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Abstract

Purpose To assess experiences of sexuality and of receiving sexual healthcare in cervical cancer (CC) survivors.

Methods A qualitative phenomenological study using semistructured one-on-one interviews was conducted with 15 Belgian
CC survivors recruited in 5 hospitals from August 2021 to February 2022. The interviews were audiotaped and transcribed
verbatim. Data were analyzed using inductive thematic analysis. COREQ and SRQR reporting guidelines were applied.
Results Most participants experienced an altered sexuality after CC treatment with often long-term loss/lack of sex drive,
little/no spontaneity, limitation of positions to avoid dyspareunia, less intense orgasms, or no sexual activity at all. In some
cases, emotional intimacy became more prominent. Physical (vaginal bleeding, vaginal dryness, dyspareunia, menopausal
symptoms) and psychological consequences (guilt, changed self-image) were at the root of the altered sexuality. Treatment-
induced menopause reduced sex drive. In premenopausal patients, treatment and/or treatment-induced menopause resulted
in the sudden elimination of family planning. Most participants highlighted the need to discuss their altered sexual experi-
ence with their partner to grow together toward a new interpretation of sexuality. To facilitate this discussion, most of the
participants emphasized the need for greater partner involvement by healthcare providers (HPs). The oncology nurse or
sexologist was the preferred HP with whom to discuss sexual health. The preferred timing for information about the sexual
consequences of treatment was at treatment completion or during early follow-up.

Conclusion Both treatment-induced physical and psychological experiences were prominent and altered sexuality. Overall,
there was a need for HPs to adopt proactive patient-tailored approaches to discuss sexual health.
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Background

Cervical cancer (CC) is the fourth most common cancer in
women worldwide, resulting in 604,121 new cases in 2020
[1]. Approximately 600 patients per year are diagnosed
with CC in Belgium, with an average age of 55 years at
diagnosis. Seventy-six percent of these newly diagnosed
CC patients are classified as TNM stage I to III and are
treated with curative intent. With a 5-year relative survival
rate of 69.6%, most CC patients will live for many years
[2]. Human papillomavirus (HPV) is the main cause of
CC. More than 90% of women clear this sexually trans-
mitted infection, yet a small percentage of patients with
persistent chronic HPV infection ultimately develop CC
after 5 to 20 years [3]. CC treatment with curative intent
depends on the stage and may consist of (a combined
approach of) surgery, chemotherapy, and radiotherapy
[4]. Unfortunately, CC treatment comes with a cost, as
increased long-term bladder, bowel, and vaginal/sexual
morbidity have been reported [5]. Many CC patients are
sexually active at the time of diagnosis, so sexuality and
sexual health is of special concern.

Sexual health is defined by the WHO as a state of physi-
cal, emotional, mental, and social well-being in relation to
sexuality; it is not merely the absence of disease, dysfunc-
tion, or infirmity. Sexual health requires a positive and
respectful approach to sexuality and sexual relationships,
as well as the possibility of having pleasurable and safe
sexual experiences, free of coercion, discrimination, and
violence. For sexual health to be attained and maintained,
the sexual rights of all persons must be respected, pro-
tected, and fulfilled [6].

Sexual health and experiences of sexuality may become
more important during survivorship. As a global definition
of ‘the cancer survivor’ is lacking, the term often has been
restricted to participants who were free of cancer after
treatment completion with curative intent.

Quantitative studies of CC survivors have reported sig-
nificantly less sexual interest, more sexual dysfunction,
and lower sexual satisfaction compared to women without
a history of CC [7-9]. The prevalence of sexual dysfunc-
tion in CC survivors is estimated to be between 33 and 80%
[10-13]. A main predictor of sexual health is the receipt of
radiotherapy [5, 7, 9, 10, 14-20]. Furthermore, sexual dys-
function has been shown to impact health-related quality
of life (HRQoL) [16, 21, 22]. Juraskova et al. demonstrated
that overall sexual function was predicted more strongly by
the perceived quality than the quantity of sexual interac-
tions in CC and endometrial cancer survivors; moreover,
a small change in perceived quality had a large impact on
overall sexual function [22]. Qualitative data about how
CC survivors experience altered sexuality are scarce. The
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few available reports confirmed the presence of sexual
dysfunction, which often led to sexual distress [9, 23, 24].
The obtained quantitative insights should be supplemented
with qualitative findings about the experiences of poten-
tially altered sexuality in CC survivors. These qualitative
insights can inform healthcare providers (HPs) regarding
barriers and needs in sexual healthcare during CC sur-
vivorship and enhance tailored interventions and recom-
mendations for practice to address them. As standardized
sexual health care for CC survivors is lacking in Belgium,
each hospital depends on its own knowledge and skills to
implement this in daily practice resulting in HPs to decide
for themselves when, how often, to what extent, etc. to
discuss sexual health.

