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Abstract 

 How do people with physical disabilities experience ‘sexuality’ in contemporary 

Japan? What kind of needs do people with physical disabilities in Japan have regarding 

sexuality and how are those needs supported or restricted by their care environment? 

In order to answer these questions, I recruited both people with physical disabilities 

and their carers, and explored their experiences regarding sexuality by employing feminist 

disability theory and a Japanese cultural framework called de-familialization, along with 

critical feminist inquiry and bricolage for the methodology. Bricolage allowed me to use 

multiple methods in order to make the research process inclusive and accessible for people 

who have various kinds of disabilities, and therefore better able to respond to different 

accommodation needs. This qualitative research project therefore offered multiple research 

approaches: (1) photo-elicitation, (2) poetry with interview, (3) semi-structured interview and 

(4) open-ended on-line questionnaire; and also multiple interaction methods: (1) face-to-face, 

(2) via video-call, and (3) via email. 

By collecting the views of 27 people with physical disabilities and 53 usable 

responses from carers, differences and similarities in perspective between these groups are 

highlighted. In doing so, the findings shed light on how societal discourses on dis/ability and 

gender intersect and affect the lives and well-being of people with physical disabilities as 

well as the support they can receive from their carers. Furthermore, the findings revealed how 

the sexual lives of people with disabilities are often disregarded, simplified, and 

misunderstood due to able-ism, paternalism, seniority, sex-ism, and heteronormativity, which 

are all reinforced by the Japanese cultural trait of solidarity. 

 Specifically, the analysis addresses the following topics: the taboo nature of 

discussing the sexuality of people with disabilities in contemporary Japan, that people with 

disabilities are considered ‘poor beings’ and expected to act according to this image; the 

influences the care environment has on the ability of a person with physical disabilities to 

access information and resources and to maintain their sexual dignity and sexual rights, the 

influence of eugenics perspectives as observed in society and in the minds of people with 

physical disabilities, and the complex power dynamics between people with physical 

disabilities and their carers. 
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Prologue 

“Your research ethics application would be never approved in Japan!” 

Several years ago, before I began my doctoral journey, I met a professor from a 

university in Japan and I discussed with her about a potential research topic for my doctoral 

study. At that time, I was planning to conduct this study in Japan. As soon as I said the phrase 

“sexuality of people with disabilities”, then she responded with the sentence quoted above. I 

felt that she was accusing me of being insensitive as she emphasized the sensitive nature of this 

topic and how it would be prohibitively uncomfortable for some participants. Although many 

people whom I met during this journey asked me why I conducted this research overseas, so 

far away from Japan, attitudes like that of the professor above were the reason why I gave up 

conducting this research as long as I belonged to a university in Japan. Instead, I have decided 

to conduct this research at a university overseas. I must acknowledge that not all Japanese were 

like that. There were also Japanese who were very supportive and encouraged me to work on 

this topic. However, the more I come to understand my participants’ voices, I could not see 

anything unethical about conducting this research. Rather, I have come to believe that 

neglecting to conduct this research would be unethical.  

Being a social worker and caregiver 

As for my professional experience, I initially worked in Japan as a social worker and 

caregiver for elderly people. When I was working with elderly people, I also encountered 

sexuality issues involving elderly people. Japan is experiencing a shortage of caregivers due to 

working conditions, including low wages, huge responsibilities, and, in my experience, often 

pressure from the family members of the clients to provide high quality caregiving. 

Furthermore, from my work experiences in Japan, sexual harassment from the clients was a 

daily occurrence. After I worked several years in Japan, I moved to Hawai‘i to study social 

work, especially issues involving people with disabilities, and while there I also worked with 

people with various kinds of disabilities.  Although sexuality issues with this type of client 

sometimes came up in social work cases, I found it more difficult to discuss the sexual rights 

of people with disabilities compared to talking about educational rights or accommodation 

accessibility. For example, one day, my colleague brought a social work case to my attention, 

something along the lines of ‘my son with intellectual/developmental disability is touching his 

genitals all night and this affects his daily activities’. In situations in which it is sometimes 
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difficult to accommodate even basic needs such as finding accessible housing or applying for 

social security, it seems like sexuality issues were so often left behind that even social workers 

had no idea what to do when such an issue came up. What happened in the above case was that, 

eventually, I visited my professor at the University and asked his opinion, specifically on 

whether a sex worker might help solve this problem or not. After he listened to the whole story, 

(instead of giving me a sex worker’s contact information) he brought me several books and 

told me, “Read those first!”. Until that moment, I might not have been really aware of how 

complicated the issues of the sexuality of people with disabilities were, and found that I wanted 

to examine these issues more deeply. In this way, I could become more informed about how to 

address this topic when problems arise.  

Being a family member of people with disabilities 

I was also a family member of someone with a disability. My cousin had Duchenne 

muscular dystrophy and passed away seven years before the completion of this project. We 

grew up together like siblings. My aunt was his main caregiver and had to devote her life to his 

nursing care. Also, I myself have experienced discrimination; just because I have a cousin with 

disability, some people assumed my household might have some kind of tendency toward 

having children with disability. People told me “if you want to be married, you better not tell 

anyone that you have a family member with disability”. Some other people also recommended 

me to be married early and give birth early in order to avoid the risk of giving birth to children 

with disabilities. For me, who believes that people with disabilities also have a right to be born 

and to give birth, those worries, and suggestions did not make sense.  

Rather, I wanted to challenge those beliefs: ‘if you have a family member with 

disabilities, you cannot be married’, and ‘having a family member with disabilities is 

unfortunate’, or even, ‘don’t you feel so sorry for children if you give birth to them with 

disabilities?’ I believed the reason why those beliefs are created is because of a society which 

is not accessible for people with disabilities or for their family members. I know from my time 

with my cousin that having a family member with disabilities is not a bad experience. Rather, 

having a naughty cousin with disabilities was enough to make me not consider people with 

disabilities as ‘poor beings’, and I have never hesitated to argue with people with disabilities 

who use their disability status to attract pity.  

This is my story. Since I have experienced various relationships with people with 

disabilities, in order to understand the circumstances surrounding people with disabilities with 
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regard to issues of their sexuality in contemporary Japan, I believe it is very important to 

understand not only the voices of people with disabilities themselves, but also the voices of the 

people who work to support their needs. Lastly, I decided to conduct this research in order to 

support the creation of a society where it is no problem to give birth and raise children with 

disabilities, and no problem for people with disabilities to have their own children and families. 

Through the process, I also wanted to help my family—my cousin, and the other family 

members who took care of him—as well as other families who might be facing the same issues 

that we had. I am just hoping that my participants’ voices will reach somebody’s heart and 

someday, the sad voices in this research would be a phenomenon of the “past” with only happy 

voices in the present. 



Chapter 1. Introduction 

4 
 

Chapter 1. Introduction 

 How do people with physical disabilities experience ‘sexuality’ in contemporary 

Japan? What kind of needs do people with physical disabilities in Japan have regarding 

sexuality and how are those needs supported or restricted by their care environment? In order 

to answer these questions, I explored three interconnecting themes. (1) Understanding oneself 

as a sexual being, (2) Accessing sexuality and sexual intimacy, and (3) Accessing 

reproductive health related rights. This research took place over almost 4 years (2015–2019) 

including over 6 months of data collection in Japan, from the western area to the north island, 

but centered around the Tokyo area. The aim of this research is to examine the current 

situation in Japan of how people with physical disabilities experience sexuality in order to 

support not only people with physical disabilities themselves but also the people who are 

involved in caring for them. Throughout this thesis, I use a term “People with disabilities” 

instead of “disabled people” except where the latter term is used by the scholars I cite in my 

literature review. This is because Japan follows the use of the term "people with disabilities" 

in the United Nations Convention on the Rights of Persons with Disabilities (CRPD).   

Contemporary issues for people with disabilities in Japan 

In contemporary Japan, official policy related to the sexuality issues of people with 

disabilities remains vague. Along with ratifying the United Nations Convention on the Rights 

of Persons with Disabilities (CRPD) in 2014 (Shirasawa, 2014), domestic legislation called the 

Act of Elimination of Discrimination against Persons with Disabilities (AEDPD) was enforced 

from April 2016. This AEDPD classifies discrimination into two categories: “unfair 

discriminatory treatment” (refusing and restricting services due to someone’s disabilities 

without justifiable reasons) and “failure to provide reasonable accommodation” (if the rights 

of people with disabilities are infringed due to failure to provide accommodation) (Cabinet 

office, 2018a). In the AEDPD, the Japanese government is obligated to collect and provide 

information regarding cases of discrimination against people with disabilities. However, it is 

not clear what kind of situations would be considered cases of “unfair discriminatory 

treatment” or “failure to provide reasonable accommodation” when it comes to sexual issues. 

Also, although the marriage rights and reproductive health rights of people with disabilities are 

stated in the CRPD in Articles 23 and 25, these are not specifically mentioned in Japan’s 
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AEDPD. It is unclear how many of these sexual rights are recognized and supported in 

contemporary Japan.  

In March 2016 the United Nations Committee on the Elimination of Discrimination 

against Women (CEDAW) made a recommendation to the Japanese government to conduct a 

study of the forced sterilization of women under the Eugenic Protection Act, prosecute the 

perpetrators, and compensate the victims (CEDAW, 2016). The Eugenic Protection Act was 

revised in 1996, by which time approximately 16,500 cases of sterilization, 70% women, had 

been conducted without consent. In 2018 February, one of the victims of this Eugenics 

Protection Act, sued the Japanese government and asked for an official apology and 

compensation.  

According to the Japan National Assembly of Disabled Peoples’ International (DPI) 

Women’s Network Japan, some women with disabilities are still advised to have abortions, but 

there has been no research investigating the current situation for younger generations with 

disability. Therefore, it is crucial to investigate how this eugenics perspective is still influencing 

the sexuality of people with physical disabilities in contemporary Japan. Furthermore, one 

result of a study conducted by the DPI Women’s Network (2012) regarding “difficulties of 

living” experienced by woman with disabilities shows that more than 30% of woman with 

disabilities have been sexually harassed or abused at some point in their lifetime. Even though 

many Japanese people might not want to talk about the issue of sexuality, if there are victims 

of sexual harassment and sexual abuse, it would be necessary to investigate what is going on.  

Thus, Japan is at a crucial time when it will be making decisions about how to interpret 

its new policies, and by conducting this research at this time of policy change, examining how 

the sexual rights of people with physical disabilities are conceived of by society, by their carers, 

and by people with physical disabilities themselves could be beneficial for people with physical 

disabilities and those around them. 

Rationale for conducting research in Japan 

Research from Non-Western contexts is missing 

Approximately 90% of research on sexuality and disability is conducted in Western 

countries (Shuttleworth, 2010). There are few research articles written in English about 

sexuality and people with disabilities in Japan (Yasuda & Hamilton, 2013), and accounts of 

Japanese perspectives of the sexuality of people with disabilities are also few (Yasuda & 

Hamilton, 2013).  
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In Western research, people with disabilities and their caregivers have had their  

perspectives regarding facilitation of sex published by Earle (1999) and Bahner (2012). The 

voices of women and men with disabilities regarding their relationships, ways of obtaining 

sexual pleasure, and hiring sex workers have also been explored (Liddiard, 2014a). In contrast, 

Japanese research is more focused on analyzing autobiographical writings by people with 

disabilities. These have revealed that women with disabilities experience double discrimination 

by being a woman and disabled (Iino, 2010, Matsunami, 2005). However, such 

autobiographical materials are relatively old, ranging from the 1990s to early 2000s. 

Furthermore, although there some books explored the sexuality of people with disabilities, such 

as the work of Kawai (2004) and Kawahara (2006), those are not empirical research, rather, 

they are in the form of reportage, or gathered experiences and voices from people with 

disabilities. On the other hand, there are many disquisitions written by scholars with disabilities 

which analyze Western disability theory as well as develop new disability theory. Also, even 

though voices from people with disabilities are explored, the conclusions address the issues 

only from the viewpoint of health or social welfare professionals. For example, such 

researchers concluded that the current social welfare systems in Japan do not cover supporting 

the sexual needs of people with disabilities (Saito, 2007) or that health professionals need to 

collaborate to support sexuality and reproductive health rights of people with disabilities 

(Tsujimoto, Saito, & Riki, 2015)  

With these differences in scope and method between Western and Japanese research in 

mind, the uniqueness of my research lies in exploring the life stories of people with physical 

disabilities in Japan regarding their sexuality, and also in that I included the viewpoints of 

carers and investigated the current situation of the way people with physical disabilities 

experience sexuality via the voices of both stakeholders. For example, my project aimed to 

examine the perspectives of people with physical disabilities and their carers (and possible 

discrepancies in these perspectives) regarding the facilitation of sex in the Japanese context 

and regarding how eugenics ideas are still influencing attitudes towards the sexuality of people 

with physical disabilities in Japan. Methodologically, although most Japanese research has 

used interviews, in my project people with physical disabilities were asked to choose the 

methods most suitable for them. My contribution to the field of Disability Studies is to add 

knowledge from a non-Western perspective, specifically in terms of understanding the current 

situation of how people with physical disabilities experience sexuality in contemporary Japan. 
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At the same time, I am contributing to Japanese scholarship by looking at the situation through 

a theoretical framework informed by both Western and Japanese theory. 

Rationale for focusing on people with physical disability 

Many topics addressed in research on people with intellectual disabilities are 

overlooked in research on people with physical disabilities. This may be due to the difference 

in attitude (including that of researchers) toward different types of disability (Hasson-Ohayon, 

Hertz, Vilchinsky, & Kravetz, 2014). People surrounding people with disabilities seem to have 

a more liberal attitude towards people with physical disabilities having a sexual relationship 

compared with people with intellectual or psychiatric disability (Hasson-Ohayon et al., 2014) 

because of the assumption that having a physical disability does not affect intellectual 

functioning (East & Orchard, 2014a) .  

These attitudes seem to have had an effect on the way research is conducted, as there 

are major differences in the focus of sexuality research regarding people with physical 

disabilities compared to that of research on people with intellectual disabilities. Sexuality 

research involving people with intellectual disabilities includes such topics as how to ensure 

their sexual rights while protecting them from sexual abuse (East & Orchard, 2014a), which 

can include sterilization (Gilmore & Malcolm, 2014; Hamilton, 2015; Stefánsdóttir & 

Hreinsdóttir, 2013; Stefansdottir, 2014); the perspectives of people surrounding people with 

intellectual disabilities regarding sexual rights (Blackford, 1998; Drummond, 2006; Katoda, 

1993; Thompson, Stancliffe, Broom, & Wilson, 2014), the sexual knowledge of people with 

intellectual disabilities (Aderemi & Pillay, 2013; Ann, 2003; Galea, Butler, Iacono, & Leighton, 

2004; Lunsky, Frijters, Griffiths, Watson, & Williston, 2007; McCabe, 1999) and how to 

provide sex education for people with intellectual disabilities (Cambridge, 1998; Gougeon, 

2009; Kikuchi, Inoue, & Endo, 2010; Rohleder & Swartz, 2009; Travers, Tincani, Whitby, & 

Boutot, 2014). 

Research on people with physical disabilities, however, seems to have different 

concerns, being more focused on physical access to information and resources regarding sexual 

health (Emmett & Alant, 2006; Haseltine, Cole, & Gray, 1993; Nix, 2011; Nosek et al., 1995; 

Sakellariou, 2006) and self-esteem of the disabled body, including sexual functioning and how 

it influences intimate relationships (Browne & Russell, 2005; Nosek, Hughes, Swedlund, 

Taylor, & Swank, 2003; Parker & Yau, 2012; Quinn, Flood, Mendelowitz, Marrie, & Foley, 

2015; Smith, 2009).  
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Some experiences of people with physical disabilities, however, remain overlooked. 

For example, in Japan, people with physical disabilities have been targeted for sterilization. 

Sterilization was performed as one of the conditions of institutionalization, or as a means to be 

free from the burden of menstruation (DPI Women’s Network, 2012). Experiences of people 

with physical disabilities might also be overlooked by caregivers and policymakers who 

believe that sterilization could be an issue only for people with intellectual disabilities. 

Therefore, understanding these ignored experiences could be beneficial in fully understanding 

the sexuality issues of people with physical disabilities and may also be applicable to future 

research on people with intellectual disabilities and their caregivers. 

Research questions 

Main research question 

How do people with physical disabilities experience sexuality in contemporary Japan? 

Sub-questions 

• What kind of needs do people with physical disabilities in Japan have regarding 

sexuality and how are those needs supported or constrained by their care environment?  

• What are the dilemmas faced by carers concerning the sexual rights of people with 

physical disabilities and how might they resolve those dilemmas?  

• How does gender influence the experiences of sexuality of people with physical 

disabilities as well as the support of people who are involved in caring for them? 

• How do various types (or degrees of severity) of disabilities influence the experiences 

of sexuality of people with physical disabilities as well as the support of people who 

are involved in caring for them? 

• How do eugenics perspectives influence the experiences of sexuality of people with 

physical disabilities as well as the support of people who are involved in caring for 

them? 

 In this research, for the term ‘sexuality’ I adopted the working definition used by the 

World Health Organization (WHO):  

Sexuality is a central aspect of being human throughout life that encompasses sex, 

gender identities and roles, sexual orientation, eroticism, pleasure, intimacy and 

reproduction. Sexuality is experienced and expressed in thoughts, fantasies, desires, 

beliefs, attitudes, values, behaviors, practices, roles and relationships. While sexuality 

can include all of these dimensions, not all of them are always experienced or 
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expressed. Sexuality is influenced by the interaction of biological, psychological, 

social, economic, political, cultural, legal, historical, religious and spiritual factors 

(WHO, 2017)  

However, due to the characteristics of Japanese language, when I began data collection, 

there was some confusion in the definition of “sexuality”. I will address this confusion further 

in the “Fieldwork Issues” section of the Method chapter (Chapter 6).  

Theory overview  

The theoretical framework in which I framed this study was Garland-Thomson’s 

feminist disability theory. My data analysis/findings chapters, which begin from Chapter 7, 

are structured around the concepts of feminist disability theory in her work from 2002. Also, 

I employed the theoretical concept of de-familialization, which is unique to the Japanese 

disability studies context. Feminist disability theory has the purpose of re-imagining women 

and people with disabilities through two aims; one is to break down attitudinal barriers by 

interpreting disability as human variation instead of inferiority (Garland-Thomson, 2005), 

and the other is to “unsettle” stereotypes of people with disabilities by positioning the 

experience of being disabled in the context of “rights and exclusions” beside the re-claiming 

of their voices and misrepresented experiences and the challenging of dominant societal 

assumptions of living with a disability (Garland-Thomson, 2005, p. 1557). In order to 

accomplish this re-imagining of women and people with disabilities, feminist disability 

studies employs two contradicting practices. First, although it recognizes that there is a great 

diversity among people labeled as ‘disabled’, in order to examine the process by which 

society simplifies this variety into a single category, and the harmful effects this has on the 

population forced into that category, feminist disability studies recognizes and uses the term 

‘disability’ in the same over-simplifying way that society does. (Garland-Thomson, 2005. p. 

1558). Second, at the same time, feminist disability studies seeks to recognize the diversity 

and complexity of disability by retrieving the narratives which were compressed into that 

category, “in order to rewrite oppressive social scripts which restrict the lives and bodies of 

people with disabilities, as well as limit the imagination of able-bodied people regarding 

being disabled” (Garland-Thomson, 2005. p. 1567). This is why I include a description of 

each participant’s physical condition in the list of their pseudonyms and genders. De-

familialization, in the context of Japanese disability studies, is interpreted by Holi (2014): the 

concept of de-familialization is not only criticizing the paternalism and discrimination from 
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parents toward their own children with disabilities but also criticizing the eugenics 

perspectives that are internalized in people with disabilities themselves.  

Methodology, participants, and method overview 

 This research was grounded in the critical research paradigm, of which the basic 

assumption is “multiple realities are situated in political, social, cultural contexts and one 

reality is privileged” (Merriam, & Tisdell, 2016, p.12). For this reason, the methodology I 

employed in this study were critical feminist inquiry and methodological bricolage. Critical 

feminist inquiry has the intention to discover “oppressive conditions, which promote 

domination, inequity, and marginalization through gendered relations within people’s specific 

life contexts” (Pitre, Kushner, Raine, & Hegadoren, 2013). A critical feminist inquiry gives 

voice to oppressed and marginalized people by exposing and critiquing the ways that 

oppression and domination limit full participation in social, political, and economic life (Pitre 

et al, 2013). Critical research therefore employs qualitative research which uses words as data 

(Braun & Clarke, 2013) to understand the way people make sense of their world and their 

experience in the world (Merriam & Tisdell, 2016).  

 Since physical disabilities involve various forms and varying degrees of severity that 

differ with each individual, different participants may be better suited for different types of 

research methods. For these reasons, I employed Denzin and Lincoln’s “methodological 

bricolage” (Denzin & Lincoln, 2000), in which a researcher combines multiple research tools 

to accomplish a meaning-making task (Rogers, 2012). I employed methodological bricolage 

not only to collect data effectively from participants who have diverse kinds of (dis)abilities, 

but also for making the research process more accessible and inclusive for those participants 

(Liddiard, 2013b).  

In addition, since I conducted my data collection in Japan, Asian epistemologies, 

which take holistic approaches and acknowledge multiple perspectives, had influence on my 

research design, especially the decision to include carers among my participants. It was 

important to note that due to the difficulty of talking about sexuality topics in Japan 

(Akazawa, 2011), it was impossible for me to restrict my study to participants with specific 

physical disabilities or genders, even though this would have helped narrow down the topics 

of the questions. I had to keep the scope of the research theme broad, from individual 

experiences to opinions on policy, in case my participants opted to skip any questions.  
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Participants 

I obtained 27 participants with solely physical disabilities, which included 10 men, 14 

women, two transgendered people and one questioning person (these are referred to as the 

Group 1 participants). Furthermore, most participants had various types of disabilities which 

included acquired (occurs after birth) and congenital (present at birth) physical disabilities 

with a wide range of severities. Also, I obtained three people with whom Group 1 participants  

felt they were able to consult about their sexuality or who they thought had been supporting 

their sexual needs, and whom they would allow me to interview (these are the Group 2 

participants). Those Group 2 participants had various relationships with Group 1 participants, 

such as friend or partner. Furthermore, I obtained 50 usable on-line qualitative questionnaire 

responses from carers as well as interview data from three carers who agreed to be 

interviewed.  (The term ‘carer’ means someone who was either currently in the position of 

working with people with physical disabilities, or who had had the experience of directly 

caring for people with physical disabilities. Carers are categorized in Group 3). All of the 

participants were Japanese, and were at least 18 years old due to the age of consent in Japan. 

Although I obtained one family member (sibling) of people with intellectual disabilities as 

well, I did not include her responses in this thesis because my thesis focuses on people with 

physical disabilities.  

Methods 

I employed multiple methods in this research. I prepared research activities according 

to the different groups of participants. People with physical disabilities (Group 1 participants) 

were invited to choose one or more? research method from: (1) photo-elicitation, (2) poetry, 

(3) semi-structured interview, and (4) open-ended on-line questionnaire; and one method for 

interacting with me, from: (1) Face-to-face, (2) via skype, or (3) via email. I consulted with 

each participant to ascertain which method would be most suitable for them, given their own 

interests and preferences. Through these research activities, I asked about their experiences and 

opinions related to their sexuality. Group 2 participants (people nominated for participation by 

Group 1 participants) and Group 3 participants (carers) selected one research method according 

to their convenience and preferences, either (1) semi-structured interview, or (2) open-ended 

on-line questionnaire, and one interaction method from the same list offered to Group 1. Group 

3 participants did the open-ended online questionnaire anonymously, unless they asked to 

participate more deeply, in which case the opportunity of an interview was also available. ? of 

this group chose to be interviewed. 
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Thesis Overview  

I will briefly introduce the information in each chapter. In Chapter 2, a background 

chapter, I will discuss how concepts relating to sexuality and to people with disabilities have 

changed over time. This chapter also introduces important Japanese cultural characteristics, 

particularly the Japanese idea of the family caregiver, and examines who the professional 

caregivers are in Japan.  

Chapter 3 functions as a literature review and is organized into three themes. The first 

theme is “Understanding oneself as a sexual being” and includes discussion of what kind of 

factors potentially influence the ability of people with disabilities to consider themselves sexual 

beings. The second theme is “Accessing sexuality and sexual intimacy”, in which I will 

specifically discuss issues of facilitation of sex, accessing sexual services, and consulting about 

sexual concerns with health and social welfare professionals. The last theme is “Accessing 

reproductive health related rights”, in which I will discuss eugenics issues in contemporary 

Japan. The chapter concludes with a look at how the Japanese disability field has developed its 

own theories.  

In Chapter 4, I will discuss the theoretical frameworks that inform this project. Starting 

with theoretical bricolage, the discussion moves on to the concept of de-familialization, which 

is specific to Japanese culture, and finally Rosemarie Garland-Thomson’s feminist disability 

theory which frames this research through four key theoretical concepts.  

In Chapter 5, I will discuss methodology, which includes discussions of Asian 

epistemologies and of Japan as a high-context culture. After that, I will explain critical feminist 

inquiry and what it means to apply critical feminist inquiry in Japan. Also, I briefly introduce 

the idea of the researcher’s positionality which is critical for feminist methodology, and which 

supplements the introduction of myself which begins the thesis. I will conclude the chapter by 

introducing the ‘methodological bricolage’ via which I employed multiple methods.  

In Chapter 6, I will describe the research design along with explaining the data-

collection methods and methods for interacting with participants which I have employed in this 

research, the recruiting process for each group of participants, and finally my data analysis 

methods. I then conclude the chapter with a brief overview of practical field work issues that 

arose during the research process.  

From Chapter 7 onward, I move on to the findings/discussion section. In Chapter 7,  I 

will investigate the concept of ‘representation’ in feminist disability theory. I will explore what 
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people with physical disabilities and their carers think about the Japanese societal concept of 

the sexuality of people with physical disabilities. The gaps between this dominant discourse 

and what people with disabilities actually experience are highlighted in these five 

findings/discussion chapters.  

In Chapter 8, I will discuss the concept of ‘identity’ in feminist disability theory. I will 

explore how people with physical disabilities have their own unique bodies and the sexual 

cultures which are produced by those unique bodies. I will investigate the knowledge produced 

by various bodies, as well as whether carers are ready to accommodate the limitations and 

advantages of these bodies.  

In Chapter 9, I will examine the concept of ‘activism’ in feminist disability theory. I 

will use two Japanese organizations, Whitehands and Noir, as examples of the current 

situation of masturbation assistance for people with physical disabilities in Japan. In the 

second half of this chapter, I will investigate how people with physical disabilities access 

sexual services along with the ethical dilemmas experienced by caregivers or health 

professionals. 

In Chapter 10, I will explore the concept of ‘body’ in feminist disability theory. I will 

explore the issue of eugenics perspectives and whether such ideas and practices are ongoing 

in Japan. Also, I will discuss how eugenics discourse can affect people with disabilities both 

from outside (from their environment) and from within themselves. I conclude this chapter by 

examining the carers’ perspectives towards eugenics practices. 

In Chapter 11, I will discuss the concept of the ethics of care in feminist disability 

theory, which is associated with the body. I will examine how the experiences of my 

participants relate to the U.N. Convention on the Rights of Persons with Disabilities (CRPD). 

Specifically, I will address issues of asserting the sexual dignity of people with disabilities as 

well as issues of the ethics of care and of power differences between carers and people with 

disabilities and explore how mutual relationships can be created.  

In Chapter 12, I will conclude this thesis by summarizing the findings, framed by 

Garland-Thomson’s (2005) practices of examining society’s process of reducing narratives 

while working to reveal the narratives that have been compressed or covered up. I also 

discuss a potential framework for understand the sexuality of people with physical disabilities 

in Japan, the strengths and weaknesses of this project, and the practical implications of the 

findings. 
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Chapter 2. Disability and Sexuality in Japan (Setting the Scene)   

Riddell and Watson (2014) argue that the way disability and impairment are perceived 

is shaped by culture. The meaning of the term ‘disability’ is culturally produced through the 

central values of society and biased towards a specific body type. Similarly, Goodley (2016) 

argues “The phenomenon of disability will always be reproduced in our culture. And disability 

is desired as a cultural phenomenon” (Goodley, 2016, p. 16). Disability is also associated with 

the concepts of inequality of power and human interdependence (Oliver, 1990).  In this regard, 

Garland-Thomson (2017b), whose feminist disability study I employed to frame this study, 

argues “All forms of corporeal diversity acquire the cultural meanings undergirding a hierarchy 

of bodily traits that determines the distribution of privilege, status, and power” (Garland‐

Thomson, 2017b, p. 6). In this sense, culture is considered central to the politics of disability, 

specifically because it is culture which dictates the meaning of conceptions of disability and 

how these relate to the physical body. Culturally, certain body types (i.e. people with disability) 

might be generally thought of as ‘non-sexual beings’; because of this, culture, due to its 

contribution of either oppressive or liberating values, is considered important to the 

development of attitudes towards people with disability (Riddell & Watson, 2014). For this 

reason, elucidating the cultural context of my research is crucial in order to situate my research 

within the specific cultural context of contemporary Japan.  This chapter is constructed in three 

sections. The first section examines sexuality in Japan and explains how the concepts relating 

to sexuality have changed over time, as well as the double-standard applied to discussing 

sexuality topics. In the second section, I will examine who are the caregivers in Japan, looking 

at both traditional caregivers (family members of people with disabilities) and professional 

caregivers. In the last section of this chapter, I will situate this research in the broader Japanese 

cultural context.  

Sexuality in Japan 

Historical Changes 

Japanese views of sexuality have changed over time. Traditionally, different kinds of 

love have been accepted in Japan. Prior to the Meiji era in Japan, talking about sex was not 

considered taboo, nor was there any tradition of prejudice against homosexuality (Akazawa, 

2011; Ho, 2012). However, those formerly diverse perspectives towards sexuality have 

narrowed over time since the beginning of the modernization process in Japan. 
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Before the Meiji Era (1868–1912), sex was discussed openly in Japanese society. For 

example, “The Tale of Genji,” a fictional work written in the eleventh century - sometimes 

called the world’s first written novel - is mainly about seduction, with sexual acts expressed 

through poetry (Buruma, 2015). Bisexualism was not considered taboo. Rather, homosexuality 

was valued among the Samurai (Akazawa, 2011). Ueno (2003) shows that, in the Tokugawa 

era (1600-1868), sexuality was also “very much a matter of class’ (Ueno, 2003, p. 318) 

“Commoners were allowed to freely enjoy romantic love, and even have illegitimate children” 

(Bornoff, 1991, p. 84). However, the sexual activities of males of the Samurai class were more 

carefully regulated, even when engaging in commercial sex (Seigle, 1993). Meanwhile, elite-

class women had to follow the practices given in Confucian texts, which required them to be 

virtuous, faithful, and loyal to only one husband (Ueno, 2003). 

Attitudes towards sexuality began to change during the modernizing process that took 

place in the Meiji period (1868–1912). The Meiji government promoted what was called the 

‘ie’ (household) system which endorsed the Confucian ideal of ‘ryosai kenbo’ (good wives, 

wise mothers); virginity and chastity were, therefore, highly valued (Ho, 2012). The Meiji Civil 

Code of 1898 adopted traditional family law principles which were influenced by 

Confucianism (Stevens, 2013). This Meiji Civil Code began the systematic enforcement of the 

socialization of women to perform their ‘proper’ roles as wives and mothers (Stevens, 2013). 

A woman, and her sexuality, were viewed as the ‘property’ of a male owner: of her father 

before marriage, and of her husband once she was married (Ueno, 2003). For example, one of 

the most significant characteristics of family law in the Meiji Civil Code was the adoption of 

the family (ie) system (Satoh, 2008; Stevens, 2013). Under the family system, a family Head, 

kafuchō, had powers to govern and control his family members, and the legal status of the man 

was superior to that of the woman (Robertson, 1999; Satoh, 2008; Stevens, 2013). This family 

system assumed that the eldest son would inherit the status of ‘head of the family’ as well as 

the property of the household (Stevens, 2013). It also dictated that women who married became 

members of their husband’s ‘ie’. However, this family system eventually broken down as 

family members became industry workers and moved away to urban areas (Satoh, 2008). After 

World War II, the civil code was amended; the family system was abolished, including the 

power of men over women, and the general principle of the equal rights of husband and wife 

was adopted, at least at the legal level (Akazawa, 2011; Satoh, 2008). However, beliefs from 

the family system have remained in society generally (Satoh, 2008). Even though the civil code 

stipulates that all children have equal duty to support their parents, many people still think that 
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a first son is the inheritor of the household and has the responsibility to support and care for his 

parents. In other words, the wife of the first son would eventually be expected to take on the 

responsibility of taking care of her parents-in-law (Satoh, 2008). This thinking remains 

implanted in the minds of today’s older Japanese, especially those currently in their late 

seventies or above. One of the examples is the case of increasing numbers of ‘posthumous 

divorces’, which means that a widow legally abolishes the relationship with her parents-in-law 

when her husband passes away (Tangi, 2017). This is because nowadays, it becomes common 

for women to work outside the home even after marriage, therefore it has become difficult for 

those women to play the traditional role of ‘daughter-in-law as caretaker’ even though it may 

still be expected by their husbands’ parents (Tangi, 2017). 

After the Second World War, Japan adopted certain westernized values. Protestant, 

Anglo-Saxon values in those days were the ideal, and became the new model for Japanese 

modern society, at least on the surface level (Akazawa, 2011). One example of this was seen 

in the new Japanese Constitution which specified equal treatment between man and woman 

(Satoh, 2008). As I explained before, this equal treatment of man and woman influenced the 

family law in the Civil Code which was reformed in 1947. In the new amendment, the status 

between wife and husband came to be treated equally (Satoh, 2008). This modernization also 

influenced the economy, academic research, and the education system; according to Akazawa 

(2011), avoidance of sexuality as an academic subject is one of its influences.  

Expected roles of males and females  

In the 1970s, along with economic growth in Japan, the state promoted this idea of the 

‘man as the breadwinner and woman as the professional housewife’ as an ideal family model. 

Long working hours in most companies, which are still seen in contemporary Japan, deterred 

mothers from entering the workforce and made many married men into absent husbands. 

Allison (1994) argues that this has turned the meaning of marriage into a functional 

arrangement to supply economic means and destroyed any notion of marriage being an intimate 

relationship (Allison, 1994).  

Also in Japan, up until the present day, while a common notion that defines men’s 

sexuality has been associated with pleasure, women’s sexuality, however, has been associated 

with reproduction (Ho, 2012). In other words, there is a strong societal perception that still 

exists now in contemporary Japan that ‘normal’ women want to marry and have children 

(Castro-Vazquez, 2015). Furthermore, traditional cultural values have a tendency to emphasize 
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the parental role of couples. Parental roles are considered to be more important than sexual 

fulfillment, and child reproduction has to be legitimatized within marriage; in other words, the 

family lineage is the most important reason for marriage and child-birth, and this belief is still 

at large even now. Although this phenomenon cannot be explained by the number of births 

outside of marriage it is an interesting connection to note: Ho (2012) argues that marital beliefs 

based on childbirth as the sole purpose of marriage, explains why births outside of marriage 

account for only 1% of all childbirths in Japan (Ho, 2012).  

These gender role expectations stem from traditional cultural values that also surround 

the same ideas in Japan regarding sex.  It could be said that, for both men and women, 

expectation of gender roles from society has resulted in many marriages which are unable to 

provide satisfactory levels of happiness and fulfilment, for either person. The subjectivity of 

Japanese women is still normalized through heterosexual marriage and childbearing. This 

perspective is apparently stronger in rural areas than in urban ones, as Nakano (2014) found 

that ‘the pressure to marry from friends, family, and neighbors is greater in smaller cities and 

towns than in Tokyo’(Nakano, 2014, p. 164). Furthermore, Japanese traditional values, which 

emphasize a women’s role in childbearing, act as a huge pressure for women who do not have 

or who cannot have children. This is seen in a documentary film called Mothers’ Way, 

Daughters’ Choice, about the reason why Japanese females try to move overseas to start new 

lives: “There is [still] a single scenario for happiness in Japan. You must get married…You 

must have babies” (Gasha, 2011).  

Additionally, spurred by the recent low birth rate and increasing elderly population in 

Japan, the pressure to get married by 35, if not a younger age, has seemed to increase (Peachy, 

2018).  In 2017, the number of people aged 65 or older reached 35.14 million and made up 

27.7% of the total population, whereas the number of children is 15.71 million and made up 

only 12.4% of the total population (Statistics Bureau, 2017: Ministry of Internal Affairs and 

Communications, 2018). Furthermore, the total fertility rate in 2017 in Japan was 1.43, while 

the number of births fell to a new low of 946,060 (Watabe, 2018). The situation of low birth 

rate has been a great concern for the government.  

In 2015, in response to this concern, the Japanese government tried to publish health 

education materials for high school students. This material included a graph showing how a 

woman’s suitability for pregnancy changes with her age, with a graph emphasising that a 22-

year-old was at the most suitable age for child bearing (Tanaka, 2016, 2018). This graph was 

attributed to a paper from overseas, but the data was incorrectly interpreted, and furthermore, 
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the graph had been manipulated before publication (Tanaka, 2016, 2018). The group of scholars 

who found out these mistakes accused the Ministry of Education, claiming that the 

manipulation was possibly led by the government and by specialists in obstetrics, gynaecology 

and reproductive medicine (Tanaka, 2016, 2018). Although this material has finally stopped 

being published (Tanaka, 2018), this case shows how even the Japanese government is 

pressuring females to produce more children due to concerns about the decreasing population 

in Japan. 

Recently in Japan, one of the people in the Diet (Japan’s main elected legislative body, 

similar to a parliament or congress) commented that LGBT people are not productive so that 

tax money should not go to support them (Osaki, 2018a). This comment brought about a huge 

argument in Japanese society, and demonstrations occurred in several areas in Japan, not only 

involving groups of people with disabilities and from the LGBT community, but also people 

who cannot have children due to chronic illness (Osaki, 2018b). In other words, this female 

legislator determined an individual’s ‘productivity’ by whether or not this person can have a 

child. The Liberal Democratic Party Secretary-General neither supported nor rebuked her 

comment, and some other legislators encouraged her (Nikaido, 2018). These episodes reveal 

how able-bodied people reinforce those social norms. 

A double-standard when talking about sex 

As I explained in the section above, the acceptable context for talking about sex is only 

within a discussion about having a family or child-production; aside from that it is a taboo 

subject within Japanese culture. In this way, a double standard can be seen: on the one hand, 

sex is important for having children and the decreasing birth rate along with the increasing 

elderly population is a national problem; on the other hand, the attitude of ‘don’t talk about sex’ 

is strongly rooted in Japanese modern culture as well as within the Japanese people. Even 

recently, Japanese people, men or women, hesitate to talk about ‘sex’ in public; doing so elicits 

feelings of shame (Akazawa, 2011; Ho, 2012; Kameya, 2001).  

One example of how the strength of the taboo is seen is in the story of Tamagaki, an 

occupational therapist, who published a book regarding sexual activity of people with 

disabilities titled Shintai shōgai sha no sei katsudō (“about the sexual activities of people with 

physical disabilities”). Tamagaki (2015) has commented on the difficulty of bringing the topic 

of the sexuality of people with disabilities to public attention because of Japanese cultural 

attitudes towards sex, which consider open discussion of sexuality issues to be taboo 
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(Tamagaki, 2015). According to Tamagaki, when he first published his book in 2012, he was 

prepared to be fired (Tamagaki, 2015).  

The most recent example of considering sex as a taboo topic has been a politician’s 

attempt to intervene in ‘sex education’ in Tokyo. In March 2018, Toshiaki Koga, of the Liberal 

Democratic Party and a member of the Tokyo Metropolitan Assembly, criticized a sex 

education class which was taught in a public junior high school in the Adachi-ward in Tokyo 

(Saito, & Yamada, 2018). The reason for this complaint was that the terms ‘sexual intercourse’, 

‘birth control’ and ‘abortion’ were used (Brasor, 2018). According to the Tokyo Metropolitan 

Board of Education, it was permissible to discuss prevention of STDs but not allowable to 

discuss intercourse, birth control, or abortion (Brasor, 2018), and it commanded the Adachi 

Ward Board of Education to stop giving “inappropriate lessons” (Saito & Yamada, 2018).  

 Another example of taboo attitudes in sex education specifically involved students with 

disabilities. In 2003, legislators from the Tokyo district office visited a school and discovered 

that their way of teaching sex education was too close to pornography because the school was 

using realistic models of sexual organs, and dolls with sexual organs (Fu, 2011, Hirose, 2013).  

However, the school responded that since their students are people with intellectual disabilities, 

it is hard for them to understand some concepts if they are explained only with words.  The 

school sued the legislators and eventually won its court case in 2012 (Brasor, 2018). From the 

examples seen above, even though the attitude towards sexuality in Japan has been changing 

over time, there are still people, including those in positions of power, who consider talking 

about sexuality issues taboo.  

People with disabilities in the Japanese context 

Historical change 

Attitudes towards people with disabilities in Japan have differed throughout various 

historical periods. In ancient times, people with disabilities were considered to bring happiness, 

or appeared as gods in Japanese mythology (Hanada,1987). However, beginning in the 

Kamakura period (around the 13th Century), when Buddhism began to spread among the 

ordinary classes, disability was seen as the result of Karma, or retribution for one’s previous 

life (Hanada, 1987) therefore people with disabilities were not only blamed for their previous 

lives, but also the households which have someone with disabilities were stigmatized. In the 

1970s, the disability movement in Japan became very active and proponents were challenging 
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the ‘common sense’ view that human beings have to be born with no (so-called) defects, this 

idea denied people with disabilities’ existence (Goto, 2010).  

During this period, in 1978, there was a murder case in which children who had 

disabilities were murdered by their own mother. While many people sympathized with this 

mother and conducted a campaign to reduce the length of her prison sentence, Yokota (2015) 

criticized the attitude of the media for focusing only on the sympathy and pity towards this 

mother’s fatigue of providing nursing care for her disabled children. He argued that this 

incident was caused, not by the tiredness of the mother taking care of her disabled children, but 

by the discriminatory attitudes of society towards people with disabilities and their family 

members (Yokota, 2015).  

In recent decades in Japan, people with disabilities are considered ‘unusual’ or 

‘problematic’, an attitude that comes from the viewpoint that people with disabilities are not 

contributing to the society as part of the workforce and thus should not exist (Yokota, 2015). 

This perspective is evident in a recent incident involving someone who stabbed and killed 19 

people with various severe disabilities in an institution. The perpetrator, who turned out to be 

a former caregiver in this institution, made statements like “The disabled can only create misery” 

and “I envision a world where a person with multiple disabilities can be euthanized, when it is 

difficult for that person to carry out household and social activities” (Findlay, 2016). According 

to Fukushima (2016), this incident also represents a deeply rooted commitment to eugenics in 

Japanese society. 

Alternately, there is a pervasive image of people with disabilities as virtuous sufferers 

who provide impressive stories to inspire non-disabled people by striving hard to overcome 

difficulty (Goodley, 2010, Kumashino, 2015). Young (2014) in a TED-talk presentation 

described this phenomenon by using the word ‘inspiration porn’, meaning that narratives are 

constructed about people with disabilities for the benefit of able-bodied people by objectifying 

people with disabilities as material for generating inspiring or motivational stories consumed 

by the able-bodied (Young, 2014). An example of ‘inspiration porn’ or the objectification of 

people with disabilities for able-bodied people in Japan would be the annual charity television 

show titled, ‘24-hour Television’ (nijū-yojikan terebi). This show has continued in Japan for 

about 40 years, by having the mission of raising money not only for domestic but also for 

international social welfare, environmental protection, or disaster relief and support 

(JapanToday, 2018). This show televises people with disabilities challenging themselves to 
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complete some activity, such as a person who has some impairment in their legs climbing a 

mountain, or people with intellectual disabilities holding a music concert, etc. (Murphy, 2016).  

As shown above, people with disabilities have been criticized or stigmatized based on 

religious beliefs as well as their perceived lack of economic contribution to society. 

Furthermore, some stories of people with disabilities are glamorized in the popular media, such 

as by that charity TV show, so that people with disabilities have the image of being ‘clean’ or 

‘pure’ forced upon them (JapanToday, 2018).  

Stigmatizing households 

As mentioned earlier, households in Japan who have people with disabilities among 

their family members have also been stigmatized because having people with disabilities in the 

household is at times considered to be the result of Karma (Kato & Sleeboom-Faulkner, 2009). 

Furthermore, there are still cases of people reluctant to marry someone who has a family 

member with disabilities due to the concern that a partner’s household might have a genetic 

problem, or due to concerns about the nursing care burden of having a family member with 

disabilities (Kato & Sleeboom-Faulkner, 2009). For example, the research team of the Ministry 

of Health, Labour and Welfare, investigating the current situation regarding the use of genetic 

information of individuals, found out that 3% of respondents had experienced receiving 

discriminatory treatment such as being refused insurance, cancellation of job declaration, or 

unwanted divorce and cancellation of engagement (Nihon-Keizai-shinbun, 2017). A further 

example can be seen in the attitudes of police, media, and family members of the 19 victims 

with severe multiple disabilities who were killed in the 2016 incident in Japan (Adams, 2016; 

Findlay, 2016). In general, in Japan, when somebody dies or is killed, the TV media will 

disclose the name of the victims. However, in the case of the mass-killing of people with 

disabilities (Findlay, 2016), initially, the names were not disclosed due to requests from the 

family members of the victims. Shirasawa (2016), from the National Conference to Support 

the Life and Rights of Disabled Persons, commented that it seems that the stigmatizing of 

households is still ongoing in Japan. When it comes to marriage, there are still cases in which 

the marriage of relatives or siblings of people with a disability is generally discouraged, or 

prevented, by the partner’s family members once they know their partner’s household has a 

member with disability (Shirasawa, 2016). Additionally, the concerns of having siblings with 

disabilities were also expressed in the responses from siblings of people with disabilities. The 

amount of published research on the marriage concerns of siblings of people with disabilities 

is very small. I found only two relevant articles, and these both focused on the siblings of people 



Chapter 2. Disability and Sexuality in Japan 

22 
 

with intellectual disabilities. According to research on families that include both able-bodied 

children and children with disabilities, parents are concerned about the influence that having 

someone with a disability in the family will have on the potential marriage of their able-bodied 

children (Mihara, Tabuchi, & Toyama, 1997).  Similarly, according to the questionnaire 

conducted by the Association for Brothers and Sisters Walking Together with Siblings with 

Disability, the three biggest concerns regarding the marriage of able-bodied siblings are: a) 

‘Understanding on the part of the partner’, b) ‘Understanding on the part of the family member 

of a partner’, and c) ‘Taking care of siblings with disabilities’ (Association for brothers and 

sisters walking with siblings with disability, 1997). The aim of this questionnaire was to 

understand the task of able-bodied siblings and how able-bodied siblings interact with their 

siblings with disabilities. 

