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Fig. 1. CONSORT flow diagram.

total of 73 women and their partners provided their consent, resulting in
a49% acceptance rate. Two of these 73 couples were excluded after they
had provided informed consent because they failed to fully meet the
inclusion criteria. Additional 10 couples withdrew their consent before
the intervention, mostly owing to worsening illness. Other known rea-
sons were “stressful cancer treatment”, “trouble in finding time due to
partner’s work schedule”, or “cancer treatment finished”. One couple
withdrew from the study after allocation to the delayed intervention but
before starting their participation in the intervention. Four out of the 73
couples that agreed to participate pilot-tested the intervention.
Following the pilot-testing, no changes were needed to be made to the
intervention. Therefore, the four couples who pilot-tested the inter-
vention were included in the final analysis. Thus, a total of 60 couples
participated in the intervention.

2.4. Data collection

Data were collected from April 2017 to August 2019. The partici-
pants completed the outcome measures prior to the first session at

baseline (T1), at 1-2 weeks post intervention (T2), and at the 3-month
follow-up session (T3). Participants in the group receiving delayed
intervention completed the intervention 4 months after assignment. As
all 60 couples attended all three face-to-face sessions, the completion
rate was 100%.

2.5. Intervention

The present study, which is a part of a wider research project, de-
scribes the couple strength-oriented therapeutic conversations (CO-
SOTC) intervention as a novel, couple-based, family system nursing
intervention developed for women with cancer and their partners
(Jonsdottir et al., 2021, accepted for publication; Svavarsdottir and
Gisladottir, 2019). The development and session components of the
CO-SOTC intervention have been described in detail in a previous paper
(Jonsdottir et al., 2021-accepted for publication).

2.5.1. Theoretical models guiding the intervention
The theoretical model that guides the CO-SOTC intervention is the
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family strength-oriented therapeutic conversation (FAM-SOTC) inter-
vention that is a family system nursing intervention, found to be bene-
ficial and applicable in clinical practice (Gisladottir and Svavarsdottir,
2017; Svavarsdottir and Gisladottir, 2019; Petursdottir and Sva-
varsdottir, 2019). FAM-SOTC is based on four models: the Calgary
Family Assessment/Intervention models (Shajani Z, Snell D, 2019), the
Illness Belief Model (IBM; Wright and Bell, 2009), and the resilience
component of the Resiliency Model (McCubbin et al., 1996). The
intervention in the present study relies mainly on the clinical practice
model of IBM of FAM-SOTC. To provide the necessary background and
comprehensive understanding of sexuality, the CO-SOTC intervention
additionally uses two frameworks: neo-theoretical framework of sexu-
ality and New View Manifesto of women’s sexual problems (Cleary and
Hegarty, 2011; Kaschak and Tiefer, 2001). Both frameworks assist the
nurse to attend, as a minimum, to the three main domains of sexuality
(sexual identity, sexual relationship, and sexual function). Additionally,
they provide a necessary understanding of the many factors, apart from
cancer diagnosis and treatment, that can affect women’s sexuality.

2.5.2. Components and delivery of the intervention

At its core, the CO-SOTC intervention includes strength-oriented
therapeutic conversations that aim to assist couples in managing
changes related to sexuality and intimacy after cancer, through active
listening; validating the narrative of the individual couple narrative;
asking therapeutic questions; addressing constructive illness beliefs;
challenging hindering beliefs, strengths, and resources; and providing
information based on evidence (Jonsdottir et al., 2021-accepted for
publication).

The CO-SOTC intervention was provided in three 45-min face-to-face
sessions with the woman with cancer and her intimate partner at
Landspitali University Hospital. The first two sessions were scheduled
1-2 weeks apart, and the final session was conducted 3 months after the
first session. The first two sessions were spaced 1-2 weeks apart to
promote the therapeutic conversations’ effect and maintain the thera-
peutic relationship’s bond with the couple while also minimizing
disruption due to the potential debilitating side effects of cancer treat-
ment. The third session, which was a booster session, was scheduled at 3
months after the first session to give the couple time to reflect on their
experiences of participating in the intervention. After completing the
first session, the couple were handed a sheet on how to access non-
interactive, evidence-based, educational information on a secure web-
site. The information was about the side effects of cancer treatment
affecting relational, physical, and emotional aspects of sexuality and
potential solutions, and it was an optional component of the interven-
tion. The educational information on the website covered ten issues
about the following topics: changes in body image, sexual intimacy and
well-being, vaginal dryness, diminished sexual desire, use of vaginal
dilators, vaginal moisturizers, vaginal lubricants, shorter/narrower va-
gina, fatigue, and partner’s experience and concerns. Although the
website information was optional the interventionist provided infor-
mation as needed in the sessions about sexual side effects of cancer
treatment and possible solutions.

2.6. Interventionist and intervention fidelity

The nurse delivered the intervention throughout the study and
authored the evidence-based information for the secure website. The
nurse has authorization in clinical sexology, training in systemic ther-
apy, and participated in a week-long in-person training course on the
main clinical nursing practice model guiding the therapeutic conversa-
tion in the intervention. The course was provided by the author of the
IBM. To promote intervention fidelity, diary notes were written after
each session. A supervisor, specialized in relational research as well as in
chronic illness such as cancer, regularly attended and observed the
sessions.

European Journal of Oncology Nursing 52 (2021) 101975
2.7. Outcome measures

2.7.1. Demographic and clinical questionnaire

Demographic and clinical data of the women participants were
collected at baseline (see Table 1), including age; marital status; length
of present relationship; type of cancer; time since diagnosis; previous
cancer diagnosis; stage; treatment; comorbidity; sick leave; education
completed; and partner characteristics including employment, sick
leave, and education completed.

This intervention study is a part of a larger research project using
questionnaires for four main outcome measures: the Sexual Concern
Questionnaire (SCQ; Abbott-Anderson, 2015), the Illness Intrusiveness
Rating Scale (IIRS; Devins, 2010), Ice-Beliefs Questionnaire for couples
(ICE-Couple; Svavarsdottir and Jonsdottir, 2016), Partnership Ques-
tionnaire (Partnerschaftsfragebogen [PFB]; Hahlweg, 1996; Jonsdottir
et al., accepted for publication). The women completed the question-
naires for all four main outcome measures, whereas their intimate
partners completed two of them (ICE-Couple and PFB). The present
study used data from the couple’s perspective and therefore are the
following two outcome measures.

2.7.2. Ice-Beliefs Questionnaire for couples

The ICE-Couple outcome measure (Svavarsdottir and Jonsdottir,
2016) was devised specifically for this study on the basis of the
Ice-Beliefs Questionnaire (ICE-Beliefs), originally developed by one of
the authors (Svavarsdottir, 2011, 2014). The ICE-Beliefs is a self-report
measure of an individual’s beliefs about illness and was developed from
the Illness Beliefs Model (Wright and Bell, 2009). The ICE-Couple
measures a couple’s perception of how both individuals deal with
changes in sexuality and intimacy following cancer diagnosis and
treatment. The questionnaire was used to measure changes in facili-
tating or constraining beliefs following the CO-SOTC intervention. In the
context of sexual changes following cancer, constraining beliefs are
beliefs that hinder finding solutions to distress or concerns (e.g. “All
affectionate touching is off because sexual intercourse is no longer
possible™), whereas facilitating beliefs are beliefs that open a possibility
for a variety of solutions (e.g. “We can learn to live with changes in our
sex life and still be intimate™). Participants report the degree to which
they believe the illness affects sexuality and intimacy with respect to
cause, control, effect, suffering, and support on seven items using a
5-point Likert scale (1, never to 5, all of the time) and eight open-ended
questions. Higher scores indicate more confidence about facilitating
beliefs versus constraining beliefs regarding sexuality and intimacy. The
instrument has been found to be both valid and reliable (Cronbach’s o =
0.780-0.789; Gisladottir and Svavarsdottir, 2016). The internal consis-
tency, Cronbach’s o for the ICE-Couple measure in the present study was
0.82 for the women and 0.80 for their intimate partners.

2.7.3. Partnership Questionnaire

The PFB is a 30-item outcome measure that assesses relationship
quality (Hahlweg, 1996). The PFB consists of three scales (conflict,
tenderness, and communication) with ten items each. For example, one
of the conflict items is “He/she keeps bringing up mistakes that I have
made in the past”; a tenderness item is “He/she makes an effort to be
attentive to my wishes and fulfills them when the opportunity arises”
and a communication item is “He/she shares his/her thoughts and
feelings openly with me.” All scale items are given a score using a
4-point Likert scale (Never/very rarely [0], rarely [1], often [2], very
often [3]). The PFB can be used to assess relationship quality via sub-
scales, which can be combined to generate a PFB total score (Cronbach’s
a = 0.95). The total score can be used to reliably distinguish between
distressed and non-distressed couples and monitor changes resulting
from couple therapy. A total score of <53 is regarded as a threshold for
low marital quality. Good to very good reliability coefficients have been
confirmed for the three subscales (conflict behavior: a = 0.88; tender-
ness: a = 0.91; communication: « = 0.85; total scale: « = 0.93; Hinz
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et al., 2001; Kliem et al., 2012.). In the present study, Cronbach’s a for
the participating women and their partners was, respectively, 0.85 and
0.89 for conflict behavior, 0.89 and 0.88 for tenderness, 0.89 and 0.84
for communication, and 0.93 and 0.93 for total scale.