Therefore, the present study aimed to assess CC sur-
vivors’ experiences of sexuality and (unmet) needs when
receiving sexual healthcare.

Methods
Study design

A qualitative phenomenological research design using semi-
structured interviews was performed. The consolidated cri-
teria for reporting qualitative research (COREQ) and stand-
ards for reporting qualitative research (SRQR) were applied
[25, 26].

Sample and participant recruitment procedures

Adult Dutch-speaking CC survivors were eligible, regardless
of sexual symptoms, if treatment with curative intent was
completed more than 6 months prior, if they had follow-up
after treatment completion, and if there was no suspicion
of recurrence. This implies that our definition of cancer
survivor has been restricted to participants who were man-
aged with curative intent and free of cancer after treatment
completion. Participants with a recurrence of CC or with
a maintenance therapy were not considered for this study
as this would result in a small subset of the sample poten-
tially impacting generalizability. Moreover, our aim was
to include participants with similar mindsets, considering
potential different reflections regarding sexuality in partici-
pants treated with curative versus palliative intent. Written
and oral informed consent was obtained from all individual
participants prior to the audio-recorded interviews.
Participants were recruited from five hospitals (1 uni-
versity and 4 general hospitals) in Belgium. CC survivors
were informed about this study by their attending physician
and received an informative flyer with contact informa-
tion. After the patient contacted the main investigator (first
author, E.N.), an appointment for an individual interview
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was arranged. E.N. is a female PhD student working as a
medical oncologist at Ghent University Hospital. The cur-
rent role of the researcher was emphasized to the participants
before the interview. E.N. did not have a therapeutic relation-
ship with any of the participants. Data were anonymized for
the other authors, as therapeutic relationships existed with
some of the participants.

The study protocol was approved by the Ghent Uni-
versity Hospital Ethical Committee in Belgium (B.U.N.:
B6702021000492).

Data collection and interview topics

A single individual semistructured interview with open-
ended questions was conducted face to face by E.N. Data
collection took place between August 2021 and February
2022, either in a private room designed for conversations
about treatment at the hospital or at the participant’s home
without any other persons present. All interviews were audi-
otaped using a voice recorder. Field notes were made during
the interview. The topics that were discussed are included
in the interview guide (Table 1). The interview guide was
developed based on problems faced in our clinical practice.
As we also aimed to potentially improve sexual healthcare
delivery, the topic guide also contained questions regarding
preferences besides questions related to experiences. There
was no patient involvement nor framework or model at the
base. However, several health care providers (gynecolo-
gist, radiation-oncologist, medical oncologists, special-
ized nurses) and an experienced researcher in qualitative
research with nursing background took part in the develop-
ment to warrant content validity of the interview guide. All
were considered as (clinical) experts in the field of CC or

Table 1 Interview guide

in qualitative research. We examined the sexuality experi-
ences of CC survivors, communication about the impact of
treatment on sexual health, how sexuality relates to other
long-term side effects of therapy, factors that influence
sexuality and healthcare needs concerning sexual health.
Demographic characteristics and treatment information
were collected at the end of the interview. Pilot interviews
(n = 2) were conducted to discuss the quality of the inter-
view technique and were included in the analysis. During
the interviews, member checking was performed by means
of rephrasing and summarizing what participants said. Sam-
pling took place by performing intermediate data analysis to
check whether no new information was obtained, i.e., data
saturation. Recurring major themes were re-questioned in
subsequent interviews until no new information was reached
(data saturation). Interviews lasted on average 61 min (range
43-88 min) (Table 2).

Data analysis

Data collection and analysis were performed in a cyclic and
alternating process. An inductive thematic analysis was per-
formed using the stepped approach by Giorgi [27]. First, all
interviews were transcribed verbatim by a working student
who signed a confidentiality declaration. Transcripts were
stored on a protected server at Ghent University Hospital,
audio tapes were removed after all interviews were tran-
scribed. The transcripts were imported into NVivo R1.6 to
support the analysis and were not returned to participants for
comment [28]. Then, E.N. and H.V.H. read and reread the
transcripts to get the total picture. Subsequently E.N. and
H.V.H. independently assigned meaning units to the data and
structured these units into common themes. The meaning

Theme

Topics

Introductory question

Experiences regarding information and counseling about treatment-
induced sexual consequences

Experiences regarding (altered) sexual health

Participant’s perceived positioning of sexuality within the broad spec-
trum of diagnosis- and treatment-induced consequences

