psychological effect on HS patients. For instance, the study by Butt et al., (2022) found
that internalized stigma has a negative impact on HS patients' psychopathology and
suggested that understanding the effects of internalized stigma could assist healthcare
providers and institutions in developing more targeted mental health interventions to
alleviate the adverse effects of HS on patients’ psychological well-being (Butt et al.,
2022). Unfortunately, to our knowledge, there is no study investigating the relationship
between perceived stigmatization and well-being in HS patients. As a result, we
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believe that investigating the relationship between perceived stigmatization and well-
being in HS patients contributes to the literature and addresses the gap in this context.
All in all, considering the literature, we hypothesize that higher perceived

stigmatization will be associated with decreased well-being.

H3: Higher perceived stigmatization will be associated with low positive affect and

high negative affect.

1.3.3.2. Well-Being, IlIness Cognition and Relationships with Close Others

When people with concealable stigmatized identities (CSI) are about to disclose their
identity for the first time, they especially choose people who can be supportive
confidants, mostly these people are close others to the individual (Chaudoir & Quinn,
2010). The fear of stigmatization often leads patients to isolate themselves and avoid
discussing their condition, even with their family (Esmann & Jemec, 2011; Zouboulis
et al., 2015). Concealed stigmatized identities can adversely affect individuals' mental
and physical well-being.

According to research about disclosing a concealed stigmatized identity, it was found
that disclosing can have outcomes on the long-term well-being of the individuals
(Chaudoir & Quinn, 2010). Positive and supportive reactions as a result of disclosure
can have long-term positive psychological benefits. Individuals feel supported and
accepted when they make the challenging decision to disclose their CSI to others
(Beals et al., 2009). Disclosure can improve long-term well-being and foster feelings
of support and acceptance (Beals et al., 2009; Chaudoir & Quinn, 2010). Prior studies
suggest that supportive reactions to disclosure are linked to better psychological well-

being (Quinn & Earnshaw, 2013). Furthermore, the reactions people with CSlIs receive
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from their close others when they disclose their identities has an immense effect on
their self. If the reactions they receive are not positive and supportive in nature, this
reaction can be classified as an experienced discrimination (Quinn & Earnshaw, 2013).
Consequently, examining whether HS patients disclose their disease with their close
others is an important aspect to study.

In our study, we asked the patients whether they have disclosed their diagnosis with
their close others (mother, father, siblings, romantic partners, fe/male friends) and
examined how this disclosure perception and experience is associated with their well-
being and illness cognition.

Social support can buffer against negative health outcomes in individuals with chronic
illnesses (Kok-Eren & Demir, 2017). The progression of skin diseases, such as
psoriasis and vitiligo, has been found to be associated with social support (Picardi &
Pasquini, 2007). Healthy and strong social and close relationships are linked to better
health, with social support serving as a protective factor in the connection between
close relationships and health (Cacioppo & Hawkley, 2003; Cohen et al., 2000).
Conversely, poor social support is correlated with increased skin morbidity (Dalgard
et al., 2005). A study by Evers et al. (2005) highlighted the buffering effect of social
support, particularly in dermatological patients with atopic dermatitis and psoriasis,
showing that psychological distress was more strongly associated with poor social
support than with the physical symptoms and clinical status of the patients.
Additionally, perceived social support provides individuals with essential emotional
and practical resources, making it a crucial component linked to both physical and
psychological health and well-being (Nabi et al., 2013). Having a supportive social
environment can act as a preventive factor against health problems and enhance mental
well-being (Singh et al., 2023).
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Considering the literature, it is important to investigate the experience of disclosure
and different sources of social support that HS patients receive during the post-
diagnosis process. To observe the impact of perceived social support, it is necessary
for the disease to be shared with the surrounding environment (Kirby et al., 2016).
Kirby et al. (2016) explored the extent and manner of patients regarding disclosing
their condition with their close circles and social support patients received from
friends, family members, and others under the category of "supports of others.” The
responses indicated that patients generally found it helpful to share their condition with
their close circles, which aided them in overcoming difficult times and elicited positive

reactions from those individuals.

In our study, we ask patients whether they disclosed their condition with their close
others, how they perceived this disclosure experience, the level of support they receive
from them and how their overall relationship is affected. We believe that the support
patients receive after sharing their condition influences both their illness cognitions
and their emotional state. To our knowledge, there has been no study looking at the
disclosure experiences, different sources (familial, social and romantic) of social
support and the how the overall relationship is affected in HS patients. Given the
impact of strong social support on maintaining healthy and close relationships, as well
as on preserving patients' mental health, examining the effects of different
relationships separately will allow us to compare how the support received by HS
patients influences their overall health processes. To our knowledge, none of the
studies divided relationships into familial, social and romantic relationships; as a
result, we will be the first study to examine and explore these relationships separately

in this manner. By considering all findings from the literature, we hypothesize that:
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H4: Having a good (higher scores will be corresponding to a better relationship with
close others) relationship with close others (mother, father, siblings, romantic partners,
fe/male friends) will be associated with higher well-being, increased perceived
benefits, and acceptance as well as decreased helplessness and perceived

stigmatization.

Lastly, as part of our research, we aimed to explore certain variables. To do so, we
identified the disclosure experience of the participants; i.e., we examined how many
individuals disclosed their diagnosis with their mother, father, siblings, romantic
partner, and female/male friends, and how many did not. Also, we explored gender
differences and the association of having a romantic partner with the variables we are
analyzing among HS patients in an exploratory manner. Finally, we explored whether
patients without a current romantic partner would disclose their diagnosis to a future
partner and asked all patients if they would share their diagnosis with a new friend

after having been diagnosed.

1.3.3.3. Romantic and Sexual Relationships

Having HS negatively influences patients’ romantic relationships, especially single
patients’ (Esmann & Jemec, 2011). When examining the relationships of HS patients,
we believe it is important to specifically shed light on the sexual experiences of HS
patients who are sexually active with their romantic partners.

As for the sexual life of the patients, since they experience pain during sexual
intercourse, they feel embarrassed and their sexual functioning is inhibited (Thorlacius
et al., 2019). Also, the presence of negative psychological factors (e.g., depression,
anxiety, poor mental state) has been shown to increase the risk of sexual dysfunction

in patients (Quinto et al., 2021). As shown in one study, up to 66.7% of patients
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reported difficulties in their sexual lives; this is three times higher than the average of
those suffering from other dermatoses (Sampogna et al., 2017). In addition to sexual
dysfunction, patients with HS mostly reported their lack of partner intimacy and in
some cases, sexual assault (Janse et al., 2017; Sisic et al., 2017). After their flare-ups,
their lesions turn into scars, leaving substantial psychological distress and pain on
patients’ shoulders (Keary et al., 2019). According to the study by Keary et al., (2019)
HS patients felt invalidated when their partners seemed not to understand their pain
and its severity, and those patients employed two different coping mechanisms
regarding this situation. The adaptive defense strategy was social support while the
maladaptive one was social withdrawal. The reason for the social withdrawal included
the thought of others disgusted by their wounds and the fear of being judged. Those
patients were reluctant to show their body to their expected partners due to the reasons
mentioned and additionally the fear of being rejected. In a study by Thompson and
colleagues (2022) aimed at understanding disturbances in patients' romantic
relationships, researchers used an electronic survey to delve into the depths of patients'
sexual relationships. Among the 873 patients surveyed, 60.9% reported that their
relationships were affected due to HS discomfort, with 49.1% of these patients
specifically noting issues related to sexual intercourse with their partners. Researchers
concluded that patients' sexual lives and their ability to find a partner were impacted
by HS, primarily affecting their general relationships. Patients expressed several
concerns: they were scared about their partners seeing their lesions and wounds, feared
that their partners might think HS is contagious, experienced pain during sexual
intercourse, and were particularly scared about the odor and bloody drainage. One of
the study's key findings was that as patients' Hurley stage increased, their discomfort
also rose. The highest levels of discomfort in terms of sexual intercourse and finding
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a partner were reported by patients at Hurley Stage I1l. Female patients experienced
more discomfort compared to male patients. When analyzed by age, patients under 30
reported that HS affected their ability to find a partner more than those over 30, while
patients over 30 noted that their sexual relationships were more affected compared to
those under 30. Regarding discussing their disease with their partners, Hurley Stage
I11 patients, female patients, and patients under 30 were more reluctant to discuss their
disease compared to Hurley Stage I-1l patients, male patients, and patients over 30,
respectively (Thompson et al., 2022). Researchers concluded that the difficulty in
sharing their HS with others, including partners, stems from the fear of stigmatization
and a lack of knowledge about the disease. Previous studies have shown that,
compared to healthy controls, HS patients feel less acceptable as sexual partners, have
less enjoyable sexual lives, and experience lower levels of sexual health (Andersen et
al., 2020; Janse et al., 2017). In a very recent study, Krajewski et al., (2024) found that
Hurley stage 111 and female patients had more sexual dysfunction, and this dysfunction
was related to number of active lesions, psychosocial aspects such as stigmatization
and depression. 71.4% of participants indicated that HS negatively impacted their
relationships. Single female patients experienced a heightened fear of rejection and
were more hesitant to meet new people due to their condition.

Furthermore, 94.3% of female patients and 80.8% of male patients believed that HS
adversely affected their chances of forming relationships or engaging in sexual
activities (Cuenca-Barrales & Molina-Leyva, 2020). Considering the results found in
the literature, we hypothesize that patients' sexual lives will be negatively affected

after diagnosis.

H5: Patients will perceive their sexual lives to be negatively affected after diagnosis.
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1.3.4. Contribution to the Literature

This current exploratory study aims to focus on the post-diagnosis experiences of
individuals diagnosed with HS in Turkiye. In this context, we aimed to examine the
psychosocial effects of HS on patients. Specifically, within the framework of the
Biopsychosocial model, we examined the relationships among the biological (disease
severity), psychological (well-being and illness cognition), and social (perceived
stigmatization and relationships with close others, including mother, father, siblings,
romantic partners, and female/male friends) components.

Since HS has not been previously examined within a Biopsychosocial framework, we
used this model to explore patients' post-diagnosis experiences by considering
biological, psychological, and sociological factors; our focus was on the relationships
between these factors. Despite HS having been a recognized condition within the
medical community for the last decades and the subject of ongoing research, the
impact of disease on relationships has only been studied qualitatively. For instance, in
a 2016 study by Kirby et al., researchers asked patients, "How does your HS get in the
way of relationships with other people?” and then qualitatively interpreted the
responses. In our study, we use a form we have developed to gather this information
and subject it to quantitative analysis, thereby contributing to the literature.
Additionally, we examine relationships with close others in a comprehensive manner,
focusing on relationships with parents, partners, and friends separately; also exploring
these relationships’ connections with other variables; which had not been done in
previous studies. This study aims to deeply investigate and shed light on the
experiences of patients going through these processes and provides data that enables
discussion on how support/intervention programs can be developed to facilitate their
disease journeys. Additionally, since there is a lack of studies examining HS in
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conjunction with psychosocial variables especially relationship vise in the literature,
this study contributes to filling this gap in the literature. Gaining insights into the
experiences of HS can highlight potential areas for future research and pinpoint aspects
of clinical care that need enhancement in this regard. Also, qualitative and quantitative
research can yield new insights that surpass the findings of individual studies. Taking
these facts into consideration, we aimed to conduct a comprehensive descriptive and
quantitative study that could guide future research. Our study can be considered the
first quantitative-correlational study in Turkiye that focuses on the experiences of HS
patients while integrating the fields of social psychology and health psychology.
Through the data obtained from the study, we gained a more detailed understanding of
bio-psycho-social aspects of the HS on patients; thus, our theoretical knowledge
increased in terms of developing and offering more suitable psychological treatment
methods to patients.

In addition to the main study variables, we examined the percentages of delayed and
misdiagnosis, the age of diagnosis, the duration of the diagnosis, the distribution of
patients across Hurley stages, the elementary and extended family history of the
disease, the types and prevalence of comorbid conditions, and the treatment durations
and options that patients are currently undergoing. Besides, we questioned the patients’

initiation of a relationship in terms of romantic partners and friendships as well.

Furthermore, we investigate the differences in the main study variables based on
gender and the presence or absence of a romantic partner. In Tirkiye, the variables of
gender and having a romantic partner in HS patients have not been previously
examined in relation to the variables we are considering. Therefore, as part of our

research questions, we explore gender differences and the association of having a
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romantic partner with the variables we are analyzing among HS patients in an

exploratory manner.

All in all, considering the literature, the significance of current study lies in its
consideration of psychological and social effects HS might have on patients. Although
there have been individual studies conducted in this area within the literature, to our

knowledge, there is no study that collectively examines patients' well-being, illness
cognitions (helplessness, acceptance, perceived benefits), perceived stigmatization,
and relationships with their close others (mother, father, siblings, romantic partner,
fe/male friends) separately, while also investigating how these variables change
according to the severity of their disease. The aim of this study is to collectively
examine the aforementioned variables and assess how each individually associates
with the patients' experiences. By doing so, we aim to shed light on future research
focused on the processes of individuals with various chronic and visible skin

conditions, with a particular emphasis on HS.
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CHAPTER 2

METHOD

2.1. Participants

Participants consisted of male and female individuals over the age of 17 who were
diagnosed with "Hidradenitis Suppurativa (L73.2)" according to the International
Classification of Diseases-11 (ICD), the international coding and classification
standard for diseases and health problems (World Health Organization, 2022), as
followed by the Ministry of Health of the Republic of Turkiye. Individuals were
required to meet specific criteria to participate in the study; including being a native
speaker of Turkish and providing their diagnosis through E-Nabiz, the personal health
record system served to citizens by the Ministry of Health. A total of 70 HS patients
(Mage =34.14, SD=9.67, the age ranges from 17 to 61) were recruited through snowball
and convenience sampling methods. Some participants were reached through social
media platforms, including Instagram, Facebook, WhatsApp, and LinkedIn; while
others were reached in the dermatology clinic of Selcuk University Faculty of

Medicine, Konya.

A total of 55 participants completed the questionnaire online, while the remaining 15
filled out the paper-and-pencil version of the same questionnaire. There were 50 male,
18 female, 1 non-binary patient, and 1 patient who did not prefer to report gender.

Participants were provided with an informed consent form outlining the purpose and
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nature of the study and given the right to participate in a draw organized by the
researcher following the study. The draw was designed to randomly distribute 4000
Turkish Liras (b) among 10 participants. It was conducted after the study, and each

winning participant received a 400 b worth grocery voucher.

2.2. Measures

The scales used in the research are as follows: Demographic Information Form,
Positive and Negative Affect Schedule, Iliness Cognition Questionnaire, Perceived
Stigmatization Scale, and Assessment Form for the Impact of Receiving a Diagnosis

of Hidradenitis Suppurativa (HS) on the Relationship with Close Others.

2.2.1. The Demographic Information Form

The Demographic Information Form was created by the researcher to obtain
participants' demographic and general disease process information; containing 16
questions. The questions included were regarding age, gender, socio-economic status
(SES), marital status, education, the age at which patients were diagnosed, the duration
of the disease, the severity of the condition, the patient’s family medical history, other
chronic conditions (comorbidities), treatments received or undergone, the length of

time under treatment, and whether a misdiagnosis occurred or not.

2.2.2. The Positive and Negative Affect Schedule

The Positive and Negative Affect Schedule measures the emotional component of
well-being. In this scale, participants report the extent to which they have experienced
the feelings listed in the scale over the past four weeks; the scale consists of 12 items.

Participants evaluate each item on a 5-point Likert Scale, ranging from never/very
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rarely (1) to very often/always (5). The original scale was developed by Diener et al.
(2009) and translated into Turkish by Korkmaz (2016).

The average of six items was computed for positive affect and another average of six
items was computed for negative affect. Consequently, the internal consistency
coefficient for the sample from Turkiye was found to be .87 for positive affect and .78

for negative affect.

2.2.3. The IlIness Cognition Questionnaire

The IlIness Cognition Questionnaire was developed by Evers et al. (2001) to assess
three basic cognitions, which are acceptance, helplessness and perceived benefits, seen
in different chronic diseases. The questionnaire has 3 sub-scales: helplessness,
acceptance, and perceived benefits. Helplessness highlights the negative aspects and
aversive meaning of the disease, acceptance reduces this aversive meaning, and
perceived benefits add a positive perspective to the disease. It consists of a total of 18
questions, 6 questions for each subscale.