Caregiver roles in Japan 

A family member, the traditional carer 

As the case of the 19 people with disabilities murdered exemplifies, the reason why 

family members/households are also stigmatized could be understood when we think about 

who is expected to take care of people with disabilities. In Japanese culture, it is expected that 

family members be responsible for taking care of the people with disabilities in their families 

(Youda, 1999). In a social welfare white paper of 1981, addressing policies for people with 

disabilities, it is stated that the nursing care of people with disabilities has to be provided by 

family members (Ministry of Health, Labour and Welfare, 1981, cited in Tsuchiya, 1998). 

However, in Japanese society, nursing care has been provided predominantly by females 

(Youda, 1999). In other words, it is a tacit understanding that nursing care is to be done by 

female family members (Tsuchiya, 1998). Thus another reason that the names of the victims 

in the aforementioned case were not disclosed could be the possibility that the family members 

of victims felt ashamed for institutionalizing their children with disabilities, and were worried 

about receiving criticism from society (Shirasawa, 2016).  

Tsuchiya (1998) found that people with severe physical disabilities tend to think it is 

necessary to release their mother from the burden of nursing care in order to feel that they are 

independent. Furthermore, one of the interesting findings of Tsuchiya (1998) is that, although 

people with disabilities suggest releasing the mother from the burden of nursing care, they do 

not question the idea that nursing care and the raising of children are only provided by female 

family members (Tsuchiya, 1998). This could be the result of the attitude of society in general, 
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or specifically of parents holding traditional ideas that female family members are obligated to 

be responsible for the care of the family. In family environments like these, it might be easy to 

imagine that children with disabilities might also keep such traditional values, especially if 

people with physical disabilities cannot access any other role models due to their limited social 

life and scarce opportunities to socialize with people due to the societal limitations put on them. 

Tsuchiya (1998) continues that there seems to be a tendency for the mothers of people with 

disabilities to see their children as part of themselves. Those mothers become very sensitive 

about how others see them, which leads them to be too protective because, if something 

happens to a child with a disability, a mother’s qualification and love as a parent would be 

questioned by society (Youda, 1999). For those mothers, their existence could be validated 

through the role and behaviour of being a deeply loving mother of someone with a disability. 

Ironically, however, this attitude might lead such mothers to prevent their child with a disability 

from being or feeling independent (Tsuchiya, 1998). This illustrates how society puts the care 

burden onto female family members thus creating very close relationships between mothers 

and their children with disabilities.  

Having people with disabilities in the household could then incite a mixture of feelings, 

including guilt, shame, and fear of being stigmatized, which affect not only the sexuality of 

people with disabilities themselves (a concept that will be explained in more detail in the 

following section), but also the marriages of other family members, thus potentially posing a 

difficulty in continuing the blood line of the household. Additionally, since it is almost always 

females who have the responsibility of taking care of people with disabilities, it would be easy 

to imagine that the relationship between people with disabilities and female family members 

becomes important and this relationship might also influence the experience of their sexuality 

by people with disabilities. 

Caregivers: who is a caregiver in Japan? Power relations between caregivers and their 

clients  

The concept of caregiving in Japan is similar to many cultures in the west, except when 

it comes to the influence of Confucianism, which still has a strong influence on Japanese 

society today (Makita, 2010). In the previous section, I discussed that, traditionally, a female 

family member has the responsibility of taking care of people with disabilities. In this section, 

I will examine who the caregivers are in Japan and the power relations between those caregivers 

and their clients with disabilities. 
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Goodley (2013), working in the UK, argues that the issue for females with disabilities 

is not about control of the agenda created by males with disabilities, but oppression from 

females in more powerful positions over less powerful females, especially with regards to 

issues of race. However, the Japanese situation is a bit different. Caregivers were not 

traditionally immigrant workers. Due to the growing elderly population and a lack of caregivers, 

it was only in 2008 that Japan began to accept foreign caregivers (Kakuta, 2017). Based on the 

Economic Partnership Agreement between Indonesia, the Philippines, and Japan, as well as the 

Japan-Vietnam Economy Acceptance of foreign nurse / nursing care worker candidates, as of 

September 1, 2018, the cumulative number of people who have been accepted as candidates 

for this foreign nurse/care worker program from those three countries was just over 4,700 in 

total. (For foreign caregivers/nurses, being accepted to this program is the only way to officially 

work as caregivers/nurses in Japan). Japan has been accepting foreign workers in the fields of 

agriculture, fisheries and so on such that in 2017 alone the total number of foreign workers 

reached 1,278,670 (Cabined Office, 2018b), only 4,700 foreign caregiver/nurse candidates 

have been accepted in Japan in all of the past 10 years (JICWELS, 2018; Takahashi, 2018). 

One of the many reasons is the language barrier for those foreign caregivers. This is evidenced 

by a policy requiring caregivers to pass a national licensing exam—in Japanese—to be a 

certified caregiver, but the pass rate for this exam among foreigners is low (Kakuta, 2017). 

Furthermore, due to a visa issue (if those caregivers bring their spouses, the spouse can work 

only 28 hours per week) and the requirements of family caregiving customs in their country of 

origin (Japan is mostly accepting caregivers from Southeast Asia where the family caregiving 

tradition is also strong, so that those foreign caregivers stay only short-term in Japan) (Kakuta, 

2017), it cannot be said that foreign caregivers are well-established in Japanese society.  

In Japan, caregivers are dominantly Japanese females, and the power relations 

Goodley (2013) described, in which female caregivers have power over people with 

disabilities (especially females) actually occur.  Yasuda and Hamilton (2013) analyzed six 

autobiographies written by females with disabilities in Japan during the period of 1989-2010 

and employed feminist disability theory. One theme that emerged concerned the relationships 

between able bodied caregivers and females with disability. Yasuda and Hamilton (2013) 

argued that “non-disabled” is considered standard or normal, instead of privileged or socially 

favored, so that non-disabled females who are in the position of caring for females with 

disabilities have to be aware of these power issues. Yasuda and Hamilton (2013) also 

explained that, in Japan, it is necessary to behave in the same way as other people do. Adults 
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in particular are expected to maintain harmony among people, family and community. Osanai 

(1988), describing social pressures to maintain harmony in Japanese society, states that “In 

relation to social expectation towards ‘ordinary’ (non-disabled) adults, no-one should bother 

other people with one’s ego or selfishness” (cited in Yasuda &Hamilton, 2013 p. 49). Yasuda 

and Hamilton (2013) also argue that the experiences of embarrassment or being looked down 

upon are not only introduced by men but are also intensified by non-disabled females. As an 

example, Yasuda and Hamilton (2013) explain that females with disabilities are told by non-

disabled female caregivers that as a ‘disabled’ person, they should not care about their 

appearance. In other words, females with disabilities were told by female caregivers that they 

should be able to take care of themselves before they become interested in fashion. Also, one 

caregiver tried to ‘educate’ a female with disabilities in order for her to be an ‘ordinary’ 

Japanese female with disabilities (Yasuda & Hamilton, 2013).  

On the other hand, there are cases in which many caregivers are quitting their jobs due 

to sexual harassment from clients (Takagaki, 2017). The problem is not only the power 

differences between caregivers and clients, but also the common practice among employers of 

turning a blind eye to incidents of violence, as well as the personal attacks or ‘bashing’ from 

society aimed at people who reveal such incidents to the public (Takagaki, 2017). According 

to a survey conducted in 2018 by the Nippon Care service Craft Union (NCCU), a labor union 

of care workers, 30 percent of its members had experienced sexual harassment. Also, 70 

percent said they faced verbal abuse or forcible demands. Furthermore, most caregivers receive 

almost no training on sexuality issues among people with disabilities (Takeshi, 2018). 

Consequently, how those sexual harassment cases are handled greatly relies on the individual 

caregiver (Takeshi, 2018). This applies not only to caregivers but also to home visiting nurses. 

A survey conducted by Kobe City College of Nursing in 2015 showed that that among the 180 

people who responded that they received violence, 71 percent reported having received 

violence from their client, and 24 percent said that they had received violence from clients’ 

families and relatives. In addition to physical violence, there were also cases of verbal abuse, 

monitoring with multiple cameras, and forcing caregivers to touch the genital area of their 

client (Yamaji, 2017). Also, 17 percent of respondents who reported harassment to their 

employers answered that nothing was done about those cases (Harada, 2018). Most of the time, 

those sexual harassment cases are not given serious attention or concern by the institution or 

organization management because such matters are considered too private (Yonemura, 2018). 

Shinozaki (2017), who researches “case harassment” in Jyosai International University Japan 
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commented that this is not only a problem between male clients and female caregivers, but also 

occurs between female clients and male caregivers, and LGBT clients and caregivers: "From 

the (benevolent) sympathy that the client who receives medical and nursing care is part of a 

vulnerable group in society, the care service provider who received abuse would worry about 

driving clients further into a weak position by announcing to the public that they had received 

harassment” (Shinozaki 2017, p. 3).  

On the other hand, after a nursing care insurance system began in 2000, people using 

the service started to pay 10 percent of the nursing care fee (Takagaki, 2017). This led service 

users to insist on their rights as customers (Shinozaki, 2017). For this reason, the caregivers 

and nurses are sometimes requested to perform acts which deviate from their original duties. 

For example, requesting that caregivers or nurses take care of clients’ sexual gratification, 

asking them to wash a client’s car, or to walk the client’s pet(s) (Shinozaki, 2017). Fujita, the 

head of a visiting nursing station who was interviewed by Takagaki (2017), also commented 

that nurses often interpret violence as meaning that their nursing care was not enough, so they 

bear with it. This makes it difficult to report incidents to the nursing care administration. 

Furthermore, there are even circumstances where, even if caregivers or nurses do report 

incidents of violence, the manager of the nursing station admonishes the nurse and claims that 

they are also responsible for receiving the violence (Fujita, 2017, page 3). Fujita established 

the ‘Association to Protect Visiting Nurses from Violence’ and publicly drew attention to such 

violence. However, Fujita received criticism from the public, including peers. For example, 

"What will you do when the labor shortage becomes serious?", "Receiving violence is due to 

immature nursing skills" and "Are you just selling your clients stories in order to get attention?" 

(Fujita, 2017, p. 4).  

Kawai (2018), in an interview with the newspaper Mainichi Shinbun, gave the example 

of the research case of her junior, who investigated nurses’ experiences of receiving sexual 

harassment from their clients 15 years ago. At that time, talking about sexual harassment 

received from patients was a taboo topic among people in the medical field so that when this 

junior finished up her article, she could not use the expression ‘sexual harassment’, and 

repeatedly consulted with her professor about word usage in order not to hurt the patient and 

to avoid ‘bashing’ (repeated harassment and strong criticism) from the public. Fifteen years 

later, finally, a special issue of a major academic journal in her field was released, titled "Issues 

of violence and harassment at the site of home care". The problem that has been regarded as 

"taboo" until now is largely taken up by the Industrial Mental Health Association composed of 
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mental health experts and researchers (Kawai, 2018). By the end of the 2018 fiscal year, the 

Ministry of Health, Labour and Welfare will formulate a manual to help employers of care 

workers and nurses assess strategies to prevent and counter sexual and verbal harassment and 

violence against those workers from patients and their families (Harada, 2018).  

In those cases of sexual harassment and violence against nurses and caregivers, it would 

be difficult to maintain societal assumptions that people with disabilities or elderly are 

perennially weak, vulnerable beings, and it can be seen as ironic that those caregivers, already 

lacking in number, are leaving their jobs due to sexual harassment from their clients (Takagaki, 

2017).  Understanding these complex carer-client relationships is crucial since in some cases 

carers are an essential component for people with disabilities to live independently in society.  

Japanese cultural characteristics and values 

In the previous sections, I explained the notions of sexuality, people with disabilities, 

and caregivers in Japan. Before moving on to Chapter 3, it will be important to understand the 

more general Japanese cultural context because understanding this cultural discernment helped 

me to determine the theoretical framework as well as methodology for this research. First, I 

discuss the world view differences between Japan and Western countries by using the elements 

of religion, because such religious elements are still vibrant and influential in contemporary 

Japan. Second, I deliberate on the notion of solidarity, because maintaining harmony with other 

people is one of the strong cultural characteristics of Japan. Both of these aspects of Japanese 

culture have strongly influenced my decisions in relation to methodology and method. 

Integrity vs Separation; Tangled religions and cultural practices  

Ito (1998) talks about how religion influences individualism in Japan. He argues that 

although it is difficult to prove that religious beliefs and values do not merely reflect the social 

system but also regulate the trajectory of society, it is possible to treat religion as an 

independent factor and explore how social values are guided by religious tradition. He points 

out two things here; First of all, even though Japan has a relatively long history since the time 

missionaries arrived in 1549, less than one percent of Japan’s population is Christian. 

Furthermore, although there was space for Christianity to gain converts after World War II, 

instead of Christianity, other inactive native religions, or even cults, became more active. Ito 

concludes that even though Japanese are not uninterested in religion, Christianity has not taken 

root there (Ito, 1998) 
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 Japanese tradition combines Buddhism, Confucianism, Shinto, Taoism, and folk 

beliefs.  The first three religions have already established relatively organized forms so that 

those could be considered the three major religions in Japan (Ito, 1998). Ito continues that it is 

neither correct to claim that every Japanese belongs to one of these religions nor to classify the 

Japanese strictly into Buddhist, Confucian, or Shinto. This is because Buddhism, Confucianism, 

and Shinto have been blended completely; “Japanese people practice all of them as an 

integrated whole, without being conscious of any contradictions” (Ito, 1998, p. 624). As long 

as they do not contradict each other in their “essential reality”, Shinto, Buddhism, and 

Confucianism can exist together (Ito, 1998). This flexibility might allow the Japanese to 

participate in different religions without being troubled by any contradictions (Ito, 1998). The 

major elements of Japanese religion can be described as inclined to unification, which stands 

in contrast to Christianity which tends toward division: in Buddhism, integration with the 

universe is considered the ultimate reality; an alliance of deities, humans, and nature is 

emphasized in Shinto; and a unity of family and ancestors is essential in Confucianism. From 

that point of view, the Japanese understanding of one's individuality comes out only when one 

is part of a family, a society, the natural world, and the universe (Ito, 1998). For this reason, it 

might be that the idea of individualism, which considers the individual as separate from gods, 

from other humans, and from nature, is not reasonable in the context of Japanese religious 

beliefs (Ito, 1998). 

Table 1 shows how those religious elements are practiced in Japanese business settings. 

Understanding this practice is important not only because it will apply to my research design 

but also because it can aid in understanding how Western-originated theoretical frameworks 

do or do not work within the Japanese cultural framework.  

 



Chapter 2. Disability and Sexuality in Japan 

29 
 

 

Shintō 

Membership of a group and  

cooperation within the group.  

The importance of circumstances. 

Harmony between group members. 

 

 

Zen Buddhism 

Self-control and self-discipline.  

The importance of silence. 

Everything changes and nothing is permanent.  

Flexibility to adapt to changes. 

Acceptance of inevitable events. 

Striving for perfection. 

 

Confucianism 

Social hierarchy and respect for age.  

The importance of relationships. 

The importance of complying with social norms. 

Saving face in public. 

Source: based on G. Garcia (2015b), ‘Japanese Cultural Traditions and International 

Business’, in B. Christensen & J. Koeman (Eds.), Nationalism, Cultural Indoctrination, 

and Economic Prosperity in the Digital Age, IGI Global, p. 106-126. 

Table 1. Overview of Japanese Religious/Philosophical traditions 

These cultural perspectives and practices are incorporated into my research design. In 

low-context Western cultures, analytical thinking seems more prevalent, which focuses on the 

object and tries to separate the object from its context and then uses rules to explain and predict 

the object's behavior. On the other hand, in high-context Confucian-heritage cultures, a holistic 

thinking seems more prevalent, which examines the context or field as a whole with a focus on 

relationships among objects and on object-field relationships, often involving intuitive and 

dialectical reasoning to seek the middle way between conflicting propositions (Zhou & 

Pedersen, 2011). Thus, to analyze situations in Japanese society requires an awareness of the 

larger cultural context, and for this reason it would be more culturally appropriate for me to 

design my study to look not only at the narratives of people with physical disabilities, but also 

to involve the narratives of their carers as well.   

Japan, a patriarchal society sustained by solidarity 

Japan is a patriarchal society, evidenced by the Global Gender Gap Report published 

by the World Economic Forum (this report, published annually, analyzes and quantifies 

women's positions in politics, the economy, education and health). In 2017, Japan ranked 114th 

out of 144 countries, which is the worst among the ‘G7’ major economies (Mainichi Japan, 
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2017). This can also be seen in the way the government handles sexual assault-cases. In 2016, 

for example, a female freelance journalist, Shiori Ito, faced death threats and slurs when she 

accused Noriyuki Yamaguchi, a journalist with close ties to Prime Minister Shinzō Abe, of 

sexual assault. The criminal investigators dropped her case (Sim, 2018). Ito’s case was 

documented by the BBC, titled Japan’s secret shame (Jenkin, 2018). In this documentary, Ito 

explained how she was persuaded by male police officers to drop her case because few rape 

complaints ever lead to convictions, and because the man she accused is powerful and 

influential; making complaints against him would mean ending her career as a journalist (BBC, 

2018). After this case, in 2018, the Finance Minister Aso Taro tried to protect a fellow politician 

who was accused of sexually harassing a female reporter. Identities of sexual harassment 

victims are usually not released, but Aso called on that reporter to co-operate with “fact-finding” 

by breaking anonymity (Asahi-shinbun,2018). Aso remarked that “sexual harassment is not a 

crime”, which caused some protest in several areas in Japan, but not enough to force Aso’s 

resignation. These examples illustrate how Japan is a patriarchal society in which elderly males 

have considerable power.  

However, the story does not end there. This patriarchal society is sustained not only by 

the continued dominance of elderly male power but also by another layer, solidarity. 

Matsuzawa, a Japanese writer, researcher of the sex industry, and columnist, recently wrote 

about how there is a strong belief in Japan that all people should be the same, and that they 

believe that their ‘sameness’ helps their solidarity. He argues that Japan is a society where ‘a 

group's will’ is prioritised over an ‘individual’s will’, which eventually prevents individuals 

from connecting with each other (Matsuzawa’s argument will be further explored in Chapter 

5). For example, notions like ‘All women should be the same’ or ‘people with disabilities must 

be the same’ are implicit under the overarching idea that ‘all Japanese are the same’, and the 

ones who agree with those ideas are the ones who maintain the dominance of this way of 

thinking. He continues “Japan is like a village where people who are different from ‘us’, are 

being eliminated” (Matsuzawa, 2011. p 11). He cautions that this leads directly to the isolation 

and suppression of minority voices (Matsuzawa, 2011). Understanding this notion of ‘solidarity’ 

is important; Japanese societal solidarity can silence sexual assault victims and pressure them 

not to speak up about their experiences. This is Japan’s victim-blaming culture based on the 

social norms of Japanese females (Oda & Mori, 2018), and solidarity is used to protect this 

culture. For example, according to Ito, rape is such a taboo topic in Japanese society and 

especially in the Japanese media because the media is one of the most male-dominated 
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industries in Japan (BBC, 2018). In Ito’s case, in the end, when the arrest was cancelled, she 

decided to go public, and reveal her name and face in the Japanese press. However, instead of 

protecting this sexual assault victim, the victim-blaming culture was strong enough to force Ito 

to relocate to the UK in order to escape from the accusations and attention which came after 

she went public. “There were arguments over my nationality, because a true Japanese woman 

wouldn’t speak about such ‘shameful’ things” (Ito, 2018). In the latter case, since the sexually 

harassed female reporter's own employer advised her not to report the case, she had to take her 

story to a magazine, anonymously (BBC, 2018). Similar to Ito’s case, the reporter received 

significant backlash on social media not only from politicians in Japan (even from female 

politicians) but also from celebrities (BBC, 2018).  Many of them criticized the reporter for 

handing in the recorded interview to the magazine (BBC, 2018).  

As these cases show, in Japanese society, societal norms make it difficult for sexual 

harassment victims to talk about their experiences because of shame and worries about victim-

blaming. For this reason, in Japan, the ‘#WeToo’ hashtag is employed in social media (instead 

of the ‘#MeToo’ hashtag used in the U.S.) not only by victims, but by those endorsing an end 

to harassment, because when some Japanese women went public with their #MeToo stories, 

they received personal attacks and ridicule rather than sympathy (Oda & Mori, 2018). In an 

online poll of 1,000 working women, conducted by the Nikkei financial news service, 60 

percent of women who experienced sexual harassment said they “put up with it,” because many 

of them thought speaking up would affect their status in the workplace (Oda & Mori, 2018). 

Ito also commented that “We live in a society where ‘no’ means ‘yes’ (Ito, 2018). “That’s a 

very Japanese way of communicating—not saying much but trying to read what the other 

person is saying” (Ito, 2018). The effects of this “Japanese societal solidarity” can be seen 

throughout my data. 

Conclusion 

When understanding the sexuality of Japanese people with disabilities, it is necessary 

to understand how ideas about sexuality have changed, and how these ideas might impact 

societal expectations regarding the sexuality of able-bodied people as well as of people with 

disabilities. Understanding these social norms would also help to give context for 

understanding how society would treat and consider the sexuality of people with disabilities. 

As Garland-Thomson (2017b) stated, societal expectations would impact the issue of how 

people with disabilities are represented. Furthermore, it would also be necessary to keep in 



Chapter 2. Disability and Sexuality in Japan 

32 
 

mind that those able-bodied people’s experiences might also influence the experiences, values, 

and behaviors of people with disabilities as well as the people who surround them. 

In the next chapter, I will contextualize within literature, the topics which I explore in 

this research. 
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Chapter 3. Contextualizing the Sexuality of People with Disabilities 

As I mentioned in the previous chapter, due to the difficulty of talking about sexuality 

in Japan (Akazawa, 2011), I was neither sure who would be able to participate in my research, 

nor to what extent they would be willing to share their knowledge. For example, a recent 

presentation by Kawaguchi (2018) on “How disabled woman experience difficulty living in 

relation to love, marriage, and reproduction” employed feminist intersectional theory. In her 

presentation, she said that she was able to ask about love, marriage, and reproduction, but was 

not able to ask about sex and sexuality; she did not give a specific reason why she felt that she 

could not ask, but it was implied that the topic was simply too taboo, and she lamented that this 

missing discourse of sex and sexuality points to the situation in which women with disabilities 

in Japan find themselves. Although Kawaguchi’s presentation happened after I had completed 

my data collection, this episode also illustrates why I could neither restrict my study to 

participants with specific physical disabilities or genders, nor narrow down the topic of 

questions, because at that time, I was not yet certain of which questions might cause my 

participants to experience emotional distress or which questions they might decline to answer. 

Having a background as social worker, I initially tried to choose a theme which could inform 

practice as well as policy implementations. Additionally, I have decided to keep the scope of 

the research theme broad so that there were lots of entry points for my participants to feel safe 

sharing their stories. That they might then move to more ‘sensitive’ or ‘taboo’ areas as they 

talked through related but more acceptable topics. I chose themes ranging from individual 

experiences to the experiences regarding relationships with other people (including 

relationships with their families, caregivers, and so on), and to the participants’ opinions 

towards policy. These themes for my research form a framework for this literature review. 

Theme 1: Understanding oneself as a sexual being 

Sakazume (2012) points out that it is necessary for people with disabilities to be aware 

that they are sexual beings and claim their sexual rights as well as to understand how not to 

infringe on other people’s sexual rights. However, to what extent people with disabilities are 

aware of themselves as sexual beings, or how the people who care for them contribute to that 

awareness, is not well researched. 

Taleporos and McCabe (2002) conducted qualitative research in Australia to investigate 

the body image concerns of people with physical disabilities, interviewing three males and four 



Chapter 3. Contextualizing the Sexuality of People with Disabilities 

34 
 

females aged between 22 and 50 years old. There is an argument that environmental factors 

and societal attitudes influence body image during the entire lifespan but especially during 

childhood and adolescence (Taleporos & McCabe, 2002). Atkin and Hussain (2014) conducted 

qualitative research in the U.K to investigate how young Asian people make sense of their 

disabilities, within the broader social context, interviewing 29 people with disabilities (16 

males and 13 females). Furthermore, in order to supplement the data, Atkin and Hussain also 

interviewed 14 parents (5 fathers and 9 mothers), as well as 15 siblings (9 brothers and 6 

sisters).  

Atkin and Hussain (2014) found that some young people with disabilities feel that their 

parents’ views of disability weaken their self-esteem and make it difficult to maintain a positive 

self-image. Taleporos and McCabe (2002) also argue that positive feedback from partners and 

others can cause people with physical disability to attain a positive body image. However, at 

the same time, negative feelings about the body can be due to responses from the social 

environment (Taleporos & McCabe, 2002).  

Hassouneh-Phillips and McNeff (2005) conducted a U.S.-based qualitative study to 

examine the relationship between low sexual and body esteem and intimate partner abuse in 

women with physical disabilities. They interviewed 37 women aged between 19–60 with 

physical disabilities who had experienced abuse as a woman with a physical disability. 

Hassouneh-Phillips and McNeff (2005) found that women with severe physical disabilities, 

especially acquired physical disabilities, adopt negative societal messages regarding the 

desirability of people with physical disability as sexual partners. (“Acquired disability” refers 

to conditions obtained after being born, often through some kind of accident; it contrasts with 

“congenital disability” which refers to conditions that are present from birth, including those 

which may not present symptoms immediately, but which worsen over time.) Therefore, it is 

worthwhile to investigate how the nursing and rearing environment influences the way people 

with disabilities see themselves as sexual beings, including how the responses of people with 

disabilities and of the people around them differ when the disability is congenital versus 

acquired. 

Nursing care environments 

When considering the nursing care environment, not only the gender of the people with 

disabilities, but also the gender of the caregiver, influence whether the care needs of the person 

with disabilities are met (Liddiard, 2014b). For example, a significant debate currently exists 
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in the contemporary Japanese care field; females with physical disabilities insist on the 

protection of their sexual dignity by demanding to be assisted by care workers of their same 

sex. The case of sexual harassment of females with physical disabilities by male caregivers, for 

example, has been specifically noted in the study conducted in Japan by the Disabled People’s 

International (DPI) Woman’s Network in 2012. As such, the notion that females with 

disabilities are often worried that they will be sexually assaulted while using the toilet or 

bathing by getting assistance from male caregivers, is valid (DPI women’s Network, 2012). 

However, a nationwide shortage of care staff in Japan makes it difficult for facilities to respond 

to such requests even when they want to. The qualitative survey held by DPI Women’s 

Network, mentioned in Chapter 2, can be considered an example of a voice from people with 

disabilities regarding their relationship to their caregivers. However, since only women 

participated in that survey, in this project I made sure to hear from men with disability regarding 

being assisted by female caregivers. One of the female respondents in the study conducted by 

DPI complained that needing assistance in the lavatory was difficult for her because the hospital 

would assign male care staff to assist, which she was not allowed to reject.  Eventually, 

however, she began to get used to the male staff, but she explained that, in some ways, once 

she no longer felt shame she actually felt even more awful (DPI women’s Network, 2012). The 

issue was not that she became accustomed to getting assisted by a man; but rather that she had 

to get used to being assisted by a male in order to use the toilet; more specifically that she had 

to get used to the physical contact between her and a man, being touched or handled by a man, 

and this made her feel like she had no dignity, as though she was robbed of her sexuality. 

Bahner (2012) conducted qualitative research to explore the lived experiences of sexuality for 

people with physical disabilities using formal personal assistance services in Sweden. She 

interviewed 10 assistance users, and observed an online discussion forum for people with 

disabilities. According to Bahner (2012), how to set appropriate boundaries with one’s 

caregiver (referred to in her study as a Personal Assistant, or “PA”) is one of the issues faced 

by people with disabilities. Some PA might act as familiar as parents or friends, whereas others 

might keep a more distanced, professional attitude. According to Bahner (2012), although there 

is no answer as to how to create a relationship between PA and their clients with disabilities, 

in all cases people with disabilities may struggle with how not to expose themselves too much, 

especially when they come of age, in order to keep their integrity (Bahner, 2012).  

Yasuda and Hamilton (2013), in research analysing autobiographies written by 

Japanese women with disabilities, found that negative attitudes towards the sexuality of women 
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with disabilities were held not only by men, but also by non-disabled women caregivers. 

Yasuda and Hamilton (2013) argue that “non-disabled is considered standard or normal instead 

of privileged or socially favoured”. Therefore, non-disabled women who are in the position of 

caring for women with disability have to be aware of these power issues.  Although Yasuda 

and Hamilton presented the case of a woman with a physical disability, according to Matsuda 

(1995), even in the cases of children with physical disabilities it may be advisable for nursing 

care to be performed by same-gender caregivers when considering nursing care from the human 

rights point of view (Matsuda,1995).  

Many people with disabilities have had similar experiences regarding how they had to 

struggle for sexual recognition from different people, including professionals. Furthermore, 

these experiences started early in life, such that the image of people with disabilities as 

nonsexual persons was internalized by some people with disabilities themselves, and later it 

became harder for them to learn ways of exploring sexuality or of obtaining sexual 

opportunities. It is therefore evident how experiences from childhood and adolescence can 

influence how self-imagery and sexual confidence in adulthood are displayed (Bahner, 2012). 

Therefore, this research was designed to examine how caregivers and the nursing environment 

contribute to seeing people with disabilities as sexual beings. 

Rearing environment 

A young person’s perspective regarding being disabled is influenced by how parents 

respond to their child’s impairment (Atkin & Hussain, 2014). Some young people with 

disabilities feel that their parents’ view of disability weakens their self-esteem and makes it 

difficult to maintain a positive self-image (Atkin & Hussain, 2014). Furthermore, since their 

expected role in the family is passed on to their siblings, young people with disabilities often 

feel isolated, or feel like they receive no respect within the family (Atkin & Hussain, 2014). 

Even when family members have good intentions, young people with disabilities tend to 

internalize those negative feelings (DiGiulio, 2003, Atkin & Hussain, 2014). Especially for 

people who lack the appropriate amount of support from family and professionals, growing up 

in such a societal context makes internalization of ableist views difficult to avoid (Bahner, 

2012). Considering disability as a catastrophe seems not only typical in Asian cultures but also 

in other ethnic groups as well (Riddell & Watson, 2014). However, it is important to examine 

how parents comprehend their children’s disability, differences in the way men and women 

with disabilities are raised, and how those experiences influence the children’s perspective on 
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sexuality in the Japanese context – especially in light of the cultural context of sexuality and 

disability discussed earlier. 

Parental influence 

Many parents feel guilt, frustration, anxiety, helplessness, isolation, and unfairness in 

family caring (Chamba et al,1999, cited in Atkin & Hussain, 2014). Therefore, giving birth to 

disabled children could be seen as a catastrophe and is difficult for parents to comprehend, 

which contributes to the view that disability is a tragedy (Atkin & Hussain, 2014). For this 

reason, parents have a tendency to feel the need to protect the child from prospective physical 

and emotional problems during adolescence (Nosek et al., 2003; Atkin & Hussain, 2014). 

Daughters with severe disabilities are especially likely to be considered vulnerable by their 

parents. However, at the same time, overprotection has contributed to lower self-esteem and 

greater social isolation (Nosek et al., 2003). Regarding sexuality, parents sheltering their 

children with disability from the typical sexuality-related experiences of childhood and 

adolescence thus contribute to the child’s social inhibition (Atkin & Hussain, 2014).  

Some parents of children with disability do not acknowledge their children as sexual 

beings, in that they do not expect them to get married or engage in sexual intimacy (Mall & 

Swartz, 2012; Nosek et al., 2003; Yoshida, Li, & Odette, 1999). Yoshida, Li, and Odette (1999) 

conducted Canada-based qualitative research to “identify issues and barriers experienced by 

women with disabilities from different ethno-cultural communities within an urban setting and 

identify commonalities in experience of women with disabilities along the lines of cultural 

values about disability and gender” (Yoshida, et al.,1999, p. 1). They found that the rejection 

of women with disability by family members is further compounded by their rejection even by 

men with disabilities in their communities. Therefore, it is important to examine the extent to 

which parents acknowledge their children with disability as sexual beings, and whether parents 

have views of their children with disability having a partner or engaging in sexual activities or 

not. Furthermore, if their children with disability show interest, then how parents respond to 

those sexual interests should also be examined. 

Gender roles internalized by women with disabilities 

Ito (2004) found that Japanese women with a disability often hold traditional attitudes 

regarding gender roles. Some women with a disability were told by their parents that they have 

to bear this difficulty without complaining because they are a woman and are disabled (Ito, 

2004). Furthermore, people with disabilities do not question the idea that nursing care and the 



Chapter 3. Contextualizing the Sexuality of People with Disabilities 

38 
 

raising of children are only provided by female family members (Tsuchiya,1998). (Although 

the reference is old, this is the only Japanese literature I was able to find regarding the narrative 

of family care environment between people with disabilities and their family.) It could be a 

consequence of society in general, or specifically that parents holding the traditional idea that 

female family members are obligated to be responsible for the care of the family. In this 

environment, it would be easy to imagine that children with disability might also keep such 

traditional values regarding gender role, and it might affect their perception of sexuality. 

Furthermore, in this kind of traditional environment, where parents respond to the sexual abuse 

of their children with disability by denial or by blaming their children (DPI Women’s Network, 

2012), it is hard for people with disabilities to report sexual abuse. This is especially hard for 

women, and women with disability experience more sexual abuse than men with disability 

(DPI Women’s Network, 2012). For this reason, I aimed to examine the differences in the way 

men and women with disabilities are raised. 

Obtaining sexual subjectivity comes from being independent from parents  

Tsuchiya (1998) conducted a qualitative research project in Japan to grasp the 

relationship between "family care" and "family bonds" from the viewpoints of people with 

disabilities who receive nursing care from their families. She interviewed 21 people with 

disabilities. The part of her research I review below focused on the 7 of those 21 people with 

disabilities who told her specifically about "self-reliance" and their relationships with their 

parents.  

Tsuchiya (1998) found that people with severe physical disabilities tend to think it is 

necessary to release their mother from the burden of nursing care in order to feel that they are 

independent. As I have mentioned previously, in Japan, nursing care was mostly provided by 

female family members. Therefore, there seems to be a tendency for the mothers of people with 

a disability to see their children as part of themselves (Tsuchiya, 1998). Those mothers become 

very sensitive about how others see them, which leads them to being highly protective, because 

if something happens to a child with disability, the mother’s qualification and love as a parent 

would be questioned by society (Stevens, 2013). Those mothers may feel like their existence 

is validated through the role of being a mother of someone with a disability (Tsuchiya, 1998).  

As mentioned earlier, Japanese males often work long hours (Ho, 2012), creating very 

close relationships between mothers and their children with disability as a result of the absence 

of the father. Meanwhile, impairment can limit opportunities to interact with other young 
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people and contribute to the general isolation of people with disabilities (Bahner, 2012). When 

considering parental influence on the worldview of children with disabilities, it would be easy 

to imagine that parents would affect the values those children go on to hold regarding sexuality 

and sexual intimacy, especially if there is no other role model available. 

For the reasons above, it is important to consider parents as one of the potential factors 

influencing not only the available support, but also the experiences of sexuality and sexual 

intimacy of people with physical disabilities. Also, as mentioned earlier, the only Japanese 

research of this parent-and-children-with-disabilities relationship is quite old. Therefore, part 

of this research was designed to explore the current situation in order to understand whether 

those relationships have changed or not. Furthermore, how the parents’ age group, the type of 

their children’s disability (especially acquired or congenital), and the genders of all involved 

parties contribute to those narratives was explored.  

Theme 2: Accessing sexuality and sexual intimacy  

Iino (2011) reviewed disability studies scholars’ arguments on the sexuality of people 

with disabilities and two published sexual stories written by people with disabilities in Japan. 

In Iino’s analysis (2011) of autobiographies she found that men with disability see ‘success’ in 

the ‘task’ of sexuality and sexual intimacy as having intercourse with a woman while the man 

is in the dominant position. Theme 2 explores how access to sexuality and sexual intimacy is 

supported in order to achieve this notion of sexual success. Literature concerned with 

facilitation of sex, accessing sexuality, and alternative ways of engaging in sexual activity will 

be investigated. 

Facilitation of sex 

Facilitation of sex involves moral complexity (Earle, 1999) and ethical issues (Block, 

Shuttleworth, Pratt, Block, & Rammler, 2013) between personal assistants (PA) and people 

with disabilities. For these reasons, this topic is considered very controversial and subsequently 

one of the most neglected areas in the existing literature (Block et al., 2013). Facilitation of sex 

could mean a variety of things depending on the individual, including negotiating the price of 

a sex worker, facilitating sexual intercourse between individuals, or assisting masturbation 

(Block et al., 2013; Earle, 1999; Shakespeare, 2013). Some feminists consider facilitation of 

sex to be another form of sexual exploitation of women by men, if (female) PA are expected 

to provide sexual service to men (Jeffreys, 2008), especially if a PA is vulnerable in some way 

or if there is a power difference between people with physical disabilities and PA (Bahner, 
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2016; Earle, 2001). Furthermore, Vaughn et al., also found that issues of facilitation of sex 

mainly affect people with physical (rather than intellectual) disabilities due to issues of mobility 

(Vaughn et al., 2015).  

Various PA consider this issue differently. Some PA feel that facilitation of sex is an 

understandable request in order for people with physical disabilities to experience the same 

kind of sex life as everyone else, whereas other PA think this is unacceptable (Earle, 1999). 

Kusayama (2005) interviewed two caregivers who experienced masturbation assistance in 

Japan to find out about the reasons for assisting masturbation needs, the circumstances of 

assisting masturbation needs, and the participants’ thoughts when they assisted masturbation 

needs. (Although Kusayama does not mention specifically the gender of the caregivers, it is 

assumed from the conversation that those caregivers could be men). Kusayama (2005) reported 

that the caregivers who assisted masturbation needs in Japan stated that they see assisting 

masturbation similarly to assisting bathing or restroom use. However, willingness depends on 

the individuals involved, and is often done in secret, so there would likely be resistance to 

recognizing masturbation assistance as an official nursing service (Kusayama, 2005). Several 

researchers (Bahner, 2012; Earle, 1999) discuss topics such as the rights of caregivers to refuse 

to facilitate sex, the problem of a lack of clear policy guidelines, and the difficulty of defining 

boundaries (Block et al., 2013). Earle (1999) conducted a qualitative research project to explore 

the issue of sexuality and facilitation of sex in the U.K., and interviewed and corresponded with 

11 individuals: Six students with disabilities (either physical or sensory impairments) who are 

aged 18-54, three PAs who are aged between 21-24, and two scheme organisers. She found 

that, especially for inexperienced PA, it is difficult to recognize and bring up the issue of sexual 

facilitation (Earle, 1999). Interestingly, according to the literature, the severity of impairment 

also influences a PA’s judgement (Earle, 1999). The argument is that PA assume people with 

physical disabilities do not develop a need for sexual expression, due to limited opportunity 

(Earle, 1999; Milligan & Neufeldt, 2001) or the myth that people with physical disabilities are 

asexual (Brown, 1994; Earle, 1999). 

Additionally, Earle (1999) found that males with physical disabilities consider 

masturbation a “need” for physical relief, not only a sexual pleasure. This was shown as 

contrary to the views of their PA who perceived masturbation as  purely a sexual “want” or 

“desire” (Earle, 1999). On the other hand, Bahner (2012) found that none of the females with 

physical disabilities in his study wished their PA to assist with anything more than basic things 

such as undressing or putting on a pornographic movie. Rather, females with physical 
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disabilities try to find a way to draw a boundary between them and their PA (Bahner, 2012; 

Earle, 1999). In Japan, Matsuda (1995) commented that it is necessary to discuss the topic of 

masturbation with children with muscular dystrophy, when they become teenagers, to prepare 

them for the time when they will lose ability in their muscles. In cases in which the people with 

physical disabilities sought out someone trustworthy to assist them, could the assisted 

masturbation still be considered sexual abuse? In the case of females with physical disabilities, 

Matsunami (2005) commented that if a woman with physical disabilities mentions her 

masturbation needs, she might be viewed as lacking common sense or as having too much 

sexual desire. Kulick and Rydström (2015) conducted an ethnographic study in Sweden and 

Denmark regarding sexuality of people with severe physical disabilities and intellectual 

disabilities. Interviewing more than 98 people including people with disabilities, caregivers, 

parents, and sex workers, they compared the two countries and contrasted the differences in 

policies and practices. Their findings show that Sweden has a more conservative attitude 

towards the sexuality of people with disabilities, considering sexual activity as a private matter, 

so that being assisted in sexual activity by a PA would be problematic. Due to workplace 

environment legislation, this could be considered sexual harassment or sexually abusive to PAs 

(Kulick & Rydström, 2015). By contrast, in 1989 the Danish Board of Social Services produced 

Guidelines about Sexuality Regardless of Handicap which acknowledges that people with 

disabilities have sexual needs, and recommends active intervention by carers to ensure the 

sexual lives of people with disabilities are fulfilled. For example, in Denmark, the social 

workers are able to obtain training to be “sexual advisors” to consult with people with 

disabilities, and together with caregivers, assist people with disabilities in masturbation, 

purchasing sexual services, and having sex with their partner (Kulick & Rydström, 2015). 

In Japan, there is an organization called “Whitehands” which provides service in 

assisting ejaculation for males with certain types of physical disability (Whitehands, 2012). 

However, this organization does not provide services for females, explaining that it is hard to 

settle on standards for providing sexual service for females because there is no clear sign of 

sexual climax such as ejaculation (Whitehands, 2012). Additionally, there are very few requests 

for masturbation assistance from females with physical disabilities (Whitehands, n.d.). In this 

case, what would be considered “sexual satisfaction” for women with disability? 

In my research, I investigated the needs of facilitation of sex from the perspectives of 

both males and females with physical disabilities, keeping in mind the possibility that some 

participants may be LGBTQ. The research explored how Japanese women with physical 
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disabilities think about this issue, and how their opinions of sexual facilitation might be 

different depending on the gender of their personal assistant, and also explored how the 

opinions of PAs themselves differ by gender. 

Accessing sexuality 

Sexual access not only means physical access (for example, to a brothel) but also access 

to psychological or social aspects of sexuality, which might be denied to people with 

disabilities due to the way their everyday lives have been structured by society’s views and 

expectations (Block et al., 2013). Exploring how women with disability obtain satisfaction and 

how they access sexuality is also important, considering that assisted masturbation might not 

be an option.  

Liddiard (2014a) describes inequality in the ability to purchase sex between men and 

women with physical disabilities. For example, men with physical disabilities have more 

support from caregivers and parents in terms of hiring sex workers. In contrast, the stories of 

most women with physical disabilities were framed by heteronormative perspectives.  Liddiard 

concludes that for women with physical disabilities, hiring sex workers might not be an option 

for accessing sexuality. This finding may contradict the contemporary Japanese situation. 

Kawai (2004) presented the sexuality of people with disabilities in her work based in Japan. In 

her reportage,  there has been at least one story of a woman with physical disabilities hiring 

male sex workers because of her desire to have sex before she passed away, and there was no 

alternative way for her to experience sex (Kawai, 2004).  

Alternative ways of engaging in sexual activity 

Liddiard (2014b) argues that as a result of having unique bodies, people with disabilities 

might be able to open new possibilities of pleasure which are more flexible and adaptive to 

their conditions and specific needs. Furthermore, since the traditional model of sexual response 

is genital-focused (Tepper, 2000) and centered on orgasm (Liddiard, 2014b), it does not always 

match the body of people with physical disabilities. Mainstream society often does not 

recognize that sex is more than intercourse and that it could be performed in different ways 

(Bahner, 2012). Minakawa (2010) conducted qualitative research in Japan to investigate how 

the sexuality of people with visual disability is formed and what kind of practice is carried out, 

interviewing 8 participants (4 males, 4 females) with visual impairment. Minakawa (2010) 

reported that people with visual impairment are able to feel sexual pleasure through physical 

sensation and verbal communication; this represents an alternative way of accessing sexuality. 
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In my research, I sought opinions from people with physical disabilities and people who are 

caring for them regarding whether they have had opportunities to discuss or learn about 

alternative ways of obtaining pleasure or if they were able to receive support regarding this 

issue.  

Theme 3: Accessing Reproductive Health-related Rights 

The issue of eugenics in contemporary Japan 

A finding of Iino’s (2011) research is that for females with disability, ‘success’ in the 

‘task’ of sexuality and sexual intimacy meant doing the same things as ‘ordinary women.’ From 

her analysis of autobiographies of Japanese women with physical disabilities she gives 

examples including love, marriage, and giving birth. However, it is currently unknown how 

females in Japan ‘access’ reproductive health-related rights or whether this is supported by 

caregivers.  

According to the CRPD, sterilization without proper counselling violates the rights of 

women with disabilities to decide on the number and timing of their children. However, there 

is an assumption in Japan that a woman with disability would give birth to children with 

disabilities. For this reason, they are actively discouraged from getting pregnant and are often 

encouraged to terminate their pregnancy, even by health professionals (Gibson & Mykitiuk, 

2012; Mavuso & Maharaj, 2015; Vaughn et al., 2015). Women with disability who choose to 

give birth may be criticized as selfish and unfair (Gibson & Mykitiuk, 2012).  In recent years, 

discriminatory comments towards people with disabilities from health professionals and people 

in the field of education have created much discussion in Japanese society. For example, a 

Board of Education member suggested the termination of the pregnancy of children with 

disability in order to cut the educational costs those children would go on to incur (Sakamoto, 

2015). In another case, a doctor informed a patient with intellectual disability that it would be 

impossible for her to have a boyfriend or get married, even though this was not biologically the 

case (Asahi Shinbun, 2016). 

Another possible area in which the eugenics discourse has influence is marriage. 

Recently, Kobayashi, Tamiya, Moriyama and Nishi (2015) compared the marital status of 

young working-age men and women with hearing loss and found that men with hearing loss 

are more likely to be married than women with hearing loss. Although there is little other 

research to support this finding, one of the possible reasons pointed to were the persistence of 
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the eugenics perspective and the misunderstanding that women are more likely to pass on traits 

causing disability than men (Kobayashi et al, 2015).  

This project aimed to investigate how eugenics ideas influence the experiences of 

sexuality of people with physical disabilities. I explored the current situation regarding this 

issue for adolescent to middle-aged people with physical disabilities, focusing especially on 

whether sterilization is still happening to younger generations. Additionally, the project 

explored whether there are still recommendations of hysterectomy or sterilization in another 

format, and searched for other influences of eugenics in contemporary Japan. 

How the Japanese disability field has developed its own theory 

Before talking about theoretical frameworks which originated in Western society, I will 

examine how disability theory in Japan was originally developed. Disability studies, 

established in the Britain and the U.S., were introduced into Japan in the late 1990s. Before 

that, there was a huge disability movement called “Ao-i-shiba-no-kai movement” in the 1970s. 

