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Conclusion
A complementary team approach, with clearly defined roles
for different team members and clear referral pathways, is
required to enhance communication about sexuality and
intimacy in cancer and palliative care. This approach, that
includes the acknowledgement of the importance of
patients’ and partners’ sexuality and intimacy by all team
members, is captured in the Stepped Skills model that was
developed as an outcome of the Dutch study.
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Abstract

Background

Cancer often has a profound and enduring impact on
sexuality, affecting both patients and their partners. Most
healthcare professionals in cancer and palliative care are
struggling to address intimate issues with the patients in
their care.

Methods

Study 1: An Australian study using semi-structured
interviews and documentary data analysis.

Study 2: Building on this Australian study, using a
hermeneutic phenomenological approach, data were
collected in the Netherlands through interviewing 15 cancer
patients, 13 partners and 20 healthcare professionals
working in cancer and palliative care. The hermeneutic
analysis was supported by ATLAS.ti and enhanced by peer
debriefing and expert consultation.

Results

For patients and partners a person-oriented approach is a
prerequisite for discussing the whole of their experience
regarding the impact of cancer treatment on their sexuality
and intimacy. Not all healthcare professionals are willing or

capable of adopting such a person-oriented approach.

What this study adds:
1. This study offers a

transcontinental findings from two studies, resulting in

unigue combination of
mutual validation of research findings and a solid base for a
way forward in health care practice

2. This study offers an exploration of patients’, partners’ and
professionals’ perceptions regarding communication about
sexuality and intimacy in cancer and palliativecare

3. The Dutch study, which was informed by the Australian
study, resulted in a novel team approach (Stepped Skills) to
enhance communication about sexuality and intimacy in
cancer and palliative care

Background

Cancer and its treatment can profoundly affect a person’s
sexual well-being, as has been increasingly acknowledged
throughout the literature in the past decade. The impact is
on both physical and psychological aspects of the intimate
world for not only the person with cancer but (if applicable)
also their partner.l'4 A person’s sexuality can be

compromised irrespective of cancer location or type of

cancer treatment. *° Estimates of sexual dysfunction after
cancer treatment vary from 40% to 100 % across the range

7
of cancers.

This article builds on the original work of Hordern and
Street®"' and a later study by De Vocht, Notter and Van de

Wiel."2 The first study explored constructions of sexuality
and intimacy in the context of cancer and palliative care,
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from the patient and health professional perspective. These
authors asserted that patient sexuality and intimacy was
largely medicalised so that discussions remained at the level
of patient fertility, contraception, and erectile and
menopausal status. In contrast, patients were concerned
about how to live with the intimate and sexual ramifications
of their cancer diagnosis and treatment, searching for a
patient-centred, and reflexive style of communication from
a health professional of their choice, at a time and in a
manner that best suited their individual needs. The second
study was informed by the work of Hordern and Street and
sought, by using in-depth interviews, to expand the
understanding of patient experiences and preferences and
health professional perspectives regarding communication
about the impact of cancer on sexuality and intimacy, while
also considering the experiences and preferences of
partners.12 The current authors jointly emphasise the

importance and the ‘around-the-globe’ relevance of the
conclusions of this article.

Defining sexuality

‘Sexuality’ is an elusive concept to grasp. Many definitions
of sexuality have been offered, for example by the World
Health Organization.13 For the purpose of this paper, based
on the holistic perspective of Woods™, sexuality is defined
as a multidimensional concept, encompassing sexual self
concept, sexual functioning and sexual relationships, a
definition that was recently further differentiated in a Neo
Theoretical Framework of Sexuality.zA key point is that the
concept of sexuality includes intimacy and should not be

. . 5,15-
narrowed down to sexual function or sexual intercourse.

Y This definition explicitly includes single people and is not
to imply that sexuality and intimacy can only be experienced
with a partner.