Table 1

European Journal of Oncology Nursing 52 (2021) 101975

2.8. Statistical methods

Sample size assessments showed that, considering repeated measures
tests of mean differences and an average effect size of 0.5 (based on
Cohen’s D), the sample size required for 80% and 90% statistical power
is 27 and 36, respectively (Kraemer and Thiemann, 1987). The number

Characteristics of participants that took part in the CO-SOTC intervention (N = 120) between April 2017 to August 2019; women in active cancer treatment (n = 60)

and their intimate partners (n = 60).

Women characteristic Mean % Median SD Range

Age (years)

Total (n = 60) 52.03 53.50 10.737 30-70

Breast (n = 46) 52.57 54.0 10.489 33-70

Other types of cancer (n = 14) 50.29 52.0 11.750 30-67

Marital status 88.3

Married (n = 53) 11.7

Cohabitation (n = 7)

Length of present relationship (years) 25.12 24.0 13.321 2-50

Type of cancer

Breast (n = 46) 76.7

Blood (n = 7) 11.7

Lung (n = 3) 5.0

Gastrointestinal (n = 3) 5.0

Brain (n = 1) 1.6

Time since diagnosis (months) 12.0 6.0 19.1 1-115

Previous cancer diagnosis

Yes (n = 11) 18.6

No (n = 48) 81.4

No answer (n = 1)

Stage

Local (n = 40) 72.7

Advanced (n = 15) 27.3

No answer (n = 5)

Treatment

Surgery (n = 46) 76.7

Chemotherapy (n = 45) 75.0

Radiation therapy (n = 45) 75.0

Endocrine therapy (n = 27) 45.0

Other treatment (n = 6) 10.0

Comorbidity (n = 23)

Arthritis (n = 9) 39.1

Hypertension (n = 7) 30.4

Mental illness (n = 4) 17.4

Lung disease (n = 2) 8.7

Cardiovascular disease (n = 1) 4.3

Gastrointestinal disease (n = 1) 4.3

Diabetes (n = 1) 4.3

Other (n = 6) 26.1

Currently on sick leave

Yes (n = 37) 62.7

No (n = 22) 37.3

No answer (n = 1)

Education completed

Primary school education (n = 3) 5.0

Secondary school education (n = 13) 22.1

University level education (n = 43) 72.9

Partner characteristics

Age (years) 54,3 10.783 30-75
Total (n = 60)

Employment

Works overtime — two jobs (n = 17) 28.8

Full time employed (n = 30) 50.8

Part time employed (n = 4) 6.8

Disabled (n = 5) 8.5

Pensioner (n = 53) 5.1

Currently on sick leave

Yes (n = 3) 5.4

No (n = 53) 94.6

Education completed

Primary school (n = 5) 9.8

Secondary school (n = 24) 47.0

University level (n = 30) 43.2
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of couples in the study was 60 which is well beyond the minimum
number of couples required for adequate statistical power.

Participants were required to answer at least 80% of items on the
outcome measure for their data to be included in the analysis. Repeated
measures ANOVA was used for an overall assessment of outcome dif-
ferences. A paired t-test was used to further compare the outcomes of the
CO-SOTC intervention between measurements from T1-T2, T2-T3, and
T1-T3.

The assumption of sphericity was tested using Mauchly’s test of
sphericity, which showed violations of sphericity for the outcomes of
both ICE-Couple and PFB. Therefore, the Greenhouse-Geisser formula
was used to correct the violations of sphericity. Effect size was assessed
with eta squared (where a value above 0.01, 0.06, and 0.14 denotes a
small, intermediate, and large effect, respectively; Field, 2009). The
Statistical Package for the Social Sciences (SPSS) version 26.0 was used
for descriptive statistics and statistical analyses (IBM Corp Released,
2019). The significance value for the difference between means was set
at P < 0.05. Dyadic difference scores between the participating women
and their intimate partners were computed to assess whether the couples
differed on the outcome measures, using an F-test with P values set at
<0.05.

2.9. Procedures and trial registration

The study was granted ethical approval by the Scientific Ethics Board
at Landspitali—the National University Hospital of Iceland (No. 23/
2016), which also notified the National Bioethics Committee about the
study. The study was approved by the chief executives of nursing and
medicine and head nurses in participating wards at Landspitali—the
National University Hospital of Iceland.

3. Results
3.1. Participant characteristics

The participants (N = 120) included 60 women diagnosed with
diverse types of cancer who were in active cancer treatment and their
intimate partners (all males; n = 60). None of the women went
completely off treatment during the study period. A few women finished
primary treatment such as chemotherapy or radiation therapy during
the CO-SOTC intervention but continued to receive adjuvant hormonal
therapy to prevent breast cancer recurrence. When the CO-SOTC inter-
vention was initiated, each woman participant was currently receiving
one or more cancer treatments (surgery, chemotherapy, radiation
therapy, or endocrine therapy). The average age of the women and their
partners was 52 years (range 30-70 years) and 54.3 years (range 30-75
years; see Table 1), respectively. The average length of the relationship
was 25.12 years (median 24 years). In total, 43 women (72.9%) and 30
partners (43.2%) had university-level education. Most women had been
diagnosed with breast cancer (76.7%). The majority had localized can-
cer (72.7%), and 27.3% had advanced cancer. Among the 15 women
reporting advanced illness, 10 had breast cancer. Nine of the 11 women
(18.6%) reporting previous cancer diagnoses had breast cancer during
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the study. The average time since diagnosis was 12 months (range
1-115; median 6 months).

3.2. Outcomes

3.2.1. Iliness beliefs about sexuality and intimacy

Women in active cancer treatment reported significantly increased
confidence about how illness beliefs affect sexuality and intimacy from
T1 to T2 (p = 0.000; see Table 2). Illness beliefs also differed signifi-
cantly between T1 and T3 (12 = 0.155, p = 0.000). Similarly, intimate
partners reported significantly increased confidence about illness beliefs
from T1 to T2 (p = 0.005) and from T1 to T3 (n2 = 0.114, p = 0.000).

3.2.2. Relationship quality

The women reported increased relationship quality from T1 to T2 (p
= 0.022; see Table 3). A significant difference was also found between
T1 and T3 (12 = 0.016, p = 0.005). Intimate partners also reported
increased relationship quality from T1 to T2 (p = 0.037) and from T1 to
T3 (n2 = 0.012, p = 0.047).

3.2.3. Dyadic difference

No statistically significant differences in dyadic scores were found
regarding illness beliefs about sexuality and intimacy or overall rela-
tionship quality between women and their intimate partners at any time
point (T1, T2, or T3; see Table 4).

4. Discussion

The main findings from this study highlight the value of the CO-
SOTC intervention in providing brief psychosexual support to couples
facing cancer. The results suggest that strength-oriented therapeutic
conversations can be offered in clinical nursing practice. In addition, the
findings indicate that the CO-SOTC intervention has the potential to
address aspects of sexual changes that are unique for each couple. This is
an interesting viewpoint supported by the fact that each individual
couple has their own unique sexual adjustment pathway following
cancer (Benoot et al., 2017).

The findings supported the hypothesis that participation in the CO-
SOTC intervention would significantly increase confidence about how
illness beliefs affect their sexuality and intimacy both in the short term
(T1 to T2) and long term (T1 to T3), both among women with cancer and
their intimate partners. This suggests that the positive changes were not
only short term but also long term as they persisted over the study
period, even though the participating women were undergoing cancer
treatment and nearly one-third of them reported advanced illness.
Furthermore, because all women were receiving either primary or sec-
ondary cancer treatment while participating in the intervention, the CO-
SOTC intervention may have a certain protective effect because no
worsening was reported either on illness beliefs or relationship quality
during the intervention. However, it has been previously observed that
in some couples facing cancer, the illness brings the partners closer
together, which may have affected the reported outcomes (Dorval et al.,
2005).

Table 2
Difference in mean on illness beliefs about sexuality and intimacy for couples using one-way repeated measurement ANOVA.
Variables (n) Baseline Post-intervention Follow-up F (P value) Time Eta-
(T1) (T2) (T3) T1 versus T2 T2 versus Squared
Mean (SD) Mean (SD) Mean (SD) T3 T1 versus T3 n2)
P value P value P value
Confidence about facilitating beliefs versus constraining beliefs 24.2 (6.0) 27.1.8 (5.9) 28.0 (5.1) 420.50 0.000 0.135 0.000 0.155
about sexuality and intimacy 24.1 (5.4) 26.0 (5.7) 27.4 (4.5) (0.000)" 0.005 0.042 0.000 0.114
Women (n” = 52) 307.21
Intimate partner (n = 56) (0.000)"

? Sphericity Assumed.
Y n varies due to missing data.
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Table 3
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Difference in mean of relationship quality for couples using one-way repeated measurement ANOVA.