From the end of World War II to the end of the 1960s, movements in support of people with 

disabilities were conducted by those people themselves, and their families, by forming groups 

according to the type of disabilities, and their request was for a “Guarantee of fundamental 

rights”(Morioka, 2006). One such group, the “Ao-i-shiba-no-kai movement” originated in 

Tokyo in 1957 to foster friendship between people with cerebral palsy(Morioka, 2006). In 1970, 

there was a murder case in which children who had disabilities were murdered by their own 

mother. While many people sympathized with this mother and conducted a campaign to reduce 

the length of her prison sentence, “Ao-i-shiba-no-kai” stood against this by questioning whether 

it is truly okay to kill people with disabilities (Ikeda, 2014; Morioka, 2006) The “Ao-i-shiba-

no-kai” movement had the goal of “creating another culture” by giving new meaning to the 

actions and bodies of people with cerebral palsy, instead of forcing them to try to participate in 

the culture of able-bodied people (Morioka, 2006).  

However, this “creating a new culture” did not have a specific strategy, such that the 

“Ao-i-shiba-no-kai” movement turned out to place more emphasis on “opposition” rather than 

its original intention of “creation”(Morioka, 2006). The “Ao-i-shiba-no-kai” movement is 

considered the first major movement in Japan to launch the idea of acceptance the ‘different’ 

body (Ishikawa, 2000). These two positions of “sameness” and “difference” are the arguments 

that were originally built and developed in feminist theory (Ikeda, 2014).  In “equality”, while 

the emphasis is placed on the identity and commonality that “everyone is the same”, “difference” 
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emphasizes the differences between individuals.  Ishikawa (2000) argues that it is unreasonable 

that people have to choose either sameness or difference and insists on the position to 

participate in society while acknowledging the situation of being people with disabilities.  

Japan has been developing its disability theory separately from the developments in 

Britain and the U.S. However, there are some similarities with Western-style feminism (Ikeda, 

2014). Furthermore, eventually the theories from the West were introduced in the 1990s. 

Understanding those arguments in Japan is important so that I am able to situate my research 

into its specific context.  

The Independent Model (from the U.S.)  

Japan employs the “Independent Living Model”, and there are many Centers for 

Independent Living across the nation (Ikeda, 2014). This independent living model, from the 

U.S., focuses on obtaining the necessary resources to sustain people within their communities 

of choice through the provision of community-based services and resources (Rothman 2010). 

Similar to the social model, the independent living model views the “problems” of disability 

as being caused by society. However, the approach to handling these problems is different. In 

the independent model, the focus is on the role of the individual as “taking control” of their 

own life through empowerment and advocacy. Traditionally, in the medical model, health 

professionals were the people in the position of control, and people with disabilities are 

considered to have the role of being “sick”. However, in this independent model, shifting the 

control from the professionals to people with disabilities by developing self-esteem supports 

the self-determination of people with disabilities. In this regard, professionals such as social 

workers serve as consultants only, and provide services only as needed and requested by the 

person with disabilities (Mackelprang & Salsgiver, 1996, cited in Rothman, 2010).  

As has been seen, the way in which disability theory developed in Japan has had an 

influence on our understanding of the theoretical frameworks from Western countries, as well 

as how each model is interpreted and employed in the Japanese context. Understanding those 

different models and the limits and strengths of each helped me to analyze each stakeholder’s 

narratives. The ideology of ‘society should change, not people with disabilities’ already gained 

some ground in Japan in the 1970s and was spread widely in the 1980s (Tateiwa, 2017). 

However, Tateiwa (2017) argues that the big difference between this ‘new idea of social 

welfare for people with disabilities’ in 1980s Japan and the true social model of disability was 
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that the nature of disability itself was never questioned, and Japan still regards ‘disability’ as 

an individual's impairment, rather than as resulting from discrimination and barriers in society.  

If we just understand ‘disability’ as an individual ‘impairment’ and are not able to 

capture the social dimension, the social responsibility of ‘accepting disabled persons as they 

are’ becomes ambiguous and impossible. After all, the limitation of ‘new ideas of social welfare 

for people with disabilities’ is that it failed to clearly declare that it is society which has a 

problem. (Tateiwa, 2017).   

My research project employed feminist disability theory which understands disability 

as “a representation, a cultural interpretation of physical transformation or configuration” 

(Garland-Thomson 2017b, p. 6). This theory allowed me to examine the narratives of people 

with physical disabilities as well as those of carers, which helped me to capture individual 

experiences that resulted from the diverse impairments of my participants, as well as to 

examine the social dimension which makes those diverse bodies ‘disabled’.  In the next chapter, 

I will further explain the feminist disability theory which I draw on this study. 
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Chapter 4. Theoretical Framework 

In this chapter, I will discuss the theoretical framework in which I chose to frame this 

study, Feminist Disability Theory, for which I am following the framework of Rosemarie 

Garland-Thomson (2002). Although I also read Garland-Thomson’s recent book which was 

published in 2017, since I already framed this research before her book is published, in this 

research, I employ her argument which is published in 2002 and 2005. According to Garland-

Thomson, “Feminism and Disability Studies converge in Feminist Disability Studies” 

(Garland-Thomson, 2002, p. 4). However, since this is a Western-centered model, it does not 

explain the full stories of my data which came from Japan. 

In the first of this chapter’s three sections, I will introduce the concept of “de-

familialization”, as observed by Tsuchiya (2009) and Hori (2014), which, while not a 

theoretical framework itself, is a conceptual device that helps in understanding certain specific 

recent phenomena in the Japanese social context. In the second section, I will explain Feminist 

Disability Theory along with its component theories. In the end, I will explain how Feminist 

Disability Theory helps me to frame this study.  

Goodley (2013) points out that Helen Meekosha’s (2004) research could serve as an 

example of how Western-centric models cannot explain all of the stories in non-Western 

cultures. Meekosha (2004) combined Anglo-centric analyses of class, based on the social 

model, with North American cultural studies of colonial settler communities. However, she 

could not find a way to suitably explain the role of disability in indigenous Australian 

aboriginal people and Torres Strait Islander communities using only those Western frameworks. 

(Goodley, 2013). In my study, part of my data could be analyzed with feminist disability theory, 

which is a Western-centric model. However, since my data is from a non-Western culture, in 

some instances (especially when it comes to the phenomenon of de-familialization, which will 

be discussed shortly) it will be necessary to take into account concepts which are specific to 

Japanese culture as well.  Bricolage allows me to consider the Western-centric ideas of 

Feminist Disability Theory while also taking into account other viewpoints specific to the 

Japanese context. 
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An issue which is specific to Japanese culture: De-familialization  

“De-familialization” is a trend taking place in Japan as noted by Tsuchiya (2009). 

Tsuchiya (2009) explains one of the differences between Japan and other countries (Tsuchiya 

refers to the U.S. and Britain) in regard to the independent-living movements of people with 

disabilities; in the Western countries, “de-institutionalization” (trying to get out of, or not rely 

on, care institutions) was the main mission of the independence movements of people with 

disabilities. Especially in the U.S., the independence movement began by condemning the 

control of the staff members and medical professionals over the residents in institutions, and 

encouraged people with disabilities to focus on their self-determination and self-management 

(Tsuchiya, 2009). Tsuchiya (2009) continues by showing that, in Japan, although ‘de-

institutionalization” also occurred in the 1960’s (Tanaka,2005), instead of ‘de-

institutionalization’, ‘de-familialization’ (trying to get away from the family) was the main task 

of the independence movement. ‘De-familialization’ even occurred when people with 

disabilities began to be institutionalized—the opposite goal from the movements in the West—

which shows how common it is in Japan for people with disabilities to be living with their 

family members (Tsuchiya, 2009). As I mentioned in Chapter 2, in Japan, traditionally, 

caregiving was provided by family members, and females especially had the responsibility of 

taking care of family members with disabilities. In other words, in Japan, “de-

institutionalization” as well as “de-familialization” together became the aim of the independent 

living movement of people with disabilities.  

However, this ‘de-familialization” had one more dimension, which is the phenomenon 

of criticizing paternalism and the discriminative attitudes of parents. Not only in Japan but also 

in Britain and America, there exist policies which seem to assume that family members or 

relatives are responsible for supporting their family members. Also, it is clear that within this 

framework, mothers are the ones who are taking care of the children, experiencing anxiety, 

difficulty, and stress in other countries as well (Tsuchiya, 2009). If the aim of people with 

disabilities in Japan were only to live independently of their family members, then this 

phenomenon would be the same as in other countries, where people with disabilities would be 

able to strive for independence without necessarily becoming critical of their parents or family 

(Tsuchiya, 2009). However, Japanese society’s paternalism prevents children from establishing 

their identity (Tsuchiya, 2009). These factors have led to a phenomenon in which people with 

disabilities in Japan become openly critical of their parents’ views on disability and, 

specifically, of the dominance of paternalism (Hori, 2014).  
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In Japan, the family/household is an important social unit where hierarchies are strictly 

obeyed; this has led to the independent living movement being tied closely with open criticism 

of that system. Youda (1999) pointed out that parents with disabilities are likely to discriminate 

against their child with disabilities but at the same time are themselves the subject of 

discrimination from society. According to Youda, parents of people with disabilities tend to 

keep their child with disabilities hidden from their surroundings. This is because these parents 

do not want to be discriminated against so that they feel fear of exposing the ‘disability’ of 

their child. This behavior is seen in the form of trying not to inform their relatives and the 

people around them of their child’s disability as long as the condition of the disability is 

noticeable (Youda, 1999). Youda (1999) further noted that mothers with disabilities are also 

informed through casual words or behaviors from medical professionals and relatives of 

husbands that the positioning of people with disabilities in society is ‘unhappy’ and is a ‘special 

existence”. The sense of unity of the mother and child proceeded strongly enough such that it 

is problematic to respect one’s child's personality as well as the dignity of the child’s life, and 

the character of the child has been absorbed in the mother's personality (Youda, 1999).  

Tsuchiya (2009) conducted her research by examining the discourse of family members 

of people with disabilities during the independence movements of people with disabilities in 

the U.S. and Britain, and concluded that “so far, this phenomenon of de-familialization is 

typical in Japan and could not be seen in the U.S. or Britain”. Tsuchiya continues that one of 

the reasons why the discourse of “criticizing parents” is seen in Japan is due to a disability 

activism group called the “Ao-i-shiba-no-kai” in the 1970s. As I mentioned before, in 1970, 

there was a murder case in which children who had disabilities were murdered by their own 

mother. (As previously described, while many people sympathized with this mother and 

conducted a campaign to reduce her sentence to imprisonment, “Ao-i-shiba-no-kai” stood 

against this by questioning whether it is truly okay to kill people with disabilities.) The murders 

of children by their mother are an example of the strongest form of the system of dominance 

(Hori, 2014). Shortly thereafter, in 1972, there was a movement against the eugenics protection 

act (under which women with disabilities were sterilized) (Hori, 2014). Calling into question 

the societal attitude that people with disabilities were “something that should not exist” opened 

the door for other social norms to be criticized, including the idea that “a sense of 

discrimination by parents is common” (Hori, 2014).   
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Criticizing eugenics perspectives held by people with disabilities themselves 

Hori (2014) pointed out that the true value of the concept of de-familialization does not 

stop at criticizing the paternalism and discrimination from parents toward their own children 

with disabilities. According to Hori, the concept of de-familialization also criticizes the 

‘eugenics perspective which is within people with disabilities’ by introducing the words from 

Yokotsuka (2007), who was also the member of “Ao-i-shiba-no-kai” movement, below: 

People with disabilities are immediately putting on an air of victim, but at the same 

time, they do not even notice that they are a perpetrator (Assaulter) (Yokotsuka, 2007, 

p. 113)  

When I see people with more severe disabilities than myself, I think I am fortunate 

that my disability is less severe than that person…How wretch I am...I think that 

human beings are sinful and egoistic like that. By admitting this self’s ego as a sin, 

next, then what I have to do as myself must come out (Yokotsuka, 2007,  p. 36-7).  

Hori (2014) interprets Yokotsuka’s words above as facing towards and reflecting on 

the eugenics perspective within the self. In his interpretation he further suggests the possibility 

that the parents of people with disabilities can be allies of people with disabilities in the sense 

that they have also been discriminated against by society because they have a child with 

disabilities.  

As can be seen in the de-familialization, this dialogue of questioning the existence of 

people with disabilities (questioning eugenics perspective) is not seen in other counties, 

however, and may be specific to Japan. In other words, the discourse of criticizing paternalism, 

and of criticizing the discrimination shown by parents toward their own children with 

disabilities, is clearly seen in Japan but is not clearly seen in the liberation movements or 

independent-living movements of people with disabilities in Europe or the U.S. (Hori, 2014). 

Furthermore, as Hori (2014) suggested, this de-familialization can be also understood as the 

attitude of criticizing the eugenics perspective which people with disabilities hold as an internal 

belief.  

Feminist Disability Theory 

In my research, I use “Feminist Disability Theory” as described by Garland-Thomson. 

As I mentioned earlier, Garland-Thomson explains that “Feminism and Disability Studies 

converge in Feminist Disability Studies” (Garland-Thomson 2001, p.4). These two 

complementary viewpoints helped me to analyze complex situations. Before moving on to the 

explanation of feminist disability theory itself, I will first explain the background which led to 

the development of feminist disability theory. 
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The Medical Model and the Social Model of disability  

One group of models focuses on individual bodies, and views disability in terms of 

individual difference, functional loss, or deficit (Rothman, 2010). The models in this group are 

called the medical models and strive to cure those conditions which they identify as ‘disabled’ 

(Beaudry, 2016) The other model, which came from the disability movement, is called the 

social model. This model is underpinned by the belief that disability is not caused by any bodily 

condition, but by the disabling barriers created by society (Oliver, 2013). In this case, ‘society’ 

means not only the institutions, structures, and patterns of thought and belief, but also the built 

environment and public policies. For this reason, it is society that creates disability, such that 

people with disabilities would be able to fully participate in society if that society were 

structured differently (Rothman, 2003). However, this social model receives criticism for the 

following two reasons. First, even though some bodies have impairments which can be 

accommodated through the social environment, some impairments cannot be fully 

accommodated this way. (Beaudry, 2016). Second, it fails to consider differences between 

disabilities, and presents ‘disabled people’ as one unified group. The social model focuses on 

collective injustices as separate from the body and ignores how people relate to their bodies 

and how their relationships with their bodies frame their experiences of oppression (Clare, 

2001).  

Critical Disability Theory 

Following the development of the social-model critique, there was an increase in the 

theoretical and analytical diversity within disability studies (e.g., Hughes 2007; Shakespeare 

2006a; Shakespeare & Watson 2015).  Feminists, cultural studies scholars, and postmodernists 

were especially critical of this binary way of thinking about disability (either the medical model 

or the social model) (Meekosha & Shuttleworth, 2009). Davis (2002) argues that the unifying 

theory of the social model of disability was about to transition to a new phase, since different 

impairment groups are aware that they did not have much in common with other impairment 

groups (Davis, 2002). The term “critical disability studies” has been employed in scholarly 

work over the last decade (for example, Hosking 2008; Meekosha 2006; Shildrick 2007). 

Critical Disability Theory is based on a social model of disability that recognizes that disability 

is not the inevitable consequence of impairment but is a complex socially constructed 

interrelationship between impairment, individual response to impairment, and the social 

environment. The social disadvantage experienced by people with disabilities is caused by the 

physical, institutional, and attitudinal (together, the “social”) environment, which often fails to 
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meet the needs of people who do not meet the able-bodied norms which are expected by society 

(Hosking, 2008).  Unlike the early version of the social model, Critical Disability Theory 

(CDT) integrates personal experiences of impairment and illness (Hosking, 2008) to 

understand the lived experiences of people with disabilities as well as potential ways to change 

social, political, and economic conditions. 

Feminist Disability Theory 

Intersectional perspectives have been adopted by some scholars in Critical Disability 

Studies (such as in works by Dossa, 2006; Meekosha 2006; Moser 2006). This increasing focus 

on intersectionality articulates theoretical and/or political alliances between critical disability 

studies and other “emancipatory” discourses, such as various forms of feminism. Goodley 

(2016) stated that “To think of dis/ability we need also to be cognizant of fe/male… Disability 

is constructed through direct recourse to gendered norms and sexist practices” (Goodley 2016, 

p. 46-47). Feminist Disability Studies brings together feminism and critical disability studies 

to argue that “cultural expectations, received attitudes, social institutions, and their attendant 

material conditions create a situation in which bodies that are categorized as both female and 

disabled are disadvantaged doubly and in parallel ways” (Garland-Thomson, 2001, p. 4-5).  

Undertaking a complex critique of gender and disability as tangled exclusionary and oppressive 

systems instead of as the natural and appropriate order of things is the most important work of 

feminist disability studies (Garland-Thomson, 2001).  

Hirschman (2012) also notes that “disability is not a phenomenon limited to a small 

minority but is a significant social issue” (Hirschman, 2012, p. 397) because disability affects 

people of all races, ethnicities, religions, genders, and sexual orientations. However, the 

intersection of disability with gender and sexuality is particularly significant. Understanding 

the intersections of disability with gender and sexuality can complicate feminist analyses but 

also produces new insights (Hirschmann, 2012). Moreover, “disability is more than simply 

another “case” to be added to intersectionality, or another intersection with gender and 

sexuality; considering the intersections of disability with gender and sexuality also raises 

methodological issues about how intersectionality research is conducted” (Hirschman, 2012, p. 

401). According to Hirschmann: 

Disability theory does certain things much better than current feminist theory: namely, 

showing and theorizing our connections, and not just our differences. Disability can 

help feminism develop intersectionality’s truly radical potential: namely, the ways in 

which “difference” is just another word for being human (Hirschman, 2012. p. 404) 
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 She goes on to say that she thinks disability studies enacts intersectionality in a deep, 

profound way. Such intersections mark our differences as well as our connections, in a way 

that feminists have not yet begun to (Hirschman, 2012). For example, although in feminism, 

intersectionality is employed to distinguish ourselves, Hirschman (2012) cites the concept of 

the ‘Web’ and explains as follows: 

The disability understanding of intersectionality is not the Venn diagram, or the 

crossroads, or even perhaps the double helix, but more like Gilligan’s conception of 

the ‘web,’ where we are linked to each other sometimes directly, other times 

indirectly through a complicated path of connections (Hirschman, 2012 p. 403). 

Taking disability into account during analysis also helps to clarify the issues that 

feminist theory concerned itself with when Garland-Thomson wrote in 2005; for example, 

“the politics of appearance, the ethics of selective abortion… issues of caregiving and care-

receiving… the ideology of normalcy, reproductive rights and responsibilities, the 

stigmatizing of age, and the politics of access and inclusion” (Garland-Thomson, 2005, p, 

1559). In the following section, I will explain ‘re-imagining’, a central aim of feminist 

disability theory. 

Re-imagining 

Feminist disability studies aspires to reimagine women and people with disabilities 

through two aims which are presented here. One of the aims of feminist disability studies is to 

demolish attitudinal barriers. Consequently, interpreting disability as human variation rather 

than essential inferiority is one of its most fully developed critical strategies (Garland-Thomson, 

2005). For example, disability life-writing repeatedly shows that adjusting to an acquired 

impairment is not as difficult as adjusting to the stigmatization and lowered social status that 

comes from moving into the community of the “disabled” (Garland-Thomson, 2005). This 

means, as Hirschmann (2012) says, the reason why disabled people feel frustration is the 

“prejudicial attitudes and treatment, the blockages of a hostile built environment, all of which 

make living in their bodies harder” (Hirschman, 2012, p. 399). 

The other technique involved in ‘re-imagining’ is to disrupt stereotypes of people with 

disabilities, by not only positioning the experience of being disabled in the context of ‘rights 

and exclusions’, but also re-claiming their voices and misrepresented experiences by 

challenging the societal dominant assumptions of living with a disability (Garland-Thomson, 

2005). Feminist disability studies does extensive critical cultural work not only by defining 

disability from a social model but also examining the cultural meanings which are attached to 
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bodies that society thinks are “disabled” (Garland-Thomson, 2005). This concept of re-

imagining disability aligns well with my study. 

In order to accomplish this re-imagining, feminist disability studies often uses two 

critical practices that might seem counterintuitive. First, it sometimes avoids impairment-

specific or medical diagnostic categories when thinking about disability (Garland-Thomson, 

2005) Garland-Thomson admits that this can have negative consequences on the research but 

finds it to be beneficial: because society tends to see all forms of disability as a single category, 

the researcher also needs also see it this way, at least when trying to understand the way society 

excludes and wields power over that entire category.  She writes:  

Social categories parallel to ‘disabled,’ such as ‘people of color’ or ‘queer,’ also 

embrace a wide range of varying physical characteristics, identities, and subjective 

experiences, even while they risk flattening significant differences. Such social—

rather than biological—labels accurately capture the single, reductive, exclusionary 

social category that conflates and stigmatizes a range of differences according to a 

subordinating discourse (Garland-Thomson, 2005, p. 1558).  

Feminist disability studies examines the process in which a wide range of physical, 

mental, and emotional differences are “flattened” into a single category and the detrimental 

effects this has on the population forced into that category (Garland-Thomson, 2005).  

On the other hand, Garland-Thomson also notes that,  

Feminist disability studies not only retrieves overlooked experiences and 

undertheorized critical perspectives, it strives to rewrite oppressive social 

scripts…Prevailing narratives constrict disability’s complexities, they not only restrict 

the lives and govern the bodies of people we think of as disabled, but they limit the 

imaginations of those who think of themselves as nondisabled. (Garland-Thomson, 

2005, p. 1567).  

This goal of recovering lost narratives seems contradictory to the above-mentioned 

practice of approaching disability as a single category, since it is exactly that thinking which 

buries so many individual narratives that rely on specific bodily differences (as will be 

discussed at great length later in this project).  In other words, although understanding society’s 

reduction of the variety of disabilities into a single category is useful for understanding 

society’s exclusionary role in the formation of identity among the people it considers 

“disabled”, to truly “retrieve overlooked experiences and undertheorized critical perspectives” 

it is necessary to once again be aware of the specifics of each participant’s case, including the 

form of their body. This aligns well with my project since I aim to hear the stories of various 

kinds of people with physical disabilities—and investigate how their diverse stories have been 
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simplified. As Kuramoto (2000), a Japanese disability studies scholar, says, there are stories 

which became invisible, and problems that cannot be solved because the body has been ignored, 

and not been made part of the narrative, under the social model. For example, a male with a 

spinal cord injury might worry about whether his penis can become erect enough; the social 

model does not help anything in this regard since such things have not been addressed by the 

social model but would instead be considered personal things (Kuramoto, 2000).  

The second thing that Garland-Thomson admits may seem counter-intuitive about 

Feminist Disability Studies is that: 

Feminist disability studies questions our assumptions by using precise language that 

may seem convoluted when talking about disability. For example, instead of “people 

with disabilities”, feminist disability studies might say “bodies that violate the 

normative standards and expectations of bodily form and function”. (Garland-

Thomson, 2005, p. 1558) 

This is not done to make anything less clear, but rather to clarify, by reminding readers 

that disability is a label applied by society. Such language calls attention to the hidden norms 

that inform our understandings of disability (Garland-Thomson, 2005). In this regard, the 

situation is different in the Japanese language. In general, there is only one relevant term in 

Japanese to express “people with disabilities” (or “disabled people”); it is written with the 

Chinese characters 障害者 (shou-gai-sha).  

Because of this, I thought this approach of focusing on language use would not be the 

main focus of my study, at least not during data collection (which took place in Japan and in 

the Japanese language). Therefore, I did not ask people with physical disabilities specifically 

to describe their disabilities, or what term they used for ‘disability’. (Actually, in my data, when 

I asked each participant what kind of disabilities they have, most of my participants gave me 

the name of their disability since Japan employs a disability certification based on medical 

diagnoses). Instead, in my research, I asked people with disabilities and carers separately to 

define the word “sexuality” from their perspective and experiences, as this is a word that, unlike 

‘disability,’ is beginning to take on multiple shades of meaning in Japanese usage, a 

phenomenon that will be explored more thoroughly in Chapter 6, in the subsection on fieldwork 

issues. In the four sections below, I will introduce four concepts on which feminist disability 

theory relies along with how each concept applies to my research.  
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Four key concepts that frame this study 

In this section, I examine four key concepts, all introduced by Garland-Thomson 

(2002), around which I have organized the data analysis chapters of my study. 

Representation 

The first of the four key concepts of feminist disability theory is representation. In 

Garland-Thomson’s (2017b) terms, disability is a representation, in that it is a label applied to 

people with certain configurations of bodies, and as such disability is “not so much a property 

of bodies but a product of cultural rules” (Garland-Thomson, 2017b, p.6).  Moreover, applying 

this label to people with a wide variety of bodies oversimplifies the real complexity and reduces 

people to a single attribute.  Chapter 7 presents analysis of data in which my participants’ 

comments shed light on how this representation is constructed, how it is internalized by both 

abled-bodied and people with disabilities, and how it affects the lives of people with disabilities 

and their carers, specifically the ability of people with disabilities to see themselves as sexual 

beings.  Particular emphasis is placed on examining the gaps between such representations and 

what people with disabilities actually experience, and on how disability as a representation 

intersects with representations of gender. 

Identity 

For the purposes of this thesis, discussion about ‘identity’ mainly centres on how people 

considered to have physical disabilities have unique bodies and create unique sexual cultures 

based on these bodies, and the way these unique cultures are supported by, or clash with, the 

environment surrounding them.  Garland-Thomson’s explanation of ‘identity’ as conceived of 

in feminist disability studies centres on the ways in which disability calls into question the 

“cherished belief that the body is the unchanging anchor of identity” (Garland-Thomson 2002, 

p. 20).  She invokes the notions of ‘fit’ and ‘misfit’ to describe a unique body’s interaction with 

its (physical and social) environment (Garland-Thomson, 2011). Japanese disability studies 

scholar Kuramoto (2000) argued that the problem is not about (for example) having a body 

whose penis does not become erect, but the “culture” which defines sex as (only) “penis and 

vaginal intercourse” (Kuramoto, 2000, p.117) in spite of each body having their own ways of 

experiencing sex. Chapter 8 presents analysis of data about what kinds of unique sexual 

cultures my participants were (or were not able) able to engage in, and goes on to examine their 

experiences when consulting with health professionals about their sexual concerns. 
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Activism 

In this thesis, the concept of ‘activism’ is explored in relation to the ways in the care 

environment around people with physical disabilities enables or prevents them from accessing 

sexual services, engaging in sexual activities, and generally exercising their sexual agency.  

Specifically, Chapter 9 considers two Japanese organizations, called Whitehands and Noir, 

which provide ejaculation assistance to people with severe physical disabilities, and examines 

their activities as a form of ‘activism’.  From there, the chapter examines the responses from 

participants with physical disabilities when asked about issues of exercising sexual agency, and 

the responses from carers when asked about situations in which they had to decide to restrict 

or support their clients’ sexual agency, and the ethical dilemmas they may have experienced in 

doing so. 

Additionally, Garland-Thomson (2002) gives several examples of ‘activism’, one of 

which is activism in the academic realm in the form of what she terms ‘academic tolerance’ 

(Garland-Thomson, 2002). To her, this means employing methodology which accepts internal 

conflict and contradiction (Garland-Thomson, 2002). I employed such ideas not only in the 

‘activism’ themed chapter but throughout this thesis, by comparing the often contrasting views 

of people with disabilities and carers, and by drawing on both Western theory and Eastern 

concepts. 

The Body 

While issues of representation deal mainly with the realm of discourse, Garland-

Thomson (2002) proposes that feminist disability studies can also aid in analysis of the body, 

its materiality, its politics, its lived experience, and its relation to subjectivity and identity 

(Garland-Thomson, 2002). Compared to other theories, feminist disability theory examines a 

wider range of material, because it understands that gender, race, ethnicity, sexuality, class and 

ability systems all affect the way bodies are regulated by society.  Garland-Thomson describes 

a number of issues that arise in relation to the idea of ‘the body’, two of which I focus on the 

last two analysis chapters of my thesis: eugenics (in Chapter 10) and the ethics of care (in 

Chapter 11). 

The Body: Eugenics 

Garland-Thomson characterizes eugenics as being “about controlling the future. It is 

the ideology and practice of controlling who reproduces, how they reproduce, and what they 

reproduce” (Garland-Thomson, 2017a, p.59). Representations of the experience of disability 
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as being about primarily about pain, misfortune, and limitations of ability and opportunity have 

led to attitudes of ‘empathy’ toward people with disabilities that in turn has led to eugenics-

related ideas of eliminating disability as means of releasing people from their miserable 

condition. (Garland-Thomson, 2012). 

Japan has a history of sterilizing people with disabilities (Yatougo & Mizutani, 2005), 

especially under legislation called the “Eugenic Protection Law”, the purpose of which was to 

limit ‘inferior’ offspring (Abbamonte, 2018). This was sometimes done without the consent of 

the patient, in cases where the patient was a minor, had a ‘mental weakness’ (Abbamonte, 2018, 

Tsuchiya, 1997), or was a woman, on whose behalf institutions, parents, and doctors decided 

on hysterectomy surgery without consent (Matsubara, 1997). Very recently, progress has been 

made, especially when victims of the eugenics protection laws sued the Japanese government, 

and attention has been paid recently to eugenics practices during the timespan of that law, 1948-

1996.  For that reason, in this study I focused on younger generations, to investigate to what 

extent and in what ways eugenics practices might be continuing in more recent years. 

 

The Body: Ethics of Care 

Feminist disability studies complicates several aspects of the discussion on the ethics 

of care (Garland-Thomson, 2012).  Feminist disability studies take on the ethics of care and 

call into question the assumption that care moves one-way from caregivers to care recipients, 

instead acknowledging that all parties may both give and/or need various amounts and forms 

of care (Wendell, 1996). Because women in particular are assumed to take on the role of 

caregiver, trying to live up to this role can make heavy demands on her quality of life, both due 

to the needs of the care recipient but also (especially in Japan) due to the social pressure and 

increased scrutiny placed on women who provide care.  This leads Wendell (1996) to write that 

any ethics of care that addresses this situation must take into account that a caregiver might 

also need to receive care themselves.  

However, an ethics of care that views all people as interdependent, rather than playing 

specific roles of care ‘giver’ and care ‘receiver’, exposes a number of complicated situations.  

Morris (1991) points out that the expectation for women to act as caregivers in their own home 

not only puts pressure on the women but may not be ideal for the people with disabilities they 

care for, either. This brings to mind the idea that people with disabilities should strive to be 

independent, but feminist disability studies approach to ethics of care calls that idea into 
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question as well, as the idea of ‘independence’ allows the normative societal group to decide 

what abilities someone needs to have to be considered ‘independent’, and can put pressure on 

people with disabilities to live up to this norm. 
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Chapter 5. Methodology 

What if Western-influenced research models are applied in non-Western contexts? 

What happens when the research ethics in Western contexts does not transfer with the same 

meanings and emphases into non-Western contexts? Those were my concerns when I 

conducted this research in Japan. In this chapter, I will explain how my research was designed 

along with some difficulties I faced in the field and ethical dilemmas I experienced. I will first 

discuss Asian Epistemology and Japanese culture, which are relevant to methodology and 

method, and explain how those cultural perspectives influenced my research design. Next, I 

will move on to the methodological considerations and introduce Critical feminist inquiry and 

Bricolage.  

Asian Epistemologies 

When designing the project, it was important to consider not only how the methodology 

aligned with the theory but also how this methodological approach was conducted in the 

context of Japanese culture. Since I conducted my data collection in Japan, Asian Epistemology 

had a huge influence on designing my project. As I explained in Chapter 2 by using Japanese 

religious beliefs as an example, there are differences in the philosophical traditions of Asia and 

the West, including the ‘holistic perspective versus analytic thought’ example mentioned 

earlier: whereas Asian epistemologies take holistic approaches which recognize contradictions 

and the need for multiple perspectives, and seek for a ‘Middle Way’ between opposing 

propositions, Western approaches often take the object out from its context, focus on attributes 

of the object to sort into categories, and use rules about the categories to explain and predict 

the object’s behaviour (Nisbett, Peng, Choi, & Norenzayan, 2011). Lieu (2013) explains that 

Asian traditions do not privilege the scientific method of observation above the “intuitive 

illumination” (following Eastern traditions of Buddhism, Confucianism, and Taoism) of the 

original mind but rather see these as complementary forms of knowing, and stated: 

Asian philosophical traditions allow for human beings to have the ability to grasp 

ontological reality, although they may reach radically different conclusions about 

what this might be…Asian implicit theory (or folk beliefs) is based on holism and 

perpetual change, where “a tolerance of contradiction, an acceptance of the unity of 

opposites, and an understanding of the coexistence of opposites as permanent, nor 

conditional or transitory, are part of everyday lay perception and thought” (Spencer-

Rodgers, Williams & Peng, 2007, p.265.) 
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These differences of perspective between Eastern and Western came into play when I 

initially designed my research.  The plan from the outset was to include voices not only from 

people with physical disabilities, but also from caregivers and family members. While 

designing my research I consulted with Japanese researchers, a scholar in the field of disability 

and sexuality, and with people with disabilities. All of them told me the same thing: Japan is a 

collective culture where collective needs are prioritized over the individual needs such that it 

would be necessary to gather the opinions not only from people with disabilities but also 

opinions from caregivers and family members, in other words, to obtain a holistic picture of 

the current situation.  

Japan as High-Context Culture 

In this section, I will explain the Japanese communication style which influenced my 

research design and methodology. Some fieldwork issues associated with the issues of Japanese 

communication style are introduced briefly here in order to illustrate the topic. However, there 

is also a “field work issues” subsection in the method section and further explanation of cultural 

related matters are explained there.  

  Nishimura, Nevgi, & Seppo (2008) gave a table which listed the countries from high-

context (HC) to low-context (LC) culture; they placed Japan as the most high-context culture 

among the countries included. They explained: 

The Japanese communication style has all the characteristics of HC cultures, such as 

indirect and digressive communication, use of few words, reliance on contextual cues, 

avoidance of the use of personal names, respect for long silences, and waiting politely 

until the other person has stopped speaking before taking turns. When conversing in 

Japanese, people have to listen carefully to their interlocutors to find the context and 

elicit the meaning beyond the words. (Nishimura, Nevgi, & Seppo, 2008, p. 790) 

The passage above summarizes the communication style of Japan, and also shows some 

of what I had to take into consideration when designing my research, especially in terms of 

approaching and interviewing my participants. According to Nishimura, Nevgi, & Seppo 

(2008), the HC cultural communication style is indirect and understated, and further explain 

that the pattern of communication is determined by behavioural norms dependant on a clear, 

universally understood social hierarchy. Furthermore, the Japanese communication style is 

deeply rooted in the Japanese language, which has its system of respectful and humble forms 

together with its variety of approaches for marking politeness (Fu, 2011). For example, the 

issue of hierarchy. According to Garcia (2015a):  
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The vertical structure of Japanese society is based on the Confucian concept of social 

hierarchy, which clearly specifies the responsibilities and obligations that govern the 

relations between individuals. Among the most important are respect for the elderly 

and deference to seniority.  (Garcia, 2015a, p. 7) 

In this regard, of politeness based on the social hierarchy being embedded directly in 

the language’s grammar, I had to be strategic in choosing which mode of politeness to use in 

my words when I interacted with my participants. As suggested by Garcia’s comment (2015a), 

whether my participant was younger or older than me was also one of the factors in determining 

the mode of politeness. My situation was very complicated because I had to ask about an 

intimate topic to strangers whom I was meeting for the first time, in the role of a researcher 

who is nonetheless still a student, and a woman. Age, societal status (professional or student), 

marital status, and where I locate myself (insider/outsider), every attribute of mine made this 

research process complicated. At the same time, I had to create the kind of atmosphere in which 

a person whom I was meeting for the first time would feel comfortable enough to be able to 

share with me their views and experiences on a highly intimate topic. 

In terms of the politeness in language, translation, and communication style, these also 

affected my data collection as well as translation. because it is expected for the listener to be 

able to read “between the lines”, to understand what is untold, and to have background 

knowledge about the situation (Nishimura et al., 2008). Not everything is clearly expressed in 

writing or speaking because a core meaning is usually implanted in the information(Nishimura 

et al., 2008)(Nishimura et al., 2008). My data collection was conducted in Japanese, and I 

transcribed the data myself, but it was double-checked by my participants (I send a transcript 

of the interview to my participants who had requested it). This was especially important for 

participants who had a speech impairment. The English versions seen throughout the paper are 

word-for-word translations, also done myself, and due to the language characteristics of 

Japanese, in which even important words are often omitted, during the translation process I 

sometimes had to double-check the meaning of part of the information with my participants. 

Words the speaker omitted in the Japanese text often cannot be omitted in grammatically 

correct English. As will be seen in Chapter 7, the square brackets [ ] placed in participants’ 

quotations indicate words which the speaker chose to imply rather than state explicitly. When 

I finalized my translation, in order to arrive at a translation that would be accessible to English 

speaking people, I asked for assistance in double-checking my translation choices from English 

native speakers who have lived in Japan and who not only speak Japanese but who are also 

able to understand the subtleties of Japanese culture.  
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In addition, the dichotomy of ‘tatemae’ and ‘honne’ also represents an HC culture. 

According to Goodman (2002, p. 6), “Tatemae refers to an individual’s explicitly stated 

principle, objective or promise whereas Honne refers to what that individual is really going to 

do, or wants to do.” Hall (1989, p. 102) also explains tatemae as a ‘sensitivity towards others 

and as a public self’ and honne as a ‘sensitivity towards one’s own private self’. Japanese 

society emphasizes the group or community (ie) over the individual. The behaviour of an 

individual has to be polite and make harmony within the group, since the individual can only 

exist as a member of a group. Such harmony is the means to avoid direct confrontations 

between individual and others. Consequently, in order to maintain the harmony of a group, an 

individual ends up finding an appropriate way to adjust his or her will to the will of others. This 

Japanese cultural attitude of prioritizing collective good over individual good, and the dualism 

of one’s public attitude and one’s actual will, also influenced my research design. If people 

with disabilities were required to adjust their wills to the attitudes of their carers in order to 

smoothly receive social welfare services, As Goodley (2010) suggests, then this is another 

reason why it is essential to pay attention not only to the voices of people with disabilities but 

also to those of their carers. In this way, I thought it would be possible to understand the carers’ 

expectations of and opinions towards people with disabilities as well as in what ways people 

with disabilities might try to adjust their wills.  

As I mentioned in Chapter 2, Japanese culture shows influences from Confucianism. 

Confucianism stresses that people should place themselves in the “proper” order to keep 

harmony with each other. Also, Confucian concept of social hierarchy stipulates the 

responsibilities and obligations into individuals in order to dictate the relationships between 

individuals. For this reason, respect for the elderly and respect to seniority are considered very 

important. Based on these Confucian perspectives, it seemed that I, as a woman researcher 

conducting research on sexuality topics in Japan, seemed socially unacceptable by Confucian 

cultural standards, since a modest woman is not expected to talk about sex. One of my key 

informants warned me of me being seen as an ‘accessible girl’, which means that since I am 

talking about sex, there would be a chance that I might be considered by my participants to be 

available for a sexual relationship. Several times, I was asked whether I was married or not, 

not only by my participants but also by key informants and other people who heard about my 

topic. I interpreted this to mean that the people who asked about my marital status were 

checking whether or not I have the correct status (married woman) to be talking about sex, 

which led me to always put a ring on my finger to imply my status. One of the participants 
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asked me, via text message, “My friend says he would be willing to participate in your research 

if you were able to sexually gratify him”. I responded by asking him, “Is this because I am 

woman, that your friend is asking those kinds of things?” and the answer was “…I am so 

sorry… but yes, maybe so…”. Sometimes I was seen with curious eyes when I brought up my 

research topic for the first time. Also, some participants even told me that “I wanted to see your 

face… I was so curious about who in the world is doing this kind of research!”.  

Critical feminist inquiry 

 This research was grounded in the critical research paradigm which basic assumption 

is “multiple realities are situated in political, social, cultural contexts and one reality is 

privileged” (Merriam & Tisdell, 2016, p. 12). For this reason. the methodology I employed in 

this study was a critical feminist inquiry and bricolage.  

Critical feminist inquiry has an intention to discover oppressive conditions, which 

promote domination, inequity, and marginalization through gendered relations within people’s 

specific life contexts (Pitre et al, 2013). A critical feminist inquiry aims to give voice to 

oppressed and marginalized people by exposing and critiquing the ways that oppression and 

domination limit full participation in social, political, and economic life (Pitre et al., 2013). 

These perspectives have influenced my research designs. For example, Lather (2004) argues 

that critical research designs are characterized by exploring more interactive, dialogic, and 

reciprocal research methods, and foregrounding the tensions involved in speaking with rather 

than to, or for, marginalized groups.  Similarly, Pitre et al (2013) describe feminist 

methodology as trying to see the world from each “knower’s” perspective, and that it examines 

personal experiences within networks of relationships and in the contexts of culture. Simplican 

also maintains that disabled people are best equipped to speak for themselves (Simplican, 

2017).  

In regards to the issue of various “knowers’” perspectives (Pitre et al, 2013) and to 

whose voices researchers should listen, a poignant example is found in an incident related by 

Eva Kittay, who is a philosopher and the mother of a daughter with intellectual and 

developmental disabilities. Kittay wrote about her experiences of her having a conversation 

with Jeff McMahan at a conference in her paper “The personal is philosophical is political” 

(Kittay, 2011). Kittay addressed one of McMahan’s arguments, in which he asks whether it is 

as bad to kill someone with a severe, congenital intellectual disability as it is to kill “one of us” 

(Kittay, 2009, p. 608). Kittay tried to analyse the features which differentiated her daughter 
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with severe disabilities from the nonhuman animals with which she was being compared in the 

writing of McMahan. In the end Kittay wrote “I am engaged in a philosophical disputation, a 

point that was actually conceded when McMahan granted the difference between my 

relationship with my daughter and [someone’s] relationship to his dog” (Kittay, 2009, p 624). 

Kittay’s efforts to argue against famous and academically established philosophers illustrate 

the importance of honouring various voices, and of being sceptical of existing research which 

has been conducted by people who have been in the position of restricting and medicalizing 

the sex lives of people with disabilities (Liddiard, 2013b, Shuttleworth, 2010; Siebers, 2008 ). 

According to Kittay:  

 …limiting a field to those who live similar lives diminishes its truth and usefulness, 

yielding at best partial truths, at worst distortions of central concepts…In matters 

dealing with cognitive disability, philosophical positions formed in the absence of any 

representation either by people with disabilities or by their families find their way, via 

bioethics, into health-care and policy decisions. Such positions have posed the 

possibility of truly deleterious consequences…philosophy, when approached 

critically, may have something important to offer in the striving for the just and caring 

treatment of those who have been outside its scope. If you think that philosophical 

inquiry is both intrinsically and instrumentally important, then to leave it to its 

ignorance and prejudices is a poor option indeed. (Kittay, 2009,  p 611) 

In the passage above, Kittay states that the field needs to hear the various voices of 

people involved, and points out that if an influential philosopher were to have no relationship 

with the field which they speak to, it would be problematic especially if this philosopher’s 

voice would influence policy and practice. She goes on to explain that trying to get people who 

are non-disabled to understand and interact with people with disabilities is an ‘invisible labour’ 

which has been conducted by people with disabilities and their families (Kittay, 2009, p. 607). 

Similarly, Simplican (2017) talks about how she has been following a feminist method of 

‘scholar-activism’, which illustrates “knowledge from the experience of woman and other 

marginalized constituents of humanity and from non-elite forms of knowledge” (Simplican, 

2017, p.57).  

By taking into account the examples above, I have decided to place my participants’ 

stories in the centre of my research by using their words in order to honour their voices. For 

this reason, I employed qualitative research approach which uses ‘words as data’ (Braun & 

Clarke, 2013) in this research to understand the way people make sense of their world and their 

experience in the world (Merriam & Tisdell, 2016).  
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Furthermore, similar to Kittay’s situation, the approach I am using in my research came 

from my background as a family member of a person with physical disabilities. Through my 

research, I might be also taking part in the “invisible labour” by informing the non-disabled 

community of the diverse stories which my participants offered to me, which as Garland-

Thomson (2017b) suggests: “The actual experience of disability is more complex and more 

dynamic than representation usually suggests” (Garland-Thomson, 2017b, p.12). When 

considering that choosing a theory which informs the research question is a political decision 

(Stone & Priestley, 1996), by choosing feminist disability theory, my political attempt in this 

research is not only to reveal the multiple voices which are simplified or disregarded but also 

to find out who has the power and how the power in the society is negotiated and reinforced by 

the current society; with these goals in mind the methodology I employed in this study was 

critical feminist inquiry.  

As an example of this feminist methodology, in my research, I draw on the work of 

Liddiard (2013b, 2014), who explored the “lived experiences of sex, intimacy and sexuality of 

disabled people through their own ways and own terms” (Liddiard, 2013b, p.1) in the U.K.  

Specifically, in her work she employed multiple qualitative methods and communication tools 

(face to face interviews, via email, via Skype, instant messaging, or combinations) to facilitate 

the participation of people with disabilities. Her intention was to position disabled people’s 

own voices and lived experiences in the stories told by ‘experts’ in order to dispute (Liddiard, 

2013b) the existing research discourse of sexual lives of people with disabilities, which was 

paternalistic and ableist and medicalized the sexual lives and bodies of disabled people 

(Siebers, 2008). While doing so, Liddiard (2013b) maintains that this research design can 

highlight the practical as well as political aspects. For the practical part, this research design 

centers on participants’ comfort by offering them choices and makes the research process as 

accessible as possible (the details of this will be discussed in Chapter 6), whereas for what 

Liddiard considers the ‘political’ side, this research design acknowledges the various ways in 

which people with disabilities communicate, thus making it easier for them to join the 

conversation. Also, the research is designed not around the needs and preferences of the 

researcher but around the needs and preferences of participants, which was emphasized by 

Liddiard’s Research Advisory Group (RAG) which was formed by people with disabilities.  
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Applying critical feminist inquiry in the Japanese context 

As I mentioned earlier in this section as well as in the literature review section when 

introducing Japanese cultural characteristics, as people with disabilities have to learn to 

respond to the expectations of society, and to conform with the societal expectations for people 

with disabilities (Goodley, 2010 , Kumashino, 2015), it was necessary to find a method to be 

able to fully express the voices of people with disabilities. When considering the Japanese dual 

characteristics of tatemae and honne, as well as the nature of Japan’s (older-) male-dominant 

society, it was especially necessary to find methods that value subjectivity and that encourage 

self-expression (Pitre et al, 2013), as well as which allow females with disabilities to identify 

oppressive conditions that “promote domination, inequity, and marginalization through 

gendered relations within people’s specific life contexts” (Pitre et al, 2013).  

Although I basically followed Liddiard’s four approaches for designing my research, 

there were several difficulties I experienced in the process of modifying her approaches to work 

in a Japanese context. First, Liddiard developed and designed her research process by 

consulting with disabled people, forming a Research Advisory Group (RAG). Since I was not 

based in Japan, forming a RAG was not possible. First, Japanese culture values face-to-face 

interaction rather than employing electronic technology (Brian Neese, 2016). Second, it would 

be difficult if there were age differences in group members because younger people would 

hesitate to share their opinions in front of older people due to the culture which values seniority 

and social hierarchy (Garcia, 2015a). Instead, I was able to consult with some women with 

disabilities regarding a potential method and research design on a person-by-person basis. 

