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ABSTRACT

Purpose: Sexual distress impacts the quality of life (QoL) of breast cancer patients but is often overlooked in
standard care pathways. This study evaluated the prevalence and factors of sexual distress among Dutch breast
cancer patients, compared them to the general population, and explored how sexual distress is discussed in
clinical settings from the perspectives of patients and healthcare professionals (HCPs).

Methods: Questionnaires containing the Female Sexual Distress Scale (FSDS) and demographic variables were
distributed to women with breast cancer. The effect of breast cancer on sexual distress was assessed with a Mann-
Whitney U test. Multivariable linear regression was used to analyze variables associated with FSDS. The Sexuality
Attitudes and Beliefs Survey (SABS) was sent to HCPs.

Results: Breast cancer patients reported significantly higher sexual distress compared to a Dutch non-breast
cancer cohort, respectively 16.38 (SD 11.81) and 23.35 (SD 11.39). Factors associated with higher sexual
distress were psychological comorbidities, the body image scale, and being diagnosed >10 years ago. Sexual
distress was not discussed as often as patients needed. Barriers to addressing sexual distress were time con-
straints, HCPs’ confidence in their ability to address sexual distress, and uncertainty about who is responsible for
initiation.

Conclusions: Breast cancer patients showed significantly higher sexual distress compared to the Dutch population.
However, it was not frequently addressed in the consultation room. While some barriers have been identified,
this study highlights the importance of further exploring obstacles to integrating discussions about sexual distress
into routine care to improve QoL of breast cancer patients.

1. Introduction

causing a decreased QoL (Ljungman et al., 2018; Marsh et al., 2020;
Mokhatri-Hesari and Montazeri, 2020). Currently, it is estimated that

Breast cancer patients face difficult challenges throughout and after
their trajectory of disease which may negatively impact their overall
quality of life (QoL) (Dennerstein et al., 2008; Michael et al., 2000; Stein
et al., 2008). Sexual distress refers to different negative emotional re-
sponses (such as worries, frustration, or feelings of inadequacy) that
people experience associated with their sexuality, sexual health, and
sexual problems and has a significant impact on a person’s QoL (Den-
nerstein et al., 2008; Hayes, 2008).

Sexual distress is known to be negatively impacted by breast cancer,
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most of the breast cancer survivors report sexual distress at some point
after their diagnosis (Ljungman et al., 2018; Marsh et al., 2020; Qi et al.,
2021). However, most literature predominantly assesses sexual prob-
lems rather than distress. While in literature the terms sexual problems
and sexual distress are often used interchangeably, the Diagnostic and
Statistical Manual of Mental Disorders (DSM) criteria, established a clear
distinction between them (The Diagnostic and Statistical, 2013 Manual of
mental Disorders, Fifth Edition, Text Revision(DSM-5-TR), 2013). Sexual
problems involve difficulties in the sexual response, but some
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individuals report these issues without significant sexual distress
(Agustus et al., 2017; Dennerstein et al., 2008; Graham et al., 2020;
Hatzichristou et al., 2016; Hayes, 2008). Furthermore, sexual problems
and sexual distress are associated with different risk factors, empha-
sizing the importance of examining both domains (Christensen et al.,
2011; Hayes, 2008; Hayes et al., 2007, 2008).

Moreover, research in different disease settings and countries has
shown that discussing issues of sexual distress is not frequently
embedded in the common care pathways for patients even though pa-
tients express the need for such information (Dyer and das Nair, 2013;
Ussher et al., 2013). Studies across disciplines revealed that most
healthcare professionals (HCPs) agreed that addressing changes in
sexuality due to diseases or their treatment is an essential part of care.
However, only a minority of them felt comfortable discussing and
addressing sexual distress (Abdolrasulnia et al., 2010; Aguiar Frias et al.,
2021; Dyer and das Nair, 2013; Fitch et al., 2013; Haboubi and Lincoln,
2003; Reese et al., 2017). This leads to an unmet need for addressing
sexual concerns among breast cancer patients and survivors (Hill et al.,
2011).

