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Abstract

The study was conducted to determine how women with breast
cancer perceive chemotherapy-induced alopecia. This qualitative
study included 20 patients with chemotherapy-induced alopecia. The
data were collected through the semi-structured interview method
and analyzed using the "phenomenological analysis" method.
Perceptions and experiences of women with breast cancer about
chemotherapy-induced alopecia were examined under six themes;
facing alopecia, perceiving alopecia, hiding alopecia, changes in life
after alopecia, keeping hope alive, and facilitating the difficulties
experienced. When women lost their hair, they experienced sadness,
anxiety, panic, and regret. Most women shaved their hair and used
accessories such as wigs, bandanas, and headscarves to hide their
hair loss and not to experience alopecia. The women who lost their
hair worried that their spouses would not like them anymore and the
majority preferred to hide their alopecia not to worry their children.
Besides, they avoided entering social circles because alopecia made
their disease visible. It was seen that those who knew that they would
lose their hair, who believed that it was their destiny, and who had
support systems accepted their situation more easily. The study
results provide detailed information on how women perceived hair
loss and will contribute to identifying nursing interventions that will
help improve adaptability to alopecia and coping mechanisms.

Keywords: Alopecia, chemotherapy, breast cancer, breast care
nursing, qualitative study

Introduction

Breast cancer, which is the most frequent cancer type among
women in the world, is the second leading cause of cancer-related
deaths [1]. According to the World Health Organization (WHO)
data, breast cancer accounts for 24.5% of cancers in women, and
2.1 million people are diagnosed each year [2]. In our country, the
incidence of breast cancer is 43.8 per hundred thousand [3]. It is also
the most common cancer type in women, and 17,531 women are
diagnosed with breast cancer every year [4,5].

Sinceitcanlead to awide variety of problems in patients, breast cancer
treatment and care should be handled with multiple approaches. The
most common form of treatment in breast cancer is surgery [6-9]. In
addition to surgical treatment, adjuvant therapy is also employed for
different purposes. In adjuvant therapy, chemotherapy, radiotherapy,
and hormonal treatments are administered together depending on the
stage of cancer [10]. The main principle of adjuvant chemotherapy

is to eliminate the micrometastases that may occur after surgery and
to stop the growth and recurrence of the tumor without damaging the
healthy cells of the patient. Different antineoplastic agents are used
in different combinations in chemotherapy [11].

Adjuvant chemotherapy has some negative impacts on the patient.
Chemotherapy treatment prevents cancer cells from developing and
multiplying and damages cancer cells but affects normal healthy cells
too. The frequency and pattern of these side effects vary according to
the chemotherapeutic type, the application method, and the individual
characteristics of the patient [12-14].

The most common side effect that occurs on the skin due to
chemotherapy is alopecia. Hair follicles are areas where blood
circulation is intense. Therefore, any drug that enters the body
quickly reaches the hair follicle through the circulation. If the drug
taken moves to the root of the hair intensely for a long time, diffuse
alopecia may occur by causing full hair loss [15]. Alopecia usually
starts one to three weeks after the first dose of chemotherapy, and full
alopecia occurs within one to two months [15-18].

The new appearance due to a hair loss transforms the person from
a healthy individual to a cancer patient. Therefore, patients consider
alopecia as one of the most severe and exhausting side effects of
chemotherapy [19]. Although alopecia during treatment does not
threaten life, it can negatively affect the physical appearance, body
image, sexuality, and self-esteem of the patient [20]. Patients can
perceive alopecia as visible evidence of their disease and treatment.
It is a symbol of cancer for the patient and his environment, which
causes weakness, loss of privacy, change in self-perception, and
sexual attraction [16, 21]. The change in body image caused by
alopecia may negatively affect the compliance and coping strength of
patients receiving chemotherapy. Alopecia, which can be considered
unimportant, may have a shocking effect on the person due to the
change in the body image [22, 23]. Ozgiil et al., Mundstedt et al.
reported that alopecia was the most traumatic side effect according
to 47% of women, while 8% refused chemotherapy due to alopecia.
Various studies determined that patients tried to hide alopecia by
wearing wigs, headscarves, bandanas, or hats [24, 25].

