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Purpose: Alopecia areata (AA) is an autoimmune disease characterized by hair loss that has significant psychosocial implications.
This study aims to describe the patient-reported burden of severe AA, coping mechanism and information needs using data from the
multinational AA Patient Satisfaction and Unmet Need Survey.

Patients and Methods: Participants with current or previous >50% scalp hair loss (n = 747) were recruited from 11 countries and
completed a web-based survey that assessed demographics, clinical characteristics, disease burden and psychosocial impact. Data were
stratified according to sex, current age, disease duration and current severity of scalp hair loss.

Results: The mean (SD) age of participants was 43.8 (7.1) years, 55.3% were women, and 63.5% reported AA symptoms within 6
months of diagnosis. Most participants had black or brown hair (88.4%), reported a disease duration of 2 years or more (75.6%) and
had current scalp hair loss of >50% (87.4%). Severe hair loss also extended to eyebrow (46.9%), eyelash (48.7), beard (61.5%) and
body hair (73.2%). Participants commonly reported comorbidities such as anxiety (26.1%), depression (18.1%) and sleep problems
(28.1%). The Dermatology Life Quality Index revealed a severe impact on quality of life; 86.2% of participants scored >10. Mental
health/mood was significantly affected; 55.8% of participants reported a substantial impact. Long-term effects included decreased self-
esteem (32.9%), poor mental health (28.1%) and challenges in day-to-day activities (27.2%). Information needs were centered around
treatment expectations, mental health, and available treatment options. More severe symptoms and a greater daily impact were
reported by women and those with a longer disease duration.

Conclusion: The study emphasizes the substantial burden, including impaired quality of life and psychological well-being, of severe
AA on the lives of surveyed participants. The findings highlight the importance of comprehensive disease management strategies that
address both physical and psychosocial aspects of AA.

Plain language summary: Alopecia areata (AA) is a disease that results in hair loss and can greatly affect quality of life and well-being.
The authors wanted to understand how this condition affects people’s lives and what they need to cope with it. A survey was completed by
adults from 11 different countries who had current or past severe AA. The participants were asked about their demographics, their experiences
with the condition and how it impacted their daily lives. The results showed that AA has a severe impact on their quality of life, including their
mental health and daily activities. Participants also experienced decreased self-esteem and faced challenges in their relationships and daily
routines, and many reported feeling anxious, depressed, and having trouble sleeping. Participants found different ways to cope with their
condition and expressed a need for realistic expectations about treatment results, information about mental health, and treatment options. The
study also found that women and those with a longer duration of AA tended to have more severe symptoms and the impact on their lives was
greater. Overall, this study shows that current or previous episodes of severe AA had a significant impact on people’s lives, including their
mental health and daily activities. It emphasizes the need for information about the condition and treatment options with realistic expectations.
The findings help to better understand the experiences of people with AA and may aid the provision of appropriate support and information.
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Introduction
Alopecia areata (AA) is an inflammatory autoimmune disease characterized by nonscarring hair loss that can range in
severity from small patches to complete hair loss on the scalp and/or body.'*

AA has considerable psychosocial sequelae, negatively impacting quality of life (QoL), and is associated with the
presence of anxiety, depression, and work absenteeism/unemployment.” In fact, the burden of AA extends to all aspects
of life, including stigmatization, low self-esteem, and confidence, and difficulties in relationships (romantic, family, and
friends) and performing daily activities.™*

AA disease management focuses on treatments for hair regrowth, concealment of hair loss, and psychological support.”’ To
date, traditionally used treatments have shown limited efficacy and effectiveness for hair regrowth and many are associated with
safety concerns.™"* Overall, patients and dermatologists considered their experience with commonly used traditional therapies to
be unsatisfactory.>”* There have therefore been numerous calls for more effective treatment options.>'*!" With a greater
understanding of disease pathogenesis, the development of new treatments for AA have been successful and approved.'*!?

In 2022, an oral selective Janus kinase (JAK)1/JAK?2 inhibitor, baricitinib, became the first therapy to be approved by
the European Medicines Agency, and the US Food and Drug Administration for adults with severe AA.'*!3

Previous research has described the broad impact that AA can have beyond hair loss; however, data on the lived
experience of severe AA are more limited.'® To address this gap, the large multinational cross-sectional AA Patient
Satisfaction and Unmet Need Survey was conducted in 11 countries and across three continents.