Healthcare professionals’ reluctance to discuss sexuality
Healthcare professionals working in cancer and palliative
care remain reluctant to raise intimate topics with patients

. . . 18,19
and their partners after a cancer diagnosis,

despite
growing acknowledgement of and focus on patient sexuality
in cancer and palliative care literature. As a result, health
professionals rarely anticipate changes and potential
problems regarding sexual aspects nor do they discuss these
problems with patients, their partners or their colleagues
when they arise.’®*! This is regrettable, as it means that
often patients and their partners are struggling in silence
with these changes and problems, without the validation
and normalisation that many people experience these
challenges, and without the expertise and strategies to
assist them to move forward.”

Many reasons have been suggested for the reluctance of

healthcare professionals to discuss patient sexuality and

8-10,17,23-30
Hordern and

intimacy issues in the clinical setting.
Street health

communication through the lens of reflexivity, which

explored patient and professional
enabled them to critically examine structures, ideas and
rules that traditionally underpin everyday communication
processes in clinical settings, and the contrasting
expectations of patients who are increasingly armed with
information downloaded from the internet, seeking second
opinions and wishing to be involved in decision making. The
majority of health professionals within this study did not
consider patients as sexual beings, avoided the topic, felt
vulnerable discussing such a sensitive topic, and only the
occasional health professional took the risk of raising the
topic or communicating with the patient about sexuality in a
patient-centred manner. Perhaps the most poignant
message, put forward by Hordern and Street,’is that the

majority of healthcare professionals (coming from a range
of disciplinary backgrounds) employ a medicalised approach
to all forms of communication, assuming that their clients’
main concern is to fight the cancer, with some of them
consciously avoiding any discussion expanding beyond
medical-based communication. These authors argue that
the medicalised structures within the health system
perpetuate this level of communication so that the majority
of patient and clinician dialogue is located at the level of
diagnosis, treating and fixing the medical problem, leaving
little room for the patient or health professional to explore
how patients will learn to adjust and adapt to the long-term
side effects of cancer treatment and the impact of this on
intimate aspects of the person’s life. Professionals who
reflected on the why and how of their communication

about intimate issues with patients recognised the
relationship between being able to discuss sexual issues
with patients and their own life, or their lack of life
experiences regarding sexuality.9 Professionals try to avoid
‘risky” exchanges and display a fear of being misinterpreted
by their clients and colleagues when they initiate a
discussion on sexuality,”® and only few professionals in
Hordern and Street’s’ study acknowledged how their
private views on sexuality and intimacy might impact on
their professional behaviour. Healthcare professionals
adopting a patient-centred communication style based on
respect and trust were the exception to the rule when it
came to discussing patient sexuality and intimacy, perhaps
because health professionals rarely perceived patients to be

9,10

sexual beings.9 Hordern and Street also found that

healthcare  professionals make many unchecked
assumptions about patient intimacy and sexual needs based
on patient’s age, diagnosis, disease status, culture and
partnership status which resulted in the topic rarely being
raised in the clinical setting. Cort et al.”® state that one of

the barriers for healthcare professionals to address
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sexuality are fears about invading on patients’ privacy and
fears of being too intrusive or causing offence. Professionals
may not want to ‘rub sexual issues in their patients’ face’,
especially not in the case of single people.8 In addition,
organisational structures and the existing culture in cancer
and palliative care can make it difficult for professionals to

. . . . 8-10
discuss sexuality and to show their vulnerable side.

The perspective of patients and partners

Focusing on the patients’ and partners’ perspective,

17 31 .
Redelman™ (based on Hordern and Currow,”” Lemieux et

32
al.

and Terry et al.”®) concludes that research
overwhelmingly shows that patients value sexuality and
want opportunities to discuss it. The outcomes of the recent
study by Flynn et al.” quantify this conclusion by finding
that 78% of their sample of cancer patients (n=819) find it
important that healthcare professionals discuss how cancer
and cancer treatment affects their sex lives.