There are many studies on the side effects of chemotherapy in the
treatment of breast cancer [25-28] and the incidence of alopecia in
the literature. Studies on the incidence of alopecia have also been
conducted. However, how alopecia affects the emotional well-
being of patients in our country has been infrequently reported.
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This research was carried out to determine how women with breast
cancer perceive chemotherapy-induced alopecia.

Materials and Methods

In this phenomenological type of study, the criterion sampling
method, one of the purposeful sampling methods, was used. The
study group consisted of patients who had a mastectomy for primary
breast cancer, who received chemotherapy for breast cancer for the
first time and had alopecia associated with it. Exclusion criteria of
the study were having psychiatric illnesses requiring treatment,
having non-chemotherapy-induced alopecia, and having a deformity
(amputation, scar, burn scar, etc.) or loss of function that may affect
their body image. Patients who came for treatment or post-treatment
control in a chemotherapy unit of a university hospital and met the
sample criteria were included in the study.

Women who agreed to participate in the study were interviewed in
a suitable room before receiving chemotherapy. Those who did not
want to meet in the clinic were arranged an appointment by phone
and were interviewed in a suitable room in their home where only the
researcher and the interviewee were present.

In the collection of the data, a patient descriptive information form
including the socio-demographic characteristics of the patients (age,
marital and employment status, education level, diagnosis, duration
of disease, the time between the onset of alopecia and the interview,
the use of the scarf, wig and bandana and the date of the interview)
and a semi-structured interview form consisting of eight open-ended
questions and other related questions that further the subject to direct
the participant to reflect on the details were used. The duration of the
interviews varied between 15 and 40 minutes (average 25 minutes).
The elapsed time after the diagnosis of breast cancer in women varied

between 2 and 6 months. The period between the onset of alopecia
after chemotherapy and the date of the interview varied between 15
days and 4 months.

Evaluation of Data

The phenomenological analysis method was used to analyze the
data. The first transcriptions of all interviews with women were made
by the researcher. At this stage, the voice recordings of the interviews
were transcribed verbatim. The first data were carefully read until
the researcher comprehended them well. Then, the notes written by
two other researchers about the participant during the interview (the
tone of the participant, the movements and facial expressions, etc.)
were added and structured. After that, relevant data were categorized
under specific groups by two researchers independently within the
framework of interview software. Themes based on these categories
were created. Then these themes were checked and finalized. At the
last stage, women's perceptions of alopecia were interpreted and
reported [29, 30].

Ethical considerations

Ethics committee permission was obtained from the Faculty of
Medicine Clinical Research Ethics Committee of the university
where the research was conducted, and the institution's permission
was obtained from the medical faculty hospital. Besides, the women
were informed about the purpose of the study, and the recording of
the interviews and their written informed consent was obtained from
those who agreed to participate.

Results

The mean age of the participants was 48.15+9.44 (min.:33, max.
:61) and 65% of them had secondary or higher education levels. 90%
of the participants were married and 50% were working. Themes
created a result of data analysis are shown in Figure 1.

-

~

Confronting alopecia

»  Taking care of hair as much as health
*  Getting used to over time

Perceiving alopecia

Hiding alopecia
. Taking care of hair as much as health
. Getting used to over time

Changes in life after alopecia

. Being worried about her partner's feelings
. Trying not to worry children
. Not wanting to meet people outside the family
Keeping hope alive
Facilitating the difficulties experienced
. Having knowledge
. Believing that it has come from God
. Having support systems
_ Figure 1. Themes and subthemes j

Confronting Alopecia
Taking care of hair as much as health

Half of the participants considered hair loss as a traumatic
experience. Some of them stated that the loss was more upsetting
than being cancer. Most of the participants with various
negative emotions felt sorry for their hair loss and wanted to cry.
Other than being upset, the emotions experienced by women

the most were anxiety, panic, and regret.

o “When clumps of hair started to come out in my hands, (stopped,
breathing deeply), I said ‘God what am I going to do now?’I
wanted to shout. I locked myself out of rooms and the bathroom.
1 cried. I wanted to cry loudly. I buried my head on the pillow
and cried.... (cried). I used to be a very active and cheerful
person. Now I feel like devastated”(20. Participant).
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For the other half of the participants, their health was more
important than their hair loss. The important thing for them was to
have a successful treatment and survive.

. “Personally it doesn't matter to me. I mean, it is only an image,
my hair may not grow again. I don't care as long as the result
is good. I just hope it because the falling out of my hair and
eyebrows is somehow normal things” (5. Participant).

