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ABSTRACT
WOMEN’S EXPERIENCE OF HAIR LOSS
ASSOCIATED WITH CANCER CHEMOTHERAPY:
A QUALITATIVE STUDY
MAY 1992
JOAN GALLAGHER, B.S., BOSTON COLLEGE
M.S., BOSTON UNIVERSITY
Ed.D., UNIVERSITY OF MASSACHUSETTS
Directed by Professor Jack Hruska

Hair loss has been ranked as a source of considerable distress and may
add to the losses associated with the experience of cancer. Chemotherapyinduced hair loss (alopecia) is a public consequence of the non-selective action of
specific antineoplastic agents on healthy tissue. The literature demonstrates a
lack of research on hair loss. Nursing studies have focused on efforts to prevent
hair loss or measure the impact of hair loss using body-image instruments. The
purpose of this study was the detailed examination of the meanings of hair loss
over time in a sample of women receiving alopecia-inducing cancer
chemotherapy.

A qualitative descriptive design using a semi-structured multiple interview
format examined the meaning of hair loss over time. A purposive sample of ten
women receiving alopecia-inducing chemotherapeutic agents at a metropolitan
teaching hospital was used. Each woman was interviewed prior to hair loss, at
vi

the time of hair loss, and two-three months after initial hair loss. The specific
research questions described the meanings of hair loss in the lives of women
receiving alopecia-inducing agents. Supporting questions explored the status of
hair loss among sources of cancer-related distress, the role of past experiences
and expectations, and the role of other people and social demands on the
experiences. Data analysis was based upon the words, metaphors, and language
patterns used by participants in describing their feelings and experiences.

Findings reflect the meaning and real substantive losses associated with
both the threat and actual hair loss. Symptom responses are shaped by personal
history, experiences as well as meanings of cancer images and one’s hair.
Analysis of the findings reflect three processes: affective anticipation rehearsal,
confrontation of the hair losses, and management of the hair loss experience.
The coping outcomes may be positive, regaining one’s stride, or negative, not
regaining one’s stride. The findings are congruent with a number of theoretical
frameworks, such as Lazarus, Benner, Mishel and Wright. The findings support
both the significance of hair loss and it’s ammenability to nursing treatment
approaches. Nurses have the opportunity to explore the meanings of hair loss
with an individual and to lessen the distress associated with the threat and actual
impact of that experience.
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CHAPTER 1
INTRODUCTION
Nursing is the diagnosis and treatment of human responses to actual or
potential health problems (ANA, 1980, p.9). Hair loss (alopecia) is not itself an
illness, but it may well be a health problem. It is a public loss of an emotionally
laden body part.

Hair has actual and symbolic meanings associated with beauty and gender
related personal attributes (Grazer, F.M. & Klingbeil, J.R., 1980, p.13. Patzer,
1988). Hair loss is one result of the action of antineoplastic drugs on healthy
tissue, and it reflects the nonselective properties of antineoplastic agents
(Groenwald, 1987, p.368). Hair loss may, therefore, add to the list of losses an
individual experiences associated with cancer and its treatment.

Hair serves three main functions. It provides physical protection against
loss of body heat, influences an individual’s body image and contributes to social
perceptions regarding that individual. Hair plays a part in sexual and social
attractiveness as well as self esteem, competence and confidence (Leach, E.R.,
1958). Hair color changes and hair loss are symbols of aging. A person’s hair is
one of the first things one notices when meeting someone.
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Significance
Weisman (1979) reports that "Cancer is a human problem. Psychosocial
studies in cancer are but a sign of this vision" (xiv). Cancer is not just another
chronic disease. It evokes many of the deepest fears of mankind (p.l). Based
upon his research with cancer patients, Weisman points out that the first concern
of the newly diagnosed cancer patient is one of life and death, which he calls
"the existential plight" (p.85). Treatment may include actual losses of body parts
and functions through surgery, radiation therapy, and/or chemotherapy as part of
the total therapeutic plan.

The American Cancer Society estimates that about 1,100,000 people will
be diagnosed as having cancer in 1991 (Cancer Facts & Figures, 1991).
Approximately 555,000 women will be diagnosed with cancer. Based on 1986
data, DeVita estimated that 557,000 cancer patients per year were potential
candidates for systemic antineoplastic chemotherapy (DeVita, V., Heilman, S., &
Rosenberg, S.A., 1989). He noted that increased cancer survival can be
attributed to the improvements in treatment combinations using chemotherapy
(DeVita, p.296). Thus approximately 275,000 women will face cancer
chemotherapy in 1991 alone.

Antineoplastic agents have common side effects of nausea and vomiting as
well as bone marrow suppression which lessens one’s resistance to infection and
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bleeding. When the chemotherapeutic regimen includes the commonly used
agents: cyclophosphamide, doxorubicin, vincristine, daunorubicin, hydroxyurea or
cytosine arabinoside then loss of scalp hair, eyebrows, eyelashes, and pubic hair
is likely. Alopecia is one of the most common physiologic responses to
chemotherapy (Groenwald, 1990, p.360). These data suggest that hair loss
associated with chemotherapy will continue to occur frequently within the cancer
population, both among males and females.

No culture has been indifferent to hair. Rituals involving hair are
reflected throughout history in religious, captivity and beauty practices. Although
most people deny that hair loss influences their attitudes toward others, research
results suggest otherwise. Hair is recognized as a dimension of physical
attractiveness. Collectively physical attractiveness impacts the perception of
multiple personal traits (Patzer, 1988).

Assuming the human scalp is composed of an average of 100,000 hairs,
alopecia is clinically evident when 25% of hair is lost (Groenwald, 1990, p.607).
Soter and Baden note that, "alopecia in women is a more significant cosmetic
liability and cause of considerable problems at hair densities that might be
accepted by men" (1984, p.201). Hair loss of males is also a more socially
accepted phenomemon.
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A study of patients’ perceptions of distress associated with chemotherapy
ranked hair loss as the third greatest source of distress, after vomiting and
nausea (Coates et al., 1984).

Many patients, both men and women, have said hair loss was the most
stressful event of their illness (Yasko & Greene, 1987, p.7; Morra & Potts, 1987,
p. 235). Dean and her associates reported that threat of chemotherapy-induced
alopecia in some instances may lead patients to refuse potentially curative
chemotherapy (Dean et al., 1979, p.1427).

The literature on alopecia associated with antineoplastic chemotherapy is
limited to a few studies with small samples which measure the loss using a body
image or self cathexis instrument. These research instruments may appropriately
categorize responses to alopecia, but this approach fails to assist health care
givers in formulating interventions for the particular sources of distress.

In the investigator’s own practice women have reported issues such as:

"I don’t feel like a woman any more."
"What if I meet my grandson on the way to the bathroom at night?"
"They should have told me you lose it THERE too! I feel wet and
dirty all the time."
"I hate to have my husband see me without clothes since I lost all
my hair."
4

All of these statements suggest that individuals sort out features of their
particular experiences, both to interpret and handle them. While these
comments provide impressions of the issues involved in hair loss, they are not
systematic or comprehensive.

One nursing approach to lessen distress associated with hair loss has been
aimed at prevention. Nursing interventions such as scalp cooling or scalp
tourniquets to prevent hair loss during chemotherapy have had mixed success,
and the majority of patients on alopecia-inducing chemotherapeutic drugs still
experience hair loss.

Thus, there is still an urgent need to understand the meanings of hair loss
to those actually experiencing this phenomenon. The professional nurse needs to
understand what the experience is really like in the words of those experiencing
hair loss and other dimensions of cancer in their lives. If the nurse is to help an
individual to come to terms with this experience, s/he must understand its
dimensions.

Purpose of the Research
This study investigated the meanings of hair loss over time among a
sample of women receiving alopecia-inducing chemotherapy. The insights from
listening to women’s experiences "in their own voices" can assist nurses in a fuller
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understanding of this experience. The nurse-coach learns from patients with
similar illnesses and recovery trajectories what to expect and is enabled to
establish a rough timetable (Benner & Wrubel, 1989, p. 65). Qualitative
research identifies the characteristics and significance of human experiences as
described by participants and interpreted by the researcher at various levels of
abstraction (Parce, R.R., Coyne, A.B. & Smith, M.J., 1985). This study through
descriptions in concrete detail can aid nurses in identification of ways in which to
assist women to address and resolve issues associated with the loss of hair and
come to grips with this aspect of the cancer experience.

Research Questions
The specific research questions of this study were:

1.

How do women describe the anticipation and experience of hair loss
(alopecia) associated with antineoplastic chemotherapy?

2.

What is the meaning of alopecia in relationship to other aspects of the
cancer experience?

3.

What are the changes in meaning of hair loss over time?
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4.

What are the ways women use to manage the impact of hair loss in thendaily lives?

Assumptions
The assumptions of this study included:

1.

Despite ordinary nursing interventions, alopecia is a source of distress
requiring interpretation and management for many women experiencing
and coming to terms with it.

2.

Individuals enter into situations with their own sets of meanings, habits,
and perspectives. The particular ways of being in the situation set up the
particular lines of action and possibilities (Benner & Wrubel p.23).

3.

Every illness has a story. Plans are threatened or thwarted, relationships
are disturbed, and symptoms become laden with meaning depending on
what else is happening in the person’s life (Benner & Wrubel p.9). The
language, images and descriptions used by women will reflect their values
and personal meanings.
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4.

Interpretation and meanings are assigned by the experiencing individual
and may be revised and/or modified over time in response to new insights
or data.

5.

Meanings given to experiences by the individual can be rigidly held or
open to modification over time.

6.

The researcher’s presence doesn’t create a major distortion for the
participants.
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CHAPTER 2
REVIEW OF LITERATURE
The review of the literature explores two areas of concern. The first
section emphasizes the research on the meaning of hair and hair loss as social
phenomena. The second section examines hair and hair loss in cancer.

Meaning of Hair/Appearance
Wright (1960) reported that the research on physical disabilities indicated
that the physical disability is perceived as spreading to other aspects of the
person, including social abilities. Others tend to look at the individual as less
worthy, less acceptable and the individual may concur. The evaluation of the
total person is affected by a single characteristic. The physical self has unusual
potency partly because it is so intimately connected with the identity, the "self'.
Wright reviewed numerous studies which demonstrate this phenomenon.
Persons with disabilities try to contain the disability effects.

Moerman (1988) had two groups of college students respond to a
questionnaire using identical drawings of a man with a full head of hair and
without hair. The group with the bald stimulus drawing ranked him as more
intelligent, stable and conscientious and the other as more attractive, agreeable
and on average ten years younger than the bald counterpart. Dion et al. (1972)
found that physically attractive people were perceived to be more socially skilled,
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and to be more successful in work and marriage. Bassili (1981) reported that
attractive subjects were thought to have more happiness, enjoy more sex and
earn more respect than those less attractive.

Numerous psychosocial differences exist between attractive and less
attractive individuals. Spreadbury and Reeves (1979) found that attractive
women reported having more friends and dating more often. Adams (1977)
found that attractive people reported themselves more likeable, outgoing,
confident and competent than those with lower physical attractiveness. Based on
personality testing instruments, Krebs and Adinolfi (1975) found those with
higher physical attractiveness scores were more positive on understanding,
independence, self esteem, self acceptance and happiness among other
psychological traits tested.

Attractive individuals often get preferential treatment in job applications
(Cash et al., 1977) and as workers in both male and female professions (Kaslow
& Schwartz, 1978). Graham and Jouhar found that personality is inferred from a
person’s hair (1980). Changes in the stimulus person’s hair produced changes in
ratings of both appearance and personality by both male and female raters.
Improved make up and hair style resulted in ratings of greater caring, warmth,
sincerity, reliability, poise and organization.
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Hair Loss in Cancer
Keller (1988) reported that patients and families commented that
regardless of how well prepared they were, hair falling out was emotionally
traumatizing and stressful. Standards of Clinical Practice: Alopecia (Didonato, K.,
1985) set forth a prescriptive model for helping the patient cope with the, "body
image change associated with alopecia." This advice is derived from clinical
impressions, rather than research-based data and must therefore be used with
caution.

The specific research on alopecia induced by chemotherapeutic agents is
limited. Wagner and Bye (1979) investigated differences in body image scores of
seventy-seven individuals undergoing cancer therapies which did and did not
cause hair loss. Forty-three people, twenty-two of whom were women had hair
loss.

The body image was measured using the 46 item Body Cathexis Scale of

Secord and Jourard. A single body image score was obtained by calculating the
mean of score of the 46 item scores. They reported that higher scores were
indicative of a more positive body image. Social activity and specific side effects
were measured using instruments developed by the authors. No data were
presented on the validity or reliability of the authors* own instruments. Patients
were also categorized for performance level by their physician as having minimal
physical limitations or significant limitations without further description or
operational definitions. A three way (Group by Performance level by Sex)
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Analysis of Variance demonstrated a significant difference in body image scores
related to performance level (F[l,76] =6.347, p<0.05). Those with a poorer
performance scores had, on average, lower body image scores. There was no
significant difference in mean body image score based on alopecia.