Unfortunately, most of the literature included patients from different
countries with various types of cancer. Findings cannot be generalized to
other populations as sexual distress is complex and is influenced by a
range of factors such as social and cultural factors, relationship dy-
namics, sexual problems, and individual beliefs and attitudes towards
sex and sexuality (De Graaf and Wijsen, 2017). Little is known about the
prevalence of sexual distress among (Dutch) breast cancer patients, the
occurrence of discussions on sexual distress in the consultation room,
and the needs of patients and HCPs to address this.

Therefore, this study aimed to assess the prevalence of sexual distress
in Dutch breast cancer patients and survivors by comparing the sexual
distress of breast cancer patients to a sample of the non-breast cancer
Dutch population (Anouk S. Huberts et al., 2023). Additionally, this
study aimed to identify factors associated with sexual distress in patients
with breast cancer and their lives thereafter. Lastly, this study aimed to
explore the occurrence of discussions on sexual distress in the clinical
setting and who is responsible for initiating these discussions, examining
perspectives from both patients and HCPs. The findings of this study will
provide crucial insights that could guide enhancements in healthcare
protocols, ensuring that sexual distress is effectively addressed in the
care of breast cancer patients, thereby improving their overall QoL in the
future.

2. Methods
2.1. Questionnaires patients and HCPs

For patients, we combined the Female Sexual Distress Scale (FSDS),
the Body Image Scale (BIS), and additional demographic questions in
one questionnaire. To assess the impact of breast cancer on sexual
distress the FSDS was used. The FSDS is a 12-item scale; each question is
scored on a 4-point Likert scale with higher scores indicating a higher
level of sexual distress (Derogatis et al., 2002). In a Dutch sample of
females with and without sexual distress, the test-retest coefficients of
all questions showed a Spearman’s correlation between 0.72 and 0.97
and the internal consistency was high (Cronbach’s a of 0.93) (ter Kuile
et al., 2006). The maximum score is 48 with a validated cut-off score of
>15 which indicates the presence of sexually related personal distress.

The Body Image Scale (BIS) was used to assess body image in cancer
patients (Hopwood et al., 2001). The BIS contains ten questions
answered on a Likert scale, with higher scores indicating a higher body
image concern. A score >10 is a significant predictor of psychological
distress (Chopra et al., 2021). In a Dutch sample of breast cancer pa-
tients, the test-retest coefficients of all questions showed a Spearman’s
correlation between 0.63 and 0.92 and the internal consistency of the
BIS was high (Cronbach’s a of 0.91) (van Verschuer et al., 2015).

Further demographics such as gender (male, female non-binary,
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other), age, educational level, relationship status (single, in a relation-
ship, married/living together), the presence of children (having children
or not), and psychological comorbidities were included in the ques-
tionnaire. Respondents’ self-reported highest education levels were
categorized as low (primary school and secondary school), medium
(Vocational training, in Dutch: Middelbaar Beroepsonderwijs), and high
(Applied sciences or university bachelor’s degree, master’s degree or
Doctorate). The presence of children was determined by the question,
“Do you have children?*. Psychological comorbidities were assessed
through two questions: “Do you have other diseases, and do you use
medication for depression’. If psychological comorbidity or the use of
medication for depression was reported, it was recorded as “yes’’.

The study included the following disease-related variables; type of
breast surgery (breast-conserving surgery, mastectomy, reconstruction,
no surgery), metastasis (yes/no), time since diagnosis, active treatment
(yes/no), hormonal therapy (yes/no), and chemotherapy (yes/no).
Mastectomy and reconstruction were mutually exclusive in this study, as
patients with mastectomy without a reconstruction were labeled as
mastectomy, and patients who underwent mastectomy and reconstruc-
tion were labeled as reconstruction and were not included in the mas-
tectomy group. The variable metastasis was included to provide insights
into the severity of the disease, recognizing that patients might not be
able to accurately report their exact tumor stage. Active treatment was
defined as any therapeutic intervention for breast cancer at present,
including hormonal treatment. Hormonal therapy and chemotherapy
were included as they are both known to impact sexual function through
their side effects such as vaginal dryness, atrophy, fatigue, decreased
sexual desire, and premature menopause (Frechette et al., 2013; Kedde
et al., 2013; Ljungman et al., 2018; Partridge et al., 2001; Zhou et al.,
2015). All variables were self-reported.