This analysis describes the patient-reported burden of severe AA, using data from the AA Patient Satisfaction and
Unmet Need Survey.

Materials and Methods
Participants and Setting

Participants were recruited via internet panels from February to April 2023 in 11 countries (Brazil, China, France,
Germany, Italy, Japan, South Korea, the Netherlands, Spain, Sweden, and the United Kingdom). The recruitment goal
was 730 patients. Eligible participants were aged >18 years, with self-reported physician confirmed (dermatologist or, in
Sweden, primary care physician) AA, and self-reported hair loss involving >50% of the scalp (currently or previously).
Participants were excluded if they had ever received a JAK inhibitor for the treatment of AA, or any other condition.

Survey
Data were collected using market research methodology and following all applicable codes of conduct for Market
Research via a web-based, 25-minute cross-sectional survey. The research was conducted in compliance with the
International Council for Harmonisation (ICH) Declaration of Helsinki. The survey was developed in collaboration
with four of the authors who are experts in the management of AA (AB, IFN, JZ, UBP). Survey clarity and under-
standing were checked using three online pilots conducted in English. Ethical approval was not required for this research.
Collected data included patient-reported demographics, clinical characteristics, disease burden, and psychosocial
impact, as well as coping mechanisms, sources of support, and information needs. Participants assessed their severity of
scalp hair loss with the Scalp Hair Assessment Patient-Reported Outcome™ (a 5-point response scale, with higher scores
indicating greater hair loss).'” Existing patient-reported outcome (PRO) measures of current eyebrow loss, eyelash loss,
eye irritation and nail appearance were used by participants to report the severity of AA signs/symptoms beyond scalp
hair loss (4-point scales, with higher scores indicating greater severity hair loss).'® The degree of stubble/beard and body
hair loss (including intimate body hair) was assessed by participants using a similar approach to the existing Scalp Hair
Assessment PRO™ hair loss measures (5-point scales, with higher scores indicating greater hair loss). Participants
assessed their QoL and burden of disease using the Dermatology Life Quality Index (DLQI; 10 questions; range: 0-30,
with higher scores indicating greater impairment of QoL).'*?° A seven-point scale was used to assess the day-to-day
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impact of AA in participants who were receiving a treatment for AA at the time of the survey (1-7), with higher scores
indicating a greater burden. The long-term impact of AA was measured using responses to the question: “How, if at all,
has your life changed as a result of your AA?”. Coping skills were assessed by asking: “Thinking about your AA in the
last 6 months, please select what is helping you cope with your AA”, and information needs were measured by responses
to the question: “What, if any, information or support would you like to have in relation to your AA?”. Details of the
PRO measures for AA signs and symptoms used in the survey are presented in Table S1.

The survey was translated into local languages, as applicable, and validated translations were used for the standar-
dized scales. Hall & Partners Europe Ltd (London) conducted the survey on behalf of the sponsor, Eli Lilly and
Company. Patients provided informed consent to share their health data before participating in the survey and all survey
answers were reported anonymously.

Statistical Analysis

Data from the AA Patient Satisfaction and Unmet Need Survey are presented overall for the 11 countries. In addition,

participants were stratified according to sex (female, male), current age (<40 years, 41-50 years, >50 years), duration of

AA since diagnosis (<2 years, 2—4 years, >4 years), and current severity of scalp hair loss (<50%, 50-94%, >95%).
Data were analyzed descriptively. Continuous variables were described using mean and standard deviation (SD).

Categorical variables were reported as the frequency and percentage within each category. No imputation of missing data

was conducted. Analyses were performed using STATA/SE 13.1 software (StataCorp, College Station, TX 77845, USA).

Results

Demographics and Clinical Characteristics

A total of 747 adults with self-reported severe AA were recruited and completed the survey in Brazil (n = 72), China (n =
90), France (n = 80), Germany (n = 70), Italy (n = 76), Japan (n = 62), South Korea (n = 51), the Netherlands (n = 50),
Spain (n = 71), Sweden (n = 20), and the UK (n = 105).

