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Abstract

Expressing sexuality is an important part of life, whether the person has a spinal cord injury (SCI)
or not. This study investigated the sexual activity before and after SCI, the difficulties, and adjust-
ments made by these people in relation to their sexuality. This is a qualitative study conducted
with 14 people with SCI through semi-structured interviews, which we analyzed in light of perti-
nent literature and organized into three themes: sexual activity before and after SCI; difficulties in
performing sexual activities; and adjustments in sexual activity after SCI. We conclude that, al-
though there may be many difficulties, with the partner’s support they can get sexual satisfaction
and adapt to the new reality. Nonetheless, it is necessary and essential that the patient receive
guidance about the possible changes and adaptive methods, and nurses can play a critical role in
this process.
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1. Introduction

The national and international literature defines spinal cord injury as the result of any injury to the neuronal seg-
ments, causing sensory and motor damages, represented by functional changes in locomotion, sensitivity, sexu-
ality, and urinary and bowel elimination. These injuries happen most often by firearm injuries, motor vehicle ac-
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cidents, falls, dives, urban violence, and sports injuries, among others [1]-[4].

Sexuality issues are a comprehensive and pervasive theme and cannot be understood only by their genital and
biological aspects. Sexuality is expressed in different ways, namely by desires, feelings, thoughts, emotions, at-
titudes, and behaviors, influenced by cultural context and historical moments [3] [5].

In general, spinal cord injury (SCI) highly influences the sexuality of people affected, and depends on the
neurological level and type of injury. The reorganization of sexual expression should be encouraged with regard
to sexuality and fertility. Sexual rehabilitation should take place within a holistic perspective, since it contributes
to the body self-awareness, sexual satisfaction, and emational development, hence improving the quality of life
of paraplegic or quadriplegic people that present neurogenic sexual dysfunction [1] [6] [7].

The rehabilitation process of people with SCI aims to adapt the individual to their new condition. It is directly
associated with improving the quality of life, which takes place through functional independence, improved self-
esteem, and social inclusion [8].

Rehabilitation after SCI must promote autonomy and reintegration into the family, social, and work environ-
ment, as it is a process of coping with personal difficulties and limitations, encompassing the full reintegration
of people with SCI, beyond the experience of sexual health and sexuality [9].

As for the adaptation, we opted for the concept of Callista Roy, which states that humans are biopsychosocial
beings in constant interaction with environmental changes and that these systematic actions occur in order to
promote adaptive responses in situations of health and illness [10]. This view is consistent with the concept of
rehabilitation, because we can promote health by providing adaptive responses of people in situations of health
and illness [11].

The adaptation of people with SCI depends on the type of injury and the prognosis; however, other factors
such as personality type, educational, social and cultural level, and level of injury also influence it. The know-
ledge and conception that each person has about sexuality, pleasure, and sex should be considered for the nurs-
ing care planning [12].

Nursing care to people with SCI should involve, in addition to clinical competence, the individualized, social,
family, and cultural understanding of the individual and the nursing care planning directed to the nursing diag-
nosis “sexual dysfunction”. It must also pay attention to the elaboration of interventions and results focused both
on the improvement of sexual performance and prevention of major complications [13] [14].

Given the above, we asked the following questions: Are people with SCI adapted to issues regarding sexuality?
Which mechanisms these people use to minimize the difficulties encountered in relation to their sexuality?

The justification for the study is to understand the aspects related to sexuality of people with SCI, regarding
the difficulties faced and changes made by these people, in addition to the gap in the literature on the subject.
Therefore, we believe that its relevance is centered on the possibility of support nursing care planning in this
area as well as believing that nurses must know the experiences and adaptations of people with sexual dysfunc-
tion problems, and thus support the practice of neurological nursing.

To answer these questions, we established the following objectives: understand the sexual activity before and
after SCI, the difficulties, and the adjustments made by these people in relation to their sexuality.