To explore the occurrence of discussions on sexual distress in clinical
settings, as well as patients’ perspectives on their acceptability and
comfort levels, the questionnaire included three questions and six
statements on this topic, with one question specifically addressing who
patients believed should initiate these discussions (Supplementary File
1).

The Sexuality Attitudes and Beliefs Survey (SABS), along with
additional statements and demographic questions, was used to assess the
perspective of the HCPs (Supplementary File 2) (Aguiar Frias et al.,
2021; Reynolds and Magnan, 2005). The SABS consists of 12 items
presented in a Likert-type format, with reversed items for 7 of the 12
items. Total SABS scores range from 6 to 72 with higher scores indi-
cating more barriers to incorporating sexual distress into practice. As the
SABS is not validated in Dutch, the English version was used. In an
American sample of nurses, the test-retest coefficients of the overall
scale showed a Spearman’s correlation of 0.85 and the internal consis-
tency of the BIS was high (Cronbach’s a of 0.75-0.82) (Reynolds and
Magnan, 2005).

2.2. Distribution and population of breast cancer patients and HCPs

We distributed the FSDS, BIS, the demographic and disease-specific
questions, and the additional questions concerning sexual distress in
the clinical setting via “Limesurvey’‘, an online survey tool. The ques-
tionnaire was disseminated through multiple channels. The open link
was distributed via a Dutch breast cancer association (B-Force) and the
website and social media of our local patient panel, Borst Vooruit. Pa-
tients were included if they reported a history of breast cancer, were
>18 years old, were proficient in Dutch and could access the question-
naire on a digital device.

In addition to patients, HCPs were invited to participate via an e-mail
with an open link. Invitations were sent to national Dutch breast cancer
workgroups, comprising HCPs specializing in breast cancer care, such as
medical specialists and specialized nurses. HCPs were included if they
worked with breast cancer patients, were active members of the Dutch
breast cancer workgroups, were proficient in Dutch and English, and



A.S. Huberts et al.
could access the questionnaire on a digital device.

2.3. Distribution and population of the non-breast cancer Dutch
population

The collection of data and results of the reference group, a sample of
the non-breast cancer Dutch population, have been published before
(Huberts et al., 2023). This data was used as the reference group.

2.4. Ethical considerations

Informed consent was obtained after notification of study informa-
tion. Participants were not compensated and had the opportunity to
withdraw at any moment. Data was collected between 17-05-2022 and
08-08-2022. Ethical approval for the study was obtained from the METC
Erasmus Medical Centre Rotterdam Medical Ethics Review Committee
(MEC-2022-154).

2.5. Statistical analyses

Data are presented as counts and percentages for categorical vari-
ables, means and standard deviations (SD) for continuous normally
distributed variables, and medians and interquartile ranges (IQR) for
non-normally distributed variables. To assess the effect of the diagnosis
and/or treatment of breast cancer on sexual distress we matched the
non-breast cancer reference group to the breast cancer respondents 1:1
on age and gender. Subsequently, we conducted a Mann-Whitney U test
to compare the sexual distress of breast cancer patients and survivors
with the non-breast cancer reference group.

Multivariable linear regression was used to analyze variables asso-
ciated with FSDS within the breast cancer population. Based on the
literature we included age, educational level, relationship status, having
children, psychological comorbidities, type of breast surgery, metasta-
ses, active treatment, time since diagnosis, hormonal therapy, and
chemotherapy. To test the assumptions of a regression, the residuals
were tested on normality and homoscedasticity with residual plots. The
variables were tested for multicollinearity, with all factors showing low
probability for multicollinearity (VIF <5). A positive p coefficient in-
dicates a higher level of associated sexual distress.

For all statistical analyses, two-sided p-values <0.05 were consid-
ered statistically significant. Moreover, confidence intervals were re-
ported for the multivariable linear regression to reflect the degree of
variability.

The questions regarding discussing sexual distress in the consultation
room are presented in Likert scales for both patients and HCPs. The SABS
is presented as a mean with standard deviation and per question in
percentages. Statistical analysis was performed using R statistical soft-
ware (version 4.4.2) (Team, 2022).