Those women with disabilities were Japanese, yet they happened to reside overseas. They 

contacted me personally via skype, gave me advice, and told me their concerns about whether 

I would be able to find participants in Japan due to the difficulty of talking about sexuality 

topics. I was also able to meet some woman with disabilities during my pre-fieldwork visit to 

Japan and they gave me some advice in our casual conversation. However, all of the woman 

with disabilities whom I met were very busy, I could not maintain constant contact with them. 

Second, Liddiard (2013b) made the research process accessible and inclusive through adopting 

multi-method and multi-format approach and asked participants to choose a format that best fit 

individual preferences. In this regard, I also employed multiple methods and provided my 

participants a choice of data collection method and method of interacting with me. (A detailed 

explanation of these is presented in the method section, below). The third was to provide 

opportunities for empowerment through participating and talking about their stories. In my 
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case, I was told by my participants that “this is such a rare opportunity to be asked such 

question” or “it’s such an interesting experience” so that my participants seemed to have 

enjoyed this experience, and one of the participants even told me that “I was so depressed but 

after I talked to you, I feel like I should put my energy into creating a project on how to support 

women” (one of them kept talking to me for almost four hours). It seems those women felt 

empowered because I listened to their stories. Lastly, Liddiard (2013b) talked about a 

commitment to make research findings accessible to disabled people both within and outside 

the academy. In this regard, some disability support organizations in Japan already asked me 

to present my thesis findings in their organization.  

Bricolage 

Prior to conducting this research, I consulted with key informants with disabilities in 

order to ask their opinions regarding how I can make my research accessible to all of my 

participants, considering the wide variety of (dis)abilities they may have.  Several people with 

disabilities suggested that my participants with physical disabilities will appreciate being 

offered alternative ways of expressing themselves besides simply doing an interview, due to 

the nature of their disability, their personality, or to the sensitivity of the topic. In response to 

this suggestion, this research applied Bricolage; the use of multiple methods (Kincheloe & 

Berry, 2004). In consultation with me, each participant chose for themselves which method 

was most suitable. This made the research process more accessible and inclusive, 

acknowledged the diverse ways in which people with physical disabilities communicate 

(Liddiard, 2013b), and empowered people with disabilities.  

Denzin and Lincoln’s “methodological bricoleur” (Denzin & Lincoln, 2000) is a 

researcher who combines multiple research tools to accomplish a meaning-making task 

(Rogers, 2012). The methodological bricoleur respects the complexity of the meaning-making 

process by allowing contextual contingencies to dictate data-gathering and analytical methods 

to use (Rogers, 2012). Furthermore, the methodological bricoleur uses only the tools and means 

that are readily available to accomplish their task (Rogers, 2012). Kellner (1995) argues for 

maintaining multiperspectival and interdisciplinary feature, because a single research 

perspective could narrowly define assumptions (Kim, 2015, p. 259). He continues that a 

researcher must therefore learn a variety of ways of seeing and interpreting in the pursuit of 

knowledge.  
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In my research, I was focusing on people with solely physical disabilities. Since 

physical disabilities encompass diverse forms and varying degrees of severity depending upon 

each individual, various people may be better suited for various research methods. A variety of 

methods is likely to engage a wider range of participants. The qualitative research methods 

offered to my participants included not only an interview, but opportunities to share photos, 

poetry, and so on. Furthermore, different people found different research methods better for 

expressing their views on this sensitive/taboo topic. For these reasons, methodological 

bricolage is suitable to employ in my research, not only for collecting data effectively from 

participants who have diverse kinds of (dis)abilities, but also for making the research process 

more accessible and inclusive for those people (Liddiard, 2013b).  
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Chapter 6. Method  

In the previous section, I discussed the rationale of this study, the related theory, 

methodology, and research questions. In this chapter, I will explain and reflect on how I have 

conducted my study as well as some challenges I have encountered through carrying out my 

research. I will begin by explaining the full research design (including participant recruitment, 

the choice of participants, and methods for collecting data and interacting with participants), 

followed by t. Ethical consideration was needed for every single choice I made while 

conducting this study; these ethical decisions are also discussed later in this chapter.  

The research designs 

Physical disabilities encompass diverse forms of impairment and varying degrees of 

severity depending upon the individual. This means that different research methods are suited 

to different people. A variety of methods were used in order to engage a wider range of 

participants, and multiple methods were offered into order to make the research process more 

accessible and inclusive for people with physical disabilities (Liddiard, 2013b). Furthermore, 

different people found different research methods better for expressing their views on this 

sensitive/taboo topic. For these reasons, multiple methods were used to collect data. This 

research employed multiple methods as used by Liddiard (2013b) when she gathered sexuality 

and sexual intimacy stories from people with physical disabilities in the UK. A variety of 

methods, described below, were offered to each participant. Then, in discussion with me, each 

participant chose one method which was most suitable for them. These methods and groups 

below were carefully selected to facilitate answers to the research questions and were 

considered to be culturally appropriate given the context of this research project.  

Research participants 

Group 1 – People with physical disabilities aged 18-49 who have purely physical disabilities 

(with no psychiatric or intellectual disabilities diagnosed at the time of research). In Japan, 18 

years old is considered the age of consent. Also, the WHO considers a ‘reproductive age’ to be 

up to 49 years old. Since the issue of forced sterilization among the elder generation has already 

been explored due to the recommendation by the United Nations Committee on the Elimination 

of Discrimination against Women (CEDAW) to the Japanese government (CEDAW, 2016), 

my focus was investigating the current situation for younger people with disabilities. 
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I obtained 27 participants with physical disabilities, which included 10 men, 14 women, two 

transgendered people and one questioning person. People with physical disabilities chose one 

or more research method and one interaction method, from the lists below. I consulted with 

each participant to ascertain which method was most suitable for them given their own interests 

and preferences. Through these research activities, I asked about their experiences and opinions 

related to their sexuality.  

Group 2 – People who are in the “circle of support” of people with physical disabilities. The 

concept of “circle of support” comes from a tool used by disability services providers in many 

Western countries, in which people with physical disabilities are asked to place the names of 

people in their lives in concentric circles in the order of most close to least close, which helps 

people with physical disabilities to recognize who are the human resources they have. (Forest 

& Pearpoint, 1997). Group 2 participants were recruited by asking each Group 1 participant to 

nominate someone with whom they feel they were able to discuss their sexuality or who they 

thought have been supporting their sexuality, and whom they would allow me to interview. 

Group 2 participants chose either an interview or an on-line questionnaire, and one interaction 

method, from the lists below. Regarding the term “circle of support”: the people in a ‘people 

with physical disabilities’ circle of support might be family, professional carers, or friends of 

the people with physical disabilities, and may or may not also have disabilities themselves. I 

obtained 3 participants for Group 2. Through these research activities, I asked their views and 

opinions about supporting the sexuality of the people with physical disabilities. These people 

in the circle of support turned out to be either friends, advisors, or partners of the people with 

physical disabilities, which included 2 women and 1 man.  

Group 3 – Carers: People who were currently in the position of, or who had had experience of, 

directly caring for people with physical disabilities aged 18-49 with purely physical disabilities, 

and who were themselves at least 18 years of age. These participants answered open-ended 

anonymous questionnaires first via a secure web-based tool for creating and distributing 

surveys, named Qualtrics. If these participants were willing to share more about their 

experiences, I then gave them the option to take part in an interview. In the end, I obtained 53 

usable responses in total from caregivers and professionals, with 50 questionnaire responses 

and 3 interviews.  While having had the experience of caring for people with purely physical 

disabilities was a requirement, some caregivers who met this requirement had also cared for 

people with intellectual disabilities, and this experience is occasionally reflected in some of 

their questionnaire responses. 
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Group 4 – Family members of people with physical disabilities who were currently in the 

position (or have had experience) of directly caring for their family members of people with 

physical disabilities aged 18-49 with purely physical disabilities, and who were themselves at 

least 18 years of age. I obtained 1 response from family carers, using Qualtrics.   

Table 2 summarizes the data gathering methods and interaction methods chosen by the 

participants in each of the four groups. 

 

 

Photo-

Elicitation Poetry Questionnaire 

Semi-

Structured 

Interview 

Total 

Participants 

Group 1 

People with 

Physical 

Disability 

2 1 10 15 27* 

 Face-to-face: 2  Face-to-face: 1  Online: 9  Face-to-face: 14    

 Video call: 0  Video call: 0    Video call: 1    

  E-mail: 0  E-mail: 0  E-mail: 1  E-mail: 0    

Group 2 

Circle of Support 

not 

offered 

not 

offered 
0 3 3 

     Online: 0  Face-to-face: 3    

       Video call: 0    

      E-mail: 0  E-mail: 0    

Group 3 

Carers of People 

with Physical 

Disability 

not 

offered 

not 

offered 
55 3 58 

     Online: 55  Face-to-face: 3    

       Video call: 0    

      E-mail: 0  E-mail: 0    

Group 4 

Family of People 

with Physical 

Disability 

not 

offered 

not 

offered 
1 0 1 

     Online: 1  Face-to-face: 0    

       Video call: 0    

      E-mail: 0  E-mail: 0    
      

 

* One participant chose both Photo-elicitation and Poetry, so the Group 1 total is 27, 

not 28.  
Table 2. Summary of data gathering methods and interaction methods by participant group 

Data gathering methods for Group 1 participants  

Photo-elicitation  

Photo-elicitation is a qualitative method which has been widely used in social and 

health sciences (Hatten, Forin, & Adams, 2013). In photo-elicitation, the researchers employ 
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photographs in the interview. Photographs can either be supplied by the researcher or research 

participants (Allen, 2012; Hatten et al., 2013) , however, in the type of photo-elicitation that 

was used in this study, images were participant-generated in order to reduce the power 

difference between me and the participants (Hatten et al., 2013). As Liddiard (2013b) stated, 

making the research participatory gave more ‘say’ to participants. In my case, I thought it 

would be less ‘researcher driven’ if I asked my participants to prepare their own picture, instead 

of me preparing a picture and asking participants their opinion about the picture I prepared. 

Consequently, I asked my participants to take a picture with a camera relating to the topic, or 

to choose a picture from archival images or advertisements, put a title on the picture, and then 

talk about those pictures.  

I obtained 2 participants for this method. It turned out that in both cases, photography 

was already a hobby practised by the participant. Some other participants did not choose this 

method because it was time consuming for them to prepare to take the pictures (Van Auken, 

Frisvoll, & Stewart, 2010). Other participants told me that they felt a pressure to produce nice 

pictures, and a fear that some places in the pictures might be identified. Regarding the process 

of photo-elicitation, first, I asked participants to generate a picture to introduce themselves, so 

that I could get to know them, and to use those pictures for icebreaking. Then, I asked them to 

generate pictures for each theme and to give each a title. Photo-elicitation themes were: (1) 

Your experience of sexuality and sexual intimacy (2) Your circle of support regarding sexuality 

and sexual intimacy, and (3) The messages you have received from society about sexuality, 

sexual intimacy, and disability, plus a fourth category for “untold stories,” which allowed 

participants to talk about any experiences about which I had not otherwise asked.  This method 

was helpful not only to facilitate the conversation (Gillian, 2016), but also to encourage 

discussion about a sensitive topic which participants may have been reluctant to discuss directly 

(Hatten et al., 2013). Furthermore, this method helped the participants to express their emotions 

and explain what happened, through those pictures. For example, some images offered by 

participants were of the genitals of a male. This participant apologized for showing me these 

directly and worried that I might feel uncomfortable looking at those images. When I asked 

about the meaning of those pictures, it turned out that those pictures were chosen to explain 

how this participant was treated in an institution, a topic I was not expecting to touch upon in 

this project because I did not approach those institutions when recruiting participants. This 

participant told me of the embarrassing, sad, and angry experiences he had in the institution, 

and in order to explain the situation, he provided those direct images.  
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Also, this method became a communication tool through an art form. The other 

participant was quite artistic and brought me metaphoric pictures (Hatten et al., 2013; Smith, 

2015) which could be explained in various ways. We discussed different interpretations of the 

pictures, and the participant smiled while listening to my guesses on the meaning of his pictures 

and enjoyed my reactions when I heard the actual intention and meanings of the pictures. The 

meaning in those pictures were quite indirect and the picture was like a symbolic art form which 

my participants wanted me to think about the meaning. This experience of giving feedback was 

interactive and helped me to understand the deep meaning and intention of taking the specific 

picture as well as to strengthen our relationship.  Even though the interview took time, I felt 

sorry that, due to the time limitation of the interview, sometimes I had to prioritize asking 

questions regarding the meaning and experience behind the pictures instead of “appreciating” 

those symbolic pictures as an art form. Due to its characteristic of bringing memories and 

emotions associated with each elicited image, the photo-elicitation interviews sometimes took 

longer than I had initially planned, especially when the conversation came to a topic which 

participants did not otherwise have much opportunity to discuss, or which was quite sensitive 

and emotional. Also, when I had to make some adjustments in the images they supplied 

(involving the blurring of sensitive information), instead of making a decision myself I 

consulted and asked my participants, even though they already told me that I can use their 

pictures. Because of this, it seems that my participants feel the ownership of the picture and, in 

part, of the research. They immediately responded to me, fixed the images by themselves, and 

send those images back to me. I am so impressed and really appreciated the support given by 

my participants.   

Poetry  

 Poetry has been used as a research method exploring human experiences in evocative 

and holistic ways (Furman, 2004). Similar to the photo-elicitation above, I asked participants 

to create their own poetry relating to three themes listed above and to explain the meaning of 

their poems. The purpose of using poetry as a method was to obtain data which compounds in-

depth understanding of the lived experiences of individuals, since the process of creating poetry 

could encourage self-reflection (Gallardo, Furman, & Kulkarni, 2009). Also, since sexuality 

was seen as a sensitive topic, as with the photo-elicitation method, it was a good way to 

communicate less directly about this sensitive topic. I also wanted to prepare an alternative art 

method for the people who might have difficulty using a camera. Like photo-elicitation, it 

turned out that some people did not choose this method because it was time consuming for 
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them to write the poetry, and other participants told me that they felt pressure to write high 

quality poetry. Writing poetry seemed harder than taking pictures. I obtained one participant 

for this method, and this participant not only gave me the poems, but also pictures, a song to 

which he wrote the words, and a novel he had authored. 

Open-ended questionnaire 

An open-ended questionnaire (with questions used as the basis for the Semi-structured 

interview method) was sent through an online survey service named Qualtrics in order to 

explore the three themes listed above. Most of the on-line questionnaire participants had 

difficulty with an in-person interview due to time, accessibility, or geographical issues. This 

method seemed more accessible for participants, especially people with visual impairment, 

because of a device they could use that would read the questionnaire out loud for them. 

Although I was prepared to provide a paper-based questionnaire because I thought some of the 

participants might not have had access to the internet, it turned out that most of them had access 

to the internet through their phone. Only one participant requested the paper option (via email), 

and then only due to the malfunctioning of their device. Moreover, I arranged the order of the 

questions as if participants were telling their life stories because I thought this would make it 

easier for the participants to recall their memories; the questionnaire began from their 

experiences while growing up and moved forward in time to their current experiences. In 

addition, the questionnaire gradually expanded its scope from micro to macro level – the 

questionnaire began from individual experiences (for example, questions about the amount and 

type of sexuality education they received), moved on to questions regarding relationships with 

other people (including relationships with their families, caregivers, and so on), and ended with 

the participant’s opinions towards policy (for example, their opinions on the new CRPD as it 

relates to Japan), in order for my participants to expand their thoughts from an individual level 

to a big-picture policy level. Arranging the questionnaire in this order made it easy for 

participants to tell their stories as well as to relate their personal experiences to broader policy.  

Semi-structured interviews  

The semi-structured interview method combined a set of open-ended questions, based 

on the three project themes described in Chapter 2, with the opportunity for me as the 

interviewer to further explore any areas of particular interest and relevance (Gill, Stewart, 

Treasure, & Chadwick, 2008). The purpose of using this semi-structured interview method was 

to obtain more fruitful and important data by giving myself opportunities to clarify, or ask for 
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clarification on, the explanations that participants gave or on any complex issues raised (Gill 

et al., 2008). The questions were intended to allow me to ask the participant to expand on the 

kind of answers they would have written in the open-ended questionnaire. It turned out this 

method was the most popular and I obtained 17 participants who chose this method.  

Due to its characteristic of flexibility, the answers I obtained from the semi-structured 

interviews were noticeably different from the ones which I obtained from through on-line 

questionnaire in terms of depth and complexity. For example, I placed the question "What does 

sexuality mean to you" at the beginning of the on-line questionnaire in order for my participants 

to define sexuality in their own words before asking about their experiences. Although my on-

line questionnaire was not anonymous for Group 1 participants, there was no control from me 

over how participants would define sexuality. Although participants gave me various answers 

in the questionnaire, the majority of participants responses in this regard were something like, 

"Sex, gender, nature”, which relate directly to the meaning of the Chinese character 性 (sei), 

which is also used in Japan (JapanDict, n.d.). However, when I asked this question in the 

beginning of the Semi-structured interview, some of my participants had no idea what it meant, 

so that I asked this question at the end of the interview instead of the beginning by rephrasing 

the question as “When you look back all of the things you have shared with me, what does 

sexuality mean to you?” In this way, a variety of complex answers, which seemed to reflect 

each participant’s experiences, were received.  

Data gathering methods for participants in Group 2, 3, and 4  

Open-ended questionnaire  

As in Group 1, groups 2, 3, and 4 had the option to respond to an open-ended 

questionnaire, delivered via Qualtrics.  The wording of the questions was changed to make it 

appropriate for each group: people in the circle of support of someone with physical disabilities 

(Group 2), caregivers of people with physical disabilities (Group 3), and family members of 

people with physical disabilities (Group 4).  However, the content was generally the same, with 

questions organized around the three project themes listed above. The only difference was that 

for Group 1 and Group 2 participants, the open-ended questionnaire was non-anonymous since 

I was able to know who the participants were. However, for Group 3 and Group 4 participants, 

the open-ended questionnaire was anonymous. Although none of the Group 2 participants 

chose this method, I obtained 55 usable responses from Group 3 participants with this method, 

and one from Group 4.  For Group 3, some organizations allowed me to bring a printed version 
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of the questionnaire to their caregivers. I did not have the chance to administer the questionnaire 

on-site and had to rely on these organizations to administer the questionnaire on my behalf; 

even so, based on many responses from older caregivers, it seems that providing a printed 

version of the questionnaire worked better for older caregivers than providing them the 

questionnaire on-line.   

Semi-structured interviews  

Just as in Group 1, a semi-structured interview method was available for the remaining 

groups. All three Group 2 participants (people recommended to me by Group 1 participants 

from their “circle of support”), as well as three Group 3 participants (caregivers of people with 

physical disabilities), chose this method. No Group 4 participant chose this method. Just as 

with the questionnaires for Groups 2, 3, and 4, the wording of the Semi-structured interviews 

was modified to fit each of these participant groups, but the questions were still designed to 

address the three project themes. Similar to the case of Group 1, the semi-structured interview 

provided rich data compared to the questionnaire, and I was able to obtain information 

regarding Group 4 (family members) from Group 3 participants (caregivers). Since family 

members were reluctant to answer my questionnaire, it turned out that the semi-structured 

interview helped me obtain information which I was not able to reach from family members 

directly, even though the anonymous questionnaire. Since this research was centred on 

exploring the experiences of people with physical disabilities such that the narratives from 

other people were supplemental, I did not offer poetry and photo methods for Group 2, 3, and 

4 participants.   

Interaction methods 

In consultation with me, any participant from any group of the research who selected 

photo-elicitation, poetry, or a semi-structured interview, selected the interaction method that 

worked best for them from the list below. 

Face-to-face interview  

Participants could choose to meet with me face-to-face. In this way, I was able to 

understand the feelings of the participants more deeply, including the non-verbal cues of 

participants, which helped me to be aware of and sensitive to the emotions of the participants 

(Gill et al., 2008). It turned out that unless the participant was busy, the distance was too far, 

or there was an accessibility issue, the majority of the interview participants preferred to meet 
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in-person: 16 out of the 17 participants who preferred to be interviewed chose to do so face-to-

face. Because I had obtained many requests to meet in-person, due to limited funding I 

eventually had to change my research advertisement, limiting the participants to those in the 

Tokyo area. 

Video call (Skype interview) 

Participants could choose to meet with me via Skype. Skype is internet-based video and 

audio communication software (Hay-Gibson, 2010). This allowed participants to stay at home, 

where they would feel relaxed (Hamilton, 2014; Janghorban, Roudsari, & Taghipour, 2014). 

Since my intention was to make this research accessible to people with any kind of disability 

as well as to reach out to participants whom I had difficulty meeting face-to-face for 

geographical reasons, my initial assumption was that the people who had relatively severe 

physical disabilities and resided in places that were hard to reach might choose the Skype 

option due to the inconvenience of leaving their home. However, it was the opposite. Many 

participants told me about the difficulty of using Skype, a feeling of embarrassment when 

communicating via a screen, and a loss of connectedness with the researcher, and it turned out 

that even those participants with relatively severe disabilities preferred to meet me in person 

and some of them asked me to visit their home. Furthermore, although Skype technically 

allowed me to have enough face-to-face interaction for me to clarify the meanings of the 

responses of the participants (Hamilton, 2014; Lo Iacono, Symonds, & Brown, 2016), one of 

the difficulties of using Skype was that there was a delay in the transmission of sound between 

New Zealand and Japan which made it hard to understand our conversation.  

Computer Mediated Communication (Email) 

In this interaction method, participants were asked to answer interview questions 

through an email format. The online nature of this format could gather thoughtful, self-

reflective and detailed responses, especially for sensitive topics about which some respondents 

may be hesitant to respond face-to-face (McCoyd & Kerson, 2006; Meho, 2006). I anticipated 

that some participants would not be physically available to participate in my research due to 

distance, severe disabilities, or not wanting others to know that they were participating 

(McCoyd & Kerson, 2006; Meho, 2006). However, only one participant chose email as a 

method of interaction. This method was more accessible for participants with visual 

impairment because of the software they use read the written text. I had several participants 

who had a speech disorder due to paralysis and who were able to communicate by email or 
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Facebook chat, so I suggested that they communicate with me in one of those text-based ways. 

However, they told me that due to the paralysis, it was also hard for them to write a long email 

and that it was easier for them to communicate with me face-to-face. I mainly used text-

message communications software, such as Facebook Chat or LINE, as a means of building 

relationships before conducting interviews with those participants who had speech disorders, 

because most of them communicated with me through their phone. These message exchanges 

helped my participants and I build relationships as well as keep track of our text-based 

“conversation” which my participants later allowed me to use as part of my data.  

The recruiting processes 

Although societal attitudes towards discussing sexuality have been changing recently, 

there were still people who felt that talking about sexuality issues was taboo (Kameya, 2001). 

For those people, recruiting participants by word of mouth worked better than advertising 

through email lists of organizations or through a Facebook page. In this way, the participants 

at least felt assured that they were not sharing information with strangers. Also, I asked key 

informants or research participants who completed my survey/interview to spread information 

about my research. Recruiting participants in this way developed more trust among participants 

because the invitation to participate came from somebody they already knew. Furthermore, 

some carers were not involved or connected to those organizations. In these cases, my 

advertisement did not reach those potential participants. In order to accommodate those carers, 

creating another recruiting channel—through word of mouth from research participants or from 

key informants—worked well. Also, this word-of-mouth approach followed the advice from 

people with physical disabilities from Japan with whom I initially consulted and obtained 

advice regarding the sensitivity of my research design. Furthermore, direct recruitment was 

employed since this was culturally appropriate in Japan; indeed, as will be discussed in more 

depth, some participants were recruited directly by me. Since this research was about a sensitive 

topic, some participants preferred to meet with me and know my story and purpose of doing 

this research before participating.  

Group 1 (People with physical disabilities): 

I made an initial approach, via email, or face-to-face, to several organizations which 

support the sexual needs of people with physical disabilities and other key informants who 

were either working or had a connection in the field. People with physical disabilities were 

invited to participate in the research through the email lists of those organizations, or by word 
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of mouth from organization members. (Also, the core members of some organizations and other 

key informants sometimes introduced additional potential participants to me directly). Once 

potential participants were found, I sent the Project Information Sheet (PIS) and Consent Form 

(CF), via email, post, or in person, to participants so that they could familiarize themselves 

with the research and contact me with any questions they had. They could also decide over a 

period of time whether they wanted to participate in the project. 

Group 2 (People in the circle of support of Group 1 participants): 

Each Group 1 participant was asked, at the end of their survey or interview, to nominate 

an individual in their circle of support with whom they felt comfortable discussing their 

sexuality issues, and whom they were happy for me to interview. I gave or sent the PIS and CF 

to these nominated potential participants the same way as I did to the Group 1 participants. 

However, most of Group 1 had nobody to nominate as a Group 2 participant because the 

majority of them told me that they had nobody to consult with concerning sexuality issues, 

even amongst friends or professionals.  

Group 3 (Professional carers not affiliated with Group 1 or 2 participants, but who have 

experience working with people with physical disabilities): 

I conducted an anonymous questionnaire with people who had experiences caring for 

people with physical disabilities. I made an initial approach, via email or face-to-face, to several 

organizations which support the sexual needs of people with physical disabilities, some Centers 

for Independent Living, caregiver-sending organizations, and other key informants who were 

either working in or had connections in the field. The survey respondents were invited to 

participate in the research through the email list, Facebook page, Twitter, or via word of mouth. 

Also, the core members of some organizations introduced potential participants to me. 

However, although an interview was offered, I anticipated that most Group 3 participants 

would be participating via the on-line questionnaire, so the recruitment focused on fanning out 

the survey rather than on meeting individuals. Thus, a snowballing technique was used, 

beginning with some carers, social workers, and researchers with whom I made contact through 

the assisting organizations, or through other interested people known to me. I encouraged those 

participants to share the questionnaire link with other people they knew who cared for people 

with physical disabilities. While the information and links to the questionnaire were passed on 

by snowballing, the person who passed the link on did not know who followed it up, and they 

thus remained anonymous. Initially, I intended to target caregivers or special education 
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teachers for Group 3, as some caregivers were reluctant to answer my questionnaire due to the 

confidentiality issue, and the same thing happened for special education teachers such that 

some of them recommended that I contact the authorities to make my questionnaire more 

official. However, since school was not my focus, and this process would have consumed both 

time and money, I expanded my target to other health and social welfare professionals instead. 

I approached a University which trained such professionals at the master’s level, and sent a 

link to my anonymous questionnaire via the university’s email listservs. For these reasons, it 

turned out I have a mixture of professionals in Group 3.  

Group 4 (Family carers not affiliated with Group 1 or 2 participants, but who have 

experience caring for people with physical disabilities): 

I conducted an anonymous questionnaire with people who were family carers, in that 

they had experiences caring for one or more people with physical disabilities in their own 

family. I took the same approach for recruiting as I did with Group 3. However, it turned out 

that obtaining Group 4 participants was the most difficult.  Even though I contacted a carer 

association and a group which is formed by parents of people with disabilities, I did not receive 

any reply from those parent-related organizations. The only answer I obtained was from 

someone who was not a parent, but rather the sister of someone with an intellectual disability. 

Confidentiality for non-anonymous participants 

Due to the sensitive nature of this research topic, I have not used any participant’s real 

name, nor any information that might help identify the participants.  To this end, all participants 

who participated non-anonymously were asked to choose a pseudonym for themselves, for use 

in this thesis and any related publications. I took care to ensure that their pseudonyms were 

sufficiently different from their real names.  

Table 3 shows each participant’s pseudonym, their gender, and a summary of their 

disability or their relation to someone with disability. Asahi (1993) stated that, because of the 

indistinct nature of the Japanese language, in general 性 (sei) compounds the meanings of “sex” 

(the biological differences between male and female), “reproductive sex”, and “gender” (social 

relationship, social role). When I asked about 性別  (sei-betsu), some people might have 

interpreted this question as asking their biological sex, while some might interpret this as asking 

about their gender identity. I have interpreted the responses as being primarily about gender 

identity, and as such, in the table below I use the terms ‘man’ and ‘woman’. (That the 

transgendered people and the questioning person placed themselves in the “other” category 
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here reinforces this interpretation.) Furthermore, although most of the participants identified 

themselves as heterosexual, the sexual orientation of some participants was quite fluid so that 

I did not include sexual orientation in this table.  

Group 1 Participants  

Yawara  woman Charcot-Marie-Tooth disease 

Hiro  man Congenital multiple arthrogryposis 

Mune  man Cervical cord injury 

K.I.  man Muscular dystrophy 

Ajase  man Spinal cord injury 

S.T.  woman Visual impairment 

Zero  woman Progressive disability (exact condition withheld for privacy) 

Haruna  woman Osteogenesis imperfecta 

Makanani  woman Spina Bifida and Scoliosis 

Ken  man Achondroplasia 

Seiji  man Cerebral palsy 

Mr. N.  man Heart disease 

S.B.B.  questioning Cerebral palsy 

King  man Cerebral palsy 

Shiho  woman McCune-Albright syndrome 

Sakura  woman Spinal muscular atrophy 

N.S.  woman Left paralysis and higher brain dysfunction 

Akira  transgendered Left paralysis, speech impediment, and higher brain dysfunction 

Macchi  woman Cerebral palsy 

Aki  transgendered  Achondroplasia 

DreamLover  man Cerebral palsy 

Natsu  woman Cerebral palsy 

Kenken  man Cerebral palsy 

Yoshiko  woman Hearing impairment 

Naoko  woman Hearing impairment 

Tomo  woman Visual impairment 

Kei  woman Upper limb impairment, trunk impairment 
   

Group 2 Participants  

O.F.  woman Partner of another participant 

Yoshi  man Friend of another participant, Osteogenesis imperfecta 

Haru  woman Friend of another participant 

   

Group 3 Participants  

Kumahiroshi  man Caregiver 

Show  man “Delivery Health” manager, former caregiver 

Lina  woman Occupational therapist 
 

Table 3. List of participants in each of the three groups who responded non-anonymously and who chose pseudonyms 

for publication.   



Chapter 6. Method 

83 
 

Data Analysis Method 

I employed thematic analysis as used in East & Orchard (2014b). The thematic analysis 

worked well and aligned with the critical feminist perspectives mentioned earlier.    

Thematic analysis 

Thematic analysis is a method for identifying, analysing, and reporting themes within 

data. This method combines well with critical feminist perspectives, in that it reports the 

experiences, meanings, and realities of participants and acknowledges the ways in which 

individuals make meanings and social context in those meanings (Braun & Clarke, 2006). This 

analytical method can be applied to a variety of data gathering methods and can be considered 

an instrument to use across different methods (Boyatzis, 1998). Braun & Clarke (2006), 

therefore argue that thematic analysis should be considered a method in its own right.  

I attended an Introduction to thematic analysis workshop hosted by the Auckland 

University of Technology, and followed a process for conducting thematic analysis which was 

explained at the workshop, and which is based on the work of Braun and Clarke (2013). First, 

in order to familiarize myself with the data, I listened to all of the interviews twice and 

transcribed all of the interviews myself. Some of the participants who had cerebral palsy also 

had a speech impairment. For those participants, I listened to their interview at triple speed 

which helped in catching the words through their stammering. When their stammering was too 

difficult to understand, I had to communicate with them via a communication board. Although 

I recorded all of those exchanges, in the transcript, I cut out the parts where we were struggling 

to communicate with each other, summarized the exchange of dialogue, and asked each 

participant to check the transcript to confirm whether the content was correct or not.  

After that, I read the entire transcript once, and initially coded deductively using 

“latent” themes, constructing big themes from those codes. Then I was able to organise these 

themes which were grounded in the data according to themes that came from the literature 

review (understanding oneself as a sexual being, accessing sexuality and sexual intimacy, and 

accessing reproductive health related rights). This made the complex and large amount of data 

more manageable and understandable, and still true to the participants’ knowledge.  I separated 

the responses from Group 1, Group 2, and Group 3 participants. You can see how messy the 

process is.  
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Figure 1. Transcript Review Process (1) 

 

Figure 2. Transcript Review Process (2) 
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Figure 3. Transcripts and Relevant Literature 

However, since there was so much data already, after reviewing the entirety of each 

transcript one more time, I re-categorized those themes in order to make salient stories by 

following my theoretical frameworks (Feminist disability theory and de-familialization) in 

order to show connections with my theoretical framework.  I made a thematic analysis sheet 

according to each chapter, below. The first picture below shows the process of categorizing 

and checking which chapter fits which research question as well as concept of theoretical 

framework. (The colors of the sticky notes do not signify anything.)  On the right side, the 

small sticky notes are the ones which I could not fit and were eventually moved to another 

board.  
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Figure 4. Thematic Analysis Process (1) 

The picture below shows the themaric analysis boards for Chapters 8 and 9. As you see, 

some of the sticky notes are written in Japanese. It shows that I was thinking of the codes and 

themes in two languages and struggled with translation issues throughout the process. 

 

Figure 5. Thematic Analysis Process (2) 
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Each chapter was structured such that half of the chapter was from the voices of people 

with disabilities and the other half was voices from carers. In this way, I was able to not only 

compare these narratives but also triangulate what people with disabilities said by the narratives 

from carers.  

 

Figure 6. Data analysis process 

These theoretical frameworks and Japanese cultural concepts highlighted the problems 

in simplifying the diverse stories of people with disabilities into a single category of “the 

experiences of people with disabilities”, while still allowing the research to communicate how 

each story of people with physical disabilities is different, and how each story is influenced by 

cultural norms. 

 

Ethical consideration 

Ethical approval was obtained from the University of Auckland Human Participants 

Ethics Committee (UAHPEC), (018626/2017). Participants were given explanations about the 

study and consent was obtained from each participant. Participants were assured that they 

would not be identifiable to readers of the thesis or associated publications or presentations. 

Their data would remain confidential. Pseudonyms, chosen by each participant, were used in 

order to protect the identities of the participants, and the names of places as well as 

organizations that were likely to reveal the identity of participants were withheld.  
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Fieldwork issues 

In this section, I will explain some difficulties which I encountered when conducting 

this research. However, due to the limitation of the space in this thesis, I discuss the language 

differences, face-to-face as trust building, finding suitable place to interview, as well as 

researcher’s positioning which is insider/outsider based on my disability status.  

Language differences and definition of sexuality 

While in English the terms “sex,” “sexuality”, and “gender” have developed their own 

nuanced meanings, the situation is more complicated in Japanese.  In the Japanese language, 

for example, we write “same sex” as “同性 (dōsei)”. Dictionary definitions of the Chinese 

character 性 (sei) show that this character refers to physical sex, the act of sex, and sexual 

characteristics. Yaguchi (1995) stated that 性 (sei) has been understood to refer to sexual desire 

and to the act of sex. However, in his book called “The sex of Japanese”, he explains how the 

word “sexuality”, which includes the concept of “identity”, has become commonly used in the 

U.S. Yaguchi explains that unlike “sex” which could connote either “reproduction” or 

“pleasure”, the perception of “sexuality” (which has meanings of “holistic” or “identity”) could 

apply to people with severe disabilities. Yaguchi continued that the Chinese character 性 (sei) 

could compound the concepts of both “Sex” and “Sexuality” and this ambiguity in the Japanese 

language creates confusion. Similarly, Asahi (1993) stated that, in general, 性 (sei) compounds 

the meanings of “sex” (the biological differences between male and female), “reproductive 

sex”, and “gender” (social relationship, social role).  These various meanings are closely tied, 

as if in layers.  Additionally, the English term “sexuality”, written phonetically in Japanese as 

“セクシュアリティ”, has increasingly been used in Japan with its more comprehensive 

meaning (Asahi, 1993). For this reason, 性 (sei) means not only sex (Male or female) or the act 

of sexual intercourse but can also be seen as a form of human existence (Asahi, 1993). As it 

can be seen from their comments above, the meanings of 性 (sei) in Japanese contexts has been 

influenced by U.S. usage and has changed dramatically.  

When I had translated my questionnaire into Japanese, some colleagues who helped me 

by double-checking my translation have recommended that I translate “Sexuality” as “性”. 

However, I did not do it in this way because as I explained above, if I wrote my question in 

this way, people might assume I have already defined “Sexuality” to have any or all of the 

possible meanings of 性, including not only “sexuality” but also “sex” and “gender” , which I 
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was not sure how many of my participants understand in“性” in this meaning of sexuality, 

and sex, and gender together. Actually, when I wrote“性”, or spoke the word (“sei”), people 

looked unpleasantly surprised and asked me “Wow, are you going to ask about 性!?” because 

people seem to have an erotic image of this word itself. However, when I used the English 

loanword “セクシュアリティ (Sexuality)”, some people have responded, “What is this? 

Something to do with identity?” or “This does not sound familiar to me”. So, it seemed like the 

word “セクシュアリティ” was not commonly used by some people. Even those people who 

told me that they know the meaning, those people conceptualized セクシュアリティ as sexual 

minority issues.  

For this reason, I had to begin from understanding what meaning people have in the 

word “sexuality” before asking their experience of sexuality. I have asked my participants with 

disability to define “セクシュアリティ  (Sexuality)” in their own words and from their 

experience. (I asked, “What does sexuality mean to you?” to participants with disabilities). At 

the same time, I have asked carers “What do you think sexuality means to people with 

disability?”, and have decided to compare these conceptions of that word by following the 

feminist inquiry of understanding the social relationship (K Q Hall, 2011; Pitre et al., 2013). It 

turned out that I was able to capture the meaning of sexuality by using the words of people 

with disabilities. Furthermore, the ways in which the expectations and experiences of various 

stakeholders have been different or similar have added another depth in what sexuality means 

to people with disabilities.   

Face-to-face is the way of trust building in Japan 

 Many participants preferred to meet in-person, evidenced by the fact that 16 out of 17 

participants who chose to be interviewed chose to do so face-to-face. Even the one participant 

who chose Skype initially wanted to meet in-person, and only agreed to Skype after our 

schedules made it impossible to meet in person. It turned out that, if it hadn’t been for issues 

like the participant’s schedule, the distance being too far, or there was an accessibility issue 

(for example, an on-line questionnaire seemed more accessible for participants with visual 

impairment because of a device they use to read the questionnaire for them), more participants 

could have chosen the face-to-face interview. Furthermore, since my intention was to make 

this research accessible to people with any kind of disability, my initial assumption was that 

the people who had relatively severe physical disabilities might choose the Skype option due 

to the inconvenience of leaving their home. However, it was the opposite. It turned out that 
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even those participants with relatively severe disabilities preferred to meet me in person and 

some of them asked me to visit their home.  

When considering why participants chose to meet in-person with the researcher as most 

preferred method, two reasons come to mind. First, participants consider meeting face-to-face 

to be a way of building trust; and second, face-to-face interaction is highly regarded in Japanese 

culture. As for trust building, in order to protect research subjects when conducting research 

on a sensitive topic, employing an anonymous survey is recommended over face-to-face 

interviews by many Institutional Review Boards (IRBs)(Noland, 2012). However, it was the 

opposite for my participants: 

By meeting with you, I will know who you are and how my data will be used. 

Rather, my participants wanted to meet me, and felt that they were able to check my 

personality and trustworthiness by meeting me in-person. Some participants even told me that 

the personality of the researcher was one of the crucial factors for them to determine how much 

they could open themselves in an interview. This prerogative of valuing in-person meeting and 

building of relationships was also seen in the Māori research protocol of face-to-face (kanohi 

ki te kanohi) to establish relationships between researcher and researched (Walker, Eketone, & 

Gibbs, 2006) and was found to help in making everything open, and situate participants in the 

same position as the researcher (Brewin & Coggan, 2002). 

The second explanation of this phenomenon has to do with the Japanese high-context 

culture, which values face-to-face interaction rather than employing electronic technology 

(Brian Neese, 2016). Japan depends on face-to-face interactions even though it has access to 

the latest technologies (Goman, 2011). For example, in the business field, it is explained that 

the reason for the high number of meetings in Japan is due to the high-context, group-oriented 

culture, where meetings serve to establish a shared context and group cohesiveness (Votano, 

Parham, & Hall, 1999). Another explanation is that since in high-context cultures, personal 

bonds and informal agreements are valued, and people in high-context cultures are “looking 

for meaning and understanding in what is not said—in body language, in silences and pauses, 

and in relationships and empathy” so that face-to-face meetings help in understanding those 

indirect meanings (Neese, 2016, p. 3). Also, although it has been suggested that “email studies 

on sensitive topics will produce more accurate and rich data than face-to-face interviews” 

(Mesch, 2012, p. 315), in my case, only one participant chose email as a method of interaction.  

I had several participants who had a speech impairment due to paralysis, and since they were 
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able to communicate by email or Facebook chat, I suggested that they communicate with me 

in one of those text-based ways. However, they told me that due to the paralysis, it was also 

hard to write a long email for them so that it was easier for them to communicate with me face-

to-face. When discussing sexuality topics, from this field work experience, it seems that 

“making research accessible” means that the researcher needs to be ready to meet in person 

with participants.  

Finding a meeting place  

Since many participants preferred to meet in person, it turned out to be a struggle for 

me to find places to conduct interviews in a public space where the participants’ needs could 

be accommodated. Since we would be discussing sensitive topics, it was ideal to find a private 

space with no outsiders around and where people feel their confidentiality is protected (Mack, 

Woodsong, MacQueen, Guest, & Namey, 2005).  

For the face-to-face meetings, 8 participants preferred me to visit their house, 5 

interviews were conducted in a café, 3 interviews were conducted in a karaoke “box” (a private 

room for karaoke), and 1 interview was conducted in a social welfare office. The issue of 

“choice of interview place” came up in particular when I and a participant would agree to meet 

at a point halfway between our respective homes. I have had difficulty in finding a public space 

to conduct interviews with people with physical disabilities. In Tokyo, the buildings were not 

always accessible, and I had a hard time of finding a place to meet in public. On top of that, 

since we are expecting the Olympics in Tokyo in 2020, renovation and construction work has 

been taking place everywhere in Tokyo, which, it turned out, meant that I had to give up some 

potential meeting places because some roads or stations used to get there were inaccessible. 

Furthermore, borrowing spaces in social welfare facilities involved many regulations, and those 

facilities did not expect that those spaces would be used for individual interviews. It was 

unexpected that I was recommended by interview participants to use cafés, restaurants, or even 

karaoke boxes to conduct interviews with people with physical disabilities. A karaoke “box” is 

a space which consists of many small-sized rooms containing karaoke equipment, including 

TV-projected backdrops, lighting, and complete food and drink service for a group of friends 

to rent in half-hour increments (Caballero & Tsukamoto, 2009). Furthermore, due to its 

soundproofing, it fulfilled the requirement protecting my participants’ confidentiality. I heard 

from other researchers in Japan that Karaoke boxes are an ideal place for conducting sensitive-

topic research. For my case, accessibility to those places was again a problem. I had to find a 

Karaoke box located on the ground floor in order to accommodate some wheelchair users. 
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However, once I found an accessible karaoke box, due to its reasonable price, and easy access 

to snacks and drinks, I found it to be an ideal place for conducting interviews.  

Researcher’s positionality 

In terms of the researcher’s positionality, Simplican (2017) comments that “feminist 

disability studies scholars combine personal experience and sociological analysis to advocate 

for social justice” (Simplican, 2017, p. 48). She further talks about how feminist disability 

studies can “embrace the awkward in qualitative methodologists who argue that researchers 

should cultivate an estranging sensitivity” (Hall, Lashua, & Coffey 2008, p.1022). An 

‘estranging sensitivity’ here means “how engagement with others makes us learn to 

defamiliarize ourselves from what we take for granted” (Brinksmann, 2014, p. 724) and the 

experience of disability estranges people from everyday assumptions (Simplican, 2017). In 

other words, disability becomes a lens to push away prior knowledge and uncover ableist 

assumptions. Many feminist disability scholars begin research with a description of their 

relationships to disability (their own or someone else’s) in order to project their own path 

through estrangement. This is the reason why I included my personal story in the beginning of 

this thesis in order to show my involvement with the disability community. Actually, during 

the field work, not only my participants, but also the key informants asked me the reason why 

I chose this topic and to what extent I am involved in the disability community. It seemed to 

me as if they were checking to ensure that I was conducting this research not from voyeurism 

or curiosity but from of sincere concern about the issue. In order to create a non-hierarchical 

relationship between researcher and research participants, sometimes the researchers made 

self-disclosure (Dickson-Swift, James, Kippen, & Liamputtong, 2007). In my case, sharing my 

story of having a family member with disabilities immediately connected me and my 

participants in the sense that I was in the position of ‘insider’.  

Although being a family member of someone with disabilities immediately helped me 

to engage with my participants, since I myself do not have a disability, I also had to be mindful 

about my identity as a non-disabled woman, which put me in an ‘outsider’ position. 

Occasionally, this became an issue in unexpected ways. For example, the perceived power 

dynamic between able-bodied people and people with disabilities did sometimes turn out to 

cause difficulty. Some people with disabilities tried to leverage this power dynamic by making 

demands of me; for example, one older person with disabilities, who was elderly enough not 

to qualify to take part in my research, tried to demand an honorarium for introducing potential 

participants to me. The power dynamic between this person as an elder  and me as a younger 
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student was flipped due to the competing dynamic of her as ‘disabled’ and me as ‘able bodied’. 

It is necessary to acknowledge that it is not unusual for research to be conducted within a 

context which places people with disabilities in an oppressed position as well as placing able-

bodied people in positions with power over them (Stone & Priestley, 1996). Considering that 

this older person with disabilities lived in the time period when able-bodied researchers held 

power over their participants with disability and had the idea that obtaining an honorarium 

would be a way to make this power relationship more equal. However, I also have to 

acknowledge that I have never experienced those demands from younger participants with 

disabilities. Instead, these younger participants encouraged me by saying that my research is 

helping them, and some of them criticized the attitude of trying to equalize power between 

researcher and participants as ‘out of fashion’ thinking.  

Although there were so many field work issues to cover in this section, due to the word 

limit, I will move on to the findings/discussion chapters.  
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Chapter 7. Public perception of sexuality of people with disabilities, 

when the fe/male system and dis/abled system intersect 

(Representation) 

In this chapter, I will discuss the concept of representation discussed in the work of 

Garland-Thomson in 2002 and 2017. Garland-Thomson (2002) argues that “Understanding 

how disability functions along with other systems of representation clarifies how all the 

systems intersect and mutually constitute one another” (Garland-Thomson 2002, p. 9). In the 

first section, I will introduce the concept of representation. In the second section, I will explore 

what people with physical disabilities and their carers think about the Japanese societal concept 

of the sexuality of people with physical disabilities, to understand what kind of dynamics 

people with disabilities and carers have available to them when it comes to talking about 

sexuality. In the third section of this chapter, I will discuss one of the findings regarding the 

question of how having a physical disability and the way people with physical disabilities are 

raised and cared for may affect their ability to see themselves as sexual beings. By doing so, I 

will also highlight the gaps between the dominant discourses of sexuality and women, and what 

people with disabilities would actually experience. Throughout the chapter (and the thesis), the 

comments from all of the groups of participants are organized according to the participant type 

and question topic, regardless of the methods those participants used. 

The concept of representation  

 Garland-Thomson (2017b) interprets disabilities as: 

Disability is a representation, a cultural interpretation of physical transformation or 

configuration, and a comparison of bodies that structures social relations and 

institutions. Disability, then, is the attribution of corporeal deviance not so much a 

property of bodies as a product of cultural rules about what bodies should be or do. 