2. Methods

In order to answer our questions, we chose a qualitative approach. The study involved 14 patients with SCI, of
both sexes, aged 19 - 63 years, and treated at the Centro Catarinense de Reabilitacdo (CCR) in Florianopolis,
Santa Catarina, Brazil. For the inclusion criteria, we applied: being treated at the rehabilitation clinic in study;
older than 18 years; having been diagnosed with upper spinal cord injury for more than 6 months, which we be-
lieved to be sufficient for the initial clinical stabilization and for the patient to have had already the opportunity
to experience situations related to sexuality after SCI.

Data collection occurred in May 2011 during Complementary Supervised Internship. The data collection in-
strument consisted of two parts. The first part consisted of characterization data of the subjects, identification
variables, clinical data, and closed questions. The second was a questionnaire with three key questions: 1) “How
was your relationship with your partner before SCI and how it has being nowadays?”; 2) “What changes or dif-
ficulties you think that happened in your sex life?”; and 3) “Can you tell us a bit about how you experience your
sexuality today?”. Each interview lasted on average 30 minutes and we recorded the answers in field diaries.

After a thorough reading of the field diaries, we were able to organize the discourses of the research subjects,
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based on the research objectives, allowing identifying three themes: Sexual activity before and after SCI; Diffi-
culties in performing sexual activities; and Adjustments in sexual activity after SCI (Figure 1). We analyzed the
findings based on relevant literature. In order to preserve the anonymity, the letter | of interviewees, followed by
a number, identifies the statements.

We respected the ethical aspects throughout the study according to the recommendations of Resolution 196/96
of the National Health Council, Brazil [15]. The Research Ethics Committee of the Universidade do Sul de San-
ta Catarina-Unisul, approved the project under protocol No. 11.090.4.04.111.

3. Results and Discussion

Regarding gender, form the 14 participants, there were eleven male and three female. The age ranged from 19 to
63 years. As for the marital status, the majority (eight) were married, five singles, and one widow. As regards
education, two patients had completed basic education, five with incomplete basic education, one completed
high school, two with incomplete high school, two with complete higher education, and two with incomplete
higher education. Wage income ranged from none to more than 5 minimum wages, nine people had income from
2 to 5 minimum wages, four had income greater than 5 minimum wages, and one did not have any income.

Regarding the neurological level of the respondents, six had complete paraplegia, six incomplete paraplegia,
and two incomplete tetraplegia. Still on the neurological level, 11 presented injuries of the thoracic level, two
cervical, and one lumbar. About the etiology of SCI, seven were victims of automobile accidents, four affected
by firearm injuries (FAI), two from Spinal Cord Tumor, and one from complications of Syringomyelia.

Regarding the characterization of the people in study, mostly are men of working age with low income and
low education level. The predominance of males confirms the data found in the literature [4] [16]-[18], which is
probably because men are more exposed to risk situations and violence.

Likewise, regarding the clinical aspects, these are supported by the literature with the predominance of pa-
tients with complete injuries of thoracic level and of traumatic origin [18]-[20].

SEXUAL ACTIVITIES, DIFFICULTIES, AND ADJUSTMENTS.

3.1. Sexual Activity before and after SCI

Before SCI there were no problems identified in this field of health, as we can identify in the speeches of two
interviewees:

“Good, very good, it was fondly” (I-1).
“Normal, it needed no stimulus” (1-9).

In the sexual activity before SCI, we noted that it was active and referred to as “normal” by most respondents.
However, after SCI, six of them were sexually inactive during the research. Some reasons for this isolation
might involve the difficulties in establishing emotional relationships and the self-image reorganization after SCI.
Disabled people can be seen or see themselves as asexual or uninspiring desire. One possible cause for this af-
fective isolation may be due to prevailing standards of beauty and body aesthetic that can influence the person’s
experience and body self-awareness, especially among women [1] [3].

In the literature, we also find that the decreased frequency of sexual activity and desire in both male and fe-
male and a change in the favorite activities for men and women, because sexual dysfunction can alter the related
interests and priorities. Women begin to explore more kisses, hugs, touch, and oral sex, while men tend to prefer
kisses and hugs [2]-[22].