3. Results
3.1. Demographic variables

The FSDS was completed by 319 respondents. Male (n = 4) and non-
binary (n = 1) respondents were excluded. Fifty-seven percent of the
respondents (n = 178) did still undergo treatment for their breast cancer
at the time of completing the questionnaire. Of the patients without
surgery, 96% (n = 24) reported metastasis. Further demographic vari-
ables of the patients are presented in Table 1.

The SABS was completed by 99 HCPs, of which 81.8% identified as
female, and most were employed in the surgery department (43.4%).
Further demographic variables of the HCPs are presented in Table 2.

3.1.1. Association between breast cancer and sexual distress
Two hundred forty-seven patients had an FSDS score above the
threshold of >15 (78.7 %). After matching the patient respondents to the
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Table 1
Demographic variables of the breast cancer patients.

Overall (N = 314)
N (%), mean (SD) or median (IQR)

Age, Mean (SD)
Education
Low education level
Middle education level

52.3 (8.99)
69 (22.0%)
94 (29.9%)
150 (47.8%)

High education level 1 (0.3%)
Missing

Relationship status 40 (12.7%)
Single 20 (6.4%)

In a relationship
Living together
Married/Registered partnership
Children
Psychological comorbidities
Active treatment
Type of surgery

38 (12.1%)
216 (68.8%)

261 (83.1%)
40 (12.7%)
178 (56.7%)
25 (8.0%)

No surgery 100 (31.8%)
Mastectomy 122 (38.9%)
Breast-conserving surgery 67 (21.3%)
Reconstruction
Metastasis 70 (22.3%)
Hormonal therapy 232 (73.9%)
Chemotherapy 234 (74.5%)

Time since diagnosis
0-2 years ago
2-5 years ago
5-10 years ago
>10 years ago
FSDS score, Median [Min, Max]

94 (29.9%)
84 (26.8%)
90 (28.7%)
46 (14.6%)

24.0 [0, 48.0]

Table 2
Demographic variables of the healthcare professionals.

Overall (N = 99)

Age

Mean (SD) 47.9 (9.09)

Median [Min, Max] 48.0 [30.0, 67.0]

Gender 18 (18.2%)
Male 81 (81.8%)
Female

Occupation 54 (54.5%)
Medical specialist 3 (3.0%)
Medical specialist in training 40 (40,4%)
Nurse (specialist) 2 (2.0%)

Physician assistant

Department 43 (43.4%)
Surgery 34 (34.3%)
Oncology 14 (14.1%)
Radiotherapy 5 (5.1%)
Internal Medicine 2 (2.0%)
Genetics 1 (1.0%)

Plastic Surgery
Type of hospital

General

Academic

80 (80.8%)
19 (19.2%)

@
3

P <0.001
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Fig. 1. Boxplot of Female Sexual Distress Scale of the Dutch reference group
and cohort with breast cancer. Presented in boxplot: mean, interquartile range,
and range.
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Dutch reference cohort, the mean FSDS of respondents with a history of
breast cancer was significantly higher (p < 0.001), respectively 16.38
(SD 11.81) and 23.35 (SD 11.39) (Fig. 1).

Factors associated with significantly higher sexual distress, after
correction for demographic- and disease-specific variables, were psy-
chological comorbidities (p: 3.97, 95% CIL: 0.23; 7.72), the body image
scale (B: 0.68, 95% CI: 0.53; 0.83) and being diagnosed >10 years ago (p:
5.82, 95% CI: 1.40; 10.25) (Table 3). Not having undergone surgery was
associated with lower FSDS scores, meaning lower sexual distress,
compared to patients undergoing breast-conserving surgery.

3.2. Sexual distress in the clinical setting from the patients’ perspective

Thirty-eight patients only completed the FSDS and were therefore
excluded from the analyses for the clinical setting. Ninety-three patient
respondents (29.6%) discussed sexual distress in the consultation room
with their HCP, of which 53.7% (n = 50) discussed it with their
(specialized) nurse in the hospital. If sexual distress was discussed, most
patients started the conversation themselves (Supplementary File 3:
Table 1).

