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Abstract

Since the emergence of scalp cooling therapy (SCT) for the prevention of chemotherapy-induced alopecia (CIA), support
groups on social media platforms for interested patients have surfaced. Though there are over 20,000 active members across
SCT Facebook groups, little is known about how members use this platform. A 23-question survey was posted in five scalp
cooling Facebook groups, reaching 219 women. Results indicated that these Facebook groups play clear roles in providing
the following: (1) a supportive community for patients, (2) instructions for SCT use, (3) advice regarding insurance coverage
and reimbursement, and (4) recommendations for over-the-counter products for hair loss. Despite reported interest in hair
loss products, only 5% of patients sought medical treatment from dermatologists. Due to group-specific access restrictions,
private Facebook groups provide patients with a protected platform to learn more about SCT from both those with personal
experience and SCT company specialists. Providers may consider recommending these online groups to interested patients
during the scalp cooling counseling process. As patients with CIA express a growing interest in over-the-counter hair, eye-
brow, and eyelash products, it is important for dermatologists to be aware of where their patients obtain recommendations,

and further, if these recommendations have clinical evidence of efficacy.
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Introduction

Patients diagnosed with cancer may turn to social media
platforms while navigating their new medical diagnosis.
Online groups can provide emotional support from people
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going through similar experiences, advice on various can-
cer-related products to use, research updates, and answers
to questions regarding potential treatments and associated
side effects. Patients with breast cancer in particular are
increasingly using these online platforms [1]. A qualitative
study found that online support groups offer safe spaces for
patients to discuss sensitive topics [2]. There is even evi-
dence that engagement with online support systems has posi-
tive effects for patients. A randomized control trial (RCT)
found that breast cancer survivors who receive regular con-
tact on message boards and mailing lists related to breast
cancer survivorship had an improved quality of life (QoL)
score, as evidenced by a lesser degree of depression, stress,
and trauma [3-5].

Hair loss secondary to chemotherapy is a common cause
of distress in patients with cancer. Women cited alopecia as
the single most psychologically upsetting adverse effect of
chemotherapy [6]. Psychological stress secondary to hair
loss presents as decreased self-esteem, and lower scores
on body image and perceived attractiveness surveys [7].
As scalp hair is recognized as an integral part of personal
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identity, techniques for preventing hair loss while undergo-
ing chemotherapy have emerged.

Scalp cooling therapy (SCT) or scalp hypothermia is a
technique used to mitigate alopecia in patients undergoing
chemotherapy for cancer treatment. For patients who elect
to use SCT while undergoing chemotherapy, one option is a
dynamic cooling machine in which they wear a cap before,
during, and after chemotherapy with coolant that is being
circulated through a temperature-regulated device. The
other option is manual cold capping, which requires a “cap-
per” (i.e., friend, family member or trained professional)
to change subfreezing caps every 25 min to keep the scalp
cool. SCT has demonstrated promising results, with ranges
of 50-90% of women not wearing cranial prosthetics or head
coverings at follow-up visits, as well as higher percentages
of excellent scores on the Dean scale (used for quantification
of chemotherapy-induced alopecia), indicating less than 25%
hair loss [8, 9].

Since the invention of SCT for the prevention of hair
loss, Facebook groups have emerged for patients who
are using scalp cooling or are interested in learning more
about it. Machine scalp cooling companies, Paxman™
and DigniCap™, have created Facebook groups for people
interested in discussing these products. Facebook groups
for patients using manual cold caps also exist, though were
not created by companies. With over 20,000 total mem-
bers between various scalp cooling and cold cap Facebook
groups, it is evident that members are using this platform.
However, it is unclear how members are specifically using
these Facebook groups.

Methods

This study was deemed IRB exempt. An online survey con-
sisting of 23 questions (see supplement) was administered to
members of five Facebook groups titled: DigniCap, Chemo
Cold Cappers Support Group, Paxman Scalp Cooling Group,
Chemo Cold Caps, and the Paxman Scalp Cooling Group
in Columbus, Ohio. As of September 1, 2023, these groups
had approximately 1500 members, 5441 members, 9047
members, 1330 members, and 247 members, respectively
(Table 1). Researchers asked moderators of the Facebook
groups for permission prior to posting the survey link in
each group or if moderators preferred to post the surveys
themselves. A total of six posts were made in each Facebook
group over the course of five weeks.

