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Welcome! 





Reminders

ÅQ&A time at the end after all the speakers

ÅFor webcast viewers, questions can be asked in the chat box

ÅWe welcome general questions but we cannot answer your individual 
health questions 

ÅMoving around



Thank you! 

Dr. Loo



What causes 
hidradenitis suppurativa (HS)?

Dr. Michelle Lowes
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ÅIncyte, Xbiotech- consultant for clinical trials
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How do we make a diagnosis of HS? 

Typical ñlesionsò:

Typical places:

Recurrent:  

Abscess (boils), nodules, tunnels

Armpit, under breasts, groin

Over 6 months

HS is a clinical diagnosis



What does HS look and feel like? 
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2/3 1/4 5%

Pain

Drainage 

Odor

Itch

Scars

Impact on QOL

Professor Gregor Jemec, NEJM, 2012
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Is HS rare? 

Originally classified as a Rare Disease 

HS is actually quite common

Average age of presentation is early 20ôs

Takes a decade to be diagnosed

Women 

African Americans

~1% of the population have HS worldwide



Why does HS happen where it does?

Hoffman et al, SCMS, 2017
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How do individual HS ñlesionsò develop?

Blockage at top of the hair 

Cyst develops, normal bacteria trapped in cyst 

Bacteria and cells now in the lower part of the skin

Inflammation around hair and deeper skin

Cyst bursts outwards or sideways into skin

Top layer

Support layer

Sweat glands



What starts HS?

Hair follicle blockages

Cysts

Recurrent acute HS 
nodules

Tunnels; may become 
chronic

General inflammation

INITIATION:

Å Structure of hair

Å Apocrine sweat gland 

Å Environment: e.g. cigarette smoking 

Å Genetics

Hoffman et al, SCMS, 2017



Is HS inherited?

Å1/3 of people have a positive family history

ÅA few families have changes in parts of the 
gamma-secretase genes

ÅThis gene complex may have important roles in 
skin health & loss of function may cause 
inflammation



Why does inflammation persist in HS?

Hair follicle blockages

Cysts

Recurrent acute HS 
nodules

Tunnels; may become 
chronic

General inflammation

Immune response is very strong 

but ineffective: ñauto-immuneò

PROGRESSION:

Hoffman et al, SCMS, 2017

What is responsible? bacteria? other cells? 



HS can be more than skin deep

Psychological

Å Impact on Quality of Life

Å Anxiety

Å Depression

Hoffman et al, SCMS, 2017

HS Lesions

Å Nodules and cysts

Å Tunnels

Å Pain 

Å Discharge

Å Scarring

Metabolic

Å Obesity

Å Metabolic Syndrome

Å Heart health



What HS is NOT: 

HS is NOT a primary infection

HS is NOT due to poor hygiene

HS is NOT contagious

HS is NOT due to something you did



HS ïwhatôs new in research?

Publications are increasing 

HSF Danby grants

New NIH/NIAMS funding opportunity for HS

HSFC-Pathway to a Cure-biobank



Thank you! 

Dr. Loo



Thank you!

lowesm@rockefeller.edu

lowesm8@gmail.com



www.hs-symposium.org



Treatment Options 
Hidradenitis Suppurativa 

Assistant Professor of Dermatology
Women College Hospital 
Department of Medicine  

University of Toronto 



Outline

1. What are the main treatment options ?

2. How do antibiotics work?

3. How do immunosuppressive agents work ?

4. What is the role of surgery?

5. What else I can do ?

6. How long is my treatment ?



Gabriel GarcíaMárquez
Colombian novelist and a patient with HS 

What matters in life is not what happens to you but 
what you remember and 
how you remember it.



What are my options?



Different 
presentations 

Personalized 
approach 



Timely treatment makes a difference!

