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Hidradenitis suppurativa (HS) is a chronic
inflammatory skin disease that affects physical, social
and emotional aspects of life for people living with
HS (plwHS). Although many plwHS consider pain
the most bothersome symptom, fatigue and sleep
disturbance are underexplored in research and rarely
discussed in clinical practice. This article shares
perspectives from plwHS and people working with
patients, including healthcare professionals (HCPs),
from Europe and North America, on the impact
of HS-related fatigue and sleep disturbance on
quality of life (QolL). Fatigue was described as
a debilitating symptom affecting QolL, with HCPs
often noting that plwHS were unaware of the full
impact of fatigue until treatment improved their HS
symptoms. Sleep disturbance was mainly attributed
to HS-related pain, pruritus and lesion drainage,
with sleep deficits accumulating over time. The
strain of HS impacted personal relationships, with
plwHS expressing less interest in social interactions
or intimate relationships, leading to feelings of
guilt, failure, isolation and reduced self-esteem.
Fatigue and sleep disturbance also affected work
productivity, and consequently, career progression
and financial stability. Recognizing the multifaceted
HS symptoms, providing reasonable adjustments in
the workplace, encouraging open dialogue with HCPs
and measuring fatigue with a validated instrument
could help improve QoL of plwHS.
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Significance

The patient and healthcare professional perspectives
presented in this manuscript provide insights into the
different domains of fatigue that patients experience and
how fatigue and sleep disturbance can profoundly affect
daily functioning, relationships and work productivity,
creating a cycle of physical and emotional exhaustion.
This manuscript also highlights strategies that could help
improve the QoL of people living with HS, such as
recognition of the multifaceted HS symptoms, provision
of reasonable adjustments in the workplace, encouraging
open dialogue with HCPs and measuring fatigue with a
validated instrument.

Hidradenitis suppurativa (HS) is a chronic, painful
inflammatory skin disease that affects physical,
social and emotional aspects of patients’ lives (1, 2).
Historically, outcome measures have relied on lesion
count; however, this does not fully represent the severity
and extent of HS symptoms (3). Regardless of disease
severity, HS can lead to stigmatization, contributing
to isolation and feelings of anxiety and depression (4—
6). Consequently, HS can decrease work ability and
productivity, leading to potential loss of income or
lack of interest in career progression (7). HS can also
harm relationships, including with partners, family and
friends. In addition, HS can affect socializing, going
out in public and participating in hobbies and other
recreational activities (8).

Although pain is the most bothersome symptom for
most people living with HS (plwHS) (9, 10), fatigue
and sleep disturbance are commonplace, underexplored
in research and rarely discussed in clinical practice
(11, 12). The Hidradenitis Suppurativa Core Outcomes
Set International Collaboration (HiSTORIC) identified
fatigue as one of the three most important HS
symptoms, along with pain and drainage (13). The
domains of fatigue (14) affected by HS include general,
physical, mental, reduced motivation and reduced
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activity (11). HS-associated pain and pruritus have also
been shown to correlate with insomnia and sleep quality
(4). Patient advocates across Europe and North America
ranked pain, fatigue and sleep as priority themes
for additional evidence generation to support plwHS.
Fatigue and sleep disturbance are widely recognized in
other immune-mediated diseases, e.g., fatigue in axial
spondyloarthritis and sleep disturbance in urticaria and
atopic dermatitis (15-20). There are also calls for better
education and holistic management of HS, including
measuring fatigue with a validated instrument, to help
improve the quality of life (QoL) of plwHS (4, 21,
22). After a meeting to discuss the key questions and
topics for this article, the 12 authors, which comprise
plwHS and representatives of patient organizations (n =
7) and HCPs from Europe and North America (n = 3),
provided their opinions and perspectives regarding key
themes of HS-related fatigue and sleep disturbance and
their impact on QoL via standardized forms and during
manuscript development.