The internal consistency coefficients of helplessness, acceptance and perceived
benefits subscales for the sample of Rheumatoid Arthritis (RA) patients are: .88, .90,
.84; for the sample of and Multiple Sclerosis (MS) patients are: .88, .91 and .85 (Evers
et al., 2001); for the sample of psoriasis patients are: .88, .88, and .80 and for the
sample of atopic dermatitis patients are: .88, .93 and .85 (Evers et al., 2007). The
participants evaluate each item on a 4-point Likert scale, ranging from “not at all (1)
to totally (4). The original scale was translated into Turkish by Aykul (2018). For the
Turkish version of the questionnaire, the internal consistency coefficients were found
to be .92 for the helplessness subscale, .86 for the acceptance subscale, and .89 for the
perceived benefits subscale (Aykul, 2018).
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2.2.4. The Perceived Stigmatization Scale

The Perceived Stigma Scale is a subscale of the Multidimensional Health Status
Inventory developed by Evers et al. (2007) for chronic skin conditions (Impact of Skin
Disease on Daily Life, ISDL). ISDL evaluates the effects of chronic skin diseases on
health across a wide range, including the general and skin-specific aspects of quality
of life related to the disease. The Perceived Stigma Subscale, used in this study, was
designed to measure to what extent the patient feels stigmatized by others due to their
skin condition, consisting of 6 questions. Participants evaluate each item on a 4-point
Likert-type scale ranging from “not at all (1)” to “totally (4)”. The total score of the
scale ranges from 6 to 24 (Evers et al., 2007).

The internal consistency of the scale was found to be .88 for psoriasis patients and .84
for atopic dermatitis patients. The mentioned 6-item subscale has been translated and
adapted into Turkish by Akoglu et al. (2021). The original scale was developed for
visible skin disorders (such as psoriasis, eczema, acne, etc.).

HS may not be visible to everyone and can easily be hidden by the patient; therefore,
the item based on the assumption that the disease is visible has been removed in the
current study from the sub-scale (‘I have the feeling that other people stare at my skin
disease.)’, and due to the possibility that the disease can be relatively concealed by the
patient and thus remain invisible to others, adjustments were made to other items in
the subscale to ensure their relevance without altering their meaning. For example, the
statement ‘People find me unattractive because of my skin condition’ has been revised
to ‘I think people find me unattractive because of my skin condition.” As for the
Turkish version of the scale, implemented on HS patients, Cronbach's alpha was found

to be .88, indicating a high internal consistency.
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2.2.5. The Assessment Form for the Impact of Receiving a Diagnosis of
Hidradenitis Suppurativa (HS) on the Relationship with Close Others

The Assessment Form for the Impact of Receiving a Diagnosis of Hidradenitis
Suppurativa (HS) on the Relationship with Close Others was developed by the
researcher and examines relationships of HS patients with close others by dividing
them into 3 groups: family (mother, father, siblings), romantic partner, and friendships
(female and male friends). The form starts with whether patients disclosed their disease
with these groups, and if so, we ask three main questions to assess how the experience
of was disclosing for them, how their relationships have been affected overall after
receiving a diagnosis of the disease, and the extent to which they receive social support
from these groups. These questions were as follows: ‘How was your experience
disclosing your HS diagnosis with X (mother, father, partner, etc.) ?°, ‘How would you
evaluate X's support after disclosing your HS diagnosis?’, and ‘Overall, how has
receiving an HS diagnosis affected your relationship with X?°. There are two questions
to evaluate the initiation of a relationship in terms of romantic partners and friendships;
which were as ‘How has receiving an HS diagnosis affected your potential attempts to
establish romantic relationships/friendships?’. Also, since the patients’ sexual lives are
generally affected, one question is designed on how much their sexual life is affected.
Since the questions inquire about how these experiences were generally for the
patients, the questions assess patients' experiences using a 9-point Likert scale, ranging

from "very negative (1)" to "very positive (9).

2.3. Procedure
Prior to the research commencement, required ethical approval was obtained from the
Middle East Technical University Human Subjects Ethics Committee. In addition,
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further ethical approval was obtained from the Selcuk University Clinical Research
Ethics Committee to administer the scales to patients attending the dermatology clinic
at Selcuk University Faculty of Medicine. During the data collection process, the
confidentiality and anonymity of the participants were assured by the researcher.
Informed consent about the purpose and the nature of the study was given at the
beginning of the questionnaire and the participants who accepted it completed the
questionnaire. The questionnaire was both in online and paper-pencil form. The online
version was created on Microsoft Forms and distributed through various social media
platforms, including Instagram, Facebook, WhatsApp, and LinkedIn. Especially in
Facebook and WhatsApp platforms, a significant number of responses were obtained
from groups established by patients and referred to as the "HS Solidarity Platform."”
Apart from that, the paper-pencil version of the questionnaire was conducted on
patients who came to the hospital for a check-up at the dermatology clinic at Selguk
University Faculty of Medicine.

The whole questionnaire was composed of 5 scales, which are Demographic
Information Form, Perceived Stigma Scale, Positive and Negative Affect Schedule,
[liness Cognition Questionnaire, and Assessment Form for the Impact of Receiving a
Diagnosis of Hidradenitis Suppurativa (HS) on the Relationship with Close Others.
The completion of the whole questionnaire took approximately 10 minutes. At the end
of the survey, all participants were assured that they could reach the researcher via e-

mail if they had any questions or if they were wondering about the results of the study.
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CHAPTER 3

RESULTS

Firstly, we analyzed descriptive statistics for demographics and the main study
variables. Then, we examined the clinical presentation of the HS including diagnosis,
disease severity, family history, comorbidities and treatments. After that, we ran the
reliability analyses of the scales we used in the current study. As an exploratory
analysis, we explored how many patients disclosed their diagnosis with their close
others. Later, we conducted the independent samples t-test in order to see if females
and males differ on the main study variables and to see whether people with romantic
partners differ from those who do not have romantic partners. Also, we shared the
results of our exploratory analysis regarding future relationship initiation for romantic
partners and friendships. Later, we shared the results of the questions we asked patients
about whether they would disclose their diagnosis to a future romantic partner or
friend. To see the group changes regarding disease severity (Hurley I-11-111; biological
component) on study’s psychological (well-being and illness cognition) and social
(perceived stigmatization and relationship with close others) components, we first
checked whether we could meet the assumptions of ANOVA and examined the
normality and homogeneity assumptions. Since we were able to meet those criteria
after checking desirable levels of skewness and kurtosis and homogeneity; we ran five
ANOVA tests separately. After that, to explore how the sexual lives of patients in our

study were affected, we conducted a one-sample t-test with those who reported having
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a sexual partner. Lastly, we conducted a correlation analysis among the study’s
psychological and social variables to see their associations. The results of these

analyses are detailed in the subsequent sections of this paper.

3.1. Descriptive Statistics for the Demographics and the Main Study Variables

Descriptive statistics for the demographics are presented in Table 1. Seventy
participants indicated their age ranges between 17 and 61 (M = 34.14, SD= 9.67). The
majority of the participants were male patients (n = 50), followed by females (n =18),
one participant did not identify within a binary gender system. Additionally, one

participant chose not to answer the question.

As for the income level, most participants stated that to be belonged to the middle class
(n = 31), followed by upper-middle class (n = 17), lower-middle class (n = 10), lower
class (n = 7) and upper class (n = 3). Two participants did not prefer to answer the

question. Very few participants identified themselves as students.

Among the student participants, 4 were in high school, 2 were in associate degree
programs, 4 were in bachelor's degree programs, and 1 was pursuing a master's degree.
The remaining participants reported the highest level of education they had completed:
primary school graduate (n = 3), middle school graduate (n = 2), high school graduate
(n = 22), associate degree graduate (n = 14), university graduate (n = 15), master's

degree graduate (n = 4).

Regarding marital status, 37 participants reported being married, 19 were single, 7
were in a relationship, 5 were divorced, and 2 were widowed. All presented

information is provided in Table 1; for details, please refer to the table.
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Table 1. Descriptive Statistics for the Demographics

Variables N % M SD Min-Max
Age 70 34 9.67 17-61
Gender 70
Female 18 25.7
Male 50 71.4
Non-binary 1 1.4
Prefer not to answer 1 1.4
Socio-economic Status (SES) 70
Lower-class 7 10
Lower-middle class 10 14.3
Middle class 31 443
Upper-middle class 17 24.3
Upper class 3 4.3
Prefer not to answer 2 2.9
Studentship Status 11
High school student 4 5.7
Associate degree student 2 2.9
Undergraduate student 4 5.7
Master's student 1 1.4
Graduation Status 59
Primary school graduate 3 43
Middle school graduate 2 2.9
High school graduate 22 31.4
Associate degree graduate 13 18.6
University graduate 15 21.4
Master's degree graduate 4 5.7
Marital Status 70
Single 19 27.1
In a relationship 7 10
Married 37 52.9
Divorced 5 7.1
Widowed 2 2.9

Descriptive statistics were calculated for the primary study variables. The mean,
standard deviation, and range of scores for these variables are provided as part of the
descriptive overview. The range of scores were from 1 to 5 for affect variables, 6 to
24 for illness cognition, 5 to 20 for perceived stigmatization, and 1 to 9 for relationship

with close others variables. (see Table 2).
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Table 2. Descriptive Statistics for the Main Study Variables

Variables N M SD _ Min-Max
Positive Affect 70 2.37 1.03 1-5
Negative Affect 70 3.20 97 1-5
Helplessness 70 17.60 4.74 6-24
Acceptance 70 13.53 3.73 6-24
Perceived Benefits 70 12.61 4.42 6-24
Perceived Stigmatization 70 12.54 4.84 5-20
Relationship with Mother 64 6.75 1.86 1-9
Relationship with Father 55 6.38 2.06 1-9
Relationship with Siblings 62 6.30 2.08 1-9
Relationship with Partner 40 6.08 1.90 1-9
Relationship with Female Friends  7q 5.02 2.39 1-9
Relationship with Male Friends 70 5.32 2.19 1-9

3.2. Descriptive Statistics for the Clinical Presentation: Diagnosis, Disease

Severity, Family History, Comorbidities, and Treatments

71 participants started to scale; however, 1 of them did not provide informed consent.
Consequently, 70 participants completed the scales. Since all the questions were
required to be answered to move forward, there were no missing values.

Firstly, the diagnosis age for the participants ranged from 12 to 42, showing an average
of 23.9 years of age. The duration of time they have lived with the HS diagnosis ranges
from 1 to 30 years, with a mean of 10 years. Furthermore, 68.6% of the participants (n
= 48) reported experiencing prolonged processes due to misdiagnosis or delayed
diagnosis. Regarding the severity of the disease among patients, it was found that 13
patients were diagnosed by their doctors with Hurley stage |, 26 patients with Hurley
stage Il, and 31 patients with Hurley stage Ill. Additionally, the majority of patients
reported that HS was not present in their elementary family (n = 60). In terms of
extended family, only 13 patients reported that their relatives also have HS.

When examining the chronic comorbidities of patients, 26 out of 70 patients reported

having other chronic conditions in addition to HS.

57



Table 3. Descriptive Statistics for the Clinical Presentation: Diagnosis, Disease Severity and Family

History
Variables N % M SD Min-Max
Diagnosis Age 70 23 7.29 12-42
Diagnosis Year 70 10 6.41 1-30
Mis and/or Delayed Diagnosis
Yes 48 68.6
No 22 314
Disease Severity 70
Hurley I 13 18.6
Hurley 11 26 37.1
Hurley III 31 443
Elementary Family History
Yes 10 14.3
No 60 85.7
Extended Family History
Yes 13 18.6
No 57 81.4

Among the patients, 15 reported having diabetes, 5 had obesity, 5 had hypertension, 3
had Hepatitis B, 2 had Familial Mediterranean Fever (FMF), and 2 had cancer. In
addition to these conditions, epilepsy, vitiligo, asthma, sleep apnea, migraine, gout,
and high cholesterol were also reported, though less frequently (see Table 4).

When asked about their treatment histories, only half of the patients (n=35) indicated
that they had received treatment.

The duration of treatment ranged from less than one year to up to 20 years. The
majority of patients undergoing treatment had been in treatment for 1-5 years, followed
by those who had been in treatment for 6-10 years.

Patients reported undergoing various treatments, with some receiving multiple
treatment methods concurrently. The treatments were reported as follows: biologic
agents, antibiotics, excisional surgery, cortisol injections, laser surgery, ozone therapy,

wound cleansing, painkillers and stem cell therapy respectively (see Table 4).
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Table 4. Descriptive Statistics for the Clinical Presentation: Comorbidities and Treatments

Variables N %
Comorbidities
No 44 53.0
Diabetes 15 18.1
Obesity 5 6.0
Hypertension 5 6.0
Hepatitis B 3 3.6
Cancer 2 2.4
FMF 2 2.4
Epilepsy 1 1.2
Vitiligo 1 1.2
Asthma 1 1.2
Sleep Apnea 1 1.2
Migraine 1 1.2
Gout 1 1.2
Cholesterol 1 1.2
Years of Treatment 35
Less than a year 3 4.3
1-5 years 17 243
6-10 years 10 14.3
11-15 years 2 2.9
16-20 years 3 4.3
20+ years 0 0
Missing 35
Treatments
Biologic Agents 23 329
Antibiotics 21 30.0
Excisional Surgery 8 11.4
Cortisol Injection 6 8.6
Laser Surgery 5 7.1
Ozone Therapy 3 43
Wound Cleansing 2 2.9
Painkiller 1 1.4
Stem Cell Therapy 1 1.4

3.3. Internal Consistency Reliability Analyses for the Variables of the Current
Study

Reliability analyses were conducted to assess the internal consistency of the scales
used in the current study. Since one item was removed from the Perceived
Stigmatization Scale, a reliability analysis was performed on the remaining five
items. The internal consistency coefficient yielded a Cronbach’s Alpha of .91, which
is considered a very good level of reliability (Tabachnick & Fidell, 2013). For the other

scales, the internal consistency reliability was found to be .78 for the Positive and
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Negative Affect Schedule and .73 for the Iliness Cognition Questionnaire, both of
which also correspond to very good levels of reliability (Tabachnick & Fidell, 2013).
Lastly, in the form titled "The Assessment Form for the Impact of Receiving a
Diagnosis of Hidradenitis Suppurativa (HS) on the Relationship with Close Others",
there were three common questions addressed to romantic partners, mothers, fathers,
siblings, female friends, and male friends of the patients. These questions examined
individuals' experiences of disclosing/sharing their diagnosis with these people, the
support they received from them post-disclosure, and the overall impact on their
relationships. By consolidating these three questions under the heading "relationships
with close others” we derived composite scores. Additionally, we evaluated the
internal consistency of these three items and found .62 for mother, .77 for father, .81

for siblings, .86 for romantic partners, .90 for female friends and .96 for male friends.

3.4. Exploratory Analysis for Disclosure with Close Others
We conducted crosstab analysis to examine the numbers of patients who had disclosed

their diagnosis with their close others.

Table 5. Disclosure with Close Others

. . Cumulative
Disclosure N Percent Valid Percent Percent

Yes 62 88.6 96.9 96.9

Mother No 2 29 3.1 100
Missing 6

Yes 52 74.3 94.5 94,5

Father No 3 43 5.5 100
Missing 15

Yes 58 82.9 93.5 93.5

Siblings No 4 5.7 6.5 100
Missing 8

Romantic Yes 39 55.7 97.5 97.5

Partner .N(? 1 1.4 2.5 100
Missing 30

Female Friends es 49 70 70 70

No 21 30 30 100

. Yes 50 71.4 71.4 71.4

Male Friends No 20 28.6 28.6 100
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Thanks to the sufficient number of patients who disclosed their experiences, we were
able to conduct relationship-specific analyses. We found that almost all of the
patients disclosed it with family members (mother, father, and siblings) and romantic
partners. Approximately 70% shared their diagnosis with female and male friends

(see Table 5).

3.5. Exploratory Analyses for Gender Differences and Having a Romantic
Partner
We conducted an independent samples t-test to examine gender differences in the

variables we considered.

