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A not so hairy situation: managing the 
challenges of hair loss together
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This is what people are afraid of –
being the punchline of someone's joke
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Objective
• How can we stand up for our patients and help them navigate this difficult 

situation
• (While maintaining our own sanity)
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Outline
• Cultural history of hair
• Stigmatization of hair loss
• Physicians’ role in reducing stigma
• Shared decision making
• Patient advocacy groups and support
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What is hair?
• Hair is a protein filament that grows from follicles found in the dermis. 

–Wikipedia
• Hair is made of a tough protein called keratin. - WebMD
• No clear definition in textbooks
• On average, 100-150,000 hairs per scalp
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What is hair? Google “hair”…
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Historically and culturally
• “Hair… has shaped human evolution, social communication, history, industry, 

economics, forensics, and art” (Stenn, 2016)
• "Hair is just there as a product of our biological inheritance; but it cannot be just left 

there. Hair must be dealt with; thus everywhere there is cultural control of hair" 
(Obeyesekere, 1998)
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Cultural history of hair 
• “In 15th century Africa, hairstyles were used to indicate a person’s marital status, 

age, religion, ethnic identity, wealth and rank” (Thompson, 2008)

• In China, traditionally men wore long hair that was bound-up on their scalp. During 
the Qing dynasty (1644-1911), they were required to shave their foreheads and 
maintain a long queue. When the Chinese Republic was established, they 
were required to cut their queue in favor of a more modern appearance. (Cheng, 
1998)
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Hair in modern society
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What is stigma?
• The situation of the individual who is disqualified from full social acceptance 

(Goffman, 1963)
• Two fundamental components: (Dovidio et al, 2003)

1. The recognition of difference based on some distinguishing characteristic or “mark”

2. A consequent devaluation of the person
• Perceived, self, or public stigma (Topp et al, 2019)

• What we think others think of us, what we think of ourselves, and what the public actually 
thinks

• Many skin diseases are stigmatizing, particularly hair loss
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Why discuss stigma and hair loss?
• Stigma explains why hair loss is so difficult for patients
• Creadore et al (2021) reported 27.2% of survey respondents described 

those with alopecia totalis or universalis as “unattractive”, but among those 
who believed the individual had a medical condition, decreased stigma was 
found (including change in perceived masculinity or femininity).

• Moerman (1988) performed a small study also showing that individuals 
found an image of a man with androgenetic alopecia to be less attractive or 
agreeable than the same image with hair.
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Reducing stigma
• Public stigma

• Education
• Awareness
• Increased contact with stigmatized group

• Policy interventions (in some cases)
• Self stigma and perceived stigma

• Counseling
• Skills building

• Symptom relief through biomedical intervention
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Topp J, Andrees V, Weinberger NA, Schäfer I, Sommer R, Mrowietz U, Luck-Sikorski C, Augustin M. Strategies to 
reduce stigma related to visible chronic skin diseases: a systematic review. J Eur Acad Dermatol Venereol. 2019 
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How we can help reduce stigma for our patients
• Validation, but normalization/reassurance
• Providing resources for support – patients may not be ready, but it can be 

helpful to know these resources are available
• Offer options for treatment – objectively
• Offer options for camouflage
• Don’t blame the patient – even when stress is causing their telogen 

effluvium, it is not as if they can help it. Do you ask your lupus patients 
about stressors that might have caused their lupus? Or psoriasis? Alopecia 
areata and other types of alopecia should be treated the same.

• Words matter -
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Shared decision making
• Process by which patient and clinician collaborate to make healthcare 

decisions
• Medical evidence

• Clinician's expertise
• Patient's values, preferences, and circumstances

• Associated with decreased decisional regret in patients with alopecia 
areata

• Lower decisional regret found in patients choosing a JAK inhibitor or no medication.
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17:e223025. 
Simons M, Rapport F, Zurynski Y, Cullis J, Davidson A. What are the links between evidence-based 
medicine and shared decision-making in training programs for junior doctors? A scoping review 
protocol. BMJ Open. 2020 May 12;10(5):e037225.

21

Patient advocacy groups and support groups
• Online, telephone, or in person options
• Limited data in dermatology specifically
• One example – meta-analysis of peer support interventions for depression 

found that peer support groups were reduced depressive symptoms more 
than usual care and that peer support groups were similar to group 
cognitive behavioral therapy

• Another smaller study in multiple sclerosis – found mixed results. 
Individuals did not consistently improve quality of life
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From a patient’s perspective:
• “Finding out about the powerful impact Xeljanz can have on someone with 

Alopecia gave me something I haven’t had for years: hope. Hope that I can 
finally overcome a self-esteem impairing disease that has simply been 
labeled as ‘cosmetic.’”… “I still recall passing by the mirror and gawking. 
Was that a balding old man? Was he the one who clogged the drain after 
every shower? At times, I would run my hand over my rough, patchy scalp 
and cry, mourning the loss of an asset I believed was crucial to my 
femininity, my youth, and my identity. Although some say Alopecia is only a 
cosmetic disease, I was definitely living in a cosmetic world.”… “with the 
discovery of Xeljanz I finally have hope. Hope that I can lounge comfortably 
without worrying if people see me without my wig. Hope that I can publicly 
swim, and sleep, and exercise like every other one of my friends. Hope that 
I can finally take my hair off and be accepted for who I am.”
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Thank you! Feel free to email with 
questions: 
cgoh@mednet.ucla.edu
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