Variables (n) Baseline (T1) Post-intervention (T2) Follow-up (T3) F (P value) Time Eta-squared (12)
Mean (SD) Mean (SD) Mean (SD) T1 versus T2 T2 versus T3 T1 versus T3
P value P value P value
Overall relationship quality 70.8 (13.5) 71.8 (13.6) 198.61 (0.010)" 0.022 0.263 0.005 0.016
Women (n° = 58) 65.9 (13.9) 66.5 (15.3) 132.08 (0.058)" 0.037 0.587 0.047 0.012
Intimate partner (n = 48) 69.2 (14.4) 3.9 (4.6) 3.7 (4.7) 8.08 (0.220)" 0.322 0.424 0.105 -
Subscales 64.2 (13.6) 4.6 (5.6) 5.0 (6.3) 9.88 (0.198)" 0.060 0.302 0.471 -
Conflict 22.6 (5.8) 22.9 (5.4) 64.72 (0.007)" 0.001 0.487 0.005 0.026
Women (n = 58) 19.2 (5.8) 19.4 (5.6) 21.29 (0.139)" 0.071 0.734 0.101 -
Intimate partner (n = 50) 4.2 (4.5) 22.3(5.8) 22.5(5.9) 5.0 (0.599)" 0.514 0.671 0.363 -
Tenderness 5.2 (5.6) 21.7 (4.6) 22.0 (4.9) 10.04 (0.364)" 0.424 0.469 0.212 -
Women (n = 59)
Intimate partner (n = 53)
Communication 21.5 (6.4
Women (n = 59) 18.5 (5.9)
Intimate partner (n = 51)
22.1 (6.2)
21.4 (4.3)
2 Sphericity Assumed.
b Greenhouse-Geisser correction.
¢ n varies due to missing data.
communication difficulties, and conflicting roles regarding

Table 4

Dyadic difference scores (the difference between women and their partner score)
on illness beliefs about sexuality and intimacy and relationship quality using a F-
test.

Variables (n) Baseline Post- Follow- Dyadic Time
(T1) intervention up (T3) difference F (P
Mean (T2) Mean scores value)
(SD) Mean (SD) (SD) Timepoint
()
Mean (SD)
Confidence 24.5 27.3 (6.0) 28.2 Tl (n = 0.680
about (6.1) 26.1 (5.5) (5.1) 49) 0.10 (0.444)
facilitating 24.4 69.9 (13.9) 29.0 (5.72) 0.245
beliefs (5.1) 65.5 (13.7) (13.9) T2 (n = (0.783)
versus 68.1 71.0 49) 1.19
constraining (14.7) (13.4) (5.63)
beliefs about 64.0 66.0 T3 (n=
sexuality and (13.6) (15.2) 49) —0.82
intimacy (15.25)
Women (n" = Tl (n=
49) 47) 4.11
Intimate (11.52)
partner (n = T2 (n =
49) 47) 4.36
Overall (10.90)
relationship T3 (n =
quality 47) 4.97
Women (n = (11.26)
47)
Intimate
partner (n =
47)

# n varies due to missing data.

The intervention had a large effect (n2) on the illness beliefs (see
Table 2) and a small effect on relationship quality (see Table 3) among
the women and their partners. The magnitude of the effect size dem-
onstrates that the elements of the CO-SOTC intervention influenced the
couples in a meaningful way, particularly regarding increased confi-
dence about their illness beliefs.

The significant improvement in confidence of the intimate partners
about how illness beliefs affect sexuality and intimacy is especially
noteworthy and encouraging because intimate partners who are
dissatisfied with the relationship quality are particularly susceptible to
the stress resulting from cancer (Cairo Notari et al., 2017). The intimate
partners of patients with cancer struggle with mixed emotions,

sexuality-related issues during the stressful period of illness. The
strength-oriented therapeutic conversations of CO-SOTC emphasize the
importance of first acknowledging the stressful illness experience,
thereby contributing to a more helpful state when developing facili-
tating beliefs (Wright, 2015). Thus, the therapeutic conversations may
help lessen the grip of the stress experienced by the intimate partners,
possibly helping them to preserve the bond of the intimate relationship.

The results about the reported positive changes in overall relation-
ship quality by the intimate partners were similar to the results reported
by the participating women. These findings are consistent with previous
studies that suggest constructive communication on sexuality-related
issues can both lessen the impact of uncertainty about the intimate
relationship and improve the perceived relational quality during illness
(Canzona et al., 2019). Furthermore, the results substantiate other
research findings showing that central strategies related to couple-based
interventions for sexual support involve creating opportunities for
shared understanding of sexual changes after cancer and enhancing
couples‘ communication (Milbury and Badr, 2013; Gorman et al., 2020).

No significant differences were found between the women and their
partners in the dyadic scores of illness beliefs and overall relationship
quality at different time points before and after the intervention, indi-
cating that women with cancer and their intimate partners scored both
outcome measures in a similar manner. In addition, the fact that no
considerable difference in dyadic scores was found suggests that the
women and their partners experienced the CO-SOTC intervention in a
similar way.

This nurse-managed intervention study provides an example of the
benefit of a brief psychosexual intervention, based on empirical evi-
dence from advanced family nursing. When sexual health is not firmly
established as a legitimate concern in cancer care, it results in missed
opportunities to engage in discussion with individuals with cancer and
their partners (Jonsdottir et al., 2016; Wittmann, 2016; Annerstedt and
Glasdam, 2019). Patients report that they value the opportunity to
discuss sexuality (Albers et al., 2020). Health care providers are
responsible for obtaining the necessary skills and knowledge so they can
provide these opportunities. Clinical practice guidelines echo this re-
sponsibility (Barbera et al., 2017; Carter et al., 2018) and recommend
offering couple-based interventions to women who are partnered.
However, in a systematic review, Fennell and Grant (2019) found that
numerous prominent nursing organizations did not include sexual
health care in their policy statements. This apparent lack of sexual
health care policy within nursing is worrisome and reflects the persistent
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lack of provision of sexual health care in cancer care (Papadopouluet al.,
2019). Therefore, it is somewhat reassuring that nurses with higher
education and who have undergone further training more often provide
sexual counseling than nurses with an undergraduate education (Krou-
wel et al., 2015). This observation is consistent with the competency
levels according to the International Family Nursing Association Posi-
tion Statement on Advanced Practice Competencies for Family Nursing
(IFNA, 2017).

4.1. Limitations

In the present study, the lack of a comparison group poses a threat to
the validity of our findings. The observed changes could have occurred
naturally over time as patients approached the end of cancer treatment
or adjusted to the effects of cancer. Although we intended to make
comparisons between treatment and waitlist groups, substantive base-
line differences in demographic and clinical variables precluded such
analyses. Stratified recruitment in sufficiently large populations may
reduce the risk of inequivalence at baseline in future trials. The partic-
ipants were highly educated and mainly represented the diagnosis of
breast cancer. Despite recruiting efforts, no women with gynecological
cancer participated in the study; therefore, it remains unknown whether
the CO-SOTC intervention is beneficial for such women. Only hetero-
sexual couples participated in the study although it was open to lesbian
couples, creating a research bias. Furthermore, this study was imple-
mented among a population in the western part of the world and can not
be generalized to populations in other cultures. Finally, only one nurse
delivered the intervention, which could result in a therapist effect.

4.2. Future research

The CO-SOTC intervention remains to be replicated in women with
gynecological cancer and in lesbian couples. It would also be of value to
compare the effects of the intervention among women who are in active
cancer treatment with women whose cancer treatment has concluded. In
addition, testing the CO-SOTC intervention in women with different
stages of cancer, undergoing various types of cancer treatment, and
belonging to different age groups would provide important insights.
Finally, considering the known gap between couple therapy research
efficacy and effectiveness in clinical practice (Halford et al., 2016), an
important task of nurses remains, namely to develop and test successful
methods to implement this empirically tested, brief psychosexual sup-
port into clinical practice.

5. Conclusion

Offering strength-oriented therapeutic conversations to couples
provides an opportunity to address the cancer-related stressors affecting
their intimate relationship. The components of this brief CO-SOTC
intervention—active listening, validation of the unique individual
couple narrative, and facilitation of constructive beliefs—are a powerful
tool to help couples manage changes related to sexuality and intimacy
after cancer.