Sixty-four percent of the patients did at least partly agree with the
statement that discussing sexual distress in the consultation room is
valuable (Q1; 42.8% and 21%). Forty-five percent of the patients did at
least partly agree to start the conversation themselves (Q4; 22.8% and
21.7%) and 47% did at least partly agree with the statement that their
HCP must start the conversation (Q5; 26.1% and 21.0%). Sixty percent
of the patients expected information or guidance on sexual distress
whenever they experienced an increase in sexual distress (Q6; 31.2%
and 28.6%) (Table 4 and Supplementary File 3, Fig. 1).

3.3. Sexual distress in the clinical setting from the HCPs’ perspective

Of the HCPs, 51% (partly) agreed that discussing sexuality is essen-
tial to a patient’s health outcomes. Ninety percent of the HCPs (partly or

Table 3
Multivariable regression of the Female Sexual Distress Scale.

Adjusted R2 = 0.306 Beta 95% CI

Age —-0.05 —0.20; 0.10

Education 0.75 —2.76; 4.25
Low education level RF RF
Middle education level -1.10 -3.94; 1.74
High education level

Relationship status RF RF
Single 1.78 —4.05; 7.61
In a relationship 2.31 —2.60; 7.22
Living together 3.23 —0.57;7.03
Married/Registered partnership

Children 2.55 -0.77; 5.87

Psychological comorbidities 3.97 0.23; 7.72*

Active treatment 1.24 —1.93; 4.40

Type of surgery —9.53 —16.37; -1.86*
No surgery —1.59 —4.45; 1.27
Mastectomy RF RF
Breast-conserving surgery -1.75 —5.08; 1.58
Reconstruction

Metastasis —2.25 —6.36; 1.86

Hormonal therapy 0.24 —2.67; 3.15

Chemotherapy 1.64 —1.24; 4.52

Time since diagnosis RF RF
0-2 years ago 2.06 —1.30; 5.42
2-5 years ago 3.01 —0.44; 6.46
5-10 years ago 5.82 1.40; 10.25*
>10 years ago

Body Image Scale 0.68 0.53; 0.83*

Note: common side effects of hormonal therapy include vaginal dryness, atro-
phy, decreased sexual desire, and premature menopause (Frechette et al., 2013).
Common side effects of chemotherapy include nausea, fatigue, premature
menopause, and weight gain (Partridge et al., 2001).

Bold indicates ClIs are entirely above or below 0.
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Table 4
Answers of patients on statements regarding sexual distress in the consultation
room.

Strongly Partly Neutral Partly Strongly No
Agree Agree % (n) disagree disagree opinion
% (n) % (n) % (n) % (n) % (n)

Q1  42.8% 21% 20.3% 4.7% (13)  3.3% (9) 8.0%
(118) (58) (56) (22)

Q2 71.7% 16.3% 6.2% 2.9% (8) 2.2% (6) 0.7% (2)
(98) (45) a7

Q3 10.1% 16.7% 26.8% 17.0% 26.8% (74)  2.5%(7)
(28) (46) 74) 47)

Q4  22.8% 21.7% 19.6% 14.1% 17.0% (47)  4.7%
(63) (60) 54) 39) 13)

Q5 26.1% 21.0% 18.8% 12.3% 14.1% (39) 7.6%
(72) (58) (52) 34) 21)

Q6  31.2% 28.6% 15.2% 9.1% (25) 10.1%(28)  5.8%
(86) (79) (42) (16)

Percentages of the answers given by responders are presented per question.

Q1 =1 find discussing sexual distress in the consultation room valuable.

Q2 =I know that my disease and treatment may influence sexual distress.

Q3 = Sexual distress is a private topic.

Q4 =1 feel comfortable to start the conversation about sexual distress in the
consultation room myself.

Q5 =I expect the nurse or doctor to start the conversation about sexual distress.
Q6 = If I experience increased sexual distress, I would like to receive information
about and/or guidance on this.

strongly) disagreed with the statement “Sexuality is too private to
discuss with patients’” (Supplementary File 3: Table 2). Fifty-five HCPs
(55.6%) discussed sexual distress with patients and 62.6% (n = 62)
thought that starting the conversation is a shared responsibility between
the patient and the care team. Eighty-three HCPs (83.8%) thought that
patient-reported outcome measures (PROMs) about sexual distress in
regular care would help to discuss sexual distress (Supplementary File 3:
Table 3).