HS-related fatigue

Fatigue was described as a debilitating symptom
affecting QoL, emphasizing the intensity beyond
physical tiredness to extreme exhaustion.

[Fatigue], for me, is like a silent traveling companion
who accompanies my every step. It is not just a limit,
but a presence that I feel deeply, as if it were walking
alongside me. — Person living with HS

PIwHS attributed fatigue to the physical, mental
and emotional demands of living with HS, including
direct (e.g. pain) and indirect (e.g. sleep disturbance
due to discomfort) symptoms and interventions (e.g.
self-care routines; Fig. 1). PIwHS commented that their
fatigue worsened in the days following execution of
routine tasks that people without HS likely take for
granted. HCPs noted that patients were often unaware
of the full impact of fatigue until HS treatment
improved their symptoms. PIwHS recognized the
general, all-encompassing fatigue that appears ever-
present, describing fatigue as “a background weariness
that never fully goes away.”

Beyond general fatigue, individuals identified

different facets associated with the physical, mental,
reduced motivation and reduced activity domains of
fatigue, which are interlinked in a complex manner.
HCPs also commented that patients experienced all
domains of fatigue, which affected all aspects of
QoL (e.g. accentuated symptoms, affected mood,
reduced enjoyment and ability to engage in recreational
activities).
Physical fatigue. Physical fatigue appears to be the main
facet of fatigue that affects plwHS, making it difficult
to perform daily activities, and at times, leaving them
feeling unable to walk or move because of pain.
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Mental fatigue. PIWHS noted that engaging in
conversations can become overwhelming, concentration
can be diminished, memory and decision-making can be
impaired, and simple tasks often take a longer time to
complete. Fatigue can also make individuals irritable.
Reduced motivation. HS can bring about waves of
frustration, isolation and hopelessness, with plwHS
finding it challenging to start activities they once
enjoyed prior to the onset of disease. This can
compound feelings of self-loathing, as plwHS often
compare themselves with others who are unaffected
by HS. One individual highlighted the importance of
their work in helping them pursue goals and maintain
motivation in their everyday life.

Reduced activity. HS can limit daily activities,
including exercise, due to discomfort, lesion drainage
and lack of energy. PIwWHS may also feel the need
to conserve energy by limiting their engagement in
social/physical activities.

Individuals highlighted that fatigue associated with
a flare-up can compound general feelings of fatigue.
The flare process can take its toll on plwHS; even after
resolution of a flare (i.e. abscess rupture; relief from
pain; and subsequent drainage, odour and pruritus),
general fatigue can persist for days. PIwWHS further
described the wider impact of fatigue on their QoL,
which can limit their independence, enjoyment and
ability to fully engage with the world. They described
the impact as creating an ongoing cycle that made it
more difficult for them to manage their health and enjoy
things they love or be fully present with others. Living
with HS also appears to change a person’s outlook and
approach to life, such as affecting their patience and
tolerance.

Each type of fatigue compounds the other, creating a
cycle that can be difficult to break. — Person living with
HS

My motivation has never diminished professionally,
but it has diminished on other fronts in life. In
particular, I have less patience and am less tolerant in
my private life. — Person living with HS

HS-related sleep disturbance

HCPs commented that most patients reported sleep
problems and that a range of instruments were
used to assess sleep disturbance. Sleep disturbance
is mainly attributed to HS-related pain, pruritus and
lesion drainage, which prevent plwHS from having
deep, restorative sleep. Rather, they tend to have
light, fragmented sleep whereby they do not fully
recharge. This sleep deficit can accumulate over
time. In addition, flare-ups can cause night sweats
or feelings of overheating, adding to the patient’s
discomfort and making it more difficult for them to
stay asleep. PIwHS also commented that tiredness,
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Feelings of exhaustion,
frustration, isolation, anxiety,
and depression