Most patients in Hordern and Street’s™

study want
negotiated, patient-centred communication when it comes
to issues of intimacy and sexuality, tailored to their
individual needs. Most patients do not take the initiative to
ask healthcare providers about sexual problems, although
the ones with more serious sexual dysfunctions are more

likely to overcome their hesitation. ©

Mismatched expectations and unmet needs

In view of the above it is not surprising that Hordern and
Street® found that “there were mismatched expectations
between patients and health professionals and unmet
patient needs in communication about sexuality and
intimacy” (p. 224). A specific factor related to healthcare
professionals’ reluctance to address sexuality is that to date,
little attention in the literature has focused on patients’ and
preferences professional

partners’ regarding health

communication style about sexuality and intimacy.

To the knowledge of Flynn et aI.,19 their USA-based study
(based on focus group and survey data) and Hordern and
Street’s Australian study8 (based on semi-structured
interviews) are the only studies that explored patient
experiences with communication about sexuality during and
after treatment including both sexes across a variety of
cancer types. None of these studies included partners of
Therefore, the aim of the -current

cancer patients.

European-based studyn(conducted in the Netherlands) was
to explore in depth (using open interviews) how a variety of
cancer patients and their partners experience the way in
which healthcare professionals address sexuality and
intimacy. This was complemented with the aim to gain
insight into healthcare professionals’ perceptions of their

role regarding sexuality for cancer patients and their
partners. The final aim of the Dutch study was to develop a
practical model to tailor professional care to the needs of
patients and partners regarding sexual and intimate issues.

Method
The Dutch study was conducted in accordance with the

Declaration of Helsinki. The principles of informed consent,
confidentiality and anonymity were adhered to. The study
in the Netherlands. As
participants (who were all living in their own home at the
time of the study) were approached outside healthcare
involvement of

complies with current laws

institutions  with no healthcare
professionals, no formal ethical approval was needed under
the Dutch law. However, in view of the sensitive nature of
the study and the vulnerability of the patients and partners
participating, advice from a Medical Ethical Committee was
used to take measures to optimise the study design and
procedures.

Using a hermeneutic phenomenological approach, data
were collected in the Netherlands through interviewing 15
patients with cancer and 13 partners of patients with cancer
(with seven patients and partners being interviewed as a
couple34) and 20 healthcare professionals working in cancer
and palliative care. Demographic details of the sample are
presented in Table 1-2. Patients and partners were mainly
recruited from local cancer support centres and cancer
rehabilitation support groups and some (having heard about
the study and offering to participate) came forward through
other networks. In the patient and partner samples
maximum variation was strived for regarding age, gender,
time elapsed since diagnosis, type and stage of cancer, and
type of treatment. Professionals were recruited from the
professional network of the researcher (HdV). In the
professional sample maximum variation was strived for
regarding age, gender, background by discipline, work
setting, and years of working experience in cancer and/or
palliative care.

Patients & partners | Patients Partners
Female 13 5

Male 2 8

Age range 32-71 28-72
Time since 2 months — n/a
diagnosis 20 years

Cancer types: breast / cervical / lung / stomach /
ovary / mucosa / bowel cancer, Hodgkin’s and non
Hodgkin’s disease

Treatments: surgery, chemotherapy, hormone

therapy, radiation

Table 1: Demographic and illness-related characteristics of
the patients and partners
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Professionals | Nurses | Doctors | Psychosocial
workers

Female 7 3 3

Male 1 4 2

Age range 34-59 36—-65 42-50

Years of 3-39 7-33 1,5-16

experience

Work settings: low care hospice, high care hospice,

community, hospital, nursing home, revalidation

clinic, GP

Table 2: Overview of characteristics of professionals

All interviews were recorded and transcribed word for
word. Data management and initial thematic analysis was
supported by the use of ATLAS.ti.> Analysis was based on
the principle of the hermeneutic circle®®® and was
enhanced by peer debriefing. Practical outcomes and
recommendations of the study were validated by expert
consultation and were presented at multiple (inter)national
conferences and workshops, offering the opportunity to
discuss the outcomes of the study with healthcare
professionals and further refine them.