Demographics and clinical characteristics at the time of data collection are summarized in Table 1 for the overall
population. Baseline characteristics revealed that participants had a mean (SD) age of 43.8 (7.1) years, with 55.3% of
them being women. Natural hair color was self-reported as black or brown (dark, mid, or light) by 88.4% of participants.
The mean (SD) time since being diagnosed with AA was 4.8 (6.3) years and 75.6% of participants reported a time since
diagnosis of >2 years. Most participants (63.5%) reported a duration of symptoms before diagnosis of 6 months, and
initial hair loss developed over a day to a month in 63.9% of participants. At the time of data collection, 87.4% of
participants had current scalp hair loss >50% and moderate to severe levels of eyebrow, eyelash, stubble/beard, and body
hair loss were reported by 46.9%, 48.7%, 61.5% and 73.2% of participants, respectively. In addition, moderate-to-severe
eye irritation and nail symptoms (eg, pitted, rough, brittle or split) were reported by 44.9% and 41.8% of participants,
respectively. Nearly half the participants (47.3%) reported a previous or current medical diagnosis of anxiety, depression,
and/or sleep problems.

Demographics and clinical characteristics of the selected subgroups are presented in Table S2. AA signs and
symptoms were generally more severe in women, in participants aged >50 years, and in those with a disease duration
>4 years than in the other respective comparator groups. Participants with <50% scalp hair loss were more likely to be
men (57.5%) and those with >50% hair loss were more likely to be women (57.6%). Individuals experiencing <50%
scalp hair loss also had fewer moderate or severe AA signs and symptoms, with the exception of stubble/beard hair loss,
compared to those with >50% scalp hair loss. Anxiety, depression and/or sleep problems were reported across the range
of current scalp hair loss severity, anxiety being most common in those with <50% scalp hair loss (34.0%) and sleep
problems showing higher rates in those with >95% scalp hair loss (32.1%). However, the current severity of scalp hair
loss did not appear to greatly affect the negative psychological effects, which were similar across the three scalp hair loss
groups.
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Table | Patient Demographics and Clinical Characteristics of Adults with AA

Overall Population (N = 747)

Demographic data

Mean (SD) age, years 43.8 (7.1)
Sex, n (%)
Female 413 (55.3)
Male 304 (40.7)
Other® 30 (4.0
Ethnicity, n (%)
White/Caucasian 346 (46.3)
Asian (South/East) 277 (37.1)
Other® 124 (16.6)
Hair Color<, n (%)
Black 419 (56.1)
Brown (dark, mid, light) 241 (32.3)
Blonde 87 (11.7)

Clinical characteristics

Mean (SD) DLQI 16.8 (6.0)
Mean (SD) disease duration, years 4.8 (6.3)
Mean (SD) age at time of AA diagnosis, years 39.0 (9.0)
Current AA signs and symptoms, n (%)
Scalp hair loss (250%)¢ 653 (87.4)
Eyebrow hair loss (score 22)° 350 (46.9)
Eyelash hair loss (score 22)° 364 (48.7)
Stubble/beard hair loss (score 23)% 93 (29.8)
Body hair loss (score 23)2 291 (28.9)
Eye irritation (score 22)" 335 (44.8)
Nail damage (score 22)' 312 (41.8)
Psychological medical diagnosis', n (%)
Anxiety 195 (26.1)
Depression 135 (18.1)
Sleep problems 210 (28.1)

Notes: *Participants who selected more than one code were classified as “other”. ®Other
ethnicities included Arab, Middle Eastern, North African, Native American/First Nations,
Alaska Native, Central or South American Indigenous, Hispanic, Latino, Spanish, Native
Hawaiian, Black, African American, Black British, Caribbean, or other. “Other hair color options
were available (red or other), but no participants selected these options. Al participants with
current scalp hair loss <50% reported a previous scalp hair loss 250%. *Scores 22 for eyebrow/
eyelash hair = large gaps/large amount of thinning or no or barely any hair = moderate to severe.
fn = 312. 8Scores 23 for stubble/beard/body hair loss = large amount of hair loss or loss of all hair
in this area = moderate to severe. "Scores 2 for eye irritation = moderate or severe irritation
including itching, stinging, burning, or dryness. 'Scores 22 for nail damage = moderate to
significant damage to fingernails or toenails. /In response to the question: “Have you ever
received a medical diagnosis for any of the following conditions by a physician?”.
Abbreviations: AA, alopecia areata; DLQI, Dermatology Life Quality Index; SD, standard
deviation.