Impacts relationships
with family and friends, Reduced

intimate relationships, QoL
and work productivity

Limits independence,
enjoyment, and ability to
fully engage with the world

Pain

HS-related pain, pruritus,
lesion drainage, and
sleep apnea

Sleep
disturbance

May cause partners to
have disturbed sleep

Physical, mental,
and emotional demands
of living with HS

Fatigue

Indirect impact on partners due to added
responsibilities and emotional support

Physical and mental fatigue,
reduced motivation, and reduced activity
Fig. 1. Impact of fatigue and sleep disturbance on the quality of life (QoL) of people with hidradenitis suppurativa (HS).

mental fatigue and anxiety around potential flare-
ups can affect sleep. Due to the level of pain
from HS, individuals are often forced to sleep in
uncomfortable positions and thus are unable to feel
well rested. Some plwHS mentioned subconscious
pruritus where they are unaware of itching and
scratching that happens during the night until they
wake up to find blood on their hands, clothing and
bedding. Scratching is often a reflex, but it can
irritate the skin further, producing excoriations that
add to discomfort. Sudden overnight lesion drainage
could also cause plwHS to wake and be forced to
change clothing and bedding to remain comfortable.
Some plwHS also commented that menopause
can aggravate fatigue and sleep disturbance. Sleep
disturbance was seen to exacerbate fatigue, thus
creating a continuous cycle of exhaustion. Some
individuals acknowledged comorbid obstructive sleep
apnoea (OSA) as an additional contributor to
restlessness. HCPs remarked that timely diagnosis
of OSA and successful continuous positive airway
pressure therapy can help improve sleep quality and
reduce cardiovascular disease risk.

Worry about HS, [such as] “will this go on
forever?” [and] “will I ever get a break from this
hellish existence?” often disrupted my ability to get
to sleep. The waking ... was compounded by these
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worries when [ did wake during the night (on top
of the pain). I'd often wake (helped by the alarm
clock) thinking “not another day of this! I can't
keep doing this.” — Person living with HS

Psychological impact of fatigue and sleep disturbance

PIwHS and HCPs acknowledged that HS has a
considerable impact on an individual’s psychological
well-being. PIwHS  described being frustrated,
exhausted and tormented by a seemingly endless
cycle of pain and sleep disturbance, which even led
to suicidal ideation. HCPs commented that fatigue
and sleep disturbance could contribute to or worsen
coexisting mental health problems, such as anxiety
and depression.

The domino effect of symptoms on psychological
well-being was evident, with mood particularly being
affected by brain fog (e.g. reduced concentration) and
feeling overwhelmed. HS-related fatigue and sleep
disturbance were felt to undermine people’s resilience,
amplifying their anxiety and perception of vulnerability.
PIwHS felt that fatigue and sleep disturbance were
psychological battles that required them to continuously
review priorities, causing tiredness.

1 am perceived as “useless” about the house (and
this has been expressed to me), which perpetuates
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low self-esteem, poor self-image, and feelings of
guilt 1 already have about myself. — Person living
with HS

1 also have brain fog and have to ensure to write down
tasks, dates, and notes to prevent myself from forgetting or
become overwhelmed. — Person living with HS

Impact of fatigue and sleep disturbance on romantic,
family and social relationships

The strain of HS on partners and families was also
recognized by individuals living with HS and HCPs
because fatigue and sleep disturbance can reduce
energy levels and interest in intimacy and family/social
interactions, potentially leading to isolation. HCPs
commented that a patient’s disturbed sleep can also
negatively affect their partner’s sleep. Some people with
HS express a lack of desire to seek a romantic partner out
of concern for not being able to be physically, mentally
or emotionally intimate with them due to exhaustion
or discomfort, which can compound their loneliness
and sense of isolation. HS can hinder sexual activity,
particularly among individuals affected by HS in intimate
areas of the body. This, alongside other challenges related
to fatigue and sleep disturbance, can be a source of
conflict between plwHS and their partners.