(Garland-Thomson, 2017b, p. 6) 

She further argues that “the way that bodies interact with the socially engineered 

environment and conform to social expectations determine the varying degrees of disability 

or able-bodied ness, of extra-ordinariness or ordinariness” (Garland-Thomson, 2017b, p. 7). 

First, Representation is associated with the meanings attached to bodies. A 

representation is created through labeling certain bodies as defective (Garland-Thomson, 
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2017b), and also affects the extent to which the people who have marked these bodies may 

“properly represent their interests in the public sphere”. (Siebers, 2006, p.176). In this regard, 

Garland-Thomson employs the term “normate”:  

Normate… is the constructed identity of those who, by way of the bodily 

configurations and cultural capital they assume, can step into a position of authority 

and wield the power it grants them (Garland-Thomson, 2017b, p.8). 

She maintains that the normate has power because people try to fit themselves into the 

description which is considered ‘normal” (Garland-Thomson, 2017b). This recalls Goffman 

(1963) who argues that the dominant group has the authority to determine which different 

human characteristics would be considered inferior.  

The second concept of Representation is the assumption that a disability withdraws 

other qualities by “reducing the complexity of the person to a single attribute” (Garland-

Thomson, 2017b, p.12) even though the actual experience of disability is more vibrant and 

multifaceted than the representation:  

Representation frequently obscures these complexities in favour of the rhetorical or 

symbolic potential of the prototypical disabled figure, who often functions as a 

lightning rod for the pity, fear, discomfort, guilt, or sense of normalcy of the reader or 

a more significant character. (Garland-Thomson, 2017b, p.15) 

 By misrepresenting the complexity, representation contributes to creating the 

stereotypes of people with disabilities and further amplifies the physical differences.  

 

Taking about the sexuality of people with disabilities in Japan 

Although I explained in the literature review that people’s attitudes towards sexuality 

issues in Japan tend to create a double-standard, I wanted to know what my participants actually 

think about talking about sexuality topics in Japanese society. This is because I encountered 

caregivers and key informants who were not only reluctant to talk about this topic but also 

blamed me for bringing the topic into the conversation during the field work. However, in 

contrast to their opinions, I obtained 27 participants with disabilities and each participant was 

very passionate about sharing their experiences with me.  For this reason, I wondered: if the 

public attitude toward talking about topics involving the sexuality of people with disabilities is 

that such topics are taboo, why was I able to obtain 27 eager participants with disabilities? 

What kinds of stories are being hidden while maintaining the ‘taboo’ status of these topics? I 
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thought this gap could be the first issue of ‘representation’; how society in general 

conceptualizes talking about the sexuality of people with disabilities versus what people with 

disabilities actually think and experience about this topic.   

For this reason, I first asked participants whether or not it is hard to talk about sexuality 

issues in contemporary Japan. Through this question, I wanted to come to know the 

‘environment’ that surrounds people with disabilities and their carers when it comes to 

discussing sexuality issue. In other words, what people with disabilities and carers think is the 

‘public attitude’ toward talking about sexuality topics in Japan. Although their responses were 

varied, the opinions from both people with disabilities and from carers can mostly be divided 

into two groups. While one group felt that it is inherently not easy to talk about sexuality issues, 

the other group argued that the problem lies in an attitude which considers talking about 

sexuality issues taboo. Here, I will introduce some views of people with disabilities. For 

example, Sakura, a woman with spinal muscular atrophy, and I discussed whether it is easy to 

talk about sexuality issues in Japan or not: 

Etsuko: Do you think it is hard to talk about sexuality in Japan?  

Sakura: I think so.  

Etsuko: Japanese society does not like to talk about sex? 

Sakura: No…although it may be a culture of modesty which is unique to Japan.  

Sakura explained that the taboo nature of talking about sexuality issues is due to the 

character of Japanese cultural norms. Interestingly, this perspective, that the taboo on talking 

about sexuality was rooted in Japanese culture, was mentioned more often in carers’ comments 

(I will introduce these comments later in this section).  

Makanani, a woman with spina bifida and scoliosis, told me similar things to Sakura. 

We discussed what would be necessary to have a healthy sex life for people with disabilities. 

Makanani told me the most important thing is to eliminate people’s assumption that people 

with disabilities not do anything sexual: 

Etsuko: Is it that you must not do such things [sexual acts], or is it unexpected that you 

do such things? 

Makanani: Yes, but also... You would not do this.  

Etsuko: So… eliminating the assumption [that you would not be doing such sexual 

things]?  
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Makanani: I think that is the most important thing.  

Etsuko: So, [it means having] the possibility. You want them to think ‘Oh, this girl might 

do something like that [sexual act]’?  

Makanani: That's right. Well…it tends to be considered taboo in Japan.  

Etsuko: By society as a whole? 

Makanani: Yes… by society as a whole.  

Etsuko: Was that including parents and […] caregivers? 

Makanani: Of course, so that I think somehow, it leads people with disabilities to act 

the role of ‘good person with disabilities’  

Sakura and Makanani’s comments reveal several points. First of all, the taboo nature 

of talking about sex is imbedded in Japanese culture, which reinforces the silence around 

these topics.  

Silence itself—the things one declines to say, or is forbidden to name, the discretion 

that is required between different speakers-is less the absolute limit of discourse, the 

other side from which it is separated by a strict boundary, than an element that 

functions alongside the things said, with them and in relation to them within over-all 

strategies.(Foucault, 1979, p. 27) 

As Foucault noted, silence sends out a negative message. In Sakura and Makanani’s 

comments, it is seen in the form of preventing people from discussing sexuality by saying 

“This is taboo in Japan”.  

The second point is the assumption that people with disabilities would not do sexual 

things, which was referenced by Makanani. when she also mentioned the necessity of 

eliminating this assumption along with the phenomenon in which “people with disabilities… 

act the role of ‘good person with disabilities’”. Makanani’s comment could be explained by 

Garland-Thomson’s (2017) the notion of Normate. 

The term normate usefully designates the social figure through which people can 

represent themselves as definitive human beings. Normate, then, is the constructed 

identity of those who, by way of the bodily configurations and cultural capital they 

assume, can step into a position of authority and wield the power it grants them... the 

power of the normate subject position is that people often try to fit its description 

(Garland-Thomson, 2017, p.8) 

If people with disabilities are not matching the normate, people in society would 

assume that they would not do sexual things. Furthermore, as Makanani mentioned, people 
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with disabilities have to act as non-sexual beings, which leads them to adjust the image they 

project to fit the image held in the dominant discourse, such as that of a virtuous person who 

has no sexual desire (Goodley, 2010; Kumashino, 2015).  

If talking about sexuality in general is taboo in Japan, then what about when adding in 

the idea of “people with disabilities” when talking about sexuality? I found three phenomena 

from the responses from participants which could be classified as reasons to hesitate to talk 

about the sexuality of people with disabilities and reasons why there is hardly any dialogue on 

this topic in Japanese society. Responses ranged from dealing with cultural to individual 

attitudes. The first example I introduce here shows a Japanese cultural attitude, the second one 

shows increasing degrees of taboo when adding ‘disability’, and the last one discusses sexuality 

as an individualized issue. 

Cultural attitude: Tatemae (public attitude) and Honne (private Opinion)  

Let me begin this section by sharing a set of pictures titled “Shibuya, Omote-to-Ura” 

which means “Shibuya main street and back street”, taken by by DreamLover, as well as our 

conversation regarding these pictures. We discussed sexuality topics via the pictures and poetry 

he prepared, and this set of pictures was part of what he showed me. I asked him to take a 

picture which represents “The message you have received from society about sexuality, sexual 

intimacy, and disability” and the conversation below began. 
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Figure 7. “Shibuya main street and back street”, photo set submitted by DreamLover as part of photo-elicitation 

Dream Lover: This is Shibuya. A front street and a back street.  
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(He showed me the photos of Shibuya. The first picture shows a crosswalk and the 

second one shows a back street) 

Etsuko: Does this express something about sexuality? What kind of things do you want 

to say through these pictures?   

Dream Lover: For example, in the front, people say that people with disabilities are all 

equal, but in back, people do not think about anything. 

Etsuko: True… Do you think it applies to the theme of sexuality as well? 

Dream Lover: Yes. 

Etsuko: .... Is that a message you have received from society? 

Dream lover: Yes. 

This story implies the culture of tatemae and honne in Japan. As a reminder, tatemae is 

interpreted as “what one thinks the listener wants to hear, essentially, lying”, and honne, as 

one’s “true feelings and intentions” (Arudou, 2011, p.1). In other words, in order to get what 

one wants, hiding one’s true feelings is essential. Furthermore, once one’s true feeling is being 

disclosed, it would be considered imprudent, or immature. What adults in Japanese society 

learn to do is a skilful lying (Arudou, 2011). For this reason, separating tatemae and honne can 

be also be understood as a skill to survive in Japanese society. People adjust their opinion to 

other people’s opinion in order to maintain harmony with other people or to keep face in front 

of other people even though nobody knows what someone might think in private. Dream 

Lover’s comment implies that there are gaps between what people in society say “in the front” 

(in public) and how those people actually talk “in back” (in private). People in society might 

not think in the same way as they say they do in public regarding the sexuality of people with 

disabilities, or might not think about it at all. DreamLover’s comment implies that there are 

gaps between what people in society say “in the front” (in public) and how those people actually 

talk “in back” (in private). This picture, in which many people are gathering in the front street 

in Shibuya, could be interpreted as showing Tatemae. In other words, the people in the front 

street represent public opinion, dominant discourse, majority opinion, or the people who try to 

adjust their attitudes to match the opinion of the majority. On the other hand, in the back street, 

there is nobody. This could imply Honne.  In other words, people’s true-self, or private opinion. 

As DreamLover commented, people in society might not think in the same way as they say 

they do in public regarding the sexuality of people with disabilities or might not think about it 

at all. Befu (1980) further explains that tatemae “is applied to specific situations so that in 



Chapter 7. Representation 

 

101 
 

different situations different principles are emphasized”, and tatemae is observed in Japan as a 

group ideology. In this case, what people say as (or to) a group in public could be interpreted 

in feminist disability theory with the concept of representation. In the next section, I will write 

about ‘increasing degrees of taboo’ by examining comments that specifically add in “people 

with disabilities” to the topic of sexuality.  

Increasing degrees of taboo by integrating dis/ability and fe/male 

Some participants commented about the increasing degrees of taboo that happens when 

adding the words “people with disabilities” into any discussion of sexuality. I will begin this 

section from a comment from Kei, a woman with upper limb impairment and trunk impairment: 

I want to know why it is considered taboo when people with disabilities are involved in 

sexuality. 

 Kei’s comment shows how it becomes (even more) taboo when sexuality and 

disability intersect. 

I will introduce one more comment, from Haruna, a woman with osteogenesis imperfecta: 

Even if you are not a person with disabilities, it is hard for a woman to talk openly 

about sexuality in Japan. Under such circumstances, if it were a case of people with 

disabilities, there would be an atmosphere in which talking openly about sexuality is 

considered more taboo. There is no environment in our daily life that we can frankly 

talk about sexuality without hesitation. 

Haruna’s comment indicates when it came to a case of woman with disabilities, the 

restrictions on open discussion become even more strict. Makanani, a woman with spina bifida 

and scoliosis who was mentioned earlier in this chapter, also told me similar things to Kei and 

Haruna.  As shown below, we discussed how willingness to talk about sexual topics might 

differ by gender 

Etsuko: What do you think about such a tendency between males and females? Do you 

think are there any differences [between male and female]?  

Makanani: Well… males have a sexual desire, and although females also have a sexual 

desire, males express sexual desire in a way that can be easily recognized… and for 

males, there are lots of resources around them [to satisfy their sexual desire]  

Etsuko: Yes... there are.  

Makanani: For females… females think it is embarrassing to talk about sexual desire. 

Even if a female thinks about sexual desire… it just turns out like, “then where should 

I go?” or “Where can I bring this sexual desire?”  
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Makanani’s comment implies there are differences in expressing sexual desire between 

males and females, as well as that it would be easier for a male’s desires to be accepted than 

those of a female. Similarly, Fine and McClelland (2006) maintain that although nowadays, 

compared with several decades ago, more information about sex and sexuality is available to 

young women, voices of young women who wish for pleasure are still rarely heard. Thus, I 

wondered how this might differ if it were a case of a male with disabilities. I asked Yoshi, a 

male with osteogenesis imperfecta, about the concept that people in society have regarding 

sexuality of people with disabilities, and he gave a response as below: 

Etsuko: What kind of concepts do you think society has for the sexuality of people with 

disabilities? 

Yoshi: There is no concept…in Japan. Probably society thinks “Well… there are some 

people talking about it”. This might be peculiar to Japanese people [to think that] those 

who have disabilities don’t participate in sex [lit. ‘the image of people with disabilities 

is not related to sex’) …isn’t it? There is an idea that an able-bodied male equals 

naughty... but if this male turns out to be a “disabled male”, then people say that it 

does not apply. Apparently, it’s the case that a male with disabilities is no longer a 

sexual object. 

Etsuko: So, by adding the word ‘disability’, someone is no longer considered a sexual 

being?  

Yoshi: They will not be. 

Etsuko: Do you think that people think there is no sexual desire? 

Yoshi: Oh, that's right. So, in other words, society has never thought about such things 

in the first place. Even if society knows that there is such a desire, then [they just tell 

themselves] “Well… it cannot be helped.” I think that society would think “They just 

have to give up [on sexuality]” so that [society] has no concept.  

Yoshi’s comment explains that by adding the idea of ‘disability’ into the male character, 

all of a sudden, society does not consider them as male.  

The point of intersectional analysis is not to find ‘several identities under one’…the 

point is to analyze the differential ways in which different social divisions are 

concretely enmeshed and constructed by each other and how they relate to political 

and subjective constructions of identities. (Yuval-Davis, 2006, p. 205) 

As could be seen in the comments from Kei, Haruna, Makanani, and Yoshi, when 

dis/abled and fe/male intersect, it can be seen that talking about sexuality issues turns out to be 

more taboo, especially for females with disabilities. The reason why this happens could have 

to do with the dominant discourse in society, in which people with disabilities are considered 
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non-sexual beings, and in which females are especially discouraged from talking about 

sexuality. Garland-Thomson (2017b) argues that 

Disability is a representation, a cultural interpretation of physical transformation or 

configuration, and a comparison of bodies that structures social relations and 

institutions. Disability, then, is the attribution of corporeal deviance- not so much a 

property of bodies as a product of cultural rules about what bodies should be or do 

(Garland-Thomson, 2017b, p. 6) 

For this reason, once people deviate from the role expected of them by society by 

integrating the dis/ability and fe/male systems, society’s inability to understand or deal with 

this intersection could reinforce the sense of taboo. Lastly, I conclude this section with a 

comment from Akira (a transgendered person with left paralysis, a speech impediment, and 

higher brain dysfunction), specifically the response regarding facilitation of sex: 

Blindly thinking that “Sex is a bad thing” already blocks one’s mind. By critically 

thinking about why sex is a bad thing and allowing oneself to deviate from the sexual 

norm leads us to think and behave freely. Also, it releases our body and mind [from the 

sexual norm]. This is not only something that clients [patients] need to pay attention 

to, but carers especially need to understand and support this. 

Akira’s comment states the necessity of critically reviewing the dominant discourse of 

silencing the discussion of sex topic by ‘sex is a bad thing’ and this is especially necessary for 

people who are in the position of caring for people with disabilities.  

As has been seen in the comments of participants with disabilities above, the sexuality 

of people with disabilities seems to be considered a taboo topic by society, and participants feel 

that adding dis/ability and fe/male makes the sexuality issue even more taboo. In the next 

section, I will examine the opinions of carers towards the sexuality of people with disabilities.  

 

Carers’ opinions towards the sexuality of people with disabilities 

 In this section, I will explain the responses from the on-line qualitative survey which I 

obtained from carers. I obtained 50 usable responses from carers. I asked carers the question, 

“In your opinion, is it difficult to discuss the sexuality of people with disabilities in 

contemporary Japan?” and responses are as below. Throughout the tables in this thesis, I 

initially surveyed carers via Qualtrics, which is an on-line survey software, and transferred 

survey data from Qualtrics to SPSS, a statistics software, and ran a descriptive statistics 

(Frequency) tool. After that, I transferred the results from SPSS to Excel, and created this table.  
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In your opinion, is it difficult to discuss the 
sexuality of people with disabilities in 

contemporary Japan? (N=50) 
  Frequency Percent 

Valid yes 28 56 
 no 18 36 
 no answer 4 8 
 Total 50 100 

 

Table 4. Summary of responses to “In your opinion, is it difficult to discuss the sexuality of people with disabilities in 

contemporary Japan?” 

Eighteen out of 50 carers responded that it is not difficult to discuss the sexuality of 

people with disabilities in contemporary Japan. I initially expected this number would be much 

lower based on the reluctant attitudes of key informants and caregivers I experienced during 

participant recruitment. Carers in both groups, those who responded ‘yes’ (it is difficult) and 

those who responded ‘no’ (it is not difficult), gave me more detailed explanations within the 

response box of the semi-structured questionnaire. First, I will introduce the comments from 

those who responded ‘yes’. Their reasonings for responding ‘yes’ can be categorized into four 

groups: because of the nature of Japanese culture, because there is no opportunity to talk about 

sexuality issues, because of concerns about the lack of a support system, and because of a lack 

of education for carers as well as people who just look into this issue out of curiosity.  

Japanese culture  

This is specific to Japanese culture, in which tolerance for accepting people who are 

different from the group [majority] is narrow [low]. This is a culture in which it is 

difficult to acknowledge individual characteristics. I think this is the problem, before 

even [discussing] sexuality. 

I feel that there is a perspective in Japanese society which considers it shameful to talk 

about sexuality 

Closed society 

I think that it is still impossible [to talk about] in the current mindset of Japanese people 

Since in Japan, sexuality is still a taboo topic even among able-bodied people, I think 

it [Japan] has an environment in which someone would not be able to talk about that if 

they were not ‘normal’ in terms of sexuality. For this reason, with regards to the 

sexuality of people with disabilities, as long as the bodies of people with disabilities are 
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not considered normal, I think the reality is the story of sexuality of people with 

disabilities cannot be discussed on the same level as that of able-bodied people.  

Those comments imply that Japan has a culture which does not openly discuss sexuality 

regardless of whether disabilities are involved. This could be an influence of the silencing of 

the discussion of sexual topics, mentioned by Foucault (1979). 

Furthermore, Japan also has a culture which is not very accepting of individuals who 

are different from the rest of the group. The comments above also indicate that this is not only 

due to the nature of considering sexuality issues taboo, but also it creates the culture in which 

individuals are hesitant to talk about issues which are not normate. The notion of who is 

considered normate (Garland-Thomson, 2017b) is also implied in the previous carer’s 

comment  that the sexuality of people with disabilities would not be discussed at the same level 

as that of able-bodied people “as long as the bodies of people with disabilities are not 

considered normal”.  

Interestingly, these comments of talking about sex taboo and notion of normate was 

more frequently seen from carer’s comments than from people with disabilities.  

 

No opportunity to talk about sexuality issues 

It is rare to encounter an environment where you can discuss it regardless of 

having disabilities or not 

Even people without disabilities have difficulty talking about it because this is 

a private matter 

If someone is willing to consult, I would like to think about the issue together, 

but it is difficult to become close [enough to some else to discuss it] 

There is no opportunity to discuss it (between people with disabilities, and 

even between professionals)  

Embarrassment. Too busy and no time or room in my mind to discuss this 

topic.  
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These comments describe that sexuality is rarely discussed, not only between people 

with disabilities and able-bodied people, but also between able-bodied people as well. 

Furthermore, these comments also indicate that carers have a lack of time and opportunity to 

talk about sexuality issues with their clients/patients with disabilities, as well as with their 

fellow professionals. This could again be the influence of the silencing of discussion of sexual 

topics which is mentioned by Foucault (1979). Furthermore, some of the comments also 

acknowledge the embarrassment to talk about sexuality issues, which involves whether or not 

a carer’s relationship with someone with disabilities is close enough to allow them to talk about 

sexuality issues. From those comments, it seems that some carers would think that talking about 

sexuality issues requires a close relationship. However, while carers seem worried about 

whether sexuality is too private to discuss, actually, there are participants with disabilities who 

commented things like “I would be hesitant to talk to people whom I know. The closer the 

relationship, the more I may find it difficult to talk” (Natsu, woman, Cerebral Palsy), or 

“Although it depends on the contents of the concerns, it would be easier to talk to people who 

are not familiar with my face and name” (Kei, female, upper limb impairment, trunk 

impairment). Those comments contrast with what carers thought. While there are people who 

want to share their sexual concerns with their “close friends” (Yoshiko, female, hearing 

impairment), or “lover” (Ken, male, achondroplasia), there are also people who do not want 

to share their sexual concerns with people who are close to them.  

Concerns about the lack of a support system 

I think the support system for responding to the various things that might occur after 

that [talking about sexuality] is insufficient. (Especially for people who stay in an 

institution or people with severe intellectual disabilities) 

It [sexuality] is difficult to express  

It would be possible to understand if we communicate slowly and listen 

Because people have a disability 

These comments indicate the limitations of current social services, and express practical 

concerns about whether people with disabilities can understand issues of sexuality or not. 

Shildrick (2007) pointed out the silence in social policy and law with regards to issues of the 

sexuality of people with disabilities and argues that people with disabilities are “actively 

constructed as non-sexual beings” (Shildrick, 2007, p. 55). However, those comments seem 
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more focused on the concern of people with intellectual disabilities rather than talking about 

people with physical disabilities.  

Lack of education of the carer as well as people just deal with this issue out of curiosity 

Families of people with severe disabilities also consider this [sexuality] issue taboo 

and do not bring up this issue as a topic to discuss. Furthermore, the education for 

people who work in the field of social welfare is poor. For those reasons, the current 

reality is that supporting sexuality issues relies on the individual feelings [of the person 

who works with the client] and the circumstances which surround each case. 

There are too few people who understand [sexuality issues] correctly 

I can discuss it with people who have an awareness about these [sexuality]issues. 

However, there seem to be many people who just talk about these issues only in terms 

of their interests so that I feel confused. I do not want to talk in a way to make fun of 

people with disabilities. 

 

I think it would be difficult, but it would be good to have such a place [to talk about 

sexuality]  

These comments reveal not only misunderstandings which people have towards the idea 

of the sexuality of people with disabilities but also that there are some people who talk about 

this issue merely as a curiosity. De Boer (2015) argues that “considering people with 

disabilities as asexual is to violate one of the simple conditions of sexual inclusion: to recognize 

or acknowledge an individual as a sexual being” (De Boer, 2015, p. 73). In this case, lack of 

training for carers regarding the sexuality of people with disabilities would indicate an 

institutional attitude that considers people with disabilities to be asexual and which does not 

recognize them as sexual beings. Therefore, it would be considered unnecessary to discuss 

sexuality with people who are non-normative (Garland-Thomson, 2017b). Furthermore, as I 

mentioned before, due to the taboo nature of this topic, the lack of education for caregivers 

means that the way of addressing sexuality issues deeply depends on each individual carer, 

which could be problematic if a carer does not have enough understanding and just deals with 

the issues with their personal interests in mind. Next, I will introduce the comments from carers 

who responded ‘No (this is not difficult)’. Their comments were categorized into two: The 

sexuality is necessary as human being, and possibility in discussing sexuality.  
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Sexuality is necessary as human being 

I think that there might be many people who have concerns about this issue. I think that 

it may be better to have an organization to consult or a place to talk about [sexuality 

issues] 

It is very important, so there is no resistance. This is normal and natural for human 

beings. 

Regardless of having a disability or not, if anyone can take a step to face [their own] 

sexuality, it would inspire [somebody], and I think it would be possible if the 

environment such as time, place, and protection of personal information were sorted 

out,  

Those comments indicate the necessity to see sexuality as an important issue for 

human beings such that establishing a place to talk about these issues could be seen as 

necessary or at least beneficial. According to Siebers (2012), sexual citizenship for people 

with disabilities includes “access to information about sexuality… reprofessionalization of 

caregivers to recognize, not deny, sexuality… and privacy on demand” (Siebers 2012, p. 47). 

In the previous section, Akira mentioned the necessity of examining the reason for silencing 

talk about sex; De Boer (2015) expanded on this idea by suggesting that sexual inclusion is 

not only the responsibility of somebody else or of caregivers. In other words, it would be 

problematic to exclude people from the sexual realm just because their bodies or behaviors 

confront the normative identity.  

 

Possibility of discussing sexuality 

I do not think it is difficult, I think it is only that we don’t try 

It’s not any different from the sexuality of able-bodied people 

I do not think it is difficult to talk about [sexuality], rather I think the idea that talking 

about sexuality is difficult is strange [wrong] 

Although in a sound [fair] argument, it is “no” (because it is a basic human right), I 

think it depends on the degree of social independence of each person with disabilities. 

For this reason, when someone’s degree of independence [self-sufficiency] is low, it’s 

likely the environment [the people around them] which is denying their sexuality. 

Those comments indicate the carers’ willingness of talking about sexuality of people 

with disabilities. Although I could not include much in this section, there were also participants 

with disabilities who responded, ‘it is not difficult to discuss about sexuality but just people 
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think it would be difficult’. In this point, both participants with disabilities and carers had the 

same view of willingness to talk about sexuality of people with disabilities. To conclude this 

section, I want to introduce a comment from O.F., an able-bodied woman who is a participant 

from group 2 1.  

Etsuko: Do you think it is difficult to talk about the sexuality of people with disabilities 

in Japan? 

O.F. I think it would be hard for people to talk about it easily unless they have people 

with disabilities in their lives. People who are close to people with disabilities might 

have a chance to talk about it. However, I think someone who is not surrounded by 

people with disabilities might have no idea what it is or how to talk about it.  

O.F.’s comment implies the difficulty of talking about the sexuality of people with 

disabilities unless the person is surrounded by people with disabilities. Her comment indicates 

the sensitivity of the topic, such that there would be the possibility that those people who do 

not know what the issue is, or how to talk about, would just talk about the issue as a curiosity. 

 Taking all of the comments from carers into consideration also reveals something about 

what kind of person can talk easily about this issue; it seems that unless someone intends to 

genuinely handle the issue with sensitivity, there will be an uncomfortableness in talking about 

this topic. Yoshida et al., (1999) also suggests barriers to information are related to the 

perceptions of the lack of desirability of women with disabilities.  

In the next section of this chapter, I will discuss how this representation influences how 

the sexuality issue can become individualized.  

The sexuality issue becomes individualized 

A comment from Mune, a male with a cervical cord injury, added another angle to this 

issue, discussed below. Mune and I were talking about his efforts to raise awareness about the 

sexuality of people with disabilities in society (to maintain anonymity, I cannot describe the 

activities in any detail) and the reason why this topic does not gain any foothold in Japanese 

society: 

Mune: People who have no physical disabilities would not think that it [sexuality] is a 

hard thing. Probably whether or not this person has a partner might be an important 

factor. If this person already has a partner and a child, it is no longer a problem for 

                                                           
1 Group 2 participants were nominated by people with physical disabilities as someone they can talk to 

about their sexuality concerns, and whom they allowed me to interview. 
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this person even if there was something this person was suffering from or if they’ve had 

problem before.   

Etsuko: So…it is not my problem anymore once I have a partner?  

Mune:  Well…Yes, this is why this person has already ‘completed’ [overcome this 

issue] so that they will no longer try to tell other people about this sexuality issue. It 

might be so rude to say… but someone who has a mild form of disability might not feel 

difficulties in this regard because those people can move both upper limbs…and if they 

have a sensation in their penis, then they can manage by themselves. 

Etsuko: Do you think the degree of independence is related? The seriousness of 

disability as well…  

Mune: Only after people cannot find a way, then finally it [sexuality] becomes a 

problem. It is not a big problem even if it is impossible for someone to do it by 

themselves as long as their partner can support it regardless of the physical situation 

they have. [In that case] it cannot be a problem. Also, not surprisingly but unexpectedly, 

if this person talks about such a sexuality topic, it would eventually lead to a high 

possibility that this person will be seen with disapproval, so that they will not try to be 

involved [in this conversation regarding sexuality] anymore.   

Mune’s comment could explain why sexuality issues becomes ‘individual issues’ 

instead of staying as ‘collective issues’ for people with disabilities. As several carers 

commented before, sexuality issues are considered private. Similarly, Yuuki (2018) maintains 

that in Japan, sexuality issues are still being considered ‘private problems’ and so are not 

addressed as social problems (Yuuki, 2018). Mune’s comments align well with the slogan 

which was presented during the women’s liberation movement, “the personal is 

political”(Hanisch, 1996). About that movement, Hanisch (2006) relates, “They belittled us no 

end for trying to bring our so-called ‘personal problems’ into the public arena—especially ‘all 

those body issues’ like sex, appearance, and abortion” (Hanish, 2006, p.1).  

Mune’s comments also indicate that once someone with disabilities finds a partner, this 

person does not remain involved in the conversation of sexuality, having had their issue ‘sorted 

out’ by finding a partner. As Liddiard (2014a) noted, people with disabilities have little 

opportunity to have a sexual experience if they have a potential difficulty in finding a sexual 

partner (Liddiard, 2013a, 2014a). In this sense, finding a partner would then bring this person 

with disabilities to the ‘normal’ status of having a relationship, finally part of the dominant 

group (Garland-Thomson, 2017b). Such a person might not want to risk disapproval from 

society by continuing to be involved in the conversation or by advocating for a cause that 
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involves a taboo topic. Once these two factors of ‘sorted out’ and ‘taboo’ are intertwined, the 

topic does not remain a group issue; instead the issue becomes individualized. 

In the next section, I will first discuss the representation of women through a 

conversation with Shiho, and how this representation can impact the way people with 

disabilities are treated.   

Commercial value of females with disabilities  

 Let me begin this section by sharing another conversation with Shiho. Shiho and I had 

a discussion on Japanese woman, especially the value of woman.  

Shiho: After I realized that I am suffering regarding sexuality, while witnessing that so 

many people are feeling pain just by being a female, I was able to recognize various 

things which I could not realize if I were just living in an ordinary society. [As long as 

‘normal’ people live in a society made to fit their ‘normal’ abilities] they will only ever 

know about what’s normal. People do not understand because it is “normal”, this is 

why it is painful. For me, who cannot help but stand in a position far away from the 

majority who are considered ‘normal’, there is no way for me to be “normal”. I was 

told that this is my destiny, so that I have been trying to find my own way, and I have 

been struggling but…it is hard to live.   

Shiho later continued,  

My mother told me that ‘Nowadays there are many people who do not get married over 

40 years old’, but that isn’t the problem … these people [who tell me that getting 

married after age 40 is common] never realize that there is [already] a hurdle that can 

dictate whether people can have sexual experiences or not…Females compare their 

appearances, don’t they? Have you ever thought ‘why does this ugly man have such a 

beautiful wife’? Men are fine even if they’re ugly… but if a female is ugly, she won’t be 

treated nicely. [That’s what happens] if a female is not good looking, or especially if 

she has a defect such as inability to give birth, or if she has a disability. But if she is 

beautiful, she would be flattered. I have been observing those things. I was treated like 

that. I think females are considered like a product, something to attach to a man’s side.  

Shiho: I saw a website about love and relationships, and they had a catchphrase like… 

‘To be a woman who is chosen by a man’, ‘This is how men would think [see]’… even 

in fashion magazines, for example, ‘Someone who is good at cooking is good’ or ‘Good-

looking guys want to be comforted so that kind of woman is loved’ 

Etsuko: . . . It is frustrating, (laugh). Japan is so annoying. 

Shiho: My friend has cerebral palsy. She has a husband who has a disability. Her 

cognitive ability is clear, but her disability is severe enough not to be able to pick her 

baby up and feed them by herself… but if she has help, like if someone brings her baby 
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close to her, then she can feed her baby. She got married and built a family. By watching 

a friend like her, who had become independent, I thought I am disqualified as a person. 

Etsuko: So…you thought you are not qualified? 

Shiho: I am not working, I have been hindered by able-bodied people, I have never been 

acknowledged by parents. Furthermore, I have a body which cannot produce a child, 

and I have a disability. I am wondering what my value is, in being alive. To what 

purpose I am living? I thought of myself as a woman, but there is no meaning to me 

being a woman… I wanted to die.  

Etsuko: I understand.  

Shiho: There was no place to understand me. I think there are people who cannot have 

children. I might be able to understand the feelings of those people who have such 

diseases or infertility [which cause not be able to child], but I feel that [there is an 

atmosphere in society] that what counts as female can be raising children.    

Shiho’s comments illustrate several points. First, the story of not being able to have a 

sexual relationship is simplified down to a matter of age, and people in society would never 

realize that deeper layers of issues exist. This can be seen in the comment “these people [who 

tell me that getting married after age 40 is common] never realize that there is [already] a 

hurdle that can dictate whether people can have sexual experiences or not”.  

Second, there is a representation of ‘woman’ in Japanese society. This normate figure 

of woman in Japanese society, according to Shiho, seems beautiful, working, and be able to 

produce a baby. However, most people do not recognize the pain of not fitting into that standard 

unless they drop out from the majority. In Shiho’s case, she considers her appearance, disability, 

and lack of female functioning, all of which mean she does not meet the standards expected of 

females in Japan, made her far away from fitting the figure of woman. For this reason, she 

suffered a lot, but at the same time she was able to recognize the pain felt by women who drop 

out from the standards of being good looking, able-bodied, and able to produce children.  

The case from 2015 in which sexuality education materials used in Japanese schools 

was found to have been based on manipulated data, mentioned in Chapter 2, shows how even 

the Japanese government is pressuring females to produce more children due to concern about 

the decreasing population in Japan. (In 2017, the number of people aged 65 or older reached, 

35.14 million and made up 27.7% of the total population, whereas the number of children is 

15.71 million and occupied only 12.4% of the total population) (Ministry of Internal Affairs 

and Communications, 2018; StatisticsBureau, 2017). As also mentioned in Chapter 2, recently 

a female Diet member commented that that tax money should not go to support LGBT people 
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because they are not ‘productive’—i.e., they cannot produce children (Osaki, 2018a). I bring it 

up again now as this has had an effect on the national discourse about who in Japan is 

considered ‘productive’, especially considering the country’s declining birth rate. The 

comment sparked public debate, and even demonstrations involving people with disabilities, 

the LGBT community, and even people who cannot have children due to chronic illness (Osaki, 

2018b). Those episodes, considered in the light of the comments from my participants, reveal 

the attitude of the government towards reproductive issues as well as how able-bodied people 

reinforce those social norms. Foucault noted that “Many different forms of power exist in our 

society… what they have in common is a shared reliance on certain techniques… or methods 

of application, and all draw some authority by referring to scientific ‘Truths’.” (McHoul & 

Grace, 1998, p. 65). When thinking about how scientific knowledge has been employed to 

create a dominant discourse in society which encourages giving birth at an early age, as seen 

in the case of the health education material above, it would be necessary to critically re-consider, 

instead of trying to fit into, the dominant discourse. As Shiho’s comment clearly stated, trying 

to conform to ‘normality’ (which in this case is manipulated scientific knowledge) could torture 

a female regardless of having disabilities. Fine and McClelland (2006) stated that “young 

people desperately need and deserve information, sustained safe conversations with peers and 

adults, and more sophisticated critical skills to negotiate the pleasure and dangers… and often 

uninformed sexual lives” (Fine & McClelland, 2006, p. 313). However, it seems that some 

females with disabilities need one more conversation, one which allows them to move away 

from the societal norms of being a female, as well as an environment in which that choice 

would be supported. To conclude this section, I will introduce the following comment from Mr. 

N., a male with heart disease: 

I think disability is created by society. When societal standards change, the criteria to 

be called “disabled” would change as well. For example, if people with visual 

impairment became the majority in society, will people currently have called ‘able-

bodied’ then called disabled? I think that it is somewhat wrong to determine who is 

disabled or able-bodied by whether each person meets the standards created by society 

or not. Social standards change according to the criteria that somebody made. 

Mr. N’s comment implies that regardless of having a disability or not, there is a chance 

that anyone who does not meet the perceived standards can be considered ‘not favored’ by 

society or might be considered disabled. Mr. N’s comment also aligns well with what Garland-

Thomson (2011) argues: 
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Culturally generated and perpetuated standards as 'beauty', 'independence’ ‘fitness', 

'competence' and 'normalcy' exclude and disable many human bodies while validating 

and affirming others. (Garland-Thomson, 2011, p. 7).  

In the next section, I will discuss how the attitude of the family member influence 

people with disabilities to see themselves as sexual being.  

The attitude of the family members toward people with disabilities as a 

sexual being 

In this section, I will explain that the concept of ‘representation’ can help explain many 

of the factors which influences the ability of people with physical disabilities to see themselves 

as sexual beings. As I mentioned in the previous section, once the dis/ability and fe/male 

systems intersect with topics of sexuality, the issue becomes even more taboo. This is seen in 

the attitudes of parents. I asked my participants about the attitudes of their family members 

towards them becoming a sexual being, and here are some of the responses: 

My parents told me that they want to see grandchildren (Kenken, male, cerebral palsy) 

 I am asked about why I don't get married (Ken, male, Achondroplasia) 

A family member consulted with my teacher about how to use a pad. Since I have 

disabilities, I might hesitate to be married, but my family members think I would be able 

to marry. This is a good influence. (Macchi, woman, Cerebral Palsy) 

Oh, I have even been asked, ‘Why don’t you have a boyfriend yet?’ (Yoshiko, female, 

Hearing Impairment) 

The big thing was that my family accepted my natural feelings. I was able to think of 

myself as important. (Yawara, woman, Charcot-Marie-Tooth disease) 

One of the things which influenced people with physical disabilities to see themselves 

as sexual beings was the attitude from their family. Ultimately, it seems that when families 

believe that their family member with disabilities might be in a relationship, it leads that person 

to have confidence in themselves. This is supported by the suggestion by De Boer (2015) that 

sexual inclusion leads to a deeper sense of social inclusion. Interestingly, I heard no comments 

about discouragement from being in a relationship from male participants with disabilities. I 

furthermore heard fewer such comments from females with acquired disabilities than from 

those with a progressive disability. However, I did receive comments from females with 

progressive disabilities as below: 
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My family told me ‘Please do not talk about these things with us.’ I had nobody to talk 

to for a long time. I thought I would like to die if I could not solve this problem. Sexuality 

issues are very important in my life. (Shiho, woman, McCune-Albright syndrome)  

I have been told that I should not love anyone… Now, I have a partner but sometimes I 

am a bit nervous of trusting him. (Sakura, woman, spinal muscular atrophy) 

These women with disabilities are being discouraged from being in relationships by 

their parents. This could be partially because nursing care has traditionally been provided by 

women in Japanese society. In other words, if the woman cannot meet the normative figure 

(Garland-Thomson, 2017), such women might have been discouraged by their mother because 

they cannot function as normal. Shiho, for example, in our interview, appreciated that I was 

asking her sexuality questions, because no one else close to her would discuss such topics. For 

Sakura, she has been told that she should not love anyone, and has been denied her female 

functions as well, which inhibited her ability to recognize herself as a sexual being and even 

caused trust issues with her boyfriend.  

An attitude from a mother 

When I was analysing those comments from participants, I came to realize the attitude 

of the mother plays an especially important role. I will introduce comments from Natsu and 

Makanani below. In the first comment, Natsu, a woman with cerebral palsy, told me how her 

mother did not believe that she could ever be in a relationship: 

I was told by my mother, ‘Because you have a disability, it must be impossible for you 

to be in a relationship. Even if you can be in relationship, you can be in love only with 

someone with disabilities. When I told her that I am dating someone, and I have a sexual 

relationship with my boyfriend, she was crying even though I was already 25 years old. 

I thought that an understanding from my parent would be necessary. Since my father 

died early, I had a step-father and I was sexually abused by him. Even if I told this to 

my mother, she told me that I was lying and that she never believed or listened to me. 

It was painful. There was no place or organization where I was able to talk about sexual 

abuse at that time. There is no chance to talk about the sexuality of people with 

disabilities, and this topic is still considered taboo. 

Natsu explains that her mother did not even believe that she was sexually abused by her 

step-father. This is one of the issues when females with disabilities are assumed to be ‘not 

attractive’; people would not believe that such people could actually be victims of sexual abuse 

from their carers. Young, Nosek, Howland, Chanpong, &Rintala (1997) found that females 

with physical disabilities are most at risk of being abused by their fathers, mothers, other family 

members, dating partners, and strangers, in similar proportions. Furthermore, women with 
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physical disabilities are more likely to experience emotional, physical, or sexual abuse by 

attendants or by healthcare providers than females without physical disabilities. In Japanese 

studies, according to the DPI Women’s Network, research respondents indicated that the sexual 

offenders were their bosses at work, teachers or staff at school, service providers at welfare 

facilities or healthcare settings, or caregivers and family members at home (DPI Women’s 

Network, 2012). Natsu’s case shows results similar to Young et al (1997), and DPI Women’s 

Network (2012). Her comment indicated how her mother considered her to be ‘not appropriate 

to be the sexual partner of able-bodied males’. It also shows the lack of anywhere to turn for 

support or even to report those sexual abuses. The next comment provides another example of 

the importance of the mother’s influence on the ability of someone with disabilities to see 

themselves as a sexual being.  Makanani, a woman with spina bifida and scoliosis, expressed 

the way she was given informal sex education by her mother. We discussed about sex education 

in school, and Makanani responded as below: 

Makanani: My mother’s sex education was the most strict. 

Etsuko: (The education you received) from your mom? 

Makanani: Yes. Because of my body, since an early age I was told... (long pause) not 

to have a baby. 

Etsuko: You better not have a baby? 

Makanani: Yup. I cannot give birth... well... I can make a baby, but I cannot keep it in 

my body afterwards... so, after all, it is impossible to have a baby.  

Etsuko: When did your mom tell you this?  

Makanani: It was pretty early, I think I was 13 years old (middle school, first year). 

Etsuko: Do you think what your mom had been telling you has had some influence on 

you?  

Makanani: Oh, yes, it strongly affected me. I... for a long time, I felt pretty much like I 

could not be in love.  Of course, I do sometimes feel attracted to a guy, but I cannot 

move forward from that point... I do not have confidence in myself 

Makanani later told me that she thinks that her mother was trying to protect her. I 

initially felt it was interesting that she referred to the things her mother told her as ‘sex 

education’.  As Fine and McClelland (2006) argued, sexuality education is supposed to be there 

to provide all youth with information, support, and resources which help them make informed 

decisions regarding their bodies and their sexual health. However, what Makanani’s mother 
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told her seems to have resulted in Makanani losing her sexual self-esteem, instead of helping 

her. Both Makanani’s and Sakura’s comments imply that parents’ attitudes which intend to 

protect their child from harm could result from the notion of ‘normate’ (Garland-Thomson, 

2017b). As seen in Shiho, if the ‘normate’ woman in Japan is non-disabled and can bear 

children, it could be understood that the mothers of both Makanani and Sakura tried to protect 

their daughters from being hurt while in a relationship. However, the attitude of their mothers 

instead actually negatively impacted their sexual self-esteem. Of course, there is no way for a 

parent to know how discussions of sexuality will be received by their child or what effect it 

might have long-term. However, it may also be beneficial if an alternative way of thinking or 

an alternative model for living life were available, instead of trying to “fit” with what is seen 

as ideal or normal by society, especially since these norms seem to emphasize reproduction.  

Conclusion 

Comparing the views of people with physical disabilities and carers regarding the 

difficulty of discussing the sexuality of people with disabilities in society, it would seem that 

many more of my carer participants than my participants with disabilities felt the taboo nature 

of talking about the sexuality of people with disabilities. The number of carers who do think 

that talking about the sexuality of people with disabilities was difficult in contemporary Japan 

was 28 out of 50, which was 56% of the total number of carers who responded via the 

qualitative on-line questionnaire. On the other hand, 18 out of 50 carers, which is 36% of the 

total number of carers, responded that it is not difficult to discuss the sexuality of people with 

disabilities in contemporary Japan (4 out of 50 carers did not answer this question).  

 There was some agreement in views between people with physical disabilities and 

carers. Both groups expressed that certain aspects of Japanese culture are what make it difficult 

to discuss the sexuality of people with disabilities. Also, sexuality issues were considered 

‘private’ issues, reinforced by the taboo nature of talking about sexuality issues.  

 However, there were also differences between these two groups. One of the interesting 

points of divergence was in regard to societal misconceptions about people with disabilities. 

Although there was an agreement that sexuality issues are ‘private’ issues, the two groups see 

the problem manifest in different ways: participants with disabilities thought that this makes it 

hard to unite together and advance any conversation about sexuality, while the carer 
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participants consider that the ‘private’ nature of such issues makes it hard to ask questions 

about sexuality topics. 

 Another interesting point was that the carer participants did not mention any 

assumptions that people with disabilities are asexual. Instead, the carer participants responded 

that there are no opportunities to discuss sexuality issues, about a lack of education for carers 

regarding sexuality issues, and about a lack of any support system for people with disabilities. 

Also, carers expressed that the reason why it is hard for people with disabilities to discuss 

sexuality issues is because of the disabilities they have. It would be important to note that 18 

out of 50 carer participants responded that sexuality is necessary as a human being, as is the 

opportunity to discuss sexuality issues. These responders mentioned only that people (in 

general) think it is difficult to talk about the sexuality of people with disabilities and therefore 

do not talk about it.   

Regrettably, while examining the factors that influence whether or not people with 

disabilities see themselves as sexual beings, I could not obtain opinions from family members 

since no family members of people with physical disabilities responded to my questionnaire. 

This may be a further demonstration of how strongly this sexuality topic is considered taboo 

by family members of people with disabilities. However, fortunately, family members’ 

attitudes were sometimes mentioned in the comments from other participants such that I was 

able to obtain some sense of what family members might think. As has been shown, 

representation (which forms society’s concept of what is considered normal) also impacts 

family members’ attitudes, and family members’ attitudes also impact the self-esteem of people 

with disabilities and the way they see themselves as sexual beings. In this sense, in Japan there 

is still a strong influence from mothers’ and carers’ authority over the affairs of people with 

disabilities.  

Recalling the first pictures provided by DreamLover, I explored how controlling 

Tatemae and Honne (public and private opinions) is an essential skill for obtaining what one 

wants in Japanese society. For this reason, in the following chapters, I will pay special attention 

to the gaps between the viewpoints of carers and those of people with disabilities, because 

chances are, people with disabilities might have to adjust their will, or have to act in ways that 

are expected based on their representation in society, in order to obtain the social and care 

services they need. In other words, there is a gap between the representation in the dominant 
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discourse on people with physical disabilities in society and what people with disabilities 

actually experience.  
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Chapter 8. The sexual knowledge gained through individual body 

and how this knowledge is accommodated (Identity) 

In this chapter, I will discuss how people with physical disabilities have their own 

unique bodies and sexual cultures which are produced by those unique bodies. In the first 

section of this chapter, I will explain the concept of identity. In the second section, I move on 

to discussion about the strengths and weaknesses of individual bodies, including a novel 

provided by DreamLover. In the third section of this chapter, I will explore the experiences 

people with physical disabilities have when consulting with health professionals regarding 

sexual concerns. 