The authors repeated their analysis using only those subjects who
reported that their hair was moderately to very important to them. For subjects
experiencing alopecia, the mean Body Image score was 3.461 and 3.640 for those
without alopecia. The result was statistically significant (F[l,34]= 5.050, p<0.05).
It is difficult to evaluate the contribution of hair loss items within the instrument
to the observed statistical differences in the means.

Baxley and her associates (1984) studied 40 cancer patients using the
Body Cathexis Scale and the Self-Cathexis Scale of Secord and Jourard to
measure body image. They reported that higher scores indicate a weakened
body image concept. They found significant difference between the mean of the
alopecia group (2.9136) and the non-alopecia group (1.9110) on body cathexis
(t=4.34, p< 0.001) and self cathexis with means of 2.6850 and 1.7927 respectively
(t=4.04, p< 0.0001). Gender differences were noted (t=2.91, p<.0009) with the
mean score for men being higher, indicating a lower self-image. A number of
factors could influence the observed differences. Men have fewer cosmetic
options for hair loss than women, but it was the self-image not body-image score
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that was lower. There are no pre-illness scores to assist in determining the
illness related changes in self-image. In addition, the number and strength of
hair loss items in relation to the composite score of self-cathexis on this
instrument cannot be judged from the data presented in the report.

The authors conclude: "Besides the initial diagnosis of cancer itself,
alopecia may be the most traumatic psychological side effect that cancer patients
will experience" (p. 501).

While this may in fact be true, the conclusion does exceed the data
reported in the article and fails to consider other differences between sample
groups. The alopecia group, on average, had been on chemotherapy much
longer and had different types of diseases. These or variables other than the
alopecia could account for the observed differences in mean scores.

In a recent study Tierney and her associates (1990) reported that in their
descriptive prospective study of hair loss among sixty women receiving
chemotherapy for breast cancer, thirty-five (58.5%) expected hair loss to be the
most difficult symptom. The visibility of alopecia placed it above vomiting in
rank order of importance.
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Richards and Martinson (1987) studied the perceptions and impact of
chemotherapy side effects in twenty-two adults receiving out-patient therapy.
The three side effects reported most frequently and that caused the most distress
were fatigue and weakness, nausea and vomiting, and changes in skin, nails and
hair. Hair loss was experienced by sixteen and was very distressing for four of the
twenty male participants. The two women had both kept enough of their hair
that their appearance was acceptable to themselves.

This study included a wide range of drugs and treatment differences, but
did not attempt to determine which side effects were associated with which
drugs. Time since diagnosis, disease status, and length of time receiving
chemotherapy were very different among the sample and limit the extent to
which factors related to treatment side effects alone rather than disease can be
isolated.

Hair Loss Preservation
A number of investigations on hair preservation strategies reported in the
literature (Cline, 1984; Kennedy et al., 1983; Wood, 1985; Wheelock et al., 1984;
Middleton et al., 1985) have demonstrated mixed success. Strategies such as
using a scalp tourniquet, or scalp cooling device have been attempted with mixed
results ranging from 0 to 100 percent hair preservation. Attempts to replicate
results have not yielded similar findings.
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Although some hair preservation has been reported using these
techniques, there is a genuine risk of scalp metastasis. When drug distribution
bypasses the scalp because of cooling or mechanically restricting blood flow,
cancer cells could be harbored in the area (Keller & Blausey, 1988). Scalp blood
flow restrictions are not recommended for patients with leukemias, lymphomas,
sarcomas, mycosis fungoidis, and malignancies of the breast, lung, kidney or
stomach.

In 1990 it came to the Federal Food and Drug Administration’s attention
that the hypothermia caps were being marketed without adequate assurance of
safety and effectiveness. The FDA halted the commercial sale of all scalp
cooling devices until sufficient data on their safety are obtained (ONS News,
1990, 5(4) p.5). In a recent issue, The ONS News (1991, 6:8) reported that
several institutions have decided to continue to offer scalp cooling options to
patients who sign an informed consent documenting the patient’s understanding
of the inherent risks and benefits. These events support the urgent need for
approaches for dealing with alopecia.

In her book, the comedienne Gilda Radner reported how difficult hair
loss was for her.
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The most difficult part of the whole chemotherapy for me was
losing my hair....I couldn’t stop crying, couldn’t stop feeling ugly. I
hated the people on TV commercials who shook their heads and
looked great. I didn’t want to go out of the house...It seemed so
unfair, not only to go through chemotherapy but to feel marked
with baldness like the mark on a house that was quarantined when
someone had scarlet fever in the old days... I came home in my
new clothes and felt depressed. When I took off my outfit, there
was my bald head (Radner, 1989, p. 116).
The mother of a teenage girl with cancer describes her experience in this
way, "Madison Avenue has conned all teenagers to worship their crowning glory.
The prospect of going bald was the most apalling and humiliating side effect of
treatment. Lara suffered more nightmares over that than anything else."
(Benner & Wrubel, 1989).

The review of the literature supports the importance of hair loss for both
genders as a dimension of self and a vehicle for social interaction. The specific
research on chemotherapy-induced alopecia suffers from restrictions of design
and sampling. Because much of the research only ascribes differences as being
due to hair loss without description of the particular details, it can not assist the
nurse in the formulation of therapeutic interventions. Hair sparing techniques
do not predictably assure success and are no longer commercially available until
safety is demonstrated. With limited descriptive research on the experience of
alopecia (Tierney et al., 1990) it is critical to further explore this phenomenon as
one changing and shifting in response to the demands of the illness situation.
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Marshall and Rossman (1989, p.77) point out that when research is
viewed as the enterprise of discovery more qualitative techniques are used at the
initial, exploratory phase. Benner notes, "If health care providers are to
understand when and where interventions are needed, they must first understand
a person’s own meanings in that person’s own terms" (Benner & Wrubel, p.190).

Gilligan notes that the way people talk about their lives is of significance,
and that the language they use and the connections they make reveal the world
that they see and in which they act (1977, p.2). Perry (1981) views cognitive
development as progressing from self as a holder of meaning to self as a maker
of meaning. At this phase of inquiry there was a need to hear the voices of
those who are living with the loss of hair within the actual context of their lives.
Richards and Martinson point out that,"each side effect must be studied in order
to identify patients who at greater potential risk for that effect, and to identify
coping methods that can be used for each side effect" (p.69). The present study
was designed to examine the experiences over time reported by women on
alopecia-inducing chemotherapy regimens.
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CHAPTER 3
METHODOLOGY
This study employed a qualitative, descriptive design. A purposive sample
of ten women receiving alopecia-inducing antineoplastic chemotherapy for
gynecologic cancer treatment was drawn from a large metropolitan treatment
center in the North East. The participants were recruited from an area in the
institution where the researcher was regularly present in her professional role as
a Clinical Nurse Specialist. This setting was judged appropriate to lessen the
perceived social distance between the participant and the researcher, to enable
the detailed and sensitive discussions of hair loss and its potentially intimate
aspects. Recruitment of participants was conducted from February 1991 through
September 1991.

Women who chose to participate were interviewed three times. The first
interview was prior to hair loss, the second time was just after hair loss and the
third interview was completed at least two to three months after hair loss. One
participant without complete hair loss was interviewed only twice. In-depth
interviews allowed the researcher to uncover the participant’s meaning
perspectives, but as suggested by Marshall and Rossman (1989, p.83) respected
the participant’s individual framing and structuring of responses. The interviews
allowed immediate follow up for clarification and elaboration. In general, the
first interview was held in a private area of the patient care unit and
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interruptions were kept to a minimum. The participant was interviewed alone to
assure freedom from the potential influence of a significant other on topics and
feelings reported. Subsequent interviews were held in a variety of locations (e.g.,
home, work site, researcher’s office, etc.) based on the participant’s schedule and
preference. Interviews were tape recorded and transcribed. The transcripts and
participant’s notebooks were the source of data for analysis.

Women who chose to participate were given an attractive little notebook
to jot down thoughts, feelings, and reactions. It was felt that this could provide
additional data to support themes from the interviews. In addition, the
investigator kept written fieldnotes after each interview to describe feelings,
reactions, impressions and potential insights for data reduction/analysis systems.

Design of the Study
Preliminary exploration of the issues was conducted with several women
who had experienced hair loss due to chemotherapy to determine the
approaches, topical issues and neutral probes for examining the topic. These
verbal explorations and conversations were used to determine the significance of
the issues of hair loss as a concern to patients and therefore to potential nursing
interventions. In the discussions these women recalled and reported their
distress with intense feelings despite the passage of up to several years since the
events.
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Interview questions were developed to gather data about the participants’
experiences. Questions began with the request that the participant tell a little
about herself. The flow of inquiry moved toward how these women found out
about their disease and the meaning of this for then. Issues of hair loss were
explored in relation to the disease and issues of body structure, functions and
personal values associated with health and illness.

Subsequent interviews explored physical experiences of illness and their
relation to hair loss and its impacts on daily life. Strategies employed by
participants, both successful and unsuccessful, to reduce distress were also
included. Changes in ordinary home, work, social and leisure activities and the
ways women coped with these were examined. Changes in feelings between
interviews or with other people and situations were examined.

Discussion of the questions with women who had this experience or were
losing their hair again aided in selecting appropriate language and sequence of
questions. The resulting interview schedule was designed to assure that as many
aspects as possible would be considered.

A sequence of three interviews was selected to examine the women’s
experiences over time. Questions were developed from the literature and
preliminary interviews to address concepts and issues deemed relevant to the
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cancer treatment circumstances in which the threat and experiences of hair loss
would occur.

The interview questions and topics were tentatively assigned to an
interview session as a guide to assure that all topics relevant to the investigation
were asked of all participants. (See Appendix A). The actual sequence of
questions and topics was ultimately determined by the researcher according to
the experiences of the participant. For example, a woman who purchased a wig
soon after diagnosis might discuss this in the first interview, while it might occur
for others only in the third session.

The preliminary testing did not include the actual use of a tape recorder
or journal, but these women endorsed the idea of the journal to allow
participants to capture thoughts and feelings between interviews as they
happened.

Inclusion Criteria for Study Participation
1.

Actively receiving alopecia-inducing chemotherapy regimen.

2.

No active emotional or cognitive disorders.

3.

No other diseases influencing self or body image (disfigurements,
scars, amputations, etc.).

4.

Able to speak and understand written and spoken English.
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5.

Verbal and fluent in their coping style.

6.

Willing to be interviewed and tape recorded up to three times.

Limitations of the Study
1.

Only women on alopecia-inducing chemotherapy protocols who
volunteered were included. Volunteers may differ in personal
characteristics from those who did not volunteer which limits
generalizability.

2.

Women were interviewed at three points within the treatment
continuum and the times selected might not be most representative
of the experience.

3.

The views of women in this study may or may not be typical or
representative of the views of other women in similar
circumstances. The results can be generalized to others only with
caution.

4.

The regrowth of hair may be an important aspect of this
experience, but was not feasible to include in this study because of
time constraints.
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5.

It is acknowledged that the experience of chemotherapy-induced
alopecia among males was not addressed in this study. It is
important to examine, but it was presumed that issues facing males
and females should first be examined separately.

Study Protocol
Participant Identification
Potential participants were identified with the assistance of nurses caring
for women determined to require alopecia-inducing chemotherapy as part of
their initial treatment plan. Discussion of the research project with physicians
caring for these women was undertaken by the researcher to assure their
endorsement of the study. Prior to approaching any woman the investigator
reviewed the medical record for inclusion criteria.

The following information was obtained from the medical record:
diagnosis confirmed by pathology, stage or extent of disease, and planned drugs
and schedules likely to involve the hair loss. Drugs included: cisplatin in
combinations with cyclophosphamide, and doxorubicin; bleomycin, vincristine and
mitomycin C depending upon the disease.

Women who met the study criteria and were not presently experiencing
post-operative symptoms causing physical distress were approached and invited
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to join the study. Because of scheduling conflicts, unavailability due to diagnostic
tests being held off the area, and other role demands on the researcher, some
eligible women were not identified prior to discharge and hair loss. Of the
women asked, only one woman declined to participate. She did not offer an
explanation.

Description of the Setting
The description of routine care is presented to allow the consideration the
extent to which nursing care given in the study setting compares to other
treatment settings. The routine care broadly sketches actual care practices as
observed by the researcher during the study and validated in interviews with the
participants. In addition to the diagnosis, the recommendation that
antineoplastic chemotherapy be given as a part of primary treatment is presented
by the physician to each woman, including information about common side
effects of nausea and vomiting, risks of infection and bleeding, and probable hair
loss. Chemotherapy treatment cycles for these women varied according to the
particular diagnosis. The number of treatments ranged from four to six at
approximately monthly intervals.

Thus, the initial issues of threat concerning hair loss usually occur around
the time that a woman was told that the antineoplastic drugs recommended in
her treatment are probably going to result in partial or complete loss of body
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hair. These losses may include head hair, facial hair, eyebrows, and eyelashes, as
well as axillary, pubic and extremity hairs to some degree.