This intervention study adds new empirical evidence to the
extremely limited pool of couple-based interventions, specifically
designed to address changes in sexuality and intimacy among women in
active cancer treatment and their intimate partners. To the best of our
knowledge, this is the first nurse-managed intervention study to report
on the outcomes of a brief psychosexual couple-based intervention
offered to women with various types of cancer and their intimate part-
ners. As sexual difficulties can persist long after cancer treatment is
concluded, issues related to sexuality and intimacy clearly should not be
excluded when providing support in cancer. On the contrary, it should
be standard practice among nurses who have the necessary knowledge,
clinical skills, and training to offer individuals with cancer and their
intimate partners brief psychosexual support.
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Appendix I. The CO-SOTC Intervention Protocol
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The CO-SOTC intervention protocol describes the components and lists the
potential therapeutic questions that may be used in the three sessions with a
woman with cancer and her intimate partner when addressing sexual
changes after cancer.

First session

Before the first session of therapeutic conversation begins, the nurse greets
the couple and offers a warm welcome, shakes their hand (and makes eye
contact with a smile), and introduces herself. Then, the nurse offers them a
seat and some refreshments and explains what the intervention entails and
asks the couple whether they have any questions about the sessions or
about their participation in the intervention.

Couple focused genogram

After the introduction, the nurse explains the purpose of the couple-focused
genogram: “If it is alright with you, | would like to begin by examining your
background and relationships so that | can better comprehend your
situation—is  that ok?” (if possible, find an opportunity to
compliment/commend the woman/her partner/both in the first 10-15 min of
the interview).

Potential questions: age; occupation; marital status; length of
marriage/cohabitation; previous close relationships/marriages; parents,
siblings, or children (age/name); degree of closeness to closest of kin or
children; previous and present health status (of both); for women with cancer:
time of cancer diagnosis, type of cancer and cancer treatment, other
previous/recent stress factors/traumas

Couple-focused questions: what attracted you to her/your partner when you
first met? What would best describe her/your partner? What is it about
her/your partner that you most appreciate in the cancer experience/since the
illness began? What has helped you to keep the relationship going? What
characterizes your relationship the most—before/after the illness began?
What do you believe is a “good couple relationship”? Where have you seen
examples of it? When you ponder the couple-focused genogram that has
been drawn (the nurse shows them the sheet with the genogram), what is
your overall impression? Would you like to add something that you deem
important regarding your couple relationship?

Interventive questions

After drawing the couple-focused genogram, the nurse asks the following
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interventive questions (linear questions to obtain information and circular
guestions to reinforce changes):

Former guidance:

1. Have you previously been to couple counseling? If yes, can you tell me for
what reasons and was it helpful/unhelpful—in what way? What was the
best/worst advice?

2. Through the cancer trajectory, what has been the best/worst health care
advice you have received?

Effect of illness on daily life and sexuality/intimacy:

1. How has the iliness affected your (woman/her partner) daily life? What has
been the biggest change in your daily life since the illness began?

2. What has changed in your close relationship/your sex life/intimacy since
the cancer diagnosis and/or cancer treatment?

3. How has the iliness affected your (woman/her partner) close relationship?
Your (woman/her partner) sex life/intimacy?

4. What questions do you (woman/her partner) ask yourself throughout the
day in relation to your close relationship/your sex life/intimacy?

5. What, if anything, has happened in your close relationship that was
perhaps part of the reason you chose to participate in the intervention
research?

6. If you (woman/her partner) could only get an answer to one question after
our session today, what question would that be?

Causes of changes in sexuality/intimacy and control over these changes:

1. What do you (woman/her partner) believe is the cause of your sexual
problem or the changes you are experiencing in your sex life/intimacy?

2. Do you believe you know how much control you have as a couple on your
sexual problem or the changes that have occurred in your sex life/intimacy?

3. Do you believe you know how much control the sexual problem or the
changes in your sex life/intimacy have on your relationship?

4. What changes would you (woman/her partner) like to see happen in your
relationship regarding your sex life/intimacy? What would you like to be the
same?

5. Do you (woman/her partner) believe you can predict what may happen in
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the future in your sex life/intimacy?

Effects on sexuality/intimacy and whether the partners agree on solutions
that may be helpful:

1. Do you believe that you would know what effect it could have on your
sexual problem or the changes in your sex life/intimacy if you and your
partner were in agreement about the solutions that may help?

2. Do you believe that you know who (woman/her partner) suffers the most or
has more difficulties with the effects of the cancer diagnosis and cancer
treatment on sexuality/intimacy?

3. Do you believe that you know what has helped the most/the least of what
health professionals have offered to help you and your partner to cope with
the sexual problems or changes in sex life/intimacy following cancer
diagnosis and cancer treatment?

Deeper questions/goals/questions about the future:

1. What do you (woman/her partner) believe that the future holds for you as a
couple following cancer diagnosis and cancer treatment?

2. What do you (woman/her partner) believe primarily gives your life meaning
these days?

At the end of the session:

What stands out after the session? What was most helpful/least helpful?
What would you (woman/her partner) have preferred to discuss more/less in
this session? Was this first session helpful or not? What did you hope for to
have happened (discussed) in this first session but was not realized? Do you
(woman/her partner) believe that you have had a chance to express issues
that are important to you? Am |, as the nurse, going too fast or too slow? Is
there anything you would have liked to discuss more/less? Am | meeting your
expectations and/or concerns?

Educational material on a secure website

The nurse addresses the couple and provides information on how to access
the educational material on the secure website and explains that this
educational material is optional and can be read by both the woman and her
partner. The material is evidence-based information about the most common
sexual side effects of cancer treatment in women and solutions. The
educational material covers ten issues about the following topics: Changes in
body image, sexual intimacy and well-being, vaginal dryness, diminished
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sexual desire, use of vaginal dilators, vaginal moisturizers, vaginal lubricants,
shorter/narrower vagina, fatigue, partner's experience and concerns—a few
recommendations.

Second session
Potential therapeutic questions:

1. What stood out for you (woman/her partner) after the first session? Do you
believe that the session revolved around issues that are important to you
(woman/her partner)? According to you, what was the most important thing
that happened/was discussed in the first session? What was most
helpful/least helpful? What do you (woman/her partner) wish we had
discussed more of/less of in the first session? What topics were you hoping
would be discussed but were not discussed?

2. How would you want to use this session today so it will be most useful to
you (woman/her partner)?

“Taking the temperature” of the therapeutic alliance:

3. On a scale from 1 to 10, how well do you (woman/her partner) believe |
understood your situation in the first session? Was the pace of the session
too fast/too slow/about right?

Effects of illness on daily life and the role of partner/health professionals
during the iliness trajectory:

4. What has been most difficult to cope with during the illness? If the cancer
illness had a name, what would it be?

5. Everyone has thoughts (in form of questions) daily; what questions do you
ask yourself on a good day/bad day? Of the questions you ask yourself, what
question is most uplifting/most depressing? What thoughts go through your
mind when you ponder/reflect on the fact that you are alive after having been
diagnosed with a serious disease/cancer?

6. When you wonder why you got cancer, what goes through your mind?
What do you make of the fact that it was you and not someone else who was
diagnosed with a serious disease?

7. How has the illness mostly affected the partner? What role do you
(woman/her partner) believe that the partner has during the illness? What
role do you believe health professionals have during the iliness?

8. In what ways have you (the partner) best managed to receive some
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emotional support/other support (“charged your batteries”) during the illness?
What do you (the partner) believe has helped you most to handle changes
because of the illness?

9. Are you (woman/her partner) someone that believes it is best to overcome
the illness or live alongside it?

10. Do you agree on what you believe regarding the prognosis or do you
have different views about it?

Effects of illness on sexuality and intimacy:

11. When you (woman/her partner) reflect on the sexual problems/effects of
the illness on sexuality/intimacy, what thoughts do mostly emerge?

12. What is the main question you (woman/her partner) ask yourself these
days about the sexual problem or the changes in sexuality/intimacy during
the illness? Do you more agree or disagree about the effects of illness on
sexual life and intimacy?

13. Everyone thinks to themselves daily, often in the form of questions. What
guestions do you mostly ask yourself in relation to sexuality and intimacy?
What questions do you ask in your head on a good day/a bad day?

Control of iliness on sexuality and intimacy:

14. Do you (woman/her partner) believe or not believe that you have control
over how much the illness changes things in relation to sexuality and
intimacy? How much control would you (woman/her partner) like to have in
this regard?

15. How much control do you (woman/her partner) believe you have on the
extent of the effect of the sexual problems/changes in sexuality (in
percentage or on a scale from 1 to 10, where 1 = very little control, 10 = full
control)

16. When did you (woman/her partner) first notice that you had begun to
exert certain control over the effects of illness on sexuality and intimacy?

Coping with changes in sexuality and intimacy:

17. Is it you or the partner that more believes that it can be helpful to openly
discuss (during the illness) this sexual problem/changes in sexuality and
intimacy?