The Concept of identity 

Regarding ‘identity’, Garland-Thomson (2002) argues: 

We envision our racial, gender, or ethnic identities as tethered to bodily traits that are 

relatively secure…although sexual mutability is imagined as elective where disability 

is seldom conceived of as a choice. Disability is an identity category that anyone can 

enter at any time…As such, disability reveals the essential dynamism of identity. 

Thus, disability attenuates the cherished cultural belief that the body is the 

unchanging anchor of identity. (Garland-Thomson, 2002, p. 20) 

She further explains that due to the unsettling nature of disabled identity, “the 

unsettling contradiction of disability’s universality and disqualifying potential come our most 

enduring and canonical cultural narratives. Disability is apparently close to the quick, a 

perpetual narrative resource” (Garland-Thomson, 2012, p. 344), and discusses how disability 

has a possibility of being a narrative resource: 

The disabled body is a body whose variations or transformations have rendered it out 

of sync with its environment, both the physical and the attitudinal environments. In 

other words, the body becomes disabled when it is incongruent both in space and the 

milieu of expectations. Furthermore, a feminist disability theory presses us to ask 

what kinds of knowledge might be produced through having a body radically marked 

by its own particularity, a body that materializes at the ends of the curve of human 

variation. (Garland-Thomson, 2002, p 20).  

Garland-Thomson explains the relationship between the body and environment via the 

notion of ‘misfit’. “Fit occurs when a harmonious, proper interaction occurs between a 

particularly shaped and functioning body and an environment that sustains that body. A misfit 
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occurs when the environment does not sustain the shape and function of the body that enters 

it” (Garland-Thomson, 2011, p. 594).  

 Examining knowledge produced by a particular body, as well as accommodating the 

limitations and advantages of the body, are some of the core concepts of feminist disability 

theory (Garland-Thomson, 2002). Japanese disability studies scholar Kuramoto (2000) argued 

that the problem is not about (for example) having a body whose penis does not become erect, 

but the “culture” which defines sex as (only) “penis and vaginal intercourse” (Kuramoto, 2000, 

p.117) in spite of each body having their own way of experiencing sex. One aim of this thesis 

was to find out about those cultures of unique bodies; especially what kind of sexual 

experiences people are having via their own unique bodies, as well as to find out whether 

people with physical disabilities were able to discuss those experiences with health or social 

welfare professionals to help accommodate their particular bodies. I asked people with physical 

disabilities and carers separately regarding their consulting experiences and the dilemmas they 

experienced.  

The strengths and weaknesses of individual bodies 

Let me begin this section by sharing a part of a novel titled Nude Model written by 

DreamLover, a male with Cerebral Palsy, and our conversation regarding this novel. We 

discussed the sexuality topics over the pictures and poems he prepared, but also about this 

novel, which he had written before becoming a participant in my research but which he also 

provided as a topic of conversation for the interview. The story is about a woman (Asami) who 

started working as a model in the photo-studio. Her client (Sekikawa) asked her to take off her 

underwear and eventually asked her to take off her artificial leg to take her picture. 

Sekikawa: Take the last one 

Asami: Well, I definitely do not want to do this 

Sekikawa: How come? 

Asami: I do not want to show it to other people, only this ... this is more embarrassing 

than to show off my private parts 

Sekikawa: Please take it off, Asami, I bet you can become your true self… 

 Asami rejected it because she has a past which deeply hurt her when she was 

rejected by her boyfriend when he found out that Asami wears an artificial leg. 
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[However, it turned out that Sekikawa also wear an artificial leg and he shared this 

with her] 

[Later, looking at a picture taken together] 

Sekikawa; Asami, your facial expression looks natural and much better when you take 

off your artificial leg…there are many models who can take off their panties, but you 

are the only model who can take off an artificial leg" (laugh) 

During our conversation, DreamLover recommended that I read the above passage from 

his novel. Because DreamLover had a speech impairment, it may seem as if I was leading him 

on a bit, but overall he agreed with my understanding, and gave his approval of the transcript. 

Here, I asked him about why he wrote about an artificial leg.  

Etsuko: Why did you choose to use the imagery of taking off an artificial leg? What 

does taking off an artificial leg mean to you? By removing an artificial leg, do you think 

that people can be their true self? 

DreamLover: Yes.   

Etsuko: Then, do you think that wearing such things would mean losing one’s true-self 

or no longer expressing one’s true-self? 

DreamLover: The artificial legs are definitely convenient, but there are people who 

hide their true self by wearing those things. 

Etsuko: When I read this, this was the most shocking part - the last phrase "There are 

many models who can take off their panties, but nobody can take off an artificial leg"… 

it felt like the part which is hidden by an artificial leg means a lot more than the place 

which is hidden by panties. 

DreamLover: Yeah, yeah, yeah (Nodding, smiling, and approving) 

Etsuko: What does it mean?... Are there some meanings regarding the body? …like 

feeling pressure…what was she hiding?… or, what kind of body image do you think 

people with disabilities have of their bodies? 

DreamLover: For me, I do not really mind because I was born with disabilities. 

However, there are some people who have an acquired disability and feel embarrassed 

about their disability. 

Over the course of the whole conversation, DreamLover showed me that he believed 

that accepting an acquired disability is much harder than accepting congenital disabilities and 

that females are stronger than males in accepting disabilities. Because the aim of this study was 

not to compare whether acquired or congenital conditions are more difficult, nor which gender 

is stronger, I did not I did not ask further questions about those lines of thought, but there is 
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more to read into this story. What was the character Asami trying to change about herself by 

wearing an artificial leg? Here, artificial leg could be interpreted as an accommodation or 

medical intervention to adjust her toward what is considered ‘normal’ in society (Garland-

Thomson, 2017b). On the other hand, Sekikawa eventually shared that he uses an artificial leg 

and also recommended that she take hers off in order to show her true-self. It could be 

understood that both Sekikawa, and Asami shared the same culture (Kuramoto, 2000) 

according to their unique body and finally found somebody who shares the same culture.  What 

did the author think Asami was hiding with her artificial leg? Along with the conversation with 

DreamLover, this act could imply the denial of her disability (Garland-Thomson, 2002), or 

feelings of inferiority. Furthermore,  DreamLover’s comment, ‘there are people who hide their 

true self by wearing those things’ could be understood to mean that while people in society see 

the disabled body as a catastrophe (Garland-Thomson, 2017b), the true-self does not have any 

problem with disability. Beginning from the next section, I will explore those questions along 

with narratives from my participants.  

An ideal body for experiencing sex 

I asked participants about how their disability has influenced them in considering 

themselves as a sexual being. Many participants shared with me their lack of confidence, and 

their feelings of inferiority. These feelings came variously from their body image, their body 

function, or roles expected of them by society. Furthermore, many of them responded by 

pointing out whether their disability was visible or not. Here, I will introduce some comments 

from participants.   

I have a sense of inferiority because I am short. I wonder whether I will be considered 

attractive or not, whether I can have sex or not.  (Ken, male, Achondroplasia)  

I am so short, and I am a wheelchair user. I cannot protect a female, as a male. Society 

has a strong image of men protecting women. (Aki, Trans Gendered person, 

Achondroplasia) 

Since I might not be able to have a sexual experience without assistance, I am worried 

about whether anyone would even consider me for having a sexual relationship 

(Macchi, woman, Cerebral Palsy) 

I think that, for people who have a disability which is noticeable by sight, it might be 

hard for them to be considered an object of love. (Naoko, woman, hearing impairment) 

I am envious of those whose bodies are well developed, even people with cerebral palsy 

… I want a body like the Venus de Milo. If I had a curvy body like her, I wonder if I 

could experience sex. (Shiho, woman with McCune-Albright syndrome) 
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Those comments can indicate something about what it is these people with disabilities 

think they have to conform to by ‘wearing an artificial leg’ as in DreamLover’s metaphor. From 

the responses from these participants, it could be that the disability should be invisible, and that 

the person has to be able to perform in a sexual relationship without assistance. In addition to 

participants who talked about ideal body types, many participants also told me that if their 

condition was severe, they would not be considered a potential target of love, as further 

represented by responses from Yawara as below: 

 

If my condition was severe enough to require full nursing care assistance, I would have 

given up and resigned myself to the idea that I cannot do anything and that I may not 

be able to see myself as a potential sexual participant. (Yawara, woman, Charcot-

Marie-Tooth disease) 

Furthermore, some of them commented that not being considered a potential object of 

love/sex due to their disability might be related to the lingering influence of eugenics 

perspectives (the influence of eugenics perspectives is discussed in Chapter 10). 

On the other hand, there are narratives of how people’s misunderstandings of 

disabilities works in favour of some types of people with disabilities. Here, S.T., a woman who 

has a visual impairment, shared with me her conversation with a male with a cervical spine 

injury. She complained to him about how she could not stand the prejudice of able-bodied 

people and about how those people think those with visual impairments cannot do anything: 

He said “In that regard, cervical spine injuries are misunderstood in a good way. 

People only think that my body does not move. Most of the people in society do not 

know that we have issues with elimination and not being able to regulate body 

temperature, and this is why people in society can interact and say hello to me without 

hesitation”… 

S.T. continued:  

you know, they misunderstand in a good way but after being in a relationship, there are 

many walls that people have to overcome. But, having a visual impairment like me, 

their first impression is… It is hard to be a blind person, I have to do anything for her, 

and it looks like she needs a lot of help… you know… then it makes it hard to be 

considered an object of love.  

S.T.’s narrative explains how society’s image of people with disabilities is not always 

accurate, as well as how people in society judge people with disabilities just by looking. Her 

comment shows how disability as represented in society is simplified (Garland-Thomson, 



Chapter 8: Identity 

 

125 
 

2017b) therefore society does not know the actual complexity of the lives of people with 

disabilities.  

Adjusting a body to an able-bodied based sex culture  

Here, I will share a story from N.S., a woman with left paralysis and higher brain 

dysfunction, which she discussed with me in a karaoke box. She had a brain haemorrhage when 

she was young. According to her, she has been striving hard to make a great effort to bring her 

appearance closer to that of an able-bodied person. For her, this involved, not only her 

sexuality, but also her psychology. 

So, as a result of striving hard, I was also giving a good impression to those around 

me. I was recognized as a child who is working hard by the other parents in my 

neighborhood. They—I went to a general school—acknowledged me, like, ‘even though 

she has a disability, she is always working hard with our able-bodied children’.   

However, when it comes to relationships, it was not always the case that she could 

overcome everything with her effort. In this chapter, I will introduce two conversations with 

her. 

 The first of these is a discussion regarding what kind of sexual services she tried 

before:  

N.S.: I tried to use cosplay, but I can only use one hand… I tried to undress by myself, 

but it did not work well. Initially I tried to work hard... after all... I could not do it by 

myself and my boyfriend had to undress me, and the mood was dropped. I felt so sorry...  

(“Cosplay” (コスプレ), from the English words “Costume Play”, is a term used in 

Japan to refer to dressing like specific fictional characters, usually from TV shows or comics, 

or like certain professions such as an airline stewardess or nurse.  It is not necessarily sexual; 

fans of certain TV shows or comics will attend fan conventions dressed as their favorite 

characters.  Done in private, it can take on a sexual aspect.) 

From my perspective, she seemed very sad, almost crying. I was tempted to hug her, 

but at the same time I wanted to find out what makes her feel sorry, which might shed some 

light on some of the primary research questions. So I spoke with empathy, and allowed her to 

continue the conversation, as she wished. She assured me in the interview that she would stop 

the recording if she wished. 

Etsuko: You do not need to blame yourself.… What makes you think ‘I'm sorry?’ 
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N.S: Other people can do it…even though it is just a small thing…why can’t I do this? 

Here it can be seen that she blames herself because she cannot do the same things as 

able-bodied people, because she has been longing to be, and striving hard to be, like an able-

bodied person. N.S.’s experience here could be due to the disadvantages that resulted from the 

constructed environment (Garland-Thomson, 2011). In other words, if the means to enjoy sex 

were not accessible for people who are only able to use one hand, or there is an expectation 

that sex is something that should be done without assistance, or done smoothly (as many 

participants commented in the beginning), then the problem would be the culture that creates 

those inaccessible tools and unrealistic expectations, and not her body.  

With regard to where this myth about sex came from, Doornwaard et al., (2017) 

examined Dutch adolescents’ motives, perceptions, and reflections regarding internet usage to 

find information or advice relevant to romance and sexuality, and found that the images and 

unrealistic expectations created by the pornography, such as idealized bodies and overstated 

performance, cause insecurity among girls regardless of the pornography user. Even the girls 

who do not access pornography believe that the notion of sexuality and female bodies among 

boys are influenced by pornography (Doornwaard et al., 2017).  In this regard, there was 

research conducted in San Francisco, in which the participants talk about how there are no sex 

toys for people with disabilities (Vaughn et al., 2015), which limited their ability to practice 

sexual activities. The story of N.S. implies that there are traps which make people with unique 

bodies feel inferior, and for some people, the more they strive hard to adjust themselves to fit 

a sexual culture for able-bodied people, the more the traps seem to tighten and make them feel 

inferior.  

Elimination issues 

Issues involving elimination were also among the reasons why both males and females 

with disabilities do not have confidence in their body or hesitate to be in love. From other 

participants’ stories, elimination issues were a crucial factor in being independent for people 

with physical disabilities. Here, S.T. explained that this is also crucial in terms of having the 

confidence to be in a relationship. For example, S.T. talked about females with disabilities in 

her circle: 

I think, for both males and females, the issue of elimination becomes a huge barrier to 

having the courage to be in a sexual relationship. There are females with disabilities in 

my circle who use diapers. It would be hard for a girl to confess that she is using 
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diapers… there are people (both male and female) with cervical spine injuries, who pee 

or poo while they do not notice. If that happens, what will you do?  

According to her, those females are sensitive about whether they smell or not. S.T. 

wished there were accessible lingerie or cute diapers for those females with disabilities. S.T. 

also shared with me her experience of being in a relationship with a male with a cervical spine 

injury. 

…I had the experience of placing a device on my boyfriend, the device to collect urine, 

after I had a sex with him…I called the maker and ordered a sample of the device to 

practice… it seems that such a person really hesitates to tell his girlfriend that he uses 

a device. Because in order to have sex with a girl, such a person has to ask his partner 

to take the device off and put it back again. Asking those things of a partner seems to 

bring him a feeling of inferiority. 

She continued,  

If society is well informed about the issues of sexuality of people with disabilities… 

people who actually do need support would not to feel that this is a taboo issue. Also, 

if there were a community where people in similar situations could obtain tips and 

wisdom to handle those situations, partners of people with disabilities would not be so 

confused and it would be easier to solve those concerns. 

She told me that a partner of someone with disabilities has a lot to put on their shoulders 

in terms of accepting and supporting the disability conditions of their partner. Also, she spoke 

of the necessity of a community for sharing any concerns. The problem would be that talking 

about sexuality issues is considered taboo, therefore both people with disabilities and their 

partners hesitate to discuss or raise questions. One aspect of feminist disability theory is to 

investigate what kinds of knowledge would be produced through having a unique body 

(Garland-thomson, 2018).  In this regard, the stories I have gathered that are about concerns or 

strengths are largely also about the knowledge which is produced through my participants’ 

unique bodies. 

Strength 

The stories I gathered were not only about how my participants adjusted themselves to 

a sexual culture for able-bodied people, I also met people who took advantage of their 

disabilities, as seen in the following two stories. Here, I begin with the story of Zero, a woman 

with a progressive disability.  



Chapter 8: Identity 

 

128 
 

When I met with Zero, her body was pale and delicate; she said that her body is weak 

against the strong sun in the summer. Her boyfriend sees her more like a doll than a female 

with disabilities because of what she cannot do. Therefore, he wants to do something for her 

and even her being selfish seems charming to him.  

Initially, I, as a female with disabilities, did not have confidence in love or in having a 

sexual relationship. But, once I experienced it, I learned that it does not matter whether 

I have disabilities or not. There are people who do prefer a body which is beautiful and 

does not have disabilities. However, there are people who do love me. A disability can 

be used as a tool to create an affection… for example, if your arm does not have 

strength, you can imagine like… being tied tight by a transparent ribbon. You should 

ask a guy to take off your shoes, to pick you up like a princess…Girls had better use 

these techniques. The obstacle will become a weapon [strength] in such cases. 

I have heard many stories of people whose disabilities make them feel less-confident 

or inferior, so for me, this story was a bit surprising because I felt as if I saw her formidability 

in her story. I responded to her. “This is such a great technique”. This is consistent with 

Foucault’s theory related to the dominant discourse of women as weak and vulnerable and men 

needing to save them. She is challenging that discourse by using her weakness as a ‘strength’; 

in this case, what she cannot do plays a positive role.   

In this regard, Matsunami (2005) discussed that it became hard for females with 

disabilities to be sexually autonomous due to the difficulty of obtaining sexual information, of 

keeping their privacy, and of taking the risk of their sexual interest being recognized by others. 

She concludes that for these reasons, eventually this is only through a marital relationship 

which allows a female with disabilities to be a sexual being so that the sexuality of single 

female with disabilities is left alone (Matsunami, 2005b). However, my data shows a different 

result from hers. Most of my female participants were single but they were able to have a sexual 

relationship even though they were not in a marital relationship. That females with disabilities 

are not asexual and are instead sexually active is also seen in research conducted in Zimbabwe 

(Peta, McKenzie, Kathard, & Africa, 2017) 

Another comment is from DreamLover, a male with cerebral palsy: 

When I had sex with a girl, I was told that my trembling [involuntary movement] 

 was good, it felt like using a sex toy 

Both comments show that instead of considering their body inferior to those of able-

bodied people due to the functions and capabilities, they talked about imagining or using their 

bodies’ strengths.  



Chapter 8: Identity 

 

129 
 

In DreamLover’s case, what he was told by a girl was that his involuntary movement 

played a positive role as seen in the comments that his trembling is good, and that it felt to his 

partner like using a sex toy. When comparing DreamLover’s comments to the narratives of 

Kenken, a male with cerebral palsy, we see that although he has the same disability as 

DreamLover, there is a difference in how each one feels about their performance results from 

their disability.  

I did a terrible thing to a sex worker. It is a bad memory of when I hit her because of 

my involuntary movement. (When I become excited, my involuntary movement becomes 

very intense). The sex worker had an understanding though. 

It cannot be guaranteed that DreamLover’s and Kenken’s degrees of severity and 

functionality are the same even though they have the same disability. However, in one regard, 

the involuntary movements which in Kenken’s case were considered negative turned out to be 

a positive in DreamLover’s case. 

When the body does not match the space and expectations, that body becomes disabled. 

(Garland-Thomson, 2011). However, in both Zero’s and DreamLover’s cases, their disability 

conditions might not be considered ‘disabled’ because their bodily functions and limitations 

met the expectation of their partner’s needs (Garland-thomson, 2011). Furthermore, meeting 

their partner’s needs would allow them to re-imagine their disabilities to be strengths rather 

than weaknesses.  

Consulting about concerns with carers 

In the previous section, I discussed the kinds of experiences people with disabilities had 

with regard to sexuality and their disabilities. In this section, I will discuss whether they had 

an opportunity to talk about those experiences with their carers or not, and what kind of 

accommodation those carers were able to provide, in terms of information or services. Garland-

Thomson (2002) suggests the necessity of respecting the knowledge produced through having 

unique bodies and of assisting that knowledge. However, it is not clear to what extent carers 

are ready to acknowledge unique bodies and help people with disabilities regarding their sexual 

concerns. As I mentioned in the methodology section, initially I expected that I would be able 

to gather voices mainly from caregivers. However, since not very many caregivers responded 

to my questionnaire, I had to expand the scope of “carer” to include not only caregivers but 

also other health and social welfare professionals who worked with people with disabilities. 

Thus, later in this chapter, I included an interview with Lina, who is a physical therapist.  
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When I asked people with physical disabilities about whom they can talk to about their 

sexual concerns, their responses varied. For example, some preferred to talk to someone who 

is close to their life (their parents or friends) while others preferred to talk to someone who is 

not close to or not involved in their life. Both Haruna and K.I. shared with me that sexuality 

topics were not even discussed in peer counselling sessions among people with disabilities, and 

the reason K.I. gave for this was that peer counselling was gender-mixed. Although a variety 

of issues arose regarding whom people with disabilities can approach for support, in this 

chapter I focus on whether my participants with disabilities were able to share their sexual 

concerns with carers or not, in order to explore how their concerns were heard and how they 

were accommodated.  

First, I will begin from a second story from N.S. The story is about her experience 

consulting with an occupational therapist regarding her sexual concerns.  

Etsuko: Have you ever consulted with anyone about any problems regarding sexuality 

up to now?  

N.S.: Yes. 

Etsuko: Who were you talking to?  

N.S: There was nobody [with whom I could consult] for a specific case, and I thought 

talking with my friends would be a bit different [from talking to professionals]. I ended 

up asking for help from an occupational therapist. But I couldn’t get an answer because 

the occupational therapist was not a person with disabilities, so it was not helpful. I felt 

that he was curious about the topic but nothing more. 

Etsuko: If you do not mind telling me, what did you ask? 

N.S: I am paralyzed, so half of my body does not have any sensation. That's why I 

cannot “feel”. What can I do? It makes me really sad. The timing to tell my boyfriend 

is also difficult, and I cannot tell this to my friends—because my friends are able-

bodied. Even among people who have paralysis, there are people who still have 

sensation. In my case, I do not feel at all, I do not feel pain, hot, or cold. Mine is like a 

nuisance… The occupational therapist I consulted was a man in his 40s, probably. 

‘Well, I do not know’.  That was the answer.” 

Etsuko: Why did you consult with an occupational therapist? 

N.S: Occupational therapists interact with people with disabilities day to day, so I 

expected that he might have had some cases… but… the therapist’s reaction was like 

that, so that I was not sure to whom I can talk to at that time.  
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This issue was not solved. She was able to share her concern with her boyfriend and 

she even told him in the beginning that she cannot feel because of her disability.  

Thinking about the environment which silences females with disabilities, preventing 

them from expressing their sexual desire (Fine, 1988), it would be easy to imagine how much 

she had to have courage to discuss this with a male occupational therapist.  

Etsuko: …You did a difficult task. Even though you are female, you brought yourself to 

talk to males… have you thought about how discussing it with a male does not feel 

comfortable? 

N.S.: I have some feelings about it. But you know…[asking] is better than keeping it to 

myself for my whole life. 

 She told me that it is difficult to discuss it, it is hard to find the words to express it, but 

still she can do it.  

Some parts are very sensitive, but some parts are not. It depends. When you have to tell 

your partner each time, especially at a moment when both our moods are climbing 

[excited/enjoyable], I cannot tell it to my partner…so I feel like I am just struggling by 

myself.   

N.S. expressed to me the necessity of consulting with professionals because friends 

around her were able-bodied, but she was not able to obtain any useful help from professionals.  

Another story was from Shiho, who has McCune-Albright syndrome. She told me that 

she shared those concerns with a female counsellor.  

Etsuko: Was the female counsellor easy to talk to? 

Shiho: I thought about how to approach the subject… you know, this is Japan, so in the 

beginning I added one phrase, “Well…you might feel uncomfortable, but I thought 

about…” 

From the phrase “This is Japan”, and because she felt she had to add the phrase “You 

might feel uncomfortable”, it can be seen that it is difficult to discuss sexual concerns in Japan, 

even for professionals. Furthermore, Shiho shared with me her experience of asking questions. 

When she was a teenager, her ovaries were removed because of an ovarian cyst. This happened 

several decades ago. However, when compared to what she experienced in 2015, it seems there 

is not much difference in the way medical professionals interact with people with disabilities: 

There was no hormone treatment. The doctor [a thyroid specialist] did not say anything 

about the need for treatment of female functionality. The doctor who did the medical 

examination was an elderly male. So, when I was young, I thought that I should give up 

marriage or those kinds of things. There was no mental support regarding grief over 
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the loss of reproductive functions as a female in the medical treatment. There was 

neither a place to heal this pain, nor a person to listen my story… 

And in 2015, she asked her doctor as below: 

I told my doctor that I would like to have a cervical cancer screening. After consulting 

with the doctor, this doctor told me things like “it is impossible because you cannot 

climb onto the delivery table” or “you have no breasts”. 

Shiho did not have any good experiences with health professionals, and she said that 

health professionals do not know how to interact with people with disabilities. From Shiho and 

N.S.’s experiences, it could also be interpreted that they are considered asexual based on the 

assumption that sexuality is not appropriate for woman with disabilities (Garland-Thomson, 

2017b). There are other participants who related similar experiences to me. For example, some 

commented that they did not have a good impression of the hospital, or health professionals 

seemed to be pestering them with questions or nagging them with criticisms of their behaviour, 

or they could not consult with the health professionals because the subject was too 

embarrassing, or this was dismissed as a private matter.  

On the other hand, there was a participant, Haruna, a woman with osteogenesis 

imperfecta, who expressed that if health professionals were involved to consult those needs, it 

would be helpful. However, the lack of doctors is also mentioned: 

I think that it would be needed. Absolutely necessary—and if we were able to consult 

easily, it would be great. My problem is I have no doctor now… The well-known doctor 

has retired and… there is no doctor who can talk about sex, and I think it is getting 

more serious.  

Or, like the comment from Mr. N., a male with heart disease, in which participants said that it 

depends on the attitude of the doctor, and/or that gender and age are also factors to consider: 

I have never consulted with health professionals. But, I think the doctor would tell you 

if you asked. If a doctor were a younger woman, I cannot ask about sex (I think they 

would probably consider it unnecessary). Probably most people who are mature 

enough would understand what males and females are like, but when it comes to 

doctors, their authority is still huge. Whether or not someone can ask sexuality 

questions depends on the doctor’s age, the relationship with the doctor, and I think that 

it will also depend on whether the doctor is intimidating or not (I cannot ask if it is an 

intimidating doctor, but I can ask a doctor who is willing to think together with me).  

The gender of health professionals was also mentioned by several participants. They 

preferred to consult a health professional who is the same gender as them.  
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On the other hand, there were people who told me that there was nobody to discuss 

sexuality issues with. Instead, they found information via the internet. For example, Akira, a 

transgendered person with left paralysis, speech impediment, and higher brain dysfunction, 

commented that: 

I do not talk to anyone. Instead, I intensively look for information via the internet. 

Apart from people who have been, or who are now, able to talk about those concerns 

with their carers, needless to say it would be easy to imagine that this could enhance their 

feelings of isolation. King, a male with cerebral palsy, commented below: 

I never consulted about such problems with professionals. There tends to be a lack of 

information regarding sex regardless of having a disability because sex is created 

[experienced] between two specific individuals. Whether people have disabilities or 

not, there is need for a professional to be able to consult on sexuality issues. As a part 

of that, I think a foundation that can provide some information about sex for people 

with disabilities is necessary (for example, introducing assistance tools, etc.). A place 

to consult with someone about those concerns is also necessary. 

King talks about the private nature of sexual relationships. Since sex happens between 

two people, this secret nature makes it a hard topic to talk about. Furthermore, as S.T. 

mentioned in the section on elimination issues, there needs to be some way to accommodate 

those concerns instead of considering sex as simply too taboo to talk about. In order to connect 

this argument to the responses from carers in the next section, I will introduce one more 

narrative from King, a male with cerebral palsy: 

A long time ago, I had a relationship with a girl who had a disability. There are forks 

and spoons which are customized according to individual needs. I even had a tool to 

put on socks. Even though there was an environment which allowed everyone to 

propose, discuss, and develop such tools to support the needs of people with disabilities, 

I really worried about one thing: how to put on a condom if I were having sex with her. 

My hand is not working well… even though there were advisors to discuss about 

assisting devices like forks and spoons or custom tools for putting on socks… whom I 

should have asked [for a tool to put on a condom]? I did not even know whether it was 

okay to ask about this question.  

His remarks about who to ask, and even about whether it was okay to ask, show that 

despite an environment that allowed for talking about assistance devices, he was still hesitant 

to ask sex-related questions. Furthermore, even the people advising about assistance devices 

did not realize that a device to put on a condom would be needed. In this situation, how can 

those carers learn about accommodating body limitations? King’s and Akira’s comments 
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shows that sexuality topics are considered private, recalling what was mentioned in Chapter 7, 

“the personal is political” (Hanisch, 1969).  

Responses from Carers: No training regarding sexuality issues  

With King’s question, “Who should I have asked?” in mind, I wondered whether or not 

there was any training for carers regarding the sexuality of people with disabilities. I asked 

carers separately regarding their experiences of obtaining training about sexuality. Although 

my purpose was not to generalize about the opinions of caregivers, I expected that looking at 

the number of responses and narratives from carers would highlight the differences or 

similarities between their viewpoints and those of people with disabilities. Furthermore, I 

expected it would eventually shed light on the kind of environment in which many people with 

disabilities are surrounded. The question I asked in the questionnaire was “Have you had any 

training in sexuality issues with relation to working with people with disabilities?” The 

responses are summarized below.  

 

Have you had any training in sexuality issues in 
relation to working people with disability?               

(n=50) 
  Frequency Percent 

Valid yes 7 14 
 no 41 82 
 no answer 2 4 
 Total 50 100 

 

Table 5. Summary of responses to “Have you had any training in sexuality issues in relation to working people with 

disability?”  

Most of the carers who answered my questionnaire had not had any opportunity to 

obtain sexuality-related training for working with people with disabilities. Forty-three out of 

50 responded they had no training and only 7 out of 50 responded they had some training. This 

lack of training experience was also pointed out by Show, who used to be a caregiver:   

When you become a caregiver, in the training curriculum, there is no content regarding 

the sexuality of people with disabilities. For this reason, people who become caregivers 

probably assume that people with disabilities have no sexual desire. Since the image of 

people with disabilities is manipulated by society—such as through a charity TV 

program, and society on the whole ignores this sexuality issue; only someone who 
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happened to confront this issue directly would be able to notice that people with 

disabilities are sexual beings.  

Besides underscoring that the topic of the sexuality of people with disabilities was not 

taught during caregiver training, Show’s comment also addresses a representation issue: how 

people with disabilities are portrayed in the media. He gives the example of a charity TV show 

that portrays people with disabilities as passive recipients of care, with tragic, inspiring 

backstories but no agency of their own (Murphy, 2016). Coupled with the apparent lack of 

training for caregivers regarding sexuality issues of people with disabilities, general ignorance 

of sexuality issues is enhanced and the (mis-) representation of people with disabilities 

(Sanders, 2007; Tepper, 2000), as portrayed in the media, is strengthened. For this reason, 

according to Show, only those people who happened to have a reason to confront this issue 

directly understand that people with disabilities do have sexual desire. There is a huge gap 

between this and what people with disabilities actually experience. Also, this misrepresentation 

widens the gap between the viewpoints of people who do not interact with people with 

disabilities and those who do interact with them (explored further in Chapter 10). This opinion 

gap would also affect people’s attitudes on the matter of what is considered sexual harassment 

and how to handle it—especially when considering that, if the common perception is that 

people with disabilities are not sexual beings, then, how would anyone believe they are sexually 

harassing caregivers? (This topic is explored further in Chapter 9).  

The dilemmas and experiences of carers 

First, I introduce voices of carers below, including some descriptive statistical data from 

my carer participants. Table 6 summarizes the responses to the question “Are you currently 

caring for, or have you ever cared for an adult (over 18 years old) with physical disabilities?” 

and Table 7 does the same for the responses to “Did you face any dilemmas about sexuality 

issues relating to the person you were caring for in their adult life?”  
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Are you currently caring for, or have you ever 
cared for an adult (Over 18 years old ) with 

physical disabilities? (n=50) 

  Frequency Percent 

Valid yes 40 80 
 no 7 14 
 no answer 3 6 
 Total 50 100 

 

Table 6. Summary of Responses to “Are you currently caring for, or have you ever cared for an adult (over 18 years 

old ) with physical disabilities?” 

Did you face any dilemmas about sexuality issues 
relating to the person you were caring for in their 

adult life? (n=50) 

  Frequency Percent 

Valid yes 12 24 
 no 29 58 
 no answer 9 18 
 Total 50 100 

 

Table 7. Summary of responses to “Did you face any dilemmas about sexuality issues relating to the person you were 

caring for in their adult life?” 

When comparing those two tables, although there were 40 participants who were 

currently caring for or had cared for people with disabilities (see table 6), 12 people faced 

dilemmas about sexuality issues (see table 7). The next table shows whether those carers were 

able to share those dilemmas with anyone or not.  

Were you able to talk about that dilemma with 
anyone (Adult)? (n=50) 

  Frequency Percent 

Valid yes 9 18 
 no 8 16 
 no answer 33 66 
 Total 50 100 

 

Table 8. Summary of responses to “Were you able to talk about that dilemma with anyone (Adult)?” 
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Although there were 12 people who felt that there was a dilemma (See table 7), 8 people 

responded that they were not able to share their dilemmas with anybody (See table 8). So, I 

asked for the reasons why they could not share.  

Because it was the kind of dilemma that occurred unconsciously and disappeared 

naturally. 

In the field, the stability of life is prioritized and the families of the people with 

disabilities also hope for stability.   

I do not know if there is anyone who can listen seriously and give advice to me.  

When I was working as a sex worker, those issues were considered stupid or were 

dismissed by the other girls, so I did not talk to the girls seriously about those issues, 

and I processed my dilemma within myself.  

Since it was related to the privacy of the individual, I urged this person to talk to 

someone whom this person was able to trust.  

From those comments, it can be imagined that the nature of this matter is that it is not 

safe to discuss, especially seeing as several respondents thought there would be nobody who 

could listen seriously.  

Table 9 shows whether the carers had any opportunity to discuss sexuality issues with 

the person with disability whom they were caring for.  

 

Have you ever discussed sexuality issues with the 
someone with disability whom you were caring 

for during their adult life? (n=50) 

  Frequency Percent 

Valid yes 11 22 
 no 28 56 
 no answer 11 22 
 Total 50 100 

 

Table 9. Summary of responses to “Have you ever discussed sexuality issues with the someone with disability whom 

you were caring for during their adult life?” 

Although there were 40 people who were currently caring for or had cared for people 

with disabilities (See table 6), 11 people were able to discuss sexuality issues with the person 

they cared for (See table 9). I asked what kind of issues they talked about: 
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Perceptions regarding love and marriage 

Whether to kiss or have sex with a partner with assistance or not 

Regarding the experience of sexual acts 

I talked to a male with a spinal cord injury. His lower body was paralyzed, and I was 

asked ‘How I can have sex?’, as well as about marriage and pregnancy.  

About sexual desire. Also, whether people whom this person loves will accept this 

person’s body or not. Although this person has a hereditary disability, we also talked 

about whether this person wants to have child or not.  

Many things. I was told that people with disabilities also have agency in their sexuality. 

How to grab [find] a heterosexual partner  

Love, how they wanted to be assisted 

I was told that ‘I had somebody whom I wanted to marry but I could not. Whether is 

this an impossible dream or not’ So, I talked to this person.  

Those comments reveal that there is a need to talk about those sexuality issues with 

somebody. However, neither an environment allowing for discussion of this issue among 

colleagues nor the training to talk to clients/patients are well-established yet. In other words, a 

‘misfit’ here resulted from not only the relationship between disability and environment, but 

also between carers and environment, such as when carers are willing to promote the sexuality 

of the person with a disability but are restricted by the expectations of their professional role.  

Furthermore, regarding those carers who do not feel there is any dilemma, as Show mentioned, 

it is possible that the lack of education might be to blame. My question remains, from these 

comments, how long will it be until the system (environment) to support people with 

disabilities is established enough to let carers not feel difficulties? 

A culture of double-standard 

Below is a conversation between myself and Lina, who is an occupational therapist. We 

spoke while she was on her way back from a conference for occupational therapists.  

Etsuko: I heard that an Occupational Therapist (OT) takes care of issues of sexuality. 

Lina: There was no sexuality-related topic at the OT conference. I participated in your 

study via questionnaire. Until I saw the topic of the questionnaire, I did not realize that 

I was not aware that people with disabilities are sexual beings. I notice it now and then 

but when I look back on my interactions with them as a whole, I think I was never aware 

of them as sexual beings.  
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Etsuko: Do you think is it difficult to talk about sexuality issues in Japan? 

Lina: There are regularly occasions of drinking parties with my OT seniors. One day, 

it came to the topic of sexuality. The opinions broke into two, and I noticed that there 

were also difficult aspects of taking about sexuality. For example, somebody brought 

up that if a client needs those [sexual] aspects of assistance, it would be good if [we 

were] able to answer those questions. There is an OT association in each prefecture, 

and it would be great if these were able to create a system to support those needs. 

However, another colleague said, ‘I think it is not necessary to dare to do that because 

this is a “yin” [陰, shadow] part of humans’. Then, the argument broke down in two. 

At that time, I thought ‘well, it [sexuality] is in the shadow part’. But I responded to 

this person by saying, ‘Even though it is a “yin” thing, it would be nice if we could have 

an environment in which we could answer immediately when the client needs support 

for that “yin” thing’. …from that point on, it seemed that sexuality was considered a 

part of the “yin”. 

She continued, 

Lina: Even though a carer says “yin”, I do not think everyone agrees with this view. 

Also, I think that even if it is a “yin”, it would be worthwhile to support (those needs). 

But I wondered if there are both “yin” and “yang” [陽, light] dimensions in providing 

support.  

These comments revealed that there are professionals who think sexuality is a shadowy 

or dark part of being human. In other words, it can be interpreted as a part of human beings 

that is “supposed to be hidden”, or a “private part” of human beings, and it is therefore not 

necessary to accommodate this part. The “yin” (shadow) and “yang” (light) dichotomy came 

from China. In this philosophy, in order to be a whole (perfect) human being, both “yin” and 

“yang” are necessary and neither of them should be missing. According to Confucian and 

Taoist classics, yin means negative, passive, weak and destructive. On the other hand, yang 

means positive, active, strong and constructive (Fu, 2011).  

Yin and yang cannot survive without each other, and they complement each other, 

depend on each other, exist in each other, give birth to each other, and succeed each 

other at different points in time. (Fang, 2005 p.76) 

I also mentioned to Lina about the case of N.S., who consulted an OT who was not 

helpful, and asked her opinion about that. 

I would have wanted to respond somehow. Even if I did not know an answer 

immediately, I would at least have said something… 

Then, we moved on to the topic of facilitation of sex. When it came to the topic of 

positioning, she responded as below: 
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Lina: I thought this [sex positioning] could be the most relevant issue in which I can be 

involved. I thought that I can do various things. There is no opportunity to learn the 

variations of possible positioning, because knowing such things is [considered] just 

within the scope of a curiosity. As an educational component, I want to know about it, 

for both males and females. 

Etsuko: What else can an OT do? 

Lina: Until now I have not been conscious of anything, but it would be necessary to 

capture the needs before intervening. The scope of ADL [activities of daily living] is 

limited [lit. “terminated”] within the things around us, eating meals, changing clothes, 

washing hands, going to bed, etc. It's not only that—if we can show that such a thing 

[sexuality] is also an important component, so that it is a necessary thing to support, 

then I guess we would be able to discuss about those issues.  

Etsuko: In the circumstances so far, were you able to talk with your colleagues or 

patients regarding this sexuality issue [facilitation of sex]?  

Lina: I had no chance to discuss it with my colleagues nor with my patients.  I think 

that there was a problem with us. It might be that the environment does not allow 

patients to talk about it. Perhaps there was a sign, such as when a patient asks “is this 

okay to talk about?” I think that the rehabilitation environment does not deny such 

things, once someone calls attention to the idea that “people need that kind of thing”. 

It’s just that not everyone has seen that point [sexuality issues]. Not everyone has even 

reached this point [of considering sexuality issues] yet.  

Lina said that even she did not detect any dilemma because she did not recognize the 

dilemmas which came up in her profession. And she continued that “If we were able to notice 

dilemmas we would be able to realize the problem and be able to move forward.” 

The reason why I mentioned this conversation here is that, a few years ago, when I 

presented this research proposal at a disability study conference, I was asked, by a Japanese 

physical therapist who specializes in rehabilitation of people with heart disease, whether I think 

his patients have sexual desire or not. That made me realize the need to investigate how 

common it is for carers to think in his way. However, from Lina’s experience, it is implied that 

the disadvantage of disability, including a hesitance to consult with people about sexual issues, 

comes from social oppression which is seen in the attitudes and practices (Garland-Thomson, 

2017b) from health professionals, such as dividing the needs of clients based on whether it 

seems private (Yin) or public (Yang).   

Lina’s narrative also summed up the comments of carers: 

Etsuko: How should Japan change? 
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Lina: ... I think the current environment can allow it to be more open, and there are 

people trying to make the situation more open to talking about this issue. There can be 

some promotion of sexuality-related issues in education settings, but if people are 

already working in the field, I wonder if it would it also be necessary to approach those 

workplaces. But, I assume those areas are closed enough to make people who face those 

issues assume they will be ignored. [In Japanese society] prejudice is so strong.  There 

is an atmosphere which insists that it [sexuality] should not be touched, or like…I can 

finally talk about this [sexuality] issue by drinking, or I cannot talk about it without 

drinking, but probably that’s the case regardless of whether disability is involved or 

not.  

 I wondered what kind of power is enough to make people who try to tackle the 

sexuality issue to assume they’ll be ignored. What makes it such that people cannot talk 

about this issue without drinking?  

Etsuko: Do you think this is [because of] Japanese culture?  

Lina: It might be culture. But I think there are aspects of Japanese culture which would 

allow for moving forward if there is a need. I also think that there are aspects that block 

those needs. 

According to Lina, there is a strong culture in Japan to consider talking about sexuality 

issues as taboo, and therefore to make people stay silent. Her comment is also supported by 

Tamagaki, an occupational therapist. According to Tamagaki (2015), the question revolves 

around whether to consider sexual life part of ADL (activities of daily living) or QOL (quality 

of life). If sexual life is considered ADL, it can be supported under long-term care insurance. 

However, the current Japanese nursing care considers sexual life as QOL, so it cannot be 

covered by insurance. Tamagaki continued by pointing out that the issue of sex life is 

considered ADL in the West, and even within the framework of ICF (International 

Classification of Functioning, Disability and Health) sex life is categorized as part of daily 

living. Despite this, many Japanese think that sexual activity falls under QOL. This could imply 

that the rehabilitation environment in Japan itself is preventing health professionals from 

discussing the sexuality of people with disabilities so that this is not a problem of disabled 

bodies, but a problem of the rehabilitation environment which does not consider sexuality 

issues as ADL. In this way, the concept of ‘misfit’ (Garland-Thomson, 2011) occurs not only 

between people with disabilities and their environment, but between health professionals and 

their environment. Furthermore, this is also due to cultural differences between Japan and the 

West, as seen when Tamagaki’s story was introduced in Chapter 2. This also aligns well with 

the notion of silence mentioned by Foucault and referred to in Chapter 7. However, Lina also 

talked about how we need somebody to lead us to open up this conversation. In this regard, my 
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data implies that although there are people who hesitate to open up this topic, there are also 

people who are willing to move this issue forward.  

I will close this section with the comments of Show, a former caregiver who now 

manages a “delivery health” service, who talked about the necessity of learning—at least for a 

carer—about the sexuality issues of people with disabilities.  

Etsuko: How do you think society can make a new view of the sexuality of people with 

disabilities? 

Show: Since it [society] sees sexuality as taboo even at the stage of education, everyone 

becomes an adult without knowing anything about it. It is necessary to learn about the 

sexuality of people with disabilities at some point. At least the carer has to learn. To 

include the contents of sexuality of persons with disabilities in the curriculum for 

becoming a carer [is absolutely necessary]. 

Conclusion 

Comparing the views of people with physical disabilities and carers on how to 

accommodate the knowledge produced by particular bodies, it would seem that many more of 

my carer participants felt that the environment poses problems in promoting sexual 

relationships of people with disabilities as well as in accommodating the knowledge created by 

unique bodies.  

The number of carers who had training regarding sexuality issues of people with 

disabilities was only 7 out of 50, only 14%. (However, 2 out of the 50 carers did not answer 

this question).  

 There was some agreement in the views of people with physical disabilities and carers. 

Both groups brought up topics such as the necessity of training on sexuality issues. While 

people with disabilities expressed a need for consulting about sexuality issues with somebody, 

it was seen that some carers, including health professionals, are hesitant to bring this topic up 

in  conversation since this topic is considered a ‘private’ matter.  

 There were also differences not only between these two groups but also within each 

group. One of the interesting points of divergence among participants with disabilities was in 

regard to how to handle the sexual knowledge created from disabled bodies. Some people with 

physical disabilities were struggling to adjust their unique body to a sexual culture which was 

created for able-bodied people, and felt inferiority or lack of confidence in their body image. 
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However, there were also people with disabilities whose disabled condition worked well with 

their environment and who therefore would rather think of their disability as a strength. 

Similarly, there was divergence among the carers also with regard to how to 

accommodate the sexual knowledge created from disabled bodies. Even though carers were 

trying to accommodate the sexual needs of people with disabilities, their professional role as 

well as the social environment made it difficult for them to move forward. Those carers’ 

responses indicated that even though learning about the sexuality of people with disabilities 

helped open their eyes, in the field such knowledge was not acted upon. At the same time, it 

seems those carers are hearing about sensitive issues from their clients, though lack of training 

might impact how they discuss such issues with their clients and might mean that they do not 

know how to give advice, or to whom they should refer the client for advice.  

It can be seen from my data that there are diverse stories which show not only the 

weaknesses but also the strengths in having a unique body. However, it seems that many 

carers are not prepared to talk about this, which in turn suppresses the knowledge coming 

from unique bodies, instead of honoring that knowledge and accommodating the limitations 

of each body. As Lina mentioned in her comments, it is not only Japanese culture which 

considers talking about sexuality issues taboo, but it is implied that this culture of covering up 

issues can be worsened by paternalism, and the power imbalances in professional/patient and 

caregiver/care-receiver relationships can be exploited in ways that often prevent either group 

from talking about sexuality. 
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Chapter 9. The difficulty of asserting sexual agency (Activism) 

In this chapter, I will explore the complexities my participants faced when accessing 

sex and exercising their sexual agency along with another concept addressed by feminist 

disability: activism. One of the aims of this research was to explore the need for facilitation 

of sex from the perspectives of males, females, and sexual minorities (LGBTQ) with physical 

disabilities, as well as the views of their carers.  

Garland-Thomson (2002) gives two examples of activism; disabled fashion modelling 

and academic tolerance. In regards to the example of disabled fashion modelling, Garland-

Thomson (2002) explains that images of disabled fashion models in the media could 

transform traditional categories and beliefs because commercial visual media is the most 

extensive and powerful source of images.  She further argues: 

Images of disabled fashion models enable people with disabilities, especially those 

who acquire impairments as adults, to imagine themselves as a part of the ordinary, 

albeit consumerist, world rather than as a special class of excluded untouchables and 

unviewables. Images of impairment as a familiar, even mundane, experience in the 

lives of seemingly successful, happy, well-adjusted people can reduce the identifying 

against oneself that is the overwhelming effect of oppressive and discriminatory 

attitudes toward people with disabilities. (Garland-Thomson, 2002, p. 25) 

 Academic tolerance, according to Garland-Thomson (2002) means employing 

methodology which accepts internal conflict and contradiction.  