Martorell A, et al. ActasDermosifiliogr. 2016;107 Suppl2:32ς42.
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Courtesy of Eidoncourse 



Pathogenesis 

Hair follicle 
unit  

Immune
system 

Microbes environmental



HS management 

stop smoking 

Pain management 

Weight loss

Wound care
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Why antibiotics?



PUS Infection



HS is not an infection but antibiotics play a role

ÅHigh amount of commensal bacteria in deeper in skin

ÅMultiple organisms

ÅRichness of anaerobic bacteria

ÅUntargeted and well targeted antibiotics

Ring, HC et al. ExpDermatology 2015



Transmission with close contact 

household members, mother to child, 
or intimate partners 



HS management 

stop smoking 

Pain management 

Weight loss
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άkeystone pathogensέ ǘƘŀǘ ŀŎǘƛǾŀǘŜ ǘƘŜ Ƙƻǎǘ ƛƳƳǳƴŜ ǎȅǎǘŜƳ 



Why immunomodulators?
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Surgical techniques 

ÅIncision/Drainage

ÅLimited excision, de-roofing

ÅWide surgical excision

ÅLaser- CO2 and hair removal



Incision and drainage : 100% recurrence 



Deroofing

Courtesy of Dr Van der zee



Courtesy of Dr Van der zee



HS management 
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Mental health support 



What else I can do ?

ÅAvoid triggers 

ÅWeight loss  

ÅAvoid smoking

ÅAntiandrogens

ÅMetformin

ÅRetinoids: comedonal 

ÅPain management: ask for help  



Mental Health Support 



Wound care 
Absorptive, easy to apply, not costly, comfortable



PATIENT 
Medical Internist 

Endocrinologist 

Surgeons 

Occupational 

Therapist

Dermatologist

Dietitian

Physiotherapist 

Clinic Nurses

Plastic 

Surgeon

Radiologist

Social

Worker

Reception-

Secretary 

Gastroenterologist

Pharmacist

Family

Doctor 

Psychiatrist 

Policy makers

family

genetics 



Timely treatment makes a difference!

Martorell A, et al. ActasDermosifiliogr. 2016;107 Suppl2:32ς42.
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Summary

1. What are my main treatment options ?

2. How do antibiotics work?

3. How immunosuppressive agents work?

4. What is the role of surgery?

5. What else I can do ?

6. How long is my treatment ?



The Translational Approach to Chronic 
Skin Disease

Jim Krueger, MD PhD
The Rockefeller University

NY, NY 
jgk@rockefeller.edu



My perspective

ÅIǳƳŀƴ ǎƪƛƴ ƛǎ ǘƘŜ ōƻŘȅΩǎ ōŀǊǊƛŜǊ ǘƻ ǘƘŜ ƻǳǘǎƛŘŜ 
world of microbes (bacteria, viruses, fungi, 
worms, bugs, and other nasty substances)

ÅAs such the skin is a complex tissue that has 
many protective immune functionsτsome are 
άƴŀǘǳǊŀƭέ όƛƴƴŀǘŜ ƛƳƳǳƴƛǘȅύ ŀƴŘ ǎƻƳŜ ŀǊŜ 
άƭŜŀǊƴŜŘ ǿƛǘƘ ŜȄǇƻǎǳǊŜέ όŀŎǉǳƛǊŜŘ ƛƳƳǳƴƛǘȅύ



Alternative Inflammatory States
ÅHomeostasis (normal appearing skin)ςImmune cells 

and molecules are present, but kept in check by the 
άƛƳƳǳƴŜ ǇƻƭƛŎŜέ όƴŜƎŀǘƛǾŜ ǊŜƎǳƭŀǘƻǊǎ ƻǊ ƛƳƳǳƴŜ 
checkpoints). 

ÅInflammation that is transient and then resolves (often 
fighting an infection)

ÅInflammation that persists over time (often seen in skin 
diseases like psoriasis, eczema, and hidradenitis)



Protective vs. Pathogenic Immunity

Protective pathways can cause skin disease when activated persistently.
Causes can be unresolved infections, auto-inflammation,or auto-immunity.



