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Abstract

The World Health Organization has considered sexual health as a major dimension of
global health and a sexual right. However, the sexual health of people with physical dis-
abilities is still poorly addressed by health and social care professionals, and it is very stig-
matized by society. This study aimed to assess the perspectives of Portuguese people liv-
ing with physical disabilities regarding issues affecting their sexual health. Nine women
and 17 men with different physical disabilities participated in the study. Participants were
recruited from a professional rehabilitation facility located in the North of Portugal and
were assigned to four groups in one-hour sessions. Three main categories emerged from the
content analysis: (1) meanings and beliefs regarding sexuality; (2) experiences of sexuality;
(3) necessary changes. Despite the positive social changes towards sexuality, participants
expressed that their sexual rights are still unfulfilled, as they live in a context that perpetu-
ates their dependency. They pointed out low self-esteem, prejudice and social isolation,
poor architectural accessibility and scarcity of financial support as some of the barriers to
their lives and their sexual health. Finally, participants identified the main needs regarding
their sexual health, such as: access to specialized information; training for health profes-
sionals. This study gives voice to people with physical disabilities and sheds light into both
individual and contextual factors affecting their sexual health. Of utmost importance, this
study draws attention to the need for reinforcing sexuality of people with disabilities in the
social agenda and brings implications for future research and practice.
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Introduction

The World Health Organization has considered sexual health as a major dimension of
global health, which implies a positive approach to sexuality and the recognition of sexual
rights of all people [1-3]. Despite the increasing media attention on the topic, the sexual
health of people with disabilities is still very stigmatized and poorly addressed by health
and social care professionals [4, 5]. The belief in the supposed asexuality and/or hyper-
sexuality of people living with disabilities, along with the ideology of heteronormativity,
may have contributed to the insufficient support of the sexual expression [5]. Ultimately,
these circumstances end up limiting the opportunities for people with disabilities to fulfill
their sexual needs [4—6]. Based on a participatory paradigm of research, this study aimed
to explore the perspectives of Portuguese people living with physical disabilities regarding
issues affecting their sexual health, and to assess their sexual needs [7].

The Biopsychosocial model, proposed by the International Classification of Function-
ing, Disability and Health (ICF), defines disability as the result of the interaction between
individual and contextual dimensions [8]. Individual dimensions refer to body functions
and structures (impairment), activities (capacity to perform and limitations), and partici-
pation (capacity to engage and restrictions in social domains), thus focusing on the direct
effects of the impairment [9]. Contextual dimensions include environmental factors (archi-
tectural, social and attitudinal factors) and personal factors (psychological or relational
factors), which relate to the social construction of disablism [9]. Thus, disability is either
aggravated by the contextual factors (acting as disabling barriers or restrictions to partici-
pation) or lessened by them (acting as enabling facilitators of participation) [10-12]. Physi-
cal disability is defined as a condition where a person experiences significant deviation or
loss in a body function or structure that results in limitations in physical activity [8]. As
such, people with physical disabilities may experience partial or total restrictions in daily
activities, which constrain a full participation in various domains of life, namely the sexual
expression and sexual health [8, 13].

In fact, sexual functioning may be compromised for individuals with physical dis-
abilities, as their conditions might result in difficulty achieving and maintaining erection,
impaired vaginal lubrication and ejaculation, and reduced sensation, sexual pleasure or
orgasm [14, 15]. Previous research suggests a higher prevalence of sexual dysfunction in
women with disabilities (between 65.7 and 72.8%) than in men with disabilities (between
64.4 and 65.9%), although they are very similar [16, 17]. Nevertheless, the traditional mod-
els of sexual response may not be the most appropriate to assess the sexual health of people
with disabilities [18]. The sexual response of an individual with disabilities may be more
variable and adaptive to his or her needs and circumstances when compared to able-bodied
people [19, 20]. For example, people with disabilities may engage in other sexual activi-
ties (not only intercourse), or focus on different erogenous body areas, in order to achieve
pleasure [19]. Moreover, the negative impact of these difficulties also affects sexual sat-
isfaction—*"an affective response arising from one’s subjective evaluation of the positive
and negative dimensions associated with one’s sexual relationship.” [21, 22]. Several stud-
ies report a decrease on sexual activity and sexual satisfaction in acquired disability [21,
23-26]. Decreased sexual activity may be related to the physical limitations (actual and
perceived), perceived changes in sexual attractiveness, and misconceptions about sexuality
after disability [25]. In contrast, Crewe and Krause, in a study with couples, have found
that higher levels of sexual and life satisfaction were associated with relationships that have
begun after the impairment [27].
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Other intertwined issues may affect the sexual expression of some people with disa-
bilities: socio-sexual isolation (due to architectural or economic restrictions); family over-
protection and lack of space for intimacy; a dominant urge for body perfection; lack of
sex education on general and specific needs; internalization of normative models; lack of
awareness and empowerment on sexual rights [28-30]. These factors entail not only an
external social oppression of the sexual expression of people with disabilities, but also
the psycho-emotional effects that may lead to a process of internalized oppression [5, 19,
31-35]. Accordingly, cultural scripts of normative, able-bodied sexuality can have a nega-
tive impact on sexuality as they become internalized and make it difficult to explore one’s
sexuality [4, 33]. In fact, a metasynthesis from Nguyen and colleagues proposed that, due
to negative internal factors (e.g. lack of knowledge, negative attitudes and psychological
factors) and external factors (e.g. stigma, gender role, lack of support from family and part-
ners, lack of education, unavailable health services, finance and transportation), people
with disabilities still face many barriers to their sexual and reproductive health [36].