Table 6. Independent Samples t-test for Gender Difference across Study

Variables
Sig. (2-
Gender N M SD SE t tailed)
. Female 18 2.73 1.17 .28 1.627
Positive Affect '\ le 50 228 96 a4 1476 09
. Female 18 3.38 .93 22 770
Negative Affect  "\1le 50 318 .97 14 787 A4
Helplessness Female 18 17.39 4.53 1.07 -.356 793
Male 50 17.84 4.62 .65 -.360
Female 18 13.56 3.84 .90 -.143
Acceptance Male 50 1370 363 51  -139 oo/
. . Female 18 12.83 431 1.01 .061
Perceived Benefits Male 50 12.76 4.44 63 061 .952
Perceived Female 18 13.44 541 1.28 .882 381
Stigmatization Male 50 12.28 4.57 .65 .814 '
Relationship with  Female 16 7.25 1.68 42 1.221 997
Mother Male 47 6.59 1.93 .28 1.308 '
Relationship with  Female 13 6.43 2.19 .61 117 907
Father Male 41 6.36 2.07 .32 114 '
Relationship with ~ Female 17 6.10 2.36 57 -.467 642
Siblings Male 44 6.38 2.00 .30 -.434 '
Relationship with ~ Female 11 6.79 1.47 44 1.190 242
Partner Male 27 6.02 1.90 .37 1.327 '
Relationship with  Female 18 4.96 2.62 .62 -.248 805
Female Friends Male 50 5.13 2.31 .33 -.234 )
Re|ationship with Male Female 18 5.17 2.46 .58 -.576 567
Friends Male 50 5.51 2.03 29 -.526 '

Note: Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard
Deviation = SD; Standard Error of Mean = SE; Student t = t; Sig. (2-tailed) = Significance level at
95%.
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As can be seen in Table 6, there has been no statistically significant difference between
female and male patients in any variables considered. Specifically, there is no
significant difference between female and male patients in terms of perceived
stigmatization levels t(66) = .882, p = .381; helplessness , t(66) = -.356, p = .723;
acceptance, t(66) = -.143, p = .887; perceived benefits, t(66) = .061, p = .952; positive
affect, t(66) = 1.627, p = .109; negative affect, t(66) =.770, p = .444; relationship with
mother, t(61) = 1.221, p = .227; relationship with father, t(52) = .117, p = .907,;
relationship with siblings, t(59) = -.467, p = .642; relationship with romantic partner,
t(36) = 1.190, p = .242; relationship with female friends, t(66) = -.248, p = .805; and
lastly, relationship with male friends, t(66) = -.576, p = .567 (see Table 6).

We conducted an independent samples t-test to examine whether there were

differences in the variables between those with a romantic partner and those without.

Table 7. Independent Samples t-test for Romantic Partner Difference
across Study Variables

Sig. (2-
Romantic Partner N M SD SE tailed)
Yes 40 2.60 1.03 .16
Positive Aff .034
ositive ect No 30 207 9 17 03
. Yes 40 3.00 .99 .16
Negative Affect No 30 3.47 92 17 .044
Yes 40 17.00 4.96 .78
Helplessness No 30 1840 438 80 22
Yes 40 13.20 3.67 .58
Acceptance No 30 1397 381 70 %
. . Yes 40 12.08 3.83 .60
Perceived Benefits NO 30 13.33 5.09 93 241
Perceived Yes 40 12.25 478 76
. L .563
Stigmatization No 30 12.93 4.98 91

Note: Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard
Deviation = SD; Standard Error of Mean = SE; Student t = t; Sig. (2-tailed) = Significance level at
95%.

As can be seen in Table 7, there has been no statistically significant difference between
patients who have a romantic partner and patients without a romantic partner in all of

the study variables, except for positive and negative affect.
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Patients with romantic partners were found to have statistically significantly higher
positive affect and lower negative affect compared to those without romantic partners.
Specifically, there is no significant difference in terms of perceived stigmatization
levels, 1(68) = -.582, p = .563; helplessness, t(68) = -1.228, p = .224; acceptance, t(68)

=-.850, p = .398; perceived benefits, t(68) = -1.182 (see Table 7).

3.6. Exploratory Analyses for Future Relationship Initiation

When we asked patients who currently do not have a romantic partner (n = 30) if they
would initiate a future romantic relationship, the majority indicated they would (n =
25), while the remaining (n = 5) indicated they would not. Additionally, when asked
if they would initiate a new friendship after they had already had their diagnosis, more
than half of the patients (n = 42) responded that they would, while the rest (n = 27)
said they would not, and one patient indicated s/he did not prefer to answer. It is
important to consider that some of these patients have been diagnosed for a very long
time when interpreting and understanding these results. Finally, since almost all
patients (with 1 or 2 missing) disclosed their diagnosis with their close circles
including their mothers, fathers, siblings, romantic partners and fe/male friends, we
did not feel the need to conduct additional analysis on this matter because our group

sizes were not suitable for such analysis.

3.7. The Main Analyses for the Study Variables

3.7.1. The Relationship between Biological and Psychological Components
In total, 4 one-way tests were conducted to compare the effect of disease severity

(Hurley Stages) on well-being, illness cognition, perceived stigmatization and
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relationship with close others. To do so, we checked the normality and homogeneity
of variance assumptions to conduct ANOVA tests. Since the variables’ skewness and
kurtosis values fell between -1.5 and +1.5, it was legitimate to assume that they were
normally distributed (Tabachnick & Fidell, 2013) (see Table 8).

Table 8. Normality Assumption Check
Skewness  Kurtosis

Positive Affect .612 -.282
Negative Affect -.057 -.463
Helplessness -.453 -481
Acceptance 139 -.188
Perceived Benefits .863 242
Perceived Stigmatization 146 -1.195
Relationship with Mother -.462 .021
Relationship with Father -.479 -.043
Relationship with Siblings -.352 -121
Relationship with Partner -.476 -.040
Relationship with Female Friends -.026 -.545
Relationship with Male Friends -.023 -.099

Table 9. Test of Homogeneity of Variances

Levene .

Statistic dfl df2 Sig.
Positive Affect 1.097 2 67 .340
Negative Affect .035 2 67 .966
Helplessness 431 2 67 .651
Acceptance 596 2 67 .554
Perceived Benefits .089 2 67 915
Perceived Stigmatization 1.449 2 67 242
Relationship with Mother 2.010 2 61 143
Relationship with Father .004 2 52 .996
Relationship with Siblings 2.391 2 59 .100
Relationship with Partner 546 2 37 .584
Relationship with Female Friends 031 2 67 970
Relationship with Male Friends .657 2 67 522

According to the homogeneity assumption, Levene's test was not significant for any
of the variables, indicating that the assumption of homogeneity of variances was met
for all variables meaning that the spread or variability of the data points should be
similar across all groups or levels of an independent variable (see Table 9). Here are

the results of the ANOVA tests:
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3.7.1.1. Disease Severity and Well-Being

Firstly, a one-way ANOVA was conducted to determine the effect of disease severity
(Hurley I-11-111) on well-being of the HS patients. The results indicated a non-
significant effect for positive affect, F(2, 67) =.001, p =.999; and negative affect, F(2,
67) = .399, p = .672 (see Table 10). Consequently, HS patients experience similar
levels of positive affect and negative affect, in lieu of overall well-being, regardless of

the severity of their disease (see Table 10).

Table 10. ANOVA for Well-Being Across Different Levels of Disease

Severity
N M SD SE F Sig.
Hurley I 13 2.36 78 22
Positive  Hurley 11 26 2.38 1.01 20 001 999
Affect  Hyrley I1I 31 2.37 1.15 21
Total 70 2.37 1.03 12
Hurley I 13 3.36 93 26
Negative Hurley II 26 3.24 1.01 20 399 672
Affect  Hurleymmm 31 3.09 1.00 18
Total 70 3.20 98 11

Note: Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard
Deviation = SD; Standard Error of Mean = SE; F = Fisher’s F ratio; Sig.= Significance level at 95%.

3.7.1.2. Disease Severity and IlIness Cognition

Secondly, a one-way ANOVA was conducted to determine the effect of disease
severity (Hurley I-11-111) on illness cognition of the HS patients. The results indicated
a non-significant effect for all three subscales of illness cognition in terms of disease
severity levels; rather helplessness, F(2, 67) = .189, p = .829; acceptance, F(2, 67) =
249, p =.780, and perceived benefits, F(2, 67) =.999, p = .374 (see Table 11.). As a
result, HS patients experience similar levels of helplessness, acceptance, and perceived

benefits regardless of the severity of their disease.
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Table 11. ANOVA for lliness Cognition Across Different Levels of Disease Severity

N M SD SE F Sig.
Hurley I 13 17.54 5.30 1.47
Hurley 11 26 18.04 4.77 .94
Helplessness .189 .829
Hurley IIT 31 17.26 4.60 .83
Total 70 17.60 4.74 .57
Hurley I 13 13.77 3.40 .94
Hurley 11 26 13.12 4.06 .80
Acceptance .249 .780
Hurley 111 31 13.77 3.65 .66
Total 70 13.53 3.73 45
Hurley I 13 12.00 4.04 1.12
) Hurley 11 26 11.92 4.55 .90
Perceived Benefits .999 374
Hurley IIT 31 13.45 4.46 .80
Total 70 12.61 4.42 .53

Note: Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard

Deviation = SD; Standard Error of Mean = SE; F = Fisher’s F ratio; Sig.= Significance level at 95%.

3.7.2. The Relationship between Biological and Social Components

3.7.2.1. Disease Severity and Perceived Stigmatization

A one-way ANOVA was conducted to determine the effect of disease severity (Hurley

I-11-111) on perceived stigmatization levels of the HS patients.

Table 12. ANOVA for Perceived Stigmatization Across Different Levels of Disease Severity

Hurley 1 13 12.54 5.71 1.58

| Hurley II %6 13.42 478 94
Perceived 783 461

Stigmatization Hurley III 31 11.81 4.54 82

Total 70 12.54 4.84 .58

Note: Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard

Deviation = SD; Standard Error of Mean = SE; F = Fisher’s F ratio; Sig.= Significance level at 95%.

The results indicated a non-significant effect; F(2, 67) =.783, p = .461, between groups

(Hurley I-11-111) in terms of perceived stigmatization (see Table 12). As a result, HS

66



patients experience similar levels of perceived stigmatization regardless of the severity

of their disease.

3.7.2.2. Disease Severity and Relationship with Close Others

A one-way ANOVA was conducted to determine the effect of disease severity (Hurley
I-11-111) on the relationships of the HS patients with close others including (mother,
father, and siblings), romantic partners, and female and male friends (see Table 13.).

Table 13. ANOVA for Relationships with Close Others Across Different
Levels of Disease Severity

N M SD SE F Sig.
Hurley I 12 7.00 1.85 .53
Relationship Hurley II 25 6.53 1.52 30 301 741
with Mother Hurley III 27 6.84 2.18 42 ' '
Total 64 6.75 1.86 23
Hurley I 9 6.52 1.91 .64
Relationship Hurley I1 19 6.19 2.23 Sl 113 893
with Father Hurley III 27 6.46 2.05 40 ' '
Total 55 6.38 2.06 28
Hurley I 13 7.20 1.83 51
Relationship Hurley II 22 6.30 1.66 35 1 884 161
with Siblings Hurley IIT 27 5.86 2.39 46 ' '
Total 62 6.30 2.08 26
Hurley I 6 6.39 2.47 1.01
Relationship Hurley II 17 6.10 1.81 44 108 898
with Partner Hurley I11 17 5.96 1.88 46 ' '
Total 40 6.08 1.90 .30
Relationshi Hurley I 13 4.95 2.49 .69
Witk Pl Hurley I 26 5.03 2.38 47 007 993
Friends Hurley III 31 5.04 243 44
Total 70 5.02 2.39 .29
Hurley I 13 5.74 2.05 .57
Rv‘zlli‘g‘f\z‘z‘l‘elp Hurlley I 26 5.06 2.07 41 m 0
Friends Hurley III 31 5.35 2.37 43
Total 70 5.32 2.19 26

Note: As for the relationship with close others, high scores indicate a positive relationship.
Abbreviations standing for as follows: Number of participants = N; Mean = M; Standard Deviation =
SD; Standard Error of Mean = SE; F = Fisher’s F ratio; Sig.= Significance level at 95%.

The results indicated a non-significant effect for all the relationships in terms of

disease severity levels; specifically, relationship with mother, F(2, 61) = .301, p =
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.741; father, F(2, 52) = .113, p = .893; siblings, F(2, 59) = 1.884, p = .161; romantic
partner, F(2, 37) =.108, p = .898; female friends, F(2, 67) = .007, p =.993; and lastly
male friends, F(2, 67) = .418, p = .660 (see Table 13).

Consequently, we have no evidence for a differential influence on the various types of

relationships with close others.

3.7.3. The Relationship between Psychological and Social Components

A Pearson correlation coefficient was computed in order to assess the associations
between psychological (well-being and illness cognition) and social (stigmatization
and relationships) components as well as the association between psychological
components. As can be seen in Table 14, the well-being variables (positive and
negative affect) within the psychological components were significantly correlated
with each other. Positive affect was positively correlated with acceptance and
negatively correlated with helplessness from the illness cognition variables, and it was
also positively correlated with only one social component, the relationship with
partner. Negative affect, on the other hand, was positively correlated only with the
helplessness component of illness cognition and was not found to be associated with
any other variables. When examining the social component variables, stigmatization
and relationship with close others, stigmatization was found to be positively correlated
with helplessness from illness cognition and negatively correlated with relationships
with the father and female friends. The other social component, relationships with

parents, siblings, and partners, was positively correlated with other psychological

variables, including positive affect, acceptance, and perceived benefits. Specifically,

the relationship with a partner was strongly linked to psychological and social
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variables, including positive affect, acceptance, and perceived benefits. Furthermore,
considering the correlations among relationships with close others, it was found that
all variables were correlated with each other, except for the relationships with partner
and siblings. The results indicated that higher positive affect, lower negative affect and
higher acceptance were correlated with lower helplessness. Higher positive affect,
lower negative affect and higher acceptance were also linked to high scores on good
relationship with partner. High scores on good relationship with partner was associated
with high perceived benefits, positive affect, and good relationships with both parents.
In terms of illness cognition, high acceptance was connected to high perceived benefits
and positive affect; while higher negative affect and lower positive affect were
associated with increased helplessness. Regarding stigmatization, high level of
perceived stigmatization was associated with greater helplessness, but a good
relationship with father and good relationship with female friends were linked to lower
perceived stigmatization and helplessness. In the realm of relationships, good
relationship with mother was associated with good relationships with both the father
and siblings, and strong parental relationships corresponded to better sibling
relationships. Additionally, a good relationship with partner was related to higher
acceptance, perceived benefits, and higher positive affect. Friendships play a
significant role as well; good relationship with female friends was linked to higher
acceptance, perceived benefits. Similarly, good relationships with male friends were
associated with high perceived benefits. These results are discussed in the following

section, and potentially influencing factors are shared.
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3.7.3.1. Analysis for the Sexual Lives of the Patients

When examining the relationships of HS patients, specifically their romantic
relationships, research showed that their sexual lives were negatively impacted. In this
context, to assess participants' perceptions regarding how their sexual lives were
affected, we conducted a one-sample t-test with those who indicated having a sexual

partner.

Table 15. Sexual Lives of the HS Patients

N M ) SE ¢ Sig. (2-tailed)

1 *
Sexual Life 40 1.23 42 07 18.320 000
Note: Abbreviations standing for as follows: N = Number of participants; M = Mean; SD = Standard
Deviation; SE = Standard Error of the Mean; t: t value (Student’s t); *Sig. (2-tailed): Significance
level at %95.

Among the patients who had a sexual partner (n = 40), we conducted a one-sample t-
test. The results demonstrated that patients perceived their sexual lives to be negatively
affected, t(39) = 18.32, p = .000. The respondents evaluation for the question ranged
between 1to 9 on a Likert-scale, 5 being the mean point, as lower scores corresponding
to worse affect, mean of 1.23 and standard deviation of .42 shows that patients

perceived their sexual lives were negatively affected (see Table 15).
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CHAPTER 4

DISCUSSION

Increasing chronic health issues are impacting individuals' lives in various ways,
including levels of independence, daily routines, employment status, close
relationships, friendships, and emotional well-being (Taylor, 2005). The lives of
individuals with chronic diseases undergo significant changes due to their health
conditions; additionally, they face challenges requiring adaptation in physical, social,
and psychological dimensions. The challenges faced by patients can be exacerbated
by the treatments they undergo, including medications and procedures. Additionally,
the healthcare system tends to focus primarily on the physical manifestations of
chronic diseases, often neglecting the psychosocial issues these conditions can cause
(Taylor, 2005). Therefore, addressing the psychosocial aspects of diseases can aid in
both adapting to the diseases and preventing the psychological problems that may arise
during the disease process. With this understanding, our study with HS patients aimed

to shed light on the psychosocial experiences of these individuals post-diagnosis.

In this context, we aimed to examine the psychosocial effects of HS have on patients.
Specifically, within the framework of the Biopsychosocial model, we examined the
relationships among the biological (disease severity), psychological (well-being and
illness cognition), and social (perceived stigmatization and relationships with close
others, including mother, father, siblings, romantic partners, and female/male friends)

components. With exploration aim, we assessed how many patients disclosed their
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diagnosis to their mother, father, siblings, romantic partner, and female/male friends,
and how many did not. We then examined gender differences and the effect of having
a romantic partner on the study variables among HS patients. Finally, we investigated
whether patients without a current romantic partner would initiate a future romantic
relationship and asked all patients if they would initiate a friendship in the future.
Before testing our hypotheses, we conducted reliability analyses for all scales used in
the current study. With our hypotheses in mind, we conducted several t-tests, ANOVA
tests and correlational analysis. Based on our findings, we outlined the analysis results,

study strengths, practical implications, and limitations under separate headings.

