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Abstract

In all, 30% to 90% of prostate cancer patients undergoing radical prostatectomy (RP) recover their erectile capacity.
No effective post RP erectile rehabilitation program exists to date. The aim of this exploratory qualitative study
is to explore the needs of these patients and to develop a patient education program (PEP) which meets these
needs. Interviews were carried out by a socio-anthropologist with prostate cancer patients treated by RP within
the 6 previous months. The needs and expectations identified led to the choice of a logical model of change for the
construction of the PEP. Nineteen patients were included in the study; 17 of them were living with a partner. Two
categories of patients appeared during the interviews: informed patients resigned to lose their sexuality and patients
misinformed about the consequences of the surgery. The tailored program was built on the Health Belief Model and
provides six individual sessions, including one with the partner, to meet the needs identified. This study designed the
first program to target comprehensively the overall sexuality of the patient and his partner, and not only erection
issues. To demonstrate the effectiveness of this program, a controlled, multicentric clinical trial is currently ongoing.
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2009). It is the element that impacts the quality of life the
most after RP (Mulhall, 2009). The time needed for the
recovery of an erection after nerve sparring prostatec-
tomy is variable and can be more than 2 years (Rozet

Introduction

Prostate cancer is the second most frequent solid tumor in
men worldwide with an incidence of 1.28 million new
cases in 2018 (Bray et al., 2018). Ninety percent of the

patients are diagnosed in the early stages of the disease
with rates of survival 15 years of 82% (Siegel et al.,
2020). Radical prostatectomy (RP) is one of the two rec-
ommended active treatments in this indication (the other
one being radiotherapy), which is undertaken after a
trade-off between toxicity and prevention of disease pro-
gression (Vickers et al., 2012). Even if progress were
made in surgical treatment procedures(Walsh, 2007),
the rate of erectile dysfunction (ED) post RP is high: it
varies between 30% and 90% depending on the study
(Alemozaffar et al., 2011; Donovan et al., 2016; Tal et al.,
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et al., 2005). Other frequent undesirable effects associ-
ated with RP are reduction in the length of the penis, pain,
and orgasmic incontinence. Men also suffer from a lack
of self-confidence, a decrease in libido, and satisfaction
of their sexual intercourse (Briganti et al., 2011; Nelson
et al., 2010). The link between ED and depression has
been clearly established: Their association is considered a
bidirectional relationship in which the two conditions
reinforce each other in a downward spiral. (Mulhall,
2009). It has also been reported that the quality of sexual
life of the partners following RP strongly decreased and
that this degradation of quality of life increased over time
(Ramsey et al., 2013).

The principal treatments used in first intention to sup-
port or cause erections are Type 5 inhibitors of phospho-
diesterate (PDESI), intra-cavernous injections (IICs) of
vaso-active agent and vacuum (Salonia et al., 2017). No
long-term effectiveness of these treatments used alone
has been demonstrated for the moment (Liu et al., 2017).
Studies have sought to report the interest of erectile reha-
bilitation post RP for the most rapid recovery of a func-
tional erection (allowing penetration; Terrier et al., 2014;
Toussi et al., 2021). The sooner those rehabilitation pro-
grams start, the most effective the program is on sexual
dysfunction (Schoentgen et al., 2021; Tang et al., 2020)
The objectives of this rehabilitation programs are to limit
the installation of intra-cavernous fibrosis, to oxygenate
the cavernous bodies, to limit the retraction of the penis
and the loss of size. But those rehabilitation programs,
even though broadly disseminated, are predominantly
based on pharmacology and concentrate on the erection
as if it was the only factor for men’s successful sexuality
(Philippou et al., 2018). It is probably too reductive not to
consider the globality of a man’s sexuality to improve his
whole sexual life quality. Sexuality for men encompasses
indeed erections, but among others, libido, desire,
orgasm, satisfaction, sense of masculine completeness. It
is also a two-way exchange implying intimacy, relation-
ship, interaction with one’s partner, communication abil-
ity. and eventually mental well-being (Montorsi et al.,
2010; Mooney & Mooney, 2011). All these dimensions
must be taken into account if sexual health is to be
achieved in these patients (Chung & Brock, 2013; Salonia
etal., 2017). The actual state-of-the-art recommendations
in post RP ED management reports that (a) administra-
tion of PDES is vaccum erection devices and intracorpo-
real injections are equally effective treatments; (b)
whatever treatment is undertaken, it is better to initiate it
as close as possible from surgery (Bratu et al., 2017; Liu
etal.,2017; Schoentgen et al., 2021); (¢) in case of refrac-
tory ED, penile prosthesis implant is an effective and sat-
isfactory alternative (Lima et al., 2020); and (d) yet no
proper algorithm or specific regimen is established as
optimal (Salonia et al., 2017). Lately, few trials assessed