Toward better sexual healthcare

Demographic questions

Concept of sexuality

— Timing to initiate communication

— Person to initiate

— Communication during follow-up (active, passive)
— Referral to sexologist (active, passive)

— Involvement of the partner

— Fertility and/or menopause

— Sexuality before and after CC treatment

— Coping mechanisms

Presence of other long-term side effects

— Experienced barriers in current sexual healthcare
— Perceived needs and proposals to improve sexual healthcare

Age (current and at diagnosis), education background, partner status,
having children, sexual activity after completion of treatment,
smoking status, financial impact, province, description of diagnosis,
description of cancer treatment
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Table 2 Participant

L N (%) Mean (SD) Median Range
characteristics (n = 15)
Age at time of interview (years) 50.0 (10.2) 48.0 37-72
Interval since treatment (years) 5.0 (3.59) 4.0 1-13
Having children 13 (86.7)
Having a partner 14 (93.3)
Sexually active after completion of CC treatment 14 (93.3)
Educational level
High school 5(33.3)
Higher education 10 (66.7)
Type of treatment
Surgery 10 (66.7)
External radiotherapy 11 (73.3)
Brachytherapy 6 (40.0)
Chemotherapy 12 (80.0)
Recruitment per pseudonymized hospital
A 7 (46.6)
B 1(6.7)
C 4(26.7)
D 2 (13.3)
E 1(6.7)
Duration of interview (min) 61.0 (13.5) 59.0 43-88

Percentages can exceed 100 for the type of treatment, as combinations are possible

SD standard deviation, Min minutes

units and themes (Fig. 1) were checked and rechecked in
previous transcripts to ensure the correct translation between
the meaning of a participant and the written statement and
that no insights were missed. E.N. and H.V.H. met to discuss
the analysis and to interpret the findings to prevent ambi-
guities that might detract from the trustworthiness of the
findings. A third researcher, L.M. K additionally read three
interviews and participated in the discussion for interpreta-
tion of the findings as a researcher triangulation strategy.

Results
Participant characteristics

Fifteen patients approached E.N. to participate, and all gave
consent. Table 2 presents an overview of the patients’ char-
acteristics and the recruitment per pseudonymized center.
The median age of the participants was 48.0 years. Fourteen
participants had a partner at the time of the interview, and
14 participants had been sexually active after completing
CC treatment. The one participant who was not sexually
active had a partner. The median interval since completion
of treatment was 4.0 years. Sixty-six percent of the women
were highly educated. A multimodal approach consisting of
surgery, radiotherapy, and/or chemotherapy was reported in
80% of the participants. All patients were of Caucasian race,

@ Springer

and all stated implicitly to have a heterosexual preference
referring to partners as their husbands.

Overview of main findings

An overview of the themes is shown in Fig. 1.

Beliefs about sexuality

When participants were asked for how they perceived ‘sexu-
ality’, this term was seen more broadly than expected stat-
ing it meant more to them than only intercourse (Table 3,
quote 1). It entailed emotional and physical intimacy, such
as foreplay, going out for a date, feeling attractive, and
being attentive to each other. Having had a CC diagnosis
did not change their conception of sexuality but rather how
participants experienced sexuality. A more prominent place
for emotional intimacy was described, often because of an
altered sexuality experience. In most cases, dyspareunia led
to less frequent penetration and less sexual enjoyment. Par-
ticipants admitted having little interest in a new sex episode,
resulting in an evolution to no penetrative sex at all in some
participants over time. In some of these cases, the loss of sex
with their partner was replaced with emotional connection
within the relationship (quotes 2 and 3).
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Fig. 1 Coding tree. HP health-
care provider, HPV human
papilloma virus

Vision and
experience

Intimacy

Physical
consequences

Menopause

Altered sexual
activity

Timepoint

Sexual health experiences

The participants stated to have an altered sexuality experi-
ence. This altered experience was caused by several physi-
cal consequences of the treatment such as vaginal dry-
ness, dyspareunia, and vaginal bleeding during intercourse
(quotes 4, 5, 6, and 7). In some participants dyspareu-
nia declined over time which enhanced sexual activity,
whereas other participants reported persistence over the
years which negatively impacted the penetrative part of
sex. Moreover, menopause, induced by CC treatment, was
retrospectively associated by the participants to loss of sex
drive, bodily changes, and loss of fertility, and impacted
largely long-term sexual experience (quotes 8 and 9).
The need for hormone replacement to prevent worsening
menopausal complaints bothered some patients as they
would never take it voluntarily and the administration of
the medication confronted them with the history of CC.