4.1. Evaluating the Results of the Current Study

4.1.1. Evaluating the Clinical Presentation: Diagnosis, Disease Severity, Family

History, Comorbidities, and Treatments

Firstly, 68.6% of the participants in the current study reported experiencing prolonged
processes due to misdiagnosis or delayed diagnosis. Studies of delayed diagnosis in
HS are well documented, it is also well acknowledged that misdiagnoses of HS
frequently occur; the most common being abscess (50.3%), cyst (44.8%), acne

(31.5%), cellulitis (14.7%), and MRSA (13.3%) (Kromenacker et al., 2019).

Among Turkish family physicians, only 23.7% believed they could diagnose HS,
while 21% had not received any related medical training, and 63% thought HS was an
infectious disease of the apocrine glands. As shown by the study, even dermatologists
face difficulties in diagnosing HS (Shi et al., 2022; Tsentemeidou et al., 2024). Nearly
50% of the dermatologists surveyed had very little understanding of HS during the

first visit, and only one had a very high level of understanding (Shi et al., 2022). The
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disease is likely easier to identify in its later stages, which may partially explain the

diagnostic delay (Tsentemeidou et al., 2024).

Secondly, when asked our patients the age at which they were diagnosed, the youngest
age reported was 12; this patient also indicated experiencing a prolonged process due
to misdiagnosis. According to the literature, HS has an average onset of 23 years and
has been reported rarely in the child population (Hallock et al., 2021). Additionally, it
Is estimated that less than 2% of cases occur before the age of 11. Although rare, our
study with a small sample of 70 individuals demonstrated that HS can indeed appear
in the pediatric population. It is crucial not to overlook the possibility of HS in pediatric
patients and for specialists in that field to be competent in diagnosing or referring HS

cases to dermatology.

Thirdly, almost half of our patients (44.3%) had the Hurley Stage Ill of HS. Most
patients had Hurley I and |1 stages worldwide, including Argentinean (Zimman et al.,
2019), Korean (Lee et al., 2018), Greek (Katoulis et al., 2017), Italian (Bettoli et al.,
2019) and Turkish (Isik Mermutlu & Keskinkaya, 2023) populations. In our study, the
higher prevalence of Hurley Stage 111 patients compared to previous studies may be
attributed to the specific clinic where data was collected, the timing of data collection,
or the involvement of individuals who assisted in data collection being those with
higher disease stage. Another possibility is that misdiagnosis or delayed diagnosis may
be common for Hurley Stage | and 11 patients in Turkiye, or individuals at these stages
may not be seeking treatment. However, by the time they reach Hurley Stage I11, they
may be more likely to consult a doctor. It is also possible that patients with advanced
stages of the disease are more motivated to participate in factors affecting their well-

being and health processes (Murillo, 2019).
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Fourthly, the most common comorbidities observed in our patients were diabetes,
obesity, and hypertension. This result supports findings from previous studies in the

literature (Bettoli et al., 2015; Kimball et al., 2018).

Fifthly, in the current study, 10 out of the 70 patients reported having a member with
HS in their elementary family, while 13 reported having members with HS in their
extended family. Even though current evidence supports a genetic predisposition for
HS development (Seyed Jafari et al., 2020), the previous research also suggests that
genetic factors contribute to only about 5% of the disease's cases (Zouboulis et al.,
2015); consequently, the numbers we have reached in our study corresponds to the

earlier findings.

Lastly, the treatments reported by the patients included, in order: biologic agents,
antibiotics, excisional surgery, cortisol injections, laser surgery, ozone therapy, wound
cleansing, painkillers, and stem cell therapy. As previously shown in a review study
(Rambhatla et al., 2012), the medical treatments of HS include antibiotics, biological
agents, laser and excisional surgery, cryotherapy, photodynamic treatment, and the use
of various drugs as solo treatments. Our results indicated that the majority of patients
are open to choosing both long-established, widely accepted treatments, as well as

newer and developing therapies (Ballard, 2024).

4.1.2. Evaluating the Results of the Exploratory Research

When we asked patients whether they disclosed their diagnosis with their close others,
we found that almost all of them disclosed it with family members (mother, father, and
siblings) and romantic partners. Approximately 70% disclosed their diagnosis with

female and male friends. The reason patients might not disclose their diagnosis with
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all their friends could be that family members and partners, who live with them or see
them frequently, are more likely to notice changes in their condition even if patients
try to conceal it. Additionally, in Turkiye, a collectivist culture (Celik, 2008) where
experiences are often shared primarily with close relatives, particularly those with a
blood relationship, might contribute to this difference. On the other hand, patients may
avoid interacting with friends due to the discomfort caused by their disease and fear of
being judged or stigmatized. Lastly, participants who disclosed their diagnosis might
have been more inclined to participate in data collection, as they may feel more

comfortable discussing their condition.

Furthermore, male proportion was higher in our study (n = 50). As for gender
differences, we could not find any statistically significant difference between female
and male patients in any of the study variables including perceived stigmatization,
illness cognition (helplessness, acceptance and perceived benefits respectively),
positive and negative affect (well-being), relationship with close others (mother,
father, siblings, romantic partner, fe/male friends). Previous studies in the literature
have found certain differences between male and female patients (Hammud et al.,
2023; Sabat et al. 2022). However, these differences generally pertain to clinical
manifestations such as the age of disease onset, disease severity, or which areas of the
body are affected. For example, when analyzing the clinical presentation of HS, lesions

were found more frequently in the groin area in women and in the armpits in men.

Additionally, women exhibited more skin areas with inflammatory nodules, whereas
men more commonly had fistulas (Sabat et al. 2022). Also, female patients were found
to be less likely to exhibit severe disease but tended to experience disease onset slightly

earlier than males (Hammud et al., 2023). On the other hand, studies examining the
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variables included in our study did not show significant differences. For instance, a
study found no difference in the perceived stigmatization levels between male and
female HS patients (Akoglu et al., 2021). Studies investigating the relationship
between well-being and HS have not examined differences between male and female
patients (Senthilnathan et al., 2019). Regarding relationships and illness cognition, our

study is the first to examine these variables in an HS population.

When we look at relationships, particularly in the context of romantic relationships,
studies in literature have controversial results. Studies examining relationships with
romantic partners often focus on individuals' sexual lives and have found different
impacts on the sexual lives of males and females. Specifically, male patients reported
having worse sexual lives compared to female patients, along with erectile dysfunction
(Kurek et al., 2012); this condition had been reported to affect their relationships with

their romantic partners.

On the other hand, a very recent study found that female patients had more sexual
dysfunction, and this dysfunction was related to number of active lesions, psychosocial
aspects such as stigmatization and depression (Krajewski et al., 2024). Additionally,
female patients have been found to be more reluctant to disclose their disease to their
partners (Thompson et al., 2022). Consequently, our results, while not supporting
either of the controversies in the literature, have yielded expected outcomes. However,
since we examined disclosure and support in general rather than delving into sexual
and general relationship details specifically within romantic relationships, it is
understandable that our results may have turned out this way. Similarly, as the impact
on relationships with family members and friends has not been extensively explored

in the literature, our results could serve as a basis for future studies. Nonetheless,
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considering the small size of our sample and the predominance of male patients, there
is a high likelihood that future studies may yield different results. We also wanted to
examine whether there were differences between patients who have a romantic partner
and those who do not among our variables, including perceived stigmatization, illness
cognition (helplessness, acceptance and perceived benefits respectively), and positive

and negative affect (well-being).

According to our results, there were no statistically significant differences between
patients who have a romantic partner and patients without a romantic partner in the
study variables, except for positive and negative affect. In the literature, it has been
shown that relatedness and interpersonal attachment are so important that some
theorists have defined them as a fundamental human need, essential for well-being
(Diener et al., 2018). Successfully forming and maintaining romantic relationships can
lead to significant outcomes in later stages of life (Arnett et al., 2014) and have been
shown to contribute to individuals' mental and physical health, thereby enhancing their

well-being (DeWall et al., 2011).

HS patients’ positive and negative affect scores varied depending on whether they had
a romantic partner; however, having a romantic partner was not associated with other
variables. Perhaps the state of disease so severely impairs patients' overall mental

states that having a romantic partner does not make such a difference in their lives.

Alternatively, the romantic relationships of these individuals may not be the healthy
relationships described in the literature that contribute positively to mental health. As
for other variables (perceived stigmatization and illness cognition), there has been no

study to look at the differences we had explored in our study.
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4.1.3. Evaluating the Results of the Relationship between Biological and

Psychological Components

In several ANOVA tests we conducted, we aimed to examine if there are differences
among the varying levels of disease severity (Hurley I-11-111 stages) in the patients

regarding psychological components of our model (well-being and illness cognition).

Firstly, there was not a statistically significant difference for positive and negative
affect, irrespective of the severity of their disease in the current study. In a 2019 study
by Senthilnathan et al., the findings indicated that HS patients experienced lower levels
of positive affect and higher levels of negative affect compared to healthy controls.
Their scores were similar across different disease severities (Hurley I-11-111), with no
statistically significant differences observed between the groups. Consequently, our

results were expected in this matter.

Secondly, we checked the illness cognitions of the patients, and our study stands as
the first study to use this concept. Although the difference was not statistically
significant, patients at Hurley stage Il showed a tendency to feel more helpless and
perceive less benefit. It could be because they are at a transitional point, progressing
from Hurley I to Hurley 111. The chronic nature of the disease and the limited treatment
options (Rambhatla et al., 2012) might contribute to their sense of helplessness as they

anticipate advancing to Hurley III.

4.1.4. Evaluating the Results of The Relationship between Biological and Social

Components

In several ANOVA tests we conducted, we aimed to examine if there are differences

among the varying levels of disease severity (Hurley I-11-111 stages) in the patients
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regarding social components of our model (perceived stigmatization and relationship

with close others).

Firstly, we had found that HS patients experienced similar levels of perceived

stigmatization regardless of the severity of their disease.

Secondly, HS patients experienced similar levels of helplessness, acceptance, and
perceived benefits irrespective of the severity of their disease. Previous studies found
that perceived stigmatization to be lower in Hurley | stage patients compared to Hurley
IIT stage patients (Akoglu et al., 2021; Matusiak et al., 2010). They also added that
patients with severe disease are likely to have more acceptance compared to patients
with moderate severity. Hurley stage Il disease (moderate severity) may represent a
transitional phase in the perception of stigma throughout the course of HS. Our results
did not support these previous findings regarding perceived stigmatization and
acceptance. As for helplessness and perceived benefits, we could not find any relevant

previous research that had an emphasis on HS patients.

Thirdly, we found that HS patients' different types of relationships (relationships with
mother, father, siblings, romantic partner, fe/male friends) were similarly affected post
diagnosis, regardless of the severity of their disease. Unfortunately, the data did not
support our hypothesis that claimed, ‘patients’ good relationships with their close
others would be associated with lower levels of disease severity’. The reason for this
result might lie in the fact that once individuals are diagnosed with a disease, their
disease journey begins, and while the duration of this process is unpredictable, it leads
to the development of a patient identity. 'Being a patient' may become more prominent

than the severity of the disease itself.
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Additionally, individuals might be receiving social support from their surroundings
regardless of the severity of their disease, which could explain the lack of

differentiation based on disease severity.

Lastly, since our study was conducted solely with patients from Trkiye, it is important

to consider cultural characteristics. The findings may be influenced by cultural factors.

4.1.5. Evaluating the Results of The Relationship between Psychological and

Social Components

We conducted a correlation analysis to examine the relationship between the
psychological and social components in our model. We hypothesized that having a
good (good corresponding to higher levels of relationship with close other)
relationship with close others (mother, father, siblings, romantic partner, fe/male
friends) will be associated with higher positive affect, increased perceived benefits,
and acceptance as well as decreased negative affect, helplessness and perceived
stigmatization. According to our results, positive affect was negatively correlated with
negative affect and positively correlated with acceptance and good relationship with
partner. Negative affect was positively correlated with helplessness. As for
stigmatization, as perceived stigmatization increased, so did helplessness among
patients. In terms of illness cognition, high perceived benefits was linked to high levels
of acceptance, whereas helplessness was correlated positively with negative affect and

negatively with positive affect.

When examining patients' relationships with their close others, except for relationships
with siblings and romantic partners, all relationships with close others were found to

be correlated with each other. A good relationship with a romantic partner was linked
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to high levels of acceptance, high perceived benefits, high positive affect, and good
relationships with both the mother and father. When looking at patients' relationships
with friends, a good relationship with female friends was associated with high levels
of acceptance and high perceived benefits. A good relationship with male friends was
linked to high perceived benefits. Research on social relationships and health suggests
that positive social connections (e.g., social integration, support) positively influence
well-being. Numerous studies show that social support and positive social
relationships positively affect mental and physical health and subjective well-being
(Nguyen et al., 2015). In our study, we examined how having a good relationship with
close others would correlate with other variables. We observed the different
associations of various types of relationships with close others on study variables.
Since HS is chronic condition that requires management, concepts and findings from
previous studies on chronic illnesses may also be applicable to HS. In this context,
research in other fields focuses on how individuals cope with traumatic events, such
as rape, or chronic illnesses, like cancer. This area is known as "meaning making"
(Park, 2010). According to the theory, after experiencing challenging events and
situations, individuals try to make meaning, which helps them develop beliefs that
their identity has led to positive qualities. For instance, Pakenham (2007) worked with
people diagnosed with multiple sclerosis (MS) and found that patients had found
benefits from their MS identity, along with having a better sense of humor, more
patience and better relationships with other people. Meaning-making is associated
with much more positive psychological outcomes, which are acceptance and growth
perception and/or positive life changes. Consequently, HS patients also might be
finding perceived or real benefits from their condition along with acceptance, leading
them to have better psychological outcomes and better relationships with their close
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others. Besides, acceptance and positive affect were correlated negatively with
helplessness, which is an expected result due to the operational definitions of the
concepts. A good relationship with the father and female friends was associated with
low levels of perceived stigmatization and helplessness. Among the various
relationships we examined in our study, the association of perceived stigmatization
and helplessness with both the father and female friends was surprising. Perhaps due
to the influence of Turkish culture and as shown in previous studies, it is already
expected that mothers provide social support to their children no matter what (Oakley,
2022); however, when this support comes from the father, it may have a more
significant impact. As for female friends, their comforting and verbalizing approach
may help patients feel more at ease, potentially contributing to a sense of comfort and

support.

4.1.6. Evaluating the Result of the Sexual Life of the Patients Analysis

According to the literature, HS patients’ sexual lives are inhibited (Thorlacius et al.,
2019), with more than half of the patients experiencing difficulties. As many as 66.7%
of patients reported challenges in their sexual lives, which is three times higher than
the average for individuals with other skin conditions (Sampogna et al., 2017). The
results from our study showed that patients perceived their sexual lives to be negatively

affected and this result is consistent with findings in the literature.

On the other hand, a study reported that as patients' Hurley stages increase, the
discomfort experienced during sexual intercourse also increases, with female patients
experiencing more discomfort compared to male patients (Krajewski et al., 2024;

Thompson et al., 2022). Unfortunately, due to the small number of participants in our
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study and the limited number of patients who reported being sexually active (n = 35),

we were unable to conduct analyses to confirm these previous findings.

4.2. Limitations of the Current Study

Before starting our study, we obtained ethical approval and applied to various
university and state hospitals in Tirkiye to collect data. However, due to numerous
rejections, we were only able to collect data from patients visiting the Dermatology
Clinic at Selguk University and through social media platforms. Additionally, many
patients either did not wish to participate or dropped out midway because they did not
feel psychologically ready, leading to a small sample size. Secondly, although we
wanted to examine many variables (e.g., financial situations, physical symptoms,
quality of life of patients) within the same study, we had to keep our survey short due
to the limited time available with patients during hospital visits. Moreover, although
previous studies have been conducted qualitatively, we aimed to complete our research
quantitatively. However, the small sample size may have resulted in outcomes that
differ from the expected results. Furthermore, the high number of male patients in our

study might limit the generalizability of the findings to female and non-binary patients.

