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Abstract

Objective—Focus on cancer survivorship and quality of life (QOL) is a growing priority. The
aim of this study was to identify and describe the most salient psychosocial concerns related to
sexual functioning among African-American (AA) prostate cancer survivors and their spouses.

Methods—Twelve AA prostate cancer survivors and their spouses participated in semi-
structured individual interviews. The interviews assessed couples’ experiences with psychosocial
adjustment and sexual functioning posttreatment for localized prostate cancer. The data were
analyzed using the constant comparison method and content analysis.

Results—In this qualitative study of couples surviving prostate cancer, there were divergent
views between the male prostate cancer survivors and their female partners, particularly regarding
sexual functioning. For the males, QOL issues emerged as the primary area of concern, whereas
survival of their hushands was considered most important among the female spouses. The male
respondents expressed unease with the sexual side effects of their cancer treatment, such as
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erectile dysfunction and decreased sexual desire and satisfaction. Female spouses recognized
decreased sexual desire in their partners following treatment, but this was not considered a
primary concern.

Conclusions—~Patients and their spouses may have differing perceptions regarding QOL and the
impact of sexual functioning on survivorship. This study points to the need for further research
and intervention development to address these domains with a goal to improve QOL.
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Introduction

Eighty-nine percent of prostate cancers in African-American (AA) men are diagnosed at
stages where the 5-year relative survival rate approaches 100% [1]. While more men are
surviving prostate cancer, little is known about the psychosocial issues related to sexual
functioning AA men experience due to prostate cancer treatment [1-4]. AA cancer survivors
reportedly encounter multiple sociocultural barriers in seeking medical and psychosocial
information, treatment, and care [5]. However, no studies to date have focused on AA men
with prostate cancer and thus the applicability of these findings remains unclear.

An estimated 33-98% of prostate cancer survivors report poor quality of life (QOL) due to
sexual dysfunction after treatment [6]. Common domains of sexual dysfunction include
reduced sexual desire, erectile dysfunction (ED), and decreased sexual satisfaction [7].
These domains can produce psychological and relational stress and associated changes in
survivors’ sex lives [8]. Several studies have identified negative psychological consequences
commonly associated with treatment for prostate cancer, such as reduced feelings of
masculinity, anxiety, depression, stress, and problems coping [9-11]. Other effects include
diminished self-esteem and feelings of inadequacy and self-consciousness regarding sexual
performance and the ability to sexually satisfy their partners, collectively resulting in a
restricted and isolated lifestyle and embarrassment [5,12].

Recent studies have documented the adverse impact of prostate cancer treatment on a
spouse’s QOL, which ultimately influences how effectively the couple copes with and
adjusts to challenges of the illness [4,6]. Kim et al. refers to the interdependent impact of the
QOL of one spouse and its impact on the other as an actor effect and partner effect [13].
This dyadic mutuality, described in the context of psychological distress, has also been
described in other studies [14-17]. These studies show that spouses often report increased
emotional and psychological stress, such as anxiety, depression, anger, fear, and loneliness,
and are at increased risk of suffering greater psychological distress than the cancer patient
[4,14-17].

This is the first known study to qualitatively examine and describe the psychosocial issues
related to the sexual functioning of AA couples surviving prostate cancer. The study
findings are part of a larger investigation of the salient psychosocial issues of AA prostate
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cancer survivors and their spouses and will assist in the development of culturally
appropriate interventions to improve QOL.

A purposive sampling strategy was implemented to recruit participants. A sampling frame of
65 AA prostate cancer survivors was developed through the cancer registry of a major
cancer center and the client network of a nonprofit state-based organization. Inclusion
criteria for the male participants included: (a) diagnosed and treated for prostate cancer
within the last 5 years and at least 1 year post-diagnosis; (b) age 40-70 years; (c) AA
heterosexual, married male; and (d) no diagnosis of recurrent prostate cancer or any other
type of cancer. Couples were enrolled based on inclusion criteria for the male and the
willingness of his spouse to participate.