Fatigue often decreases social engagement, leading
to more time spent at home or reduced participation
in activities as a couple. This can affect a partner who
is socially active and create a sense of missed shared
experiences, requiring adaptability and understanding
on both sides. Constant fatigue often limits a person’s
energy available for engaging in family events, playtime
with children or household responsibilities. This can
lead to feelings of guilt or disappointment, especially
if family members rely on them for support or
companionship.

Fatigue may mean needing more help with daily tasks
or that family members additionally act as caregivers.
Although families are often willing to provide support,
this added responsibility can lead to stress or burnout
over time, especially if it is not openly discussed
and managed. Partners can feel the impact of fatigue
indirectly, such as by taking on more household
responsibilities, adjusting plans or offering emotional
support. This dynamic, without clear communication,
can affect the balance in the relationship and lead
to feelings of frustration or concern for a partner’s
well-being. PIWHS also described feeling like failures
for being too tired to effectively support friends and
family. This was particularly evident when individuals
were supporting their children or elderly parents.

Well, your family life suffers just like everything else.
There are celebrations that you can't and don't want to
go to, there are days that all you want to do is lie down
and rest ... there are days that you can't be cooking,
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cleaning, shopping .... You can't contribute the same
amount at home as someone who is healthy... — Person
living with HS

Fatigue can make it challenging to attend casual
meet-ups with friends/social gatherings. People with
HS may cancel plans or decline invitations, leading to
fewer social interactions and feelings of isolation. Social
activities, such as a night out or a family gathering,
require physical and mental energy that fatigue limits.
HCPs report that patients often feel housebound or
trapped at home as they avoid social situations due
to fatigue. Friends and acquaintances may not fully
understand the impact of fatigue or sleep disturbance,
especially if it is invisible. They might see reduced
involvement as disinterest or even feel hurt by frequent
cancellations.

Patients have told me that they have had to
cancel social engagements because they simply do
not have the energy to leave the house. — HCP

PIwHS also spoke about the importance of social
connection and education to help reduce the effects of
fatigue.

Despite these difficulties, some strategies, such
as psychological support, joining patient support
groups, and pain management education, can help
mitigate the effects of fatigue and facilitate social
reintegration. With adequate support, the patient can
learn to live better with the symptoms, identifying
the moments of greatest energy to socialize and
maintaining meaningful relationships with those who
show understanding and openness. — Person living
with HS

Impacts of fatigue and sleep disturbance on working
lives

Fatigue and sleep disturbance can affect work
productivity, and consequently, career progression and
financial stability. The need for rest/recovery from
exhaustion can lead to more frequent absenteeism
and late starts/early departures from work. Disturbed
sleep and fatigue can also increase susceptibility to
illness, further affecting attendance. Chronic fatigue
often diminishes enthusiasm and motivation, making
it challenging to stay engaged with projects or team
activities. This can lead to a lack of initiative or
diminished interest in career development and growth
opportunities. Fatigue can lead to errors, missed
deadlines and lower-quality work, which can affect
overall job performance. Constantly managing fatigue
at work can leave little energy for people’s personal
lives, making it difficult to achieve a healthy work—life
balance. Persistent fatigue, combined with the demands
of work, can lead to burnout—a state of physical,
emotional and mental exhaustion. Burnout can have
long-term effects on well-being and may eventually lead
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to a person leaving their job or needing an extended
recovery period.

[HS can have] ... tremendous negative impact on
work productivity. May lead to presenteeism and prevent
advancement in the workplace, for example. — HCP

It should be noted that not all governments
recognize the condition of disability in people
with hidradenitis and this leads to many of them
losing their jobs since there is no justification for
the decreased productivity or the request for job
adaptation. — Person living with HS