Sexual Rehabilitation|

|
| 1 1
Sexual activity Difficulti Adjustments after
before and after SCI SCI

Figure 1. Sexual activities, difficulties, and adjustments.
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Some interviewees reported dissatisfaction with their sexual condition after SCI:

“It got worse, because I depend on her help” (1-3).
“| feel nothing” (I-5).

The impact of SCI on the sexual function depends on its degree and level. Nevertheless, restoring sexual
function seems as a main motivation in life to some people, which influences the outcome of rehabilitation.
Study on the quality of life of 47 participants with SCI [23] identified the sex life as the worst aspect of satisfac-
tion with 55.3% of discontent. Physical changes such as sensitivity-related have direct impact on sexual satisfac-
tion, but the authors infer that the influence of psychological factors and social roles such as body image and
sexual desire can have a very significant impact on sexuality after SCI [18] [22].

Thus, we verify that the physical consequences are as important as the psychological ones, and the depen-
dence caused by immobility and other complications of SCI, such as neurogenic bladder, bowel dysfunction,
spasticity, and pain, are considered possible contributors to sexual dissatisfaction of people with SCI [22]. There
is a thin line between the partner’s roles, since they also have to be a caregiver, which may influence the way
people with SCI see themselves in their limitations and regarding their partner. These perceptions directly affect
their self-esteem and interpersonal relationship, because the balance between care dependency and sexual au-
tonomy is often confused with the frequency in social relationships of people with SCI [24].

Another group was seeking information to deal with sexuality after SCI:

“After a lot of reading, | looked for information.” (1-8).
“Eight months ago | started trying to get as close as possible to what it was before.” (I-14).

The younger they are at the time of the injury, the more you can expect sexual satisfaction. The search for in-
formation on possible changes concerning sexuality after SCI and alternatives to resolve them can alleviate suf-
fering and improve the rehabilitation process [3] [25]. A study conducted with 35 people with SCI, 9 women and
26 men, found that 14 of them had never even touched the subject, nor with health professionals, partners and/or
people in similar clinical conditions. Nonetheless, knowledge about sexuality and the process of experimentation
and socialization may be vital to the success of love and sex trajectory [9].

3.2. Difficulties in Sexual Activities
In the interviewees’ statements, we can observe the frequent complaint of erection and ejaculation problems:

“We tried, but we still cannot--- the penis does not get 100% erect.” (1-4).
“Having a fixed day and time for preparation, penetration with less time, and without ejaculation” (1-14).

The authors are consensual when mentioning erection and ejaculation as the primary changes found in the
sexual function of men with SCI. And for the women, there might be pain with sexual intercourse, dysreflexia,
and changes in vaginal lubrication, with absence or reduction of the intensity of orgasm [1] [21] [25].

Penile erection can occur by two mechanisms: reflex erection caused by direct contact on the genitalia, and
psychogenic erection, which happens through erotic stimuli. The same goes to vaginal lubrication. The effects
on sexual physiology depend on the type, intensity, and degree of SCI, and if the damage to the sacral segments
of the column is an upper or lower motor neuron lesion [21].

Another important point with regard to the difficulties presented after SCI concerns the immobility and its
consequences:

“In the positions, | used to do whatever | wanted before” (1-5).
“Without the legs, | had to find other positions with the help of my partner to adapt to the new conditions”

(1-3).

The changes in mobility may impose limits on sexual activity, due to the decreased capacity of balance and
movement of the pelvis during intercourse. Furthermore, if the patient presents muscle tone changes with sudden
spasms, positioning for sexual activity may be impaired. Another point to consider is the skin care during inter-
course to prevent injuries [21].

Besides the influence of vesico-sphincter changes:

“The accident prevents urinary control and my wife no longer accepts having sexual intercourse” (1-7).
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Due to bladder changes, there are likely to occur urinary loss or accidents at any stage of sexual activity of
someone with SCI. These occurrences can negatively impact sexual desire and affective interaction between the
couple [21] [25]. Once again, we return to the influence of psychological issues and social roles in the construc-
tion of sexual health after SCI. The possibility of urinary and/or fecal accident during sexual activity can greatly
affect self-esteem.