Relationships between the participant and her primary nursing providers
developed and deepened over the hospital stay, and allowed for pacing the
timing and content of individual instruction. Nursing care over the next few days
routinely included providing information about aspects of care to lessen the
distress associated with chemotherapy side effects.

i

When hair loss was discussed, the nurse often suggested the purchase of a
wig or experimenting with the use of turbans, scarves or hats. Names of places
to purchase a wig or catalogs may also be given. Women were encouraged when
shopping for a wig to bring along a relative or friend whose opinion they trust.

Each woman struggles to deal with the issues of grief in an ongoing
process of cancer diagnosis and treatment implications. Anxiety is a dominant
emotion as women await their first cycle of chemotherapy. This stress can not
be eliminated by nursing reassurance alone. Only the actual experience can
modify the fears and anxieties as an individual sorts through what is real from
what was expected. The setting adds to the stress when on the day before or the
day of therapy, each woman must sign the consent form which characterizes all
the attendant risks associated with the particular regimen she will receive.
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For the majority of women, nausea and vomiting were successfully
avoided. Women reported that the first chemotherapy experience was "not as
bad as expected". One participant with Stage I disease experienced persistent
and debilitating nausea throughout the four month course of chemotherapy. By
the fifth cycle, most women had experienced one or more episodes of vomiting
associated with chemotherapy. The availability of a new class of antiemetic
lessened the overall distress usually associated with this symptom.

Informed Consent
The investigator approached eligible women and introduced herself and
the intent of the study. Each woman was told that the study was about the
treatment and its effects, especially that of hair loss.

The woman was told that the study involved three interviews of about one
to one and a half hour each. The arrangements about time and location were
determined for the mutual convenience of the woman and investigator.

Procedures designed to protect privacy and confidentiality were described.
Women were informed that their names would only be recorded on the written
consent form. These forms would be kept in a locked area separate from the
tape recordings and transcripts of interview data. Individual participants were
identified using a code to maintain confidentiality. Only those individuals central
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to the study (e.g., secretary, content expert for coding) had access to the
materials and secured them when not in use.

The role of open ended interview questions to guide the investigator was
discussed. The role of questions to enable the exploration of the same areas
with all participants was noted. The on going right to skip a question, to end
participation or to reschedule an interview was routinely emphasized.

If an individual expressed interest at this point, the researcher provided
the written informed consent form. (See Appendix B). The written Informed
Consent document developed in compliance with institutional standards included
many mandatory statements which were judged to be cumbersome and
potentially confusing, and therefore the verbal discretion of the study was done
first.

First Participant
After receiving approval from the institutional Subcommittee on Human
Studies, a single participant was enrolled who served as a learning experience for
the structure of the study. This woman was interviewed using the interview
guides. This first participant completed all three interviews according to the
initial timetable (once prior to hair loss, once at the time of hair loss and once
six weeks after hair loss). The six week mark had been selected for consistency
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with the crisis model of Caplan (1963). Caplan emphasizes that a crisis is selflimiting and lasts four to six weeks. Interview questions were shifted when the
experiences or topics warranted, or deferred for the next time.

One month after completion of the interviews, the initial participant
approached me to ask whether the study was still active and burst into tears.
She said that she had changed her mind. With her permission, a fourth
interview was then completed.

Over time she had developed increasingly negative feelings about her
situation and hated the wig. In prior interviews she sat with no head covering
and spoke of hair loss as an inconvenience. She had felt completely comfortable
at home with nothing on her head. Her experience resulted in moving the time
of the third interview for subsequent participants until later in the experience.

Data Analysis
In contrast to quantitative pilot studies, her voice and views were felt to
be important to the questions of this research and therefore, the four interviews
were included in the data analysis.

Data collection techniques in this study included multiple in depth
interviews, participant notebooks and interviewer fieldnotes. This use of multiple
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data sources in methodological triangulation provided additional indications of
recurrent patterns across time and among participants. Transcripts of interviews
served as the raw data for this study. Interview transcripts from participants who
did not complete all three interviews, because of withdrawal or absence of hair
loss were included in data analysis since the focus of this research is discovery
and description.

Transcripts were made verbatim from the audiotapes. The researcher
listened to each tape with its transcript. Corrections were made on the original
transcript so that the texts were free of error. In addition, pauses, tears, laughs
and other relevant affect were identified. Both audiotapes and transcripts have
been used repeatedly in the analysis to assure faithfulness to the voices of the
participants.

Data analysis is the process of bringing order, structure and meaning to a
mass of collected data (Marshall & Rossman, 1989, p. 112). Analysis of
qualitative research is a process of immersing oneself and experiencing the data
to isolate the themes, issues and contexts which emerge from the voices of those
participating. The investigator is acknowledged as a participant in this process.
Rather than claiming scientific neutrality, the investigator attempts to assure the
validity of the analysis by representing the "voices'’ in the text. Qualitative data
are not readily convertible to measurable units; they vary in level of abstraction,
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in frequency of occurrence and relevance to the central question (Marshall &
•j

Rossman, 1989, p. 113).

Qualitative analysis according to Miles and Huberman (1984), involves
three concurrent flows of activity: data reduction, data display and conclusion
drawing/verification. Since data analysis is an ongoing process in qualitative
research, data collection and analysis go hand in hand (Taylor & Bogden, 1984,
p. 128). In this study taped interviews were transcribed as a unit of raw data.
The interviewer fieldnotes captured participant movements, gestures and other
impressions of meaning. Listening to the audio tapes provided nuances not
captured in transcripts. The written materials of the two participants who used
the diary provided further substantiation for themes and topics in the interviews.

Sandelowski (1986) has proposed four criteria for evaluating qualitative
research:

1.

Credibility occurs when participants involved read the descriptions
and recognize the lived experience to have been their own.

2.

Fittingness means that the findings can "fit" into contexts outside
the study situation.
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3.

Auditability refers to the ability of another researcher to follow the
thinking, decisions, and methods in deriving the results.

4.

Confirmability refers to the ability of others to observe the findings
are meaningful to their lived experiences.

The participants often told incidents during more than one interview,
which reinforce the significance of those events to that individual. The two
women who used diaries often repeated and reinforced the events noted the
interviews. In the final analysis, the merits of the research are determined
(Sandelowski, 1986) in the public arena among ones colleagues.
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CHAPTER 4
FINDINGS AND DISCUSSION
The participants consisted of ten women being treated in a large referral
center for a recent diagnosis of gynecological malignancy. All women were to
receive hair loss-inducing antineoplastic drugs. Participants were recruited from
February 1991 through September 1991. Interviews were completed from
February 1991 through January 1992. Each participant was interviewed three
times over a timeframe determined by the individual’s specific pattern of hair
loss. One participant who did not have significant hair loss was interviewed only
twice. The interviews were held in private and at a location selected by the
individual participant and lasted from about twenty minutes to two hours.

Each participant received a decorated cloth notebook for jotting thoughts
and feelings between interviews. Although most women spent time selecting her
book only two participants both registered nurses wrote in them. The notebooks
were a source of reported anxiety for many women who found the idea of
writing about their feelings grew increasingly difficult. Many participants
apologized for not writing in their books and offered to return them. The entries
of the nurse participants are integrated in the report of the findings.
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V

Background Information
Participants had a variety of gynecological malignancies. There were no
obvious risk factor or lifestyle patterns among these women to account for their
conditions.
Ovarian Adenocarcinoma Stage IB
Ovarian Gear Cell Carcinoma Stage I
(2) Ovarian Adenocarcinoma Stage IIIC
Ovarian Transition Cell Stage IIIB
Ovarian Adenecarcinoma Stage IV
Fallopian Tube Sarcoma Stage I
Metastatic Fallopian Tube Adenocarcinoma
Cervical Squamous Cell Carcinoma Stage IB
Endometrial Carcinoma Stage IV
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The diagnoses represent a range of severity. Cervical cancer is usually
diagnosed by Pap Smear, and was estimated to affect 13,000 women in 1991
(Cancer Facts & Figures, 1991). Cervical cancer is associated with genital viral
infection, first intercourse at an early age and multiple partners. This was not
the pattern of the one woman with this diagnosis. Her treatment consisted of
chemotherapy in combination with radiation.

Endometrial cancer estimates for 1991 included 33,000 new cases and
5,500 cancer deaths (Cancer Facts & Figures, 1991). Risk factors include a
history of infertility, failure to ovulate, prolonged estrogen therapy and obesity.
None of these factors were present in the history of the participant with
endometrial cancer except for a weight problem (of only twenty percent over
ideal body weight) which she had been successfully controlling for several years
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using a balance of diet and exercise. This participant maintained regular annual
gynecological examinations, but was diagnosed with advanced disease.
Treatment for this participant included surgery, followed by chemotherapy and
radiation.

Ovarian cancer is the fifth most common cancer among women and the
leading cause of gynecological cancer death in the United States. Approximately
20,000 new cases occur each year (Cancer Facts & Figures, 1991). The
incidence of ovarian cancer peaks between the ages of 40 and 70 years and is
slightly more common among nulliparous women. Six participants had some
form of ovarian cancer. All except one woman had borne children.

There are some families in whom heredity is a factor in the diagnosis.
Only one woman could identify a mother or other relative who had had ovarian
cancer. Women with ovarian cancer were treated with aggressive cytoreductive
surgery to minimize residual disease and post-operative chemotherapy with
combination cisplatin and cyclophosphamide.

Primary carcinoma of the fallopian tube is the least frequent of all
malignancies of the female reproductive tract (Perez, C.A, Knapp, R.C., Young,
R.C., 1989). It causes fewer than one-half of a percent of all gynecological
malignancies and occurs in the fifty to sixty year age group. The woman with

34

metastatic fallopian cancer was treated with the ovarian cancer protocol of
cytoreductive surgery and chemotherapy. Sarcoma of the fallopian tube is
extremely rare, and only a few cases have been reported. Because of the rarity
of these cancers, risk factors have not been identified. The woman with fallopian
tube sarcoma was treated with a unilateral salpingo-oophorectomy and post¬
operative chemotherapy with doxorubicin and cisplatin.

All of these diseases can carry significant threat to long term survival.
The threat for these women has been amplified by the visibility of Gene Wilder’s
efforts to raise public awareness about gynecologic malignancies and, in
particular, ovarian cancer which has been labeled the silent killer.

All of the participants in the study are Caucasian, and most had
completed high school and some college. Women ranged in age from thirty-eight
to sixty-six years. The median age was forty-six years, and the mean age was 48.8
years. Six participants engaged in a regular program of exercise. Eight of the
ten women worked outside the home, two as registered nurses. All reported that
they enjoyed their jobs. One woman is a homemaker and another is retired, but
serves as a live-in caretaker for an elderly gentleman.

When asked to tell a little about themselves, women identified themselves
as married or single; as parents; as busy, as upbeat; as active women with
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specific interests and hobbies; as exercisers, as having strong family and
friendship ties; as secretaries, editors, analysts or other positions; and as scared.
Their reports give testimony to the richness of ordinary lives in which there are
multiple interwoven roles and relationships.

Most of the participants lived in their own homes. Six women had a
spouse or partner. Two women were not in a current relationship, and two
others identified the presence of a supportive companion. Two women had not
had children. Of the women with children, two women had children under
eighteen years old (10 and 13 years), and the others ranged from teens to middle
aged adults.

Three women expressed some financial concerns if their health care needs
exceeded their benefits, but none had immediate concerns. One woman’s
husband had recently been laid off and the length of his benefits wasn’t clear.
Participants expressed their concern for the impact of this illness on children,
family, and friends as well as self. Only two women had a feeling that something
was wrong with their bodies. All others met the disease with surprise.

The findings regarding participants’ experiences associated with hair loss
are presented using quotes which are illustrative of the major themes, rather
than an exhaustive display of participants* thoughts. When appropriate, the
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voices of more than one woman were combined to reduce repetition without
sacrificing meaning. Pseudonyms are used when a form of personal identification
is relevant to the report of the findings.

Learning the Diagnosis
One can not consider the impact of hair loss without recognition of the
meaning of the diagnosis of cancer for the participants. Learning the diagnosis
was troublesome to these women for a variety of reasons. Seven of the women
were active in regular exercise programs and defined themselves as healthy and
fit at the time of their diagnosis. The symptoms experienced were often minor
or flu-like symptoms not associated by them with cancer. This self-appraisal
made it even more shocking to learn of a cancer diagnosis. Four women
reported feeling increasingly apprehensive as they read cues from their physician
over the course of the work-up.

The participants’ reactions are consistent with the work of Lindemann
(1944), describing the symptomatology of normal grief. The pattern is
characterized by: 1) somatic distress, 2) preoccupation with the image of the loss
and a sense of slight unreality, 3) guilt, 4) hostile reactions, and 5) loss of
patterns of conduct and ordinary activities accompanied by generalized
restlessness. The following quotes illustrate these reactions.
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They told me I had a huge fibroid that needed to be removed. The
next day they told me it was ovarian cancer and they had to
remove a part of my bladder. I mean I was completely shocked.
It was not what I expected.
I had surgery for a blockage around my duodenum and when I
woke up in the recovery room ... I can’t remember whether a nurse
said the time or I saw a clock, but it was 4:30 p.m. and it started at
8:30 a.m., so I knew something was wrong. One of the surgeons
came over and said, "It’s cancer." I can remember I asked him to
repeat it because I didn’t think I heard him right.
I knew something was wrong with me. [Cervical cancer] I felt as if
every thing was falling out. I’d be up through the night and then
the pain became so bad that I became scared of going, ’cause I
knew it was serious.