more comprehensive and multimodal rehabilitation pro-
grams, including psychological intervention and sexual
counseling (Matthew et al., 2018; Osadchiy et al., 2020),
but those are scares and yet to be disseminate in the com-
mon practice, whereas patients’ needs stay considerable
and unsatisfied (Giuliano et al., 2008).

Patient education provides patients with the abilities
and skills which empowers them to live with their disease,
in an optimal way (World Health Organization, 1998).
Patients become their own actors and no longer need
to repeatedly refer to a health professional. Patients
acquire experiential knowledge and capacity, the ability to
manage one’s condition by oneself, and to react to a new
situation. This is about patient’s empowerment. Patient
education programs (PEPs) are effective where the objec-
tive goes beyond the recovery of a physical function. In
the cancer patient post RP situation, the objective is to get
a sustainable and comprehensive improvement in the
quality of the sexual life of the patient: the complexity of
knowledge, skills, abilities, and inter-relational adapta-
tions to be implemented by the patient require this kind of
holistic patient-centered approach. The development of
cancer PEPs, as recommended by the National Cancer
Institute (NCI; CPEN Guidelines draft Oct7 2013.indd—
CPENStandardsofPractice.Nov14.pdf) comprises three
phases: (a) identification of educational needs, (b) devel-
opment of the PEP, and (c) assessment of the program.
This project aims at elaborating a PEP on the improve-
ment of sexuality, according to these recommendations.

To cover Phases 1 and 2, the aim of this study was
twofold: (a) to establish a collective educational diagno-
sis, by exploring the beliefs, the representations, and the
knowledge of the patients about their disease and sexual
difficulties, their experiences, and their expectations in
terms of the management of their sexuality; (b) to build a
tailored PEP, based on international recommendations.

Method
Qualitative Study

A qualitative exploratory study ran from April to
September 2018. Qualitative approach is a completely
adapted method to identify patients’ educational needs in
the prospect of developing a tailored PEP. This method
allows to grasp all the complexity of the life of people
suffering from ED post RP. It allows to generate in-depth
accounts from their way of life and what they are lacking,
their difficulties. It allows to identify the educational
needs of those patients according to their reported issues.
It is highly recommended to construct PEPs according to
the context (Skivington et al., 2021) and tailored to the
patients’ needs (CPEN Guidelines Guidelines draft Oct7
2013.indd—CPENStandardsofPractice.Nov14.pdf).
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Only qualitative research allows to fulfill those two
objectives with completeness and flexibility. The study
was approved by the ethics committee of Angers
(CPP Ouest II, N°: 2017-A02749-44). Written informed
consent was collected and filed for each participant.
The qualitative study is reported as recommended in the
COREQ guidelines.

Sample. A prospective sampling selection has been per-
formed: eligible patients were prostate cancer patients
who had undergone an RP operation. Only patients who
had had the operation in the past 6 months were recruited,
to have a better understanding of their early difficulties
and expectations. Exclusion criteria were any difficulties
with language and comprehension. The patients were
recruited at the time of their consultation in the urology
ward of the University Hospital of Lyon. Patients were
screened by the urologist according to their concordance
with the selection criteria. Patients received information
from the urologist, who asked them to participate in the
interview to speak about the impact of their treatment
(face-to-face approach). Patients were included consecu-
tively, depending on their eligibility, on a voluntary basis.

There are no existing recommendation concerning
sample size in qualitative studies. The necessary number
of participants is that which allows data saturation.
Saturation is defined as the point where no new or rele-
vant information is obtained by doing further interviews
and recent studies suggest that saturation is generally
reached with 12 to 13 interviews. In the study, the inter-
views were continued until data saturation was reached,
meaning that no new findings were added. The researcher
validates this step through a cumulative analysis: after
each interview and coding of the new raw data, the
researcher resumes his codification. The iterative process
continues until a plausible and coherent organization,
ensuring the intelligibility of the discourse, makes it pos-
sible to conclude that the various codified meanings are
saturated.

