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Abstract

Main objective: to describe sexuality experiences in adult leukemia patients undergoing chemotherapy. Methodology: exploratory qualitative
study of phenomenological trend, with eight participants and two in-depth interviews with each one. The analysis consisted in gathering informa-
tion and tracking topics. It aimed at grasping the essence, encouraging new topics, and delving into the meaning of the experience. It was ap-
proved by the Ethics Committee. Main results; three analytical topics emerged: (1) relationships are strengthened, (2) sexual desire is inhibited
due to the disease, and (3) there is a need for information on sexuality. Main conclusion: sexuality is expressed in interpersonal relationships
and family interactions. Sexual desire is inhibited because there are other priorities. It is necessary that healthcare professionals provide their

patients with relevant information on sexuality.
Keywords: Leukaemia. Drug therapy. Sexuality. Nursing care.

Introduction

Leukemias are a heterogeneous group of diseases characte-
rized by infiltration of the bone marrow, blood, and other
tissues by neoplastic cells of the hematopoietic system, which,
according to their evolution, are classified as acute or chronic
and, according to the cell lineage affected, they are lymphoid
or myeloid." In Colombia, the estimates suggest that every
year there will be about 1,338 new cases of leukemia in men
and 1,290 cases in women.” Treatment for people with leuke-
mia requires inpatient hospitalization due to daily hematologi-
cal monitoring and the aplasia produced by the drugs. The
toxicity of antineoplastic drugs depends on the type of drug,
the chemotherapy regimen, the dosage, the route of adminis-
tration, the elimination pathway, and also the synergism
among this components.’

One of the effects of the treatment is that it may alter sex-
ual functioning as a result of symptoms such as fatigue, pain,
and restriction of movement.* Furthermore, anemia and ano-
rexia may cause weakness and also hinder sexual activity.’In
addition, the treatments used (drugs, radiotherapy, and surgic-
al interventions) may produce similar effects and even consi-
derably limit sexual relations. Psychological factors such as
beliefs, the emotional impact of the disease, motivations, and
coping play an important role in the appearance of sexual
difficulties.™®

According to Lopez and Gonzalez, there are four main
ways in which cancer or its treatments can affect sexuality: (1)

physical problems to give and receive sexual pleasure; (2)
disturbed body image; (3) feelings such as fear, sadness, and
distress; and (4) modification of roles and relationships. If one
of these problems arises, there may be an impact on the oth-
ers.”® Many of these manifestations tend to be underestimated
by the health care staff due to lack of information or know-
ledge on the subject or because of fear or embarrassment to
address a topic that can be questioned from a cultural and
social perspective.®

Some studies have demonstrated the importance of sup-
porting cancer patients regarding their sexuality during and
after treatment.”'® Olsson et al. found that nurses caring for
cancer patients considered sexuality as an area of their profes-
sional responsibility, but they rarely provided support in that
respect.'’ Nursing professionals could guide the implementa-
tion of various intervention approaches'” to support sexuality
during and after treatment. According to Schover et al., many
cancer patients are not aware of potential changes to their
sexual function or fertility; even after treatment, they continue
to have unmet needs for information."

Nurses need to prepare to provide solutions, information,
and guidance about the sexual problems of their patients
through life experiences, which are unique and diverse. In this
sense, qualitative research is a very valuable tool because it
proposes new ways of caring, beyond the biological aspect,
and prioritizes humane care. From this perspective, the present
study seeks to describe the sexuality experiences of adult
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patients diagnosed with leukemia who are undergoing chemo-
therapy.

Methodology

This was an exploratory qualitative study of phenomeno-
logical trend. The population was represented by patients
hospitalized in the hematology and oncology unit of a health-
care institution in Medellin (Colombia), who met the inclusion
criteria: aged 18 years or older, diagnosed with myeloid or
lymphoid leukemia, and undergoing chemotherapy. There was
no exclusion due to age, gender, educational level, or socioe-
conomic status, since the purpose was to explore experiences
and this required including all patients with the same expe-
rience, but with different rationalities and subjectivities.