Results
Patients’ and partners’ experiences and preferences

Take the initiative to address the ‘real life’ impact
Patients and partners would like health professionals to
take the initiative to ‘translate’ information given before
treatment about possible side effects into the meaning
these side effects might have in real life. Heidi explained
what the ‘list of possible side effects of chemotherapy’
turned out to mean for her partner and how this impacted
on their sexuality.
Heidi (Par5): | was surprised at the damage to his
hands and his feet, and that his nose, ears, anus
and penis were affected as well, and because his
fingers hurt, he can only touch me with his hands
stretched, which is really different sexually. His
stomach hurts, so for a year now I couldn’t even lay
on top of him. | think that at the moment we
couldn’t even have sex because his penis is covered
in blisters. Imagine him having an erection, he’d be
in agony, so you wouldn’t try and arouse him.
To avoid unnecessary complications, patients and partners
stress the importance of being informed pro-actively about
the impact of treatment and about possible remedies.
When Mia and Ryan were experiencing sexual problems due
to vaginal dryness they discussed this with Mia’sdoctor.
Mia (C2pat): “Well” she [the doctor] said, “we’ve
got Replens” [a lubricant]. But that wasn’t really
the solution, because the skin in my vagina was
already ruined, and it caused irritation so it did
more harm than good. Perhaps | should have

started using it earlier and then the skin might not
have torn.
Participants in this study suggested that healthcare
professionals should be the ones to offer the possibility to
discuss sexuality and intimacy.
Emma (C3pat): Well at least they should say “do
you feel the need to talk about this or do you think
you can manage” ... Then they leave it up to the
people concerned, but at least they would have

mentioned it and reached out.

Person-to-person approach

For patients and partners a prerequisite for discussing

intimate issues is a person-to-person approach.
Anna (Pat2): It has to be someone who can actually
handle it as a person and who acknowledges me as
a person in a normal conversation. When it’s done
merely professionally you think “there’s something
wrong with me”.

This prerequisite of a person-to-person approach was not

always met.
Edith (C7pat): she [the oncologist] treated us so
coldly, she didn’t smile at us when we came in and
most of the time all we saw was the left side of her
face as she was looking at her screen while talking
to us. She did not acknowledge that it must be
pretty tough to be diagnosed with breast cancer for
the second time in one year. She asked why | did
not have chemo after my first surgery, as if she was
blaming me for it, when all | did was do what my
doctor said. That really scared me. We were also
afraid that my cancer might be hereditary and we
asked about possible consequences for — my
daughter, but she ignored that.

Professional strategies

Strategies used by professionals to address sexuality do not

always work out well for the patient.
Judith (Patl): It was never discussed with me, but |
did get some leaflets. They were pushed into my
hands, and the gynaecologist said “so much will
change in your body and | am giving you these
leaflets so you can prepare yourself”, and that was
all.

If the prerequisite of a person-based approach is not met,

clients will not respond to professional strategies to discuss

intimate issues.
Heidi (Par5): All we got every now and then was a
letter from the oncology nurse with a list of subjects
you could discuss if you wanted to, amongst which
was sexuality. But with these people | didn’t feel
any urge at all to share private matters, because |
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need a sense of trust with people before | feel able
to share such things.

Medicalised solutions for intimate problems
Despite the fact that clients did not always experience their
contact with healthcare professionals as being very
personal, they sometimes found the courage to ask about a
sexual problem.
Emma (C3pat): Before even daring to ask whether
you can have sex again you are so worked up and
when | finally asked she said “yes, with condoms”
and that was all. Nothing else, like “are you worried
about that, well you might try this or that”; it was
just a three-word technical answer. And that felt a
bit crude.
Patients and partners reported that most professionals do
not address sexuality and intimacy. Attempts made, often
did not match patients’ and their partners’ preferences, as
the following dialogue from a couple interview illustrates.
Walter (Cépar): | do remember one question from
the gynaecologist: “how’s your sex life?” and we
answered, “it isn’t”.
Joan (Cépat): We didn’t really discuss it then.
Walter: No, well, you said something like “it may
come back again”. And | remember him saying
“we’ve got medication for that”.
Joan: Then he suggested Prozac for me. And | said
“no | don’t want that” and then he said, “well
perhaps you should consider it”. And that was that.
Without exploring what the experience of this couple was
like, or what the nature of their problem seemed to be, this
gynaecologist recommended Prozac as a way to solve the
problem.