Regarding sexuality, the Portuguese society has shifted from a rigid and conservative
sexual morality, prevailing during Salazar’s fascist dictatorship (1933-1974), towards
more democratic and equalitarian norms and policies [37]. Nevertheless, it was not until
2013 that “Sim, nés fodemos” (“Yes, we fuck™), an activist group of people with physical
disabilities, began to claim the right of a sexual life for people with functional diversity.
Through growing visibility, this group has contributed to deconstructing myths and spread-
ing a political message that the right to have a sexual life is as important as the right to
accessibility, employment and other basic rights. Health and social care professionals are
increasingly recognizing the sexual health and sexual needs of people with disabilities, as
well as their professionals’ roles in promoting or inhibiting their sexual expression [38—40].
However, there is an overall lack of knowledge and skills amongst professionals, which is
related to the discomfort and inability to manage questions to provide information [39, 41,
42]. Furthermore, research on sexuality and disability in Portugal is scarce and Disability
studies are not a well-established research field in Portugal [13, 20].

In sum, the sexual rights and needs of people with disabilities living in Portugal are
still poorly fulfilled [43]. Even now, people with disabilities not only are regarded as asex-
ual, but they are also disempowered by a State that continues to rely mainly on the medi-
cal power to determine disability’s rights [43, 44]. Therefore, these circumstances end up
severely impairing the development of resources to address the sexuality of people with
disabilities and emphasize the need to listen to their own perspectives and opinions on the
topic.

Aims and Scope of the Study

This study is part of a larger mixed-methods research project on the sexuality of Portu-
guese people living with physical disabilities, that aims to understand the role of psycho-
logical factors in influencing the sexual health of these people [45, 46]. Striving for deeper
and wider understanding of the study’s phenomenon, the mixed-methods design of this
project is based on a participatory paradigm of research, which improves the researchers’
responsibility towards the advocacy issues of their study’s participants [7]. According to a
participatory paradigm of research, power for the planning and development of the research
is shared between the researcher and the participants, which led to the decision to start with
a more qualitative approach. In this sense, this is the first study of the project and it aims to
explore the perceptions, beliefs, opinions, and attitudes shared by Portuguese people living
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with physical disabilities regarding the issues affecting their sexual health. Thus, the study
aims to assess their sexual needs and suggestions, namely for future research and practice.

Methods

This was a qualitative study, using focus groups to assess the participants’ perspectives
regarding their sexual health. A qualitative approach helps the researcher in exploring
the idiosyncratic and contextual meanings underlying the research questions [47]. As
mentioned above, this goes in line with a participatory paradigm of research, since this
approach values personal involvement from both participants and researchers and allows
for flexibility in data collection and data analysis [7, 47]. Moreover, a Focus Group method
is suitable to study the perceptions, beliefs, opinions, and attitudes shared by a certain
group regarding a relevant topic [47]. These interviews capture the interaction between the
members of the group, and, therefore, they also translate the social reality around the topic

[48].

Participants and Setting

For the current study, participants were recruited from a professional rehabilitation facil-
ity in a city in the North of Portugal. The researchers contacted the unit managers and
provided written information describing the study and the inclusion criteria, which were as
follows: having a physical impairment (e.g. spinal cord injury, multiple sclerosis, amputa-
tion, acquired brain injury, etc.); being between 18 and 50 years of age.! In this study, the
decision of including people with different physical impairments relates to our interest to
account for the psychosocial dimensions of disability, namely the stigma regarding their
sexuality, rather than a specific clinical diagnosis. Nonetheless, participants with moderate
to severe cognitive impairments were excluded, since they are often incapable of providing
informed consent. Also, participants older than 50 years were excluded as age is often a
variable that has a negative impact over sexual functioning [49].

During weekly activities, eligible participants were informed about the study and
decided whether to participate or not. Two participants declined and withdrew in the begin-
ning of the focus group sessions, due to the sensitive nature of the topic and the need to
record the session. A total number of 26 participants (17 men and nine women) volun-
teered to participate in the study (see Table 1). Participants were divided into four focus
groups, with five to nine participants in each group (9+7+5+5). More than half of the
participants were single (53.8%), and most of them had completed at least 9 years of edu-
cation (73.1%). Since this was a convenience sample, two groups were more homogene-
ous regarding their health condition (participants having experienced either traumatic brain
injury or stroke) and the other two were more heterogeneous (participants having spinal
cord injuries, multiple sclerosis, and amputations, among others). Nonetheless, all the par-
ticipants had acquired physical disabilities (due to disease or an accident) [50].