Disease Burden and Psychosocial Impact

The mean (SD) DLQI for the overall population was 16.8 (6.0) (Table 1) and 86.2% of participants reported severe QoL
impairment (DLQI >10) (Figure 1). The impact of AA on daily life was measured in patients receiving AA treatment at
the time of the survey. These participants experienced the greatest impact in mental health/mood, with 55.8% of
participants reporting a substantial impact (score >6) (Figure 2). For all other categories—except the day-to-day impact
of AA on participants’ religious identity—a substantial impact was reported by more than 40% of respondents.
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Figure | Impairment of quality of life: Dermatology Life Quality Index (N = 747).
Notes: DLQI scoring bands: Mild (0-5), Moderate (6—10), Severe (I1-30).
Abbreviations: DLQI, Dermatology Life Quality Index; SD, standard deviation.
Mental health/mood 0 8.7% 25.6% 55.8%

Ability to concentrate 9.7% 26.2% 46.7%
Sleep patterns 11.0% 23.1% 47.7%

Physical health 6.7% 25.6% 50.9%

Ability to exercise 10.6% 23.9% 47.9%

My cultural identity 10.3% 22.5% 47.5%
My religious identity 26% 26.0% 39.4%
My personal identity 9.7% 27.8% 44.8%

No impact at all (1-2 rating) 3 ®=4 =5 mAhugeimpact (6-7 rating)

Figure 2 Day-to-day impact of AA (N = 493)*

Notes: *In response to the question: “Using the rating scale below where | is not impact at all, and 7 is a huge impact, please rate the impact your AA has had on the
following”. Impact scores rated on a 7-point scale (1-7, higher scores indicate greater impairment).

Abbreviation: AA, alopecia areata.

When asked about the long-term burden of AA, most participants (79.9%) reported at least some AA-related impact
on their lives (Figure 3). The most frequently reported long-term effects of AA were decreased self-esteem (32.9%), and
negative impact on mental health (28.1%) and day-to-day activities (27.2%).

My self-esteem has decreased I 32.9 %
My AA has negatively impacted my mental health I 28.1%
My day-to-day activities have been negatively affected I 27.2%
| have had to come to terms with the fact this is a long-term condition GG 24.9%
Has negatively impacted my physical health I 24.0%
| have lost friends/or opportunities to socialise due to my AA I 18.7%
At least one relationship with a partner has been negatively affected IEEEEEEEGEGGGGGGG_G_ 17.8%
| have become a spokesperson/supporter for people living with AA I 17.1%
My AA has negatively impacted my family and friends lives NN 16.2%
| have had suicidal thoughts because of my AA I °.3%
| have questioned whether to have children I 8.2%
My AA has not changed my life at all I 20.1%

Figure 3 Long-term impact® of AA in total population (N = 747).
Notes: “In response to the question: “How, if at all, has your life changed as a result of your AA?” Multiple answers were possible.
Abbreviation: AA, alopecia areata.
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Disease burden and psychosocial impact in the selected subgroups are reported in Table S3. Men had a lower mean
(SD) DLQI of (15.3 [6.0]) than women (17.9 [5.9]). However, in both groups, large proportions of participants had
severely impaired QoL (DLQI >10 in 79.9% of men and 90.6% of women). Severe day-to-day and long-term impacts of
AA were more frequently reported by women than men. Mean (SD) DLQI was similar across age groups (16.6 [5.8]-16.9
[6.0]). Younger participants (aged 40 years) reported a greater impact of AA on most day-to-day dimensions than those
aged 41-50 years or >50 years, but no specific trend could be seen regarding the long-term burden of AA.

Across the three groups defined by disease duration, the mean (SD) DLQI was lower (but still >10) in participants
with a disease duration >4 years (15.6 [6.4]) compared to <2 years (17.8 [5.6]) and 2—4 years (17.2 [5.8]). Among these
three disease duration groups, those with AA for <2 years reported the highest day-to-day impact as well as the greatest
long-term impact of AA. The mean (SD) DLQI was lower in participants with <50% scalp hair loss (14.6 [6.7]) than in
participants with >50% scalp hair loss (16.6 [5.0], 50-94% and 17.6 [6.7] >95% scalp hair loss). Nevertheless, the mean
DLQI was >10 irrespective of current scalp hair loss. The day-to-day impact of AA was generally reported to be
substantial by greater proportions of participants with >95% scalp hair loss than those with 50-94% or <50% scalp hair
loss; no clear trends were seen across the current hair-loss groups for long-term impact of AA.

Coping Mechanisms and Information Needs
Talking to others, particularly to a healthcare professional or other people with AA, and doing exercise or sport, were the
most frequently selected coping mechanisms overall (Table 2).