For others the pattern was less intensly distressing.
I went for my regular pap smear and the gynecologist felt some
stuff she didn’t like and sent me for an ultrasound. I was a bit leery
when she assured me that it was probably endometriosis, but the
person she sent me to is an oncologist. The doctor did a marvelous
job with us...I can’t remember how many times we saw him... he
did a marvelous job each time of upping the ante just a little bit...I
think my feelings were of increasing apprehension...but because I
felt so completely well I’d go through periods of thinking,
"Obviously they had made a mistake."...and if they did all the tests
at once, I would have thought they were on the wrong person....it
was not so much denial as disbelief...I sort of roller coastered up
and down...every once in a while I’d take a plunge and cry and
carry on.
Participants’ recall of how they learned of their diagnosis and, more
particularly, what they reported of that time suggests the realities of illness for
them. Many experienced feelings "a weight on my chest," or "feeling numb," or "
it was just like a concrete slab hit me in the chest. It just took my breath away."
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At first I was very nonchalant and said, "Well my mother had it
and I’ve been seven years longer than she has, so I’m ok."...but,
about four days later it hit me, and I just cried...and why my
house? Angry! The anger of why not the lady down the road that
wants to die.

When I was admitted to the Emergency Room, the doctors said
they eliminated the bad things, like pneumonia and heart disease.
So when I was given the diagnosis of ovarian cancer three days
later it was absolute disbelief. It was something I knew nothing
about...it couldn’t be real. I tried to shut down. I cried just a little,
not too much. Not too much.

Lindemann described that persons in acute grief demonstrate a
remarkably uniform pattern. All of the elements of shock, somatic complaints,
preoccupation, guilt, hostile feelings, and lack of organization suggested by
Lindemann’s propositions can be recognized in these women’s words.

Holland (1976) points out that although each person’s social,
psychological, and medical situation is unique, a frame of reference is needed to
compare reactions. She notes that the word cancer still produces fear. The
fears include: threat of death; uncertainty regarding the future; fear of pain; fear
of loss of a body part or function; fear of losing family and work; fear of
dependency and costly medical care; and, fear of alienation from others (p. 264).

The person’s relevant history to the particular disease sets up a major
portion of what counts as stressful (Benner & Wrubel, 1989). The individual
must somehow confront these fears and cope with her specific situation. Three
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participants had lost at least one parent to cancer. Just as Lindemann’s
propositions allow formulation of the diagnostic impact, the theoretical positions
advanced by (Lazarus 1966; Lazarus & Folkman, 1984) enable an understanding
of the coping processes, strategies and mechanisms.

Appraisals of Hair Losses
Psychological stress is a particular relationship between the person and
the environment that is appraised by the person as taxing or exceeding his or her
resources and endangering his or her well-being (Lazarus, 1966; Lazarus &
Folkman, 1984, p. 19).

Cognitive appraisal is a process of evaluating the degree or extent of
threat in a particular transaction. Cognitive appraisal is a process of categorizing
an encounter and its various facets in relation to its significance for one’s well¬
being.

There are three types of cognitive appraisals: primary, secondary, and
reappraisal. Primary appraisal determines whether the encounter is irrelevant,
benign-positive, or stressful. Stress appraisals include harm/loss, threat, and
challenge. Secondary appraisal is a judgment concerning what might and can be
done. It estimates whether an option will accomplish what it is supposed to,
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whether one can apply a particular strategy or set of strategies effectively, and
what the consequences might be given internal and external constraints.
Reappraisal refers to a changed appraisal based on new information or insights.
A reappraisal differs from an appraisal only in that it occurs later.

Person factors described by Lazarus (1966), such as commitments and
beliefs, may contribute to differences in appraisals. A person may generate
several interpretations of an event depending on the facets noted and attended
to as well as the clarity or ambiguity of information about demands and coping
resources. Situation factors such as imminence, duration, and temporal
uncertainty influence appraisal of stress. Person and situation factors also
influence and are influenced by each other.

In appraisal and reappraisal "the person processes information, judges the
relevance of events, and selects from his [sic] repertoire of coping acts that which
is most nearly suited to the complex geometry of costs and gains with which his
advanced or limited brain can put him in touch" (Lazarus, 1979, p. 291).

Coping involves an alteration, through intrapsychic cognitive responses or
direct action, of the relationship between a person and his [sic] environment
(Lazarus, 1979).
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The woman s appraisal of her overall situation, including cancer and
chemotherapy, forms the context within which she assesses the issue of hair loss.
The meaning and intensity of feelings about hair loss vary among women and
within a woman over time as situations arise.

The following descriptions represent the reports of stress appraisal and
coping efforts in this group of women. The researcher will attempt to preserve
the personal integrity of each description as well as note regularities and themes
in the analysis of women’s hair loss experience.

The threat and impact of hair loss for a given individual is influenced by
her own view of the functional and aesthetic meaning of hair in each of the body
areas, as well as the social meanings assigned through culture and experiences.

The women often had difficulty in remembering when and how they had
been told about the possibility of hair loss. Mishel (1988) notes that stress can
reduce the memory function of cognitive processing. Only the most salient
aspects are accessible. The feelings concerning the anticipated loss of hair were
clearer.
I have a feeling I’m probably going to have a hard time with it...I
have lots of hair...I have good hair...I think of myself as a hair
person...and I tend to like my hair. And I have a feeling that I’m
going to grieve over its loss...
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To me it kind of goes with the turf. I do not look forward to it. I
cannot think how ugly I could possibly look. And Fve always been
self-conscious about my looks. I’m very conscious of how my hair
looks. It’s just me.
Ugly! Ugly! Ugly!..ugly everywhere, but I’ll get a wig and wear it.
I’ll wear it. I am vain enough to have to wear that. It just keeps
you from being conspicuous.
I said to [Jim], "I think this catalog of wigs [mailed from the M.D.’s
office] is pretty much a sure sign that this can be expected." I
think to a woman, or to me personally, it’s one of the most
devastating things to face in terms of...aside from being debilitated
from the drugs. How I look is very important to me...basically I’m
very vain. Body image changes are very threatening to me. I
consider this very threatening to me. I’ve tried to keep a sense of
humor about it, yet there’s a real feeling of loss or sadness about it.
Bald is just not attractive to me. That’s just my value. I don’t
think that’s going to change, just because I’m a bald person.

Primary appraisals evaluate the encounter as irrelevant, benign, or
stressful. Stressful appraisals include harm/loss, threat, and challenge. Harm
occurs when the individual has sustained damage of some kind. Threat concerns
anticipated loss/harm. The words of these participants clearly express the
expectancy of personal distress due to hair loss. Wright (1960) notes that in the
development of self-concept, one’s physical attributes become intricately a part
of the "I," the "me." Hair falls within that sphere.

It is curious that a number of women considered their feeling about their
hair and potential loss as ’Vain". There is an implicit apology for holding those
feelings. Vain is defined in Webster’s New Collegiate Dictionary (1975) as
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"foolish, silly; having or showing undue or excessive pride in one’s appearance or
achievements". Perhaps women are socialized to dismiss or discount the
legitimacy of attachments to certain body parts.

For some of the women, the anticipated loss was not expressed as
intensely distressing, and therefore, falls more closely under Lazarus’ rubric of
challenge. The following examples suggest this view.

I knew enough about chemotherapy that I knew you could lose
your hair. Actually that didn’t seem to really bother me at that
point in time. I don’t have a good shaped head. If I did and my
hair was gone, I wouldn’t feel quite as bad as I do now. It’s not
very pleasant to look at.
I’m a nurse and I knew that you lose your hair a lot of times, so I
expected it and didn’t really bother me that much, because I’ll
grow it back. I have very thin hair and I keep it permed to make
it look thicker. And people have been saying, "It usually grows
back thicker and curlier." And I said, "That almost makes it worth
it." Almost...I always use the word almost. You have to keep a
sense of humor too.
I’m more upset about the scar than the hair. The scar lasts forever.

Yeah, it was Dr. [Y.] who told me that you may lose your hair and
Good God what has that got to do with the connection with losing
your life. So I’ve already been in touch with my own hairdresser,
and...I’ll tell you, I feel as though I’ve got to keep myself up. I
can’t sit and dwell on this and weep and cry. It isn’t going to help.
Lazarus and Folkman view stress as phenomenological, and believe
that appraisals generally correlate with reality (1984, P.53). What is noxious or
threatening depends on the nature of the psychological structure (Lazarus, 1966).
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The last woman’s thoughts about several coping options open to her are
well described above in her own words. Her appraisals note both the underlying
threat to existence and a coping posture of positive self care.

Appraisals of threat and challenge are not mutually exclusive and
elements of both are evident among these participants. Secondary appraisals
concern what might be done.

The temporal uncertainty of the trajectory of hair loss was not particularly
stressful for the participants. Many participants felt each day without hair loss
was a blessing. During the period waiting for hair loss to start or not start,
participants experimented with a variety of hair-related strategies. Many avoided
combing, washing or even touching their own hair.

I used to go to the hairdresser’s once a month to have it cut. Since
I’ve heard about this, I’ve gone every week to have it set. I’ve got
to keep myself up...You see I’m a widow... I probably can’t afford
to go every week, but...
I found myself getting up in the morning and touching my hair but
NOT saying, "this is going to happen let’s just clean it up and wash
and brush it." I didn’t do that. I sort of protected it. OK I’ll just
touch it and pull away what I can...I was kind of pressing it like
this, holding on to it as long as I could.
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What I noticed, in three weeks, my scalp started to get sore. Like
if I touched it it would be very sore so I knew it [hair loss] was
going to start.

The process of hair loss (Sauer, 1991) differs according to initial hair
volume and thickness, prior dyes, hair coloring, permanents and other stress to
hair, and, specific chemotherapy drugs. Thick hair tends to take longer than thin
hair for loss to show. Treated, stressed hair is brittle and is lost sooner.
Doxorubicin chemotherapy causes more abrupt and complete alopecia than does
the cisplatin/ cyclophosphamide combination. In fact, because of wide individual
variance, only general predictions can be made for a given individual.

I kept saying to myself, "Well, maybe they’re wrong, because not
everybody gets every side effect. Maybe I won’t lose my hair."

Once a woman had defined hair loss as having started, most expected
total baldness to occur immediately. This consistent belief among the women
added to their stress. Participants were not adequately informed or failed to
hear that hair loss would proceed over a period of weeks or months depending
upon the specific drugs they received.

Moment of Hair Loss: For each woman there was a discrete moment
when hair loss became real. Four women experienced scalp soreness as a
harbinger of hair loss, but without a sense of how soon afterwards hair loss
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would follow. However, there was a discrete moment that was hair loss. The
event usually occurred in one of three patterns: during bathing, hair brushing, or
pillow loss upon awakening.

When hair loss began in earnest, participants were distressed by
the visual intensity, the meaning of loss and the actual mess.

It happened when I took a shower, and I just started crying...I just
kept washing my hair and was kind of pulling some of it out. It
just seemed attached to my whole body and the tub and
everywhere. I finished the shampoo and rinsed my hair very
carefully. My hair was very sensitive, so I combed it carefully and
then I went down stairs and told [Jim] and started crying all over
again. When I finally stopped crying, I called the wig place.

Probably last Thursday morning, my roomate had already gone. It
looked like so much. It blocked the drain and the water level
really started rising. [Crying] I wasn’t expecting it so soon, they
told me it would probably start after my second chemo and it was
pretty bad. I went and just sat on my bed. That was pretty awful.
Yeah. Combing my hair the comb would be full. At first, it was
like handfuls, I’d turn my head and it would be in my mouth. I
couldn’t stand it being everywhere so I took a scissors and cut it all
off.
I noticed it on the bed right after the second treatment. It was
awful. I had to vacuum the bed with a dustbuster every day. It
seems like it was a week. It seemed like an eternity at the time
because of the hair all over the place.

Until hair loss actually occurred, almost all women used some form of
illusion. Illusion is the belief in a positive outcome in a condition of uncertainty.
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Participants reported that they just kept hoping that hair loss just wouldn’t
happen to them, regardless of what they had been told to expect. Lazarus
(1974) suggested that the maintanence of illusion may be valuable in protecting
from a threat that is difficult to accept. Mishel (1988) points out that much is
still unknown about the conditions under which uncertainty promotes illusion.
The participants held on, at some level, to the illusion that they would be spared
the loss of hair. This strategy of knowing and not knowing is referred to by
Weisman (1979) as middle knowledge.

Body hair: All participants reported noticing some degree of hair loss in
other body areas. In general participants did not report distress associated with
loss of axillary, pubic or leg hair. Pubic hair loss was attributed to surgery rather
than chemotherapy by participants. Women reported that hair hadn’t grown
back post-operatively. This might have contributed to fewer comments about
pubic hair then would otherwise be expected. Several expressed concern about
their appearance, if they were to lose eyelashes and eyebrows. Others thought
make-up could effectively camouflage this problem.