! One of the participants was 51 years old. However, we decided to include him in the focus group session
since he manifested a strong will to participate and we considered that his age was not significantly different
from the maximum range.
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Table 1 Characteristics of focus groups participants (N =26)

Women (n=9) Men (n=17)

Age

M 33.6 37.1

Range 22-42 23-51

N % N %

Marital status

Married/CL 2 22.2 7 41.2

Single 5 55.6 9 54.9

Divorced 2 222 2 11.7
Educational level

04 years - - 1 5.9

5-6 years - - 6 353

7-9 years 4 44.4 4 23.5

10-12 years 2 22.2 4 23.5

13-15 years 3 33.3 2 11.7
Type of impairment

Spinal cord injury 1 11.1 2 11.8

Multiple sclerosis - - 3 17.6

Amputation 1 11.1 1 5.8

Traumatic brain injury 1 11.1 7 41.8

Stroke 3 333 2 11.8

Cancer 1 11.1 1 5.8

Other* 2 222 1 5.8

CL, common law

*Includes polytrauma and unspecified diagnosis

Ethical Considerations

This study was performed according to the 1964 Helsinki declaration, and obtained pre-
vious approval from the University Ethics Committee and from the Portuguese National
Commission for Data Protection. The sessions were carried out only after having a signed
informed consent form from all the participants. The first author assured that participants
fully understood the aspects of confidentiality.

Data Collection

Four focus group sessions were conducted between October 2016 and July 2017. Three
rooms at the rehabilitation facility were provided for the sessions, due to participants’ con-
venience. The sessions were recorded using a digital voice-recorder and lasted between 58
and 63 min.

The first author began the sessions by appreciating the participation of the volunteers
and clarifying the rules of a focus group [47, 48]. Then, participants were encouraged to
express their opinions on the current issues of sexual health and their sexual needs, and
discussions were introduced by the question: “Accounting from your experience, what are
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the main barriers to the sexual lives of people with physical disabilities?”. The researcher
allowed the discussion to occur, summarizing participants’ opinions and asking for clarifi-
cation when necessary. Linking questions were used to guide the discussion to more spe-
cific topics, for example: “What do you think that society (e.g. health professionals, poli-
tics, institutions) should do in order to promote the sexual rights of people with physical
disabilities?”’; “How may science help to improve the sexual health of people with physical
disabilities?”. Then, the researcher prompted the key question in order to address the main
objective of the study, as follows: “In your opinion, what should a study focused on the
sexual health of people with physical disabilities cover?”. After asking for final suggestions
or questions regarding the discussion, the researcher closed the sessions and finished the
recording.

Data Analysis

The interviews were transcribed verbatim in the Portuguese language and read repeatedly.
Some parts of the interviews that were relevant to this article were translated into English.
The transcripts were analyzed with the assistance of QSR International’s NVivo 11 Soft-
ware. A conventional content analysis was adopted to analyze the first two transcripts. This
is an inductive approach, which is appropriate to describe a phenomenon in study, helping
the researchers to gain a deeper understanding of the data and allowing new insights to
emerge [51]. Following an iterative process, the transcripts were assessed several times in
order to explore the main ideas. Also, the authors have built a research diary to assist with
data interpretation. Then, the researchers were able to identify meaning units and to con-
dense them into summarized codes. Codes were sorted into categories and sub-categories,
and the meaning of each category was explained and clarified [51]. The focus of the analy-
sis was on the experiences and meanings participants attached to their sexual health and
their sexual needs. In a second phase, in order to achieve data saturation, the last two tran-
scripts were assessed, and all the data was revisited and analyzed deductively, focusing on
the same perspective. The final abstractions of the meaning units, categories and sub-cat-
egories will be displayed by verbatim quotes and explained by the authors’ interpretation.

Findings

Participants’ perceptions developed into three main categories: (1) meanings and beliefs
about sexuality; (2) experiences of sexuality; (3) necessary changes (see Table 2). Next, we
provide a detailed description of these categories and provide excerpts from the sessions.’

Meanings and Beliefs About Sexuality

This category comprises participants’ views, opinions and attitudes regarding sexuality and
expresses their core beliefs about this dimension of their lives. This category includes two
subcategories: (a) Sexuality as a right for independent life; (b) Sexual scripts—from the
individual to the couple.

2 M=male; F=female; FG = focus group.

@ Springer



395

Sexuality and Disability (2018) 36:389-406

Quo Joquinu dnoig snooj ut aAY Jrew = [ D ‘SIA "S'g "dnoid snooj ‘D) ‘orewdy ¢ ‘orew ‘N

sa3ueyo A1eSS90aN

Kyenxas jo soouarradxyg

K)ITenxas JNoqe sJoI[eq pue SSUTURIJA

S[IIys pue sonbruyoa],

sjuoSe o[qrsuodsay]

10108} [ENJXAQUOD)
SI10)0BJ [ENPIATPU]