18. What do you (woman/her partner) believe is the best way to cope with the
changes in sexuality and intimacy that have occurred?
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The future:

19. Are you (woman/her partner) more optimistic/more pessimistic about the
future regarding the effects of the illness on sexuality and intimacy?

20. What do you believe the future holds for you (woman/her partner)
concerning sexuality and intimacy?

21. Let us imagine that you (woman/her partner) would see something
positive happening in your sex life, including intimacy. What would you
consider positive? How would you notice the positive change?

At the end of the session:

22. Is there something | have not asked you (woman/her partner) today or in
a previous session that you wish | had?

23. Is there something you would like to ask your partner about (woman/her
partner)?

24. How was this session for you? Was it useful? What are your thoughts
about this approach in the conversations with you in the sessions? Are the
conversations meeting your expectations?

Follow-up session

This third and final follow-up session is a booster session and scheduled 3
months after the first interview. In this final session, emphasis is placed on
highlighting change and tying any loose ends.

1. What stands out when you reflect back on previous sessions? What do
you mostly think about when you reflect back on previous conversations in
the sessions?

2. What is different/what has changed in your relationship since the first
session? What is different/what has changed in your sexual life/intimacy
since then? What has been most helpful for you out of all the things that have
been discussed in the previous sessions?

3. What is on top of your (woman/her partner) mind today? What would be
the most important/most useful issue to discuss in this final session today?

4. Do you (woman/her partner) have any questions or comments for your
partner? Do you have any questions you would like me to answer?

5. Are there any other questions that you would have wanted me to ask
you, but | have not?
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Cementing/celebrating change:

6. What have you (woman/her partner) come to appreciate in your partner
regarding the changes that happened in your sexual life/intimacy following
the illness?

7. What advice could you give other women with cancer and their partners
regarding sexuality and intimacy?

8. | would like to take this opportunity to mention what | saw that was
unique in the conversations with you and what | believe are your strengths.

Therapeutic alliance—taking the temperature

9. What advice could you give me so | could strengthen my role as a
nurse with women with cancer and their partners?

10. What is the most important advice you would give other health
professionals that care for women with cancer and their partners in matters
relating to sexuality and cancer?

11. What was the single most useful/important thing that stands out after
these three sessions (including in the evidence-based information on the
secure website)?

What was the single least useful/important thing that stands out after
these three sessions (including in the evidence-based information on the
secure website)?

12. Do you (woman/her partner) have any final comments or questions
before we depart today and say goodbye? Any loose ends?
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Appendix Il. Evidence-based Educational Information
available on the Website
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The evidence-based educational information, presented in Appendix II, is
about the side effects of cancer treatment on the relational, physical, and
emotional aspects of sexuality and the potential solutions. Thus, the content
addresses the three main areas of sexuality: sexual response/function,
sexual self-image (including body image), and sexual relationship. The
content was also consistent with the main sexual concerns identified in one of
the main measures in this study—the cancer-specific Sexual Concerns
Questionnaire (SCQ). Offering evidence-based educational information may
enhance the face-to-face intervention with the individual couple. For instance,
one review on web-based intervention suggests that evidence-based
information on website may complement face-to-face symptom management
(Fridriksdottir et al., 2018). Further, research has time and again identified the
benefits of patient educational information in enhancing coping, including
information about sexual side effects of cancer treatment among women
(Faithfull & White, 2008).

After completing the first session, the couple were handed a sheet on how
to access non-interactive, evidence-based educational information on a
secure website. The educational information was an optional component of
the intervention. The educational material was written by Jona Ingibjorg
Jonsdottir, except the section on vaginal dilation, which was, with permission,
adapted from a patient education booklet (CANO/ACIO, 2015).

Vaginal dryness

Vaginal dryness is among the most common side effects of cancer treatment
and, by far, the most common cause of sexual difficulties reported by women
after treatment. Chemotherapy, radiotherapy, and surgery affect the skin and
mucous membranes. Dry vaginal mucous membrane can become tender and
sensitive and cause burning and itching, which cause discomfort and pain
during sex, especially during sexual intercourse. There is a risk of small
abrasions occurring in the mucous membrane, which may bleed. The vagina
is not as elastic as before, which can also cause discomfort during sex. There
may be vulvar and vaginal irritation, involuntary urination, increased urge to
urinate, burning sensation, and increased vaginal discharge. When vaginal
mucus secretion is normal, the vagina cleanses itself. However, mucus
secretion is reduced in case of vaginal dryness. Therefore, women with
vaginal dryness are more prone to developing various bacterial and viral
vaginal infections that require treatment.

Women who have not reached menopause when cancer treatment begins
(chemotherapy, pelvic radiation, or ovary removal) can experience an abrupt
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menopause as a side effect of treatment, which is either permanent or
temporary. Women who have reached menopause before cancer treatment
may experience increased vaginal dryness.

Normal blood flow and hormonal function are key to healthy vaginal mucous
membrane. When the blood flow to the genitals decreases for some reason,
less nutrition and oxygen reach the lining of the vagina, and the risk of
dryness increases. Blood flow is closely related to vaginal mucus production
because vaginal mucus or moisture comes from blood filtering through the
mucous membrane and not from glands. Sexual stimulation increases the
vaginal blood flow and thereby mucus production (vaginal lubrication).

The hormone estrogen increases blood flow and maintains the thickness,
moisture, and elasticity of the vaginal lining. It is produced in the ovaries and
also in small amounts in the adrenal gland and placenta. As estrogen
production in the body decreases, vaginal mucus production decreases,
resulting in thinning of the mucous membrane and decrease in elasticity.
These changes usually happen over a long period during menopause
although they manifest differently in different women. However, in the case of
ovarian cancer treatment, the vaginal and hormonal changes occur relatively
rapidly, causing an early and abrupt menopause.

A few suggestions are provided below:

e Ask health care providers in charge of the cancer treatment whether
the treatment has any sexual side effects.

e It is helpful to consider that many things other than cancer treatment
may also contribute to vaginal dryness, such as breastfeeding,
menopause, and various diseases such as diabetes and/or untreated
vaginal infections. Many drugs other than chemotherapy, such as
antihistamines or allergens, affect the blood flow to the pelvic area.

e The use of lubricants and/or moisturizers is advisable (see more
educational materials: Lubricants, Moisturizers). There are
differences between vaginal moisturizers and lubricants. Moisturizing
substances are intended to increase vaginal moisture, restore the
mucous membrane, and reduce discomfort due to irritation. They are
not intended as a lubricant for sexual intercourse; however,
increased vaginal moisture facilitates sexual intercourse to some
extent. Lubricants are, however, specifically intended to reduce
discomfort due to friction during vaginal intercourse. Moisturizing
substances are inserted into the vagina, but lubricants are applied on
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the vulva and vaginal opening. Moisturizing substances are also of
little use if they are used only while having vaginal intercourse. They
should be used regularly, usually before bedtime, such that they
have the desired effect on the properties of the vaginal mucous
membrane. In the case of severe vaginal dryness, the use of
lubricants and/or moisturizing substances may not be able to remedy
it.

If severe pain occurs during vaginal intercourse, local anesthetic can
reduce the pain according to a recent study. Place 4% lidocaine gel
(local anesthetic) on a cloth, and keep the cloth at the vaginal
opening for 3 min before intercourse (Goetsch et al., 2016).

Avoid the use of soap, fragrances, and creams on the genitals and in
the vagina (it is enough to rinse these parts with lukewarm water).

Estrogen administration: In an abrupt menopause, hormones may be
administered unless it is inadvisable owing to the presence of
hormone receptors on the tumor (Bennet et al.,, 2016). There are
divided opinions about the use of local estrogen therapy in women
with hormone-dependent breast cancer (Falk, 2016); therefore, it is
advisable to seek advice from the oncologist in charge of the cancer
treatment. If there are no contraindications, local estrogen treatment
can be used, for example, Ovestin (creams/pessaries), Vagifem
(pessaries), or Estring (vaginal ring).

Vitamin E oil: If hormones for vaginal dryness or mucosal atrophy is
not advisable, it is possible to use vitamin E oil (capsules) (Morali et
al., 2006; Falk, 2016). To extract the oil, puncture the capsule with a
small needle (at both ends), and squeeze the oil out. Insert the oll
into the vagina with your fingers or put the punctured capsule with
the oil in the vagina, where it melts.

Keep the vagina healthy by increasing the blood flow to it. Use ample
time for caressing/foreplay. An even more effective way to increase
the blood flow to the genitals is to use a vibrator for stimulation.
Sexual stimulation increases the blood flow to the genitals, and more
nutrients and oxygen reach the vaginal mucous membrane.
Increased blood flow during sexual stimulation results in enhanced
mucus production (vaginal lubrication). Regular vaginal intercourse
also maintains vaginal elasticity (Sinha & Ewies, 2013).