The study commenced upon approval by the Institutional Review Board (IRB) of a major
university. After informed consent procedures, semi-structured, in-person interviews were
conducted with AA prostate cancer survivors and their spouses. The individual interviews
with the couple were conducted concurrently to improve the validity of the responses,
ensuring that data were not unduly influenced by the comments of one’s partner. The
interviews were audio taped and professionally transcribed. At the completion of the
interview, each interviewee received a $50 gift card to a local supercenter store, as approved
by the IRB.

Interview guide

To establish content validity, the interview guide was pilot tested with a convenience sample
of four AA couples treated for prostate cancer. Based on results from the pilot test and
feedback from internal reviewers, the interview guide was revised by the study team. This
revised interview guide was reviewed by clinical experts to establish face validity. The
interview guide consisted of 8 primary interview questions and 15 possible probe questions.

Data analysis

Results

Data were analyzed using a combination of content analysis and the constant comparison
method [18]. The study codebook consisted of a priori codes, derived from existing
literature and emergent codes, identified as data analysis progressed. Two members of the
study team coded each transcript independently, and codings were compared to ensure
reliability. ATLAS.ti (version 5.2) software was used to manage and analyze the text
produced during the interviews.

Of the 65 AA eligible prostate cancer survivors contacted through an introductory letter, the
response rate was 49%. Upon screening, 12 survivors were subsequently found eligible.
Reasons for ineligibility include: (a) over the age of 70; (b) time since diagnosis and
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treatment was beyond study parameters; or (c) change of spouse since diagnosis and/or
treatment. Male participants were between 51 and 70 years of age, with a mean of 59.75
years. Couples were married throughout prostate cancer diagnosis and treatment, and the
length of marriage ranged from 5 to 46 years.

Among the 12 couples, surgery and radiation were the most common forms of treatment,
with 33.3% (four) reporting surgery, 42% (five) reporting radiation therapy, and 25% (three)
reporting a combination of surgery and radiation therapy. Of the eight individuals who
received radiation therapy, 88% (seven) reported having brachytherapy or seed implants. For
the 11 couples reporting ED, some form of oral medication was recommended. The couple
that reported no ED described some decreased libido and was the only couple that
underwent hormone therapy. Five of the 12 couples discussed changes in libido following
prostate cancer treatment.

In the following section, a summary of key themes is discussed in the context of sexual
functioning. Figure 1 reflects the frequency of reporting key themes between the men and
their spouses. The broad range of convergent and divergent psychosocial concerns identified
by the men and their spouses are presented in Table 1.

Males’ perceptions of sexual functioning

When asked to describe the impact of prostate cancer treatment on their sexual relationships,
the male participants frequently discussed ED as a primary side effect of treatment,
contributing to increased distress and either temporary or permanent sexual dysfunction.
Most men noted having reduced ability to perform sexually. Some of the participants
discussed how the loss of sexual desire or reduced capacity to perform sexually due to ED
influenced their sense of masculinity or manhood, resulting in decreased self-confidence and
self-esteem.

For some of the men, ED was a topic of concern because they had been informed before
treatment to anticipate such side effects by their physician or in literature regarding prostate
cancer treatment. However, some men felt they did not have enough information about the
possibility of ED. Most of the male participants felt they were given many options about
ways to manage ED but without counseling or in-depth detail on each option. Many were
frustrated that these options did not seem to work. About half of the men were reluctant to
use any type of ED treatment or management. Oral medications were the most frequently
mentioned treatment option for ED. Among those who had tried oral medications, most
expressed disappointment in the results achieved and no longer used them.

Men stated the support of their spouse, family, and friends was beneficial during the
diagnosis and treatment of their cancer, yet they rarely reported open communication about
their treatment and symptoms with their spouses. A small minority of men reported
discussing either potential or actual loss of sexual functioning with their wives. However,
most men seemed to speculate how their wives felt, suggesting a lack of discussion about
their sexual challenges. Some male participants were less concerned about their decreased
ability to have an erection or, in some cases, the total loss of sexual desire, owing to the
encouragement and support received from their spouse. The majority of men, even those
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who said sex was not important or their relationship with their spouse was still good without
sex, appeared conflicted or concerned about the loss or reduction of this aspect of their lives.

