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Abstract

Background: Male breast cancer (MBC) is rare, and most pre-
vious studies limited their focus on clinical aspects of the dis-
ease. Psychosocial implications and care needs of MBC pa-
tients are poorly understood. Objectives: The aim of this
study is to explore the experiences of men living with breast
cancer and to identify supportive care needs. Methods: Eigh-
teen men were interviewed using qualitative, semi-struc-
tured telephone interviews. Qualitative content analysis was
used to analyze the data. Results: The majority of men did
not have negative feelings about having a “women’s dis-
ease,” although some felt that stigmatization threatened
their masculinity. Male sex was perceived as hindering ac-
cess to adequate care. Patients identified key barriers includ-
ing (1) a lack of awareness and experience of treating males
among health professionals; (2) treatment and available in-
formation were based on evidence for females; and (3) lack-
ing support services. Conclusion: To improve MBC care, it is
important to raise awareness of the disease and to adapt
treatment strategies, patient information, and support ser-
vices to meet the needs of men. ©2019S. Karger AG, Basel

Introduction

Male breast cancer (MBC) is a rare condition that ac-
counts for <1% of all breast cancer diagnoses in Germany.
Its incidence rate has risen by almost 50% in the last 2
decades [1], and findings show that men are still diag-
nosed at later stages and have worse prognoses than
women [2, 3]. Because of its rarity, MBC is almost un-
known in both the general population and among health-
care professionals (HCP) [3, 4]. Men have received little
attention in breast cancer research [5], and their treat-
ment is largely based on available evidence for women [6,
7]. Researchers have therefore called for investigations to
examine the appropriateness of female-based therapies
for male patients [8].

Studies exploring MBC have generally used quantitative
designs and focused on the disease’s clinical aspects such as
risk factors, pathology, and treatment. As patients face not
only physical but also emotional challenges, it is not suffi-
cient to take only a medical approach. However, little atten-
tion has been paid to a detailed understanding of the expe-
riences, psychosocial implications, and supportive care
needs of men with breast cancer [9, 10]. The small number
of qualitative studies that have examined men’s experienc-
es and the psychosocial impact of living with breast cancer
have shown that men experience the disease in many dif-
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ferent ways. Researchers have found that low awareness
among men is common and causes delays in diagnosis [4,
11-13]. Furthermore, studies consistently report on men’s
dissatisfaction with patient information provided by HCP
as well as with leaflets on treatment and side effects, where-
as their accounts of experiences surrounding stigma, role
strain, and body image vary greatly [9, 12, 14, 15].

When it comes to coping with breast cancer, women of-
ten report that social support from family members and
close friends is pivotal [16]. In contrast, it has been shown
that male patients rely mostly on their wives’ support [9,
12]. Support groups have been found to have positive effects
on disease management and patient empowerment, and to
improve health-related quality of life [17, 18]. The study by
Corelil et al. [19] revealed that women viewed breast cancer
support groups positively, with the benefits of attending
such groups including, e.g., bonding with other members
and sharing information. However, information on men’s
experiences with breast cancer support groups is scarce.

MBC is under-researched in Germany. We aimed to
address this gap by investigating how men experience
breast cancer, their supportive care needs, and their expe-
riences of attending MBC support groups. Our results are
expected to contribute to MBC care by helping clinicians
treat men appropriately and fulfill their specific needs.
Our findings may be of interest beyond Germany.

Methods

Participants

We recruited study participants from two settings: (1) a MBC
patient support group and (2) a university hospital. We chose this
recruitment strategy to gain greater insight into men’s accounts of
living with MBC by including participants from different settings.
Patients attending support groups were expected to cope with the
disease differently [20].

We contacted members of the support group and asked their
chair for distribution of our study materials via the support group’s
mailing list. Potentially eligible patients from the hospital were se-
lected when their electronic medical record contained written con-
sent to be contacted for research purposes.

All eligible patients from both settings received an invitation to
participate in a semi-structured interview and a data protection
declaration. An expense allowance (EUR 30) was offered to par-
ticipating patients. Patients were included if they fulfilled the fol-
lowing criteria: (1) breast cancer diagnosis; (2) male sex; and (3)
written consent to participate in the study.

Data Collection

Since this is an under-researched topic, a qualitative approach
was chosen, and semi-structured interviews were used to investi-
gate men’s views [21]. Patients had the option to be interviewed
either face-to-face or by telephone. All participants preferred to be
interviewed by telephone. Telephone interviews have been report-
ed to be appropriate and suitable for investigating sensitive issues,
as the anonymity of the interviewer and participant encourages
participants to express themselves more openly [22, 23].