4. Discussion

This study aimed to evaluate sexual distress among Dutch breast
cancer patients, compare it with the general population, identify factors
associated with sexual distress, and explore how it is discussed in clinical
settings from the perspectives of patients and HCPs. The results
demonstrated a significant increase in sexual distress among breast
cancer patients compared to the general Dutch population without
breast cancer. Factors associated with higher sexual distress were psy-
chological comorbidities, body image concerns, and being diagnosed
>10 years ago. Most breast cancer patients (88%) acknowledged the
impact of breast cancer on sexual distress and more than 60% of the
patients expressed the need to discuss sexual distress. Moreover, the
results underscored the insufficient frequency of discussions on sexual
distress, highlighting the crucial need to address this issue in the
consultation room. Our findings are consistent with earlier research
showing that breast cancer and its corresponding treatment can lead to
sexual concerns and problems (Hayes et al., 2008; Ljungman et al., 2018;
Marsh et al., 2020; Qi et al., 2021; Vrancken Peeters et al., 2024).

Notably, our study did not find an association between demographic
factors, such as age, gender, and educational level, that are known to
influence sexual distress in healthy populations (Dennerstein et al.,
2008; Graham et al., 2020; Hayes et al., 2008; Anouk S. Huberts et al.,
2023; Stein et al., 2008). The psychological impact of the disease itself
may act as a moderator for these demographic factors. It is known that
psychological well-being is an important factor for sexual distress in
healthy populations and women with breast cancer (Dennerstein et al.,
2008; A S Huberts et al., 2023; Stein et al., 2008). Moreover, in women
with urological cancers the distress of the diagnoses and reduced body
image, which is a psychological construct that captures people’s
perception of emotions and attitudes toward their bodies, are also
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known to impact sexual distress (Hopwood et al., 2001; Vencill et al.,
2022). In our study reduced body image was also associated with more
sexual distress. Breast cancer often alters body image due to surgery,
chemotherapy-related hair loss, and loss of breast sensation (Mokha-
tri-Hesari and Montazeri, 2020; Stein et al., 2008). These changes can
impact how patients perceive intimate communication and disclosure to
their partners hence impacting psychological well-being and sexual
distress (Marsh et al., 2020; Reese et al., 2016). This is supported by a
study in a healthy population which reported a significant association
between the inability to express sexual needs and sexual distress (Hayes
et al., 2008).

Our study did not find an association between chemotherapy,
endocrine therapy, and sexual distress, in contrast to other research
(Ljungman et al., 2018; Marsh et al., 2020). The inclusion of both
actively treated patients and survivors may explain this absence.
Forty-three percent of the patients did not undergo active treatment
when questioned, potentially minimizing side effects. However, it could
also be explained by the fact that most studies predominantly focused on
sexual problems, which are often used interchangeably in literature with
sexual distress. Women could adapt to sexual side effects of the treat-
ment such as vaginal dryness, atrophy, and decreased sexual desire. For
example, in a population of cervical cancer survivors, it was shown that
sexual pain worry mediated the association between vaginal sexual
symptoms and sexual distress (Bakker et al., 2017). Moreover, some
studies stated that the use of endocrine therapy did not worsen sexual
distress even though it increases vaginal symptoms (Frechette et al.,
2013; Rosenberg et al., 2014).

Interestingly, although most HCPs reported that they discussed sex-
ual distress, only 30% of patients recalled such conversations. Moreover,
the acknowledgment among HCPs regarding the importance of
addressing sexual distress for overall health outcomes contrasted with a
failure to effectively meet patients’ needs. This incongruity might be
attributed to several factors, including potential selection bias among
HCPs. HCPs with an interest in this topic could be more likely to respond
to the invitation. Furthermore, the nationwide nature of the question-
naire introduced the possibility that the surveyed patients received
treatment from different healthcare providers. Last, it could be that
sexual distress was discussed at an inopportune time, such as immedi-
ately following a diagnosis when patients are coping with intense
emotions, which can make it challenging for the patient to remember
this. Hence, emphasizing the importance of discussing sexual distress at
multiple moments during the disease trajectory.