Psychological
consequences
related to sexuality

— HPV etiology
_
— Self-image

]
| |

Communication with
and support from
partners

Communication with
HP

Discuss sexual

. Treshold
experience

Discuss adaptation to

altered sexuality AR 5

Loss of fertility

Need for partner

. Proactive approach
involvement

Gender

Timepoint

Coping strategies

The altered experience of sexuality was mentioned in
terms of long-term loss or lack of sex drive, little or no
spontaneity, limitation of positions to avoid dyspareunia,
less intense orgasms, or no sexual activity at all (quotes 10,
11 and 12). Participants stated that they feared dyspareu-
nia and vaginal bleeding during intercourse as a reason for
reduced spontaneity, whereas dyspareunia and menopause
were stated to induce the loss or lack of sex drive.

The realization that CC diagnosis and treatment could
impact further sexual activity differed between participants
in terms of timing. For some participants, this occurred
shortly after the diagnosis. This was mainly in participants
who directly or indirectly mentioned having a high libido
(quote 13). For other participants, sexuality became more
important in the period after treatment completion. These
participants stated that they mostly focused on survival dur-
ing their treatment (quotes 14 and 15). To our feeling, most
participants were relatively at peace with their new sexual
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Table 3 Interview themes and exemplary quotes

Theme or topic

Example quote

Beliefs about sexuality

Vision on sexuality 1
Altered experience of sexuality 2
3

Sexual health experiences

Vaginal dryness 4
Dyspareunia 5
6
Vaginal bleeding 7
Menopause 8
9
Sex drive 10
Loss of spontaneity 11
Limitation of positions 12

2.4 (50 years): To me, that's actually a very
broad term. That of course is about making
love with your spouse, but that's also about
intimacy, so I would rather define that very
broadly

1.1 (58 years): When I look back intimacy
was not there beforehand. We became
much more intense by encountering the
cancer

3.4 (44 years): I think for me now sex and
sexuality is that you both find some peace
and pleasure in that. I think that's a very
important one now, whereas in the old days
you didn't have to dwell on that, of course
you always have to dwell on that a little
bit that it's okay for everybody, but then
that wasn't the priority and I feel like that's
more at the forefront now

3.5 (38 years): Dryness of the vagina. Yes,
absolutely. I cannot deny it, but solutions
to resolve this problem do exist

2.4 (50 years): After one year I still suffered
from pain during intercourse, which I was
worried about. The pain gave me less sex
drive

3.4 (44 years) Some positions are less suc-
cessful because of pain, and you should
take it into account if you want to avoid it

3.3 (44 years): Vaginal bleeding bothered me
the most. It was never a lot, but I wanted
my sexual partner to know about it and the
fact that you have to mention it results in
less carefree sexual activity

2.4 (50 years): Menopause is a difficult one
for me, and I totally underestimated the
consequences, also emotionally. I thought
I would have hot flushes, but that's only a
small part of menopause. It involves a lot
more, and that's something I still must deal
with. Moreover, if you have your ovaries
removed suddenly, then you're in for it
immediately

3.4 (44 years): Menopause is something
very difficult that, even despite all the aids,
is still very present and that disrupts my
functioning very much

4.3 (37 years): So, I don’t have a libido
anymore. That’s completely gone

3.5 (38 years): The natural process, the spon-
taneity, has been lost. I don’t think it is
ever coming back. It's not like it used to be

1.3 (48 years): What has changed is the
direction of penetration. The penetration
itself does not feel different

@ Springer
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Table 3 (continued)

Theme or topic Example quote

Timepoint 13 1.6 (53 years): “Ha! My sex life!” was my
first thought when I was told “You have
cervical cancer,” because I do enjoy that in
all areas and yes, to me that does matter

14 1.1 (58 years): Actually, we don’t have
sexual contact anymore. Because it always
hurt, and then, then I had a gagging feeling
and then...., I say, the intimacy is much
more enhanced

15 2.4 (50 years): You are in a kind of survival
mode, and sexuality or menopause, that’s
all so banal

Psychological consequences and coping strategies related to sexuality 3.4 (44 years): Menopause is something
very difficult that, even despite all the aids,
is still very present and that disrupts my
functioning very much

Fear of new sexual situation 16 1.9 (40 years): Does it still fit in there?
And does it still glide? Can I still have an
orgasm?