Experiences of Men with Breast Cancer

Table 1. Sample characteristics (n = 18)

Study participants, n

Support group 10

Hospital 8
Age, years

Mean 64

Range 53-83
Relationship status, n

Married 14

Single 1

Divorced 1

Widowed 2
Employment status, n

Employed 3

Self-employed 2

Retired 13
Time since diagnosis, years

Mean 4.5

Range 2-8
Interview duration, min

Mean 41

Range 18-85

The interview guideline used during the interviews was devel-
oped by T.S.N. and H.K. according to the “Manual for conducting
qualitative research” by Helfferich [24] based on the existing body
of literature described above. It consisted of an open introductory
question: “Please tell me everything you feel is important with re-
spect to your breast cancer.” Further questions depended on the
patient narratives. If not already discussed exhaustively, the inter-
views concluded with questions on experiences, gender issues,
coping strategies, and needs.

Data Analysis

Interviews were audiotaped and transcribed verbatim using
“f4transkript” [25]. To ensure anonymity and confidentiality, pa-
tients’ names were replaced by a code (P for “patient” and an indi-
vidual number). Transcripts were not returned to participants for
comments or corrections. One researcher (T.S.N.) initially coded
interviews using MAXQDA 12 software [26] and developed a
working analytical framework. T.S.N. and H.K. discussed and an-
alyzed the codes using qualitative content analysis according to
Mayring [27], resulting in overarching categories. T.S.N. is a fe-
male researcher (Health Scientist, MA, and a research assistant at
the time of the interviews), and H.K. is a female Professor of Pri-
mary Care, MD, and researcher with longstanding experiences.
She instructed T.S.N. carefully prior to data collection and analy-
sis. M.B. is a female Gynecologist (PhD), and N.M. is a male Pro-
fessor of Gynaecology and Obstetrics. Interviews and analyses
were conducted in German, and a native speaker translated pa-
tients” quotes into English for publication.

This study adhered to the consolidated criteria for reporting
qualitative research [28].

Results

Eighteen patients agreed to participate in a telephone
interview. Sociodemographic data are presented in Table
1. Patients were between 53 and 83 years old, with a mean
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Fig. 1. Categories and frequencies of issues raised in the interviews. HCP, Health Care Professionals.

age of 68.5 years. Average time since diagnosis was 4.5
years (range: 2-8). Thirteen patients were retired, mostly
due to age, and 5 were still working. Interviews lasted 18—
85 min (on average: 41).

Figure 1 describes the categories raised by participants
during the interviews, including the number of codes as-
signed to them in MAXQDA.

Category 1: Living with a “Women’s Disease”
Men reported a wide range of personal thoughts with
regard to their diagnoses.

Perceptions

Patients had differing views on being diagnosed with
a “women’s disease.” Whereas some patients considered
MBC rather exotic and a threat to their masculinity, oth-
ers compared it to “any other disease” (P10) or even ex-
pressed positive feelings.

“My biggest problem was how to tell my wife that I have
a woman’s disease? Because I thought maybe you’re not a
real man, perhaps half woman?” (P7)

“I (am) actually happy that it was breast cancer as it
makes me feel | have something special.” (P4)

8 Breast Care 2020;15:6-12
DOI: 10.1159/000501542

Stigma

Men often addressed stigma by reporting on the way
others reacted to their disease. They indicated that gen-
eral perceptions of breast cancer as a women’s disease
prevented them from talking to others about it.

“When I spoke to people about it, they thought I was
telling fairy tales ... that was really the worst thing about
it.” (P5)

“From others at work, I always (hear) ‘admit it, you're
just trying to find excuses. You’re not a real man, or you
wouldn’t have such an illness’.” (P7)

Some felt stigmatized when they were the only male
patient, e.g., in hospitals or gynecological practices.

“There are only women in the hospital ward where you
lie (...) I can tell you, they were not especially cooperative.
I really felt like an outsider.” (P2)

Body Image

In general, the mastectomy scar was not a problem to
patients, although some men admit they hid it at first. How-
ever, hair loss resulting from chemotherapy was a major
concern to some. Men assumed they would have suffered
more from their mastectomy if they had been female be-
cause it would have been “more life-changing” (P14).

Nguyen/Bauer/Maass/Kaduszkiewicz



“It’s a different situation for women; in your mind it’s
then more about losing your femininity and who knows
what else. But that’s not the case for us, you see? I've only
got one nipple left, right? That doesn’t bother me” (P1)

Category 2: Barriers

Men identified key barriers and concerns with respect
to MBC care. As treatment and procedures were devel-
oped with women in mind, they felt that male sex pre-
vented them from receiving adequate care.

Hormonotherapy

Almost all patients received hormonotherapy, and
generally Tamoxifen. Many men found this frustrating,
as they doubted whether they should take the same med-
ication as females. Men strongly expressed the wish to
explore the effectiveness and side effects of hormonother-
apy on men.