When asked about the information they would like to have concerning their AA, participants reported that realistic
treatment result expectations (39.1%), AA and mental health (37.5%), and prescription-based treatment options (34.0%)
were their most important needs (Figure 4).

Coping mechanisms and information needs in the selected subgroups are reported in Tables S4 and S5. Overall, men
and women reported different coping mechanisms and information needs. Women reported a much greater need for all
types of information, most notably for online support groups/forums (34.4% vs 26.6%) and information relating to the

Table 2 Coping Mechanisms of Adults with AA*

Coping mechanisms, n (%) Overall population (N = 747)
Talking in person with a healthcare professional 385 (51.5)
Doing exercise or sport 333 (44.6)
Talking online with other people with AA 317 (42.4)
Talking in person with other people with AA 312 (41.8)
Talking to friends and family 253 (33.9)
Using social media channels® 222 (29.7)
Doing more religious activities 132 (17.7)
Wearing wigs 110 (14.7)
Patient organizations 82 (11.0)
Experimenting with make up 59 (7.9)
Increasing my alcohol consumption 41 (5.5)
Using food as comfort 35 (4.7)
Increasing my smoking 32 (43)
Hiding myself away from the world 28 (3.8)
Avoiding exercise or sport 23 (3.1)
Hair loss concealers 21 (2.8)
Acquiring prescription medicines without prescription 16 (2.1)
Increased use of recreational drugs 15 (2.0)
| do not currently use any coping of compensatory strategies for my AA 38 (5.1)

Notes: *In response to the survey question: “Thinking about your AA in the last 6 months please select what is helping you cope
with your AA.” Multiple answers were possible. be.g., Facebook, YouTube, Twitter, etc. In China, eg, WeChat, Red Book, Weibo,
Zhi Hu, etc.

Abbreviation: AA, alopecia areata.
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Realistic treatment result expectations | NNENRNGIGTGTNININININGNGEGEEEEEEEEEEEEEEEEE 39.1%
AA and mental health [INNRNRNEREEEEE 375%
AA treatment options® [ NNENGIGINININGNGNNEEEEEEEEEEEE 34.0%
In-person support groups [ NENGNGNGNGNGEGEEEEEEEEEEEEEEEEE 32.7%
Risk/benefits of different treatments | NNNRNGTININENGEGEGEEGEEEEEEEEEEEEEE 31.1%
Online support groups/forums | NG 30.9%
AA Interventionsc  [NNINGIGIGETEEEEE 05.3%
AA-related conditions | NG 26.2%
Other | 0.3%

| do not want additional information/support regarding my AA | 10.4%

Figure 4 Knowledge needs for adults with AA (N = 747)%

Notes: *In response to the question: “What, if any, information or support would you like to have in relation to your AA?” Multiple answers were possible. °Prescription-
based. “eg, therapies, diet related changes. %eg, depression.

Abbreviation: AA, alopecia areata.

risk/benefits of different treatments (36.1% vs 26.3%). Women were also more likely to talk to other people with AA,
talk to friends and family, get involved with religious or patient organizations, use social media channels, and wear wigs
or experiment with make-up.

Looking at the age subgroups, a greater percentage of participants aged >50 years reported talking in person to others
with AA as a coping mechanism. A smaller proportion of this age group reported talking to friends and family or
healthcare professionals, or using social media, whereas those aged <40 years were more likely than the other age groups
to do exercise or sport or get involved in religious activities or patient organizations. Participants aged 41-50 years were
the least likely to increase their alcohol consumption and most likely to talk online with others with AA. The youngest
age group was most likely to want information related to AA interventions other than prescription-based options.

Talking to others, irrespective of who or the method used, and doing exercise or sport were coping mechanisms less often
selected by participants with a disease duration >4 years in comparison to those with a disease duration of <2 years or 2—4
years. However, in participants with AA for more than 4 years, 37.7% still used exercise and sport to cope. In contrast, a lower
percentage of participants in this group selected increasing alcohol consumption (10.3%) or smoking (8.7%) as coping
strategies. Nevertheless, these numbers were still higher than other disease duration groups. Indeed, more participants with
a disease duration >4 years also reported not using any coping strategies than the other disease duration groups. Participants
with a disease duration <2 years were the least likely to not want additional information or support regarding their AA.