4.3. Strengths and Contributions of The Current Study

Many health problems have lasting and irreversible physiological, psychological,
social, and economic consequences (Lukkahatai et al., 2019). Disruptions to the
normal flow of life, physical symptoms, feelings of pain/discomfort, the determination
of the disease and treatment, damage to family relationships, limitations in previously
held competencies, and changes in future and self-perception are among the challenges

posed by chronic health issues (Mete, 2008). As physical losses (money, job, home),

84



losses in interpersonal relationships (divorce, distancing from loved ones,
deterioration of friendships), and personal losses (self-esteem, confidence, well-being,
time, opportunities) increase, sources of stress also increase (Taylor, 2005). Factors
such as the type and severity of the disease, the effects of treatment, individual
characteristics, responses from the social environment (e.g., stigmatization), and
economic resources have the potential to influence the challenges patients face, the
difficulties they encounter, and their emotional responses to these situations (Power &
Orto, 2004). With this understanding, we aimed to explore HS patients' experiences
during the post-diagnosis period from a psychosocial perspective. In this context, we
wanted to investigate whether patients disclose their condition to their close circles,
including romantic partners, family members, and friends; how they perceived this
disclosure experience, the level of support they receive from these individuals; their
perception of stigmatization due to the disease; and how these factors, along with the
severity of the disease, influence their overall emotional states (well-being) and illness
cognition. Examining these variables together and conducting this analysis in a

quantitative manner is the strongest aspect of our research.

With the help of our results, we observed that patients' various types of relationships
(relationship with mother, father, siblings, romantic partner, fe/male friends) were
associated with studies’ variables differently throughout the process, with
relationships with fathers and female friends being closely related to perceived
stigmatization and the aspect of helplessness in illness cognition. To put it differently,
a good relationship with the father and female friends was associated with low levels
of perceived stigmatization and helplessness in illness cognition. Additionally,

regardless of the disease severity, patients experienced high levels of perceived
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stigmatization, helplessness, and positive affect, as well as low levels of perceived
benefits and negative affect. We found that patients with romantic relationships had
higher levels of acceptance, perceived benefits, well-being, and better relationships
with both their mother and father compared to those without romantic relationships;
showing the supportive and positive effect of romantic relationships. With these
results, our study aimed to shed light on the psychosocial aspects of HS experienced

by the patients.

4.4. Practical Implications

Geoffrey Rose, MD, the president of the Sanger Heart and Vascular Institute (SHVI)
in North Carolina, states that the primary determinants of disease are economic and
social factors, and therefore, the solutions to diseases should also lie in the economic
and social domains (2023). Therefore, it should be provided a treatment process that
considers patients' economic conditions, access to healthcare services, and social
features and cultural backgrounds. As for HS patients, most importantly, since HS has
a dramatic and often negative impact on patients' mental health, clinicians caring for
patients with HS should exercise caution considering the prevalence of psychiatric
comorbidities, psychosocial effects and suicidality in this population. Through our
study, we aimed to demonstrate the extent and manner in which HS patients diagnosis
is associated with their psychosocial processes. Their relationships, emotional states,
and illness cognition can be negatively associated with their disease during this
challenging post-diagnosis process. Given this reality, intervention programs and
support groups or organizations that patients can benefit from could be developed.
When examining the psychosocial processes of patients post-diagnosis within the

framework of the BPS Model, we observed that regardless of the disease severity,
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patients experienced average level of positive affect, above-average level of negative
affect, high helplessness, low acceptance, low perceived benefit, and above-average

level of perceived stigmatization.

Additionally, the relationships of patients with their close others were found to be
associated with psychosocial variables irrespective of disease severity. Findings
indicated that HS patients experience negative outcomes following diagnosis,
regardless of their disease severity, which may lead to psychological distress. Despite
the severity of HS, the condition remains under-recognized, and support structures for
patients are lacking. Kirby et al. (2023) highlighted the ongoing frustration patients
face in managing HS due to these gaps. For a life-defining disease like HS and to
mitigate or eliminate the negative impacts associated with it, self-management

competency is of utmost importance (Mann et al., 2023).

Although basic educational programs and support groups are commonly implemented
in countries like the USA, the importance of HS care may be underestimated.
Unfortunately, this underestimation is also observed in Turkiye. This study
emphasized the importance of helping HS patients become experts in managing their
disease to improve their daily lives and outcomes. The researchers suggested that
introducing supportive measures, such as a specialized HS application designed to
assess individual patient needs and develop personalized care plans, could be one
approach to enhance patients’ self-management skills to manage their disease process.
In this context, programs aimed at developing the self-management competency of HS
patients can be implemented to mitigate and eventually eliminate the psychosocial
challenges caused by HS. Also, as our study demonstrated, regardless of gender,

having a romantic partner, or the severity of the disease, HS patients experience
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perceived stigmatization. At this point, it is crucial to develop interventions and
programs aimed at reducing the levels of perceived stigma among patients. When we
look at the literature, we can see that awareness of stigma in dermatology is increasing,
with stigmatization now recognized as a multifaceted issue. There is an urgent need
for the development and assessment of interventions specifically designed to address
the negative impact of stigma on health and well-being. However, evaluating the
effectiveness of broad psychosocial and informational interventions has proven
challenging (Topp et al., 2019). Therefore, it may be more effective to focus on
particular groups that are prone to stigmatization, such as schoolchildren, students, or
healthcare professionals, by tailoring interventions to meet their specific needs (Topp
et al., 2019). Addressing healthcare professionals as a potentially stigmatizing group
is crucial because managing patients with visible chronic skin conditions should
extend beyond physical treatment. In this context, specialized intervention programs
could be developed for both those who have someone close with HS and practicing
healthcare professionals and those currently in medical training for HS, to help reduce
stigma and its associated negative effects for patients. In other respects, there are no
local organizations established for skin conditions, including HS, in our country,
Turkiye. European-based organizations such as the Hidradenitis Suppurativa
European Research Group (HISERG) and the European HS Foundation (EHSF)
provide comprehensive assistance and support to HS patients. The primary
organization encountered in this regard is the "HS Foundation" (2022). This
organization strives to improve the lives of individuals affected by HS, disseminate
the latest HS information for professionals and patients, direct research based on unmet
needs of patients, provide financial support and encouragement for research, and
advocate for better treatment options, easier access to care, improved insurance
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coverage, and patient-centered outcomes in research and drug development. Another
organization, "Hope for HS," founded in 2013 by Angie Parks-Miller and Dr. Melissa
Williams in the United States, is the first face-to-face support group for HS patients,
their families, and caregivers. The activities of the organization initially began at
Henry Ford Hospital in Detroit and continue to operate in many other cities and states
today (HS Foundation, 2022). Also, HS Connect is an organization created to allow
individuals with HS to share their stories, ensure their voices are heard, and prevent
them from living alone or in silence. It is a patient-centered organization that provides
resources, support, and solutions to HS patients to manage their physical, mental,
emotional, and financial processes. Their objectives include correcting misconceptions
about HS, eliminating the stigma surrounding HS, and educating as many people as
possible, including non-specialist dermatologists, surgeons, caregivers, SpPOUSES,
children, partners, parents, family, and friends. Essentially, it is created to allow those
with HS to share their stories, ensure their voices are heard, and prevent them from
living alone or in silence (HS Foundation, 2022). Lastly, the International Association
of Hidradenitis Suppurativa Network, Inc. (iahsn.org) has been advocating for
stakeholders for over nine years, providing education to patients, caregivers, and those
unfamiliar with the disease, and promoting research aimed at finding support and
treatment. Additionally, since its inception, it has provided a community for millions
of people affected by HS. As suggested by the previous research, patients need social
support networks (Howell et al., 2021), to help them overcome negative influences
associated with stigmatization, disease severity and impaired relationships.
Unfortunately, there is no governmental agency or a non-governmental organization
serving HS patients in Turkiye. As a result, we believe that efforts should be made to
establish anorganization in our country that can provide assistance and support to such
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patients. We hope that our study will lead the way in this regard, at least in
understanding the multifaceted impacts of the disease. Lastly, The James Lind
Alliance was established to raise awareness regarding diseases and offer benefits to
patients, healthcare professionals, and caregivers. In this context, HS was identified as
a top ten research priority in 2013 with the question: "What is the impact of HS and
its treatments on patients in terms of physical, psychological, social, financial aspects,
and quality of life?" (Ingram et al., 2014). Consequently, our research tried to answer
half of these questions by examining psychosocial aspects and their effects on HS

patients.

4.5. Suggestions for Future Research

Future quantitative studies could explore patients' experiences from different angles
that we were unable to control, using a larger and more gender-balanced sample. For
example, adding the health locus of control variable to the illness cognition framework
could help understand how patients' cognitions are affected. The Health Locus of
Control Theory (Wallston & Wallston, 1982) states that individuals refer internally
and externally to whether their health status is controlled by themselves. To express it
more clearly, an individual who believes that their health status is under their own
control says, "I am the one directly responsible for my health," and this is referred to
as the internal locus of control. On the other hand, an individual who believes that their
health status is not under their control and is solely dependent on fate says, "Whether
I am healthy or not is a matter of luck, and there is nothing I can do about it"; this is
referred to as external locus of control. Examining the connection between individuals'
beliefs and perceptions about their illnesses and psychological impairment (Pavon

Blanco et al., 2018), individuals with an external locus of control may deeply
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experience a sense of helplessness because they believe they cannot control their
illnesses. In the current study, we did not control for health locus of control, but in
future research, this theory could be included to discuss how it affects illness
cognition; because previous study found that patients' beliefs and perceptions about
their illness were more closely related to psychosocial impairment than the clinical
severity of the disease (Pavon Blanco et al., 2018). Consequently, physicians can target
these negative perceptions and emotions to improve patients' psychosocial well-being

in future studies.

Additionally, investigating the intensity and variety of physical symptoms could
provide insights into their impact on patients' well-being. Through these examinations,
intervention programs could be developed to make way for patients' outcomes; for
instance, determining how different physical symptoms and health locus of control of

the patients predict psychological well-being.
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B. INFORMED CONSENT FORM

Arastirmaya Goniillii Katilm Formu
Bu arastirma, ODTU Psikoloji Boliimii Sosyal Psikoloji Yiiksek lisans dgrencisi Ars.
Gor. Berfin Gokkaya tarafindan yiiksek lisans tezi kapsaminda Dr. Ogr. Uyesi Leman
Korkmaz danigmanliginda yiiriitiilmektedir. Bu form sizi arastirma kosullar1 hakkinda

bilgilendirmek adina hazirlanmustir.
Calismanin Amaci Nedir?

Arastirmanin amaci, Hidradenitis Suppurativa tanis1 almig bireylerin hastalik

strecindeki deneyimlerini incelemektir.
Bize Nasil Yardimc1 Olmamz Isteyecegiz?

Arastirmaya katilmay1 kabul ederseniz, sizden beklenen, ankette yer alan bir dizi

soruyu yanitlamanizdir. Bu ¢alismaya katilim ortalama olarak 25 dakika stirmektedir.
Sizden Topladigimiz Bilgileri Nasil Kullanacagiz?

Aragtirmaya katiliminiz tamamen goniilliiliik esasina dayanmaktadir. Ankette, sizden
kimlik veya kurum belirleyici hicbir bilgi istenmemektedir. Cevaplariniz tamamiyla
gizli tutulacak, sadece arastirmacilar tarafindan degerlendirilecektir. Katilimcilardan
elde edilecek bilgiler toplu halde degerlendirilecek ve bilimsel amagli kullanilacaktir.
Sagladiginiz veriler goniillii katilim formlarinda toplanan kimlik bilgileri ile

eslestirilmeyecektir.
Katilimimizla ilgili bilmeniz gerekenler:

Anket, genel olarak kisisel rahatsizlik verecek sorular icermemektedir. Ancak,
katilim sirasinda sorulardan ya da herhangi baska bir nedenden 6tiirii kendinizi
rahatsiz hissederseniz ¢alismay1 yarida birakip ¢ikmakta serbestsiniz. Boyle bir
durumda anketi uygulayan kisiye, anketi tamamlamadigimizi soylemeniz yeterli
olacaktir.

Arastirmayla ilgili daha fazla bilgi almak isterseniz:
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Anket sonunda, bu ¢alismayla ilgili sorulariniz cevaplanacaktir. Bu ¢alismaya
katildiginiz i¢in simdiden tesekkiir ederiz. Calisma hakkinda daha fazla bilgi almak
i¢cin Psikoloji Boliimii 6gretim iiyelerinden Dr. Ogr. Uyesi Leman Korkmaz ya da
Ars. Gor. Berfin Gokkaya ile iletisim kurabilirsiniz.

Yukaridaki bilgileri okudum ve bu caliymaya tamamen goniillii olarak
katilyyorum.

(Formu doldurup imzaladiktan sonra uygulayiciya geri veriniz).

Isim-Soyisim Tarih Imza
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C. DEMOGRAPHIC INFORMATION FORM

Demografik Bilgi Formu

% Asagidaki sorularda Hidradenitis Suppurativa hastaligi i¢in “HS” kisaltmasi

N R s O o B S R T s Y s [ e B S 9

O O O 0o o o

kullanilmastir.

Adiniz-Soyadiniz:

Yasiniz:

Cinsiyetiniz:

Kadmn

Erkek

Diger

Sunulan segenekler benim cinsiyet kimligimi yansitmiyor

Kendimi ikili toplumsal cinsiyet sistemi tizerinden tanimlamiyorum

Cevaplamak istemiyorum

Sosyo-ekonomik duzeyiniz:
Alt siif

Alt-orta sinif

Ust-orta smif

Ust simf

Cok yiiksek sinif

Medeni durumunuz:
Bekar
Mliskisi var
Evli
Bosanmis
Esini kaybetmis
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6. Ogrenci misiniz?
1 Evet
] Hayir

(Evet ise) Su anki Egitim durumunuz:
Lise 6grencisiyim.

Yiiksek okul (2 yillik) 6grencisiyim.
Universite (lisans) dgrencisiyim.
Yiiksek lisans 6grencisiyim.

Doktora adayryim.

O o o o o -

Cevaplamak istemiyorum.

(Hayir ise) Tamamladiginiz en yiiksek okul derecesi nedir?
Ilkokul

Ortaokul

Lise

Yuksek okul (2 yillik)

Universite (lisans)

Yiksek lisans

Doktora

O o o o o 0o g ™

Cevaplamak istemiyorum.
7. Kag yasinda HS tanist aldiniz?
8. Kag yildir HS tanisina sahipsiniz?

9. Hastaliginiz hangi seviye olarak belirlendi? (Baslangig, orta, ileri | Hurley I-
[-111)

10. Cekirdek ailenizde (anne, baba, kardes) bildiginiz bir HS ge¢misi var mi1?
(Evet/hayir)
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11.

12.

13.

14.

15.

16.

Genis ailenizde (amca, day1, hala, teyze, biliyiikanne, biiyiikbaba, kuzen,

yegen) bildiginiz bir HS ge¢misi var m1? (Evet/hayir)

Kronik hastaliginiz var m1? (Kanser, tansiyon, diyabet, obezite, Crohn’s, vb.)

Var ise, asagida hangi hastalik/lar oldugunu belirtiniz.

Hastaliginiz i¢in bir tedavi aliyor musunuz? (Evet/hayir) (Bu soruya yanitiniz
evet ise, 14., 15. ve 16. Sorular1 yanitlaymiz. Hayir ise diger dl¢ekleri ¢ozerek
caligmaya devam edebilirsiniz.)

Kag yildir tedavi aliyorsunuz?

Hangi tedavileri aldiniz ya da aliyorsunuz? (Antibiyotik, antiseptik, hormon
tedavisi, ozon tedavisi, yara temizleme, kortizol ignesi, agr1 kesici, agr1 kesici

krem, skarl1 (yaral1) bolge uzaklastirmasi, deri nakli, ameliyat, vb.)

Yanlis tan1 nedeniyle uzayan bir siirece maruz kaldiniz m1? (Evet/hayir)
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D. POSITIVE AND NEGATIVE AFFECT SCHEDULE (KORKMAZ, 2016)

Pozitif ve Negatif Duygu Durum Olgegi

Liitfen son dort haftada yasadiklarinizi diislinliniiz ve buna gore asagida belirtilen
her bir duyguyu son dort haftada yasama sikliginizi 1 (Hi¢/Cok Nadir) ve 5 (Cok

Sik/Daima) arasinda bir se¢im yaparak isaretleyiniz.

Hig/Cok Nadir
Cok Sik/Daima

Nadiren
Ara Sira
Sik Sik

Olumlu

Olumsuz

Iyi
Kotii
Keyifli

Keyifsiz
Mutlu

Uzgiin

© ® N o gl B w N -

Korkmus
10. Neseli
11. Kizgin

12. Halinden memnun
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E. ILLNESS COGNITION QUESTIONNAIRE (AYKUL, 2018)

Hastalik Bilis Anketi

Asagida uzun siireli (kronik) hastalig1 olan kisilerin agiklamalari yer
almaktadir. Liitfen her bir ifadeyi dikkatlice okuduktan sonra 1 (Hig degil) ve 4

(Tamamen) arasinda bir rakam segerek ifadelerin size ne kadar uydugunu belirtiniz.

Hig¢ Degil
Biraz

Biiyiik Olgiide
Tamamen

1. Yapmay1 en ¢ok istedigim seyleri hastaligim nedeniyle

Ozlityorum.