Potential study participants included all members of the
private Facebook groups. Inclusion criteria included (1) age
greater than or equal to 18 years and (2) past or current use
of SCT for the prevention of chemotherapy-induced alope-
cia. All racial and ethnic subgroups were included.
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Survey questions referred to participant interaction within
the Facebook group. No survey questions were related to
participant interaction with scalp cooling companies or hair
product companies. Survey questions were designed based
on the research team’s experience with and interest in spe-
cific topics/outcomes regarding SCT (see supplement). Pre-
viously validated scales were not used when creating the
survey.

Descriptive statistics were used to report baseline patient
characteristics. We utilized chi-square tests on Microsoft
Excel for outcome comparisons (e.g., insurance coverage
(yes/no) based on scalp cooing type). P-values of <0.05
were considered statistically significant.

Results
Demographics

A total of 219 women completed the online survey. Of the
219 women, 154 (71%) used a scalp cooling machine, while
63 (29%) used manual cold caps. The mean age of patients
when they started SCT was 50 years, with a range of 25 to
74 years of age. A majority of women identified as White
(92.2%), 11 were Asian, five were African American or
Black, and two were American Indian or Alaska Native.
Eleven (5.3%) women identified as Hispanic or Latino. Most
women reported having private health insurance (79%), with
Medicare (9%), other (6%), no insurance (5%), and Medicaid
(1%) being less common (Table 2).

Cost of scalp cooling

When asked the degree to which cost served as a financial
barrier to SCT use, participants responded the following:
little to none (52.5%), moderate (37.9%), significant (9.6%).
One hundred and four individuals (47.5%) attempted to
obtain insurance coverage or reimbursement for SCT. Of
those who attempted, only 11.7% received full coverage,
while 11.7% received partial coverage. There was not a sig-
nificant statistical difference regarding insurance coverage
based on type of scalp cooling device (p = 0.23); specifi-
cally, between those who had used scalp cooling machines
and had received full or partial coverage versus those who
used manual cold caps and received full or partial coverage.

Motivation for joining a Facebook group

Reasons for joining a SCT-specific Facebook group included
(1) to gain support from others going through a similar
experience (193/219, 88.1%), (2) to receive SCT instruc-
tions (180/219, 82.2%), (3) to learn about prior patients’
SCT outcomes (success/failure) (153/219, 69.9%), to obtain
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Table 1 Facebook group descriptions

Number of
members (as of
9/1/2023)

Facebook group name Post frequency

Who created and
moderates the group

Group description

DigniCap Connect 1500 58 posts/month

Chemo Cold Cappers Support 5441 252 posts/month

Group

Paxman Scalp Cooling Group 9047 437 posts/month

Chemo Cold Caps 1330 37 posts/month

Paxman Scalp Cooling Group in 247

Columbus, Ohio

Has since been deactivated. Former patients

DigniCap (company) “This group is for people who have
used or are planning to use The
DigniCap Scalp Cooling System.
Here you can connect with people
going through similar experi-
ences and share information and
advice.”

“I wanted to create this group in
order for us to share our experi-
ence with our very own cold
capping and create a space for
those that will be cold capping to
ask questions and get advice. As
we all know, there is not a lot of
information out there about cap-
ping and I think it would be great
for us to be able to share what we
know and what we have learned
along the way.”

“You are welcome to add fellow
cold cappers to the group, but
they MUST have either used cold
caps as part of treatment, or will
be using caps as part of treatment.
- No exceptions, and please no
companies.”

Former patients

“Welcome to the Paxman Scalp
Cooling Group - a place to talk
all things scalp cooling, and
find advice and support from
people who have been through the
process.”

Paxman (company)

Former patients “This group is intended to educate
and support those using or inter-
ested in using cold caps during

chemo treatment.”