9[dnoo

9y} O3 [enpIAlpul ot}
won—s)dios enxeg

9y11 Juspuadapur ue
10§ Y311 © se Ajenxog

(ZDA ‘9N) ..”*"punoIe uInj A3y} pue «'0s pue os ST
SIY) YOOT» **"yn ‘SIY)0 Ik 219y puy ‘urede i1 jeadar pue ‘urejdxa pue **-Jurop are K3y yeym eroardde
AJrea1 1ey) o[doad are a10y) ** " IoAdJRYM IO ISIRIYIASd 10 J0300P ® ST 11 Ioylaym ‘uosiad oy uo spuadap 1y,

(104
“BIN) . 3US1I ‘ojdoad wrogur 03 JYSLI oY) YIIM SOUO ) I8 ISOY], U0 0s pue s)siSo[oydAsd pue s)sIS0[0xaS,,
(194 ‘SIN) .~Aeuaw ey doys o, “«awoy Je Jyonis 3q [[,n0A ‘nok
10J uopIng B 9q [[Im uosiad Jey) asnesaq Aem Jey) 03 3,Uop ***3,U0p Nok ‘Ireydeaym e ur dn pus nok» jey)
ooqe} ay) Pm dn pus o, (IYSI ‘1] [ewrIou e jsowfe oAy Aew 9[doad jey) os ‘910yMmAI9A SANI[IQISSIIVY,,
(194 ‘VIN) “«jou ‘oux» Surkes Aem 19y30 9y} [[nd SIYIO I[IYM ‘U0 OS pue
«pa3ueyd sey Juryiou ‘wes Y ST JuryIA19a9» 3uikes pue s3ury) surpry ‘Aem auo [[nd ojdoad swos ‘os puy,,
(1D ‘SIN) . "K19100S WOIJ PAPN[OXI JSOUI[E ATE IM **"9SNBI9q
A)IQeSIp QWOs 10 AJI[Iqow paonpar yim 9[doad - spremo) 9o1rpnfaid Jo 10] B ST 910y} 2I19YM S Jey) pue
“a3e1s 111 9Y) SSOID 0] **PIAU IM “010(]) 303 03 ‘0§ " AJTATIOR [eNXaS Ou oq [[Im 19y} (*° ) 1oured e oaey
J.uop om ‘oS **"Joupred e poou am diysuorne[ar ay) Joj pue ‘dIysuone[ar B paou om ‘AJIAIIOR dARY O} Ing,,
(194 ‘TN """ W 01 S[qe 9q P[NOYS SN JO [[¢ ‘ST JUBA SN JO [[E ‘STY) [93]
sn Jo [[V "sn jJo [[e JoJ [enba oq p[noys jey) Juryiowos uo ooqe} S1q e ayew ojdoad jey) st yuIy)  1eym (1),

K103918)

K1039189-qng

jun SurueaI

syun Surueaw Jo sojdurexa pue [opow Apnjs oy} Jo sALI0391BI-qNS PUE SALI0FNL) ¢ d|qel

pringer

As



396 Sexuality and Disability (2018) 36:389-406

Sexuality as a Right for Independent Life All the participants regarded sexuality and
sexual health as fundamental rights within human rights. The discussion led participants
to reflect upon the changing perspectives in Portugal, and some participants acknowledged
that there has been a recent positive change. Nevertheless, overall, they pointed out the
lack of attention and recognition on sexuality issues by health and social care profession-
als, which leaves people with disabilities with scarce resources to fulfill their needs. Thus,
participants expressed their right to have sexuality properly addressed, and called upon the
decrease of the stigma around this topic:

“There is now a big change because I remember... three years ago uh... this was
really a taboo.” (F2, FG1). “No, no, he doesn’t know. The thing is (...) he was not
informed, he doesn’t know and he just stands there.” (M4, FG1). “But that part
should be covered (...) Everything has to be addressed, right?” (F1, FG3).

Accounting from a holistic perspective of the human being, three groups also discussed
the right to an independent living. In their opinion, implementing a social structure for
independent living, based on the help of a professional care-giver, would let them carry out
their daily activities and pursue their life goals in a more autonomous and dignified way.
Ultimately, such structure would bring them more privacy and access to resources to fulfill
their sexual needs:

“Taking a shower. With your parents... you have to adjust to their schedule. When
there is a person... a third person, you can take a shower whenever you want, you
just ask the person.” (F4, FG1). “The proposal... the proposal is because... presum-
ably there will be European funds, to train people to be able to... to conduct this kind
of work, this would bring more jobs to people, eh... the person acquires dignity.”
(M5, FG1)

Sexual Scripts—from the Individual to the Couple Participants’ experiences
expressed their views of sexuality, which translated to diverse definitions depending on the
value they attributed to sexuality, affection and intimacy. Participants’ views and opinions
expressed the diversity of beliefs about sexual activity, sexual preferences and gender roles,
although they mostly confined to monogamous and heteronormative standards:

“When two people get together, you see, and they love each other... sex is a conse-
quence” (M5, FG1). “For me... it helps a lot... sex clips” (M1, FG4). “I may feel it
in the body, think about models (...) But to imagine... «Oh, if I were with that...
with that guy» ... er... I like real things.” (F1, FG4). “It helps me to execute (...) the
man’s function, normal... and er... and to give, it’s not supposed that the man has
pleasure and the woman doesn’t... to give pleasure to the woman...” (M1, FG3).