My eyelashes are thinner. The hair on my legs is very minimal.
The hair under my arms is gone, too. Now I don’t need to shave.
No eyebrows is a funny sensation...I realize why we have eyebrows
now, because I’ve lost my eyebrows and the soap just rolls down
your forehead and into your eyes if you don’t have eyebrows...I got
stung the first time. It caught me by surprise. Just like...it’s just
another thing. Because this whole cancer thing has been...you can’t
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worry about any ONE thing, because there’s always something that
pops up right after that to worry about.

The last quote captures both the mutliple losses and the existential plight
associated with the disease itself. Participants in telling their stories about hair
loss report it in an ongoing relationship to the cancer as well. It is somewhat
artificial to explore hair loss as a single problem, yet despite the enormous threat
to survival, hair loss was a problem with scope, depth and facets.

Many women in one way or another, justified hair loss this way. "I’d
rather be bald than dead." "If it works, it’ll be worth it."

Impact on Intimacy: Some participants reported that hair loss had not
had an impact on sexual activities and intimacy behaviors. For others there was
a change noted. The design of the study did not include interviews with
participant’s partners to determine the congruence of perceptions of intimacy
behaviors. For most participants the issues of intimacy, regardless of the
direction, were complex and multiple.

I wasn’t planning to have kids anyway, so that’s not a problem. I
was worried about being attractive to my lover, but that hasn’t
been a problem.
Pubic hair isn’t too bad, because sexually that can be interesting
...at least in my repertoire.
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We didn’t do passion with the wig on. It does not work.
Maybe a little more intense. I’ve thought about that a little.
Maybe a little more...kind of scared...maybe doing more hugging,
more touching, more holding on to each other than normal or
usual. [Mary]
We’ve had sexual intercourse only one time. I feel so vulnerable.
I’ve tried to just go through the motions...not go through the
motions entirely, but it was not as pleasurable to me as it ordinarily
is.
Well, that’s a problem, I think. We’ve been doing non-invasive
things and I think that’s hard. I don’t want to have intercourse
because I’m so afraid right now without birth control...And so we
kiss and hug and some other non-invasive things, but intercourse...it
just...it really frightens me...I really hated touching...there wasn’t
one part of my body...it was really quite painful, even when he
touched me in a very gentle way...the numbness and tingling...it
really distorts your sense of touch and wanting to be touched.
[Meg]
Now we’ve had relations when I’ve had my wig off and when I’ve
had it on. And it does not seem to be as much of an issue to him.
He even tells me that the wig texture feels a little funny. But it
doesn’t help, that’s for sure. I think we’ve both kept a sense of
humor about it...but deep down it doesn’t add to feeling like a
sexual being. I don’t think...to me anyway.
I’m feeling better now. A few months ago...no, because I still had
pains. Now I’m feeling let’s get back to normal and he’s not quite
there yet. I’m sure looking at this head is not all that
appealing...So we’re doing a lot of talking about this. I’ve said to
him,"I don’t want to feel like this is what I get for having cancer or
surgery." We’ve got to work this through, because it never was a
problem. It’s always been a big part of our relationship, so we’ll
get back to it.

Intimacy behavior was affected by both the treatment, woman’s own
interest and the perceived responses of one’s partner. Physical changes in
sensations and residual discomfort negatively affected sexual activities. One
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participant who was single said her male friends were more attentive now that
she had been "neutered." She went on to state that she really didn’t think, "that
was the real reason for their calls." At some level however the thought crossed
her mind.

Alopecia, the Cancer Images, and Sinead O’Connor
Cancer carries associated images of pain, wasting and death. Participants
alluded to the burden of these images in their own lives.

I’m going to tell you something funny, I think attitude plays a big
part in cancer...I’ve seen people who look sick.. And a lot of times I
think they’ve made themselves feel that way...I wear a little lipstick
and sometimes a little blush...The one thing that scares me about
it...that cancer look ... that yellow cancer look, and I’ve warned
everyone around me, "If you ever see me getting it, let me know so
I can put some blush on fast." I don’t like that look. I just don’t
like it.
Sometimes I feel almost normal, then you look at your head and
you know that it’s not normal.
I’d look at myself in the mirror in the back and it gives you the
feeling of the girls or people during the war with their heads
shaved.
I’ve got that concentration camp I’ve just had chemotherapy
treatment hairdo.
Without the wig, with the head the way it looks, it just speaks of
illness and sickness and I don’t want him to have to look at that.
Because I haven’t acted sick.
You see people that look sick...a woman in admitting looked
ghastly...just grey and drawn. Her bandana was crooked, so you
could see she was bald. I mean Cancer" just blared out at you. I
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was immediately struck by a feeling of resentment. Not for her,
but for this horrible disease. She was a symbol of how devastating
cancer is. I hate that "cancer look". And I just don’t want to look
like that. I would think somebody that does look bad would just
try to make themselves up to look better.

Much of coping includes manipulation of the environment as well as one’s
cognitions about the environment (Lazarus, 1974, p.263).

The images aroused by thoughts and observations of others have symbolic
meanings for the identity of the participant who observed them. Other women
with hair loss observed by participants in the admitting area were particularly
upsetting to these participants and resulted in significant anxiety.

When the participants were on the patient care unit however, they were
as likely as others to go with no head covering themselves. No similar negative
reactions to baldness observed on the unit was reported by any participant.
They may represent different environments. The patient care unit may be
defined by
participants as private or protective in ways not felt in the more public admitting
area of the hospital.
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Sinead O’Connor:
It’s fashionable now, since everyone likes Sinead O’Connor. It
makes a difference ... There was an article in the Globe about how
women are shaving off their hair and going with very, very short
close to the scalp hair.
There are women, like that singer who go around with shaved
heads, but I don’t have that kind of ego.
[Rose] who wore scarves had gone swimming with no head cover.
I was the least person there who needed a cap. My friends were
very supportive. They told me I looked cute. Thank goodness for
Sinead O’Connor.

Sinead O’Connor’s entrance into the contemporary singing world offered
each of the women in this study one alternate representation of hairlessness.
Sinead’s choice of baldness provided a kind of psychological permission for
others. She was mentioned by the nine women who experienced alopecia. Were
it not for her, bleak images would be all there were.

Hidden Losses: Many women who had tinted their hair as well as those
who didn’t noted the change in their hair color, because white and gray hairs
tended to survive longer. Hidden losses were both big and small, but they were
big enough to notice and report. Losses impacted sense of self, taken-forgranted activities, a positive sense of future and even touched or being
recognized was altered. 'My hair is so white now. I hate it! I don’t know why it
changed colors." "I look at shampoo and hair color commercials, and think I
won’t buy any of those for a long while. It makes me sad." "I hate touching my
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head, and that scaling scalp. In fact, all touch feels physically unpleasant." "It’s
hard to believe my hair will grow back. It’s hard to believe anything will change."

I just have periods where I was very depressed. And you can’t
forget, because you look different because of your head...I was at
home last week not wanting to do anything, but by the same token
wanting to be out there on a tennis court with my friends...and of
course, I feel sorry for my husband, too...being stuck at home with
me...
When I went back to work that afternoon it was wierd. Many
people who I’ve known for a long time just walked by me. They
didn’t even recognize me. I’m not sure how to handle that.
We take touching so for granted in nursing and always think of it
as really...as always positive. One of the things that I’ve been
aware of is just how violated I feel. I just dread anybody touching
me...and having my blood drawn and being touched so many times
a day. My skin was so sensitive that it hurt.
"On Wake Up the Earth Day, I had to worry about the top of my
head getting sunburned."

Fears that the wig would fall off during exercise, blow off in convertibles,
and on boats, or get knocked awry in crowded areas were sources of concern.
Most women developed counter strategies rather than avoid those situations all
together. Only one woman [with stage 4 disease] was able to return to her
routine [running] exercise during the study.

One time it was cold so I wore a hat... When I took the hat off the
wig came too. I just pulled it back down on my head real quick
and pretended nothing happened. So I don’t know if people saw
me or not.
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Shopping in Filenes one day and I was trying on clothes...and you
don’t think of things until you’re there. I had a sweater on and I
had to take it off and there’s the wig. So you have to take the wig
off then try on the clothes, then put the wig back on to go to look
in the mirror. It’s like back and forth, back and forth. And it’s
things like these that you don’t think of until you’re right in the
situation...I used to really like to shop, but no more. I’d just as
soon not bother.

Many women reported changes in their interest in shopping. For some it
was the hassle with the wig, for others fatigue was the deterrent, for some it was
a loss of feeling attractive, and for some the uncertainty of the future made
clothes shopping seem just silly. All except one woman had reported shopping
was a formerly pleasurable pastime for them.

Coping Behaviors and Strategies
Coping efforts can be focused toward dealing with the problem itself or
managing the unpleasant emotions that are aroused because of the problem
(Lazarus, 1966). Coping includes manipulations of the environment as well as
one’s cognitions about that environment. Each of the participants in this study
was actively engaged in defining the anticipated situation, considering facets and
aspects which have salience for her, and mentally rehearsing for the events.

Getting the Wig: Following discharge, most women thought about and
even made plans to get a wig. It is noteworthy that, regardless of the specific
circumstances, all women referred to the establishment as, "the wig place." It
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was never called a shop or store, although this is not the language of the nurses
in discussing wigs. It suggests that the participants don’t have a vocabulary for
this "place" and seems to convey a slightly alien or unfamilar connotation.

Several women reported having to go to a number of places before
finding an acceptable wig. Settings varied according to physical layout, wig
selections, services and prices. The setting was a factor in women’s stress.
Participants’ reports reflected the significant energy expended early in their
recovery to procure a wig they could live with. This is not entirely a matter of
vanity, but an important task in the process of coping with the threat of hair loss.
The purchase of the wig was instrumental for most women as a coping resource
to lessen the personal loss of a part of self as well lessen the stigma and public
burden of obvious hair loss. The process of purchasing the wig was a physically
and emotionally taxing activity.

I thought I’d have to have long hair. [Jim] loves long hair...I’d lost
about sixteen pounds, and it was very heavy...it really overwhelmed
my face. [Jim] actually thought I looked better in the short one.
Originally I had bought a cheaper wig at one of those wig places
where beauty shops go...a distributor...and I was going to have her
[hairdresser] try to fix it, but it wasn’t me. It just had too,too much
hair...When we bought the first one, I didn’t even bring it home. I
left it at my brother’s and until I could go and have it fixed...I
didn’t pick it up...I didn’t want any part of it...And then at the
hairdressers when I really tried it on, no matter what they did, it
just wasn’t me...
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The hairdresser that I went to was fantastic! They had me in a
back room. They didn’t leave me out there with all their
customers. It was just two hairdressers and I and no one else
could see what you were doing.
They were six or seven hundred dollars and they weren’t great to
begin with. I tried another wig place about a week later...She
didn’t seem to understand how I wear my hair short and it wasn’t
the right color. And I was exhausted after forty-five minutes. So it
was more or less a repeat of the first. I thought I could get a nice
wig
with real hair and I didn’t mind paying a lot of money
if it was nice and comfortable...I ended up getting one from a
catalog from the girl who cuts my hair. It was too much hair so
she cut and trimmed it and it’s not too bad.
My hairdresser brought me down and brought her own scissors and
sat me down and put a thing around me and cut and shaped it and
everything else and I wore it home.
The woman was very nice and set me up with this wig that looked
almost exactly like the style I had been wearing...all I wanted to do
was get something that looked like me.

One woman whose hair was thick, curly and gray in the front and dark
brown in the back reported her difficulty in finding a wig.

They either had the gray in old lady styles, or like my style, but all
brown which I’m not. You could get a custom job, but that would
take a lot longer and cost a lot. We went to another wig place and
that was even worse. You were like on display.

She didn’t buy any wig that day. That night she had a vivid
dream.

This place was half wig store and half mortuary, and I could get
one half of the wig on each side. So I could kind of put them
together. I woke up and that was pretty tough.
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This woman [Rose] later said that, "We went back and got the long brown
one. We decided, "What the hell let’s have some fun." "I just haven’t worn it
because I’d just feel weird in a wig."

Participants considered issues of "likeness" of the wig and the self in their
evaluations of the adequacy of the device. The issues of color, style and length
were among the criteria routinely considered. Participants sought the opinion of
partners and/or friends in this assessment of the wig. The wig "normalizes you"
and "makes you not conspicuous". Women sought this protection of self in their
employment of the wig. Hair was viewed as an important physical attribute.

Beauticians accompanied and assisted several participants in obtaining a
wig, and were viewed as being very helpful. In a study by Ehmann (1989) of the
forty women surveyed, eighty-two percent preferred a nurse rather than a
beautician to assist them in coping with personal image needs. The study may
have bias if respondents were aware that the researchers were nurse-cosmetology
consultants.

For most of the participants the wig selection was a matter grave
importance. Expert help and the assurance of trusted companions were viewed
as assistive in the purchase decisions.
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Wigs which were different from the woman’s own hairstyle or color were
considered very carefully before being accepted or rejected by the individual.
The recurrent theme was the search for a wig which was enough like one’s self.
Only one participant was accompanied by a male and the others felt that, "He
would be uncomfortable with that."

