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7.3 years too long: The fight for
awareness of hidradenitis suppurativa

The average diagnostic delay for psoriasis is 1.6 years.' But for those with
hidradenitis suppurativa (HS), it is 7.3 years.'® People with HS have been
misunderstood, wrongly blamed for their disease*and afraid to speak up —

until now.

This work depicts the raw, unfiltered experiences of eight patients across Europe,
each enduring the relentless pain and stigma that comes with HS. Eight voices,
unified into a powerful manifesto. This is not just their story, it’s a call to action, a
demand for change, and a beacon of hope for those still suffering in silence.

From silence to strength,
our story of resilience

Imagine waking up to find your own
body at war with itself. An assault of
abscesses and searing pain, where
the simple act of moving suddenly
becomes an ordeal.

“Why me?”

In a world where perceived beauty
standards are plastered across social
media, a silent struggle persists.

“What did I do to deserve this?”

HS was initially considered a rare
disease.® As many people with HS
have been afraid to speak up, the
voices of those that suffer — people
like us — remain unheard. Whether
brave, afraid, bold or timid, the lack
of awareness of HS has held us back.
Misunderstood by friends and family,
turned away by doctors, we have
lived with years of what comes with
a delayed diagnosis — years of self-
doubt, blame, shame and guilt.

But now our voices shall be
heard.

This is our story. This is our call for
change. These are our words.

“Luckily enough, I was able to
find a dermatologist who knew
about HS ... by then, 16 years had
gone by.”

“I was afraid. Is it contagious, is it
dangerous? Do I have to live with
this for the rest of my life?”

Contagious is far from the true reality
of what HS is — a chronic, recurrent
and unpredictable inflammatory skin
disease. Characterised by painful
flare-ups and lesions that can rupture
and drain, this debilitating condition
profoundly disrupts daily life."®

On average, it takes 7.3 years for people
with HS to receive a diagnosis."-

And it’s not only the physical
symptoms we have to grapple with.

“It's embarrassing, you feel very
isolated and alone.”

“It’s the body you’ve known for
years ... and suddenly you feel ...
removed.”
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Our days can be shaped around
dressing wounds, managing pain —
mornings spent choosing clothing
that hides the true nature of our
condition.

As difficult as it is, HS does not define
us.

“We are more than our disease,
we are people with talents,
capabilities and emotions.”

“I am not hopeless; my
condition is not hopeless, and
improvements are possible.”

“My disease has given me reason
to do good.”

But no one knows HS like we
do.

Patients across Europe are finding
their voice, forming communities, and
are ready to drive the change that
needs to happen to become actively
involved in improving the standard of
care for HS.

From holding seminars to promoting
change by attending key conferences,
education is our advocacy.

“If we configure multidisciplinary
units to deal with HS ... our
psychological issues may be
addressed.”

“Holistic care makes patients
happier and the treatment more
effective.”

“The most basic criterion is the
cooperation between the doctors.”

In Europe, HS affects 1% of the
population, and given the lack of
awareness, this number could be even
higher." Chances are you do know
someone currently struggling with the
condition.

We need you to stand in solidarity
with us, because a 7.3-year diagnostic
delay'? is 7.3 years too many.

It’s time we stop HS falling through
the cracks of our healthcare
system.

Share this with your medical
community, share it in your
practice, share it online.

Together, we can ensure no one with
HS feels misunderstood, isolated or
hopeless.

Together, we can ensure HS is known
and prioritised.

Together, we can make a difference.

A dermatologist’s
perspective

The 7.3-year diagnostic delay for

HS is a glaring indication of how
misunderstood and overlooked this
condition remains.”® This delay leaves
patients suffering not only physically but
emotionally — grappling with isolation,
shame and self-blame. The impact on
their quality of life is profound, as they
endure relentless pain while navigating
a healthcare system that often fails to
recognise their needs.

To combat this, there is a pressing
need for greater awareness and
education among healthcare
professionals. Increased
understanding of HS would lead to
earlier diagnosis, better treatment
decisions and reduced emotional toll
on patients. Multidisciplinary care
models, involving dermatologists,
psychologists and surgeons, should
be the standard for addressing the
complex and multifaceted nature of
HS. Treating the disease holistically,
both physically and emotionally,
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would drastically improve patient
outcomes.

In addition, healthcare professionals
must engage with patient advocacy
and actively involve those living with
HS in shaping care strategies. By
listening to their voices, we not only
empower them but also create a
system that truly meets their needs.
Now is the time to stand in solidarity
with HS patients, to foster awareness
and to ensure no one endures this
painful journey alone.

Together, we will make a difference.
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