The women interviewed in this study did not share if there were changes in vaginal lubrication.

3.3. Adjustments in Sexual Activity after SCI
In the speeches, we evidenced as a form of adjustment the change of position for sexual act:

“The partner’s assistance, change in sexual positions.” (1-3).
“Now we are trying to improve positions.” (1-14).

There are several alternatives to handle sexual dysfunction, depending on the level and extent of injury and
the difficulty experienced by the couple. The partner’s participation is crucial in the discovery and, if necessary,
counseling process. The beginning of the healthy sexual adjustment after SCI, besides adapting the altered
physical body, must be linked to the view the patient has on themselves, their sexual self-concept, and what they
consider a normal and acceptable behavior in their search for sexual satisfaction, because the psychological, so-
cial, and cultural barriers may be as significant as the physical ones [21] [23] [26].

In the speeches, we evidenced as forms of adaptation the change of position for sexual intercourse. This find-
ing, however, contradicts most studies, which state that the most widely used adaptive method is the pharmaco-
logical [21] [25] [26].

Partner’s support in attitudes towards sexuality, in other words the couples integration, is directly associated
with sexual satisfaction. The exploration of new positions, identification of new erogenous zones, and commu-
nication between partners are essential for a satisfying sex life. The positioning should take into consideration
the balance and skin care, in addition to personal preference [21]. We observe that the first impact of the diffi-
culty created by immobility was also pointed as the best way to achieve satisfaction.

Nevertheless, drug therapy has been cited as a satisfactory option.

“I use medication for erection, we talk a lot” (1-10).
“Nowadays | need medication (for erection).” (I-7).

Regarding the pharmacological method, studies show good responses of penile erection through injection of
phosphodiesterase type 5 inhibitors. Whenever the oral therapy is ineffective, intracavernous injection of va-
soactive substances such as papaverine, alone or combined with phentolamine and prostaglandin E may be used.
There is also the vacuum penile pump, the cock ring, and ultimately, penile prostheses. For ejaculation and fer-
tility issues, electroejaculation can be a viable alternative. The most appropriate method for each client is deter-
mined after considering the risks and benefits, besides the circumstances and interests of the client [21] [25]
[26].

Among women, a suggested mechanism is the use of lubricants during sexual intercourse in order to prevent
vaginal tearing given the reduced fluids in the vaginal canal [26].

4. Implications for Research and Neurological Nursing

Sexuality exists and manifests itself in every human being regardless of having SCI or not. When seeking a
health service, people with SCI bring along their sexuality, doubts and questions associated with it. It is funda-
mental to disseminate information in the prevention, promotion, recovery, and rehabilitation process of people
with SCI, as well as regards sexual health.

The nurse, by dealing directly and continuously with the patient, is likely to be the link for this knowledge.
However, for this assistance to take place properly, they must have the knowledge and clinical skills necessary
for counseling, if the patient so desires. Talking about such an intimate aspect as sexuality also requires the es-
tablishment of a respectful relationship and bond between nurse and patient.

5. Conclusions

This study aimed to know the sexual activity before and after SCI, the difficulties, and the adjustments made by
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people with SCI in relation to their sexuality.

We were able to observe a considerable level of sexual dissatisfaction after SCI influenced not only by physi-
cal changes, but also for issues related to their self-concept and consequences of affective relationships.

We verified that, although there may be many difficulties, with the partner’s support they can have sexual sa-
tisfaction and adapt to the new reality. Nevertheless, it is essential that the patient receive guidance about the
possible changes and adaptive methods because information can effectively contribute to address doubts and
reduce fears in the face of the new condition.

Nurses can play a crucial role in this adaptation process, by bonding with their client they may be the link for
knowledge and dialogue about sexual health after SCI. At the same time, health care institutions that treat this
clientele can offer courses and opportunities for discussion and update on the topic, so that nurses can be up-to-
date on this important issue.

This study on the sexuality of people with SCI contributes to teaching and research as it addresses an issue
that deserves attention from nurses, because it is an important point to consider in the overall health of people.
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