Some participants discussed the importance of exploring their own body individually,
regardless of having a partner. These participants pointed out the disadvantages of restrict-
ing sexual expression to an intimate relationship in comparison to the advantages, such as
decreasing body shame, knowing erogenous body parts, and enjoying oneself:

Buter... (...) to approach sexuality as you do [M5, FG1] (...) it is a little bit restric-
tive... because you are starting from a point where you need to find a partner to...
feel... good, sexually” (M2, FG1). “The sexual part is a little bit like that, to know
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ourselves very well, and explore...” (M1, FG3). “No, no... it’s for us, to feel good
with ourselves...” (M1, FG4)

Nonetheless, most participants focused on the couple’s sexuality. Having a partner
seemed to increase the likelihood for professionals to address the topic of sexuality with
the participants, as well as the opportunities to explore and accept their own body. There-
fore, they stressed out the importance of having someone they could trust by their side,
instead of facing the fear of disclosing to someone new:

“This doesn’t happen overnight, a person has to... (...) to test the waters, take it
easy...” (M2, FG2). “Exactly... since we don’t have a partner...” (M2, FG4) “I did
it with my wife’s help...” (M2, FG3) “A person has to trust the other... in the begin-
ning, he/she has to talk... openly, so the other person knows we have difficulties...
and we need a good relationship because of that...” (M2, FG4)

Experiences of Sexuality

This category addresses participants’ daily experiences and describes how they live their
sexuality by mentioning different factors that may hinder or facilitate their sexual health.
This category includes two subcategories: (a) individual factors; (b) contextual factors.

Individual Factors Participants discussed unique individual characteristics of their sex-
ual lives that were related to how they perceive and experience their body’s structures and
functions. Giving the diversity of the groups, participants discussed specific characteris-
tics associated with different health conditions, and to what extent they would change their
activities. Most participants shared the negative impact of reduced mobility, fatigue, physi-
cal appearance and secondary medical effects:

You take medication... that puts you like that” (M1, FG2). “In the bus, if I am cough-
ing, I have to take the scarf and clean the tube, and people start to stare.” (M5, FG2).
“Our mobility...” (F2, FG3). “For me, it is the left leg...” (M2, FG3).

Regarding sexuality, participants addressed how they would adapt to sexual activity.
Although some participants identified no changes, most participants discussed specific
changes they would make in sexual activity, concerning both sexual behaviors and time
spent in the activity. Participants reported very diverse experiences, since their engagement
in sexual activity changed according to their altered body functions and how they would
perceive them:

“In my case, I have no curiosity.” (M5, FG1). “So, in my case, if I were going to...
to have sex, I would have to take out the prosthesis... I’d have to put the sleeve aside,
I’d have to leave everything aside” (M1, FG2). “One does everything exactly the
same... but... at our own pace. We have time.” (M3, FG2). “I am a virgin since the
accident” (M3, FG3). “No... so, you get tired... You can’t do it so well.” (M1, FG4).
“I feel it is the same.” (M3, FG4).

Participants’ challenges in sexuality also varied according to their gender. Two groups
pointed out the increased difficulties women face in having their sexual and reproductive
issues recognized and addressed by health care professionals. Specifically, these partici-
pants shared the lack of knowledge and solutions to intervene in the sexual functioning of
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women with paraplegia, as well as the lack of contraceptive alternatives for women who
had a stroke. Beyond the lack of resources for women, participants’ opinions also expressed
the oppression towards women’s sexuality:

“As far as I know, for girls, total paraplegia... lots of them...we can still do some-
thing, men still can, in most cases... in most cases there’s a solution to have an erec-
tion... and all the rest. Now, for women, since they lose sensation...” (M4, FG1).
“The gynecologist said... «from now on, you can’t take anything» (...) and then he
said: «oh, but she also doesn’t need it, she has nobody» (...) But I am not dead, I am
a woman, right? Like men, women also have desire, right?” (M1, FG3)

Finally, another factor affecting sexuality relates to the internalized impact of the stigma
around sexuality. Participants discussed how their personal and social perceptions of dis-
ability hinder their social participation, as they frequently hid their situation until a very
disabling state or avoided places and people that they know will bring them a bigger chal-
lenge. Ultimately, this influences how they perceive themselves sexually, leading to sexual
inhibition:

“But if there’s a person... from the opposite sex, you have certain feelings for her,

you even want... to flirt with her. You freeze, you no longer can do that, you no

longer think of that” (M2, FG2). “I think there is a great difficulty eh... which is
like you were saying, we may like that person, however since that person realizes we
have something that... socially, in society, is not regarded as «normal» (...) it brings
obstacles, it brings more taboo eh... to develop a relationship with us...” (M1, FG1)

Contextual Factors Participants identified several external factors that influence both
positively and negatively the sexual health of people with disabilities. They emphasized
proximal factors that do not necessarily relate to the person’s health condition, but to their
personality and psychological well-being. Several participants recognized their feelings of
anxiety about resuming their sexual lives, and some of them would report a negative effect
of these thoughts and feelings on sexuality. Some participants considered that their person-
ality changed after the disease, and overall, they regarded mental and emotional well-being
as important mechanisms to overcome the physical and social challenges of living with
their health condition. Namely, psychological aspects contributing to their well-being were
self-esteem and acceptance:

“It changes, because the person, the person... is different” (F2, FG4). “You're always
afraid of letting your partner down” (M2, FG4) “I would play with the situation, I'm
a little bit like that, I had fun with that” (F1, FG3) “The thing is... you want... you
accept what you are...” (M2, FG1). “And if you're not good with yourself, your self-
esteem... I think it’s an essential part indeed.” (M1, FG2)

Moreover, participants valued the role of close support networks. Having friends and
family by their side, namely spouses, played a key role in their recovery. Another source of
support identified by the participants were the people they met in the institution. By shar-
ing their experiences with someone else in a similar situation helped to ease the suffering
and have a new perspective on their challenges. Most groups also identified the impor-
tance of the medical staff (e.g. medical doctors, nurses, social workers) that helped them
throughout the most difficult stages of their disease. Providing them with the treatments
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but also being available to give confidence and hope was perceived by the participants as a
source of support:

“Because if you don’t have a good network of friends... and if family is not by our
side... they may not be always there... but maybe in that moment... someone is a lit-
tle bit down and something clicks...” (M1, FG2). “The most important assistance...
came from my wife” (M2, FG3). “This here came to relieve my spirit, instead of
staying between four walls...” (M2, FG2). “When I go to the hospital, I visit the peo-
ple I met there” (M5, FG2)

Nevertheless, when it comes to their sexuality, some participants also stressed out the
role of social networks as obstacles. A participant in FG3 even shares that, since she got
her disease, she was abandoned by her partner. Namely, for participants living with their
parents and/or having no sexual and intimate partners, their sexual expression was overall
unrecognized. They shared that they struggle not just by having to depend on someone and
lose their privacy, but also because their families are not open to discuss sexuality with
them and help them fulfill their sexual health needs:

“That mentality... comes from our parents” (F4, FG1). “Nobody ever asked me...”
(F2, FG3). “I will explain to you. I had a boyfriend, but now he doesn’t care about
me anymore... he’s a «jerk» ... to say the least... It’s sad...” (F2, FG3)

Finally, participants addressed more distal factors that influence their daily experiences
and, namely, their sexuality. Beyond the impact of the perceived stigma around sexuality
and disability, economical and material resources were also discussed by the participants.
These were mostly perceived as barriers to a dignified life, thus impacting on their sexual
and intimate life:

“But, but I have many friends there [Italy] and I see that... they have everything.
Even regarding accessibility...” (M4, FG1) “Now... five thousand for something that
should be rightfully ours?” (M1, FG2). “In Portugal, unfortunately, our government
wants to increase the natality rate... But if they don’t help, how can it be?” (M1,
FG3)

Necessary Changes

Accounting from participants’ recognition of their sexuality, this category comprises the
suggestions and opinions on the necessary actions to improve their sexual health. This cat-
egory includes two subcategories: (a) responsible agents; (b) techniques and skills.

Responsible Agents Participants identified several intervenors that could play a part
in addressing their sexual health issues. Of most importance, participants stressed out
the role of researchers and healthcare professionals, either those working in hospitals and
rehabilitation centers, or more specialized in sexology. They discussed professionals’ role
on sexual rehabilitation, especially during early stages of their health. Their experiences
expressed the diversity of approaches, in the sense that practitioners globally would talk
about sexuality, but sometimes they would not address the issue:

“To have a sexologist... in the center” (M3, FG3). “I think... that science... can-
not make much because... this thing is psychological. It has to do... with our
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mind.” (F1, FG4). “But... since I reached... post-acute stage, they asked me...
and my colleagues too.” (M2, FG1). “Never asked that question... nobody, nobody
asked me that question.” (M3, FG1). “It depends on the person, either a doctor or
psychiatrist or whatever...” (M5, FG2). “I think the monitoring should start from
the beginning” (F1, FG3). “A talk... with someone skilled” (F2, FG4).

Moreover, regarding specialized professionals and services, some participants also
mentioned the need to create the role of the sexual assistant in Portugal, in order to
facilitate sexual activities and sexual pleasure by teaching and performing sexual tech-
niques. Not everyone agreed with the suggestion of sexual assistance, mostly due to the
lack of information regarding these professionals and beliefs about sexuality. Neverthe-
less, some participants seemed open and willing to benefit from this service:

“It has everything, except... the sexual act. (...) So to speak, imagine... some-
one in a wheelchair, who doesn’t move, that person will teach him/her techniques,
ways to reach... pleasure and...” (F4, FG1). “In my case, that thing from the Neth-
erlands... where there is that kind of assistance... it wouldn’t work. I don’t want
it for me. I would not want it.” (M5, FG1). “Regarding the State and everything,
someone wants... and the person is there just to give us pleasure...” (M1, FG4).