Interviews. The interviews were done in French by a
female socio-anthropologist, trained in qualitative inter-
views, especially in the field of cancer. There was no
prior relationship between the interviewer and the
research team (two urologists, three methodologists, two
sociology researchers, and one educational science
researcher). Interviews took place at participants’ home.
Interviews were fully recorded on a digital audio
recorder. Each interview was transcribed in verbatim and
anonymized.

The approach taken by the socio-anthropologist was a
constructivist approach. To ensure the trustworthiness of
results, it is the wisdom, abilities, expertise, and experi-
ment of the interviewer as an anthropologist that allowed

her to overtake her context (young women, for example),
and the context of those being interviewed (older men,
for example), to comprehend their truth. It allows her to
avoid her characteristics, views, and beliefs to influence
the interactions they have with the participants: She
embraced a situated stance during the interviews (Kuper
et al., 2008).

The interview guide was made of open-ended ques-
tions. Questions explored (a) the illness and the surgical
operation impact on virility, on sexuality; (b) the infor-
mation patients received about sexual “rehabilitation”;
(c) the role of the partner (if any) concerning support dur-
ing the illness, as well as for sexual rehabilitation; (d)
sociodemographic and socioeconomic contextual data.

Anadlysis. The interpretations of the material collected by
the researcher followed the constructivist approach: they
included her physical, psychological, social contexts, as
well as individuals’ (respondents) contexts, to compre-
hend their truth. The methodological orientation chosen
for this study was the content analysis. It is a research
method that aims at attaining a condensed and broad
description of a phenomenon. The outcome of the analy-
sis is concepts or categories describing the phenomenon
(Krippendorff, 2018). Transcripts were read, and line-by-
line analysis was conducted to extract significant state-
ments from the interviews, following established
guidelines for a content analysis (Krippendorff, 2018).
These statements were used to generate specific codes,
and each transcript was then coded using this content
coding scheme. The themes emerging from the first inter-
views helped to refine the interview guide used for the
next set of interviews. Data analysis was performed
simultaneously and continually with the data collection to
identify data saturation. The information was categorized
into main themes of representations and needs. Thematic
content analysis is a reduction of the complexity of the
discourse. This method was chosen to identify a finite
and operational list of educational objectives. This is
achieved through the identification of themes. The collec-
tion of codes was made by C.H. and J.K. to assure a com-
prehensive interpretation and a grouping of code elements
into themes. A.D., with her expertise of research in this
domain, checked the process and results for accuracy.
Participant did not provide feedback on the findings.

Translation Into Educational Needs and Program Construction.
The program was developed by a multidisciplinary team
composed of a specialist in education science, a socio-
logist, an urologist, and a methodologist. To construct
adequately the program, a theoretical model of change (a
psychological model that allows the understanding of
health behaviors. It defines the key factors that influence
individuals’ health behaviors. It articulates how change
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Table I. Patients’ Characteristics.

Variables N = 19 N(%) or median (minimum—maximum)

Age in years 61, 6 (42-70)
Time since prostate surgery
6 weeks 7 (37%)
3 months 4 (21%)
4-5 months 6 (32%)
6 months 2 (10%)
In a relationship
Yes 17 (90%)
No 2 (10%)
Occupation
Active 7 (37%)
Retired 12 (63%)

happens in the wider context) was chosen by the team,
according to the results of the qualitative study. Within
this change model, educational objectives for each educa-
tional need were defined and placed. The Martin and
Savary method of educational diagnosis was used to
translate representations into educational needs (Martin
et al., 1999). This method guides the reporting of one or
more adapted educational objectives leading from an
unsatisfactory situation to the expected situation, taking
into account existing resources. Martin and Savary’s edu-
cational diagnosis model describes how to move from a
standard response to an adapted patient education inter-
vention. Therefore, this method can be applied to all situ-
ations of program construction while adapting to each
situation and context.

Results

Qualitative Study

Sample. Thirty patients, meeting the selection criteria,
were proposed the study by their urologist. Nineteen
patients were included in the study; the median age was
61.6 years (42-70 years). The interview took place on
average 3.2 months after RP (Table 1). Overall, 90%
(17/19) of the participants were living in a relationship,
63% (12/19) were retired. The refusal reasons were for
one half that they were too tired to conduct an interview,
and the other half dropped out because they did not suc-
ceed in finding spare time to meet the interviewer. All
participants were met at home. All interviews were per-
formed in a one-to-one session.