“The worst thing is everyone tells me the same thing:
Yes, but your treatment is in line with guidelines.” I'm be-
ing treated as though I were a woman, right? I am defi-
nitely not a woman. (...) This is specifically about me.”
(P3)

“I would have quite liked the anti-hormone therapy to
include a medication that had been tested on men, so that
I could be confident that it’s suitable for me, as a man.”
(P7)

Some patients reported side effects, e.g., hot flashes or
sweating; 3 men considered themselves to be “menopaus-
al women.” Furthermore, decreased libido was an issue:

“We’re candid and honest with one another ... male
sexual potency has gone.” (P5)

Lack of Awareness and Experience among HCP

Men felt HCP knew little about their disease, both in
terms of the diagnosis and treatment, and some of them
wrongly referred to plastic surgeons. Men also reported a
lack of sensitivity and that they were not taken seriously.

“Well it would be helpful if it was more widely known
that men can get it. (...) Gynaecologists that deal with
breast cancer in women should be more aware that it can
happen to men.” (P4)

“The only thing that has really stuck in my mind is that
my GP basically said the whole time: ‘That’s great and I'm
pleased that you have come to me. I have never had a man
with breast cancer before (...) at last we’ve got one here’.”.
(P18)

On the other hand, men had the impression that pro-
fessionals were unsure, which specialist was responsible
for MBC care and whether they would be reimbursed for
treating males. Consequently, some said doctors had re-
fused to treat them and described difficulties finding a
doctor for their aftercare. They therefore felt HCP should
be instructed in MBC care and its reimbursement.

Experiences of Men with Breast Cancer

“My GP said: I don’t know what to do any more, it’s not
my specialty area. I'll have to refer you to someone else’.
And the other doctor said, ‘This is a women’s practice (...)
and we can’t get reimbursed for men, we don’t want men
here.”” (P7)

Standard Procedures Do Not Take Men into Account

In general, men were satisfied with their medical
care. Nonetheless, some felt that MBC patients are “ir-
relevant to the system” (P1). Besides, they had the im-
pression that guidelines, breast cancer research, and
standard procedures in hospitals and practices, failed to
consider the needs of male patients. Men were annoyed
atbeing called “Mrs.”, e.g., in discharge letters and wait-
ing rooms.

“It recently happened again that I received a bill from
the accounting centre addressed to ‘Mrs. XY, right? 1 didn’t
really care at first, but it gets on my nerves now.” (P6)

Category 3: Coping
Men reflected upon several strategies that helped them
to cope with their disease.

Wives’” Support

All married patients said it was mainly social and emo-
tional support from their wives that helped them cope. In
addition, some stated that their breast cancer was only
discovered because their wives encouraged them to seek
medical advice.

“I'm glad I have my wife (...) I don’t know how it would
have ended.” (P7)

Support Groups

Members of the MBC support group reported that at-
tending the group had improved their quality of life. In
this context, they appreciated informational support and
sharing experiences (e.g., regarding side effects). They
also welcomed group efforts to increase public awareness
of MBC by giving interviews, distributing brochures, and
attending congresses.

“To be honest, I don’t know how I would be managing
if I had never had (the support group). They gave me back
the will to live and I will always be grateful for that.” (P5)

Two of these men even joined mixed-sex support
groups and reported positive effects, while others were
critical of mixed groups because of the different needs of
men and women.

In contrast, patients from the hospital had no experi-
ences of support groups and were rather skeptical about
them.

“It might not have helped at all. I imagine that if men
had come along who were in a worse state than me, it
wouldn’t have encouraged me and might have depressed
me.” (P16)
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Other Coping Strategies

Few stated that they relied on additional coping strate-
gies such as physical activity and acupuncture, but some
considered psychosocial services such as group or indi-
vidual therapy and hospital social services helpful.

Category 4: Supportive Care Needs
Participants expressed wishes for future MBC care.

Psychosocial

Patients stated their need for male-specific psychoso-
cial support. One patient felt “left in the cold” (P2) after
receiving his diagnosis. Another man said he was “des-
perately looking for a psycho-oncologist” (P18) who was
familiar with MBC, but without success.

“Social and psychological support could be strengthened
right at the beginning, when you get the diagnosis.” (P5)

Some patients would welcome more opportunities to
share their experiences with other affected men.

Informational

Another criticism focused on a lack of patient infor-
mation. Information on the internet or in leaflets was of-
ten reported to focus only on women and to be poorly
adapted to meet the needs of men. They would have been
interested in receiving information on side effects and
treatment options. Breast care centers for men were con-
sidered unrealistic, but one patient suggested that “MBC
consultation hours every couple of weeks” (P6) might be
enough.