Finally, a higher percentage (49.8%) of participants with >95% scalp hair loss selected talking to other people with
AA as a coping mechanism when compared with the two other groups based on scalp hair loss, 39.1% (scalp hair loss
50-94%) and 25.5% (scalp hair loss <50%). Individuals experiencing <50% scalp hair loss were more inclined to use
food (11.7%) or experiment with makeup (10.6%) and hair loss concealers (4.2%) as coping strategies, when compared
to the other scalp hair loss groups. For all groups of scalp hair loss, talking with others, doing exercise, and using social
media channels were the most frequently selected coping mechanisms. However, information needs were generally
higher in participants with the greatest scalp hair loss across the range of information categories considered.

Discussion

The results of this large multinational survey highlight the substantial burden of disease associated with severe AA
(defined as current or previous >50% scalp hair loss). The characteristics of the overall population are aligned with
findings from previous studies.™'® In our analysis, QoL was severely impaired in most participants (86.2% with DLQI
>10), with a mean DLQI of 16.8 for the overall population. This is similar to the mean DLQI (13.5) reported in another
study that included 300 adults with severe AA (defined as >40% scalp hair loss and >10 patches scattered all over the
body).?! Also previously reported is that patients with AA experience poor QoL, which is associated with a greater extent

22,23

of scalp involvement, and that women experienced a greater impact on QoL than males,”* aligning with our results.
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A diagnosis of anxiety and depression was reported by 26.1% and 18.1% of participants, respectively, and is
comparable to findings of a systematic literature review that reported rates of 27.1% anxiety and 18.9% depression in
patients with AA.?° Indeed, AA has a considerable psychosocial impact,”® as was reported by participants in our survey.
We found that a substantial day-to-day mental health burden of AA was reported by 55.8% of participants. The impact on
mental health or decreased self-esteem were among the most frequently reported long-term effects of AA, reported by
28.1% and 32.9% of participants, respectively. These findings confirm those of an earlier study conducted in adults with
self-reported moderate-to-severe AA (78% with hair loss on more than one-third of the scalp and 22% with hair loss on
less than one-third), which showed a marked impact of AA on self-esteem that did not abate over time.>

Overall, nearly 80% of participants reported at least some AA-related long-term impact on their life, with a negative effect
on day-to-day activities reported as a long-term effect of AA by 27.2% of participants. Of concern, AA showed a negative
impact on all aspects of day-to-day life in patients who were receiving treatment for AA at the time of survey completion,
affecting cultural, religious, and personal identity as well as mental health, physical health, concentration, and sleep. Findings
of another survey involving participants with severe AA (totalis or universalis) suggest that cultural associations with hair and
hair loss are pervasive, and may drive social avoidance and camouflage behaviors in people with AA.*’

Importantly, in this survey, 51.5% of participants reported that talking in person with a healthcare professional helped
them cope. In addition, family members and friends were used as support pillars, as well as other people with AA.
However, healthcare professionals may not (as yet) be as facilitative as patients would like them to be; participants with
AA from the United Kingdom reported in another survey that healthcare professionals failed to offer support. Rather
support was found from family and friends, other people with AA, and patient associations.”” Here it is pertinent to
highlight variations in healthcare systems where there is a limited number of dermatologists, and general practitioners
may not be the most suitable group of professionals to provide adequate information on this specialized disease. That
survey also reported that the Alopecia UK website and the National Alopecia Areata Foundation were valuable sources
of reassurance and information to help reduce isolation and to provide emotional relief.?’ In the present survey, only
11.0% of participants identified a patient organization as an important resource to help them cope with AA, although
online conversations with others with AA were frequently used. In our analysis population, information needs were
primarily related to treatment options and result expectations, as well as mental health.

Of interest, most participants (88.4%) in the survey self-reported black or brown hair color (46.3% were white/
Caucasian). While the exact cause of AA is unknown, several epitopes related to pigment production in melanocytes
have been proposed as potential autoantigens in AA**2° and result in the preferential loss of pigmented hairs.*°

Data were further analyzed according to sex, age, duration since AA diagnosis, and severity of scalp hair loss. The severity
of AA signs, symptoms, and burden tended to be higher in women when contrasted with men. Similar results have been
reported in a previous study, but only in females with an AA diagnosis before age 16 years.?' Participants older than 50 years at
the time of data collection also generally reported more severe AA signs and symptoms. However, the burden of AA tended to
be lower in these older participants than in those aged 50 years or less, although the impact on QoL was substantial (DLQI
>16) across all age groups. Other studies have identified that adults with AA aged between 20 and 50 years are at high risk for
poor QoL and that AA-related healthcare visits peak in those aged 30-59 years.>

The severity of signs and symptoms tended to be higher in participants with a disease duration >4 years in our analysis, but
the highest burden of AA was observed in participants with a disease duration <2 years, possibly reflecting a higher impact of
AA during the active phase of the disease or possibly lower disease acceptance and insufficient coping mechanisms.'”