This method asks difficult questions, but accepts provisional answers. This method 

recognizes the power of identity, at the same time that it reveals identity as a fiction. 

This method both seeks equality, and it claims difference. This method allows us to 

teach with authority at the same time that we reject notions of pedagogical mastery. 

This method establishes institutional presences even while it acknowledges the 

limitations of institutions. This method validates the personal but implements 

disinterested inquiry. This method both writes new stories and recovers traditional 

ones. (Garland-Thomson, 2002, p. 28) 

I employed academic tolerance elsewhere in this thesis by comparing the view from 

participants with disabilities and carers, as well as by employing western theory and eastern 

concepts.  

In this chapter, I will write about two Japanese organizations, called Whitehands and 

Noir, which provide ejaculation assistance.  Whitehands provides masturbation assistance to 
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males with severe physical disabilities who cannot ejaculate by themselves due to paralysis or 

contracture of limbs, such as muscular dystrophy, cerebral palsy, or neurological disease 

(ALS, SCD, SMA etc.), as a form of activism. Even though the practice of Whitehands does 

not apply to females with disabilities, Whitehands made waves in Japanese society and raised 

awareness of the sexuality of people with disabilities in Japan.  

 In order to examine issues involved in exercising sexual agency, it was important to 

find out who or what was restricting that agency. This includes an examination of what kinds 

of ethical dilemmas have been experienced by the carers in this study, as it is often their 

decisions that allow or restrict the agency of people with physical disabilities in sexual matters. 

To this end, this chapter addresses the issue relating to sexual agency and the difficulty of 

accessing sex. First, I will examine the topic of assisting masturbation, a service supplied by 

Whitehands and Noir. Whitehands is more well-known and is often used as an example of how 

Japanese society views the act of assisting masturbation for people with physical disabilities. 

Along with that, I will examine the relationships and boundaries between caregivers or health 

professionals, and the people with physical disabilities they care for. I will contrast Whitehands 

with Noir, another organization that also provides masturbation assistance but with different 

policies and a different management philosophy. 

  In the second section of this chapter, I will explain the concept of barriers and 

supports, including differential access to sexual services for men and women.  

 

Medicalized pleasure and silenced desire; Assisting Masturbation   

First of all, I will describe both organizations and examine how their approaches are 

different. Introducing these differences provides some context for this research and also helps 

me explain my data.  These organizations are often discussed in the context of how to support 

the sexual needs of people with disabilities. In a recent work, Kusayama, who does research on 

the sexuality of people with disabilities, and Kaname, who is an activist sex worker, presented 

and wrote a disquisition about those organizations’ different approach towards sexuality of 

people with disabilities at a disability studies conference held in Japan in October 2017. 

However, their presentation and the disquisition did not have any empirical data. My findings 

introduced in this chapter turned out to provide empirical data which supports their opinions.  

Specifically, I asked both people with physical disabilities and carers about their opinions on 
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masturbation assistance, using Whitehands as an example. I will first introduce those two 

organizations and the controversial nature of their practice.  

Whitehands is a Japanese organization which has a stated mission of “creating a new 

sexual public”. Whitehands was established in 2008 by Sakazume, an able-bodied male.  

Whitehands became a generally incorporated association in 2011. Due to  the difficulty of 

determining whether this organization is categorized as a social welfare organization or as part 

of the sex industry, the organization is officially registered as both (Sakazume, 2012). 

 The organization’s name “Whitehands” is intended by its founder to mean “innocence”, 

and the organization “aims to create a society where all people can enjoy sexual rights and 

maintain sexual health throughout their lives” (Whitehands, 2008a). Whitehands offers 

“ejaculation assistance”, only for males with severe physical disabilities who cannot ejaculate 

by themselves due to conditions like paralysis or contracture of limbs (Whitehands, 2008a). 

Besides offering ejaculation assistance directly, Whitehands is active in bringing attention to 

and advocating for the sexual rights of people with disabilities, including, for example, 

submitting proposals to the Japanese Ministry of Health, Labour and Welfare. These various 

activities of Whitehands were widely covered by various media, and the organization obtained 

a lot of attention for their ejaculation assistance services locally and internationally. For 

example, CNN, Playboy, and the major TV news and newspapers in Japan all wrote about 

Whitehands (Whitehands, 2008b), and Sakazume is often invited to as a guest speaker in 

academic settings (Whitehands, n.d.). Asahi (2008) portrayed the activity of Whitehands as 

challenging the societal view that “people with disabilities are asexual”, and noted that their 

ejaculation assistance can be understood in the context of human rights or normalization 

(Asahi, 2008b).   

The other organization, “Noir”, is a non-profit organization founded in 2004 by 

Kumashino, a man with cerebral palsy. The approach of “Noir” is more centred on people with 

disabilities and their views. Noir consults with an occupational therapist before assisting a 

client, and together they make a plan specific to each client; part of this consultation involves 

finding ways in which each client might be able to masturbate on their own, and will provide 

masturbation assistance to those who cannot (Noir, 2018a). Since Noir takes the stance that 

they are “acting as a part of the customer’s hands”, the assistance is conducted basically by 

assistants who are the same sex as their clients (Noir, 2018b). For this reason, Noir does not 

accept requests for “opposite sex assistance” though they claim to consider the possibility that 
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the client has a “gender identity disorder”. (This is a literal translation of the accepted Japanese 

term, which the Japanese would define as occurring when the “sex of the body” and the “sex 

of the mind” do not match.) It could be seen that while Whitehands has been expanding its 

scope from the sexuality of people with disabilities to issues of sexuality more broadly, which 

has brought them greater media exposure, Noir has stayed with their original focus on the 

sexuality specifically of people with physical disabilities.  

The ejaculation assistance provided by Whitehands has recently sparked some debate 

in Japanese society, centered around the procedures and rules for providing ejaculation 

assistance. For example, their customers are “prohibited from touching the body of the care 

staff, requesting any undressing, or making obscene remarks which might make the care staff 

uncomfortable” (Sakazume, 2008). Furthermore, Whitehands also prohibits customers from 

viewing pornographic videos or print material while receiving the ejaculation assistance, since 

such assistance is a “nursing care activity” intended to prevent problems stemming from the 

disuse of sexual functions. As a health management service, therefore, ejaculation assistance 

should solely rely on the stimulation of the genitals by the hands of care staff (Whitehands, 

2008).  

Sakazume also thought about establishing the same nursing care activity for females 

with disabilities with the same purpose, but has said that the method of determining what 

amount of masturbation is sufficient to prevent the decrease of sexual function would not be 

whether the client reached an orgasm or not but whether at least a moderate amount of vaginal 

fluid was secreted (though Whitehands admits that they have not yet determined an exact 

amount) (Sakazume, 2008). However, according to Kusayama’s presentation at a disability 

conference in 2017 regarding the comparison of these two organizations (Whitehands and 

Noir), he stated in his handout that “so far, there seems to be no further information about 

assisting females with disabilities” (Kusayama, 2017). (Further information will be discussed 

later in this chapter, in the section titled “Silenced Desire”).  

The same-sex caregiver principle 

The disability field in Japan widely adheres to the “same-sex caregiver principle” in 

order to prevent sexual abuse from male caregivers to females with disabilities, as well as in 

consideration of the dignity of people with disabilities (Ministry of Health, Labour and 

Welfare, 2018). This has led Kusayama (2017) to question why Whitehands allows customers 

to choose the sex of their care staff; if they provide ejaculation assistance supposedly as a 
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“nursing care activity” then according to the “same-sex caregiver principle” the care staff 

should be the same sex as the client.  Although this is not a law, Yokosuka (2001) has noted 

that the tendency to follow the principle is strong in the context of the disability movement. 

Yokosuka continues that the reason why assigning an opposite-sex caregiver is considered 

‘taboo’ is because it introduces a sexual meaning into nursing care. In other words, it too closely 

resembles a sexual act. In order to avoid that, carers should remind themselves that “this is not 

a sexual service but a nursing care service” when touching the genitals of the person who is 

being cared for, even if this means regarding the person who is receiving care as an ‘object’ in 

order to omit any sexual meaning, or treat the person who is being cared as ‘elderly’ or as a 

‘child’ since there is a common belief in the society which consider elderly and children as 

non-sexual (Yokosuka. 2001). However, this perception of opposite-sex caregivers as ‘taboo’ 

came from an assumption that all people are heterosexual. In the end, Yokosuka brought up 

that, in cases in which the person who is being cared for is LGBTQ, or intersex, probably it 

would be no use to even argue about whether a same-sex caregiver is appropriate (Yokosuka, 

2001). Kusayama (2017) has furthermore stated that masturbation assistance should take into 

account sexual orientations such as homosexual or bisexual. Similarly, Kaname stated that the 

concept of “Same sex caregiver” should be based on sexual orientation. (Kaname, 2018). The 

definition of sexual “orientation” in Japan used to be based on the gender of one’s preferred 

partner, such as gay, straight, or bisexual (Ministry of Justice, 2014). However, when those 

sexual orientations come into play, where should the Japanese put a base-line of what is 

considered to be “same sex”? For these reasons, it can be confusing when people simply use 

the term “同性 (dōsei-kaigo) 介助 (kai-jo)” to mean “same-sex assistance”, because it is not 

clear whether the “same sex” is determined according to sex of the body, or sex of the mind. I 

sent a query about this to the Japan National Assembly of Disabled People International (DPI-

Japan). Their response was first to point out that “the same-sex caregiver principal is not a 

requisite principle of nursing care assistance” but that, when the term is used, “it means the sex 

of the body” (and is thus limited to only either “male” or “female”).  

In any case, although Whitehands allows customers to choose their caregiver, only 

female staff members have been hired so far; those female caregivers are sent to males with 

severe physical disabilities (Kusayama, 2017) while, from the traditional, accepted viewpoint 

of nursing care discussed above, a male caregiver should be sent to male customers. Given this 

controversial context, in the questionnaire I provided my participants with the statement below: 
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Some males with disability consider masturbation to be a reasonable request and 

something that needs to be supported by caregivers, whereas some females with 

disability think caregivers do need to assist basic needs such as undressing, personal 

hygiene, etc., but not masturbation needs 

Then I asked, “Do you think asking a caregiver to assist with masturbation is a 

reasonable request?” 

Although I did not mention Whitehands by name in my questionnaire, when it came to 

interviews, most participants, both male and female, made the connection to Whitehands on 

their own when hearing the statement above. Some participants asked me “Oh, this is about 

Whitehands isn’t it?” and I ended up responding “Yes”. Due to the media exposure of 

Whitehands, it was easy for me to engage with my participants on this question rather than put 

them in the situation of “I have never thought about this question before”. However, in the 

interviews, directly asking “What do you think about Whitehands? Would you like to use their 

service?” revealed some points of contention between people with physical disabilities and 

societal perception regarding masturbation assistance, as well as some gender differences 

among people with disabilities.  

Medicalized pleasure 

Most of the participants disagree with the way that Whitehands provides service due to 

the ejaculation assistance policies of that organization. 

I wonder; assisting sex, or assisting ejaculation, is this what people with physical 

disabilities really want? I think masturbation involves interaction with people, and the 

feeling of realizing that I am a male…through interacting with a person of the opposite 

sex. (Hiro, male, Congenital multiple arthrogryposis) 

If everything were treated as if it were just [toilet] elimination, I would go crazy. I want 

to be excited… in the end, I feel that assistance is just calming down the people with 

physical disabilities who have sexual desires, but it does not involve excitement. (Mune, 

male, cervical cord injury)  

Most of my participants shared the opinion that Whitehands’ policies aim to treat 

masturbation assistance in a clinical, detached way, just like elimination (toilet) assistance, and 

they do not want ejaculation to be treated that way; taking the excitement out of eroticism and 

treating it as if it were a medical treatment. Invoking Foucault’s concept of ‘governmentality’, 

which regulates and manages the lives of others (Gilbert & Powell, 2010), the ejaculation 

assistance of Whitehands could be interpreted as managing the ejaculation of people with 
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disabilities in the form of medical treatment. The only narrative which was supportive of 

ejaculation assistance was from K.I. However, K.I. explained to me the necessity of 

Whitehands’ service from the medical point of view.  

I would not use that service (refers to Whitehands) …but if you don’t ejaculate, it is 

not good for your health and so when considering the medical aspect, it [ejaculation 

assistance] might be necessary. I do not feel any enjoyment, though. (K.I, Male, 

muscular dystrophy) 

K.I. thought this ejaculation assistance would be necessary as a medical treatment because it 

causes him “stomachaches” and “irritation” if he does not ejaculate after a certain period of 

time.  

When thinking about how Whitehands has been obtaining societal attention via their 

media exposure, and advertising their form of care as helping create a “new sexual public”, 

Whitehands seems to have greater recognition than Noir among my participants. In Foucault's 

terms, “Even though the knowledge which is produced from this technology may or may not 

be true, the technology is effective in producing what is considered as truth” (McHoul & 

Grace, 1998). Whitehands’ discourse is becoming dominant in Japanese society by 

employing media (technology) and is coming to have power. However, the remarks above 

from my participants highlight the differences between the discourse of Whitehands, the 

media’s discourse concerning the sexuality of people with physical disabilities, and the 

diverse views by male participants with physical disabilities of their own sexuality. 

Furthermore, Kaname (2018) argues that Whitehands’ fame might be evidence of how 

Japanese society discriminates against people with disabilities. 

Bodies that do not fit the “medicalized pleasure” model 

There were also minority remarks among male participants regarding the issue of what 

kind of body is “normal”. One male participant, Ajase, has a spinal cord injury due to an 

accident such that he cannot ejaculate.  However, he once had a feeling of wanting to ejaculate, 

and he consulted with his urologist doctor. According to Ajase, the doctor told him “Even if 

you cannot ejaculate, it does not mean you will die”. When he shared this story, he gave me a 

bitter smile and said: 

Well, if I forcibly try to ejaculate, because I think it is not a normal thing to do for my 

body, it will probably cause some pain. I know someone who has a spinal injury too, 

and he seems to be able to ejaculate. However, he once told me that “It hurts my 
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head. I thought my head would break.” When I heard that (laugh) I thought it would 

be horrible.  

He continued to explain that, although ejaculation is supposed to feel good, if ejaculation causes 

the opposite effect, an acute pain, he thought it would be “outrageous”.   

People with disabilities often experience being seen by mainstream society as non-

sexual and less attractive, regardless of the severity of their impairment. This is because they 

are not “fit” enough compared to the normative standard (Shakespeare, Gillespie-Sells, & 

Davies, 1996). Furthermore, Shuttleworth (2012) stated that although some impairments may 

impact “sexual functioning”, this functioning is centred on heteronormatively framed, orgasm-

oriented sex without professional assistance (Shuttleworth, 2012). Ajase’s remark above is a 

remark challenging the practice of Whitehands. His remark also shows that even within the 

community of people with spinal cord injuries, there are people who can ejaculate and those 

who cannot, which means that the same category of disability does not always indicate people 

who function in the same way. By looking at narratives produced through different types of 

bodies, it would be a concern if only one discourse, “ejaculation is the correct way to maintain 

sexual function,” became standard, as it would pressure those people who do not fit in that 

framework. In this sense, ejaculation assistance might not be as necessary for some people as 

for others in order to maintain sexual functioning. Kusayama (2017) argues that if there is no 

evidence which shows a correlation between the frequency of ejaculation (or in females, the 

amount of vaginal fluid) and maintaining sexual function, such assistance would be considered 

medically suspect; and as this project has shown, it cannot possibly apply to all people, even if 

there are some who do seem to need it (Kusayama, 2017). Moreover, since the traditional model 

of sexual response is genital-focused (Tepper, 2000) and centred on orgasm (Liddiard, 2014b), 

it does not always match the bodies of people with physical disabilities. One obstacle to 

respecting minority narratives is that mainstream society often does not recognize that sex is 

more than intercourse and that it could be performed in different ways (Bahner, 2012). 

 I am not intending to weigh in on which organization is better (Whitehands or Noir); 

in fact, the cases above show the danger in choosing one approach as the dominant, in that any 

dominant discourse would diminish the voices of those who do not fit in the dominant 

framework.  As I wrote in Chapter 2 (in the subsection “Japan, a patriarchal society sustained 

by solidarity”), Matsuzawa’s argument about how the Japanese belief that everyone should be 

the same would bring the segregation and silencing of the voices of people who do not fit in 
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the dominant discourse (Matsuzawa, 2011). Also, this case—the narratives supporting 

Whitehands—is an example of a medical commitment to healing which, when coupled with 

interventions that control outcomes, has shifted toward an intention to regulate the deviant 

bodies (Garland-thomson, 2018).  Many of my participants, both male and female, did not 

completely deny the potential need for ejaculation assistance, using the expressions like “It 

really depends on the individual” or “probably some people might need this”. It seems that 

since each body is different, there might not be a single correct answer just as there is no 

standard normal body, so that any narratives need to be respected.  

“A female is a complicated being”; Female Opinions about Whitehands 

Another stated aim of my study was to explore how females with disabilities obtain 

sexual satisfaction. I gathered the opinions of females with disabilities regarding their views of 

Whitehands’ approach because I wondered why there are seemingly no females with 

disabilities willing to use this service. Sakazume (the founder of Whitehands) has published a 

book in which he answers a question posed by an audience member during one of his talks. 

The question was:  “Why does Whitehands not provide a service for females?” His response 

was that, unlike males whose climax can be easily seen (as ejaculation), with females it is hard 

to set a guideline. He went on to say that, “probably females can masturbate without using 

other people's hands, such that it would not be worth the trouble of asking strangers to help 

them by paying money and putting up with feelings of embarrassment” (Sakazume, 2012). He 

continued by pointing out that Whitehands has not received any requests for masturbation 

assistance from females, and he suspects that the reason is either that females with disabilities 

are suffering too much to raise their voices, or that they are not suffering at all. He added that 

it is only the people around them who are complaining about unequal treatment on the part of 

Whitehands. He concluded that: “Regarding the sexuality of females with disabilities, I think 

supporting it for a pregnancy and childbirth, and to protect them from sexual violence, are the 

priority issues for them” (Sakazume, 2012). However, this is still an opinion from an able-

bodied male, and I have not yet heard a counter-argument from any female with disabilities. 

For this reason, I explored the voices of females with disabilities. 

When I asked, “Would you like to use Whitehands?”, the majority of female 

participants with disabilities told me “No”. The reasons were various but can be broadly 

categorized into three themes, the first two of which are represented well by the following 

quotations: 
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I do not want to be touched by someone whom I do not like. I ‘feel’ in my head and I 

can feel pleasure by the fact that I am touched by the one whom I like. (S.T. woman, 

Visual impairment) 

The part where women “feel” is complicated. Pleasure is created by the integration of 

a real affection, the atmosphere, and so on. Since a female is a complicated being, I 

think this cannot be a business for females. (Zero, woman, progressive disability) 

The third reason included responses such as, simply, “That is not for me” or, “I would 

not use that kind of service”. Reasons like these were provided by a majority of female 

participants with disabilities. It seems that what pleasure means to females is complicated and 

involves many factors such as the place, the atmosphere, whom they want to be assisted by, 

and so on. For this reason, the pleasure of females with disabilities, and the issues that arise 

with assisted masturbation of females, cannot be easily compared to those of males with 

physical disabilities.  

Liddiard (2014b) argues that as a result of having a unique body, people with disabilities 

might be able to open new possibilities of pleasure, which are more flexible and adaptive to 

their conditions and specific needs (Liddiard, 2014b). In Japanese literature, Minakawa (2010) 

reported that people with visual impairment are able to feel sexual pleasure through physical 

sensation and verbal communication. However, none of the female participants I interviewed 

denied the need for masturbation assistance among females with disabilities. Rather, those 

participants told me that there should be no differences between males with disabilities and 

females with disabilities regarding those needs. However, they also stated that this need might 

also depend on the individual, and especially on whether their sexual desire is strong or not. 

Akira, a transgendered person with left paralysis, a speech impediment, and higher brain 

dysfunction, commented via the questionnaire that “the form of the assistance provided by 

Whitehands is targeted only for males with disabilities, and they still lack a method or know-

how to understand the needs of females with disability”. The service provided by Whitehands 

is male-centric therefore it does not fit the needs of females with disabilities. For this reason, 

no female would ask for the service. Ueno (2017) commented during a conversation with the 

founder of Whitehands: “An ejaculation assistance service is a male-centered approach and 

created from a male point of view. Females would not want to use this service”.  

Silenced desire 

Female participants also explained that they feel embarrassed when expressing sexual 

desires and, in some cases, they thought it would be much easier for males to talk about those 
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needs. When I asked, “Would you like to use the service from Whitehands?” one participant 

responded to me, “I have met many people with disabilities these past years…” and she 

continued: 

I think it would be easy to talk openly (about masturbation assistance) for males. But I 

do think there are needs for females with disabilities as well… (Haruna, woman, 

osteogenesis imperfecta) 

Another example was a remark from Makanani, a woman with Spina Bifida and 

Scoliosis. Although I wished I could have conducted this interview in a more private space 

(like a karaoke box), due to time constraints this interview was scheduled for a short time period 

at night during heavy rain, so that I did not want to cause trouble for a wheelchair user to have 

to go outside. The only place I could find was a café in a shopping centre building connected 

to a train station. The music in the café was loud, but nonetheless I noticed that the girls sitting 

next to our table seemed curious about our conversation, so I asked to change our seats to the 

innermost table. Our conversation began from the work of the participant while we were eating 

dinner together. While sipping coffee I began to question her; starting from her experiences 

while growing up. We discussed her schooling and her parents, sometimes laughing together, 

and moved to the question of masturbation assistance. When I asked her willingness to be 

assisted, she did not answer. Instead, I asked her a gender-based question, “Do you think there 

are any differences between males and females in terms of willingness [to pursue masturbation 

aid]?”. She answered “yes”, and added that probably males have more desire, and then the 

conversation continued as below:  

Etsuko: How about for females? 

Makanani: Well... it’s about whether it is possible to express it or not.  

Etsuko: …whether it is possible to express it or not? Do you think it [the desire for 

masturbation assistance] exists for females? 

Makanani: I think so but… 

Etsuko: and, a desire to be assisted? 

Makanani:…Yes. But even with that, to put [those desires] in words, well, for a woman 

in contemporary Japan, it is hard to express that. Then, I think, when there are 

disabilities, it becomes even more difficult to express it. 

Etsuko: (Nodding). So, it does not mean that there are no needs, but that [those females] 

cannot express it. 
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Makanani: Yes. 

Etsuko: Does this mean… a feeling of embarrassment… or something like that? 

Makanani: I think so. But well…I am not sure.  

The Japanese language is a contextual language and it has a tendency to skip the 

grammatical subject. In other words, both of the people in a conversation understand the subject 

from the context without actually saying it (Ravina, n.d.). However, when talking about sexual 

needs, especially in an interview held in a café as this one was, it turned out to be more difficult. 

Even when I discussed with males, like Show, Ajase, Mune, or King, who told me it would be 

normal to talk about this topic in a café, initially I sometimes even felt the way people looked 

at us, felt it like a physical pain in my body, whenever my participant’s voice started to get 

louder. I could see my participant was passionate about this topic and I did not want them to 

feel uncomfortable sharing their thoughts. However, when it came to the conversation with 

females, like Makanani, and Lina, (woman occupational therapist), although we did not talk 

loudly in the café, it was clear that even by sight, people were full of curiosity.  The brackets 

in the passage above indicate places where the information was expressed by pronouns like “it” 

or “this” or was simply omitted (and assumed from context), and those often turned out to be 

the parts which dealt directly with “desire” or “willingness”. It could be due to the characteristic 

of the Japanese language, but at the same time it might be due to Japanese society which 

considers discussing sexuality topics to be taboo (Akazawa, 2011).  

When I attended a seminar regarding pornography and heard a talk from a female “Pink 

Movie”2 director; one of the remarks she made was, “We tend to say ‘it’ or ‘this’ or ‘that’ when 

we talk about sexual things such as vagina, penis, and having sex, etc. This tendency is evidence 

of how it is considered bad to talk about those subjects in society. How is it we can discuss 

about those things just even though we only express them as ‘it’ or ‘this’ or ‘that’?” (Hamano, 

2016) In her talk, she expressed clearly the words “vagina” or “penis”, or “having sex”, and 

the same things happened in this interview. Within a “male-dominant” societal context (Ryall, 

2018) as the participant commented above, for females it might be harder to express those 

desires than for males due to embarrassment, and even harder if they have disabilities.  

                                                           
2 “Pink Movie” is a genre of film, released in theatres, which is pornographic in nature, but which does 

not show genital penetration.  People appearing in “pink movies” are expected to be talented actors and 

actresses, such that some mainstream actors and actresses have used “pink movie” releases as a stepping stone 

in their careers. 
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Matsunami (2005) discussed the risk of being seen as “deviant” (in this case, meaning 

“not fitting the norms of femininity”) when women become openly sexual. Matsunami also 

introduced an episode in which a female with disabilities said that she does not need to know 

those pleasures because her hand does not move. Matsunami also discussed her experience as 

a caregiver of females with disabilities, and even the masturbation assistance of females with 

disabilities would be considered unthinkable, and the topic of whether the caregiver should 

support those needs would not even be considered for discussion. In the end, she concludes 

that the only way for females with disabilities to be recognized as being sexual might be in 

marriage (Matsunami, 2005a). In my data, half of the caregiver participants said that they think 

it is hard to discuss sexuality issues in contemporary Japan, and although there are females with 

disabilities who bring in their boyfriend and have a sexual relationship with them, it might be 

still hard especially for females with disabilities to express their sexual desires. Furthermore, 

my participants’ view that it is harder for females to express sexual desires than males due to 

embarrassment, and even harder if they have disabilities, recalls the concepts introduced by 

Fine, in her article “Sexuality, schooling, and adolescent females: The missing discourse of 

desire” (1988), argues that although inclusion of desire in sexual discourse serves to empower 

young females to be sexual agents entitled to pleasure and therefore responsible for their own 

sexuality, those discourses are silenced systematically. She continues by stating that sexuality 

and reproductive struggles must be linked to fights for equity for disability rights (Fine, & 

McClelland, 2006).  

Who should accommodate masturbation assistance needs? 

In this section, I will discuss the participants’ responses apart from those regarding 

Whitehands. Since part of my research question also intends to explore how opinions on 

facilitation of sex vary by the gender of each person with disabilities and by type/severity of 

disability, I will explain those connections as well. 

The question was the same as described earlier; I provided my participants the same 

statement shown above, and asked: “Do you think asking a caregiver to assist with 

masturbation is a reasonable request?”  

Most participants with disabilities, both females and males, did not deny the necessity 

of masturbation assistance, especially when considering the possibility that some people with 
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disabilities might have paralysis. Below is a response from Yawara, a woman with Charcot-

Marie-Tooth disease: 

If there is an agreement between people with physical disabilities and caregivers, it 

would be a reasonable request. However, it might be better to have a specialized person 

to assist those needs. 

She responded that this depends on the relationship between the caregiver and the 

person with disabilities. However, she also suggested it should be separate from the daily duties 

of a caregiver, and probably better to have a third person to assist those requests. A similar 

response was given by a male respondent, Ken, who has achondroplasia, as below:  

There are people that think a caregiver should do anything for their client, but I think 

the caregiver also has human rights and asking caregivers to do those things is ignoring 

their human rights. 

As the remark from Ken shows, when asked who should fulfil this request, most 

answered that a caregiver would not be expected to, unless there was an agreement or trust 

between them and their patient. Furthermore, many participants also thought about the 

caregiver’s rights, and suggested that we cannot force caregivers to do it. Regarding facilitation 

of sex, most participants suggested that a sex worker or therapist might be the best person to 

assist. Only one female with physical disabilities agreed that caregivers should provide 

masturbation assistance, and commented: 

The caregiver should be the one to support what people with disabilities need and want 

(Tomo, woman, visual impairment) 

Since this response came from an on-line questionnaire, there was no way to ask this 

participant for any further information, like to what extent the caregiver should be involved in 

this assistance. However, it seems there are some people with disabilities who think caregivers 

should act as their hands and feet, facilitating everything that the person with disabilities cannot 

do by themselves, which might include masturbation. 

However, at the same time, there are males with disabilities who told me that if their 

condition became worse, (for example, if they lost movement of their hands), they would either 

rely on devices or give up their sexual desire. I introduce the comment of one of those 

participants here: 

No, I will quit, I will give up. I do not want to do it by asking for help. It would definitely 

be better to do it by myself. For me, I think the time when you ask for somebody to help 
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(to assist masturbation), that’s the end of your life…but you know, it depends on the 

person.” (Seiji, male with cerebral palsy) 

Those participants think masturbation is a private activity, and is something they should 

request of a caregiver. However, so far, Seiji’s body is capable enough such that he can take 

care of masturbation by himself therefore it might be hard to imagine how it would be if his 

situation were different.  Later, in the “negotiation points” section, I will introduce the case of 

a participant whose hand has paralysis and who is having a hard time masturbating by himself.  

If gender differences are involved, is it still “nursing care”? 

Other comments from participants made it clear that, even if devices are used to assist 

masturbation, instead of a human assistant, there is still the issue of who should set up those 

devices. Some males with disabilities in the study did not want to be assisted by male 

caregivers, even just for setting up a device. Instead, they preferred to be assisted by a female 

caregiver, for example:  

I prefer a female caregiver to set up because there is no possibility to show your thing 

[penis] to a man unless you are homosexual. There would be no possibility to be seen 

or touched by a male [unless you are homosexual.] This is why I feel disgust (Mune, 

male, cervical cord injury) 

However, most female participants with disabilities do not feel that a caregiver should 

assist those needs, regardless of gender. 

I feel like masturbation assistance has a stronger sense of sexual assistance than 

caregiving work.  Since most of the workers in the nursing care industry are female, I 

think making those requests to female caregivers is unacceptable. I think those people 

who need such a service should ask a more professional person, for example a sex 

worker (Zero, woman, progressive disabilities) 

The comment below from Mr. N, a male with heart disease, summarizes the argument: 

When we ask for another gender, is it going to be an ‘entertainment’? And if we ask 

for a same-sex caregiver, then is this going to be nursing care? And if it’s an 

entertainment, probably using public money is not allowed. 

This argument poses a question of gender and content: does the gender determine what 

is considered “nursing care” versus “entertainment”? Or does the content of the activity itself 

make that determination? According to the Japanese Act on Control and Improvement of the 

Amusement Business, in order to be recognized as a sexual service provider, the requirement 

is providing the service “according to the sexual interest of an opposite-sex customer” (E-

Government, 2017). In this sense, the restrictions that the Act places on sex work seem to only 
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apply to heterosexual relationships. Furthermore, the Prostitution Prevention Law defines sex 

exclusively as vaginal intercourse. As long as participants avoid vaginal intercourse, other paid 

sexual acts are not illegal (Nakasatomi, 2011). Partly due to the confusion caused by the 

heteronormative nature of these laws, some males with disabilities reported that they might 

need somebody other than their daily caregiver(s) to set up those devices, not only because it 

is a difficult request, but also because people in power—likely able-bodied people—would 

think that masturbation assistance should not be supported by public money. This argument 

would be similar to the way some educational policies reinforce the invisibility and silence of 

non-heterosexualities, by illustrating the complexities of those regulations, which intersect with 

personal, political and professional influences and agendas (Ferfolja, 2007). 

Negotiation points 

During the interview, several narratives came up regarding the notion of privacy: how 

much should a caregiver be involved in masturbation assistance if the person they provide care 

for cannot do it alone? With regards to assisting masturbation, both females with disabilities 

and males with disabilities suggested using devices to assist masturbation to use by themselves 

as well as for others. The remark below came up when I interviewed S.B.B., a male with 

cerebral palsy, at a karaoke box. He participated in this interview via the picture method, and 

one picture he brought me was of a person who is trying to place an artificial vagina onto his 

penis, titled “Just placing it is enough”. I asked him about the meaning of this picture. 

According to him, he has paralysis in his hand, so it is difficult to place the artificial vagina 

(which is slippery due to the lotion inside) onto his penis, and while struggling to place it, his 

penis loses its erection.   

I use an artificial vagina, but it is too slippery, and I have a hard time to place it… it 

would be helpful if somebody could just help me get it in place. This is enough—or 

setting up a vibrator and leaving me alone. 

S.B.B’s remark may bring up the question of to what extent masturbation assistance should be 

considered not an enjoyment but as necessary assistance. Should those people who need 

assistance due to paralysis ask for a sex worker assist them—and pay a high amount of money? 

Or is it reasonable for masturbation to be treated as a need, with the expectation of daily 

assistance and covered by public money? As I explained before, the Noir assigns an 

occupational therapist to intervene and to try to help people with physical disabilities to be able 

to masturbate by themselves (Kaname, 2018; Kusayama, 2017). However, they charge around 
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4,800 yen (around NZD$60-$70) for a session. Should public money be used for those 

services? In the argument regarding whether public money should be used to help people with 

disabilities to access sexual services or not, Yuuki (2018) argues that  

Any problems regarding sexuality are considered private matters in Japan. For this 

reason, the majority of people think it would not be appropriate to respond to such 

private areas by using premiums from nursing care insurance, or taxes. Instead, the 

majority of people think that such private matters should be handled in non-public 

spaces such as by families or community volunteers. Even though in Japanese society 

the issues regarding sexuality become a considerable market behind the scenes, sexual 

needs are not widely recognized as individual needs by Japanese society (Yuuki, 

2018, p. 166) 

 When I asked the question about facilitation of sex, King answered as below. His answer 

offered another way to see the issues of how to assist an individual in masturbation. 

Regarding masturbation, before arguing about how much the caregivers should be 

involved in the sexual acts, I think it might be better to explore the possibility of the 

assisting device. For example, whether it is possible to create an assisting device to put 

a condom on, etc... probably, after fully exploring those possibilities, then, there might 

be a need for a person to assist. For example, to prepare or to clean up the device etc. 

In the current situation, people talk about assistance [by caregivers] before exploring 

assisting devices. Assisting devices should come first. (King, male, Cerebral Palsy) 

King was talking about the importance of relying on devices to help those people to 

masturbate, rather than asking the third person.  

Caregivers’ opinions: declining to assist 

In this section, I will write about the responses from carer. For carer, I asked two 

different questions. The first was about facilitation of sex and the second one was about 

masturbation assistance in order to explore the opinions of caregivers. 

First, I provided my participants the statement below: 

Facilitation of sex could mean a variety of things depending on the individual. For 

example, negotiating the price of a sex worker, facilitating sexual intercourse between 

individuals, or assisting masturbation. 

I then asked: “Thinking about the statement above, do you think facilitation of sex should be 

made available to people with disabilities?”  

Thirty out of the 50 carers surveyed (caregivers, health professionals, special education 

teachers, etc) stated that some form of facilitation of sex is necessary because they think people 
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with physical disabilities also have sexual desires, the same as able-bodied people, or because 

they are aware of people with disabilities who need assistance to go to a sex worker.  

In order to break down the concept of facilitation of sex, and explore the limitations of 

the caregiver, I provided the statement below:  

Some males with disability consider masturbation to be a reasonable request and 

something that needs to be supported by caregivers, whereas some females with 

disability think caregivers do need to assist basic needs such as undressing, personal 

hygiene, etc., but not masturbation needs. 

I then asked: “When you think about whether you would allow or support a person with 

disability to engage in ASSISTED MASTURBATION, what kind of factors play a role in your 

decision along with some choices?”. The comments below were made in the survey in response 

to the question above: 

I would quit my caregiving job because this assisting masturbation request would cause 

stress  

I think this is something they do not want to ask from somebody who is involved in their 

support on a daily basis. 

There is a risk of relationship change by participating in the sexual acts with a client 

of the opposite sex. 

When it comes to masturbation assistance, only 3 out of the 50 clearly stated in the 

column that masturbation assistance was an unnecessary request. The carer surveyed stated that 

they worried about changing the relationship they had with their client by stepping into sexual 

activity. The following remarks from Show, the manager of a “delivery health” service 

(essentially a sex-worker outcall service), highlights the dilemma between people with physical 

disabilities and caregivers.  

Show: I do not think people with physical disabilities need masturbation assistance 

from caregivers…I think that it will definitely come up as a dilemma if I do not want to 

treat this person as a caregiver but as my lover. Those who are assisting those needs 

cannot accept sexual things and still be caregivers. I think it probably will lead to stress, 

by thinking “I am a caregiver, but how ethical is it?”. I think that those people feel 

stressed that they will not be considered a caregiver. 

 Show’s remark highlights the ethical dilemma of both caregivers and people with 

physical disabilities. There is no consensus on whether people providing masturbation 

assistance are truly considered caregivers or not, nor for that matter about whether masturbation 

assistance should fall under a caregiver's required duties. Show's comments also bring up 
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underlying fears that masturbation assistance might be unhealthy for the provider if their 

relationship with their client is not well-defined. Some carers and people with physical 

disabilities suggest that hiring an outcall sex-worker to meet these needs clarifies this 

relationship. Who should assist those needs—caregivers, lovers, or sex-workers—and should 

such services be covered by public money?3 

I also interviewed a caregiver who owns an organization that sends caregivers to people 

with disabilities. He reported a case of assisting masturbation by using a device: 

Kumahiroshi: As for me, I do not want to restrict the life of the client even though I 

cannot force the caregiver to do things which are really hard for the caregiver.  

Etsuko: Do you think it depends on the individual rather than the gender of the 

caregiver?  

Kumahiroshi: I think so. Some caregivers are really reluctant about sexuality. There 

are clients who requested masturbation assistance…of course, even myself, it would be 

difficult and there would be a feeling of resistance if the caregiver had to use their hand. 

But something like this… please set up a vibrator and put on a video then come back in 

5 minutes later. So, then if he is finished, just go and clean it up. But there are caregivers 

who can do this, and some who cannot do this. 

 In this case, sexual assistance was provided by a male caregiver to his male client 

within the timeframe of daily care service. The conversation continued as below: 

Etsuko: Have you ever felt as if it is ethical to support those things? 

Kumahiroshi: Yes. If I would be asked what we are doing by the regional government 

administration, then, I would directly ask them a question “What should we do?” And, 

I think they would not have an answer.  

It is unlikely that there will be general public agreement about assisted masturbation, 

which brings about ethical concerns when using public tax money to fund it as a medical service, 

and again when requiring caregivers to provide that service as part of their regular care 

schedules.  Some individuals and organizations see this “borderline” status of assisted 

masturbation as a bigger problem than others, and in general, how to respond to requests for 

masturbation assistance has relied on the judgement of each caregiver. Moreover, since in the 

current regulations what is or is not considered sexual harassment is so poorly defined (Hibino, 

Ogino, & Inagaki, 2006), it seems hard to regulate or obligate masturbation assistance as 

                                                           
3 Most people in Japan who receive support services due to disability have their services managed 

under the Comprehensive Services and Supports for Persons with Disabilities Act. Pubic tax money is used to 

operate this system. 
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merely a “part of the job description” for daily-assistance caregivers, especially since it might 

lead to an increase in caregivers quitting their jobs at a time when Japan is already suffering 

from a lack of professional caregivers.  

 Conclusion   

It would seem that many of my participants with disabilities disagreed with the 

practice of Whitehands. The number of carers, on the other hand, who think some forms of 

facilitation of sex are necessary was 30 out of 50. However, not all of the remaining 20 

clearly stated that masturbation assistance is unnecessary; in fact, only 3 stated this directly. 

Comparing the views of people with physical disabilities and carers on facilitation of 

sex, there was some agreement between these two groups. Both groups brought up topics 

such as the necessity of facilitation of sex, and most agreed that a daily caregiver should not 

be the one to assist these needs. However, whether to assist or not depends on the agreement 

between each person with disabilities and their carer(s). Also, regarding masturbation 

assistance, both groups brought up the idea of using devices to help them instead of 

assistance by hand 

 However, there were also differences within each group. One of the interesting points 

of divergence among participants with disabilities was with regard to how to practice 

facilitation of sex. While men with disabilities preferred to be assisted by a woman, women 

with disabilities considered that this would involve a sexual meaning and therefore disagree. 

A similar phenomenon was seen among the carers. However, the discomfort with facilitation 

of sex did not as clearly correlate with gender.  The carers, like the participants with 

disabilities, agreed that most likely, the relationship between people with disabilities and 

carers matters, although responses covered a wide range of opinions.  

    When applying feminist disability theory’s concept of ‘activism’ in my study, it 

could be said that both Whitehands and Noir have been shaking up established categories and 

expectations, specifically the expectation that people with disabilities are non-sexual beings, 

by assisting masturbation needs. Although in this thesis I was only able to ask about opinions 

towards Whitehands, the way Whitehands’ practice ignores the needs of women with 

disabilities, as well as the way it seems to control a form of pleasure, were both disliked by 

participants. In other words, in those regards this activism does not create a venue to express 

sexual desire for people with disabilities. 
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However, based on my data on assisting masturbation, it can be seen that current social 

welfare policy, caregiver’s perceptions regarding sexual harassment, and the type/severity of 

disabilities all seem to create layers of complexity. We could also see, through participants’ 

narratives, some dynamics of Japanese society: how dominant discourses of masturbation 

assistance silence other voices by intersecting with an ableist, male-dominated, and 

heterosexual system.  

  



Chapter 10: The Body: Eugenics 

 

165 
 

Chapter 10. Notion of eugenics and disability (The Body: Eugenics) 

This chapter focuses on eugenics and explores whether historical notions of eugenics 

as related to disability still exist in Japan. This chapter employs concepts from Garland-

Thomson’s feminist disability theory, specifically one of the concepts which she categorized 

as ‘the body’(2002). Her concept of the body in this eugenics context examines how types of 

disabilities interrelate with gender roles expected by society to create the attitude that certain 

types of body should be eliminated.  

The concept of eugenics was created in 1883 by Francis Galton (Hubbard, 2006, p. 94). 

The theory was influenced by Darwin’s theory of evolution, especially the importance of 

heredity in the evolutionary process, and by Mendel’s research on the transmission of genetic 

traits over generations (Block, 2000). In the context of disability, “Darwin’s ideas serve to 

place disabled people along the wayside as evolutionary defectives to be surpassed by natural 

selection… eugenics became obsessed with the elimination of ‘defectives’” (Davis, 2006, p. 

7). Eugenics mainly focused on reproductive practices such as the practices of sterilization, 

contraception, segregation, and in extreme cases, euthanasia of people with disabilities (Levine 

& Bashford, 2012) in order “to improve the human stock and to remove genetic defects” 

(Davis, 2006, p. 236). There are two aspects to eugenics, ‘positive eugenics’ which encourages 

people with desirable traits to reproduce, and ‘negative eugenics’ which discourages people 

with undesirable traits from doing so. (Hubbard, 2006, p. 95). Garland-Thomson (2017a) 

explains that the purpose of eugenics is to excrete disability and people with disabilities from 

the world, based on the logic that “our world would be a better place if disability could be 

eliminated” (Garland-Thomson, 2017a, p. 53). She further interprets eugenics logic as follows:  

Eugenics is about controlling the future. It is the ideology and practice of controlling 

who reproduces, how they reproduce, and what they reproduce in the interest of 

controlling the composition of a particular citizenry. (Garland-Thomson, 2017a, p. 59) 

She explains the idea of manipulating a national citizenry resulted in controlling 

reproduction by employing the technological and legislative practices (Garland-Thomson, 

2012). However, disability and illness trouble the idea of controlling the future because being 

disabled or being ill is out of the expectation and control. “A world and life trajectory that is 

unpredictable or uncontrollable is anathema to our liberal modern ethic of self- determination, 
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design, and freedom” (Garland-Thomson, 2012, p. 351).  In other words, the contemporary 

world has an anxiety about the future, or events which are out of its control. 

The second interpretation of eugenics logic comes from empathy, which eventually 

leads to the idea of eliminating disability as a means of releasing people from suffering. 

Garland-Thomson (2012) argues “Empathy depends upon the experiences and imagination of 

the empathizer regarding another person, prejudices, limited understandings, and narrow 

experience can lead one person to project oversimplified or inaccurate assessments of life 

quality or suffering onto another person” (Garland-Thomson, 2012, p. 350). This empathy 

leads to the rationale for eugenics logic, which seeks to eliminate disability in order to prevent 

suffering (Garland-Thomson, 2012). However, if we imagine that living with disabilities is 

only suffering, and eliminate people with disabilities in the name of relieving suffering, it 

would be an “inability to tolerate or even witness in others what we fear that we cannot endure 

in our own lives” (Garland-Thomson, 2012, p. 350).  

Japan also has a history of sterilizing people with disabilities, similar to Germany and 

Denmark (Yatougo & Mizutani, 2005). Japan had eugenics legislation in place called the 

“Eugenic Protection Law” (EPL) from 1948 to 1996, the purpose of which was to inhibit 

‘inferior’ offspring (Abbamonte, 2018). The 1948 EPL authorized the involuntary sterilization 

of individuals for whom it was determined by a physician that sterilization was necessary “for 

the public interest, in order to prevent hereditary transmission of disease” (Tsuchiya, 1997). In 

cases where the patient in question was a minor or had a ‘mental weakness’, only the patient’s 

parents or legal guardian had a say in the decision, which would ultimately be given by the 

Eugenic Protection Commission (Abbamonte, 2018, Tsuchiya, 1997). In Japan, eugenics was 

also associated with hysterectomy surgery – institutions, parents, and doctors have decided on 

hysterectomy surgery for women with disabilities regardless of their consent due to reasons of 

“the difficulty of caring for a patient during menstruation”, “Unsuitability to be a parent”, and 

“avoidance of pregnancy due to a potential sexual assault” (Matsubara, 1997). The EPL did not 

include hysterectomy as a way to sterilize woman with disabilities, however, the reality was 

that the womb was taken illegally by physicians in order to stop menstruation (Tsuchiya, 1997). 

However, such physicians have been neither accused of nor punished for this illegal practice 

(Tsuchiya, 1997). Matsubara (1997) maintains that conducting hysterectomy surgery means to 

modify the body of people with disabilities in order for caregivers or society to be able to have 

control over the body of people with disabilities. Matsubara (1997) makes two further points: 
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First, one of the reasons for conducting hysterectomy is "to avoid pregnancy caused by sexual 

assault" which already reveals an assumption that woman with disabilities would be victims of 

sexual abuse. Second, Matsubara (1997) compared the number of eugenic surgeries between 

men and women and found huge discrepancies: for example, the total number of ‘eugenic 

surgeries’ (which includes able-bodied people) in 1993 was 22 for men and 4,948 for women  

(Matsubara, 1997). Similarly, the total number of eugenic surgeries between 1949 and 1996 in 

Tokyo, according to a recent release by the city government, was 1,403 for men and 11,968 for 

women (Tokyo Metropolitan Government, 2018). Matsubara (1997) argues that this 

phenomenon of placing all sexual and reproduction related blame into the body of women 

should be seen in the form of gender-based discrimination. In the Japanese case, more women 

with disabilities than men with disabilities were sterilized, as a result of being in the vulnerable 

position of being both a woman and disabled.  