Discussion

The current study sought to understand the perspec-
tives and needs of men with breast cancer in Germany.
Despite the small and distinct population, we were able to
capture a wide range of experiences, coping strategies and
to identify barriers as well as supportive care needs.

In general, patients did not feel embarrassed about
having a “women’s disease.” In fact, men were more both-
ered by reactions from others, especially when they re-
sponded with disbelief. Patients felt they had to justify
themselves for having been diagnosed with a “women’s
disease.”

Although some reported role strain, stigmatization
and doubts related their masculinity, the overall percep-
tion of having breast cancer was one of being exotic. Pre-
vious qualitative [3, 9, 12, 29] as well as quantitative stud-
ies [30] support these findings. Our results also confirm
the already described great variability with respect to pa-
tients’ body image [9, 12, 14], but moreover, we found
that patients generally had few concerns with regard to
their mastectomy. Considering our participants’ mean
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age of 68.5 years, this may confirm the results of a quali-
tative study indicating that changes in body image affect
younger men more [11].

Our findings show that patients coped well with the
disease and support results of a quantitative study show-
ing significantly higher scores among males than fe-
males with breast cancer regarding their health-related
quality of life [30]. This is, however, not surprising, as it
has been shown in our and as well in other studies that
men consider their disease less life changing than wom-
en [13, 14]. Other authors expressed the general view
that men are not interested in attending support groups
or talking to other men [9, 11-13]. Our results only con-
firm this for patients who have never participated in
such groups. On the contrary, more than half of our
study population actively took part in a MBC support
group and considered the opportunity to share experi-
ences with other men important and valuable. As it has
been demonstrated for women, our results indicate that
attending support groups and public engagement gener-
ally helps raising the quality of life and improve disease
management [17, 18].

With regard to the inappropriate reactions of HCP
observed in our study, previous findings indicate that
gender seems to have an impact on breast cancer treat-
ment and that some HCP appear to be discomfited by
males with breast cancer [13]. In a focus group study,
HCP explained that men tend to react stoically on receiv-
ing their breast cancer diagnosis, whilst women are like-
ly to react emotionally. Influenced by their patients’ reac-
tions, HCP therefore dealt differently with men (being
more objective) and women (being more sensitive) [14].
Nevertheless, HCP, and in particular GPs, should adopt
a sensitive approach with all their patients [3, 12], as they
have a major influence on health outcomes and patient
satisfaction [15, 31]. Overall, raising awareness of MBC
among HCP is key to an early diagnosis and appropriate
treatment.

However, our participants not only described per-
sonal experiences but also addressed structural barriers
that are rarely mentioned in the literature. This particu-
larly includes patients’ impressions that standard proce-
dures are not geared to treating male patients with breast
cancer, and that HCP need instruction in their respon-
sibilities and reimbursement for MBC treatment. Con-
firming previous research, we found that patient infor-
mation does not address patients’ information needs [9,
11, 12, 14]. Additionally, our participants criticized
breast cancer care and research for not adequately con-
sidering men. Our study results support previous find-
ings underlining the importance of implementing male-
specific guidelines and confirm that psychosocial ser-
vices for men with breast cancer are rare and urgently
needed [3, 5].
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Strengths and Limitations

One strength of our study is the qualitative study de-
sign. This approach enabled us to gain diverse and new
insights into a sensitive topic, which had not yet been cov-
ered by the literature. Telephone interviews proved them-
selves to be appropriate means of investigating this issue.

The homogeneity of our sample may reduce general
applicability to men with breast cancer. As participants in
this study were already receiving aftercare, and patients
who have only recently been diagnosed or those whose
health status is worse may have differing views, further
studies should include populations at different stages of
the disease. Some findings may not be applicable to other
countries because of differences between healthcare sys-
tems. A potential interviewer effect due to T.S.N.s female
sex cannot be determined.

Conclusion

To the best of our knowledge, this is the first qualita-
tive study on the experiences and care needs of men with
breast cancer in Germany. Breast cancer is still generally
regarded as a ‘women’s disease’, and male sex seems to
hinder access to adequate care and medical services. Rais-
ing awareness in both the general population and among
HCP is therefore essential. HCP should appreciate the se-
riousness of the disease among men and women alike and
offer male-specific information and support. The study
also shows that affected men see a need to generate study
evidence on the effects and side effects of therapeutic reg-
imens in men, especially hormonotherapy. They not only
wish to be addressed as males in written information ma-
terials but also throughout the process of care. Further-
more, specialized consultation hours for men with breast
cancer would be welcomed, and training for HCP should
include information on reimbursement. Professionals
should consider the psychological and social implications
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