. “It's okay for me, I'm better. Let it fall out, I said to myself. At
least, I don't have to collect hair from the ground anymore” (9.
Participant).

Some of the participants had already known that they would lose
their hair. However, they expressed that knowing something was
different from experiencing it. They felt bad and even got depressed
when their hair started to fall out. One of the participants was even
more affected by the loss of her hair than the removal of her breast.

. “When I grabbed my hair like that this (showing).... Of course,
I had been waiting for it, but for a moment you feel like you are
scared. But waiting for something and experiencing it suddenly
is completely different. I mean you tremble at that moment” (1.
Participant).

Knowing that their hair would grow again enabled some participants
to maintain their hopes and confront their hair loss more easily. Others
did not care about their hair loss as they found other undesirable
effects of chemotherapy much more difficult. Although alopecia was
an important side effect for most of the participants, nausea was a
symptom that was sometimes more troublesome than alopecia for
the majority.

As a result of the hair loss, the participants described themselves as
incomplete, half, ugly and male-like. Considering these definitions, it
was seen that not only body image but also the self-esteem of women
were negatively affected.

o “Well, I'm feeling useless now .... I feel bruised. I have no
hair, no breast. And my periods will also stop because of the
medication. As a result, I don't know...you set off on a path and
you stop there. You can't go forward...but you don t want to go
back either” (8. Participant).

Others' dissatisfaction with the change in their appearance was
reflected in their style of clothing. They reflected this feeling as
sloppy dressing, dislike whatever they were wearing and not taking
care of their style.

. “But look at me... what's the use of dressing because I have no
hair, no eyebrows? hah...(laughs). I am wearing whatever I find
at home. I pay attention to wearing loose clothes (laughs) "(11.
Participant).

Hiding Alopecia

Almost no participants wanted to encounter hair loss, so the
majority of them cut their hair short or shaved before chemotherapy
treatment. Some did so because they did not want to see their hair fall
out, while others did not want it to fall on their bed. Participants who

did not have their hair cut at the beginning were also very negatively

affected, and they decided to have their hair cut with the onset of

falling of the hair.

*  “When my hair first started to fall out, they came to my hand,
piece by piece, clumps of hair fell out, so I had my hair cut a
male model. Not to be affected badly in case my hair would fall
out suddenly, I had number 3 hair cut”(10. Participant).

The participants also reported that they preferred to cover their
heads because some people made comments about them. Therefore,
they felt a need to cover their heads with accessories such as berets,
bandanas, and scarves and accessories, as alopecia made their
diseases visible.

Almost half of the participants had already been covering their
heads before their hair fell out, but those who did not started to do so

as well. They chose to hide the absence of their hair in this way.

*  “I normally covered my head near others anyway. Now I am
wearing a beret or a scarf. Losing my hair hasn't affected me at
all” (7. Participant.)

. “I am just covering my hair with colorful things. I mean I reflect
my personality on my hair...I always used fancy things. I used
beaded bandanas. I reflected my usual style to the bandana”
(12. Participant).

Changes in life after alopecia
Being worried about her partner's feelings

The participants thought that their spouses did not like them
anymore due to the change in their appearance. They did not want
to be seen, so they restricted their relationship, and some of them did
not even sleep in the same bed with their spouses. Although some
of them stated that this situation did not affect their relationship,
they could not talk with their spouses about their and their spouses’
feelings.

. “I'wonder how bad my husband thinks of my image. I wasn't like
this. I don't sleep with him, I can't ... I am sleeping separately so
that I don't feel bad ”(19. Participant).

. “My husband is with me and supports me. But I think he finds
me ugly. I wonder if he still loves me. I do not know, I think that
he does not find me as beautiful as before, so I feel sorry”(18.
Participant).

. “It didn't affect me. My husband also said that it didn 't matter.
He (shaking) loved, stroked my head. But while he was shaving
my hair how did he feel? We must ask him. We have never talked
about this. I did not ask why he was crying” (12.Participant).

Trying not to worry children

Some of the participants hid their disease, some hid chemotherapy,
and some hid their feelings from their children. They acted in this
way for two reasons. Firstly, they got more upset when their children
commented on their appearance and felt upset. .Secondly, they
wanted to protect their children emotionally as a mother.