17 1.7 (61 years): That it would hurt, that every-
thing was closed up, so sewn up, that’s
something that did have a huge impact on
me

Loss of fertility 18 1.9 (40 years): We were on a fertility course
when I was diagnosed with cervical cancer,
which made it twice as hard to deal with
for me... and now we’re 6 years later, and I
am still consulting a psychologist for it

HPV 19 1.3 (48 years): I thought it was a strange
diagnosis for me... I started reading about
cervical cancer, that it is mainly passed
on sexually. And then I started to ask
myself, “How did I get it?” I was very
faithful to my first husband and now also
to my second husband. I'm not someone
who has promiscuous behavior. I did have
suspicions of infidelity of my first husband,
but I never really investigated it... But then
it came up: ‘How many bed partners did he
have during our marriage?’

Guilt 20 4.3 (37 years): So, I don’t have a libido
anymore. That’s completely gone. That is
something that I feel very sorry about for
my husband

Self-image 21 3.4 (44 years): “Sexual problems” come
along of course with feeling a little less
feminine. The sexual aspect is something
that is omitted, something you share with
your husband. You can’t exactly meet that
anymore so that you take something away
from him too

22 1.6 (53 years): Everything is gone there, isn’t
it? Like someone with breast cancer after
the removal of the breast, you usually get a
new breast, but with us it’s all gone. I don’t
feel like a woman anymore. I look like a
woman, but certainly don’t feel like one
anymore
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Table 3 (continued)

Theme or topic Example quote

Communication with and support from partners

Discuss sexual experience with partner 23 3.5 (38 years): I asked my husband in the
beginning ‘Maybe you don’t want me
anymore’. And he answered, ‘Are you com-
pletely out of your mind?’ That shows how
you function as a couple beforehand and
how emotional, or how hard that you are in
some things and how you stand to that

24 3.4 (44 years): I think that the partner has
to be very patient and really take the time
to listen and search together. I think that
is very important and also to be somewhat
open to flexible solutions, because for a
partner it has a big impact in the end, isn’t
it? So yes, that is very important. I am very
happy with my partner in that respect, but
I can imagine that it is not obvious to some
people

25 1.2 (65 years): My husband never talks about
that, and that’s the problem. He doesn’t
want to talk about it, nor can I ask him to
talk about it because then he gets angry
and shuts down. Why that has been, I actu-
ally don’t know

Topics to discuss with partner 26 2.4 (50 years): In fact, I have always had inti-
macy and sexuality with my husband, even
during the period when I was ill. For me
it was important that we continued to do
that, even though it was sometimes painful.
Several times we said to each other, “Does
this make sense? Is that really desirable?”
But, for me it was a desire to continue with
it, although very carefully, because I think
it is part of your quality of life

Partner involvement by HP 27 1.3 (48 years): I find it necessary that my
partner hears what the consequences are
because he is also going to have to live
with it

28 5.7 (51 years): If HPs involve the partner,
I think I would say more when I'm apart
than with my partner there. I might be
more open without my partner but that’s
maybe just because I know my husband
finds it very difficult to talk about such
things

29 1.9 (40 years): “Ooooh! Now I'm totally
pulling my hands off of that”. That has
been the case with my husband

Communication with healthcare providers and sexual healthcare provision

Treshold for asking 30 3.5 (38 years): When you are in the consulta-
tion room, the barrier to discuss sexual
issues should fall away. You should dare to
do that, which is not that easy. Moreover,
it’s not so obvious how to go about it... but
if the doctor takes the first step, it might go
easier. So, if a trigger is given, I think you
will start to talk about it more quickly
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Table 3 (continued)

Theme or topic Example quote

Preferential healthcare provider 31

1.6 (53 years): A doctor is there to cure you.

He does his job in the operating theater,
provides the follow-up, and that’s it

Attitude of healthcare provider 32

3.4 (44 years): Showing that you want

to make time for it, that is very impor-
tant, and it is not necessarily lowering

the threshold if you ask about sexuality
squeezed in between other questions.
Then the patient also tends to say, “Yes,
it’s okay”, or “Never mind...” and all that.
That does not invite you to go deeply into

it

X.Y., X stands for center of accrual, Y stands for patient number

situation. Some stated that they had no other choice than to
accept the present situation although they had some frustra-
tions about specific aspects of the altered sexuality.

Different coping strategies to overcome sexual discomfort
were cited by participants. They varied from the use of lubri-
cants prior to and during intercourse and prolonged foreplay
to the prevention of long-term vaginal stenosis by the regu-
lar use of vaginal dilators. Additionally, some participants
mentioned avoiding certain positions during intercourse to
avoid dyspareunia (quote 6). Others stated the need for an
in-depth conversation with their partner after encountering
physical barriers about how they want to find their way as a
sexually active couple. Moreover, participants considered it
necessary to inform their new partner of (potential) vaginal
bleeding prior to first intercourse.