It is possible to enjoy sexual activity without vaginal intercourse (in



Fatigue

the case of discomfort caused by vaginal dryness). Reducing sexual
activity may reduce physical intimacy, which in turn may decrease
the intimacy in the relationship (Cleary & Hegarty, 2011). Therefore,
flexibility in ideas about what physical intimacy requires can
contribute to maintaining intimacy.

Relaxation of the pelvic floor muscles: If one has more than one
episode of pain during sexual intercourse due to vaginal dryness, it
increases the likelihood of involuntary stiffening of the pelvic floor
muscles during sex. By doing regular pelvic floor muscle exercises
(Kegel exercises), tense and relax the pelvic floor muscles before—
and while—the penis slowly enters the vagina. Another method to
learn how to relax the pelvic floor muscles is to use vaginal dilators
that come in different sizes (see more educational material: Vaginal
dilators).

Fatigue and lack of energy are among the most common side effects of
cancer treatment. After vaginal dryness, fatigue is the second most common
cause of sexual problems in women following cancer treatment (Ussher et
al., 2015).

A few suggestions are given below:

Explore ways to nourish yourself, both physically and mentally, such
as meditation, relaxation, yoga, walking, or dancing. Increased
physical energy and improved mental well-being can increase
interest in intimacy, whether it is sexual or non-sexual.

Save your energy for what you deem as most important.

Your energy levels may be at their best at a certain time of the day;
you and your partner could choose to be physically intimate at this
time if that feels right.

Take a few shorter naps (rather than one long nap) and/or regularly
take time to rest.

Distribute tasks throughout the day, assign tasks to others, and ask
for help.

Ask your employer for more flexible hours, for example, approval to
come to work later in the morning.
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Decreased sexual desire

Approximately 50% of women report decreased sexual desire after cancer
treatment, whether it is surgery, radiotherapy, and/or chemotherapy (Falk,
2016). The treatment of cancer contributes to reduced sexual desire, for
example by stopping or reducing the production of estrogen hormones,
changing the physical appearance or organ functioning, and/or causing
changes in mucus secretion. Indirect side effects of cancer treatment also
affect sexual well-being owing to fatigue, pain, nausea, hair loss, and
changes in body weight. Anxiety and sadness or depression also affect
sexual desire. In fact, many factors contribute to changes in sexual desire,
including disagreements with partner, excessive stress, breastfeeding,
menopause, past trauma, various diseases, and side effect of drugs such as
serotonin-enhancing antidepressants.

Few suggestions

e Consider discussing the changes in sexual desire with your partner.
Not talking about it can more likely enhance the feelings of insecurity
and rejection in your partner. When matters are discussed, the
likelihood of mutual understanding increases. It is also more likely
that you and your partner can find ways to maintain sexual intimacy.

e Ask healthcare professionals about whether the cancer treatment
has sexual side effects that can affect sexual desire.

e When a woman repeatedly experiences pain during sexual
intercourse, it can easily reduce her sexual desire, and then it is
important to act immediately (see the following education material:
Vaginal dryness, Lubricants, Moisturizers).

e Your energy levels may be at their best at a certain time of the day;
you and your partner could choose to be physically intimate at that
time if that feels right.

e If a woman experienced sexual desire before she was diagnosed
with cancer, she is more likely to experience sexual desire over time,
after cancer treatment is concluded. If sexual desire does not
gradually return, seek professional help.

e Explore ways to nourish yourself, both physically and mentally, such
as meditation, relaxation, yoga, walking, or dancing. Increased
physical energy and improved mental well-being can increase
interest in intimacy, whether it is sexual or non-sexual.
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Some women say that knowledge about different types of sexual
desire is helpful. There are different types of sexual desire:
‘responsive sexual desire” and “spontaneous sexual desire.”
Knowing that sexual desire can manifest in different ways has
practical implications. One can be sexually neutral, which implies that
sexual desire does not have to be noticeable before sexual activity
begins (Shifren, 2016; Basson, 2003). If a woman has good relations
with her partner and is willing to experience sexual touch, it is after
some sexual touching that the sexual desire is elicited. This is what
“responsive sexual desire” refers to. In long-term relationships,
sexual desire is more frequently activated after sexual caressing
starts. However, the process of responsive sexual desire is very
sensitive and easy to interrupt in women, also as a result of
diagnosis and treatment of cancer. This type of sexual desire differs
from (although equally normal) spontaneous sexual desire, which
refers to existing sexual desires before the sexual caressing begins.
Spontaneous sexual desire is more common at the start of a new
intimate relationship, whereas responsive sexual desire becomes
more prominent in stable, long-term relationships.

Reduced sexual desire after cancer treatment does not have to result
in excluding all close contact with a partner. If a couple wishes to and
circumstances allow it, they may enjoy intimate touching or sexual
activity. What suits one couple may not be suitable for another, but
here are some ideas: enjoy a weekend out of town together, organize
a date with each other, going for walks and holding hands, enjoy
facial touching (one partner sits upright with a pillow on their lap, and
the other lays their head on the pillow and accepts gentle facial
touching or massage with oil), practice synchronized breathing (while
lying down together side by side similar to two spoons in a drawer,
the person who lies at the back puts one of their hands on the
abdomen of the person in the front, and both lie still and notice their
own breathing and breathing of the partner), listen to music together,
take a bath or shower together and apply lotion or oil on each other’s
bodies afterwards, perform mutual massage, rest your head on a
pillow and look into each other's eyes and hold hands in silence or
enjoy physical intimacy without sexual intercourse (e.g., Kissing,
caressing, and oral sex).

Some women like to masturbate. Using sex toys such as vibrators
increases the blood flow to the genital mucosa and enhances sexual
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arousal and orgasm. Here is a brochure about vibrators; you can
copy the following website link:

https://sexualityresources.com/sites/default/files/documents/Vibrators
13.pdf

A question that often arises is whether drugs can increase sexual desire
in women. The short answer is “no;” however, some drugs that are
occasionally mentioned in the context of this question are described below:

Estrogen: Menopause and early menopause due to cancer treatment
are associated with decreased sexual desire, but administration of
estrogen has not been proven to be effective in this regard (Falk,
2016, p.8). Moreover, there is insufficient evidence for local
administration of estrogen in women diagnosed with breast cancer
(Bennet et al., 2016).

Testosterone: Testosterone is converted into estrogen in the body;
therefore, it is not an option for women advised against taking
estrogen because of hormone-dependent breast cancer (Falk, 2016).

Flibanserin: This is a new drug that was developed to help women
with extremely low sexual desire (Falk, 2016). This drug was first
developed as an antidepressant but was not effective as such.
Flibanserin affects neurotransmitters in the brain. This drug is not
suitable for women who have reached menopause. Furthermore, this
drug is not suitable for women who have decreased sexual desire
owing to physical or psychiatric health problems, relationship
difficulties, or medication. Therefore, women who are receiving
chemotherapy are advised against taking this drug.

“Erection drugs” for women: Studies have shown that “erection
drugs” for women are no better than placebo (Falk, 2016). This
finding is not unexpected because insufficient blood flow is not a
primary reason for decreased sexual desire in women (Kaschak and
Tiefer, 2001), and therefore, a drug that dilates blood vessels is a
poor solution for a lack of sexual desire in women.

Changes in body image

Body image is part of one’s identity or sense of self. Identity is, as the word
suggests, the image that every woman has of herself and what is typically
associated with being a woman. Changes in body image after cancer
treatment are most commonly associated with changes in appearance, loss
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of a body part, or changes in bodily function. These include hair loss, weight
gain or loss, lymphoedema, breast removal, stoma insertion, scarring, or
decrease in genital sensitivity. Women who undergo early menopause after
chemotherapy sometimes feel older than their chronological age. Changes in
body image and self-esteem can make women feel less sexually attractive
than before. Feeling less attractive is among the most common concerns in
the sex life of women diagnosed with cancer (Ussher et al., 2015).

A few suggestions are as follows:

It can help to accept the changes in body image. It is sometimes
considered necessary to be able look ahead in terms of self-
esteem/body image. That said, it needs be emphasized that different
individuals cope with changes in body image in different ways. You
can give yourself both permission and time to grieve for the past. You
can ask your partner to listen and discuss the potential effects the
changes may have or ask what they now find attractive about you. It
can also be helpful to hear about experiences of other women in
similar situations. All this can provide one a chance to reflect on
one’s own experiences.

Reconnect with your new body. A woman may “distance” herself
from her own body during cancer treatment so that she can better
deal with the bodily changes. Sometimes, this distancing continues
after the treatment is over. This distancing makes it harder for her to
enjoy herself in intimate, physical interactions. It is possible to
reconnect with your new body and nourish yourself in various ways,
both mentally and physically, for example, through a relaxation
massage, meditation, or an improvised “pampering package.”
However, imagination alone determines what the woman chooses to
do to better connect with her own body.