Has since been deactivated.

advice on (4) hair regrowth products (143/219, 65.3%) or (5)
camouflaging techniques (e.g., wigs, topical camouflaging
agents) (101/219, 46.1%), and (6) to learn about the finances
of SCT (53/219, 24.2%).

Scalp cooling instructions

When asked about their primary source for instructions for
how to scalp cool while undergoing chemotherapy infusions,
most used their scalp cooling company’s website (88.5%),
while others used Facebook groups (49.1%), YouTube
(20.2%), and their oncologists (18.2%). Most women (80%)
had posted about or commented on a Facebook post related
to SCT instructions in a Facebook group.

Hair loss management

Based solely on Facebook reviews, participants were most
likely to have tried over-the-counter hair loss vitamins or
supplements (21.8%), cranial prosthetics or hair pieces
(18.0%), hair growth shampoos and conditioners (17.1%),
and Toppik (14.2%), which is a hair loss camouflaging
spray with fibers that cling to remaining hair. Despite
seeking out hair regrowth product information in Facebook
groups, only 5% of patients had seen a dermatologist for
hair loss concerns during or after chemotherapy.
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Table 2 Patient demographics

N (%)
Gender
Female 219 (100)
Race
Hispanic/Latino 11 (5.3)
White 200 (92.2)
Asian 11(5.1)
African American or Black 5(2.3)
American Indian or Alaska Native 2(0.9)
Age
Below age 31 6(2.7)
Between 31 and 40 32 (14.8)
Between 41 and 50 75 (34.7)
Between 51 and 60 66 (30.5)
Greater than or equal to 61 36 (16.7)
Insurance status
Private 173 (79.0)
Medicare 20 (9.1)
Other 13(5.9)
None 11 (5.0)
Medicaid 2(0.9)
Type of SCT 154 (71.0)
Machine scalp cooling 63 (29.0)

Manual cold caps

Eyebrow and eyelash loss

Participants were more likely to turn to Facebook groups
(71.3%) instead of oncologists (9.9%), or dermatologists
(4.0%) for eyebrow and eyelash loss product recommenda-
tions. Thirty-three percent reported posting in a Facebook
group asking for product recommendations for eyebrow and
eyelash loss. Of the eyebrow products used, 42.5% had used
eyebrow pencils, 16.9% had used eyebrow powder, 15.9%
had tried microblading, 14.4% had used Latisse (generic
bimatoprost), and 3.5% had permanent eyebrow tattoos. For
eyelash loss, an eyelash growth serum was the most used
(22.4%), followed by Latisse (bimatoprost) (16.9%), and less
commonly false lashes (13.9%). Only 6% had seen a derma-
tologist for the evaluation of eyebrow or eyelash loss during
or after chemotherapy.

Discussion
Takeaway 1: Patients use Facebook groups
for support from others going through similar

experiences

Most individuals in our study joined a scalp cooling Face-
book group to receive support from other patients going
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through a similar experience. Patients recently diagnosed
with cancer may turn to various support networks within
their communities. In recent years, social networking sites
such as Facebook have provided a platform for cancer
patients seeking to connect and share experiences. These
patient-centered groups provide a unique avenue for indi-
viduals to share their personal journeys, discuss treatment
options, and exchange insights on managing the chal-
lenges associated with cancer diagnosis and treatment [10].
Researchers have found that the main focus of these groups
included disease awareness, disease prevention, and sup-
port for patients and their families [11]. In particular, breast
cancer groups have been shown to increase patient educa-
tion, communication, engagement and patient empowerment
[12, 13]. The impact of engaging with these social media
groups has been established, with one study demonstrating
that engagement augments self-efficacy and psychological
wellbeing and leads to decreased symptom distress [14].

Interestingly, the ability to share personal stories while
also being able to support others has been shown to pro-
vide reciprocal benefits. Breast cancer patients who received
higher levels of support on social media had reduced breast
cancer related concerns [15]. Simultaneously, those who
supported others going through similar experiences were
found to have increased positive coping strategies and a
greater ability to reframe their own hardships into a more
positive light [15]. Thus, Facebook groups provide a unique
platform for patients to share their experiences, increase
their support network, and create a community, which in
turn, improves their own QoL.