Psychosocial consequences

The psychological impact and consequences of CC diagnosis
and treatment related to sexuality mentioned by participants
were rather diverse. Some of the participants directly or indi-
rectly described feelings of fear of the new sexual situation
after diagnosis. Some were afraid without giving details of
what they were specifically afraid of, while others were anx-
ious about specific experiences such as vaginal bleeding,
dyspareunia, or restriction of sexual positions (quotes 16 and
17). In some participants, the diagnosis of CC was estab-
lished because of vaginal bleeding. This vaginal bleeding
was therefore a traumatic experience. Facing again vaginal
bleeding after CC treatment threw them back to the diagno-
sis. Participants stated to be afraid of relapse.

A subset of participants with a desire to have children
stated that the sudden loss of fertility was difficult to over-
come. These participants described a mourning process and
an unfulfilled long-term children’s desire (quote 18). Some
of those participants admitted the need of long-term psycho-
logical assistance to learn to deal with this loss of fertility.

Moreover, some participants expressed struggling with the
HPV etiology of CC and referred to this as the possibility
of promiscuous behavior by their (former) partner (quote
19). This induced often temporary feelings of anger given
that the diagnosis of CC could possibly have been avoided.
Participants stated that this knowledge about the etiology did
not lead to confrontation with the (former) partner about this
fact. Some of them consulted their physician or oncology
nurse for an in-depth conversation. One participant stopped
all sexual activity with her husband without confronting him
with her motives.

Some participants expressed feelings of guilt due to their
reduced sex drive and the effect on their partners who were
unwillingly involved in this situation (quote 20). The unwill-
ing involvement of the partner in the new sexual situation
led to resentment and negative impact on the relationship
in some participants (impossibility to find each other in the
new situation) whereas other participants admitted a stronger
emotional connection with their partner as a result.

Divergent results were achieved regarding the feeling of
being a woman, ranging from the explicitly acknowledging
feeling less feminine to participants who completely denied
this feeling. Most of them assigned this less feminine feeling
to being the root of a forced altered experience of sexuality
within the couple, to the removal of the uterus and ovaries
and to the consequences of therapy-induced menopause
(quotes 21 and 22).

Communication with and support from partners

Participants expressed a variable need to discuss sexual
experience and alteration of sexuality with their partner.
Some participants perceived openness in communication
about the new sexual situation as a bridge to relieve psy-
chological distress, which often accompanied their sexual
health issues and new sexual situation (quotes 23 and 24).
However, one patient who was not sexually active after CC
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diagnosis stated that there was absolutely no need for her to
start the discussion with her husband, and another partici-
pant mentioned that the lack of discussion with her partner
about sexual issues had resulted in growing apart sexually
and in emotional connection as well (quote 25).

Some participants discussed with their partners how they
could adapt sexual activities to the new sexual situation as
well as the usefulness of continuing sexual activity when
experiencing sexual discomfort. During a discussion with
their partner, it became clear that partners feared inducing
pain or bleeding, which hindered participants in reinitiat-
ing sexual activity. For these participants, an open discus-
sion was crucial given that remaining sexually active was
important to them and for their relationship with their part-
ner (quote 26).

The need for greater partner involvement by HPs was
strongly emphasized by the participants as discussions about
sexual consequences of CC diagnosis or treatment impact
the partner as well (quote 27). However, some participants
felt they could not speak freely with their HP if their partner
was present (quote 28). Some participants stated, however,
that partners did not share the same vision on being involved
in discussions with HPs about sexual activity, as they con-
sidered these to be a women’s issue. Additionally, partners
could not always be present at consultations where this topic
could be discussed. This was mainly due to partners that
could not easily get free time at work to attend consultations
(quote 29).

Communication with healthcare providers
and sexual healthcare provision

Participants expressed differences in the perceived attention
by HPs to sexual consequences of the treatment prior to the
treatment. Some participants stated that an HP paid atten-
tion prior to treatment, whereas others stated that there was
no attention at all to this topic. This conversation took place
with the oncology nurse, the gynecologist, the radiation-
oncologist, and sexologist.

Most participants stated that trust in their HPs lowered
the threshold to ask questions related to sexuality during
follow-up. Nevertheless, they emphasized that they had to
overcome a threshold to ask the question mostly driven by
embarrassment about this topic (quote 30). The oncology
nurse turned out to be the preferred person to address ques-
tions related to sexuality. The main reasons to prefer the
oncology nurses was at first that participants desired that
physicians mainly focus on the disease. Second, participants
believed that physicians lacked time during consultation to
talk about sexual issues. Participants also stated that they
had built a trusting relationship throughout the cancer trajec-
tory with the oncology nurse, which enhanced the discussion
of the topic (quote 31).
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Participants emphasized the need for proactive informa-
tion and counseling by the HP about sexual consequences,
the availability of specific information about these conse-
quences, and the opportunity to meet the sexologist (quote
30). The fact that participants should not have to take the
first step themselves was seen as liberating. Second, partici-
pants proposed tailored communication, i.e., the content and
timing of discussion had to be tailored to patients’ wishes
and needs. Third, participants emphasized the need for a
safe environment and sufficient time to communicate about
sexual health. They often had the impression of insufficient
time during a consultation (quote 32).