The following participant seemed to make explicit the issues of
vulnerability associated with the meaning of selecting a wig.

She [the owner] was very sensitive to how to comb and touch my
hair and scalp and everything...and you really became aware of how
important it was to me...she made it very comfortable for me...It’s
weird, I mean, I felt like I was going to a doctor’s appointment or
something. It was very stressful to go there at first and...I guess a
part of it is coming to terms that this is really going to happen.

Lazarus and Folkman (1984, pp.78) point out that the two main person
factors in their theoretical position, commitments and beliefs, can be brought
together in an overarching concept which recurrent identification of "me" and
"not me" in the process of many have called "self." Consistent with this view, the
hair loss and wig selection repeatedly indicate that a woman’s "self' and personal
identity can be at stake.
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Despite the negative associations and images, participants continued to
move forward into their ordinary lives. They had to begin to wear the wig, meet
people and construct a "good enough" structure in which to dwell.

No wig: One woman [Mary], who thought that hair loss didn’t bother her
as much as other things, did not think she would get a wig. She too really likes
her hair and was working out a solution consistent with her values and beliefs.

I just don’t see myself in a wig somehow. Maybe because I always
laughed at people who wore them. As a child I had a grammar
school principal who wore a wig and it was my sort of first thing.
And it was always sort of cockeyed on her head. Maybe she had to
for cancer, for all I know...but, I didn’t know it then. Anyway I will
try to learn to wrap a turban. And maybe I’ll end up wearing a wig
...but, I somehow don’t see it. I like my hair a lot. So if they could
take my hair and make a wig of it, I might like the wig all right, but
short of that, I don’t think I’d like a wig very well. Yet I can’t go
around bald because I’d scare my students half to death.
"Watch, next time you see me I’ll have a wig on, but I don’t
anticipate it."

[Mary’s] issues around hair loss were different from the other participants,
yet all were seeking to find authentic ways of coping. Her first clear recollection
of a woman in a wig was of the Principal with her wig askew on her head. Her
childhood posture was not significantly different in adulthood and admittedly
influenced her choice. Wig or no wig, [Mary] too was deeply involved with
coping with hair loss.
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[Maiy] did experience some hair loss, but never enough to require a head
covering, except for sun protection. She made a rapid post-operative recovery
and experienced only slight nausea during treatment. It is tempting to speculate
on whether her strategies of meditation, imagery, and Bemie Siegel type tapes
which had been part of her personal routines since her father’s diagnosis of
cancer several years earlier had a protective effect on her symptom experiences,
including hair loss. One would certainly need a much larger sample to examine
the possible influence of meditation and imagery on hair loss.

Every thing has been about half as bad as I expected. I don’t
know if it’s luck or not knowing any better or the whole Bemie
Siegel thing, or maybe a combination.
...And since then I’ve been very interested in the whole thing. It is
not a comfort kind of thing, but a fairly long term interest. I teach
a psychology course and have always dealt with it in class with the
kids. It’s a sincere interest of mine. Something that I believe in.

Creative housekeeping: To contend with the mess, women and their
families instituted a variety of creative strategies. [Gail] cut her hair off. Two
other women had their hair cut short. A third woman said, "I’ll tell you if I ever
had to have chemo again, I would go and get my head shaved because the worst
part of the whole thing was the mess."

Your hands are covered with hair, so you wrap it up like spaghetti
around your hand and toss it over the shower stall.
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I hadn’t gotten my hair cut. I think that might have helped because
I wouldn’t have such long strands that were more demoralizing and
devastating and so messy for [Jim].
I always feel a little bit glad that there are still a few pieces left. I
don’t know why, but I do. There’s a little bit of your old self still
there.

Many women wore turbans to catch stray hairs, and shook them out
outside. Some women even combed their hair outside, since the weather was
warm. Some lined the bathroom or other work areas with paper towels. Several
partners actively scooped hair off the pillows, out of the sinks and tubs as well as
plucking hair off clothes to lessen their loved one’s observation of lost hair.

My thirteen year old said, "Mom, want to wear my baseball cap?
And if you’re too embarrassed, Mom, stick my underwear on your
head."

Not all helpful attempts by significant people were positively received by
the participants. In fact, some were seen as self-serving rather than supportive.

I found all along that hair loss is a big deal to other people, and
it’s a question that people always ask me, "Are you going to lose
your hair?"
When they say, "It will grow back," I think people just don’t want
you to talk about it.
My brother said, "It’s no big deal."...He told me later that he just
kind of blew it off, because he knew it was totally depressing but
he just didn’t know what to say...That helped me. You see, I had
put it in that perspective.
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And each morning as I got up I had people who had never lost
their hair saying, "Why don’t you just get up and brush it and be
done with it or cut it?" Somebody said," Go ahead, go in the
bathroom and cut it." I just couldn’t do that. I just couldn’t. I
kind of resented that a little."
My husband’s first wife died of ovarian cancer, and when I asked
him how she looked he said he never saw her head uncovered. So
I was even wearing a scarf to bed,but... I said, "That’s ridiculous"....
So when I took the wig off it was really just in a big roll and it was
going to take a lot of work and pressure to pull it out and stuff, so
I just didn’t bother with it. The next morning, [Jim] cut off the
whole knot and really cut my hair short...He wants to shave it all
off. I know it would be neater. But, at some level, I don’t
understand his desire to rid me of it. I think total baldness will
look and feel a lot different from this patchy baldness...In a few
days I may just give up and let him shave it.
Even though I try not to think it, I’m sure looking at this head is
not appealing even though...he will always tell me to take the wig
off...when you’re in an intimate thing I’m not sure that’s not a
tumoff...when your husband’s pulling back a little.

Many of these statements reflect the interpersonal vulnerability within
committed relationships. Feeling like an "invalid" or having to "give up" and let
him shave it, imply a diminished sense of self and worth. Participants reflected
on their own reactions to hair loss. Participants watched the reactions of their
significant others, and interpreted them in relation to self. What is at stake is
very powerful and personal. Another similar concern involved participants’
feelings and images of how they looked to others.
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Re-establishing routines: Participants began to reestablish some sort of
routines between chemotherapy treatments. Initially, all allowed increased help
with household responsibilities.

Partners often did more of the meal preparation than they had in the
past. The amount of assistance was influenced by the symptoms experienced by
the women. After the first chemotherapy treatment, post-operative pain, nausea
and fatigue were the most common problems limiting activity. During
subsequent treatments, nausea and fatigue were most common.

Once I got home I found I needed them [family] terribly. I was
surprised...physically how much I needed them...to get dressed...to
get a shower...to make a phone call. I wouldn’t have done any of
that if it hadn’t been for them. And then the nausea, I was
consumed with that.
I drive him to school...I used to be at work by then, but I feel very
strongly about this because anything normaL.towards normal
especially in his life will make him feel better. I have noticed a
difference as we do more normal things.
He was a man in my life and now he’s back. He bolsters me
emotionally. He usually comes on weekends and takes me for long
drives or he gets me to eat foods. Simply because I enjoy his
company. I keep hoping it will remain that way. When he looks at
me I think he thinks I’m still attractive.
I have a child so a certain amount of structure is required. I don’t
want to alarm him. That probably has saved my days really
because I know he is coming home at 3 o’clock and I better get
organized...
because he is...he does require my attention and
care and so forth. He stabilizes my day if it’s out of control.

64

Most women regained their strength and started to normalize their
routines. Only one participant [with Stage 1 disease] was physically incapacitated
by side effects of chemotherapy throughout her treatment course. She was
virtually housebound, with greater than a twenty percent weight loss due to
nausea. [Her baseline weight was about 105 pounds.] She received home
intravenous therapy and at one point prior to home care was hospitalized with a
serum magnesium level of 0.3. This level is barely compatible with vital
functions.

It’s clear to me that HI never get back to work before the end of
this chemotherapy. By the end of the second cycle it really became
evident that it was a pipe dream. I have lost so many pounds that
I just can’t afford to bum the calories.

Household activities served as the first arena for the work of restoring
one’s place in the world. Often family member’s fear imposed restrictions on the
topics and feelings which could be discussed. Women reported on the ways
those signals were experienced.

Adjusting to the wig: Adjusting to the wig had many dimensions, including
learning how to put it on, how to adjust and comb it, how to wash and maintain
it. In addition, there were adjustments concerning presenting oneself in the
many private and public arenas of life.
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There is so much hair. You and I could share it, because there’s
enough for at least two of us. I feel like it sticks out a foot from
my head. I’ve always hated feeling like there was something on my
face...this barrier...
It’s not very comfortable. It is hot and itches, and you can’t scratch
your head, because the whole thing [the wig] moves. You always
have to be careful not to move it or leave some hair sticking
straight up.
Yesterday was a big day. I went to a conference with my new wig.
I thought it went OK. I still don’t know...although people who are
really pretty honest with me told me that I looked good. A lot of
people thought I had gotten my hair cut.
I had wanted the wig before I went back to work, but it didn’t
work out. The first day I was anxious, of course. I was up at like
3:30 am, wondering how they were going to accept me.
"I just feel like people stare ... ’cause I know it’s a wig."

This next participant’s words represent what was suggested in bits and
pieces by the others.

I found myself when I first started wearing the wig all the time,
going into the store and sort of watching to see if people were
looking at my head. If I had to get something at the store I’d go
running in and running out. I find people don’t look at your head
at all. That took some weeks. So to me, there are little stages to
it.

Work: For many participants the first solo voyage into the world at large
wearing the wig was the return to work. Of the eight participants who worked,
six were able to return to work. Two women did not return to work; in one case
it was for financial reasons, and the other [described above] for physical reasons.
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Two women returned to work part time. Four returned to work full time.
One woman [with Stage 4 disease] was able to return to both her full time job
and her weekend position as a per diem nurse. The return to work was
somewhat stressful for participants. Although both were reported, more stress
was related to worries about the adequacy of work performance than the wig.

I’m an executive secretary, so neatness and appearance is
appropriate for your job. I didn’t want to call attention to myself.
I put the wig on when I go to work. ...Once you start wearing it to
work every day you’re used to wearing it in public. Before I went
back to work I never wore it.
I went back to work on May 28th and I wore it starting then. A lot
of people at work still don’t know I have a wig. I think most of
them do at this point but they...they’ve said it was a really good
one. Getting back to work and being allowed to come back at my
own pace has been great. At first I was feeling inadequate, but
now I’m on a budget and my goal is to be at the awards
[performance-based award] next year."
For this woman work and keeping busy were her main coping resources,
and feeling depressed was associated with inactivity.

I have to dress nicely for my job but it’s not like I’m greeting
people, you know. I’m just in my little office working, [wore
scarves to work] I feel a little bit...what’s the word when you feel
like you sort of stand out...conspicuous. I feel a bit conspicuous
about it.

Work provides a sense of identity, structures the day, and offers an arena
where people can demonstrate their capability. Work is also a major source of
self-esteem and provides a sense of social value (Benner & Wrubel, 1989, p.
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282). Participants reflect the importance of work. Often this part of life was
reported to have been less disrupted than roles of parent or partner.

Wig rules: Participants developed a system for themselves about when
they covered their heads and with what. The routines that resulted concerned
both the wig and the meaning of baldness.

Personal identity and personal control were both evident to some extent.
In addition to wearing rules there were rules for disclosing that they were
wearing a wig.

Participants learned soon after initial use that the wig physically was not
particularly comfortable. It should be noted that for many hair loss was
experienced during the summer months. Other factors routinely considered in
this appraisal process were the presence of others and social demands.

Women who lived alone were more likely not to wear a head covering
than those who lived with others.

I wear the wig to work. I just feel like people stare...’cause I know
it’s a wig. I take it home and it comes right off. I really don’t feel
that bad because at home they don’t make me feel like I’m
different. I just wear my hair like this at home and it’s ...No one
treats me any different. To me I think it makes it easier because
they just accept me for what I am.
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I wear a terry cloth turban to bed because I find my head’s cold.
Once I get my son off to school I usually take a shower and get
right into the wig. And once I know we’re not having any
company... Usually after dinner, I’ll just put a scarf or the turban
on. So I wear it most of the day...like 8 to 8...maybe a little shorter
maybe a little longer. It [the wig] sort of sets me up for the day.
When I wait I don’t feel so good about it.
When I’m in the hospital I’m very self-conscious there. Partly
because I do know people and partly because with strangers I feel
very uncomfortable with being bald. When I was really sick I was
much more afraid of the people I cared about seeing me bald or
seeing the physical changes. I know for me it meant how sick I
was. It’s hard for me to see other people upset about me.
Around the house I just wear a turban. I have two identical wigs
for when I go out. Good Lord, I can’t use the same one all the
time.
The gardening I do outside the picket fence, actually on the street,
sidewalk and then I wear the wig just so...it’s just like not calling
attention to yourself. Just put the wig on and act normal.