Takeaway 2: Patients use Facebook groups to learn
about SCT instructions

Almost half of participants used the Facebook group as a
source for SCT instructions, and nearly 80% reported posting
or commenting on posts regarding SCT instructions. Though
scalp cooling companies, such as Paxman™, Penguin™,
and DigniCap™, have patient instructions on their websites
(https://coldcaphaircare.com/category/guides/, https://pengu
incoldcaps.com/faqs/, https://dignicap.com/patient-instr
uctions/.) , we found that patients also benefit from having
a means to ask questions in an informal setting and among
people who have similar experiences.

Facebook groups offer a platform for asking questions to
both others who have personal experience using SCT and
company-employed specialists. In Facebook groups created
by SCT companies themselves, company employees have
the means to directly comment on patient questions. Com-
pany employees can provide expertise on subjects by linking
guides, tutorials, and blog posts. Non-company members can
also provide advice from their personal experiences. Group
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members are able to attach pictures and links to products
that they feel have been beneficial for them.

Takeaway 3: Patients use Facebook groups to obtain
information and advice for achieving insurance
coverage for SCT costs

Individuals reported joining their respective Facebook
groups to learn more about SCT cost. Of the participants
who attempted to obtain insurance coverage/reimbursement,
only 11.7% received full coverage and 11.7% received partial
coverage. Almost half of participants reported cost being
a barrier to SCT use; however, it is important to note that,
given the well-known association between race and socio-
economic status, our predominately White patient popula-
tion likely underestimates SCT’s overall financial burden in
certain populations [16].

Our findings are consistent with previous literature
demonstrating the financial burden posed by scalp cool-
ing [17-19]. Without financial assistance, Paxman™
and DigniCap™ estimate that SCT costs, on average,
$1500-$3000 per chemotherapy course. For patients who
use manual cold caps, costs of dry ice and coolers are added.
While two CPT codes were released following FDA clear-
ance of DigniCap™ and Paxman™ machine systems in
2015 and 2017, respectively, insurance coverage is still not
routine. In addition, no codes unique to manual caps have
been assigned [12]. A national survey on oncologist practice
patterns with scalp cooling found that cost was the primary
reason providers did not recommend scalp cooling to their
patients [20]. Moreover, patients who use scalp cooling are
more likely to have private insurance or live in zip codes
with average income greater than $100,000 [21-23]. Local
and national non-profit organizations have emerged to com-
bat this inequity in care by providing need-based financial
assistance, but there is still a push for more comprehensive
insurance coverage of scalp cooling.

As many participants turned to Facebook groups for
advice on cost management of scalp cooling, our data high-
lights how these platforms can serve as an important edu-
cational resource for providers to recommend to patients as
they counsel them on the option of SCT.

Takeaway 4: Patients using SCT turn to Facebook
groups for hair, eyebrow, and eyelash product
recommendations

In our study, 65% and 46% of patients used Facebook groups
to seek advice for hair regrowth and hair loss camouflage
products, respectively. Because these private Facebook
groups are meant for patients and not board-certified cli-
nicians, posts regarding product recommendations may
not fully consider the potential side effects as well as their

clinical efficacy in patients with cancer. Here, we analyze the
products commonly mentioned in Facebook groups to better
understand if they are safe and beneficial.

Vitamins and supplements

Of the Facebook group-recommended products patients
used, hair loss vitamins and supplements were the most pop-
ular. In recent years, nutritional supplements and vitamins
have become popular tools for promoting hair regrowth.
Nutraceuticals (i.e., natural dietary and botanical supple-
ments) have minimal evidence to support their use for treat-
ment of hair loss, and physicians may be hesitant to recom-
mend them due to fear of a potential interaction with cancer
treatments [24]. In Facebook groups, commonly mentioned
nutraceuticals include Nutrafol, Viviscal, and biotin. These
products are not FDA approved and are not required to
undergo as rigorous of testing prior to distribution. There-
fore, in Table 3, we review of these treatments so that both
oncologists and dermatologists can counsel patients on their
safety profiles and results from clinical trials.