The participants agreed that the HP’s attitude was the
determining factor to feel safe discussing sexual health (i.e.,
being open, not judging).

There was unanimity between the participants that infor-
mation about the sexual consequences of treatment should
not be included in the discussion of diagnosis and treatment
unless the treatment was only surgical. A focus on survival
restricted them from listening attentively to matters of lesser
importance at that time (quote 15). In the case of (chemo)
radiotherapy, there was a clear preference to be informed at
the end of the treatment, during the oncological rehabilita-
tion program or at the first follow-up consultation.

Discussion

The experience of altered sexuality is one of the most dif-
ficult aspects of cancer survivorship and distinctly affects
HRQoL [15, 18, 19, 29]. Striving for better patient care
starts with identifying barriers in current care and subse-
quently finding an appropriate approach to overcome them.
This qualitative study aimed to describe the psychological
and behavioral experiences and preferences of sex and sex-
ual healthcare care among CC survivors in Belgium.

Our results confirmed the presence of various physical
and psychosocial obstacles that impacted the experience of
sexuality. Participants mostly reported vaginal dryness and
dyspareunia resulting in reduced spontaneity and limitation
of positions. Moreover, dyspareunia and menopause trig-
gered loss of sex drive. Finally, the altered sexuality experi-
ence was accompanied by guilt and fear in some participants,
whereas others adjusted to the new situation. Participants
sometimes mentioned a shift from sexual acts to other types
of intimacy. This distinction of sexual health before and after
CC could explain the altered experience of sexuality present
in our results because it is a consequence of negative physi-
cal and emotional sensations as well as changed roles and
intimate relationships within a couple [30, 31].

Our results are in line with a systematic review that
concluded that vaginal dryness, dyspareunia, short vagina,
and sexual dissatisfaction were prominent issues in CC
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survivors [17]. A more recent cross-sectional study of CC
survivors reported that the significantly affected domains of
the Female Sexual Functioning Index questionnaire were
lubrication and pain [16]. A negative correlation between
dyspareunia and sexual enjoyment in locally advanced
CC survivors observed by Kirchheiner et al. was similarly
mentioned by the participants in our qualitative study [32].
Shankar et al. reported an altered sex life in 25% of CC sur-
vivors, consisting mainly of an alteration in sexual interest
[33]. However, Grion et al. reported that only one-third of
women with CC prior to radiotherapy were sexually active
in the previous three months. This finding was driven by
disease-related factors and pointed out that sexual activity
at diagnosis should not always be considered baseline sexual
activity [34]. Although this finding suggests a less abrupt
time demarcation for changed sexual activities than reported
in our study, we did not systematically inquire about baseline
sexual activity or sexual activity at diagnosis in our study
participants.

Our results show that patients experience barriers in dis-
cussing psychological and sexual health complaints due to
CC treatment. According to the participants in this study,
HPs seemed to experience a threshold for discussing this,
which is in line with prior research [35, 36]. However, inter-
vention programs to enhance breast cancer patients’ and
HPs’ sexual health communication behavior have been suc-
cessfully studied [37, 38]. Communication pitfalls regard-
ing sexual health were similarly described in our study.
The most striking recommendation from the patient’s point
of view was for the HP to facilitate and initiate the topic
with the content and timepoint customized to the patient’s
desires. Similar results were obtained by Chapman et al.,
who reported a suboptimal provision of tailored discussions
about sexuality in patients who received radiotherapy for
gynecologic cancer [39]. The timepoint to discuss the sexual
consequences of therapy is crucial and is patient dependent.
In our study, there was a clear preference to be informed at
completion or shortly after completion of the treatment. Our
results show that patients move to an overpowering survival
mode shortly after diagnosis. Consequently, discussion of
the topic during this period is not optimal. This was con-
firmed by Vermeer et al. who reported that psychosexual
support was most desired between 6 and 12 months after
treatment, and by Ye et al. who reported a time interval
between treatment and regular sexual activity of 5 months
[23, 40]. This suggested a sexual trial period during which
increased awareness and proactive sexual support from the
HP seems important. Our results also highlighted that spe-
cific attention should be given to the sexually transmitted
etiology of the disease by framing the prevalence of HPV in
the global population and reassuring patients that CC does
not necessarily mean the partner has cheated. Furthermore,
2 of the 6 patients who received brachytherapy described its