Comprehension of Information Received in Consultation,
Concerning Sexudlity. The two greatest factors limiting
comprehension, as mentioned by participants, were
embarrassment and the rapidity of the consultation.
Being given by the urologist the opportunity to speak

freely was much appreciated by the various participants;
however, the presence of a resident or other member of
staff present during the consultation intimidated the
men and led them to elude certain questions. Some par-
ticipants expressed the desire to have access to reliable
website references to read up about their illness and
treatment, as well as access to written documentation,
reiterating information that had been given during the
consultation.

Knowledge Concerning the Conservation of the Neurovascular
Bundle. Comprehension of what had been carried out
during the surgical operation was really diverse, depend-
ing on the participant. Concerning the status of the par-
ticipants related to the neurovascular bundle sparing at
the time of surgical operation, four participants did not
know their situation.

Incontinence. This is the side effect that worried the par-
ticipants the most, more than the intervention itself, or
sexually related problems. In daily life, incontinence
appeared to be much more a socially shameful issue than
sexual problems, which were considered as being more of
an intimate issue.

One feels belittled, things are moving forward but it takes a
long time for them to do so.

The absence of urinary “leaks” was considered by the
participants as a necessary precondition for the resump-
tion of sexual intercourse. Succeeding in this first stage of
urinary retention was likely to increase confidence in
sexual recovery.

The fact that I did not suffer from incontinence reconciled
me with the rest!

Sexudlity. Two categories of participants appeared during
the interviews. One profile of participants, consisting of
informed patients, who deliberately decided to resign
themselves to no longer having a sexual life (resigned
patients). The second profile of participants consisted in
misinformed patients, about the consequences of the
surgery (misinformed patients). Those patients are being
subjected to the degradation of their sexuality.

Resigned Patients. For these patients, they considered
that the loss of their sexuality was secondary, compared
with their survival. So, they often gave less importance to
the sexual dimension of their illness.

Sexuality? I had crossed that off my list . . ., my concern was
primarily with not having metastases, therefore not having a
life threat.
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I live very well without sexual relationships, I do not expect
anything in particular. The essence is to be in good health.

So sexual problems . . . I knew that they were going to exist,
and in my head it was clear: all good things come to an end,
we have to accept that. I take it very well.

For these patients, sacrificing sexuality was signifi-
cant enough for it to be a hindrance to the seeking of a
solution for their sexual recovery.

When I decided to have the operation, I went through the
mourning process of my sexuality. But as I now see that
there are nevertheless solutions, I almost find it difficult
getting out of my mourning state . . . thus I am here to get
over my mourning!!

Misinformed Patients. The doctors seemed to be rather
optimistic overall, and the patients understood that there
was a broad panel of solutions available and this allowed
them to put trust in the fact that they could regain an erec-
tion.

He told me that in 70% of the cases, patients regained an
erection . . . And he told me that if I did not immediately
regain an erection, there were special products for that.

The professor tells me: we will tackle erectile recovery (in 1
month). “Hmm.” . . I say . . .“but, will it work??” He says
“Oh, no problem!!” We have a kind of pen-injection and
there are creams and gels, Viagra-type pills. . . No problem!
Just like before! Without ejaculation, but not a problem. He
is confident.

But in reality, the patients did not understand the
necessity of the “rehabilitation” dimension of the issue,
which would imply that the methods used did not give
total satisfaction. The account of successive failures or
unexpected situations disarmed some men, who then
largely lost confidence.

Even if it was probably evoked during the consulta-
tion, information concerning the absence of sperm was
sometimes occulted by the participants who did not
understand what was happening and which added to their
demotivation.

I was shocked: I no longer have sperm, I no longer ejaculate
and how can I put it? I feel hard done by . . . I don’t feel like
having sex anymore . . .

For these “confused” patients, the absence of regular
sexual intercourse was difficult to become accustomed to.
The loss of sexual spontaneity due to the intake of IDPES
or to the administration of an IIC changed the way they
considered sexuality.

The different obstacles which impact initiating sexual
rehabilitation were as follows:

No Links Perceived Between Erectile Rehabilitation
and the Diminution of Intra-Cavernous Fibrosis. The
participants did not understand the dimension of post
RP, erectile rehabilitation. Only two participants estab-
lished a link between the absence of erection and the risk
of developing intra-cavernous fibrosis. For many, erec-
tile rehabilitation meant the resumption of sexual activ-
ity. However, some considered that their sexuality was
a thing of the past and were thus not motivated and not
ready to resume their sex life.