Focus on the whole of the experience
Anna made clear that for her the key thing is to have the
opportunity to tell her story to somebody willing to listen,
instead of just checking for physical problems.
Anna (Pat2): During treatment the main focus is on
symptoms, which in fact is a missed opportunity to
ask “and how are things with you?”, and to include
the partner: “how are the two of you doing, can you
manage?” but we never had these kinds of chats. It
was more like lists with questions, where you
should just get the opportunity to tell yourstory.
Patients would also have liked to hear about possibilities
instead of just side effects, problems and limitations. They
reported lacking the creativity or energy to think of
alternatives and would have welcomed suggestions and
practical tips from healthcare professionals with experience
in guiding and supporting clients in this personal domain.
Emma (C3pat): You can keep focusing on the

impossibilities, but | prefer to focus on possibilities.
Sometimes you’re just not able to think of them
yourself.

Age and gender of the professional: does it matter?
Most patients and partners reported that the gender and
age of the healthcare professional discussing sexuality and
intimacy with them would be irrelevant, although for a few
participants these aspects did affect their expectations
regarding the professionals’ capabilities and willingness to
discuss sexuality and intimacy. However, initial expectations
based on age and gender of the professional quickly
disappeared, as long as patients and partners sensed a
genuine interest in them as a person.
Edith and Mike explained:
Mike (C7par): Doesn’t matter if it’s a man or a
woman; it’s the type of person that counts.
Edith (C7pat): A younger person would have been
fine as long as he or she would have given me the
same feeling | experienced from the person |
actually met. It could have been an older person as
long as | got the feeling that it’s me that mattered.

Professionals’ perspectives

Avoiding intimate issues
Some professionals reported trying to avoid issues relating
to sexuality:
GP (Prof1): When patients brought up a sexual
issue it was briefly discussed, but not as in depth as
it should have been. Next time | just waited to see
whether or not the subject was raised again, and |
would be really glad if it wasn’t. You can encourage
people more or less to go in certain directions, and |
tried to avoid that area.
Professionals not addressing sexuality and intimacy have
described barriers that stop them from providing clients
with the opportunity to explore intimate issues, e.g. their
own upbringing and socialisation processes or negative
sexual experiences. Not all professionals feel they are
capable of or have affinity with making authentic, person-
to-person contact within their professional role in order to
discuss intimacy and sexuality. Some professional
participants in the Dutch study made it clear themselves
that they did not feel qualified in doing so.
Oncologist (Prof18):
oncologist have to deal with that... my job is to

Why should a medical

treat the cancer of the patient. And the patient may
have other problems as well, but the specialist
treating the cancer will not deal with a patients’
sexuality... And if the patient asks: “Whose job is it
then?” he would say “I don’t know, but not mine”.
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colleagues did not have what it takes to discuss private
issues, no matter how much education and training would
be given.

Breast care nurse (Prof13): Doctors still don’t pay

attention to sexual aspects. Not necessarily
because they don’t want to but because they don’t
have the time and because they are not trained to
do it. We have one surgeon here that | would not
like to even try. Every professional has his area of

expertise, and they should stick to that.

Take the initiative to discuss intimate issues
Professionals who did address sexuality and intimacy
reported that patients and partners were not offended by a
sensitive initiative to discuss sexuality, although some
patients made it clear that for them that this is a no-go area.
Specialist oncology nurse (Prof12): Some people say
it no longer applies to them and some explain why
there is no need to discuss it. But people actually
refusing to talk about it, that happened to me only

twice.
This specialist nurse and other professionals also warned
not to make assumptions (e.g. based on clients’ age,
religion, relationship status or culture) whether or not it
relevant to discuss sexual issues.

would be Many

professionals reported responses from patients that
surprised them, because they contradicted their own
expectations.
Breast care nurse (Prof13): | spoke with an elderly
couple; she was a widow and he was a widower. All
the time he held her hand. And he asked “Is it still
okay for me to touch her breast? Not that we still
have sex, but we found our own way to be

intimate”.