Translational Science Approach
ÅStarts with the recognition that there is a skin disease with 

high need for better treatment
Å Involves a partnership between patients with a disease and 

physician-scientists
Å! ŎƻƳǇƻƴŜƴǘ ƛǎ ά.ŜŘǎƛŘŜ ǘƻ .ŜƴŎƘέ ǊŜǎŜŀǊŎƘ ǿƘŜǊŜ ǇƻǎǎƛōƭŜ 

disease mechanisms are discovered and studied in affected 
skin tissues or blood

Å!ƴƻǘƘŜǊ ŎƻƳǇƻƴŜƴǘ ƛǎ ά.ŜƴŎƘ ǘƻ .ŜŘǎƛŘŜέ ǊŜǎŜŀǊŎƘ ǿƘŜǊŜ 
new possible therapies are tested and studied in clinical 
trials of patients with a specific skin disease



Best example of this approach: 
Psoriasis vulgaris

ÅPsoriasis is a disease that affects 25 million people 
across North America and Europe

Å25 years ago had a small number of effective 
treatments that were available for short-term 
treatment (due to toxicity)

ÅSince, 2003 there has been FDA approval of 11 new 
drugs that treat psoriasis extremely well (good control 
in 90% of patients; no disease in ~50% of patients)



Hawkes JE, Chan TC, Krueger JG. JACI (2017).

Basis for success in psoriasis:  Disease maps of underlying 
immune pathways that can be targeted with specific inhibitors



Does the translational approach work 
in other skin diseases?

Å Atopic eczema or atopic dermatitisςa disease even more common 
than psoriasis and also difficult to treat

Å About a dozen years ago, creation of disease-associated immune 
maps started by Emma Guttmanand collaborators at Rockefeller 
University, then continued at Mt. Sinai Medical Center. 

Å 1 year ago FDA approved first modern drug to treat AD and many 
ά.ŜƴŎƘ ǘƻ .ŜŘǎƛŘŜέ ŎƭƛƴƛŎŀƭ ǘǊƛŀƭǎ ŀǊŜ ǊŜŎŜƴǘƭȅ ŎƻƳǇƭŜǘŜŘ ƻƴ ƛƴ 
progress (including some at Rockefeller University).  This disease is 
about 10 years behind psoriasis, but it is catching up fast for new 
and improved treatments. 



High Efficacy of IL-17 antagonists in 
Phase 3 Studies

ÅSecukinumab(anti-IL-17A) superior to ustekinumabin 
CLEAR study, 87% PASI75 in JUNCTURE study2

ÅIxekizumab(anti-IL-17A) superior to etanercept in 
UNCOVER study, 90% PASI75 in best performing dosing 
group1

ÅBrodalumab(anti-IL-17 Receptor, A subunit) superior to 
ustekinumab in AMAGINE-3 study,3 86% PASI75 in 
AMAGINE-2 Study, best performing dose group4