4.1. Clinical implications

Patients’ responses were divided almost evenly between feeling
comfortable discussing sexual distress during consultations and
expecting HCPs to initiate the conversation. Clinicians are faced with the
challenge of navigating this diversity. PROMs focusing on sexual distress
before consultations could be instrumental in this process by helping to
identify patients requiring additional guidance and discussions on this
topic (Bober et al., 2016; Hungr et al., 2017). Moreover, it is crucial to
establish a supportive and open environment where patients can freely
express their concerns. Clinicians should actively encourage discussions
about sexual issues and provide personalized information and support
tailored to each patient’s needs, such as consultations with a sexologist.

4.2. Strengths and limitations

One of the major strengths of this study was the inclusion of per-
spectives of both HCPs and patients. By doing so, this study provided a
holistic understanding of the needs, and potential facilitators and bar-
riers, of both groups. Another important strength of this study was the
focus on sexual distress rather than sexual problems, providing valuable
insights into the broader emotional and psychological impacts that
extend beyond clinical sexual dysfunction. Moreover, this study
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included both women currently undergoing treatment and those who
had completed treatment for breast cancer, whereas most studies pre-
dominantly focus on sexual problems during the active treatment phase.
Nonetheless, a few limitations should be noted. The use of an open-
link questionnaire may introduce bias, as respondents with a higher
interest in the topic might be more likely to participate. However, this
approach allowed for nationwide participation, enhancing the general-
izability of the results. Additionally, it did not assess whether patients
suffered from sexual problems, which can be associated with distress. It
was decided not to do so, as this may reduce the respondent numbers
due to the sensitive topic. Moreover, sexual problems do not always
correlate with sexual distress (Agustus et al., 2017; Dennerstein et al.,
2008; Graham et al., 2020; Hatzichristou et al., 2016; Hayes, 2008).
Last, only standardized questionnaires were used. While the researchers
engaged in discussions with the patient organizations to ensure align-
ment with patients’ experiences, a more nuanced understanding of pa-
tient’s needs should be obtained through interviews or focus groups.

4.3. Future research

The results of the SABS and extra questions revealed some possible
barriers, such as time constraints, HCPs’ confidence in their ability to
address sexual distress, and uncertainty about who is responsible for
initiating the conversation, hindering the incorporation of sexual
distress discussion in clinical practice (Marsh et al., 2020; Reese et al.,
2017; Saunamaki et al., 2010). These barriers need further exploration.
Moreover, patients and HCPs were not conclusive about who should take
the lead in initiating conversations on this topic. Conducting additional
qualitative research could provide valuable insights into the preferences
and perceptions of both patients and HCPs regarding the initiation of
discussions on sexual distress.

Additionally, eighty-three percent of the HCPs in this study sup-
ported PROMs as a potential solution to bridge the gap between practice
and patient’s needs. This is strengthened by existing literature on the
potential of PROs to facilitate conversations on QoL (Bober et al., 2016;
Hungr et al., 2017). While the application of one or more simple ques-
tions may help break the taboo surrounding this topic, the effective use
of PROs in addressing sexual distress necessitates further exploration
(Galina et al., 2004; Kotronoulas et al., 2014; Reese et al., 2017).

Further research should also focus on the possible interplay between
the psychological burden of the disease and sexual distress. While most
side effects affecting sexual problems are known, little is known about
the effect of breast cancer on sexual distress. This knowledge gap can
also act as a significant barrier for HCPs in addressing sexual distress
(Reese et al., 2017).

5. Conclusion

Breast cancer patients showed significantly higher sexual distress
compared to the Dutch population. Factors associated with higher sex-
ual distress were psychological comorbidities, the Body Image Scale,
and being diagnosed >10 years ago. The majority of both the patients
and HCPs thought it was important to discuss sexual distress to improve
health outcomes, but HCPs did not discuss concerns as often as patients
needed. Barriers to discussing sexual distress were time availability,
HCP’s confidence in their ability to address sexual distress, and uncer-
tainty about who is responsible for the initiation of the conversation.
Further research should explore these and other barriers to incorporate
the discussion of sexual distress in daily care to improve the QoL of
breast cancer patients.
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