The rules were not absolute and were modified over time by both
choice and by chance. The rules provided a kind of cognitive map to minimize
the need to constantly consider each encounter for a wig decision. It created
some manageable boundries within one’s environment. The following represent
the ways changes occurred.

When I started running I used to wear a turban but it got like I
was trapping in my body heat. I just couldn’t stand it. Well, I got
some looks and some sideways glances as I go by. A little kid said,
"Look at the lady." At least he recognized I was a woman. So I
wonder if they think I have cancer or belong to some religious cult.
There’s always someone weirder in Cambridge. Then I drive
home. I put it on before I go down my street...I just figure it’s
none of their business.
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I think illness changed my view a little bit. With my magnesium...I
felt about as sick as I’ve ever felt in my whole life. I didn’t care
who saw me bald including my boss, friends and people I used to
try to keep it from. It didn’t matter any more. As I feel better I
care more about my image.

Coming out: Participants described some system for deciding who to tell
about the wig as well as when to do it. Boundaries were established. This
strategy usually involved telling almost everyone, except strangers or others they
felt had "no business to know."

Disclosure was a method to keep control and to

reduce anxiety concerning the uncertainty of what others might be thinking.
Several women always told others. The decision making has some parallels with
the homosexual "coming out".

I’m in sales and I call on a lot of people. So there are certain
people I’ve known for years and I like them so I’ll tell them it’s a
wig... Other people..it’s none of their business.
When I see people I haven’t seen for a long time, I always say,
"How do you like my wig?" I don’t want them guessing. I want to
bring it out and get it over with.

Telling Children: When any of the participants were around children, they
uniformly wore their wig and did not talk about hair loss in front of a child .
Every participant who had contact with young children reported doing this to
avoid frightening the child. From the tone of their statements, there was some
vulnerability for the participants as well.
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,rWhen my brother brings his three year old, I cover my head."
My nephew who is two loves long hair. He used to cry when I put
my hair up. When he came to visit, it was a big deal My sister told
him that I had my haircut, to prepare him. But the hair was a big
deal to him. It made me uncomfortable. He knew right away. A
couple of times he pulled my hair and said, "Does that hurt?"...And
I said it was because I didn’t want him to know it was a wig. He’d
be devastated and I’d be devastated for him to see me bald. The
next day when I was taking a shower and washing my hair he said
to his mother, "Did it grow back?" It was funny...his perceptions...it
was hard for me...Sometimes he would just look at me in the
strangest ways. The hair did create an issue for him. It clearly did.

In encounters with children the protective role of care taker seemed to
guide a woman’s action rather than self-protection from embarrassment at a
child’s reaction or expressions.

Coping Outcomes Over Time
Many women reported that their distress over hair loss and the need for
the wig changed over the months. Many women learned to wash and style the
wig in ways that they found flattering. One woman even wore her wig upside
down and liked it better. Most expressed that their experience of hair loss was
becoming less central in their lives. This suggests that women may adjust to the
impact of hair loss and discover that while important it is not central to the self.
"I hate the way it feels. That’s all. It looks good." "Again, like the hair loss that
it’s not the end of the world but it’s one more thing."
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I have a love/hate relationship with the wig. I need it. It does
make me feel normal when I come in here [work], when I go
shopping. But the other side of me hates it because I have to
cover up what’s been done. It’s one of those things that you can’t
do without it but you wish you could.
Just recently there has been sexual intimacy...contact. And actually
that was very liberating too worrying about my hair and not looking
sick...But the other thing that was more of a problem was the
Hickman [catheter] because I have that on my chest. "Like Oh,
God we’re medicinal!" But we worked around it and it was fine. I
just started to think about it a lot, and it evolved. And that was
nice... to be received that way. It’s sort of liberating...I guess that
would be the right word for it.
I think it’s like anything else when you acquire something and it’s
not what you like, you graduate and something takes over and you
get used to it. And that’s what happened. I got used to it. When
I got in the bath in the morning it would remind me every morning
that I had cancer. That was one of the reasons that hair loss
bothered me if it bothered me.
I think it gets easier. I find that I forget about it because my
friends forget about it.
Over Christmas we took a lot of pictures. They came back and I
even looked at them and I couldn’t really tell the difference
between the wig and my actual hair...the biggest thing is go get a
GOOD one!
One woman summed it up this way.
So I would say my self-image, which I thought would be severely
damaged by all this, it really hasn’t happened. I found there are so
many more important things to worry about. The point that I’m
now at about it really is gradual steps...days at a time...weeks at a
time.

Participants were even able to identify a few advantages to the wig.
There’s an up side to the whole thing. You can stay in bed a half
an hour extra in the morning because all you have to do is throw
that wig on and you’re an instant beauty.
72

In many ways the wig is very convenient. I save going to the beauty
shop and the hairdressing bills and the coloring bills and the
shampoo. I just shake it like a little rag and on it goes in the
morning.

Stress intensification: Not every participant’s view changed for the better.
For some the stress associated with hair loss and the wig intensified over time.

I was about as needy as I’ve ever been...and of course that was my
own fear, not everyone else’s fear. No one was shocked at my
head. My bald head. But it was a kind of a loss. There are some
days when I don’t feel like I’m taking physical care of myself,
including wearing the wig or whatever...it feels like letting myself
down...I*ve lost that caring about myself.
Not having hair bothers me more now than it did before. It’s a
constant reminder of what I’ve been through and if it weren’t
there I probably wouldn’t have as many doldrum days and
recurrence agonies that I have."
I’ve already changed my mind. [Crying] In the beginning I didn’t
think it [hair loss] bothered me but now it bothers me a lot. I
always hated wearing the wig. Well it just seem before it used to
be ok at home and now I feel even self-conscious around my
family. I didn’t think that it would feel that bad in the beginning.
Well, emotionally it’s bothering my kids. The sometimes I
almost feel normal, then you look at your head and you know that
I’m not normal. Before we...we used to just laugh about it...it’s
harder to laugh. And I think the summer...because you can’t go
out of the house like...you have to cover your head...and you can’t
go certain places with your head just covered...and you come home
and you’re miserable...I thought I’d be able to cope better than
this.
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There seems to be an emotional depletion in these women’s voices that
has dimensions of identity and survival combined in the experience and meaning
of hair loss. The threatened survival is symbolized by hair loss.

Summary
In summary, there are a number of rehearsals and nodal events in the
processes of threatened and actual hair loss and adjusting to it in one’s daily life.
Relationships to one’s self and important others in one’s life are altered by the
cancer and by the events of hair loss. There was a range of distress among the
participants that was not related to disease severity or hair loss patterns. There
was a discrete moment of intense distress when a woman experienced actual hair
loss. Pubic and other loss of body hair was less intense for these participants
than head hair loss. The head is a clearly more public loss and appeared more
closely linked to identity for participants in this study. The tendency for the
distress of hair loss to diminish over time was experienced by the majority of
participants and this seemed related to the restoration of roles of value to the
self despite hair loss. There were also women whose distress actually intensified
rather than lessened over time, which appeared related to its symbolic
connection to the cancer itself. There are not enough data to characterize the
antecedents of this negative outcome, but it does not correspond with stage of
disease or illness severity.
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CHAPTER 5
ANALYSIS AND IMPLICATIONS
Findings of this study reflect hardship associated with the threat of and
the actual loss of hair for women receiving chemotherapy. The symptom
responses are shaped by prior history, the current situation and individual factors
demonstrating the substantive issues of hair loss. The findings are congruent
with a number of theoretical frameworks concerning stress and coping with
illness and disability. The participants demonstrate the dimensionality of hair
loss and could identify factors which influenced their appraisals both positively
and negatively.

The results suggest the existence of three main dimensions or processes in
this experience: the affective anticipation and rehearsal, the confrontation of the
hair losses and the management of the hair loss experience.

AFFECTIVE ANTICIPATION AND REHEARSAL

1
CONFRONTATION OF HAIR LOSSES

i
MANAGEMENT OF THE HAIR LOSS EXPERIENCE

1

1

NOT REGAINING
ONE’S STRIDE

REGAINING
ONE’S STRIDE

Schema of the Hair Loss Experience/Outcomes
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These processes differ in length and complexity but are key events in the pattern
of hair loss associated with women’s experience of cancer chemotherapy induced
hair loss. The outcome of the experience may be seen as positive, regaining
one’s stride or negative, not regaining one’s stride.

Affective rehearsal is initiated when a woman learns of the likelihood of
hair loss. Based on personal experiences, evoked cancer images and the
meaning of hair to her, the woman forecasts her view of the intensity of distress
caused by this aspect of the cancer experience. The prospect is usually
threatening to feelings of wholeness and personal worth. The extent of the
threat is personal and the thoughts that underpin it are generally available to the
individual. Words, metaphors and language patterns used to describe the
expected impact serve as a barometer of anticipated distress. For some hair loss
is seen as a minor inconvenience, but for most it was, after survival, the major
threat in the cancer experience.

Women experience multiple role changes when dealing with cancer and
its treatments. As the primary care giver and support provider within the family
constellation many women find themselves lacking real personal support. These
women report significant editing of their expression of feelings to protect the
feelings of partners, family and friends. Feelings about hair loss by self-definition
often fall within the rubric of vanity or self-centeredness and as such are

76

evaluated by women as inappropriate to express or even feel. Given the
permission of the research, however, the women were fluent in detailing both the
thoughts and feelings engendered by the threat of hair loss.

During the rehearsal phase of hair loss, many women purchased a wig.
This preparatory activity represents a significant dimension of the hair loss
experience. There are tactile changes in hair sensitivity as well as symbolic
images that are activated at this time. The physical environment, the attitude
and behavior of the service provider and the availability of a wig "like me" when
a wig is purchased all interact in shaping the hair loss experience.

The next major experience is the confrontation of the actual hair losses.
It is a single physical moment, but it is more than one loss. Although women
reported having been told about hair loss, most hope up to the last moment that
they will be spared. This hope is dramatically surrendered when serious loss is
noted. The hair loss moment, usually in the shower or on awakening to a pillow
full of hair, is visually intense and the experience was one of profound multiple
personal losses. Despite instruction, hair loss occurs as a surprise for which the
individual is unprepared. The event almost invariably constitutes a personal
crisis of many dimensions. The individual feels isolated and damaged or dirtied
and horrified all at the same time.
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The moment of hair loss is accompanied by the belief that all hair has
been lost or is immediately about to fall. Although women had been told that
hair loss would begin after the second cycle of chemotherapy, most women
experienced some beginning hair loss after the first cycle of chemotherapy.
Women who had not already purchased a wig were particularly upset and
vulnerable.

Once hair loss has occurred women must begin the third phase of the
process, the management of the hair loss experience. Management of the
experience involves a number of appraisals and strategies intended to reconstruct
a new sense of self. Most begin management routines at home with family and
friends. The use of the wig at home varied according to the individual. A
woman develops a kind of relationship with the wig. For some the wig becomes
almost a part of an acceptable new identity and is worn most of the time. For
others the wig is a social prop and comes off at home. The physical experiences
of heaviness, itchiness, scalp warmth and other sensations also influence wearing
decisions. For some women the wig is merely tolerated as a device to get
through social situations requiring it.

Depending upon issues of comfort and emotional vulnerability, wig rules
and rituals are constructed. Women electing to wear a head covering at home
often do so for their own comfort and that of others. Most women did not use a
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head covering when alone at home. On occasion a turban may be used for
warmth.

Household roles are shifted in response to the need for recuperative time.
Initially nausea, discomfort and fatigue limit the resumption of the woman’s usual
routines. The occurrence of physical symptoms is usually associated with
blunting of personal interest in appearance. Many women report that they
struggle to keep up appearances for those around them, but that hair loss takes
a secondary place when they feel ill.

The return to work is a particularly important event for the women in this
study. Most wore their wig for the first time when returning to work. This
return to public life acts as a first test of the social costs of the cancer and hair
loss in their lives. Women are anxious about re-entry and monitor the reaction
of those in the workplace as an indication of their social desirability. Most felt
well received and supported at work. Work was a reliable coping resource for
women. The impact of illness and hair loss is less dominant in work
relationships. In family roles the threat to family members of the loss was always
an undercurrent in daily life of these women. Work competence is less affected
by this stress.
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One stress management strategy revolves around who is told about the
wig. The caring role of women is clear in their protection and consideration of
the developmental needs and limits of children. Disclosure is the course taken
by those women whose discomfort or uncertainty is aroused by the thoughts that
others may be speculating about whether she is wearing a wig.

Life with hair loss constitutes new work for women undergoing
chemotherapy. What is at stake for the individual varies. For some hair loss is
an inconvenience, but for others the "self' is placed at risk. The findings of this
study suggest that for some women issues such as self-worth and self-image are
involved. Diminished feelings of attractiveness, competence and body-image were
also alluded to in this study. It is not possible within the limits of this study to
define the relationships among these psychological issues of hair loss experience.
It is also not possible to extract with precision the dimensions of hair loss as
distinct from the experience of cancer, but the findings of this study give
evidence that women can verbalize their thoughts, feelings and concerns about
hair loss. There is strong evidence that the words women use reflect their actual
thoughts and feelings.

The outcomes of coping efforts are reflected in both positive and negative
changes in affect regarding hair loss and the wig.