Females’ perceptions of sexual functioning

Although sexual functioning emerged as an area of concern, the survival of their husbands
was considered most important among the female spouses. The majority of women
recognized decreased sexual desire in their partners following prostate cancer treatment.
These same women noted they were unsure of the etiology of the loss or decrease in sex
drive.

The women conveyed their distress and frustration given their limited knowledge of prostate
cancer, minimal communication about their partners’ treatment, and the lack of support and
services for partners of cancer patients. Most women reported their spouse had tried some
type of oral medication or procedure to regain or retain erectile functioning, but they were
sometimes unfamiliar with the details of their partner’s treatment. About half of the women
noted the physician only mentioned sex as part of discussions about the need to use condoms
immediately after prostate seed implants (i.e. radiation). Minimal information was
communicated to the spouses regarding their husband’s treatment options and/or available
services.

Approximately half of the women said the reduced sexual desire and sexual activity were
not problematic. Often, this was attributed to the couples’ age, the length of the time the
couple has been together, and/or the level of commitment of the couple. Instead, most
women said they were more concerned about their husband’s distress over the loss of sexual
functioning than they were for themselves. However, some were unaware of their husband’s
true feelings due to limited discussions about sexual functioning. A few women reported
some conflict over the loss of sexual activity in their relationship; yet, they had difficulty
articulating these feelings.

Discussion

The findings of this exploratory study are generally consistent with earlier QOL research in
prostate cancer and other disease sites, linking increased psychosocial morbidity with sexual
dysfunction. This study is among the first to qualitatively describe the psychosocial issues of
sexual dysfunction from the perspective of AA couples. Although the husbands in this study
tended to focus on sexual dysfunction as the source for most of their posttreatment distress,
the intrinsic link of social relationships, sexuality, and manhood was of more concern. The
majority of men discussed the impact of decreased sexual functioning on their overall
concept of masculinity, confidence, self-esteem, and their ability to relate to their spouses.
The wives noted the change in self-esteem and confidence among their husbands following
treatment. As a result of this change in masculinity and sexuality, the husbands reported an
increase in psychological distress, feelings of social isolation, and an inability to
communicate with their spouses.

Our findings represent a unique contribution to the literature, providing new information on
the role of sociocultural factors, such as seeking medical information, social support,
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communication strategies, management techniques, marital role delineation, and temporal
orientation, related to psychosocial issues of sexual dysfunction among AA men and their
spouses. The majority of couples reported an increased need for social support, but was
hampered by ineffective communication and coping strategies. Couples reported minimal
exchanges between each other regarding the extent and impact of the effects of treatment on
overall QOL. Similar to other studies, the husbands reported frustrations with their
relationships and often found it difficult to share their concerns with their wives [19,20].
Additionally, couples agreed that being part of a strong, positive, committed, and supportive
relational dyad with good communication skills could serve as a buffer against
psychological distress. The lack of available information was found to adversely impact the
couples’ ability to effectively communicate and cope with the effects of treatment. Wives
also expressed an interest in being involved in the treatment decision-making process, given
their role as the primary caregiver.

Conclusions

The exact impact and extent of successful adaptation of changes in body and self-image,
masculinity, sexuality, and uncertainty remains unclear among AA prostate cancer survivors
and their spouses. This study of AA couples surviving prostate cancer highlights the need
for more indepth investigations of psychosocial issues, in general, and sexual functioning, in
particular.
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Figure 1.
Effects of prostate cancer treatment on African-American couples
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Perceived psychosocial concerns of prostate cancer among African-American survivors and their spouses

Themes

Male prostate cancer survivors

Female spouses

Sexual functioning

Communication

Social support

Management
techniques

Concern about loss of sexual desire and performance

‘It takes away your sex drive and it changes your lifestyle.’

“You don’t have any feelings... for sex [sexual desire]...
That really upset my whole life.”