Participants also covered the role of the political power in changing perspectives
towards disability over time. Most of the participants agreed with the importance of
the politicians not only to intervene but also to spread the word about the sexuality of
people with disabilities. They discussed the relevance of creating political measures to
improve accessibilities, economical resources, and health care. Specifically, participants
shared their opinions that the political power should create the structures and facilities,
and give professionals the resources to effectively address sexual health issues:

“They have to prioritize the topic” (M3, FG1) “If I'm not wrong the only TV show
about sexology is in [Cable TV channel], but I think it should be broadcasted on
public television” (M5, FG1). “It involves generations, ways of thinking...” (F3,
FG1). “It depends, those clinics... public clinics... if it’s private, most people
don’t have money... to go to private clinics” (F1, FG4).

Beyond stressing out the relevance of these intervenors, participants also discussed
the need for their own initiative in speaking about their sexual issues. Participants’
experiences also diverged in this way, as some of them would be willing to bring out
the topic during their recovery but others did not. Although expressing that their sexual
health should be included in the social agenda, they also recognized their own role in
improving the services they are provided with:

“The person with a disability... should listen to and show interest in talking to
a professional to get some... help” (M1, FG1). “But if I were not so... (...) If I
didn’t have that curiosity for knowing... If I didn’t have... a strong will.” (F1,
FG3).

Techniques and Skills More than identifying possible intervenors, participants sug-
gested techniques and skills that should be developed or improved to address their sexual
needs. Overall, they expressed the need for more information, not only about their health
conditions and rehabilitation processes, but also regarding sexuality education in general.
Participants agreed that public awareness about their sexual rights should be more efficient,
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in order to open the access to the information and resources to deal with specific sexual
needs:

“For example, in this situation, for example, more sessions like this one.” (M1, FG2).
“Explain what sex is... it’s not just... intercourse...” (M1, FG1). “Beginning with
early sexual education in schools, for example. So that kids are aware that even the
disabled...” (M3, FG1). “In hospitals, provide information to the patients” (M2,
FG3). “(...) what kind of ways... someone can use... in sex (...) sex positions,
right.” (F1, FG4).

Furthermore, participants stressed the need to overcome the gaps in the training of
health professionals dealing with people with disabilities and their sexual health. Several
participants stressed out the need to incorporate both physical and psychological strate-
gies to effectively address the sexual needs of people with physical disabilities. Participants
addressed the limitations regarding theoretical and technical skills, but they emphasized
the role of personal characteristics and attitudes of the clinician when approaching a person
with disabilities. Namely, they valued the skills of empathy and non-judgment, which influ-
ence how they perceive and relate to these patients:

“Because usually they talk to normal people, then talking to someone with a disabil-
ity... there’s always a big difference, right? It’s always difficult... to put yourself in
the other’s shoes.” (M3, FG1). “I come here and I talk only to [the first researcher],
it’s about how you are accepted. The impact, to look at someone coming inside...
without a leg or in a wheelchair... or using crutches. The person’s look...” (M1,
FG2). “I think there is no training. I am not aware of any training... there’s none.”
(F1, FG4).

Discussion

This study aimed at exploring the perceptions, beliefs, opinions, and attitudes shared by
Portuguese people living with physical disabilities about their sexual health. Their experi-
ences clarified the importance that participants attributed to sexuality in their lives, and the
interpretation of the findings helped to identify several factors that influenced their sexual
health. Moreover, participants were asked to express their own perspectives regarding the
necessary changes in order to deal with their sexual needs; which brings several implica-
tions for research, and also for practice.

Participants’ perspectives reflect the need for recognition of their sexual expression and
their sexual needs. Their discourses translate a positive and open view of sexuality that has
been growing in Portuguese society in the past decades, as well as the changes regarding
disability policies [37, 43, 44]. Nevertheless, the focus groups helped to clarify that the
sexuality of people with physical disabilities keeps on being socially unappreciated or even
forgotten. In fact, it remains hidden by a social structure that perpetuates an idea of people
with disabilities as undesirable and dependent [6]. As well as in other developing coun-
tries, some individuals with disabilities may live with families or in residences, where they
could face limited and repressive attitudes regarding sexuality, thus being deprived from
the contexts and opportunities to fulfill their sexual and intimate relationships [29]. More-
over, participants’ views on sexuality, overall, can be seen according to the monogamic
and heteronormative values embedded in society [4]. Despite discussing the advantages of

@ Springer



402 Sexuality and Disability (2018) 36:389-406

exploring one’s body individually, being in a relationship was perceived by most partici-
pants as more facilitative of their sexual expression. Specifically, it seemed to help them to
cope with the perceived sexual unattractiveness and to legitimize the need to address sex-
ual health by professionals. These findings seem to contradict previous literature reporting
a decrease in sexual activity and satisfaction on people with acquired disabilities [23-27].
However, literature on chronic illness and marital functioning suggested that disability may
be impacted by the perceived spousal support [52]. Marital satisfaction may act as con-
textual variable that mediates disability and sexual satisfaction, with a positive impact in
perceived sexual health, above and beyond sexual functioning or disability [52-54].