Most women developed a

neutral to positive adjustment to hair loss over time. Many women found that
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the experience was not as bad as expected. These women seemed to regain
their stride in moving through the experience into a personal future.

A few women reported that the strain of hair loss and their feelings about
the wig became increasingly negative as time passed. The number of women in
this pattern is small so no unique characteristics or antecedents stand out. In
fact this finding should be regarded as very tentative. It may represent a
temporary feeling or status rather than an end point.

Implications for Nursing
Nurses are concerned for the welfare of patients. The experiences of
threatened and actual hair loss simply have not been described in the nursing
literature. While appreciating that hair loss associated with cancer chemotherapy
is stressful the clinician does not have an appreciation of the ways that this
experience is stressful. The nurse must deal with factors such as the now
commonly shortened length of stay, the emphasis on admission assessment of
blood counts, weight changes and drug dosage verification activities which
directly influence whether chemotherapy is to be administered which reduce the
examination of the hair loss experience as a clinical priority on admission.

The prevention and management of nausea and vomiting often include
antiemetic medications which produce sleep as a side effect. Environmental
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maneuvers by nurses are aimed at keeping stimulation minimized and avoiding
stressful topics. Thus, if not addressed on admission, hair loss concerns may not
be raised later in the hospital stay.

This study gives evidence of issues and concerns which can be identified,
anticipated and modified during an individual’s hair loss experience. Woman
freely identified to the researcher their concerns over the threat and actual
experiences of hair loss. Benner (1991) points out that nurses are culturally
given an intimate space in the patient’s experience of illness and its story. The
disclosures of women in this study give testimony to that intimacy. Nurses have
the opportunity to engage in examination of the meanings of hair loss as a
dimension of therapeutic intimacy.

Each woman when asked her feelings could report the memories, images,
past experiences and how these influenced her feelings about the threat of hair
loss. The nurse can and should assist the woman’s exploration of the threats
associated with chemotherapy-induced hair loss. This assessment can assist the
nurse and the patient to plan strategies to deal with these thoughts and the
feelings that are aroused.

The findings of this study may enable more accurate expectations about
the physical changes of the hair loss trajectory. Physical findings that hair loss
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began for many women after the first treatment and that scalp sensations,
including soreness prior to hair loss, desquammation of scalp skin and other
tactile changes described in this study are not commonly reported in the
literature. Strategies to anticipate the physical changes and mimimize the
physical mess of managing hair loss can easily integrated into information given
to patients.

The importance of the process of purchasing a wig is demonstrated in this
study. Nurses are in a key position to heighten patients’ awareness of issues
related to the wig purchase. A physical environment that protects the woman’s
privacy lessens the threat of public loss and embarrassment. Personnel who are
attentive to the scalp tenderness during the process of trying on wigs can ease
physical discomfort and fatigue women experience. The selection of a wig
defined by a woman as looking "like me" is key in enabling the process of re¬
establishing a sense of self in the world. The discussion of financial aspects of
the wig purchase and insurance coverage need to be added to routine nursing
care.

There is a potential for nurses to play a greater role in evaluating the
adequacy of wig facilities and services in the area. This information can be used
to facilitate appropriate patient referrals. Facilitating the wig purchase can be an
important step in the rehabilitative process.
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Anticipatory descriptions by nurses can allow the patient to better prepare
for the moment of hair loss and deal with it. The concept of individual wig rules
can be used by the nurse to assist a woman to anticipate and rehearse a broader
range of events. Further, the permission to discuss hair loss with one’s nurse can
lessen feelings of vanity and selfishness associated with these feelings. The
findings of this study are not a blueprint for care, but do provide a framework
for individualized care planning.

Implications for Further Study
This research study examined the experience of hair loss over time, but
did not include the examination of the regrowth of hair. The repeated interviews
demonstrated that feelings and experiences were revised and in some instances
reconstructed over time. Women in this study have all agreed to be interviewed
one year after the experience. This will allow for the examination of the
differences, if any, in the coping outcomes suggested in this study. The regrowth
of hair as well as the exploration of the ways in which the hair loss experience is
preserved in memory will be explored. Comparison of earlier transcripts will
further enrich the analysis of the experiences of these women.

The findings of this study suggest that discrete hair loss concerns exist for
persons with cancer. It is important to expand the descriptions of this
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phenomenon to this and other populations of cancer patients. The sample was
comprised of exclusively Caucasian women. Since both cultural and genetic
differences exist in hair patterns and meanings it is essential that the experiences
of Blacks and other racial/ethnic groups be studied. Without these dimensions,
the framework is incomplete.

Psychological issues of self-concept, self-esteem and self-image are
suggested in the findings of this study and could be more formally integrated in
future research concerning chemotherapy induced hair loss. The qualitative
approach employed in this study demonstrates the sensitivity of this approach in
formulating a description of this experience.

What is often attributed to the "death threat" of cancer or the associated
pain may, in fact be at least in part related to profound concerns about how one
is perceived by loved ones and others important in one’s life. One of the
relevant research issues not included in this study that bears upon the experience
is the examination of the perceptions of partners and family as related to the
individual’s losses including hair loss. The participants also alluded to the lack of
a forum to freely express their feelings. Further examination of this issue could
clarify whether withheld expressions were related to an accurate appraisal of
constraint signals by partners or the need to preserve the role of care giver over
care receiver.
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The further research exploration of the experiences associated with
chemotherapy-induced hair loss is essential to supplement what is currently
known about the cancer experience. Examination of the issues underlying hair
loss can lead to nursing interventions which lessen the burdens of this dreaded
disease.
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APPENDIX A
INTERVIEW GUIDE
Interview #1
To begin with can you tell me a little about yourself? (To establish rapport.)
How did you find out about your condition? What kinds of feelings did you have
when you learned your diagnosis?
Many people experience changes in the way they feel about themselves after a
cancer diagnosis. Wnat have your experiences been so far?
Can you tell me about how you found out about chemotherapy? Can you tell me
what you thought could/would happen to you? Are there some things that seem
worse than others? (If hair loss is mentioned, ask for details. If not, ask about

it.)
What have you been told about hair loss? What are your thoughts about that?
In general, can you tell me how you felt about your own body and its functions
before this all happened? (...best feature...worst?) since then?
Now that we have discussed the diagnosis and treatments, is there anything else
you’d like to tell me about what you are thinking or feeling or what you
anticipate is going to happen?

Post interview
The researcher will give each woman a little notebook after the interview and
suggest ways she might find it useful in this project.
After answering any questions, the researcher will collect demographic data on
age, occupation, marital status, address and insurance coverage from the medical
record.
Within one day the interviewer will write reactions, observations, impressions
about the interview and themes or images for possible use in data
reduction/analysis.
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Interview #2
(After greetings..) How have you been feeling physically since we last spoke?
What has your experience of hair loss been like?
When?
How much?
Where were you?
Did you buy wig, scarves, etc.?
What was that like for you?
How do these experiences compare with what you were expecting? (explore each
one..better...worse than expected?)
Have you noticed any changes in your usual activities...at home...
work...leisure/social activities?
Who knows about your hair loss and how did you decide whom you would tell?
What have their reactions been like?
On a typical day, what do you wear on your head? (Explore what device and
under what circumstances.)
Who sees you with no hair covering? (Explore how these decisions were made.)
I’m interested to learn from you about the ways you’ve used to get through this
experience. Do certain times stand out in particular?
Have you thought about or written in the notebook? (Explore content and
themes together if used.)
Is there anything else you would like to tell me...or ask me?

88

Interview #3
(After greetings...) How are you feeling in general? How does it compare with
last time do you think?
Specifically I’d like to talk with you about your experiences around hair loss since
we last met. (Review themes, incidents from the second interview as a
springboard for discussion ...e.g., "Last time you were concerned about X.."
What has been happening lately?
Do you think about yourself as a person without hair, for example during the
day? night? What do you think others around you are thinking? (Explore specific
people’s reactions...)
Have you noticed differences in your feelings in different situations? Can you
talk about those feelings...
How does hair loss compare with other aspects of your illness?
Have you noticed differences in your feelings over time? What has that been
like for you?
(If it hasn’t come up, ask about the notebook...Explore content and themes
together.)
We have spoken a number of times about your reaction to your condition and
the loss of hair, is there any one time or image or idea that stands out for you?
Is there anything you would like other women in similar circumstances to know?
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APPENDIX B
INFORMED CONSENT
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MEDICAL RESEARCH CONSENT FORM, Page _1
Tide of Project: Women's Experience of Hair Loss Associated with Chemotherapy for Cancer:
A Qualitative Study
Principal Invescigacor:

Joan Gallagher, MS, RN, OCN

Purpose
I understand that the purpose of this study is to determine the feelings and concerns
women have who experience hair loss related to chemotherapy treatment for cancer.
I
have been asked to participate because I will be receiving anticancer chemotherapy that
may cause me to lose my hair.
Nurses do not know the details of how women feel about
the potential or actual hair loss related to chemotherapy treatment, or how they deal
with this on a day to day basis.
This study will help to identify the issues women may
have, and the ways that women deal with the emotional and physical aspects of hair loss
during chemotherapy.
I will be asked to discuss my own feelings and experiences three tines-before hair loss,
at the time of hair loss and approximately six weeks after hair loss. The study
consists of open-ended questions and asks me about the things that happened to me and
how I dealt with the issues of anticipating hair loss and actually losing hair.
If I
agree to participate in the study, I may choose not to answer any question in the
interview, and may withdraw my consent at any time.
If I wish, I may keep a journal
about my feelings and reactions to things during the study.
Procedure:
I understand that if I agree to participate in this study, I will he interviewed on
three occasions, each lasting about one hour.
Each interview will be tape recorded. My
name will not appear on any document except for this consent fora.
My naae will not
appear on the tapes used in the interviews.
The first interview will take place after
my chemotherapy drugs have been selected by my physician.
The second interview will
take place 3 to 6 weeks later and the final interview will take place approximately 6
weeks following the second interview. The interviews will take place in a location and
time mutually agreed upon between the investigator and myself.
Hospitalization will not
be necessary..
I will not be charged for the interview visits.
Risk & Discomforts
I understand that discussion of my feelings and how I deal with the physical and
emotional aspects of hair loss may create a feeling of anxiety for me.Benefits: Discussion of my feelings with the investigator and how I deal with the
physical and emotional aspects of hair loss may help me to better understand my own
feelings and reactions to this experience.
In addition, I may feel better about myself
after sharing my feelings.
Finally, the information learned from this study may help
nurses to better care for women experiencing potential or actual hair loss related to
cancer chemotherapy.
Alternatives to Participation
I may choose NOT to participate in this study without any change in my usual nursing or
medical care.
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MEDICAL RESEARCH CONSENT FORM, Page
Title of Project;
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Women's Experience of Hair. Loss Associated ulch Chemocherapv for Cancer:
A Qualitative Study_^_

Principal Investigacor;

Joan Gallagher MS.

RN.
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.. The following paragraphs contain the usual considerations involved la consenting
to be a subject in a research study and are required by the Subcommittee on Human
Studies of the
on ail consent forms.
CONFIDENTIALITY
I understand that medical information produced by this study will become
part of
my hospital record and will be subject to the confidentiality and privacy regulations
of the

*

*

~

‘

‘

1.

Information of a sensitive personal nature will

not be part of the nedical record, but will be stored in the investigator's research
file and identified only by a code number.
The code key connecting name to numbers will
be kept in a separate secure location.
If the data are used for publication in the medical literature or for teaching ~
purposes, no names will be used, and ocher identifiers, such as photographs, audloI

or videotapes, will be used only with my special written permission.
I understand I
may see the photographs and videotapes and hear the audiotapes before giving this

I

permission.

i
|

>

!
•

•
If an investigational drug or device is to be studied, then I understand that the
Food and Drug Administration and the industrial sponsor are permitted to have access to
my medical record and to the data produced by the study, for audit purposes.
However,

,

they are required to maintain confidentiality.

j

REQUEST FOR MORE INFORMATION
|

I understand that I nay ask more questions about the study at-any time.
Joan Gallagher,R.N.

j

concerns.

at

_is available to answer my questions or

I understand that I will be informed of any significant new findings

!

discovered during the course of this study which might influence ray continued

'

participation.

i
i
!
i

If during the study, or later, I wish to discuss ray participation in or concerns
regarding it with a person not directly involved, I am aware chat the Patient Care
Representative
available to calk with me.
A copy of this consent form

I

will be given to me to keep for careful re-reading.

I

|

REFUSAL OR WITHDRAWAL OF PARTICIPATION

i

I understand that my participation is voluntary and that I may refuse to participate
or may withdraw consent and discontinue participation in the study at any time vithouc
I

prejudice to my present or future care at the
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Hospital.

I also
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wl rh Chemotherapy for Cancer:

A Qualitative Study
Principal Investigator: Joan Gallagher MS.

RN,

OCN_

REFUSAL OR WITHDRAWAL OF PARTICIPATION (cont.)
understand that
_.
may terminate my participation in this study at
any time after he/ahe has explained the reasons for doing so and has helped arrange for
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