Eight participants were selected using a purposive sam-
pling. Data were gathered through in-depth interviews (two
per interviewee)—at this stage, no new information emerged.
Interviews started with a general question and moved carefully
and gradually to the topic of sexuality. Respondents’ privacy
and confidentiality were protected. The interview received the
approval of the Health Research Ethics Committee and the
Scientific Committee of the healthcare institution.

The information was analyzed using the descriptive phe-
nomenological method.'*Likewise, the researchers used phe-
nomenological reduction'*" to reflect on the need of suspend-
ing judgments about the phenomenon under study and tried to
distance themselves from preconceived ideas in order to focus
on experiences. In the first phase, information was gathered
and the topics related to sexuality were tracked. In the second
phase, an attempt was made to collect as much information as
possible from different perspectives, and participants were
invited to a second interview in order to compare emerging
information with their experiences. In the third phase, an ef-
fort was made to grasp the essence and common structures of
the sexuality experience as well as the relationships between
them, and subtopics were defined. Finally, the meaning of the
sexuality experience was analyzed in depth and the essence of
the phenomenon of interest was revealed. The results were
validated through triangulation by advisors throughout the
analysis process; the field notes and feedback with the partici-
pants, through a second interview.

Results

The sample consisted of eight participants (five men and
three women) between 22 and 69 years of age. All of them
were hospitalized and their level of education ranged from
elementary school to college (see Table 1). Three analysis
topics emerged, which describe the experiences and mean-

able. His voice chokes with emotion as he says that his loved
ones left everything behind to be with him: “I owe my recov-
ery to the love of my family, they left their jobs to be with me...
I can’t even talk ... In this situation, you realize what you
have. My wife, my children, my family are everything to me
and they have been unconditional” (P1-11).

A diagnosis of leukemia may bring together and integrate
the family thanks to the encounters in the hospital. From a
handshake to a hug (something that had not happened before
between two brothers), the attitudes change to open the way
for better relationships: “This has brought us closer because
my family was not in contact, but now they’re seeing each
other and talking to each other. With my family, [the
relationship] has improved a lot. For example, with my
brother, we used to greet by shaking hands, but now he hugs
me. [My disease] has been particularly shocking for him. He
has investigated a lot about it ... It brought us closer.
Everything changed because of the diagnosis. Wekeep in
touch now” (P6-11).

Sexual desire is inhibited due to the disease. Desire, sexual
satisfaction, and erotic expressions disappear while patients
are hospitalized. Being diagnosed with leukemia changes life
priorities and patients usually focus on their treatment and
recovery. In this sense, the sex drive is inhibited and returns
only when patients recover their normal life at home. Sexuali-
ty can be expressed at home through kisses, hugs, glances, and
caresses: “Regarding sexuality, when you recover from the
disease, you understand that life goes on; but when you're
diagnosed and undergoing treatment, you set it aside” (P1-
12). “I have another priority now: feeling better... I am fo-
cused on the disease, on my treatment, and on recovering.
That’s my priority” (P2-11).

Another aspect that limits sexual desire is isolation. The
hospital protocol does not allow intimate contact; however,
sexuality can be expressed in different ways: it is not just
about genitality, but also about lovely words, attention, care,
daily calls, hugs, and kisses: “As you're hospitalized, you
can’t do anything. More than a limitation, I think this is a
matter of health, isolation, and those things. Sex is not the
only way of showing your partner that you love her. Here in
the hospital, I worry about her, I call her every day, I hug her
and kiss her, and I tell her lovely words. You have to win her
heart every day. That’s something that you can’t take for
granted” (P4-12).

Although age can be a barrier for sexual desire, this is not

Table 1. Demographic characteristics of the leukemia patients undergoing

ings around sexuality.