2. Hastaligimla ilgili sorunlar1 halledebilirim.

Hastaligimla yagsamay1 6grendim.

Hastaligimla ugrasmak beni ¢ok giiglii bir insan yapti.

Hastaligim hayatimi kontrol ediyor.

o g B w

Hastaligimdan ¢ok sey 6grendim.

Hastaligim bazi zamanlar beni ise yaramaz hissettiriyor.

Hastaligim hayat1 benim i¢in daha degerli yapti.

9. Hastaligim, gercekten yapmaktan hoslandigim seyi yapmanmu

engelliyor.

10. Hastaligim nedeniyle maruz kaldigim kisitlamalar1 kabul etmeyi

ogrendim.

11. Geriye doniip baktigimda, hastaliimin hayatima ayni1 zamanda

bazi olumlu degisiklikler de getirdigini gorebiliyorum.

12. Hastaligim benim i¢in 6nemli olan her seyde beni kisitliyor.

13. Hastaligimi tamamen kabul edebilirim.

14. Hastaligim kotiiye gitse bile sanirim hastaligimla ilgili

problemleri halledebilirim.

15. Hastaligim beni sik sik ¢aresiz hissettiriyor.

16. Hastaligim hayatta neyin 6nemli oldugunun farkina varmamda

bana yardimet oldu.

17. Hastaligimla etkili bir sekilde basa ¢ikabilirim.

18. Hastaligim bana anin tadin1 ¢ikartmayi ogretti.
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F. PERCEIVED STIGMATIZATION SCALE (AKOGLU ET AL., 2021)

Hidradenitis Suppurativa Hastalar1 icin Algilanan Damgalanma Olgegi
Asagidaki sorulari dikkatlice okuyarak her bir ifadeye ne olciide

katildiginizi/katilmadiginizi isaretleyiniz.

Higbir sekilde | Kismen Cogunlukla | Tamamen

katilmryorum | katiliyorum | katiliyorum | katiliyorum

1 | Cilt hastaligim nedeniyle
insanlarin beni ¢ekici
bulmadigini/bulmayacagini

diisiiniiyorum.

2 | Cilt hastaligim nedeniyle
insanlarin bana dokunmaktan
rahatsiz oldugunu/olacagini

diigiiniiyorum.

3 | Insanlar cilt hastaligimin bulasict

oldugunu/olacagini diisiiniir.

4 | Insanlarin cilt hastaligim
nedeniyle benden uzak
durdugunu/duracagini

diistintiyorum.

5 | Insanlar bazen cilt hastaligimla

ilgili canimi sikan yorumlar

yapiyor.
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G. ASSESSMENT FORM FOR THE IMPACT OF RECEIVING A
DIAGNOSIS OF HIDRADENITIS SUPPURATIVA (HS) ON
RELATIONSHIP WITH CLOSE OTHERS

Hidradenitis Suppurativa (HS) Tamis1 Almamin Yakin iliskiler Uzerindeki

7
A X4

Etkisine Yonelik Degerlendirme Formu

Asagidaki sorular genel yakin iliskilerinizle (aile, sosyal ve romantik)
ilgilidir. Baz1 sorulara yanit “evet/hayir” seklindedir; bu sorularin sonunda
parantez i¢inde “(Evet/hayir)” ibaresi yer almaktadir.

Diger sorular icin, cevaplarinizi size verilen 6lgek iizerinde isaretleyiniz.

HS: Hidradenitis Suppurativa

Asagidaki sorular1 ¢ozerken romantik iliskilerinizi g6z 6niinde bulundurunuz.

Romantik partneriniz var mi? (Evet/hayir.) (Bu soruya yanitiniz hayir ise,
yalnizca 9. ve 10. sorular1 yanitlayiniz.)

HS tanisini iligkinizin baglangicindan 6nce mi aldiniz? (Evet/hayir.)

Hastaliginiz1 partnerinizle paylastiniz mi1? (Evet/hayir.) (Bu soruya yanitiniz
evet ise, 4., 5. ve 6. sorular1 yanitlayiniz. Hayir ise, 6. sorudan devam ediniz.)

HS taniniz1 partnerinizle paylagmak sizin i¢in nasil bir deneyimdi?

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 T 3 [ 4 [ 5 | 6 [ 7 [ 8 | 9

HS tanmiz1 paylastiktan sonra, partnerinizin siirecinize destegini nasil
degerlendirirsiniz?

Cok Cok
Olumsuz NoOtr Olumlu
L1 [ 2 | 3 [ 4 [ 5 | 6 [ 7 | 8 | 9

HS tanis1 almaniz partnerinizle olan iliskinizi genel olarak nasil etkiledi?

Cok Cok
Olumsuz NoOtr Olumlu
L1 [ 2 T 3 [ 4 [ 5 1 6 [ 7 [ 8 | 9 ]
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10.

Partnerinizle aktif bir cinsel yasaminiz var m1? (Evet/hayir.) (Bu soruya
yanitiniz evet ise, yalnizca 8. soruyu yanitlayiniz. Hayir ise, diger olgege

geciniz.)

HS tanis1 almaniz partnerinizle olan cinsel yasaminizi nasil etkiledi?

Cok Cok
Olumsuz Notr Olumlu
Lt | 2 | 3 | 4 | 5 [ 6 [ 7 | 8 | 9 |

HS tanisini almis olmaniz, romantik iliski kurmak adina olas1 girisimlerinizi
nasil etkiledi?

Cok Cok
Olumsuz Notr Olumlu
L v [ 2 [ 3 [ 4 [ s | 6 [ 7 [ 8 [ 9
HS tanis1 aldiktan sonra bir romantik iligkiniz olursa, taninizi partnerinizle

paylasir misiniz? (Evet/hayir.)

Ayrica belirtmek istedikleriniz var ise asagidaki bosluga yazabilirsiniz:

Asagidaki sorular1 ¢ozerken yakin aile bireylerinizi (anne, baba ve kardes/ler)
g6z 6niinde bulundurunuz.

Anneniz hayatta m1? (Evet/hayir.) (Bu soruya yanitiniz hayir ise, 6. sorudan
devam ediniz.)

HS taniniz1 annenizle paylastiniz mi1? (Evet/hayir.) (Bu soruya yanitiniz hayir
ise, 6. sorudan devam ediniz.)

HS tanimiz1 annenizle paylagmak sizin i¢in nasil bir deneyimdi?

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 | 3 [ 4 [ 5 | 6 [ 7 | 8 | 9

HS tanimizi paylastiktan sonra, annenizin siirecinize destegini nasil
degerlendirirsiniz?

Cok Cok
Olumsuz NoOtr Olumlu
L1 [ 2 T 3 [ 4 [ 5 | 6 [ 7 [ 8 | 9 ]

HS tanis1 almaniz annenizle olan iligkinizi genel olarak nasil etkiledi?

Cok Cok
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10.

11.

12.

13.

14.

Olumsuz Notr Olumlu
Lt [ 2 | 3 [ 4 | 5 | 6 [ 7 | 8 | 9 |

Babaniz hayatta m1? (Evet/hayir.) (Bu soruya yanitiniz hayir ise, 11. sorudan
devam ediniz.)

HS tanimiz1 babanizla paylastiniz m1? (Evet/hayir.) (Bu soruya yanitiniz hayir
ise, 10. sorudan devam ediniz.)

HS taninizi babanizla paylasmak sizin i¢in nasil bir deneyimdi?

Gok Cok
Olumsuz Notr Olumlu
L1+ [ 2 | 3 [ 4 | 5 | 6 [ 7 | 8 | 9

HS tanimiz1 paylastiktan sonra, babanizin siirecinize destegini nasil
degerlendirirsiniz?

Cok Cok
Olumsuz Notr Olumlu
L+ [ 2 [ 3 [ 4 [ s [ 6 [ 7 | 8 [ 9
HS tanis1 almaniz babanizla olan iliskinizi genel olarak nasil etkiledi?
Cok Cok
Olumsuz Notr Olumlu
L+ [ 2 [ 3 [ 4 | s [ e [ 7 | 8 [ 9
Kag kardesiniz var? (Kardesiniz yok ise, kalan sorulara yanit vermeyiniz.

Birden fazla kardesiniz varsa, gelecek sorulara kardeslerinizin genel
tepkilerini diislinerek ortalama bir cevap veriniz.)

HS tanimiz1 kardes/lerinizle paylastiniz mi1? (Evet/hayir.) (Bu soruya yanitiniz

hayir ise, yalnizca 15. Soruyu yanitlayip diger dlgege geginiz.)

HS taniniz1 kardes/lerinizle paylagmak sizin i¢in nasil bir deneyimdi?

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 | 3 [ 4 | 5 | 6 [ 7 | 8 | 9

HS taniniz1 paylastiktan sonra, kardes/lerinizin siirecinize destegini nasil
degerlendirirsiniz?

Cok Cok
Olumsuz Notr Olumlu
Lt | 2 | 3 | 4 [ 5 [ 6 [ 7 | 8 | 9 |




15. HS tanis1 almaniz kardes/lerinizle olan iliskinizi genel olarak nasil etkiledi?

Cok Cok
Olumsuz Notr Olumlu
L+ | 2 | 3 | 4 | 5 [ 6 [ 7 | 8 | 9 |

Ayrica belirtmek istedikleriniz var ise asagidaki bosluga yazabilirsiniz:

X/
°e

Asagidaki sorular ¢ozerken yakin arkadas ¢evrenizi goz oniinde
bulundurunuz. “Yakin arkadas” terimiyle her sey hakkinda
konusabileceginiz, saglam giiven bagina sahip oldugunuz, yargilanma
korkusu olmadan kendinizi rahat hissetmenizi saglayacak kisiler
kastedilmistir.

1. HS tanimizi yakin kadin arkadas/larinizla paylastiniz mi1? (Evet/hayir.) (Bu
soruya yanitiniz hayir ise, 4. sorudan devam ediniz.)

2. HS tanmizi yakin kadin arkadas/larinizla paylasmak sizin i¢in nasil bir
deneyimdi?

Cok Cok
Olumsuz Notr Olumlu
L1+ [ 2 | 3 [ 4 | 5 | 6 [ 7 | 8 | 9

3. HS tanmizi paylastiktan sonra, yakin kadin arkadag/larinizin siirecinize
destegini nasil degerlendirirsiniz?

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 T 3 [ 4 [ 5 | 6 [ 7 | 8 | 9

4. HS tanis1 almaniz yakin kadin arkadag/larinizla olan iliskinizi genel olarak
nasil etkiledi?

Cok Cok
Olumsuz NoOtr Olumlu
L1 [ 2 T 3 [ 4 [ 5 | 6 [ 7 [ 8 | 9 ]

5. HS tanmizi yakin erkek arkadas/lariizla paylastiniz mi? (Evet/hayir.) (Bu
soruya yanitiniz hayir ise, yalnizca 8., 9., ve 10. Sorular1 yanitlayiniz.)

6. HS tanimizi yakin erkek arkadas/larinizla paylasmak sizin i¢in nasil bir
deneyimdi?
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10.

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 | 3 [ 4 [ 5 | 6 [ 7 | 8 | 9

HS taniniz1 paylastiktan sonra, yakin erkek arkadas/larinizin siirecinize
destegini nasil degerlendirirsiniz?

Gok Cok
Olumsuz Notr Olumlu
Lt [ 2 | 3 [ 4 | 5 | 6 [ 7 | 8 | 9 |

HS tanis1 almaniz yakin erkek arkadas/larinizla olan iligkinizi genel olarak
nasil etkiledi?

Cok Cok
Olumsuz NoOtr Olumlu
Lt | 2 | 3 [ 4 [ 5 [ 6 [ 7 [ 8 | 9

HS tanist almis olmaniz, arkadaslik kurmak adina olas1 girisimlerinizi nasil
etkiledi?

Cok Cok
Olumsuz NoOtr Olumlu
L1+ [ 2 T 3 [ 4 [ 5 | 6 [ 7 [ 8 | 9

HS tanis1 aldiktan sonra bir arkadaslik kurarsaniz, taninizi arkadasinizla
paylasir misiniz? (Evet/hayir.)

Ayrica belirtmek istedikleriniz var ise asagidaki bosluga yazabilirsiniz:

H. TURKISH SUMMARY / TURKCE OZET

135



GIRIS

1.1.  Genel Giris

Hidradenitis Suppurativa (HS), ter bezleri iceren cilt bolgelerinde terminal folikuler
epitelin bozulmasiyla karakterize, durmaksizin ilerleyen ve hareketsizlige yol acan,
gozle goriiliir, kronik, akintil1 bir cilt hastaligidir (Zouboulis ve ark., 2015). Hastaligin
genel prevalansina bakildiginda, genel niifusun %]1'inin HS'ye sahip oldugu,
kadinlarda %4'e varan daha yiiksek bir prevalans oldugu ve baslangicinin tipik olarak
geng yetiskinlikte ortaya ¢iktigi tahmin edilmektedir (Jemec ve ark., 1996). Hurley
klinik evreleme sistemi, HS hastalarini hastalik siddetine gore {i¢c gruba ayirir: Hurley
I hafif siddeti, Hurley II orta siddeti ve Hurley III siddetli hastaligi temsil eder
(Wieczorek & Walecka, 2018). Goriiniir cilt hastaliklar1 hastalar i¢in yalnizca fiziksel
zorluklar yaratmakla kalmaz, ayn1 zamanda psikososyal refahlar: iizerinde de zararl
bir etkiye sahiptir (Germain ve ark., 2021). Ozellikle HS, hastalarin ruh saghgi
iizerinde derin bir etkiye sahiptir (Phan ve ark., 2020). Psikolojik sikinti, utang
duygular1 (Mac Mahon ve ark., 2020), diisiik yasam kalitesi (Matusiak, 2018), daha
yiiksek depresyon oranlar1 (Onderdijk ve ark., 2013), anksiyete, diisiik benlik saygisi
(Vivar ve Kruse, 2018), cinsel sikint1 (Kurek ve ark., 2012) ve kisisel ve yakin
iliskilerdeki zorluklarla baglantilidir (Mac Mahon ve ark., 2020).

Bu c¢alismada temel amacimiz, arastirmamizi Biyopsikososyal Model (BPSM)
etrafinda sekillendirerek HS'li bireylerin tani sonrasi psikososyal agidan nasil
etkilendiklerini arastirmaktir. HS'yi arastiran ¢alismalar, hastaligin fiziksel etkilerinin
yan1 sira bazi psikolojik ve sosyal yonlerine de deginmelerine ragmen, neden oldugu
psikososyal sorunlar1 genellikle tam olarak ele almamaktadir. Mevcut arastirmalar,
hastalik duygusal durumu etkilerken, hastalarin ayn1 zamanda damgalanma (Revuz,
2015) ve karsilastiklar1 zorluklar nedeniyle yakin iliskilerde bozulma (Mac Mahon ve
ark., 2020) ile kars1 karsiya kaldiklarim1 ve onemli fiziksel, psikolojik, sosyal ve
duygusal sikintilar yasadiklarin1 gostermektedir. Dahasi, hastalarin yasadig1 zorluklar
hastaligin siddetine gore degigsmektedir.

Ornegin, yillar iginde yapilan ¢aligmalar, HS hastalarinin psikolojik iyilik halinin
hastalik siddetinden bagimsiz olarak etkilendigini kanitlamistir (Alavi vd., 2017;
Senthilnathan vd., 2019), bu da hastalik siddeti diisiik olsa bile HS hastalarinin genel
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duygusal durumunun hala etkilendigini gostermektedir. Damgalama acisindan,
hastalik siddeti ve HS'ye bagh koti ruh sagligi, algilanan damgalamay1
ongormektedir; daha yiiksek hastalik siddeti, daha fazla algilanan damgalama ile
baglantilidir. (Akoglu ve ark., 2021). Literatiir, yalnizca hastalik siddeti ile psikolojik
ve sosyal degiskenler arasindaki iliskiye degil, ayn1 zamanda psikolojik ve sosyal
degiskenlerin kendi aralarindaki iligkilere dair bulgular da igermektedir. Literatiirde
vurgulandig1 iizere, damgalama, sosyal etkilesimler, psikolojik iyi olma hali ve
davranigsal tepkiler gibi cesitli siirecleri kotiilestirerek veya engelleyerek hastalarin
sagligint  olumsuz yonde etkilemekte ve boylece sagliklarim1 daha da
kotiilestirmektedir (Hatzenbuehler ve ark., 2013). Algilanan damgalama, cilt
rahatsizliklar1 olan bireyler {izerinde 6nemli bir psikososyal yiik olugturmaktadir.