Participants’ discourses inform that their experiences of sexuality could be influenced
by several factors. At first, there were individual factors, which refer to internal dimensions
that are directly related to the health condition. Of utmost importance were the actual and
perceived effects of the altered body functions and structures in sexuality, or the “impair-
ment effects” [9]. Participants’ shared the different ways in which these alterations would
affect their sexual activity, by changing sexual behaviors and taking more time in sexual
activities, thus reinforcing the need to adapt the assessment of sexual functioning in people
with physical disabilities [18]. Regarding gender, women seemed to face greater difficulties
in achieving their sexual goals than men, which is consistent with other studies conclud-
ing that women with disabilities were more often regarded as asexual and unattractive [36,
43, 44]. Nevertheless, participants’ views emphasized a common process of internalized
oppression regarding their sexuality. This process is characterized by psycho-emotional
disablism and affects what people think about themselves, which has a negative impact on
sexuality, as it leads to sexual inhibition and isolation [33-35].

Additionally, possible contextual or external factors affecting sexuality that are not
directly related to the health condition have been identified. Personality traits, as well as
having supportive networks, were the main proximal factors identified by the focus groups’
participants in their recovering processes. Having a greater capacity to accept the current
circumstances seemed to help them cope with the adaptations regarding sexual activity.
This is consistent with the literature on the role of third generation cognitive-behavioral
variables (e.g. acceptance and commitment) to improve the biopsychosocial adjustment to
health conditions [55]. Also, it is important to mention the emotional support they received
by professionals and by people with disabilities that they met in the institution. Since dis-
ability models are scarce in daily life and media, getting to know other people in similar
situations and sharing stories would help the participants in breaking stereotyped ideas of
sexuality and disability, and in giving them confidence and hope to overcome difficulties
[29]. Beyond the social stigma, and consistent with the literature, participants addressed
more distal factors with a negative impact on their sexuality, namely the insufficient eco-
nomical and material resources to access health services [36]. As such, participants’ dis-
courses highlight the incongruences of the Portuguese context, since most policies are
already very progressive but, in reality, people cannot entirely fulfill their rights [43, 44].

Limitations

There are some limitations that must be taken into account for data interpretation. In this
study, there was a small, convenience sample, which was circumscribed to a rehabilitation
facility in the North of Portugal. Thus, findings may be very restricted to the Northern con-
text and can hardly be generalized to the rest of the country. Respondent bias, associated
with the sensitive nature of the topic, may be present as well, which is reinforced by the
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fact that two participants declined to participate even after the explanation of the anonym-
ity and confidentiality of the data. Moreover, although the groups were very diverse regard-
ing their health conditions, all participants had acquired disabilities. According to the lit-
erature, people having congenital disability may develop their sexuality with a sense of
sexual-concept that includes the disability, but when the disability is acquired, the person
may already have a sexual experience that will hamper the adaptation and integration of
the disability into their self-concept [5]. Thus, the inclusion of participants with congenital
disability could have helped to broaden the discussion towards more positive aspects of liv-
ing with a disability.

Implications for Research and Practice

The findings include the participants’ suggestions to better address their sexual health and
have implications for future research and practice. Of utmost importance, people with
physical disabilities need effective political measures that improve architectural accessibili-
ties and economical resources to access health care. Specifically, participants mentioned
their interest for sexual assistance, but the discussions revealed that there may be a lack
of information on the topic [4]. Regarding the role of researchers and health profession-
als, the findings point out the need for access to specialized sexology services and sexual
rehabilitation from the beginning of the recovery process. These professionals must be able
to provide people with reliable information and knowledge about the impact of the health
condition on sexuality, as well as strategies to adapt to different sexual activities. Specifi-
cally, participants emphasized the need to improve the couples’ communication skills. Fur-
thermore, addressing sexuality in an empathic and non-judgmental way was advocated in
the discussions, and it is fundamental to avoid further sexual victimization [40]. Combin-
ing both physical and psychological strategies is necessary to effectively help people with
disabilities in developing a satisfying and pleasurable sexual life.

Future research should focus in clarifying the role of specific factors in the sexual health
of people with physical disabilities, namely psychological factors associated with sexuality
and the experience of disability (e.g. sexual beliefs, acceptance). Additionally, understand-
ing the current challenges of the professionals dealing with people with physical disabili-
ties regarding their sexual health is much needed [38—42]. Finally, public awareness on the
sexual rights of people with disabilities should be developed, in order to empower them to
make informed choices and taking initiatives to promote their own sexual health [40].

Conclusions

This research focused on the sexuality of people living with physical disabilities in Por-
tugal. By using qualitative studies, namely the focus groups, this study gave voice to peo-
ple with physical disabilities based on personal accounts and provided a unique insight
into the discussions around the topic. Findings shed light into both individual and con-
textual factors affecting the sexual health of people with disabilities and draw attention
to long-lasting prejudice and bias. Factors discussed by the participants may be similar to
those found previously in the literature [36]. However, the changes in Portuguese society
may have contributed to the delay of the discussions around disability sexuality until very
recently, although they seem strongly embedded in monogamic and heteronormative stand-
ards [37, 43, 44]. Thereby, this research calls into attention the need for the reinforcement
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of the sexuality of people with disabilities in the social agenda, as well as in research and in
health, education and rehabilitation professions, for effective recognition and promotion of
sexual health of all people.
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