мΦ Ψ[ƛƭƭȅϥǎ LȄŜƪƛȊǳƳŀō {ǳǇŜǊƛƻǊ ǘƻ 9ǘŀƴŜǊŎŜǇǘ ŀƴŘ tƭŀŎŜōƻ ƛƴ tƘŀǎŜ о tǎƻǊƛŀǎƛǎ {ǘǳŘƛŜǎΩ ǇǊŜǎǎ ǊŜƭŜŀǎŜ ŀǾŀƛƭŀōƭŜ ŀǘΥ  
https://investor.lilly.com/releasedetail.cfm?releaseid=867193. Date accessed: May 2015. 2. Paul C et al. J EurAcadDermatolVenereol. 2014  [Epubahead of 
ǇǊƛƴǘϐΦ оΦΩ !ƳƎŜƴ ŀƴŘ !ǎǘǊŀ½ŜƴŜŎŀ ŀƴƴƻǳƴŎŜ ǇƻǎƛǘƛǾŜ ǊŜǎǳƭǘǎ ŦǊƻƳ ǎŜŎƻƴŘ ǇƛǾƻǘŀƭ tƘŀǎŜ LLL ǎǘǳŘȅ ƻŦ .ǊƻŘŀƭǳƳŀō ƛƴ ǇŀǘƛŜƴǘǎ ǿƛǘh moderate-to-severe plaque 
ǇǎƻǊƛŀǎƛǎΩ ǇǊŜǎǎ ǊŜƭŜŀǎŜΦ !ǾŀƛƭŀōƭŜ ŀǘΥ ƘǘǘǇΥκκǿǿǿΦŀǎǘǊŀȊŜƴŜŎŀΦŎƻƳκaŜŘƛŀκtǊŜǎǎ-releases/Article/11112014--amgen-and-astrazeneca-announce-positive-
ǊŜǎǳƭǘǎΦ Ψ!ƳƎŜƴ ŀƴŘ !ǎǘǊŀ½ŜƴŜŎŀ ŀƴƴƻǳƴŎŜ ǇƻǎƛǘƛǾŜ ǊŜǎǳƭǘǎ ŦǊƻƳ ǘƘƛǊŘ ŀƴŘ Ŧƛƴŀƭ ǇƛǾƻǘŀƭ tƘŀǎŜ LLL ǎǘǳŘȅ ƻŦ .ǊƻŘŀƭǳƳŀō ƛƴ ǇŀǘƛŜntswith moderate-to-severe 
ǇƭŀǉǳŜ ǇǎƻǊƛŀǎƛǎΩ ǇǊŜǎǎ ǊŜƭŜŀǎŜΦ !ǾŀƛƭŀōƭŜ ŀǘΥ ƘǘǘǇΥκκǿǿǿΦŀǎǘǊŀȊŜƴŜŎŀΦŎƻƳκaŜŘƛŀκtǊŜǎǎ-releases/Article/20141125-amgen-and-astrazeneca-positive-results-

Amgen has terminated brodalumabpartnership with AstraZeneca. Brodalumaband ixekizumabare not currently licensed for therapeutic use



What about Hidradenitissuppuritiva(HS)?

Å Now recognized as one of the most important skin diseases lacking 
treatments that will benefit most patients with this disease

Å The Rockefeller Investigative Dermatology Group will begin studies 
in HS within the next 1-2 months with Translational Science 
ŀǇǇǊƻŀŎƘŜǎ ƻŦ ά.ŜƴŎƘ ǘƻ .ŜŘǎƛŘŜέ ŀƴŘ ά.ŜŘǎƛŘŜ ǘƻ .ŜƴŎƘΣέ  
including likely new therapeutic trials by this summer. 

ÅWe welcome your partnership with us in trying to understand, treat 
and maybe one day cure this important skin disease

Å Contact:  jgk@rockefeller.edu



Angie Parks-Miller, CCRP, CWCA
President & Founding Director, Hope for HS

National Coordinator of Advocacy & Support, HS Foundation
Clinical Research Manager, Investigator Initiated Studies, 

Henry Ford Hospital, Department of Dermatology



*The importance of support and advocacy

*Awareness Events

*Resources



*Founded in 2013

*Supported by Henry Ford Hospital, Detroit, MI

*501c3 non-profit organization

*Grown by patient involvement

*Mission to support, advocate, educate and promote research

*Patient and medical community format

Hope for HS



Why a Support Group ? 