Key theme: worlds apart
The experiences and perceptions of discussing sexuality
after cancer of patients, partners and health professionals

reflected that they were coming from worlds apart.

The world of health professionals working in cancer and
palliative care is primarily based on rationality, evidence,
facts, and logic. Professionals are trained to think in terms
of linear cancer trajectories based on the functional status
of patients and providing cancer and palliative care attuned
to this functional status.

In stark contrast, patients and their partners experience a
cancer diagnosis as a potentially life threatening event
invading all aspects of life. Everything that has meaning for
them as a person has the potential of being affected by the

cancer diagnosis. Their state of mind is often determined by
emotions that are not linear or rational but associative,
wavy and circular in nature.

The disparity in communication expectations becomes
evident when the ‘lived experience’ from the patient and
the partner interfaced with the ‘scientific attitude’ of the
professional, with the professional reclassifying the lived
experience in ‘objective’ terms of natural science, losing the
subjective meaning the experience has for the patient. The
gap between these worlds is captured in the key theme
‘worlds apart’. This key theme pervades all communication
of healthcare professionals with patients and partners as
was illuminated in the quotes from theinterviews.

Discussion

A hermeneutic phenomenological approach was utilised in
the Dutch study to gain a deep understanding of what and
how patients and their partners wished health professionals
to communicate about the impact of cancer on intimate and
sexual aspects of their lives. The key theme emerging was
‘worlds apart’, supported by Toombs’ seminal work,*®
illuminating that professionals, especially doctors, are
trained to see the body of the patient as a scientific object.
For them, the patient’s body is an exemplar of ‘the’ human
body, and can be studied independently from the patient
who is presenting ‘the body’. Taken to its extreme, this
means that “the anatomical body represents not the lived
body (one’s intentional being and mode of access to the
world) but rather the cadaver which may be dissected at
autopsy"38(p. 79). Reclassifying the lived experience of
patients in terms of natural science tells the doctor ‘what
really is the case’, as science is understood as ‘revealing the
real truth’.

Sometimes healthcare professionals are able to bridge the
gap by engaging in discussions about the ‘lived experience’
of their
demonstrated, but sometimes, as this study reveals, the gap

patients, as for example profl2 and 13
remains immense. Examples of the different worlds patients
live in and professionals work in are not unusual and are
accounts

reflected in of health professionals who

. 39-41
themselves become patients.

For patients and partners, a person-oriented approach is
key from the very first time they meet their healthcare
professionals. If they do not sense that the professional
‘sees’ the person they are, including their emotional layer
and a real life in the world ‘out there’ with everything that
comes with it, they will be very hesitant to disclose personal
issues. A person-oriented approach is related to the basic
attitude of the professionals and the quality of the
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interaction with patients within the time available. A
medicalised, questionnaire-based approach is not conducive
for discussing sexuality or intimacy. For the professional it
might be a box to tick, for patients and partners it
represents the most intimate and emotionally charged
information they could think of, and they are not going to
reveal private information just like that, not even when they
are facing serious problems in the domains of sexuality and
intimacy. Therefore professionals are required to be aware
of the importance of how questions relating to intimate
issues are asked and of how crucial the way they respond to
information given is, instead of focusing on the box totick.

Of course there is a challenge for professionals here,
because they do not meet with patients on a personal basis.
Patients are not friends they have chosen to meet; they
come with the profession. Nevertheless, it is possible to
adopt a person-oriented approach within a professional
context, as several patients and partners in this study have
experienced.

Patient education before treatment

The patients and partners participating in this study made it
plain that they would value healthcare professionals taking
the initiative to discuss sexuality and intimacy at various
stages across the treatment trajectory, e.g. before, during
and after treatment.