huge mental impact, mainly due to pain, total dependence
(during the time the applicator was inserted in situ) and the
emotional impact of the unnatural position. Additional focus
on this therapy component was spontaneously suggested,
consisting of visualization of the applicator prior to first
brachytherapy and the availability of photographs illustrat-
ing the effect on the vagina. Ultimately, patients suggested
motivating future CC survivors to participate in an oncologi-
cal rehabilitation program since contact with fellow sufferers
was a great source of support.

Our study did not show a preference regarding the sex of
the person who communicated about sexuality. However,
Chapman et al. reported that 62.7% of their female partici-
pants preferred to have this discussion with female providers
[39].

Even though all communicative strategies contribute to
greater knowledge about sexual health, we cannot avoid the
fact that there are limitations to the new sexual situation
inherent in diagnosis and treatment. A major stumbling
block is often learning to accept this new situation. Moreo-
ver, we know that sexual satisfaction per se is not impaired
when sexual dysfunction is present [8, 23]. Strikingly, a sys-
tematic review by Fugman et al. demonstrated that cancer is
associated with a slightly decreased divorce rate, except for
CC, which seems to be associated with an increased divorce
rate [27].

The support of a psychologist and sexologist can facili-
tate this acceptance, although the threshold for consulting
them may vary between patients. Investigating the impact of
intervention by a sexologist during the aftercare process for
the patient seems indispensable. Furthermore, Pizetta et al.
offered in their systematic review the use of an individual-
ized sexuality care plan by a multidisciplinary team next
to the development of rehabilitation programs for sexual-
ity complaints after gynecologic cancer [41]. Progress has
been made recently to implement these measurements in
daily practice. In the recently updated ESGO/ESTRO/ESP
Guidelines for the management of patients with CC by Cib-
ula et al. specific recommendations about sexual health care
were formulated for the first time. These recommendations
ranged from the inclusion of sexual dysfunction and meno-
pausal symptoms as potential main side effects in patient
survivorship monitoring and care plan to the incorporation
of sexual rehabilitation measures after radiotherapy [42]. In
the recently published ESGO/ESTRO quality indicators for
radiation therapy of CC by Chargari et al. quality indicator
19 consists of ‘Patients are offered a sexual rehabilitation
program’ with the target of minimum 80% to achieve [43].
However, these guidelines should still be implemented in
daily practice in many hospitals treating CC.

Our study had several limitations. The most important
limitation was selection bias during recruitment given the
rather delicate topic; participants who were relatively at
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ease talking about sexuality were more likely to participate.
Moreover, participants had to contact E.N. to express their
interest. This barrier can negatively influence the participa-
tion of potential candidates, impacting transferability and
data saturation. Second, recall bias was present because the
longest interval between treatment and the interview was
13 years. Third, the number of participants was not distrib-
uted in a homogeneous way over the 5 hospitals, which may
impact the transferability of certain interview themes (e.g.,
communication with HPs). Fourth, there was a limited heter-
ogeneity of the participant characteristics especially regard-
ing other sexual (LGBTQI+), cultural, religious, and ethical
preferences as well as treatment with palliative intent which
can impact participant’s views on sexuality, and which may
influence transferability and generalizability of the findings
from this study. In future research, a heterogenous sample
including a diverse population should be aimed for. Fifth,
data saturation was achieved for the major themes but might
not be achieved on the experience of HPV as etiology of CC.
However, this was not part of the topic guide and is very
interesting for future research. Sixth, there was no patient
involvement in the development of the interview topic guide
nor transcripts were returned to patients for comments. In
future research, more patient participation should be aimed
for. Our study also had several key strengths, including the
use of multicentered participation within Flanders, Belgium;
the number of interviews, which was found to be sufficient to
obtain credible impressions; and the rigorous methodology
with independent coding by two researchers, which led to
enhanced transferability of our findings.

Conclusion

Most of the CC survivors reported physical and/or psy-
chological discomfort linked to diagnosis or treatment that
impacted sexual activity and the experience of sexuality.
This was accompanied by guilt and fear in some partici-
pants, whereas others adjusted to the new situation. In some
participants, it induced a shift from (physical) sex to other
types of intimacy. A common thread was the importance of
a proactive patient-tailored approach from HPs regarding
the negotiability, timing and content of treatment-induced
sexual consequences. Extra attention should be given to the
sexually transmitted etiology of the disease.
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