. “I have two sons (crying). One is 4, one is ten years old. They
(breathing deeply) especially my eldest son supported me and
told me that it would be over. But the little one, he used to like
playing with my hair. I felt so bad when he asked me where my
hair was. I didn't know what to say, I couldn't breathe....I never
wanted them to see me bald and ugly” (20. Participant).

. “I tried to hide it from my kids. One day my little girl noticed...
I mean, I tried to comfort them. Then, I got used to it because I
had nothing else to do” (8. Participant).

Not wanting to meet people outside the family

Since alopecia is a factor that makes cancer visible, the participants
chose to move away from social circles. They did not want others to
see them because they were worried about their opinions regarding
their appearance. Some participants were worried about other
people’s questions and not knowing how to answer them. Those who
were disturbed by the questions isolated themselves from society.

. “I definitely don't want my students at school to see me like
this. My friends, relatives... I don't want anyone to see me so
helpless. The disease is okay, but as my hair and my eyebrow
have fallen out, it feels like everyone knows my situation, it is
very difficult (voice trembling). I can't bear those looks” (20.
Participant).

. “I'm ashamed of going out like this. I have not been meeting my
friends. I couldn't enter those social circles....Although I had a
wig, 1 did not...I only went for a walk in my environment. I went
out in that way” (12. Participant).
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Keeping Hope Alive
The vast majority of the participants stated that they were very

excited and happy when their hair started to grow. Their new hair was
different in shape and color, which made them got excited.

. “Of course, I think I will be more beautiful and I will feel better.
1 mean, I will be more beautiful. I'll be like as I used to be.
Nobody will look at me like this anymore. So I think I will feel
better” (19. Participant).

Facilitating the difficulties experienced
Having knowledge

Participants who were informed about alopecia before chemotherapy
accepted alopecia earlier and more easily. The process was not
frightening because they knew about the situation they were going to
experience. Those who were not informed had difficulty accepting it
and shaved their hair as soon as alopecia started.

. “...We already knew the situation and saw people in our
environment, we had family members with this disease...When 1
started CT, not nurses but friends and patients there helped me.
They told me not to worry, and they had also lost their hair but
grew again later. No problem...” (10. Participant).

Believing that it has come from God

Believing that what happened came from God and that this was
a test was a factor that made it easier for participants to accept the
situation. Some participants thought they should be patient and
shouldn’t complain because it was a test. Others thought that their
disease or hair loss was their fate and volition of God, so they should
accept it.

. “(Crying) Everything comes from God, there is nothing to do.
God wanted it in this way'(13. Participant).

Having support systems

All of the participants stated that being supported by the family
members is very important for them. The process was more bearable
for the participants who received support from the people around
them.

*  “Of course the whole family is with me, everyone. We have
gone through the same things with my sister before. Now it has
happened to me. Everyone is with me and everyone is supporting
me. My friends are supporting me” (18. Participant).

Discussion

Half of the participants perceived hair loss such a serious emotional
problem that they defined it as “trauma”. Some of the participants
considered hair loss more important than breast loss, while others
experienced negative emotions such as anxiety, panic, and regret
with the onset of alopecia. In a study by Nizamli et al., one of the
participants stated that ’I used to think that breast loss was very
important until I lost my hair...Losing hair was more destructive”
[31]. The women stated that hair loss was more upsetting for them
than breast loss. Even one of the participants did not want to receive
chemotherapy because of hair loss, but finally, she had to receive it.
The literature cites that the worst symptom experienced by women
with breast cancer is sadness due to hair loss [13, 21, 32-35]. Browall
et al. also reported that the alopecia was more difficult and painful
than breast loss for patients (36), which is supported by other studies
[37, 38].

Our study demonstrated that most participants knew that their
hair would fall out, but they were not ready to encounter it. It
was seen that as their treatment progressed, participants’ negative
feelings about alopecia decreased, and they started to accept the
situation they were in and got used to being bald. Hesketh et al.
defined a strategy consisting of stages to individualize alopecia
treatment [39]. This strategy involves coping with the uncertainty
and anxiety associated with hair loss in the process of waiting for
the onset of alopecia, having the right expectation about the physical
changes that will occur during the hair loss, and preparing the

patient for psychological and social changes [40].