Camouflage techniques

When asked why they joined SCT Facebook groups, 47% of
women reported wanting to learn more about hair camou-
flaging options. Camouflaging techniques have been well-
received in patients looking for non-permanent, non-sys-
temic ways of hiding areas of hair loss. For hair on the scalp,
camouflaging options include cranial prosthetics and hair
pieces, pigmented concealing powders, lotions, and sprays.
Advantages of these non-permanent products include ease
of removal, extensive hair color and style options, and lack
of interference with systemic medications. Disadvantages
include required daily application and that these topical fib-
ers only attach to remaining hair on the scalp, but not in
areas that are devoid of hair. In Table 4, we review the cam-
ouflage techniques mentioned by participants in our study,
including important clinical considerations for providers
when counseling patients on these options.

Takeaway 5: Despite patients reporting

hair, eyebrow, and eyelash loss concerns

during and after scalp cooling, they are not utilizing
dermatologists or oncologists for treatment advice

Supportive oncodermatology is a newer field that aims to
decrease the morbidity associated with dermatologic adverse
effects (dAE) from cancer treatments. These dermatologic
sequelae can lead to interruptions and modifications of life-
saving cancer treatments [39, 40]. Studies have shown that
patients who experience long-term hair loss after chemother-
apy treatments score low on QoL measures [41]. In addition
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Table 4 Review of camouflage techniques for hair, eyebrow, and eyelash loss recommended in Facebook groups

Treatment Survey results* Mechanism Permeant (yes or no) Clinical considerations
(n, %)
Toppik n, 17% Topical spray containing particles of No May not adhere as well to areas where no
wool keratin that adhere to remaining hair is growing, such as in chemother-

hair fibers on the scalp, making hair
appear thicker [35].

False eyelashes n, 12.4% n/a
Eyebrow pencils 40% Over-the-counter cosmetic products
Eyebrow powder 16.8 Over-the-counter cosmetic products
Microblading 16.1+2.2 Pigment is deposited in the papillary
or eyebrow dermis using a manual device and
tattoos blade consisting of stacked needles
[37, 38].

apy-induced alopecia.

92.5% of participants noted a high level of
satisfaction, as evidenced by increased
levels of confidence and perceived
attractiveness [36].

No - Can be difficult to apply in absence of
normal eyelashes
- Can lose whatever eyelashes are left
when taking off the false lashes
- Glue may irritate skin

No N/A
No N/A
Semi-permanent Increased risk of infection in cancer

patients (https://www.pmuhub.com/
microblading-for-cancer-patients-reali
stic-brow-reconstruction/) .

“Number of patients who decided to use the given product based on Facebook reviews

to hair loss on the scalp, loss of eyebrows and eyelashes
can also contribute to emotional distress [42]. Fortunately,
a survey study found that after receiving supportive treat-
ment for dAEs from a dermatologist, patients experienced
a modest improvement in QoL, as evidenced by increased
Dermatology Life Quality Index (DLQI) and Patient Satis-
faction Questionnaire (PSQ-18) scores [43].

Only 6% of survey participants had seen a dermatologist
for hair loss or eyebrow/eyelash loss. This finding reflects
a major incongruity between those interested in receiving
alopecia treatment and those who present to dermatologists
for clinical evaluation and medical treatment. Though there
is evidence that patients with cancer therapy-induced alo-
pecia benefit from dermatologic care, there is a need for
future studies to characterize barriers in how often patients
are referred to dermatologists and how accessible dermatolo-
gists are for patients with cancer.

Conclusion

This survey study demonstrated that private Facebook
groups provide a supportive community for patients,
instructions for SCT, advice for insurance coverage and
reimbursement, and hair, eyebrow, and eyelash loss product
recommendations from others who are also navigating SCT.
Providers may therefore consider recommending this plat-
form to patients who want to learn more about SCT and/or
receive peer support through the process. At the same time,
providers should also emphasize that any medical and/or
product advice given in these groups may not be consistent

with their recommendations. As patients who experience
CIA express a strong interest in hair loss product recom-
mendations, it is important for future studies to focus on
how patients can obtain safe and effective treatment options
from clinical experts.
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