Patients require pro-active information about the possible
side effects treatment could have on their sexuality and
intimacy. This is a professionally driven activity, as this is the
area of expertise of the professional. Assessing the type of
information seeking style the patient has, and adapting the
information and support they provide to the individual as a
result of that knowledge, can ensure patients are receiving
the right information at the right time in the right style to
suit their individual needs. At least one professional seeing
the patient and partner should ‘translate’ potential medical
side effects in a caring way to explain what these might
mean in real life, in line with a person-oriented approach.
This would also include avoiding heterosexism by not
assuming that everybody has one partner of the opposite
sex. Many people are single (which does not make them
asexual); some people are homosexual or bisexual or have
more than one sexual partner. In view of this, as a starting
point, it would be better to talk about ‘your partner(s)’ than
‘your wife’ or ‘your husband’.

Patient expertise during/after treatment

As patients may not be fully aware of the enduring impact
of treatment on sexuality and the consequences this might
have, healthcare professionals have the responsibility to

discuss the impact of these side effects. Because there are
so many interacting variables impacting on this experience,
consequently “there is no uniform, causal model to explain
for a certain patient having certain problems regarding

. . 42
sexual functioning”

(p. 327). Therefore, during and after

treatment patients and partners are the experts on what
the meaning of this impact is, as this will be different for
each patient or partner involved. This should be reflected in
a person-oriented communication style when addressing
these topics. Patients and partners need to be given the
opportunity to consider intimate and sexual concerns
arising from their cancer experience. These issues need to
be acknowledged by health professionals, validated and
further explored or referred on to someone with more
expertise. This is crucial as patients who have not had the
opportunity to discuss sexual issues with a healthcare
professional are significantly more prone to complex sexual

dysfunction. 18

Ideal world and everyday reality

In an ideal world, every healthcare professional would be
capable of adopting a person-oriented communication style
regarding sexuality and intimacy, to meet patients’ and
partners’ preferences. However, with competing priorities,
time constraints, and lack of experience, peer support and
education, it is not realistic to expect the world to be ideal.
that they should
communicate with clients about intimacy and sexuality does

Informing healthcare professionals

not mean that these professionals are able and willing to do
so,lo’leas this would mean that health professionals have to
go “beyond the safety of ‘medicalised’ concepts, which
could be communicated in a traditional expert manner”™°
(p. 57). For many health professionals this is not an easy
step. Professionals who participated in this study as well as
the literature®®® describe barriers that might stop
professionals from providing patients and partners with the
opportunity to explore sexuality and intimacy issues, e.g.
their own upbringing and socialisation processes16 or having
negative sexual experiences themselves. Many of these
barriers are not likely to be removed easily, as they are

deeply rooted in the personsinvolved.

Team approach: Stepped Skills model

A more realistic and practical way forward might be to think
in terms of a complementing team approach. This would
involve that, as a starting point, teams discuss what their
policy regarding assessing and managing patient sexual and
intimate issues is or should be. In order to take these issues
seriously, as a team, a ‘sexuality and intimacy including
attitude’ needs to be developed. The team (supported by
management) needs to acknowledge that sexuality and
intimacy are basic and enduring aspects of life, which can
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contribute to quality of life and are relevant to discuss in the
context of cancer and palliative care. This does not mean
that every member of the team has to discuss these private
topics profoundly with patients and partners. Every team
member has stronger and weaker points, and may have
different time schemes to adhere to. The art is to think in
terms of complementing competencies in order to provide
optimal care. A team approach (‘Stepped Skills’) has been
developed12 in which different roles regarding addressing
sexuality for different team members are described. In
‘Stepped Skills’ there are team members who will be
‘spotting’ (potential) issues relating to sexuality and
intimacy and there are team members who will be ‘skilled
companions'43 for patients and partners on the road to

getting to grips with changing sexuality and intimacy. As a
result, team members have clear and complementing roles
in order to properly address sexuality and intimacy issues
with a clear referral pathway from ‘spotters’ to ‘skilled

companions’.

Figure 1: Minimal requirements* for ‘spotters’

Minimal requirements concerning a ‘personal’ approach:

e shake hands and make eye contact while
mentioning the patient’s name;

e ask how the patient or they (the couple) aredoing;

e listen to a (brief) response to this question;

e provide an adequate (authentic) response (I am
pleased to hear that/l am sorry to hear that) and

make a smooth transition to consultation.