*No replacement for human interaction

*Sense of community, sense of belonging

*Validation that only others with HS can provide

*Increase disease awareness through education

*Restore trust between HS Community and Medical Community



*Mental Health

*Relationships ɀintimate / social

*Socioeconomic

*Activities of daily living

HS is a lonely and isolating disease

HS Impacts



Risks of Isolation
Holt-Lunstad, J, et al PerspectPsycholSci.2015 Mar 6

*Increased risk of mortality; over 3,000 subject studied
*Comparable to well established risk factors; i.e.,obesity
*Loneliness = 26% increased risk of mortality
*Social Isolation = 29% increased risk of mortality
*Initial health status impacting stats

65



Increased Suicide Risk 
Thorlaciuset al JID 2018

*Danish registry: 7,732 HS patients / general population over 4 
million

*Increased risk of completed suicide & antidepressant use

*Suicide reported among support groups 

66



Resilience 
Kirby, Butt et al, JAMA Derm, 2017

*Ability to adapt, recover after stress, trauma or 
tragedy

*Higher resilience scores = smaller decrease HRQOL

*Results support resilience moderates depression 

67



*Make connections.Good relationships with close family members, 
friends or others are important. Accepting help and support from those 
who care about you and will listen to you strengthens resilience. Some 
people find that being active in civic groups, faith-based organizations, or 
other local groups provides social support and can help with reclaiming 
hope. Assisting others in their time of need also can benefit the helper.

Cultivate Resilience

http://www.apa.org/helpcenter/road-resilience.aspx



Psychology Today

*Psychology Today is an easy-to-use resource to locate mental 
health professionals in the U.S. and Canada. 

*www.psychologytoday.com

*Recommend search for professionals with chronic pain / sexual 
health experience

*Can search by location, insurance, therapy types, ie; CBT, talk 
therapy, etc

69

http://www.psychologytoday.com/


ADVOCACY 

Change what IS, into what 
SHOULDbe



*Self: YOU are ALWAYSyour best advocate

*Others: trusted family member or friend(s) / 
support system

Advocate ɀWho?



*Self-Advocacy:

-2ÅÆÅÒÓ ÔÏ ÁÎ ÉÎÄÉÖÉÄÕÁÌȭÓ ÁÂÉÌÉÔÙ ÔÏ ÅÆÆÅÃÔÉÖÅÌÙ ÃÏÍÍÕÎÉÃÁÔÅȟ ÃÏÎÖÅÙȟ 
negotiate or assert his or her own interests, desires, needs or rights 

- Involves making informed decisions and taking responsibility for those 
decisions

Self-Advocacy



*Although difficult, it is important to involve others in advocacy

Chinese proverb:

ȰTELLme and I will forget, SHOWÍÅ ÁÎÄ ) ȰÍÁÙȱ ÒÅÍÅÍÂÅÒȟ INVOLVEme 
and I will understandȢȱ

*Involving close family and friends in advocacy builds closer relationships

*Increased awareness

INVOLVE OTHERS



*Educateyourself and those closest to you about HS

- Reliable and verifiable sources of information

- www.hs-foundation.org

- Learn about treatment options, understand the reasons behind each

- participate in support groups, on line or in person

- Continue to participate even if you are feeling well

- Family and friends to participate in awareness activities

Advocate ɀHow?

http://www.hs-foundation.org/


*Be prepared for medical appointments

-Suggestion: Binder with all pertinent records 

- Note book, prepared questions, record answers

- ASK QUESTIONS UNTIL SATISFIED

Be Prepared



*How do you communicate questions outside of an appointment? VERY 
IMPORTANT

*How should you handle a flare after hours, holidays?

*How should you manage pain? What are your options?

*How are comorbidities managed? Example: metabolic syndrome ɀ
endocrinology?

*How are mental health impacts/quality of life impacts managed?

ASK!



*June 4th-10th, 2018 HS 
Awareness Week

Awareness Events



*State Proclamations





4Ï ÄÁÔÅȟ Ϋ 5Ȣ3Ȣ 3ÔÁÔÅ 'ÏÖÅÒÎÏÒȭÓ 
have issued Proclamations











#BringHStoLight



June 9th, 2018







*Super Hero 5 K

*Ann Arbor, MI

*Patients, families, medical community

*Charity partner

*Revenue of over $300

2017