Relationships are strengthened. Relationships with loved

ones become stronger during the disease as a result of the
visits in the hospital. They become more intense when

patients cry and are moved by the unconditional support of

their loved ones. The main family members involved in the
process are children and partners. These relationships are of

great value during disease recovery and treatment, especial-

ly when love and affection intensify. For the interviewee
P1, the unconditional support of his family was really valu-

chemotherapy

Participant Age Sex Education Marital status

P1 69 Male Bachelor's degree Married

P2 22 Female High school Single

P3 34 Female High school Divorced

P4 28 Male Elementary school Domestic
(unfinished) partnership

P5 65 Male Three-year associate Domestic
degree partnership

P6 22 Male Elementary school Single

P7 22 Female High school Single

P8 37 Male Bachelor's degree Single
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the case among the respondents, since they expect that, after
the treatment, they can continue experiencing this aspect of
their lives as part of their couple relationships: “People think
that you can no longer do it because of age, but this is some-
thing you can’t ignore; it’s part of the couple relationship”
(P1-11).

As for erection and sexually active life, these are lost dur-
ing hospitalization, as hospitalized patients do not think about
sex nor feel desire. However, once they recover, they expect
to reactivate their sex life, including erectile function: “You
don’t think about it because there’s no desire; what you don’t
desire doesn’t come to your mind ... I think that sex is not only
erections ... 1 expect to recover when the levels get to their
point, continue having erections, and carry on my sex life that
has been very active” (P5-11).

There is a need for information on sexuality. The interviewees
perceived a lack of information on sexuality during their sick-
ness and chemotherapy. They consider that this topic can
cause embarrassment and that, perhaps, healthcare profession-
als believe that someone sick has no sexual desire. The fact
that the patients did not ask for this information has to do with
the cultural censorship and with the lack of knowledge about
the effects of chemotherapy on fertility and sexual function-
ing. The patients consider information about sexuality impor-
tant to make informed decisions and properly prevent or han-
dle the effects of treatment: “Homestly, I'd have felt embar-
rassed because of what they could think: ‘I'm telling him he’s
sick and he’s asking me about that’; I think I could’ve been
more prepared if they had talked to me about that, about what
could happen to me” (P1-12).

Thus, it is necessary to provide information about fertility
and the current preservation methods to favor future procrea-
tion. These topics are not communicated before chemothera-
py: “They should provide more information on sexual repro-
duction because, for example, I didn’t know that, before che-
mo, in the case of women or men [sic], you could do a process
to preserve the eggs, so that later, when the treatment ends, if
you want to have children, this could be easier” (P2-GF).

Information on sexuality should address the importance of
self-care and protecting the partner by using condom: “This
information is fundamental during treatment to know how to
take care of yourself and protect your partner as well;, I was
using condom, but I didn’t know how important that was; some
may not use it, but, besides taking care of yourself, you should
take care of your partner” (P4-11).

Discussion

The respondents’ accounts describe a sexuality experience
that goes beyond genitality and eroticism and involves com-
munication and interaction with the family and the partner. For
the participants, meeting with their families meant new forms
of communication that resignified a language and an intense
and different way of expressing themselves. In the case study
by Nondeleu Arraez, the respondent denoted and appreciated
the great support that he received from his family—especially
wife and parents—and highlighted his partner’s patience in the
worst moments of the treatment; she became his main caregi-
ver, his protector.'®

Family members are perceived as committed and warm

during the recovery process of their loved one. This is impor-
tant because patients feel loved and supported in the most diffi-
cult moments of diagnosis and preventive isolation. The way
that the family deals with the disease stages of one of its mem-
bers favors family balance or homeostasis.'” Robert et al. af-
firm that social support, such as that of the family, helps pa-
tients to cope actively and positively with difficult situations,
which allows them to look for information, request profession-
al help, and try to solve problems.'® The study by Casas et al.
states that patients with hematologic malignancies found in
their families the main emotional support and motivation to
fight the disease."” The social dimension should entail nursing
care plans with actions that strengthen family bonds and foster
loving and affection expressions. This, combined with know-
ledge on sexology, allows nursing professionals to offer better
options to keep the family’s ability to express feelings, try
new ways of communication, and show interest in each other.