‘I know | do need some help to get an arousal... but it varies
and

(my doctor) recommends (one kind of drug) for that and
another

for maintaining and | wanna get with it but it may just be
gone.’

‘Sometimes inside of me | feel like | want to make love... but
it’s not there... so I just block it out of my mind.”

‘I’m not happy with the way it turned out... it’s been 4 years
and still can’t have a sex drive.’

Focus on difficulties with patient— provider communication

‘They tell you to accept it or at least it could happen... so you
sit and wait for it to happen.’

‘I was given a few prescriptions so | guess they knew it might
be
a problem.’

‘They told me it’ll take time for your nature to come back to
you... | didn’t know what to expect... | think they should have
explained it a little better to me.”

“They told me I might have... some impotence [erectile
dysfunction], but not that I could not get no erection.”

Spouse’s support regarding sexual functioning

‘My wife go along with me, sex is out of the question... she
don’t worry about it and | don’t worry about it.”

‘| think she may have lost some interest [at time of diagnoses]

that’s the way | felt, but | don’t know how she really felt. She
never said it.”

Lack of effective treatments for erectile dysfunction

‘They try to give me pills... | try some needle stuff... still
don’t
work.’

‘I’m scared to take those pills... | take enough medications.’

‘| took ‘em, they don’t work... so what’s the point?”

Concerns for husband’s wellness

‘It affected that way (sexually), but... we love each
other so it

didn’t have a big barrier... the main thing was him
being cured.’

‘When he was first diagnosed, my main concern was
to save
his life.”

‘I think one of the biggest problems once a man
finds out he has

prostate cancer... he’s thinking that’s the end of his
sex life. To

some men that’s the same as the end of their whole
life.”

‘He has mood swings if he can not perform... it gets
to him...
it’s hard for me seeing him upset.’

Focus on difficulties with partner communication

‘I don’t know if he talked to the doctor about like a
penile implant

or anything to help. He never explains to me what he
wants.”

‘We know part of him is not there... but he didn’t
explain that

he would like to have things like that (Viagra)... and
I don’t

think he will’

“They put him on Viagra and | don’t know what else
to tell you,

cause that’s all I know... he don’t say nothing or do
nothing so

what am | gonna do?’

Change in sexual relationship with spouse

‘We used to travel... go all the time... that was our
alone time...

he don’t plan no trips with me no more... don’t do
nothing.’

‘Sexually, I’'m not attracted to him because of it [i.e.
erectile
dysfunction]’

Minimal information about prostate cancer
treatment

‘He’s tried Viagra, and he says it doesn’t do him
much good.’

‘He took it the first time, said his head hurt and so
there’s no
sex life.”

‘Condoms but that was all.”.
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Themes Male prostate cancer survivors Female spouses
“They try to give me pills... where I could live my life but it ‘I was pretty upset... | asked the doctor what is this
just gonna do
don’t work.’ to his sex life... and he really never addressed it...’
Marital role Affect on masculinity and manhood Impact of marriage commitment and affection
delineation

Temporal orientation

“You lose your confidence... that’s the biggest thing in a
man’s

life... he’s like a nobody, he’s a peon... it’s a drawback,
always

on your mind.”

“The (lack of) erections are what’s holding me back on
everything. My sexual activity was a big part of my life you
know cause I’m a man that’s just nature.’

Self-evaluation of purpose and meaning of life

‘I guess most men my age... don’t know if... it’s age or
what...

| always been a active man all my life but now not quite as
much... and it doesn’t bother me... anymore.’

‘I kinda block that (sex) out of my mind... like | said, I'm
69 years old and | had enough fun in my life... so one way
or another, you gotta give up certain things.’

‘I’m not a young man and eventually it’s (sex) gonna stop
anyway so I’m not really worried about it.”

‘It’s different... | mean, you have sex but you don’t
have to have
sex all the time to love a person, you know.’

Impact of length of time married

‘Because of our age and the many years we’ve been
together,
it’s not a problem...”

“You know, a lotta people think sex is everything but
when you

start getting older then you start realizing a lotta
different things

about sex; you understand what 1’'m sayin.’
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