With the onset of hair loss, the participants experienced a change in
their perception of appearance and identity and defined themselves as
ugly and incomplete. As the participants had negative feelings about
their appearance, they thought whatever they wore did not suit them.
This is because the hair symbolizes femininity in many societies.
Similarly, it has been reported in various studies that women
experiencing alopecia also experience loss of femininity, sexuality,
attractiveness, and self-confidence [13,41-45]. Abu-Helalah et
al. evaluated the quality of life of women with breast cancer and
determined that the lowest quality of life scores were obtained from
sub-dimensions of body image and future anxiety.

The majority of the participants decided to have their hair cut or
shaved it completely before the hair loss began not to see it falling.
Trusson and Pilnick explained that women prefer to take control
of hair loss by shaving their hair [41]. Women choose this method
to prepare themselves and the people around them for the first
encounter with alopecia and to reduce the trauma that may occur due
to hair loss occurs after chemotherapy [42]. However, both this study
and other studies have concluded that this not an easily acceptable
method for women and does not support their body image [43].

It was found that women who covered their hair in the pre-disease
period did not have difficulty in going out during this process, but
continued to cover their hair not to be seen by their spouses and
children when they were together at home. Literature reports that
women use wigs, berets, bandanas, and scarves to hide their alopecia
other than haircuts [25,46]. This result shows that women are
uncomfortable with their appearance without hair and are trying to
hide it.

The participants experienced changes in their family and social
relationships as well as concerns about their appearance. Most of the
participants were worried that their spouses did not like them, so they
did not want to sleep in the same bed with their husbands. There are
other studies with the same result [47-53]. The participants could not
talk to their spouses about their appearance and feelings about their
relationship. In addition, it was observed that the comments made by
their children about their appearance affected their mood. Women
with children were both trying to deal with negative emotions about
themselves, and hiding their disease to protect their children. Related
studies have shown that women feel the need to hide their appearance
to prevent social isolation arising from the stigma that may occur in
relation to their children carrying the disease gene as well [44,54].

Alopecia also negatively affected women's social relationships and
they limited their relationships with people outside their families. In
Rosman's study on the meaning of hair loss, alopecia is defined as a
visible reminder of the disease and a noticeable condition by others
[38]. In the qualitative study of Tusson and Pilnick, a participant
decided not to use wigs and similar accessories at the beginning, but
she realized that the people around him looked at her with pity, so she
felt environmental pressure to cover her head [41].

Knowing that their hair will grow gives women hope for the future.
In the qualitative study conducted by Kim and his friends, it was
observed that the participants accepted the view that “If being bald
represents being sick, new hair formation after alopecia represents
the hope and renewal of life”, and many of them felt happy by
looking at their new hair [35].

In our study, it was concluded that having knowledge about alopecia,
believing in fate and God, and being supported by people give
strength to patients. Some of the women perceived the situation they
experienced as a test. In parallel with this situation, it was seen that
thanks to the defense mechanisms they had created with the thought
of “We are pleased with everything coming from God”, and accepted
and adopted the alopecia process more easily than the others. Studies
are suggesting that believing in God, accepting whatever comes from
God and worshiping facilitates the adaptation process [44, 55,56].
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The spiritual support provided by family and friends made patients
feel stronger. According to a patient, having an economic power
enables to have some accessories to hide alopecia (wig, etc.). This
view is also supported by another study [57].

The data of the study were collected from women through face-to-
face interviews. Using negative expressions about God in Muslim
societies is generally not welcomed. Therefore, participants, who
were all Muslims, may not have openly expressed their feelings
(anger, fury, rebellion, etc.) not to contradict religious teachings. In
addition, the majority of women wore headscarves before hair loss
because of their religious values. For this reason, they may have
accepted the situation more easily than those who wore headscarves
for the first time. These elements constitute the limitations of the
study.

Various studies in the literature show the negative impact of alopecia
on women’s body image. This study provides data about how alopecia
is perceived in Turkish society. What a female cancer patients
experienced due to hair loss was reported through the participants
in their own words beyond numerical data. It is understood that it is
not enough to tell women that their hair will fall out. In this cancer
treatment journey, it is necessary to provide emotional support for
women, to inform them about the options to contribute to the positive
body image (wig, etc.) and how to reach these options. The study
results are thought to shed light on the strategies that nurses and other
team members will use to support the psychological and social health
of breast cancer patients with alopecia.
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