When experiencing iliness, it is normal to be preoccupied with what is
not right or focus more on what could go wrong regarding physical
appearance or functioning of the body. Try to think about what about
your body you appreciate and feel positive about. Then make a list in
your mind or on a piece of paper of what you value, are grateful for,
or feel positive about your own body. You can do this in private, in
front of a large mirror, or in the presence of your partner.

A woman’s partner is occasionally insecure about whether or how
much touch she wants and withdraws physically from her. You and
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your partner could spend some time together where your partner
touches you by “mapping your body” to identify what kind of touch
you now like.

e If a woman has a stoma, the partner could inspect or touch the
stoma. When having sexual intercourse, the woman can choose a
position in which there is little pressure on the stoma or put a small
cushion on top of it, between the woman and the partner. If the
woman is afraid that the stoma may leak, the couple could use the
shower as a place to have sex.

e A partner could ask the woman where she would like to be touched,
what kind of touch she wants and does not want, and whether they
may touch the scar. If the woman does not want to be touched
somewhere or looked at, she may want her partner to have an
understanding that she wants to cover up or have the room dimly lit.

Lubricants

Lubricants are substances without hormones that are used when there is a
risk of pain owing to friction during vaginal intercourse or vaginal dryness
causing discomfort. It is advisable to apply a lubricant to the vulvar area,
vaginal opening, and penis immediately before vaginal intercourse. It is also
especially important to use a lubricant during anal intercourse as the anal
opening does not produce natural lubrication during sexual stimulation as the
vagina does.

The types of lubricants that are most often recommended are silicone
lubricants and water-soluble lubricants (with or without glycerin). Both of
these types of lubricants can be used with latex rubber condoms.

Water-soluble lubricants (with or without glycerin)

Water-soluble lubricants dry relatively quickly. Sometimes you can recall the
properties of water-soluble lubricants by putting a little bit of water or saliva
on them on the mucous membrane. Water-soluble lubricants that contain the
preservative glycerin (should be specified in the ingredient list if it is in the
lubricant) are less suitable for women who are prone to develop vaginal yeast
infections or have diabetes. Instead, they are advised to use lubricants
without glycerin.

Silicone-based lubricants

Silicone-based lubricants (with the ingredient dimethicone) last longer than
water-soluble lubricants (they remain on the skin longer as they contain no
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water). There is also the advantage that silicone lubricants can be used when
having sex in the bath or shower (the water-soluble lubricants wash away
more quickly in the shower). Some examples are ID millennium, Durex play-
perfect glide, iLube, System JO, Eros, Wet platinum, and Pink, some of which
are available in Iceland. It should be noted that silicone lubricants must not
come into contact with silicone sex toys or so-called “cyberskin” because
silicone destroys the surface of these sex toys.

Other lubricants

It is usually not recommended to use vegetable oil, baby oil, hand cream or
lotion, and fat-soluble ointments such as Vaseline. Vaseline is primarily used
to protect the skin by creating a barrier; it is not a lubricant that eases friction.
Oils and Vaseline must not be used with latex rubber condoms because
these substances destroy the condom by making tiny holes in the rubber.
Among vegetable oils, coconut oil may be suitable because the skin absorbs
that oil most easily. Vegetable oils and Vaseline are usually difficult to rinse
from the mucous membrane and increase the risk of bacterial and yeast
infections. However, there are specially produced lubricants made from
vegetable oils that are suitable for use, for example, the lubricant Yes (oil-
based).

Ingredients to avoid

If the vaginal mucous membrane is sensitive or dry, it is best to avoid all
lubricants containing various additives considered to increase sensitivity or
be stimulating. These are often substances that cause irritation or a burning
sensation, such as capsaicin, menthol mixture, and acacia honey or high
levels of glycerin, which increases the risk of yeast infection. Caution should
also be exercised for the use of lubricants considered to have a numbing
effect because pain is an essential guide for one’s own health. Other
substances can also be irritating to the vaginal mucous membrane, such as
chlorhexidine, which is an antibacterial agent, and parabens, which are
preservatives.
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Table 11: Overview of lubricants

Silicone based lubricants

Advantages

Disadvantages

Name - examples

Remain on your skin longer

Silicone based lubricants must not come into
contact with silicone sex toys or so-called
"cyberskin" because the silicone destroys the
surface of these sex toys

1D millenium, Durex play-perfect
glide, iLube, System JO, Eros, Wet
platinum and Pink are some
examples of a silicone lubricant

Small amounts go a long way

Usually cost a little more than the water-sore
lubricants

Feels less sticky less than the water-
soluble lubricants

Can leave a stain in bed linen (can be washed
out)

Is not absorbed by the skin

Can be used when having sex in the
bath or shower

Does not change the pH-acidity of
the vagina

Suitable for body massage

Can be washed off with soap and
water

Water-soluble lubricants

Advantages

Disadvantages

Name - examples

Putting a tiny amount of water or
saliva on a water-soluble lubricant
on the mucous membrane you can
recall the properties of the water-
soluble lubricant

Dries quickly

Examples of water- based lubricants
without glycerin: Durex play - feel,
Yes — water based

Examples of water-based lubricants
with glycerin:

Astroglide, Yes, Durex-play
Feminine —Intimate Lubricating gel

Can be used with latex rubber (a
substance in some condoms and sex
toys)

Not advised (washes away easily) to use for
sexual activities in shower or bath

Doesn't leave spots in bedsheets

If the water-soluble lubricant contains
glycerin or sorbitol, these substances can
turn into sugars in the vagina (and change pH
levels in the vagina). These lubricants are less
suitable for women who are prone to
develop vaginal yeast infections or have
diabetes

Easy to clean off with soap and
water

May feel sticky when it dries (especially if the
lure contains high levels of glycerin)

Absorbed by the skin/evaporates

Vaginal moisturizers

Vaginal moisturizers, with or without hormones, are substances inserted into
the vagina to the vaginal moistness, restore the endometrium, and reduce
discomfort due to irritation. It is recommended to use moisturizing substances
regularly, usually before bedtime, so that they have the desired effect on the
vaginal walls. Moisturizing substances are not the same as lubricants
although increased vaginal moistness may, to some extent, make it easier to
have vaginal intercourse. However, lubricants are intended to reduce
discomfort due to friction during vaginal intercourse (see more educational
material: Lubricants).
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Non-hormonal moisturizers are suitable for women who cannot or do not
want to use local estrogen hormone therapy (Krychman & Millheiser, 2013).
Non-hormonal moisturizing substances contain hyaluronic acid, which
reduces mucous membrane dryness by sealing in the moisture. An example
of a non-hormonal moisturizing substance is Pre-meno Duo (pessaries),
which can be purchased without a prescription.

Localized treatment with estrogen hormones to reduce vaginal tenderness
and thinning of the mucous membrane has, apart from other effects,
moisturizing effects in the vagina. Hormonal moisturizers include Ovestin
(creams/pessaries), Vagifem (pessaries), and Estring (vaginal ring).

Some women are advised to use both moisturizing substances and
lubricants if the vaginal walls are highly sensitive and vaginal dryness is
severe. When a woman stops using moisturizing substances and/or
lubricants, vaginal dryness can recur unless the ovaries start producing
estrogen again.

Couples and sexual well-being

Different couples react differently regarding sex and intimacy following the
diagnosis and treatment of cancer. Some couples believe that the cancer
experience has brought them closer and has had a positive effect on their
relationship. Some believe that their intimate relationship is strengthened and
they have adjusted to the changes in sexual activity and perhaps also
redefined intimacy (Falk, 2016, Ussher et al., 2015). Other couples feel that
they have turned away from each other and experience less intimacy, more
communication difficulties, and more stress in the relationship during the
cancer experience (Ussher et al., 2015). For many, sexual intimacy allows
one to share one’s innermost feelings and experiences with a loved one.
However, perceptions about the best way to experience sexual intimacy
together differ among individuals.

A few ways to experience sexual intimacy are described below:

e Expectations that sex should be the way it used to be before the
woman was diagnosed with cancer should be set aside for a while.
Any enjoyable interaction together as a couple is what counts.

e Synchronized breathing: While lying together side by side similar to
two spoons in a drawer, the person who lies at the back puts one of
their hands on the abdomen of the person in the front, and both lie
still and notice their own breathing and the breathing of the partner.
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o  “Mapping” of the body: Ask your partner to touch your whole body,
including the face, and notice how the touch affects your feelings. Let
your partner know what you experience.

e Take a bath or shower together and apply lotion or oil on each
other’s bodies afterwards, ask for mutual massage, rest your head on
a pillow and look into each other's eyes and hold hands in silence or
enjoy physical intimacy without sexual intercourse (e.g., Kissing,
caressing, and oral sex).

e Lie opposite each other with your heads on a pillow, perhaps holding
hands, relax (sinking into the mattress), and look into each other's
eyes for a few minutes without talking.

e Consider talking to your partner about the sexual changes you are
experiencing after cancer. When these changes are openly
discussed, the likelihood of mutual understanding increases. It is also
more likely that you and your partner can find ways to maintain
sexual intimacy.