Yakin iliskilere baktigimizda, katilimcilarin %71,4'i HS'nin iligkilerini olumsuz
etkiledigini bildirmistir (Howells, 2021); ve onceki ¢aligmalar, hastalarin kisisel ve
yakin iligkilerinde koétiilesmeden muzdarip oldugunu gostermistir (Mac Mahon ve
ark., 2020). Bu ¢aligmalar HS hastalarinin sirasiyla iyi olma halini, damgalanmay1 ve
iligkileri {izerindeki genel etkiyi incelemis olsa da hastalarin hastalik bilislerini,
hastalik bilisinin iyi olma hali ve damgalanma ile iliskisini veya hastalarin ¢esitli iliski
tiirlerini incelememistir. Ayrica, hi¢bir calisma hastalarin iliskilerini ailevi, sosyal ve
romantik kategorilere ayirarak analiz etmemistir. Calismamizda, Biyopsikososyal
model ¢ercevesinde, biyolojik (hastalik siddeti), psikolojik (iyi olus ve hastalik bilisi)
ve sosyal (algilanan damgalanma ve anneler, babalar, kardesler, romantik partnerler
ve kadin/erkek arkadaglar dahil olmak iizere yakin diger kisilerle iligkiler) bilesenler

arasindaki iligkileri arastirtyoruz.

1.1.1. Hidradenitis Suppurativa (HS) nedir?

HS, genellikle ergenlik doneminden sonra ortaya ¢ikan ve apokrin bez bdlgelerini
tutan kronik, tekrarlayan, zayiflatic1 ve goriiniir bir deri hastaligidir (Howells ve ark.,
2021). HS, kil folikiillerinin tikanmas ile kendini gosterir (Alotaibi, 2024). Hastaligin
prevalansi kiiresel popiilasyonda %0,05 ile %4,1 arasinda degismektedir (Ingram,
2020). Degisen prevalans oranlari, Tiirkiye'de hastaliktan etkilenen yaklasik 400.000

kisi oldugu sonucuna varmamiza neden olmustur.
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Yiiksel ve Basim (2020) tarafindan Tiirkiye'de yapilan bir ¢alismada, HS tanis1 konan
208 hastanin kayitlar1 incelenmistir. Bu vakalarin %68,3'i erkek, %31,7'si kadin

olarak sonuglanmustir.

1.2. Teorik Cerceve: Biyopsikososyal Model

Biyopsikososyal (BPS) model, klinik uygulamalarda bir rehber olarak kabul edilmekte
ve saglik ve hastalik kavramlarinin biyolojik, psikolojik ve sosyal faktorlerin
etkilesiminden ortaya ¢iktigini ileri siirmektedir. Calismamizi BPS Modeli etrafinda

sekillendirdik.

1.2.1. Mevcut Calismadaki BPS Modelinin Biyolojik Bileseni

1.2.1.1.Hastahk Siddeti

Hurley evreleme sistemi hastaligi 3 evreye ayirir. Hurley evre I medikal tedavi ile
iligkilidir, evre II lokal cerrahi ile uyumludur ve evre III genis cerrahi eksizyon ile

uyumludur (Ovadja et al., 2019).

1.2.3. Mevcut Calismada BPS Modelinin Psikolojik Bilesenleri

1.2.3.1. iyi Olus

Iyi olus, bireyin fiziksel, ruhsal ve zihinsel olarak iyi oldugu biitiinciil bir siire¢ olarak
tanimlanmaktadir (Diindar ve Demirli, 2018). Oznel iyi olus, bireyin kendi yasamina
iligkin bilissel ve duyussal degerlendirmelerini iceren ¢ok boyutlu bir kavramdir.
Calismamizda, Diener ve arkadaslarinin (2003) iyi olus kavraminin duyussal (olumlu

ve olumsuz) boyutuna odaklandik.

1.2.3.2. Hastalik Bilisi

Evers ve digerlerine gore (2001) {i¢ temel hastalik bilisi vardir: kabullenme, ¢aresizlik
ve algilanan faydalar. Yazarlara gore caresizlik, hastaligin tiksindirici anlamim
vurgular. Kabullenme, stresoriin olumsuz sonuglarini kabul ederek ve onunla
yasamaya uyum saglayarak bu tiksindirici anlami azaltir ve son olarak Algilanan
faydalar, stresoriin daha olumlu etkilerini vurgulayarak hastalia olumlu bir anlam

yukler.

1.2.3.3. Psikolojik Bilesenler Arasindaki iliski: Iyi Olma Hali ve Hastahk Bilisi
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Hastalarin hastaliklarina 1iliskin bilislerinin iyi olma hallerindeki farkliliklari
aciklamada bir faktér oldugu gercegini (Maes ve Karoly, 2005) akilda tutarak su
hipotezi kurduk:

H1: Daha diisiik caresizlik, daha yiiksek kabul ve algilanan fayda diizeyleri daha
yiiksek iyi olma hali ile iligkili olacaktir.

1.2.4. Mevcut Calismada BPS Modelinin Sosyal Bilesenleri

1.2.4.1. Algilanan Damgalama

“Damgalama” oldukga itibarsizlastiric1 ve asagilayici bir niteliktir (Goffman, 1963).
Algilanan damgalama, bireyin belirli bir durumla ilgili olumsuz tutum ve/veya
uygulamalarin farkinda olmasi anlamina gelir; yani hasta kendisini ¢evresi tarafindan
damgalanmis olarak algilar ve bilisini bu yonde sekillendirir (Van Brakel, 2006).
Ayrica, gizlenebilir damgalanmis kimlikler (CSI), bagkalarindan gizlenebilen ancak
yine de sosyal olarak degersizlestirilen ve olumsuz stereotiplere maruz kalan
kimliklerdir (Quinn & Earnshaw, 2013). Diger goriiniir cilt hastaliklariyla
karsilastirildiginda, HS bir sekilde gizlenebilir goriinmektedir ve bu da bir CSI

oldugunu diisiindiirmektedir.

1.2.4.2. Yakin Digerleri ile iliskiler

HS hastalari, hastaligin yarattig1 fiziksel zorluklar nedeniyle sosyal izolasyonu
deneyimleyebilir; bu da ailevi, romantik iliskilerini ve arkadasliklarin1 olumsuz yonde
etkileyerek ruh sagliklarina zarar verir (Perche ve ark., 2022). Calismalar, hastalarin
%71,4"lintin HS'nin iligkilerini olumsuz etkiledigini (Howells, 2021), kisisel ve yakin
iliskilerde 6nemli dl¢lide bozulma oldugunu bildirdigini gostermistir (Mac Mahon ve
ark., 2020). Calismamizda, {i¢ ana soru ile hastalarin hastaliklarin1 yakinlarina (anne,
baba, kardesler, romantik partner ve erkek/kadin arkadaslar) aciklayip
aciklamadiklarii inceledik. Bu kisilere tanilarin1 agiklamislarsa, bu deneyimi nasil
algiladiklarini, sonug olarak aldiklar1 sosyal destegi ve genel olarak iliskilerinin nasil
etkilendigini arastirdik. Bir hasta teshisini annesine agiklarsa, bu deneyimi olumlu
olarak algilarsa, destek alirsa ve genel iligki iyilesirse, bu “anne ile iyi iligski” i¢in

yuiksek bir puan olarak yansitilmistir.

139



1.3.1. Biyolojik ve Psikolojik Bilesenler Arasindaki iliski

1.3.1.1. Hastalk Siddeti ve Iyi Olus

Aragtirmalar, hastaligin hastalarin fiziksel, sosyal ve iyi olusu lizerinde 6nemli bir
olumsuz etkisi oldugunu gostermistir (Gooderham & Papp, 2015; Wolkenstein et al.,
2007). Yapilan bir ¢alismada, hastaligin ciddiyetine bakilmaksizin, olumlu ve olumsuz
duygulanim puanlar1 hastalar arasinda ¢ok benzerdi ve gruplar arasinda istatistiksel
olarak anlamli bir fark bulunmadi (Hurley I-11-I1I). Aragtirmacilar bu durumu, diisiik
diizeyde HS'nin bile iyi olma haline katkida bulundugu seklinde yorumlamistir

(Senthilnathan vd., 2019). Sonug olarak, hipotezimiz sudur:

H2: Hastaligin ciddiyetine bakilmaksizin, olumlu ve olumsuz duygulanim puanlar

gruplar arasinda benzer olacaktir (Hurley I-11-111).

1.3.1.2. Hastalik Siddeti ve Hastahk Bilisi

Bildigimiz kadartyla literatiirde hastalik bilisi ve HS birlikte calisilmamistir;
dolayistyla ¢aligmamiz bu iliskiyi arastiran ilk ¢alismadir. Bununla birlikte, hastalik
bilisinin, hastalarin birey olarak psikolojik ve fiziksel saglik durumlarindaki
farkliliklar1 hesaba katarak hastaliklarini algilama ve diisiinme bi¢imlerini etkiledigi
gosterilmistir (Evers ve ark., 2001). Iyi olma hali ve hastalik bilisi arasindaki iliskiyi
gdz Oniinde bulundurarak, hastalik siddeti ve hastalik bilisi arasindaki iligkiyi

incelerken soyle bir arastirma sorusu sorduk:

RQ1: Daha yiiksek hastalik siddeti, hastalik bilisinde daha yiiksek ¢aresizlik ve daha

diisiik kabul ve algilanan fayda diizeyleri ile iliskili olacak midir?

1.3.2. Biyolojik ve Sosyal Bilesenler Arasindaki iliski

1.3.2.1. Hastalik Siddeti ve Algilanan Damgalanma

Daha 6nce yiiriitiilen bir ¢alisma, hastalik siddetinin ve HS'ye bagl kotii ruh sagliginin
algilanan damgalanmanin yordayicilar1 oldugunu bulmustur. Hurley Evre III hastalari,
Hurley Evre I hastalarina kiyasla dort kat, Hurley Evre II hastalar ise bes kat daha
fazla damgalanma algisi bildirmistir (Akoglu vd., 2021). Bu 6nceki bulgunun aksine,
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baska bir ¢alismada hastalik siddeti ile algilanan damgalanma arasinda anlamli bir
korelasyon bulunmamistir (Bouazzi ve ark., 2021). Bu bulgularnt gz Oniinde

bulundurarak arastirma sorusunu su sekilde sorduk:

RQ2: Daha yiiksek hastalik siddeti daha yiiksek algilanan damgalama ile iliskili
midir? (Hurley 111 > Hurley Il > Hurley ).

1.3.2.2. Hastahk Siddeti ve Yakin Digerleri ile iliskiler

HS hastalarinin Hurley evreleri arttik¢a, hastalarin yasadigi zorluklarin da artma
egiliminde oldugunu gosteren kanitlar vardir. Hastalarin karsilastigi zorluklardan
kaynaklanan hastalik yiikiiniin artmasi nedeniyle, yasanan psikolojik sikintinin
hastaligin iligkiler iizerindeki etkisini daha da kotiilestirebilecegini ve yakinlarla iyi
iligkiler konusunda diisiik puanlara yol acabilecegini tahmin ediyoruz. Bu nedenle bir

arastirma sorusu sorduk:

RQ3: Diisiik hastalik siddeti seviyeleri, hastalarin yakinlariyla iyi iligkiler kurmastyla
(agiklama, deneyimi olumlu olarak algilama, sosyal destek alma ve genel iliski

kalitesi) iliskili midir?

1.2.5. Psikolojik ve Sosyal Bilesenler Arasindaki Iliski

1.2.5.1. iyi Olus ve Algilanan Damgalanma

Literatiirde romatoid artrit, fibromiyalji, sizofreni, duygudurum ve anksiyete
bozukluklar1 gibi ¢esitli hastaliklarda algilanan damgalanma ile iyi olus arasindaki
iliskiyi inceleyen ¢alismalar bulunmaktadir (Alonso ve ark., 2008; Tesfaw ve ark.,
2020; Van Alboom ve ark., 2021). Tiim bu ¢alismalar, algilanan damgalanma ile iyi
olus arasinda negatif korelasyonel bir iliski bulmustur. Ancak, bildigimiz kadariyla,
hi¢bir calisma HS hastalarinda bu iliskiyi dogrudan arastirmamistir. Literatiirii goz

onunde bulundurarak hipotezimiz sudur:
H3: Daha yiiksek algilanan damgalanma, diisiik pozitif duygulanim ve yiiksek negatif

duygulanim ile iligkili olacaktir.

1.2.5.2. iyi Olus, Hastalik Bilisi ve Yakin Digerleri ile Iliskiler
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Gizlenen damgalanmig kimlikler, bireylerin ruhsal ve fiziksel refahin1 olumsuz yénde
etkileyebilir. Arastirmalara gore, aciklama yapmanin (disclosure) bireylerin uzun
vadeli iyi olusu tlizerinde sonuglar1 olabilecegi bulunmustur (Chaudoir ve Quinn,
2010). Aciklama sonucunda ortaya ¢ikan olumlu ve destekleyici tepkilerin uzun
vadede olumlu psikolojik faydalar1 olabilir. Bireyler, CSI'larin1 bagkalarina agiklama
gibi zorlu bir karar verdiklerinde desteklendiklerini ve kabul edildiklerini hissederler
(Beals ve ark., 2009). A¢iklama, uzun vadede iyi olma halini iyilestirebilir ve destek
ve kabul duygularini tesvik edebilir (Beals vd., 2009; Chaudoir ve Quinn, 2010).
Onceki calismalar, agiklamaya yonelik destekleyici tepkilerin daha iyi psikolojik iyi
olusla baglantili oldugunu gostermektedir (Quinn & Earnshaw, 2013). Literatiirdeki

bulgular1 g6z 6niinde bulundurarak su hipotezi 6ne stirdiik:

H4: Yakin diger kisilerle (anne, baba, kardesler, romantik partnerler, kiz/erkek
arkadaslar) iyi bir iligkiye sahip olmak (daha yiiksek puanlar yakin diger kisilerle daha
iyi bir iligkiye karsilik gelecektir) daha yiiksek iyi olus, algilanan faydalarin artmasi
ve kabul gérmenin yani sira ¢aresizlik ve algilanan damgalanmanin azalmasiyla iliskili
olacaktir.

Arastirmamizda, Ozellikle katilimcilarin agiklama deneyimleri, kaginin teshisini
annesine, babasina, kardesine, romantik partnerine ve arkadaslarina acikladigi ve
kacinin agiklamadigi gibi ¢esitli degiskenleri arastirdik. Ayrica cinsiyet farkliliklarini,
romantik bir partnere sahip olma iliskisini ve mevcut bir partneri olmayan hastalarin
tanilarin1 gelecekteki bir partnere veya yeni bir arkadasa agiklayip agiklamayacaklarin

da inceledik.

1.2.5.3. Romantik ve Cinsel iliskiler

Onceki calismalar, saglikli kontrollerle karsilastirildiginda, HS hastalarinin cinsel
partner olarak kendilerini daha az kabul edilebilir hissettiklerini, cinsel yagsamlarindan
daha az keyif aldiklarini ve daha diisiik diizeyde cinsel saglik yasadiklarini gdstermistir
(Andersen vd., 2020; Janse vd., 2017). Kadin hastalarin %94,3'ii ve erkek hastalarin
%80,8'1 HS'nin iligki kurma veya cinsel faaliyetlerde bulunma sanslarini olumsuz
etkiledigine inanmaktadir (Cuenca-Barrales & Molina-Leyva, 2020). Literatirde
bulunan sonuglar goz 6niine alindiginda, hastalarin tan1 sonrasi cinsel yasamlarinin

olumsuz etkilenecegi hipotezini kurduk.
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H5: Hastalarin tan1 sonrasi cinsel yasamlar1 olumsuz etkilenecektir.

1.2.6. Caliymamn Literatiire Katkisi

Mevcut ¢alismanin 6nemi, HS'nin hastalar iizerindeki psikolojik ve sosyal etkilerini
dikkate almasinda yatmaktadir. Bildigimiz kadariyla, hastalarin iyi olma halini,
hastalik bilislerini, algilanan damgalanmay1 ve yakinlariyla iligkilerini ayr1 ayri
inceleyen ve ayni zamanda bu degiskenlerin hastaliklarinin siddetine gore nasil
degistigini aragtiran bir ¢aligma bulunmamaktadir. HS'ye 6zel bir vurgu yaparak,
cesitli kronik ve goriiniir cilt rahatsizliklar1 olan bireylerin siireclerine odaklanan

gelecekteki aragtirmalara 151k tutmay1 amagliyoruz.

2. YONTEM

2.1. Katihmeilar

Katilimecilar, Hidradenitis Suppurativa tanist almis 17 yas tstii 70 erkek ve kadin
bireyden olusmaktadir. Katilimcilara sosyal medya platformlari ve Selguk Universitesi

Dermatoloji Klinigi araciligtyla ulagilmistir.