We found that increasing severity of scalp hair loss was generally associated with greater severity of other AA signs and
symptoms. While the mean DLQI was lower in participants with <50% than those with >50% scalp hair loss at the time of this
survey, all scalp hair loss groups were experiencing a severe impact on their QoL. Not surprisingly, those with >95% scalp hair
loss experienced the greatest day-to-day impact and long-term burden of AA. Importantly, all participants with <50% scalp
hair loss had previously experienced a scalp hair loss of >50%, which may have impacted our findings. Previous studies have
reported conflicting results on the relationship between the severity of hair loss and the burden of AA.'!*?

Subgroups of participants reported different coping mechanisms and information needs. Women tended to talk more with
others who experienced AA, join religious or patient organizations, use social media channels, and wear wigs and make-up.
Participants aged >50 years generally reported fewer information needs than younger participants, and those with a disease
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duration >4 years reported employing fewer coping mechanisms. Participants with a scalp hair loss of >95% tended to enlist
more coping mechanisms than other scalp hair loss categories and had a greater need for information.

This analysis of AA disease burden could contribute to increasing awareness and an understanding of the pressures
that patients with AA experience in daily living, and inform the design of patient-centered care strategies. There is
a growing interest in considering the complexity of personalized care needs when setting patient goals for AA in health
and life, while simultaneously minimizing the burden of disease.*”

On a clinical level, personalized treatment and support options for AA are currently limited by the efficacy, safety, and cost
of traditional therapy.'>** For example, access to camouflaging agents, like wigs, used by many participants in this survey are
often cost-prohibitive and not covered by health insurance plans.** To effectively manage the burden of AA and reduce the
negative stigma associated with AA, additional program development and funding from national organizations will likely be
needed.** On a broad scale, further exploration into AA PROs could help to increase disease advocacy and awareness and
enhance accessibility to tools that facilitate navigating life with AA.** There is also a need to support efficacious, less
burdensome AA treatments that meet the physical, psychological, and psychosocial needs of patients with AA.?

These analyses are subject to the limitations associated with surveys such as the potential for sampling, selection, and
recall bias. Furthermore, the cross-sectional design, the absence of a comparator population, and the descriptive nature of
the analyses do not allow us to conclude on causality and limit the interpretation of some of the results. Other limitations
include the self-reported severity of AA signs and symptoms (although validated instruments have been used for most
assessments), the low number of participants in some participating countries, and the exclusion of patients exposed to
a JAK inhibitor or a biologic drug (previously, or at the time of data collection) for the treatment of AA or any other
condition. At the time the survey was conducted, JAK inhibitors had only recently been approved for the treatment of
severe AA, and it was anticipated that their use would vary significantly across countries. Furthermore, it was not known
whether individuals who had used these drugs may have had different experiences with AA compared to those using
other systemic therapies. Excluding individuals who had taken JAK inhibitors was part of the study design to focus on
a more homogeneous subset of the population and better control for confounding variables. Future studies should further
examine the patient-reported burden of severe AA in patients exposed to JAK inhibitors. Lastly, because the DLQI
method was not created expressly for AA, some of the questions, such as those about itch, pain, and physical activity,
might not be appropriate for evaluating the impact of AA."

Conclusion

Successful long-term management of AA can be improved by understanding the burden of the condition on those
affected. This comprehensive survey provides real-world data on the burden of severe AA collected from a large sample
of adults in 11 countries across three continents. The impact of severe AA reaches far beyond hair loss, and is associated
with severe impairment in QoL and a substantial psychosocial burden regardless of demographic or clinical character-
istics. These results show that severe AA is a condition associated with persistent high unmet medical needs originating
from diverse aspects. To address the persistently high unmet medical needs identified, future strategies could encompass
integrated healthcare models, targeted patient education focusing on treatment expectations and mental health, holistic
support programs beyond conventional medical interventions, advancements in treatment paradigms, and global advo-
cacy efforts. This comprehensive approach aims to mitigate the burden of severe AA and enhance overall well-being,
offering a roadmap for proactive and compassionate disease management.
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