Minimal requirements concerning sexuality and intimacy:

e before treatment: name potential side effects of
treatment on sexuality;

e during treatment: check for side effects on

sexuality and prescribe a ‘remedy’ if possible;

e be open to questions about private issues and
acknowledge the importance of sexuality and
intimacy for patient and partner;

e where necessary, refer to a ‘skilled companion’ in a
smooth and adequate way, making clear that the
referral is based on wanting to ensure optimal care
regarding these important aspects.

*These requirements need to be tailored to the cultural
background of patients and partners

Spotters

Spotters should meet the minimum requirements (Figure 1):
create a conducive communication context; discuss the side
effects treatment can have on sexual functioning; include
these when checking side effects; acknowledge the

importance of sexuality and intimacy for patient and

partner; refer, where necessary, in a ‘caring’ way to a
‘skilled companion’. These spotters might be relieved to
know that their task is a very important but well-delineated
one. This might make them willing or give them the
confidence to carry out this task, instead of avoiding sexual
issues altogether.

Skilled companions

‘Skilled companions’ support patients and partners in all
sexual domains related to the effects of cancer diagnosis
and treatment: sexual self concept, sexual functioning and
sexual relationships. In view of their role description
(specialist) nurses would be the most likely candidates to
opt for such a role. For patients and partners, the deciding
factor is the professional’s ability to connect with them on a
personal level within a professional role and to feel
confident and comfortable discussing sexual issues.
Therefore, only those nurses who view patients as sexual
beings and have (or would like to adopt) a person-oriented
as opposed to a medicalised style of communication, with a
drive and desire to be a skilled companion regarding
intimate issues, should aspire to this role. Their strength
should be their personal quality of relating to other people
in a way that will establish sufficient trust to discuss private

issues.

Team members require training to develop competencies to
match their role. For ‘skilled companions’ this would
include knowledge coming from studies exploring and
interpreting the lived experiences of cancer patients and
their partners regarding the impact of cancer on sexuality
and intimacy, education to update their knowledge on
sexuality and cancer and some training to optimise their
communication competencies. In a future publication a
patient and partner-oriented communication model (the
‘BLISSS model’) for discussing sexuality and intimacy in
cancer and palliative care, that was developed based on the
outcomes of the Dutch study,12 will bedescribed.

Conclusion

All types of cancer and cancer treatment can have an
adverse and enduring impact on the experience of sexuality
and intimacy. Sexuality and intimacy are important
components of quality of life until death. Therefore,
sexuality and intimacy should be on the agenda of every
cancer and palliative care team.

Healthcare professionals play a crucial role in helping
people affected by cancer to understand and to adjust to
the sexual and intimate changes that have occurred as a
result of their cancer, yet they also need the knowledge,

communication skills and confidence to address such
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sensitive issues with patients in their care. In an ideal world,
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every healthcare professional would possess all these
qualities. However, in view of the personal and practical
hindrances some healthcare professionals have regarding
addressing intimate issues this does not seem a realistic
as both the Australian and the Dutch study
demonstrated. Therefore, the Stepped Skills model was

goal,

developed to provide a realistic and feasible way of
addressing sexuality and intimacy in cancer and palliative
care teams. Using the model of Stepped Skills, team
members can develop clear and complementing roles in
order to properly address sexuality and intimacy issues.
‘Spotters’ would have to meet the minimal requirements
regarding addressing sexuality and intimacy. Clear referral
pathways could navigate patients to designated team
members (‘skilled companions’) who are capable of
supporting patients and partners in all sexual domains:
sexual sexual sexual

self concept, functioning and

relationships. This would improve cancer care by
acknowledging patients with cancer and their partners as
sexual beings in need of intimacy by offering them support

in dealing with a crucial aspect of quality of life.

The mutual validation of the Australian and European

research findings and the approving feedback to
international presentations of the Stepped Skills model
showed the universality of the problems addressed and the
solution offered. Although in the solution different nuances
may need to be taken on board to do justice to cultural
variation, this article aims to encourage healthcare
professionals around the globe to find ways to acknowledge

each patient and their partner as a sexual being.
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