Partner’s sexual concerns

Following cancer diagnosis and treatment, both the woman and her intimate
partner may notice changes related to sex and intimacy. Concerns and
distress about sexuality-related issues can be just as important for the
partner as for the woman with cancer. Therefore, it is also important to be
mindful of the partner’s well-being. Paying attention to the intimate partner’'s
concerns increases the likelihood of an improved quality of life and better
well-being for both the woman and the partner, as time progresses.

Partner support is valuable when confronted with cancer. However, when
the partner plays the role of a caregiver, it is sometimes difficult to switch
from that role to expressing sexual interest. It is not uncommon that the
partners want to express their sexual interest but are worried about possibly
causing the woman distress. If the woman expresses sexual interest in her
partner, their reaction may be mixed and perhaps ridden with guilt. Not
talking about those mixed feelings towards sex can lead to loneliness,
rejection, and sadness. As a result, a vicious cycle ensues despite good
intentions.

It may take some time for the partner to get used to the changes in the
woman’s appearance. It is also not uncommon for emotions such as feelings
of loss to emerge in the partner. In addition, the partner may fear that having
sex may harm the woman because of the cancer or cancer treatment and is
insecure about how to address these sexuality-related concerns. The cancer
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itself is not contagious. The partner may wonder if radiation or chemotherapy
can affect their own health, for example, during kissing or intercourse.
Radiation and chemotherapy are not contagious nor are they transmitted
between the woman and her partner during kissing or sexual activity.
However, it is generally recommended that a couple use a condom during
vaginal intercourse if less than 48 h have passed since administration of
chemotherapy.

As far as pregnancy is concerned, women are generally advised not to get
pregnant during treatment and wait for 1-2 years after cancer treatment is
completed. The risk of infertility in the woman depends on both the type of
treatment and the type of cancer. Infertility can be both temporary or
permanent. Eggs cannot be frozen but embryos (fertilized eggs) can be
frozen.

Below are a few suggestions for the partner:

e To be in the role of a caregiver during the illness can be challenging.
Therefore, it is important that you also take care of yourself both
mentally and physically and regularly take a break from this role.
Family and friends can provide help and support. It is also possible to
talk to someone outside your regular network of family and friends to
reflect on your own experience and well-being.

e The sooner the couple talks about what is going on the better. Talk
about the sexuality-related changes you have experienced after the
cancer illness entered your life. You can also write down these
concerns on a piece of paper before sitting down to talk.

e You can plan some time together as a couple (not as the “caregiver”
and the “patient”) for an activity that you both enjoy.

e Find ways to be sexually intimate without necessarily having vaginal
intercourse. It can include oral sex, kissing, mutual masturbation, or
massage/caressing with or without oil.

e It may sound contradictory, but spontaneous things do happen when
planning a specific step.
e Set expectations aside, for short or long term, that sex should be the

way it was before the woman was diagnosed with cancer.

e Masturbation is one thing, and sex with the person you love is
another. Individuals have different attitudes toward masturbation, but
it has been said that masturbation can be a valuable “equalizer” in an
intimate relationship.
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Vaginal narrowing

In women who undergo internal and external radiotherapy in which the
vagina is exposed to radiation, vaginal narrowing and shortening may occur;
it is also observed in some cases after genital surgery. Moreover,
chemotherapy may add to this side effect. Radiation damages the mucous
membrane, blood vessels, and connective tissue. When the mucous
membrane is restored after completion of radiotherapy, there is an
enlargement of connective tissue and smooth muscle cells, which narrows
the vagina. The extent of vaginal narrowing and/or shortening depends on
the amount, type, and extent of radiation used in the treatment. In most
cases, the woman first notices the narrowing during sexual intercourse or
during a pelvic (vaginal) examination. Pelvic examination shows that the
lining of the vagina has a visible white hue and lower elasticity.

In women who undergo hematopoietic stem cell transplantation, a graft-
versus-host disease can cause scar tissue formation in the vagina with
subsequent narrowing. When the vagina is narrowed considerably or the
walls of the vagina almost completely stick together, it is sometimes referred
to as “vaginal stenosis.”

Few suggestions

e Gradually widen the vagina using specially made dilators of different
sizes. Dilators are different from vibrators: dilators are designed to
maintain the length and diameter of the vagina, whereas vibrators
are primarily used on or around the clitoris to enhance sexual
pleasure and promote orgasm. Vaginal dilation can increase the
length and diameter of the vagina by 1-2 cm (Falk, 2016; see more
educational material: Vaginal dilation after pelvic radiation).

e Use lubricants generously (see more educational materials:
Lubricants, Moisturizers).

e Having regular vaginal intercourse may help but special precautions
need to be taken. It is better to use sexual positions in which the
penis cannot penetrate deep into the vagina or in which you can
control the movement, for example, the woman sits on top or the
couple lies side by side and the partner lies behind her. The sexual
position where the male is on top is not suitable if the vagina is
narrower and shorter than usual. It is important that you let your
partner know how you feel during sex. If you do that, you are less
likely to experience a vicious cycle (pain -> anxiety about the next
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intercourse -> more pain). If you experience a painful intercourse, it
is best to stop immediately and try other ways to be physically
intimate.

e Ensure sufficient sexual stimulation, give yourself enough time for
foreplay. It can be helpful to insert your own finger (or your partner’s
finger) into the vagina as a way to better relax before trying to insert
the penis.

e Topical steroid therapy: If vaginal stenosis occurs after hematopoietic
stem cell transplantation, it is—in most cases—first treated with
topical steroid therapy, in the form of a cream (Falk, 2016).

e Sexual counseling
e Physiotherapy
Vaginal dilation
When do | start dilating?

It is recommended to start 2 weeks after the completion of pelvic radiation. If
the vaginal opening feels swollen, raw, and sore to touch, it is advisable to
wait for a few days and then try again. If you have not started vaginal
dilatation by 8 weeks, it is recommended that you talk to the healthcare
professionals in charge of the treatment.

What dilator size do | use?

Start with the smallest dilator. If it is easy to insert into the vagina, try the next
size up, and so on. As you insert the dilator, you should feel stretching,
pressure, and perhaps a bit of burning or stinging sensation. This discomfort
should reduce over time. Discomfort and a little bleeding (,,spotting”) are
normal.

How long does the dilator stay in?

The dilator should be inside the vagina for at least 3 min and no longer than
10 min.

When do | switch to a larger dilator?

When there is little difficulty inserting the dilator, it is time to switch to a larger
one.

How often should | dilate?

e For the first 6 months, three times a week is usually adequate for
most women.
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e From 6 months to 1 year, dilate at least once a week.

o After 1 year, dilate once a month (if you find it difficult to insert the
dilator, then you should dilate more often). After 1 year, the need for
regular dilation is reevaluated.

Do | need to dilate if | am having sexual intercourse (or other types of vaginal
penetration ?)

You can reduce or stop vaginal dilation if you are having regular intercourse.
If you stop having regular sexual intercourse, it is advisable to begin the
vaginal dilation if you require regular pelvic (vaginal) examinations.

What is a vaginal lubricant?

Vaginal lubricant is a gel-like liquid. The lubricant is placed on the dilator so
that it is able to enter the vagina more easily. For sexual activity, vaginal
lubricants can also be applied at the vaginal opening and on the clitoris,
fingers, penis, or sex toys.

What if...
... | bleed after | dilate?

e |t is quite common to notice some spotting (small amount of blood)
after vaginal dilation. It gradually decreases it in a matter of weeks.

e If the bleeding is more than spotting, for example, if you are bleeding
enough that you need to use a pad, you should contact your
healthcare provider.

e If the bleeding is so heavy that you need a new pad every hour or so,
go to the emergency room.

... I notice other vaginal symptoms?

Contact healthcare providers in case of any of the following symptoms as
these may be symptoms of a vaginal infection:

¢ New vaginal discharge

e New odor

e New vulvar itching

¢ Menstrual-like cramps
...  have a fever?

There are different reasons for having a fever. If you have been given
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instructions on what to do by your cancer care team (for instance, because
your blood counts are low), follow their instructions.

If you get a fever and also, for instance, begin experiencing new pain,
odor, vaginal discharge, bleeding, or cramping, contact your health care
providers or go to the emergency department.

... | have new pain?

Contact your healthcare provider or go to the emergency room in case of any
of the following symptoms:

e You develop new pain while inserting the dilator or continue to feel
pain after its removal

e You experience new severe pain putting your fingers or the dilators
into your vagina.

... | choose not to dilate?

Talk to the radiologist or oncologist if you think that you do not want to dilate.
Here are some reasons why women choose not to dilate:

e The doctor has told them that they never have to have a pelvic
(vaginal) examination again in their life.

e They do not want to keep their vagina open for sexual activity.

e They do not want to undergo vaginal dilation (even though they know
that vaginal examinations will likely be uncomfortable).
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