The leukemia patients undergoing chemotherapy expressed
that their sexual appetite or desire was inhibited or that they did
not feel sex drive; they justified this by mentioning their health
condition, hospitalization, and isolation. The study by Gaviria
et al. reports that most of the male patients accepted the
changes, including sexual desire absence, and normalized
them, since they took them as part of the natural aging
process.”’ The patients also expressed that desire renews easily
at home, which underpins the idea that low sexual desire is
manifested during hospitalization. Similarly, McGrath’s study
expresses that the effects of the disease and the treatment on
the patients’ sexuality ranged from having no problems with
sexual desire to having a mild impact that eventually disap-
peared. Likewise, this study shows that not all patients with
hematologic malignancies experience sexuality issues."”

Other respondents attribute sex drive reduction to aging,
but they expect to continue enjoying this aspect with their
partner after the treatment. By the same token, the study by
Gilbert et al. reports that many patients claimed to have un-
derstood the changes in their sexuality and accepted them as
part of the natural aging process. The patients expected to
carry on enjoying sexual activity in their old years through
other forms, such as touch and tenderness.”!

The present study shows that patients are concerned about
their partner’s satisfaction and their erectile function. The
study by Alvarez et al. found that the patients with testicular
cancer who underwent chemotherapy had no alterations in
their erectile function and sexual desire.”” The study by Gilbert
et al. explains that the relationship status and the partner’s
support played a major role in the adaptation to sexuality-
related physiological and psychological changes experienced
after treatment.”' The way that the partner supports and under-
stands sexual changes should also be considered in the care
plans for leukemia patients, in order to offer them different
strategies to improve their couple relationship, including accep-
tance, support, and exploration of other forms of expressing
physical affection.'’

The interviewees manifested that they did not receive in-
formation about sexuality and fertility; however, they did not
request it either because they lacked knowledge on the treat-
ment consequences or because they considered this to be a very
intimate and culturally unspeakable matter. The scarce infor-
mation on sexuality also appears in the studies by Pereira and
Schattman® and Camacho and Reyes,** which point out that
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many patients are not aware of the possible changes in their
sexual function or fertility, and that all the fertility preserva-
tion modalities remain underused. Even after cancer treatment,
many patients still have unmet needs for information on how
to recover their sexual function and fertility.

The participants say that they feel ashamed to talk about
sexuality because it is a taboo and prefer that healthcare profes-
sionals take the initiative and inform them on that matter. This
very concept of taboo was addressed by McGrath, who ana-
lyzed its impact on sexuality after the diagnosis and treatment
of a hematologic malignancy; he states that the participants
manifested the taboo nature of sexuality and the lack of infor-
mation on the subject.'” The study by Souza de Santana et al.
indicates that healthcare professionals, by acts of either com-
mission or omission, reinforce the misconceptions of sex as
something detrimental to health.”

The classical care of cancer patients is focused on the ef-
fects of therapies, which downplays the importance of educat-
ing on sexuality and hinders proper advice on the options to
preserve fertility.”® In addition, there is this belief that sexual
activity is not important for patients with cancer and their
partners; as the disease puts patients’ lives in danger, it is
assumed that they place this concern before sexuality. Howev-
er, it is a fact that they are concerned about their sexuality.”
Furthermore, Moore et al. show that nurses neglect the sexual-
ity area.”’

Healthcare staff should acknowledge that sexuality needs
to be included in care plans and consider the possibility to
establish standards or protocols regarding sexuality, which be
known by all the healthcare workers. Similarly, Katz proposes
that the healthcare team in charge of cancer patients should be
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