The Cost of the Type 5 Phosphodiesterase Inhibitors.
IPDES is not reimbursed in France, and its high cost has
been mentioned several times by participants. Some did
not respect the dosage of the treatment, to save money:
daily treatment became irregular, the participants post-
poned beginning the treatment while waiting to be in a
context where sexual activity would be possible.

The Unclearly Defined Role of the Sexual Partners. The
role of the partners is tricky. Some men mentioned their
concerns at not being able “to satisfy their partners”
because of EDs. In the framework of rehabilitation, the
partners’ contribution could be advantageous. But for
some participants, the role of the partner learning all the
technical dimensions which are required is difficult to set.
This role needs to first be explained in detail to the part-
ners and negotiated by the urologists.

The Acceptability of the IIC. Most participants
expressed a very strong reservation toward the injections,
all of them had an initially negative standpoint before the
first injection.

Four out of 19 said they could not (would not) adhere
to an injected treatment. The thought of giving them-
selves an injection was unimaginable because of needle
phobia.

Personally, 1 fear injections, but as long as they are in an
auto-injector, you do not see the needle and that’s great. All
apprehension disappears. (M15)

The difficulty is also in the identification and manage-
ment of the dosage: several mentioned the problem of
prolonged or painful erections.

A demonstration of how to give an injection was much
appreciated as it demystified the gesture.

Change in Self-Image. Many said they felt tired and vul-
nerable. Certain participants also expressed how their
virility had been impacted and were concerned with no
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longer being able to fulfill their function as husband on a
sexual level.

Our virility takes a blow. It is hard psychologically. . .

Program Construction

Once the obstacles and incentives are identified, a wise
choice concerning the intervention methods is to define
appropriately the contents and articulations of the educa-
tional messages. These methods are based on theoretical
logical models of change.

From the results of the qualitative study, it was judged
relevant to choose the Health Belief Model (HBM) as a
conceptual framework. Indeed, this model states that to
adhere to or to maintain healthy behavior, there are four
interdependent postulates that the patients must accept:

1. To be convinced that he is afflicted by a disease
(in this case, sexual dysfunction). Investigation
found that sexuality is not the priority of certain
patients. The patients do not measure “the emer-
gency” of the situation or may minimize the prob-
lem. Sometimes they may even go through the
mourning process of their “previous” life and
seem to accept the loss of their sexual capacity as
the price to pay for their cure. This may be consid-
ered as a fatality. The program has to leverage this
very first state.

2. To consider that the disease (in this case, sexual
dysfunction) and its consequences may be serious
for them. In the investigation, only certain patients
made a direct connection between the conse-
quences of the sexual dysfunction and the rela-
tionship with the partner and the degree of
acceptance of this one. Most patients are still in a
state of mourning, giving priority to their sur-
vival. Consequences of the therapeutic gesture are
minimized. This is the second step to work on in
the program.

3. To believe that following the treatment will be
beneficial for them. The study reveals that the role
of the existing and proposed treatments and care
management is not necessarily understood and
that the beneficial effects of care management are
not necessarily accepted. If the attempts made do
not give encouraging results right from the start,
the patients lose confidence. This confidence and
skills must be developed by the program.

4. To believe that the benefits of the care manage-
ment outweigh the side effects as well as the
psychological, social, and financial constraints
generated by this care management. The study
reveals that not many patients are motivated by

the idea of having to administrate IICs and that for
many it may simply be impossible (needle pho-
bia). The cost of certain treatments may also con-
stitute an obstacle. The side effects are not
necessarily outweighed by the beneficial aspects.
Despite the treatment, obtaining an erection may
be difficult and may be subject to conditions that
are considered to be unfavorable. This balance
must be reversed.

The program was thus built upon the foundations and
conceptual framework of the HBM, as it best matches the
structure of the situation that the patients are faced with.
It develops knowledge, skills, and psychosocial skills.

The specific educational objectives, identified and for-
mulated through this prism, thanks to the diagram of
Martin and Savary, are the following:

Identifying the mechanisms of erection before the
intervention (“normal” situation);

Explaining the impact of the intervention on these
mechanisms (motivational session);

Detailing the advantages of rapidly resuming sexual
activity;

Explaining the role of the proposed treatments;
Explaining the advantages as well as the disadvan-
tages of these treatments;

Detailing the possible means to limiting these
disadvantages;

Mastering all the skills related to technical gestures;
Knowing who and how to contact in case help is
needed (communication skills);

Identifying the obstacles and incentives to resuming,
with the help of treatments, the patients’ sexual activ-
ity. The presence of the partner is proposed for this
objective (self-efficacy and communication skills).