2.2. Olgim Aragclar

Arastirmada kullanilan 6l¢ekler asagidaki gibidir: Demografik Bilgi Formu, Pozitif ve
Negatif Duygulanim Olgegi (Diener vd., 2009; Korkmaz, 2016), Hastalik Bilisi Olcegi
(Aykul, 2018; Evers vd., 2001), Algilanan Damgalanma Olgegi (Akoglu vd., 2021;
Evers vd., 2007) ve Hidradenitis Suppurativa (HS) Tanis1 Almanin Yakin Cevreyle

Iliskilere Etkisini Degerlendirme Formu.

3. SONUCLAR

3.1. Demografik Ozellikler ve Ana Cahsma Degiskenleri icin Tammlayici
Istatistikler

Katilimeilarin yaslar1 17 ile 61 arasinda degismektedir. Katilimcilarin ¢ogunlugu
erkek hastalardan olusmaktadir. Katilimcilarin ¢ogu orta sinifa mensup oldugunu
belirtmistir. Cok az katilimci kendini 6grenci olarak tanimlamigtir. Medeni durum

acisindan katilimcilarin 44 bir iliski i¢inde, 26's1 ise bekardir.
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Birincil c¢alisma degiskenleri i¢in tanimlayict istatistikler hesaplanmistir. Bu
degiskenler i¢in ortalama, standart sapma ve puan aralig1, tanimlayici genel bakisin bir

pargasi olarak verilmisgtir.

3.2. Klinik Sunum icin Tanimlayic1 Istatistikler: Tam, Hastalik Siddeti, Aile
Gecmisi, Komorbiditeler ve Tedaviler

Ortalama tani yas1 23,9'dur. Katilimeilarin %68,6's1 yanlis tan1 veya gecikmis tani
nedeniyle uzamis siirecler yasamistir. 13 hastaya Hurley evre I, 26 hastaya Hurley evre
IT ve 31 hastaya Hurley evre III tanis1 konulmustur.

En sik goriilen komorbidite diyabet olarak bulunmustur. Hastalarin sadece yarist

tedavi aldigin1 belirtmistir. En yaygin tedavi biyolojik ajan olarak rapor edilmistir.

3.3. Mevcut Calismanin Degiskenleri icin I¢ Tutarhlik Giivenilirlik Analizleri
Mevcut calismada kullanilan 6lgeklerin i¢ tutarliligini degerlendirmek i¢in glivenilirlik

analizleri yapilmstir.

3.4. Yakin Digerleri ile Aciklama icin Kesifsel Analiz
Hastalarin neredeyse tamamu tanilarimi aile tiiyeleri ve romantik partnerlerine

aciklamustir. 70'1 tanilarin1 arkadaslarina aciklamistir.

3.5. Cinsiyet Farkhhklar1 ve Romantik Partnere Sahip Olmaya Iliskin Kesifsel
Analizler

Kadin ve erkek hastalar arasinda, ele alinan higbir degiskende istatistiksel olarak
anlamli bir fark bulunmamistir. Romantik partneri olan hastalar ile romantik partneri
olmayan hastalar arasinda, pozitif ve negatif duygulanim hari¢, c¢alisma

degiskenlerinde istatistiksel olarak anlamli bir fark bulunmamastir.

3.6. Gelecekte iliski Baslatma icin Kesifsel Analizler

Su anda romantik bir partneri olmayan hastalarin ¢ogu gelecekte bir iligki
baglatabilecegini belirtmistir. Hastalarin yarisindan fazlas1 gelecekte bir arkadaslik
baglatabilecegini sdylemistir.

3.7. Calisma Degiskenleri icin Ana Analizler
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Varyans analizi sonuglari, HS hastalarinin hastaliklarinin siddetinden bagimsiz olarak
benzer diizeyde olumlu ve olumsuz duygulanim, caresizlik, kabullenme, algilanan
fayda ve algilanan damgalanma yasadiklarin1 géstermistir. Sonuglar, hastalik siddeti
diizeyleri acgisindan yakin diger kisilerle olan tiim iligkiler i¢in anlamli olmayan bir
etki oldugunu gostermistir. Sonug olarak, yakin diger kisilerle olan ¢esitli iliski tiirleri
iizerinde farkli bir etkiye dair kanitimiz bulunmamaktadir.

Psikolojik ve sosyal bilesenler arasindaki iliskileri ve psikolojik bilesenler arasindaki
iliskiyi degerlendirmek icin bir korelasyon analizi yapilmistir. Diisiik iyi olus ve
yiiksek algilanan damgalanma, daha yiiksek ¢aresizlik ile iliski bulunmustur. Yiiksek
diizeyde iyi olus ve kabul, daha diislik caresizlik ve partnerle iyi iliski ile iliskili
bulunmustur. Yiiksek kabul diizeyi, yiiksek algilanan fayda ve iyi olus ile iliskili
bulunmustur. Iliskiler alaninda, baba ve kadin arkadaslarla iyi iliskiler, daha diisiik
algilanan damgalanma ve caresizlik ile iligkilendirilmistir. Romantik iligkiler
acisindan, partnerle iyi iliski, yliksek kabul, algilanan fayda, iyi olus (pozitif
duygulanim) ve ebeveynlerle iyi iligkiler ile iligkili bulunmustur. Arkadagliklar da
onemli bir rol oynamaktadir. Arkadaslarla iyi iliskinin, daha yiiksek kabul, algilanan

faydalar ve tiim alanlarda iyi iliski ile iliskili oldugu bulunmustur.

3.7.1.1. Hastalarin Cinsel Yasamlar1 Uzerine Analiz
Hastalarin cinsel yasamlarini incelerken, cinsel partneri olan hastalar arasinda tek
orneklem t-testi yapilmis ve hastalarin cinsel yasamlarinin olumsuz etkilendigini

bulunmustur.

4. TARTISMA

Kronik saglik sorunlarinin artmasi, bireylerin yasamlarini bagimsizlik diizeyleri,
giinliik rutinleri, yakin iliskileri ve duygusal iyi oluslar1 dahil olmak iizere gesitli
sekillerde etkilemektedir (Taylor, 2005).

Hastaliklarin psikososyal yonlerinin ele alinmasi, hem hastaliklara uyum saglamada
hem de siiregte ortaya cikabilecek psikolojik sorunlarin onlenmesinde yardimeci
olabilir. Bu anlayisla, ¢alismamiz HS hastalarinin tani sonrast psikososyal
deneyimlerine biyopsikososyal model ¢ercevesinde 151k tutmayi amagladi. Hastalik

siddeti, 1y1 olus, hastalik bilisi, algilanan damgalanma ve yakinlarla iligkiler arasindaki
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iligkileri, ayrica agiklama deneyimi, cinsiyet ve romantik partner farkliliklarini

inceledik.

4.1. Mevcut Calismanin Sonuclarinin Degerlendirilmesi

HS hastalarinin %68,6's1 gecikmis veya yanlis tan1 deneyimlemistir. Tiirkiye'deki aile
hekimlerinin yalnizca 9%23,7'sti HS tamis1 koymada kendine glivenmektedir
(Tsentemeidou ve ark., 2024). HS’nin en erken gorildiigi yasin 12 oldugu
bildirilmistir; bu nedenle cocuk hastalarda HS olasiligini1 goz ard1 etmemek énemlidir.
Hastalarin neredeyse yaris1 Hurley Evre III'te olup, bu oran 6nceki raporlardan daha
yiiksektir (Bettoli ve ark., 2019; Katoulis ve ark., 2017; Isik Mermutlu & Keskinkaya,
2023). Bu durum muhtemelen erken evrelerde gecikmis tani veya yanlis tani
konulmasindan ya da veri toplama donemi ve ¢alismanin yiiriitiildigi spesifik klinik
ile veri toplama siirecine katki saglayan bireylerin katilimindan kaynaklanmaktadir.
Ayni zamanda, hastaligin ileri evrelerindeki hastalar, iyi olus ve saglik siireclerini
etkileyen faktorlere katilim konusunda daha motive olurlar (Murillo, 2019); belki de
bu yiizden ¢aligmaya katilan bireylerin hastalik seviyeleri yiiksekti. Hastalarda en sik
goriilen ek hastalik diyabet olup, bu bulgu literatiirdeki dnceki ¢alismalarla uyumludur
(Bettoli ve ark., 2015; Kimball ve ark., 2018). En yaygin tedavi biyolojik ajanlar olup,
literatlirti destekler niteliktedir (Ballard, 2024). Calismamizda erkek orani daha yuksek
olarak rapor edilmistir.

Kadin ve erkek hastalar arasinda istatistiksel olarak anlamli bir fark bulunmamaistir.
Literatiirde, kadin ve erkek hastalar arasinda belirli farkliliklar bulunmakta; ancak bu
farkliliklar genellikle hastaligin baslangi¢ yas1 ve hastalik siddeti gibi klinik belirtilere
iliskin oldugu goriilmiistiir.

Romantik partneri olan ve olmayan hastalar arasinda, pozitif ve negatif duygulanim
disinda ¢aligma degiskenlerinde istatistiksel olarak anlamli bir fark bulunmamuistir.
Literatiire gore, basarili romantik iliskiler kurmak ve siirdiirmek, bireylerin mental ve
fiziksel sagligina katki saglamakta ve dolayisiyla iyi oluslarini artirmaktadir (DeWall
ve ark., 2011).

Iyi olus ve hastalik bilisi acisindan gruplar (Hurley I-1I-III evreleri) arasinda
istatistiksel olarak anlamli farklilik gézlenmemistir. Mevcut ¢calismadaki HS hastalari,
hastaliklarinin siddetinden bagimsiz olarak benzer diizeyde algilanan damgalanma

deneyimlemistir. Onceki bir ¢alismada, Hurley I evresindeki hastalarda algilanan
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damgalanmanin, Hurley III evresindeki hastalara gore daha diistik oldugu bulunmustur
(Akoglu ve ark., 2021). HS, hareket kabiliyetini kisitlayan, damgalanmaya yol agan
ve yasamin genel akigini bozan bir durumdur. Bu zorluklar, maalesef hastaligin her
evresinde bireylere eslik eder. Belki de hastalarin hastalik seviyesi diisiik olsa bile
yasadiklar1 olumsuzluklar nedeniyle, her seviyede damgalanma deneyimlemektedir.
HS hastalarmin farkli iligki tiirleri (anne, baba, kardesler, romantik partner,
kadin/erkek arkadaslarla iligkiler), hastalik siddetinden bagimsiz olarak tani sonrasi
benzer sekilde etkilenmistir. ‘Hasta olmak,’ hastali§in siddetinden daha belirgin hale
gelebilir.

Sonuglarimiza gore, yiiksek iyi olus ve kabul, daha diisiik c¢aresizlik ve ozellikle
partnerlerle iyi iliskilerle iliskilidir. Yiiksek kabul, daha yiiksek algilanan fayda ve iyi
olus ile baglantiliyken, diisiik iyi olus ve yiiksek algilanan damgalanma, artan
caresizlikle iliskilidir. Partnerler, ebeveynler ve arkadaslarla iyi iliskiler, tutarli bir
sekilde diisiik algilanan damgalanma, yiiksek kabul ve algilanan fayda ile baglantilidir.
Sosyal iligkiler ve saglik iizerine yapilan arastirmalar, olumlu sosyal baglantilarin
(6rnegin, sosyal destek) iyi olusu olumlu etkiledigini gostermektedir. Cok sayida
caligma, sosyal destegin ve olumlu sosyal iliskilerin zihinsel, fiziksel saglik ve 6znel
iy1 olus lizerinde olumlu etkileri oldugunu gostermektedir (Nguyen ve ark., 2015).
Anlam yaratma alanindaki farkli bir arastirma alaninda; zorlu olaylar ve durumlar
yasandiktan sonra bireyler anlam yaratmaya c¢alisir ve bu siire¢, kimliklerinin olumlu
nitelikler gelistirdigine dair inanglar olusturmalarina yardimer olur (Park, 2010. Bu
streg, kabul ve biiyiime algis1 ve/veya olumlu yasam degisiklikleri gibi ¢ok daha
olumlu psikolojik sonuglarla iligkilidir. Sonug olarak, HS hastalar1 da kosullarindan
algilanan veya gercek faydalar bulup bunlar1 kabul ederek, daha 1yi psikolojik sonuglar
elde edebilir ve yakinlartyla daha iyi iligkiler kurabilir. Calismamizda inceledigimiz
cesitli iligkiler arasinda algilanan damgalanma ve caresizlik ile baba ve kadin
arkadaslarla olan iligkilerin iliskisi sasirtictydi. Belki de Tiirk kiiltiiriiniin etkisiyle ve
onceki ¢alismalarda gosterildigi gibi, annelerin her durumda ¢ocuklarina sosyal destek
saglamalarinin beklenmesi olagandir (Oakley, 2022). Fakat bu destek babadan
geldiginde, daha yiiksek ve pozitif bir etki yaratiyor olabilir. Kadin arkadaslar
acisindan ise onlarin rahatlatic1 ve s6zlii destek saglayan yaklagimlarinin hastalarin
kendilerini daha rahat hissetmelerine katkida bulunmus olabilir, bu da bir destek

hissine yol agmis olabilir.
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4.2. Meveut Calismanin Calismanin Simirhliklar:

Veri toplama sosyal medya platformlar1 ve Selcuk Universitesi Dermatoloji Klinigi ile
sinirli kaldi. Birgok hasta katilmadi veya c¢aligmadan cekildi ve bu da kiiglik bir
orneklem boyutuna yol acti. Hastalarla hastane ziyaretleri sirasinda sinirli zaman
nedeniyle anket kisa tutuldu, bu da bir¢cok degiskenin incelenmesini sinirladi. Erkek
hastalarin sayisinin fazla olmasi, bulgularin kadin ve kendini ikili cinsiyet

kategorilerinin i¢inde tanimlamayan hastalara genellenebilirligini sinirlayabilir.

4.3. Mevcut Calismanin Calismanin Giiclii Yonleri

Calismamizin gii¢lii yonii olarak, BPS modeli kullanarak HS hastalarinin tani sonrasi
donemdeki deneyimlerini psikososyal bir perspektiften ele aldik. Arastirmamizi
korelasyonel ve kesifsel bir sekilde yiiriittiikk. Ayrica hastalarin iligkilerine biiyiik dnem

verdik ve arastirmamizi literatiiriin aksine nicel olarak gergeklestirdik.

4.4. Pratik Cikarimlar

HS gibi yasami tanimlayan bir hastalik i¢in ve bununla iliskili olumsuz etkileri ortadan
kaldirmak adina, 6z yonetim becerisi biiyilkk Onem tasgimaktadir. Hastalarin
hastaliklarin1 yonetme konusunda uzmanlagarak giinliik yasamlarim1 ve sonuglarinm
tyilestirmelerine yardimci olacak egitim ve miidahale programlar1 gelistirilebilir.
Damgalamanin saglik ve 1yi olus tizerindeki olumsuz etkisini ele alacak miidahalelerin
gelistirilmesi ve degerlendirilmesi gerekmektedir. Bu miidahalelerde, bakicilar, saglik
profesyonelleri ve hasta aileleri gibi damgalanmaya egilimli belirli gruplara
odaklanmak daha etkili olabilir (Topp ve ark., 2019).

Son olarak, tilkemiz Tirkiye’de HS dahil deri hastaliklar1 i¢in kurulmus yerel bir
organizasyon bulunmamaktadir. Avrupa’da yalnizca HS hastalarina yonelik kurulan
Avrupa HS Vakfi, Hope for HS ve HS Connect gibi bir¢cok kurulus bulunmasina
ragmen, iilkemizde bu konuda bir eksiklik s6z konusudur. Onceki arastirmalarin da
onerdigi gibi, hastalarin damgalanma, hastalik siddeti ve bozulmus iligkilerle iliskili
olumsuz etkilerin iistesinden gelmelerine yardimci olacak sosyal destek aglarina
ihtiyacglar1 vardir (Howell ve ark., 2021).

Ulkemizde, bu tiir hastalara yardim ve destek saglayabilecek bir organizasyonun

kurulmasi i¢in ¢aba gosterilmesi gerektigine inaniyoruz.
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4.5. Gelecek Calismalar icin Oneriler

Gelecek calismalar, daha biiyiikk ve cinsiyet acisindan dengeli bir 6rneklemle
deneyimleri kesfederek ve saglik kontrol odag: gibi ek degiskenleri icerebilir. Fiziksel
semptomlarin yogunlugu ve ¢esitliliginin arastirilmasi, bunlarin iyi olus ve hastalik
bilisi tizerindeki etkileri hakkinda iggoriiler saglayabilir. Bulgular, hastalarin
sonuglarii iyilestirmek icin miidahale programlarinin gelistirilmesine yardimci
olabilir; drnegin, farkli fiziksel semptomlarin ve hastalarin saglik kontrol odaginin

psikolojik iyi olusu nasil ongordiigii belirlenebilir.
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