DISCUSSION

Our aim was to gain perspectives from plwHS
and HCPs on the impact of fatigue and sleep
disturbance in HS and their contributions to reduced
QoL. Beyond pain, plwHS commented that fatigue
was the most debilitating symptom, which was
often linked to the physical, mental and emotional
demands of living with HS. HCPs noted that
patients were often unaware of the full impact of
fatigue until HS treatment improved their symptoms.
Beyond general fatigue, physical fatigue was the
main facet that affected a patient’s ability to perform
daily activities, whereas mental fatigue resulted in
individuals feeling overwhelmed and irritable and
having impaired memory, which made it difficult
to process information. Individuals also described
having brain fog, a term that is often used
to describe feeling dissociated and forgetful and
needing to exert excessive cognitive effort across
a range of conditions (23). Furthermore, plwHS
reported having reduced motivation with each facet
of fatigue, compounding others. Fatigue also limited
their independence and ability to fully engage, which
made it more difficult to manage their health.
Although studies have shown that compared with
the general population, plwHS have higher fatigue
scores, awareness of fatigue as a symptom in HS
must be improved (11).

Pain and itch have previously been shown to be
important factors in poor sleep quality in plwHS
(24). HS-related pain, pruritus and lesion drainage
often lead to sleep disturbance, which can be
further affected by HS flares causing night sweats
and leading to fragmented and poor-quality sleep.
Individuals commented that the endless cycle of pain
and sleep disturbance caused feelings of frustration
and exhaustion and had considerable impact on their
well-being. This bidirectional relationship between
physical symptoms and mental well-being underlines
the importance of a holistic and multidisciplinary
treatment approach.

The direct impact of systemic inflammation, beyond
that of disease symptoms like pain or itch, on quality
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of sleep as well as on fatigue has previously been
described (25-27). Future research should investigate
whether fatigue in HS is mediated indirectly via
the sleep disturbance caused through pain, itch and
other HS symptoms or is directly mediated via the
systemic inflammation and circulating cytokines and
other systemic inflammatory mediators characterizing
HS. Fatigue and sleep disturbance are well-known
phenomena in several other immune-mediated, systemic
inflammatory conditions, e.g. axial spondyloarthritis,
inflammatory bowel disease, atopic dermatitis and
urticaria (15-20). Fatigue and sleep disturbance can
be improved via effective treatment of the underlying
condition (28, 29).

Recognition of the impact of fatigue in HS requires
the validation of a pre-existing instrument designed to
measure fatigue or the development of a new HS-
specific fatigue instrument. The HISTORIC has initiated
this process, identifying fatigue and drainage, alongside
pain, as the most important symptoms to measure in HS
(13). A HiSTORIC-supported fatigue instrument for HS
is being developed (30).

The effects on romantic, family and social
relationships were also recognized as leading to feelings
of loneliness and stigmatization, a sense of isolation
and reduced self-esteem, with some patients preferring
to avoid social activities and intimate relationships.
Fatigue and sleep disturbance also affect an individual’s
ability to work and reduce their interest in progressing
their careers, which has financial effects (4, 7). PIwHS
often find it difficult to achieve a healthy work-—life
balance, as fatigue and sleep disturbance prevent them
from engaging in physical activity, which can improve
well-being. A multidisciplinary approach to treatment
and interventions, such as social support and improving
confidence through education on self-management,
could help improve QoL in plwHS who report feelings
of stigmatization or isolation and could benefit those
who are socially anxious (5, 8, 31).

The views expressed in this article are those of the
authors and are not necessarily reflective of the wider
population of plwHS. However, these perspectives
highlight the importance of a person-centred approach
to the management of HS. It is also important to
consider the focused symptoms of fatigue and sleep
disturbance in the whole context of the psychosocial
burden of HS.

In conclusion, HS-related fatigue and sleep
disturbance can profoundly affect daily functioning,
relationships and work productivity, creating a cycle
of physical and emotional exhaustion. Recognizing
the multifaceted HS symptoms, providing reasonable
adjustments in the workplace, encouraging open
dialogue with HCPs and measuring fatigue with a
validated instrument could help improve the QoL of
plwHS.
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