The program was built around six sessions (Figure 1). All
sessions will be individual as the qualitative study high-
lighted that all patients experienced a major obstacle
related to collective discussion (with other patients) on
sexuality. The qualitative study also stressed the impor-
tance of involving the sexual partner in the educative pro-
cess: a session with the patient and partner was thus
organized. Finally, this study underlined the benefits of
involving physiotherapists in the educational team. Those
professionals, through their expertise, are particularly
appropriate in the transmission of the technical skills and
techniques that need to be acquired. Physiotherapists
have already the function in the early postsurgery—
independently of the PEP and in current practice—of
proposing systematically urinary continence rehabilita-
tion. The extension of this function to educate the patient
in sexual rehabilitation makes sense in this context.
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\D-é/d{ » Session 1, on the day that the patient has his pre-surgery anaesthetic consulatation
the » Educative diagnosis (or construction of educative schedulde)
Prostat-
ctom
\
\/ » Session 2, by the physiotherapists before the patient hospital discharge
D1 of the| * Make the patient adhere to the concept of post-RP erectile re-eduaction
% /
N
N
+Session 3
) » Presentation of available treatments, practice of the intra-cavernous injections
A =
\ .
| Y
\ « Session 4 Acquisition of skills for the management of treatments. Decreasing anxiety
S 4
\ »Session 5 Encourage the really progressive resumption of sexual intercourse .
» with the partner, acquisition of skills, communication with the other,
» autonomisation of the couple
J
a
+* Session 6
+ educational evaluation
4

Figure |. Patient Education Program.

Note. Figure | describes all consecutive sessions of the patient education program offered to prostate cancer patients undergoing radical

prostatectomy, reporting educational content and schedule.

The patient education team, according to its usual
organization, will regularly come back to the patient to
offer him, if needed, consolidation educational sessions
throughout the patient’s care. This need will be expressed
by the patient according to the level of autonomy acquired
by him, as a result of the patient education.

Discussion

The results of this study underline the low level of prepa-
ration of the patients for the sexual consequences of RP.
Their representations with respect to post RP were not
adapted; they have little knowledge on the importance of
rapid rehabilitation, their skills in implementing the latter
was practically nonexistent, and thus their needs were
identified as considerable in this field.

A PEP has been built to address all these needs, spe-
cifically. This program’s construction follows all the
quality guidelines of program development, to ensure it
will fulfill all its objectives and is adapted to the popula-
tion targeted.

Two categories of patients are here to be taken care of:
“resigned” and “misinformed.” For the first, it is assumed

that the motivational session of the program would be of
importance to change their grasp of the problem: both
improvements of survival and sexuality are absolutely
compatible. Concerning the “misinformed,” the provi-
sion of comprehensive knowledge and skills made by the
program should reveal and fulfill the unknown needs.
Still, for both groups, there is a common pathway:
they are confronted, postoperation, with an individual
ED, but it is the sexuality of the couple, on the whole, that
is impacted. Many studies have attempted to study the
effectiveness of medical treatments on erections, while
ignoring the essence of accompaniment and education
relating to sex life in its broadest sense. Erection is not the
only concern of the patients: the absence of ejaculation,
incontinence, the decrease in the size of the penis, or the
feeling of “no longer being a man” (Bokhour et al., 2001;
Fergus et al., 2002) are elements that hugely impact the
sexual quality of life of the patients. Nelson et al. (2010)
reported that, even after having recovered an erectile
score equivalent to the preoperative erectile score, sexual
satisfaction decreased systematically. Schover et al.
(2002) reported 85% of 1,236 post RP men complaining
about ED, 45% having a decrease in libido and 65%
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lacking orgasm (Schover et al., 2002). Donovan et al.
(2016) confirmed the existence of these pervasive side
effects, and in the long run. Walker et al. evaluated the
contribution “of workshops on intimate communication
for the couple” designed to help the couples in their sex-
uality following the RP. They noted that the relations of
the couples improved considerably, but changes related
to sexual satisfaction in the men were not significant
(Walker et al., 2017). It is thus probable that reaching the
sexual state enjoyed before treatment is impossible. This
reality, illustrated by our study, has many implications on
the management of these patients, in particular on the
information given before the operation, by the urologist.
It is necessary to anticipate patients’ expectations and to
step very lightly so as to avoid disappointments.

Certain patients choose RP to benefit from the conser-
vation of the neurovascular strips and consequently to
preserve their sexuality. This is particularly true after
robotically assisted RP, where expectations in terms of
functional results are higher. Schroeck et al. (2008, 2012)
reported that those patients had many more regrets and
disappointments than patients undergoing open surgery,
because they had greater hopes in terms of functional
results.

We believe that a PEP will be able to fill these gaps in
knowledge, skills, and psychosocial skills, in terms of the
consequences of RP on sexuality and will be able to give
the patients all the necessary skills for the resumption of
sexual activity while avoiding false beliefs and hopes.

While following the methodology of construction of a
PEP recommended by the NCI, we ensure, a priori, the
quality of this program: The educational objectives were
built within an adapted conceptual framework, based on
an exploratory study on the patients targeted. The speci-
ficity of this population was taken into account: The ses-
sions respect the intimacy of the patient and one of the
sessions aims at including, as much as possible, the part-
ner. The couples will thus be able “to renegotiate” their
sexuality after cancer and to fight against the phallocen-
tric model of sexuality (Ussher et al., 2013). According to
Ussher, “the resistance to the imperative requirement of
coitus should be a fundamental aspect of the information
and support provided by the health professionals.”

This study is one of the few to develop a nonmedica-
tion approach to rehabilitation for ED after RP. The
majority of the literature on the subject focuses on screen-
ing for ED and treatment with drugs. It is difficult to find
and discuss studies that specifically address the construc-
tion of a behavioral intervention in this setting. Toussi
et al. (2021) recently succeeded in demonstrating the
effectiveness of a nonmedical device not only on penile
length but also on sexual intercourse and overall sexual
satisfaction. We hope that this type of study will open up
perspectives on the management of these patients.

Our study also presents certain limitations: the princi-
pal one being that patients were recruited in only one cen-
ter and all underwent an operation by assisted laparoscopy
robot. Second, we did not take into account their preopera-
tional sexuality, which inevitably has an impact on how
surgery is experienced, but which also enabled us to avoid
any further selection bias. Third, the characteristics of the
socio-anthropologist (age, gender, social class, posture)
may have interacted with the respondents and their dis-
courses in two ways: when they were interviewed and
when she interpreted the verbatims. This is why it was
mandatory to have a trained socio-anthropologist, with
experience in cancer patients’ interviews, so that she could
adopt a proper situated stance during the interviews and a
proper analytical methodology. The similitude with the
literature on needs expressed by patients confirms that her
characteristics did not “bias” the results of the qualitative
study. Fourth, post RP incontinence is not directly targeted
inside our PEP. Yet it is indirectly addressed, either
through the organizational choices of the program or
through the psychosocial skills developed under this pro-
gram. Indeed, this PEP recommends that the first educa-
tion sessions be led by a physiotherapist. However, the
physiotherapist is already present in the urology depart-
ment and already assists patients in continence rehabilita-
tion. There is thus a perfect continuity between the
management of continence and sexual dysfunction. In
addition, the program teaches patients to identify obsta-
cles to their sexuality and to seek medical help when nec-
essary. This applies to the 15% of patients with persistent
incontinence who require medical treatment for it
(Salomon et al., 2015). Finally, 18 weeks may be consid-
ered too short for an intervention of sexual rehabilitation.
However, patient education is not an intervention requir-
ing repeated practices or continuous training with an
experienced professional. PEP is about empowering the
patient, meaning giving him the ability to continue his
rehabilitation by himself. Patient education usually sets
patients goals of adherence to treatment, independent
management of side effects, and unexpected situations. It
allows the patient to become independent of the health
system. The effects of the PEP are thus supposed to remain
sustainable over time, beyond those 18 first weeks.

Conclusion

The results of the qualitative study lead to build a tai-
lored PEP aiming at improving the sexuality of patients
after RP, in accordance with the current quality stan-
dards of patient education in cancer, making it possible
to meet patients’ expectations. To demonstrate the effec-
tiveness in real life of this program on the sexuality of
patients, it is currently assessed in a controlled, multi-
centric clinical trial.
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