As discussed in chapter three, dramatic progress against eugenics was made in 2018. 

The victims of the EPL sued the Japanese government in early 2018, and this movement has 

been spreading across the nation (Abbamonte, 2018). Due in part to this legal action, attention 

is now being paid to the generation which was affected by the EPL. This research therefore 

focused on the younger generation (participants ranging from 18 – 49 years of age) in order to 

investigate whether, and to what extent, there are still alternative practices which carry on the 

principles of eugenics in Japanese society. 

This chapter is organized into four sections. In the first section, I will discuss the 

eugenics discourse in terms of the ways in which people with disabilities observe the presence 

of eugenics attitudes in contemporary Japan. In the second section, I will examine people’s 

perceptions about whether eugenics practices are still being carried out.  In the third section of 

this chapter, I will explore eugenics perspectives that people with disabilities recognize within 

themselves, and how eugenics discourse becomes internalized by people with physical 

disabilities. In the final section, I discuss how eugenics concepts are seen in caregiving policies. 

Throughout these four sections, I explore societal perceptions and attitudes towards eugenics 

ideas and how they influence the sexuality of people with physical disabilities in contemporary 

Japan.  
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Eugenics discourse in society 

In this section, I will discuss how people with physical disabilities as well as their carers 

understand how eugenics discourse affects their lives. First, I will begin the discussion of how 

people with disabilities observe eugenics ideas in society.  

Eugenics perspectives observed by people with physical disabilities  

I have asked people with physical disabilities to what extent they think eugenics is still 

prevalent in Japanese society. I obtained a wide range of answers, which can be divided into 

four categories: 1) how people with disabilities are represented in society 2) that having 

disabilities means not being not chosen as a partner in a relationship; 3) people with disabilities 

are denied the right to marry; 4) and that people with disabilities are denied the right to become 

parents. I will address each of those four categories in turn, then about what eugenics-based 

practices people with physical disabilities have heard of or witnessed. 

How people with disabilities are represented in society 

First, let me begin by introducing comments from participants regarding how the 

societal image of people with disabilities is created by various media.  

I want people to stop making money from using people with disabilities as a theme of 

dramas or movies. Even if an able-bodied person plays the role of a person with 

disabilities, it does not convey the real life of people with disabilities. Real life can be 

learned by looking at the people with disabilities whom you meet in daily life. An 

arbitrary image such as [that people with disabilities are] poor beings is [created by]  

watching charity TV shows [without meeting with any actual people with disabilities]. 

(Yoshiko, woman, Hearing Impairment) 

The reason why people with disabilities are considered poor beings [by society in 

general] is because of the TV, Radio, and other media which give them [society] an 

absolute sense of superiority. I think that the image of people with disabilities such as, 

poor things, sorry, pitiful, etc. should be dispelled. (Akira, Trans Gendered person, left 

paralysis, speech impediment, and higher brain dysfunction) 

These comments explain not only how the media are creating the ‘poor’ image of people 

with disabilities but also how that ‘poor’ image gives able-bodied people a sense of superiority 

over people with disabilities. Eventually, these two participants also mentioned in their 

comments the mass killing of people with severe disabilities that occurred in Kanagawa in 2015, 

and how images of people with disabilities as ‘pitiful’ are associated with the notion of eugenics.  

This is seen in the comments of Uematsu, who would go on to be the killer in the Kanagawa 

incident.  A few months before the mass killing, he wrote to the Japanese government,  “I 
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envision a world where a person with multiple disabilities can be euthanized… when it is 

difficult for the person to carry out household and social activities… the disabled can only 

create misery” (Findlay, 2016).  

King, a male with cerebral palsy, also talks about the image of people with disabilities 

as ‘poor beings’ but from a different point of view: 

Etsuko: Do you think that the eugenics perspective still has influence in contemporary 

Japanese society? 

King: Yes, I think it still has a great impact on society. You know…by just having a 

child with disabilities…these mothers all being told “You poor thing!  I am so sorry for 

you…” by [other people]. And this is regardless of the degree of severity, or types of 

disabilities their children have… simply by having a child with ‘disabilities’… She is 

told “you are such a poor thing”, and that is nothing but the eugenics perspective…isn’t 

it? 

Etsuko: It impacts the mother for sure…then, how about their children? Have you heard 

of hysterectomies being recommended, etc. for people with disabilities of the same 

generation as you? 

King: I have heard from one person [female] with disabilities who was told by the 

carers around her that taking care of her menstrual period was annoying to them.  

Those three comments indicate that the basic societal concept of a disabled body is 

‘miserable’, and having disabilities is a ‘tragedy’ regardless of the condition or types of 

disabilities, so that some able-bodied people eventually accept the idea of abolishing those 

‘poor beings’ from society. Kristeva (2010) argue that the people with disabilities “open a 

narcissistic identity wound in the person who is not disabled” so that people with disabilities 

are “inevitably exposed to a discrimination that cannot be shared” (Kristeva, 2010, p. 251). As 

Yoshiko and Akira mentioned, the image towards people with disabilities ‘miserable’ created 

by the media would cause absolute superiority for able -bodied people in society. This 

superiority might lead to the empathy associated with the eugenics logic of eliminating 

disability from society (Garland-Thomson, 2012). Furthermore, as Garland-Thomson (2012) 

stated, limited understandings and narrow experience of people in society might lead to project 

oversimplified judgements of life quality of others, In this sense, King’s comment of how just 

having a child with disabilities is considered “poor being” regardless of the condition or 

severity of disabilities would be considered generalized assessments towards child with 

disabilities and their mothers by society. King also suggested that menstruation is viewed as 
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problematic by carers. This shows the idea of a hysterectomy to ease the carer who takes care 

of clients during their menstruation (Matsubara, 1997) is still vital in Japanese society.  

Next, I will explain how this societal image of ‘poor beings’ affects the choosing of 

potential relationship partners. 

Not chosen as a partner in a relationship  

Having disabilities also impacts the way to choose potential partners for sexual 

relationships. Here, I introduce the comment from Yawara, a woman with Charcot-Marie-

Tooth disease: 

Because of the eugenic perspective, there are cases in which people with disabilities 

are hardly considered as potential lovers. People and society have this idea that it can 

be hard to live with disabilities, or that people with disabilities have a lot of obstacles 

for living. 

Yawara’s comment implies that not choosing someone with disabilities as a partner or 

a lover stems from a eugenics-influenced way of thinking. Her comments indirectly imply that 

the societal image of people with disabilities is that they have a lot of difficulties in living such 

that their potential partners might have to take care of them (this was also mentioned in Chapter 

8). For this reason, Yawara’s comments seems to indirectly ask, if those obstacles are presumed 

by society, “who would want to be a partner of someone with disabilities?” 

Yoshi further mentioned about how eugenics ideas impact the way someone might 

choose a romantic partner: 

Etsuko: What do you think about the eugenics perspective? 

Yoshi: I think that it comes from the eugenics perspective that we are not considered a 

male. Well, I think that it is an instinct of human being to prefer to produce better 

offspring but… 

Yoshi is a male and has osteogenesis imperfecta. Yoshi’s comment pointed out that the 

reason why people with disabilities are not often considered potential partners is an ‘instinct’ 

of human beings to achieve better offspring. Yoshi’s remark here is directly associated with 

selective elimination, the idea of ‘negative eugenics’. Negative eugenics prohibits people who 

are ‘unfit’, who do not meet the societal expectations for ‘healthy genetics', from having any 

children (Hubbard, 2006). According to Kato (2010b), who researched the issue of selective 

abortion in Japan, it is not common for mothers to continue pregnancy after receiving the result 

that there is some problem with the fetus. She continues that “There are no official figures on 
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selective abortion, but the obstetricians I have interviewed stated that 80–90% of women decide 

to terminate pregnancy in cases of an anomaly of the foetus” (Kato, 2010). From all of these 

comments above, it is indicated that eugenics ideas are not only associated with maintaining 

the quality of offspring but also with the degree of burden of taking care of people with 

disabilities. 

Denial of the right to marry 

If having disabilities impacts the choice to be in a relationship, it would also influence 

marriage as well. Yoshiko, a woman with a hearing impairment, commented: 

I think that it is a big problem that people with disabilities cannot be seen as a partner 

to be in a relationship because of having a ‘disability’. Also, it is hard to obtain 

permission [hard to be understood] by the partner’s family when seeking to get 

married. 

Yoshiko’s comment implies that having ‘disability’ is a reason to be disqualified as a 

lover, but also points to the phenomenon in which having disabilities makes it hard to obtain 

family permission to get married. This implies that, even if someone with disabilities finds a 

partner and comes to the point of marriage, there is a chance that a member of their partner’s 

family will not allow them to get married. Shiho’s comment below expands on why disability 

not only concerns people with disabilities themselves but also has an impact on their family 

members:  

I have a friend who has cerebral palsy. Her parents were the ‘hiding’ type [hiding their 

child with disabilities]. They did not take my friend to her brother's wedding. It was 

almost 20 years ago. They said that it was because it was too hard to take care of her 

[at the wedding]. But then, why they did invite [and take care of] other elderly people 

who couldn’t even walk, yet they did not take my friend [who was the sibling]. I thought 

to myself, ‘What does this mean? I thought it was strange not to have her there because 

it was her brother’s wedding! (Shiho, woman with McCune-Albright syndrome) 

Shiho’s comment demonstrates that once people find out that there is a person with 

disabilities in a household, it will impact even the lives of their siblings, who may also be seen 

as less desirable for marriage even if they themselves do not have any disabilities. This 

perspective comes from the Japanese family household system, in which the basic unit called 

ie (Kato, 2010a). ‘Ie’ is a line of inheriting family assets including surname, gravesite, and 

prosperity. In the marriage system in Japan, traditionally, the bride is the one who enters into 

her husband’s ie and has a huge responsibility in giving birth to at least one healthy son to 

become the next head-of-household (Kato, 2010a). If a couple was not able to have a child for 
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a long time, the husband was even permitted to divorce his wife (Kato, 2010a). When it comes 

to marriage and procreation, attention was paid to the bride’s family line regarding fertility and 

health of offspring (Kato, 2018).  For this reason, if there is somebody with disabilities in a 

household, the viability of that family’s bloodline would come into question. In other words, 

an example of stigmatizing the entire family comes out of the dominant discourse of eugenics 

in Japan, which played out in the act of avoiding marriage with any member from such 

households.  

 Furthermore, Japan traditionally engages in ancestor worship (Kato, 2010a). Having a 

child with disabilities could be also interpreted as punishment from the ancestors of the 

household for disgraceful activities of the current generation. Or, it could be interpreted that 

the child with disabilities received bad karma from their ancestors (Kato, 2010a). In the context 

of ancestor worship, if a child with disabilities is born in a household, this means the household 

has had enough problems in the past to ‘deserve’ a disabled child, so that marrying to any 

members of the household would cause some spiritual problem and would be avoided. For this 

reason, after the mass killing of people with disabilities occurred in 2015, the family members 

of the victims asked the media not to disclose the names of the victims because those families 

were concerned about being stigmatized by society and this would affect the other member of 

the household.  

Garland-Thomson (2012) characterized eugenics as controlling “who reproduces, how 

they reproduce, and what they reproduce” (Garland-Thomson, 2012, p. 59). However, when it 

comes to the Japanese context, the ‘who’ aspect expands past the level of individual persons to 

affect entire households. 

Denial of the right to become a parent 

When people with disabilities are not chosen as potential partners for love or denied 

marriage, then, as King mentioned in his comment about how having a child with disabilities 

is considered tragedy in society, what kind of assumptions would society have if people with 

disabilities are able to be married? Here I introduce a comment from Tomo, a woman with 

visual impairment:  

A negative image towards ‘disability’ from society as well as a misunderstanding that 

people with disabilities will give birth to children with disabilities is very strong. As a 

result, negative attitudes from society influence people with disabilities’ ability to be 

pregnant and give birth.  
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Tomo clearly states that society has a strong belief that people with disabilities would 

produce children with disabilities. One of the concepts of eugenics refers Mendel’s heredity, 

the transmission of genetic traits over generations (Block, 2000). Hubbard (2006) also argues 

that in the scientific and medical era, it is not uncommon that disability has been explained due 

to heredity unless there is an obvious external cause, such as an accident or infectious disease. 

While some conditions are hereditary, of course a great many are not, and this belief that people 

with disabilities would always produce other people with disabilities might come from this 

misunderstanding about heredity. However, I want to also acknowledge in this section that 

those negative attitudes towards females with disabilities getting pregnant and giving birth do 

not only come from this misunderstanding of heredity. Makanani commented that:  

In the case of someone I know, I heard that this individual was dialyzed [The process 

of removing waste products and excess fluid from the body]. [As a side effect,] giving 

birth was physically impossible. After all, childbearing is a dangerous behavior for 

people with disabilities... For females with disabilities, childbearing can be indeed a 

risk to one’s life. (Makanani, woman with Spina Bifida, and Scoliosis) 

Due to comments like this, I want to also stress that the story is not always a case of a 

female with disabilities being forced not to give birth because of the assumption that they would 

produce another person with disabilities, but because their body could not actually conceive a 

child.  

Until this point, I mainly focused on the perceptions of people with disabilities. In the 

next section, I will examine the responses about the ways that eugenics ideas in society are 

recognized by carers. Some of the themes that emerged from carers’ responses are similar to 

those from the responses of the people with disabilities, which means that there is some 

commonality in thinking between these two roles, but other are quite different. 

Eugenics ideas in society as recognized by carers  

In the questionnaire for carers, I asked, “Do you think there are still influences of 

eugenics perspectives in the experiences of sexuality and sexual intimacy of people with 

physical disabilities in Japan?” and the responses are summarized below:    
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Do you think there are still influences of eugenics 
perspectives in the experiences of sexuality and 
sexual intimacy of people with physical disability 

in Japan? (n=50) 
  Frequency Percent 

Valid Yes 12 24 
 No 18 36 
 no answer 20 40 
 Total 50 100 

 

Table 10. Summary of responses to “Do you think there are still influences of eugenics perspectives in the experiences 

of sexuality and sexual intimacy of people with physical disability in Japan?” 

It was interesting to see that 20 out of 50 carers did not answer this question. Also, the 

number of people who thought eugenics perspectives held no influence on the sexuality and 

sexual intimacy of people with physical disabilities was slightly higher than the number of 

carers who responded that they do think there is an influence. Those carers who responded ‘yes’ 

(there is an influence) also gave me more detailed explanations within the response box of the 

semi-structured questionnaire: 

History and Power 

The following are comments from carers in response to the question above: 

Parent's opinion is strong 

Historically 

As mentioned earlier, Japan has a history of sterilizing people with disabilities. These 

comments from carers imply that eugenics concepts are still a prevailing influence on parents 

who try to make decisions regarding matters of childbearing or marriage on behalf of their son 

or daughter with disabilities. 

Conceptions of malevolent superiority of able-bodied people over people with disabilities 

There are some people who think that people with disabilities should be eliminated 

I think there are people who believe that people with disabilities are inferior to able-

bodied people 

These comments describe feelings of superiority from the perspective of able-bodied 

people towards people with disabilities. As some of the participants with disabilities have 



Chapter 10: The Body: Eugenics 

 

175 
 

commented, these conceptions of malevolent superiority would suggest an elimination of 

disability (Garland-Thomson, 2012).  

Concerns about the reality of child-rearing and impact on policy 

Currently, support after having a baby is limited in Japan 

I think by giving birth to a child, the mother (a person with disabilities) who gives birth 

becomes endangered and unable to raise a child. 

These comments connect to the limitations of current social welfare policies to the 

practical concerns discussed by Zero. 

A society focused on efficiency 

The perspective that ‘people who can work a lot and pay more taxes’ are good (better), 

is spreading in society. 

This statement describes a deep cultural characteristic of Japanese society, which 

pursues and values efficiency. It also prioritizes monetary contribution.  

Misconceptions of genetic inheritance 

Their child will be sacrificed 

The condition of disability will be passed on to the next generation 

Although I don’t think that disabilities are inherited, I do think that some people believe 

that they are. 

Those comments reveal the misunderstandings which people have towards the idea of 

people with disabilities getting pregnant or having a baby. With some of these comments it is 

not clear whether these participants mean that people in society think this way or that they 

themselves think this way. However, if this misunderstanding were really the perception of 

carers, it would be a cause for concern and would be necessary to educate these carers. 

Topic is not discussed in the field 

Even though I work [in this field], this topic does not come up for discussion at all. 

I think people are trying not to think about it, or people are not even thinking. There is 

nobody (that I know of) who has tried to discuss this topic except you. Or, people are 

not even willing to discuss this topic. 



Chapter 10: The Body: Eugenics 

 

176 
 

The above responses show that this topic is not very often discussed. Or more simply, 

either people do not try to think about it or cannot talk about it. Garland-Thomson (2017a) 

called eugenics “world building, which strives to eliminate disability and, along with it, people 

with disabilities from human communities through varying social and material practices… that 

control who enters and participates in the shared public spaces of a democratic order” (Garland-

Thomson, 2017a, p. 53). As the comments above suggest, the fact that there is no discussion 

between carers in the field of working with people with disabilities could be interpreted as a 

form of eugenics. Where the topic of sexuality is silenced among carers, carers might not be 

aware of the sexual needs of people with disabilities.  

Eugenics practices thriving in contemporary Japan  

I asked the question, “Have you ever heard about any of these practices going on with 

people in the same generation as you?” and asked the participants to tick and explain to me if 

they had heard about any of the following three practices: 1. Sterilization, 2. Voluntary 

contraception, 3. Recommendation to abort a baby.  

Sterilization 

In regards to sterilization, although most participants had not heard of sterilization 

happening to people in their generation, some of the participants responded they had heard that 

recommendations of sterilization had happened their generation, which lead to these responses: 

I heard that there was an individual who was about to be operated on based on the 

arbitrary decision to prevent said individual from having or experiencing menstruation. 

(Macchi, woman, Cerebral Palsy) 

When I was in a special education school, there was a girl who was told it would be 

better to have her uterus taken out. (Kenken, male, cerebral palsy) 

Although I did not hear that any of these recommendations actually led to a 

hysterectomy, as King also mentioned, there are recommendations of sterilization based on the 

difficulties experienced by carers when taking care of the menstruation of people with 

disabilities. In this regard, Akira (a transgendered person with left paralysis, a speech 

impediment, and higher brain dysfunction) refers to the Ashly treatment in the following 

comment: 

Menstruation certainly causes troublesome situations (washing blood off of clothes and 

bed, the menstruating person making noise, etc.), however, parents making the decision 
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to force a hysterectomy without the agreement of the person is a violence called 

‘paternalism’. His/her body is his/her own body.  

Although there were cases involving people with intellectual disabilities in which 

sterilization practices were decided by the parents without the agreement of the person with an 

intellectual disability, these were not the only the cases in Japan, as some involved people with 

physical-only disabilities as well (Tsuchiya, 1997). Hubbard (2006) argues that the principle 

of eugenics addresses who is allowed to populate the world, and physicians delivered the means 

to practice it (Hubbard, 2006). Furthermore, since those sterilization decisions were made not 

only by medical and social welfare professionals but also by parents (Abbamonte, 2018), as 

Akira mentioned eugenics has been practiced in Japan in the form of ‘paternalism’ over 

disabled bodies.  

As for carers, their responses are summarized below. 

Q28-2-A Sterilization 
  Frequency Percent 

Valid Yes 9 18 
 No 41 82 
 Total 50 100 

 

Table 11. Carers’ responses to “please tick the box if you have heard of any sterilization practices performed on 

people with physical disabilities among your generation” 

9 out of 50 respondents ticked the box indicating that they knew of sterilization 

occurring among people of their generation. Moreover, 6 of those 9 respondents were under 50 

years old. (2 respondents were over 50 years old and the age of 1 respondent was not written.) 

This indicates that sterilization is a problem even recently.  

 

Recommendation to abort a baby 

My participants also told me how medical professionals are not expecting people with 

disabilities to give birth. However, the reason why these medical professionals recommend to 

abort a baby would be hard to understand based on these comments below:   

There was a person who was recommended to abort her/his baby by a doctor because 

it would be hard to raise this baby. (Yawara, woman, Charcot-Marie-Tooth disease) 
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Doctors and nurses don’t expect people with disabilities to give birth, so they naturally 

advise them to have an abortion as if it [aborting a child] is a normal procedure for 

them. (Tomo, woman, Visual impairment)   

It is not clear whether these medical professionals recommended to abort a baby 

because they were worried about the physical condition of the expectant mother with 

disabilities (as mentioned in Makanani’s comment earlier) or because they believe that people 

with disabilities would produce another child with disabilities. However, the comment from 

Haruna, a woman with osteogenesis imperfecta, below reveals another dimension to this issue:  

I hear quite a lot from people with disabilities who are the same generation as me. 

(People are) told by their parents that ‘If you give birth to a child with disabilities, your 

life becomes so hard that it is impossible to raise them.’ Also, it’s not surprising that 

even nowadays, I sometimes hear of doctors recommending abortion despite that the 

individual had only visited them for a physical check-up. Even in the cases were the 

severity of disability of the expecting mother is not considered serious from our point 

of view…rather, it seems light in comparison to ours, it is still not okay (or allowed) for 

her to give birth because of the chance of giving birth to another child with disabilities.  

[From these things,] I realized that people and society put a huge pressure on those 

[individuals] who become mothers. It feels and sounds more like guided 

interrogation…. as if hardships are expected for these mothers… ‘are you sure you still 

want to give birth?’ 

Haruna’s comment shows that not only is there the misconception that mothers who 

have disabilities might give birth to another child with disabilities, but medical professionals 

pressure those mothers with the force of an interrogation. In this situation, it would be 

questionable whether or not an expectant mother with disabilities would be able to make a 

decision based on her own prerogative. As mentioned earlier, Garland-Thomson (2017a) 

characterizes eugenics as being about controlling the future and trying to produce a particular 

citizenry, and medical professionals provide the means to do it. Kato (2010b) conducted 

research on how socio-cultural factors in Japan do or do not lead individuals to terminate 

pregnancy when an anomaly is found in a fetus. One of her findings was that the words from 

an obstetrician have strong influence on the decision-making of mother and father toward either 

terminating or continuing the pregnancy. It would be suggested that pressure from doctors 

would strongly impact the decision-making of mothers who have disabilities. Medical 

professionals pressuring mothers would be considered one form of the eugenics practices 

occurring under the guise of ‘guiding’ expectant mothers with disabilities. 

Next, I will introduce a comment from Sakura, a woman with spinal muscular atrophy. 

Her comment shows us another element of this eugenics issue.  
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My friends are a disabled couple. The wife can move by herself. The husband has a 

spinal cord injury. They were told not to make a baby because they cannot raise it by 

themselves. Also, I heard a story of an able-bodied couple. [Even though the couple 

was able-bodied,] their baby had an intellectual disability. There was a huge conflict 

between them and eventually they divorced. The child was taken by the wife. 

Sakura’s comment adds to the story of recommendation not to have a baby due to the 

hardship this disabled couple would experience. This could be related to practical concerns as 

in Makanani’s comment. However, Sakura also talked about the case in which able-bodied 

couples are not able to produce an able-bodied child. Her comment aligns with ‘positive 

eugenics’, which encouraged people who are ‘fit’, in other words who are genetically healthy, 

to produce children (Hubbard, 2006, p. 95). In this case, although an able-bodied couple might 

have expected to produce healthy child, it was not the case. Producing disabled children from 

able-bodied parents could be outside the expectations of positive eugenics. Furthermore, her 

comment implies that having a child with disabilities brought a conflict which led to the divorce 

of a couple. This could be also explained from Japanese cultural point of view. In Japanese 

culture, marriage was, and still is, “considered a union of two family lines rather than between 

two individuals” (Yoshizumi,1995, p.188). Since reproduction was the most important aim of 

marriage, durability of a marriage was assessed by fertility as well as the harmony not only 

between the couple but also the two families (Fuess, 2004).  In this case, the mother could be 

divorced because she could not give birth able-bodied child and their marriage was not 

considered durable. Also, the mother took a responsibility of taking her child with disabilities. 

As Matsubara (1997) discussed, eugenics in the Japanese context also means that the blame is 

most likely taken up by woman.  

Zero, a woman with a progressive disability, gives us another way to look at this 

eugenics issue:  

It does not matter whether [someone] has disabilities or not. Even if they do not have 

disabilities, they might commit a murder. I do not know to what extent [against what 

kinds of people] we should maintain a eugenics attitude. [I think] in a contemporary 

society…there are differences in rich and poor and differences in the education the rich 

and poor can obtain. [I think] a society which impacts its own children based on 

whether those children are rich, or poor is more scary than whether children have 

disabilities or not. Parents love any kind of children. However, it is society which makes 

it hard to raise those children. There are some people who say that it’s necessary to not 

give birth to children with disabilities. The important thing is the relationship between 

parents and children, not the matter of the kind of life their children have. No matter 

what kind of child is born, we have to make a society which can support those 
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children…. Regardless of whether this child has a disability or not, we have to make a 

society where those children with disabilities can survive.  

Zero’s comment refers to how different societal systems would impact a child’s well-

being in different ways and points out that society is the one which makes raising a child with 

disabilities difficult. This again recalls Garland-Thomson’s concept of ‘misfit’, which in this 

case applies not only to the child with disabilities but to the parents’ task of raising the child 

being unsupported by the environment. Her comment could be explained the notion of ‘positive 

eugenics’, which encouraged people who are ‘fit’ to have many children (Hubbart, 2006). 

Zero’s comment states that who is ‘fit’ depends on society and what kind of values society has. 

She challenges the idea of eliminating people with disabilities by criticizing the current society 

which values monetary contribution and efficiency.  

I will conclude this section with a comment from Mr. N., a male with heart disease: 

There is an opinion that giving birth to a child with disabilities is a poor thing for the 

child. Is this because raising the child with disabilities is troublesome? Or is this 

because other people keep saying that it is? I can understand the feeling that it would 

be hard if children with disabilities are born. Because, for example, if the situation is 

economically hard and a child is sick, and a mother has to quit her job and devoted 

herself to child rearing, then the situation would break down so that it would be 

impossible to raise the child… but, in that case, I think that instead of saying ‘it is 

because this child is a poor thing’, instead, [it should be said that] ‘it is because I feel 

that raising this child would be troublesome’, or ‘ it is because the family came into a 

tough situation [making it hard to raise my child with disabilities]. 

Mr. N asserts the necessity of clarifying the reason why this couple has to abort a baby 

with disabilities instead of simplifying the problem with the conclusion that “if a child with 

disabilities is born, it is a poor thing for this child”. According to Garland-Thomson (2017b), 

“The actual experience of disability is more complex and more dynamic than representation 

usually suggests” (Garland-Thomson, 2017b, p. 13) and argued “Limited understandings, and 

narrow experience can lead one person to project oversimplified or inaccurate assessments of 

life quality or suffering onto another person” (Garland-Thomson, 2012, p. 350). For this reason, 

Mr. N. suggests clarifying, rather than simplifying, the reasons for not giving birth to people 

with disabilities.  

As for carers, their responses are summarized below. 
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Q28-2-B Voluntary contraception 
  Frequency Percent 

Valid Yes 10 20 
 No 40 80 
 Total 50 100 

 

Table 12. Carers’ responses to “please tick the box if you have heard of any people with physical disabilities among 

your generation voluntarily choosing contraception” 

Ten out of 50 respondents ticked the box indicating they knew of voluntary 

contraception occurring among people of their generation. Again, 6 of these 10 respondents 

were under 50 years old. (3 respondents were over 50 years old and the age of 1 respondent 

was not written.) 

Q28-2-C  Recommendation to abort a baby   

Frequency Percent 

Valid Yes 5 10  
No 45 90  

Total 50 100 

 

Table 13. Carers’ responses to “please tick the box if you have heard of any recommendations to abort a baby given 

to people with physical disabilities among your generation” 

Five out of 50 respondents ticked the box indicating they were aware of 

recommendations to abort a baby among people of their generation. Three of these respondents 

were under 50 years old. (1 respondent was over 50 years old and the age of 1 respondent was 

not written.) 

 In the next section, I will write about how eugenics discourse and practices can 

influence the thinking of individuals with disabilities.  

Alternative practices of eugenics 

 Regarding the possibility of alternative practices of eugenics, many carers responded, 

“I do not know”. However, some of them responded as below: 

Not providing people with disabilities sexuality education 

The perspective of “let the sleeping dogs lie” 

It was interesting to see that both these carers conceived of the lack of sexuality 

education as an alternative format of eugenics, whereas people with disabilities discussed 
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several different practices which they considered to be based on eugenics ideas; for example, 

the image of people with disabilities represented in the media as miserable/poor beings, that 

having disabilities makes someone not be considered a potential relationship partner, people 

with disabilities being denied marriage or pregnancy. This exposes a large gap between what 

carers consider to be forms of eugenics and what people with disabilities consider to be forms 

of eugenics. Keeping in mind Garland-Thomson’s (2017a) concept of eugenics as world 

building, all of the practices above which are gathered from people with disabilities as well as 

carers would be considered means to eliminate people with disabilities from society. I will 

conclude this section by introducing a comment from Kumahiroshi, who is male and a 

caregiver.  He shared with me where he sees eugenics practices in society: 

Etsuko: Do you think eugenic perspectives still remain [in Japan]?  

Kumahiroshi: I think eugenics perspectives remain very strong. Quite strong in Japan. 

I think it is incredibly strong nowadays. However, there are some parts about which I 

am not clear enough to make a judgement. For example, in the case of prenatal 

screening. If I did not have an income, and if my child were had a disability, I would 

wonder whether I would be able to raise this child or not. It is not easy to say that all 

cases [of aborting a baby] are due to the eugenics perspectives. However, the current 

direction in which the country is trying to move looks like, somehow… declare 

something superior and [treat] the others as inferior and [treat] those [others] badly….  

 

Etsuko: Is there anything else you heard about these days? For example, a 

hysterectomy of someone you know?  

Kumahiroshi: I have never heard of that in my circles. However, I don’t doubt that 

[even if a hysterectomy did occur] it would be in a closed place, or in a place for people 

with intellectual disabilities…there are many things which we cannot see in those 

places.  

Etsuko: For people with intellectual disabilities…rather than for people with physical 

disabilities? 

Kumahiroshi: I think so. I think it no longer happens for people with physical 

disabilities. If a person has an ability to speak out, hopefully this person would tell 

somebody else and prevent the situation which this person cannot say no… 

Kumahiroshi shared with me a story of the female who lived in an institution.  

Eventually this female wanted to leave the institution and live alone. However, her plan of 

living alone was objected to by her parents even though Kumahiroshi was supporting her. Our 

conversation continued as below: 
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Kumahiroshi: I was told by her mother, ‘Do you know how hard it was to send this 

child to this institution?’ …The child had been trying hard saying that she wants to 

leave the institution… at least once before she passed away, but in the end, she could 

not get out from the institution… 

Etsuko: Why did the parents object? 

Kumahiroshi: In the past, if a child had a disability and his/her parents could not look 

after this child, the only place this child could have lived safely and sustainably would 

have been an institution so that the parents of this child desperately searched for a good 

institution, and waited and waited in line, and [finally] sent their child to the institution. 

Once they sent their child to the institution, their child with disabilities would 

repeatedly be told by his or her parents ‘this is the place where you have to spend the 

rest of your life, so you have to listen [to what the people in the institution tell you], be 

a good boy/girl’. If living in the community [i.e. not in an institution] becomes more 

common and housing becomes more developed, and more people with disabilities [live 

in the community], I think those people’s perceptions would change. Even the opinions 

of the parents. However, it looks like that ‘it is the responsibility for the parents [of 

child with disabilities] to create the place for this child with disabilities to live even 

after parents passed away’.  

Etsuko: So, there are still people like this. 

Kumahiroshi: Yes, there are still many people [like this]. Japan is a funny place. Even 

in the case of a mental health hospital, if the household is ‘good’ [famous] and if there 

were a person [who was born in this household] who has a mild disability, [this person 

with disabilities] will be locked in the institution his/her whole life, or locked in the 

mental health hospital. Why does it happen? Well… it does not mean ‘shameful’ but it 

might be considered that [this household] cares about how society sees them. Then they 

lock the child up for the rest of his/her life. Even if this person does not have a severe 

disability, this is done. It really is. I saw cases like this so many times. 

Etsuko: Have you ever heard that marriage is refused because somebody in the family 

has disabilities? 

Kumahiroshi: Oh, yes yes. This is so. Um…that this person is like this, also, even other 

people, they are told by their siblings that ‘I cannot get married because of you’.  

Etsuko: Because something like that happens [because of them, their siblings cannot 

get married] and so [those people with disabilities] are sent to an institution? 

Kumahiroshi; Oh, yes.. In case the family is poor, or cannot take care them at home. 

Etsuko: But, also because of an influence on the marriage of family members? 

Kumahiroshi; Yes, there are such things as well.  I think that [society] is still…so 

behind.  

Kumahiroshi’s comments revealed a systematic process of segregating people with 

disabilities from society.  He explained that once an institution is found, the parents consider it 
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to be the permanent place to live for their child with disabilities. Furthermore, once the parents 

are successful in institutionalizing their child with disabilities, it means the parents are released 

from the responsibility of preparing for the time when their child passes away. As I discussed 

in the section on ‘Denial of the right to marry’, if there is somebody with disabilities in a 

household, stigmatization of the entire family would occur, resulting in avoidance of marrying 

any member of such households. For this reason, institutionalizing a child with disabilities does 

not only mean finding a permanent place for their child with disabilities, it also means a way 

to save the face of the household and sustain the family blood line by segregating the child with 

disabilities from his/her siblings. In this way, the parents can not only save their other children 

from the societal stigmatization of having a sibling with a disability, but also save the family 

lineage from becoming extinct. The stigmatizing of parents of children with autism is seen in 

research from Hong Kong which concluded that the stigma not only occurred when parents 

agreed with the negative views of society but was also caused by the parents’ feelings of 

responsibility and blame for their child’s condition (Mak & Kwok, 2010). However, the 

Japanese attitude of stigmatizing the entire household when one member has disabilities seems 

more strict than the case in Hong Kong. 

As for participants with physical disabilities, their responses regarding alternative 

eugenics practices are covered in detail in the following two sections. 

Eugenics perspectives in the minds of people with disabilities 

In this section, I will discuss how eugenics ideas and practices are not only seen in 

society but also how these ideas manifest within people with disabilities themselves. I start this 

section with comment from S.T., who is a woman with visual impairment. We discussed 

prenatal testing and it led to the comments below:  

I did not hear about doing prenatal diagnosis in my own generation. but I would do it 

because I lived as a person with disabilities. Don’t you hear people say things like… 

‘Any child who is born… or every child is cute… so we raise them’. [But] I think that’s 

a parent's ego. Because this is someone who struggles by being a person with 

disabilities. Parents cannot look after this child with disabilities for his/her whole 

life…[because] parents get older, and it is the child who struggles many times more 

than their parents. So, I would definitely do a prenatal diagnosis, 

Etsuko: And would you like to abort the baby once you find out that your baby has a 

disability? 

I may want to abort my baby. A long time ago, I discussed [this matter] with a visually 

impaired male who told me that he wants to marry and have a child. I asked this male 
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‘Do you think so even knowing your disabilities? And he responded, yes. Then, I asked 

‘What if your disability is inherited by your child?’. He replied to me, ‘I think that is 

fine because I do not regret my life at all. It is inconvenient, but I am not unhappy 

[unfortunate]. So would be my child, for my child it would be the same thing’ and I 

asked ‘but the character of a child could be different [from you] so that there would be 

no guarantee that the child might think in the same way as you think’ and I told him I 

would chose not to give birth. He then told me, ’Well, from my point of view, S.T., that 

[you choose not to give birth] means the same thing that you are denying your own 

life… doesn’t it?...I never deny my life. Although I was born in this body, I am satisfied 

so that I want to have a child’…his comment made me hurt…In the end, it depends on 

how each individual might think, but it has to be decided by the person who would be 

a parent, not on their family, parents, or relatives. 

S.T. also continued: 

Besides… [I also heard a story of ] a marriage between people with disabilities but 

their parents told them not to have a baby. Well…if I were told this by my mother, I 

would think that my mother thought it was hard to raise me. In other words, she [my 

mother] was suffering [by raising me]. So, I think it is not what the parents should say. 

Because nobody became disabled because they wanted to be. 

S.T.’s comment shows the contradiction and dilemma she experiences in terms of what 

is best for her child. She states that she would abort her baby due to the hardships her baby 

would experience, and the fact that she could not look after a child on her own. At the same 

time, she also did not want to hear her mother advise her to abort the baby, because it implied 

that raising her was a hardship or burden for her mother. Her comment also illustrates the 

fluctuation, doubt, and ambiguity which might be experienced by a mother who has a child 

with disabilities. The following comment from Yoshi, the friend of another participant who 

himself has osteogenesis imperfecta, was introduced earlier, but the continuation of the 

conversation is presented here: 

Etsuko: What do you think about the eugenics perspective? 

Yoshi: I think that it is because of the eugenics perspective that we are not considered 

a male. Well, I think that it is an instinct of human being to prefer to leave a better 

offspring but… 

Etsuko: It is not only [the idea that people with disabilities lead] a ‘virtuous’ existence, 

but also the eugenic perspective that is hiding [in people’s thoughts]? 

Yoshi: Yes. I think that is absolutely true. However, it does not mean that a person [with 

disabilities] does not see value in themselves or their child. But, I cannot deny it [that 

people with disabilities have the eugenics perspective].  

Etsuko: …that there is a feeling of eugenic perspective somewhere [in people’s mind]? 
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Yoshi: Yes. Well… that's what I have in myself as well. My case is a genetic, so I am 

scared about my child… 

Etsuko: Do you want to have a child?  

Yoshi: I think so… I do think so… but since it would have the same chromosomes as I 

do, so that the possibility of being born by having the same disabilities as mine is quite 

high… if it happens, it would be scary after all. I guess that [to be scared about that 

possibility] is also the eugenics perspective… I think that this is the eugenics 

perspective inside in myself. Well… I want my child to be fine and I do not want my 

child to feel the same way I felt… and I think this is the eugenics perspective, so I cannot 

deny it.  

Etsuko: Even as successful as you are…  you still have that feeling somewhere [in you]?  

Yoshi: I do. Ummm…I think that [I cannot] accept my disability in all my life. I think it 

is impossible [to accept]. I think people cannot accept their inferior feeling for a 

lifetime. Unless you are able to change it [the feeling of inferiority] to something 

different… 

Etsuko: So, this [happens] as long as you yourself acknowledge that feeling of 

inferiority?  

Yoshi: Yes…even within myself…fundamentally, inside of my mind I do want to have 

been born as a better person, so I cannot erase this feeling. 

Etsuko: Does that mean that you compare yourself with an able-bodied person 

somewhere [in your mind]? 

Yoshi: Yes. Well…maybe, I am not sure whether all people with disabilities think this 

way, but I do think most people with disabilities think so [that they tend to compare 

themselves with able-bodied people]. In the end, you cannot do what is considered 

normal to be able to do. For example… like this… sexual thing… it is a dilemma that I 

have to borrow somebody’s hands. I also think that those people with disabilities cannot 

find value in themselves.  

Yoshi’s comments clearly show the dilemmas in his mind. When he shared with me his 

feeling that he is scared that his child would have the same disabilities as him he identified that 

feeling as a eugenics perspective. In S.T.’s and Yoshi’s comments, I see the concept of de-

familialization, which in the Japanese context involves not only criticizing paternalism and 

discrimination from parents toward their own children with disabilities but also criticizing “the 

eugenics perspective which is within people with disabilities” (Hori, 2014).  For example, S.T. 

did not want to hear her mother advise her to abort her baby because it would imply that raising 

her was a hardship or burden for her mother. First of all, S.T. did not want this to be decided 

for her by her mother. As I mentioned before, Japanese eugenics practice was paternalistic in 

that the parents of people with disabilities made decisions regarding sterilization and abortion 
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on behalf of their child, even into the adulthood of the child. Second, S.T. would not want to 

hear that her mother considers her a hardship or a burden, since this would feel to S.T. as if she 

had been discriminated against by her own mother. When it comes to Yoshi,  the way he admits 

his eugenics perspective is by saying “I guess that [to be scared about that possibility] is also 

the eugenics perspective… I think that this is the eugenics perspective inside in myself.” This 

Yoshi’s comment could be interpreted blaming himself for being scared about his child’s 

potential disabilities.  

When considering the effects of eugenics discourse on society, Yoshi’s comments 

could be interpreted to mean that Yoshi internalized the eugenics discourse such that, as 

Sullivan (2012) says, “What accompanies the notion of power as primarily repressive is the 

idea that power works at the level of cognition, that ‘ideology’ brainwashes us, or creates a 

‘false consciousness”(Sullivan, 2012 p. 110). As Yoshi mentioned, some people with 

disabilities have some feelings of inferiority when comparing themselves to able-bodied 

people. However, the comment from S.T.’s friend, ’Well, from my point of view, S.T., that [you 

choose not to give birth] means that you are denying your own life… doesn’t it?” could imply 

he is challenging S.T. by pointing out that her willingness to not give birth might mean that she 

has accepted the dominant eugenics discourse. S.T. was therefore hurt because his comment 

made her reflect on whether her thinking might have already been brainwashed by the eugenics 

discourse in society. On the other hand, from these previous two comments, from S.T. and 

Yoshi, I would also challenge the idea that the reason for their feelings was only due to the 

stigma that limits their opportunities and minimizes their sexuality (Esmail, Darry, Walter, & 

Knupp, 2010). Both S.T.’s and Yoshi’s comments that they do not want their children to feel 

the same way they felt indicate that they experienced real obstacles which did not only come 

only from internalized inferiority but also from real life experiences which were strong enough 

to lead them to consider preventing their children form feeling the same way. This feeling is 

also strong enough to lead to the possibility of aborting their child. It is impossible to 

understand what exactly they had experienced from their comments. However, even though 

Yoshi appears to be successful in his life, inside he still holds some feelings of inferiority which 

were not canceled out by his success. On the other hand, he mentioned the possibility of 

changing one’s feeling of inferiority to something different. It might be easy to simplify and 

theorize Yoshi’s and S.T.’s comments under the category of “eugenics has manifested even in 

their minds”. This aligns well with Garland Thomson’s concept of ‘activism’ via academic 

tolerance by keeping both contradicting sides of an argument (Garland-Thomson, 2002). In this 
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case, it would be possible for someone to keep both the feeling of hoping for a child while at 

the same time rejecting their own child. Furthermore, their comments can also be interpreted 

as showing an assault to the agency of choosing their offspring—whether they abort their child 

or not. As mentioned earlier, from a eugenics perspective as seen in the eugenics protection 

laws in Japan, society was the agent which determined what kinds of bodies should be 

eliminated (Matsubara, 1997, Tsuchiya, 1997).  However, S.T.’s and Yoshi’s comments show 

that they have a desire to choose for themselves whether they have a child or not.  

Eugenics concepts seen in caregiving policy 

In this section, I will discuss about responses to the question “How do you think 

reproductive issues of people with disabilities are supported in contemporary Japan?”. This 

question revealed answers ranging from the mindset of society in general to policy level.  

However, first, I discuss Sakura’s comment which explains the details of caregiving 

policy. The dialogue below came out when Sakura and I discussed what caregivers do when 

Sakura wants to spend some time with her boyfriend. The reason why I included Sakura’s 

response here is to provide an idea of how caregiving is expected to be done within the family. 

When I interviewed woman with disabilities who has a boyfriend or sexual partner, many of 

their caregivers (all woman) consider the privacy of those couples, and those caregivers go 

elsewhere while they are having a sexual relationship. I was wondering why they still had to 

keep a caregiver at all during those times, and the response was: 

Sakura: Japan has a very old-fashioned mindset. Basically, the family members should 

take care of their family member with disabilities. So, if I get married, the 24-hour 

helper service I am currently using cannot be used anymore because I got married. 

Etsuko: What!? You will lose your 24-hour nursing care?  

Sakura: When I get married, the hours when my husband is with me, he is expected to 

take care of me. So when I make my relationship [that I have a boyfriend] public, my 

caregiver hours will be reduced.  

In this situation, the degree to which privacy can be achieved depends on the situation of the 

caregiver since caregiving policies have lagged behind social changes; there are not necessarily 

family members at home with time to take care of someone with disabilities, because in 

contemporary Japanese society families might not follow the “traditional” family structure in 

which the females stay at home (Ito, 2004). The following comment from Hiro also gives us 

an opinion about the situation at the policy level: 
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If I were married and call a caregiver, I would be told ‘Well. Your wife is there, so it 

would be okay to have fewer hours for the caregiver. Wouldn’t it?’. Because it [the 

assigned hours of caregiver] is calculated based on the household unit. What if my wife 

were also working? I think that isn’t considered in the current social welfare system. 

(Hiro, male, Congenital multiple arthrogryposis) 

Hiro’s comment illustrates how current social welfare policy is still expecting family 

members to take care of people with disabilities and not catching up with the contemporary 

situation that the family members of people with disabilities might have their own job and 

therefore would not be devoting themselves to taking care of their family member with 

disabilities. This was mentioned also by Sakura who explained how, once people found that 

she has a boyfriend, chances are her hours of caregiver assistance would be reduced because 

her boyfriend is then expected to take care of her. Zero (a woman with a progressive disability) 

explains the problem of current policy further in her comment below: 

For example, when a female with disabilities gives birth to a child, her caregiver is not 

allowed to intervene in her child rearing. However, if a parent with disabilities fails to 

fully look after a child, this is considered child abuse and their child will be taken away 

by the child protection service. In society, there is a perspective that [if the parents] 

cannot fully take care of their child, it is child abuse. People with disabilities are in the 

extreme degree beyond their ability to take care of their child… [society] has not been 

able to acknowledge the issue of child rearing done by people with disabilities… society 

is not able to support the lives of children whose parents are people with disabilities.  

Zero’s comment implies how society expects people with disabilities to be able to take 

care of their children by themselves as able-bodied people do, otherwise their child will be 

taken away in the name of ‘child abuse’. Garland-Thomson (2017a) suggested that eugenics is 

about controlling who reproduces, how they reproduce, and what they reproduce (Garland-

Thomson, 2017a, p. 59)”. However, from Zero’s comment, it is implied that only parents who 

have the capability to perform as parents are eligible to have children. Parchomiuk (2014) 

discusses the issue of parenting by people with disabilities and stated that society expects 

mothers and fathers to successfully accomplish their task as parents such that when parents 

have a disability, society devalues their parenting. She gives the following list of examples:  

Suggesting abortion, or giving the child up for adoption; attempts at depriving parents 

of child support; looking for pathology and parental incapacity on the basis of how the 

child functions; patronizing; taking the attitude of disable-ism (treating the person 

with disability as dependent, lacking intellect, and requiring help); discrimination 

visible in the fact that individuals with disability need to explain the reasons why they 

want to start a family” (Parchomiuk, 2014, p236).  
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 In this sense, Zero’s comment implies that the notion of eugenics in Japan is not only 

based on selective breeding, but has also expanded to deciding who is eligible to be a parent 

based on performativity as parents, and pressures people with disabilities on whether they are 

capable of fully taking care of their children or not.  

As I have shown in this section, eugenics discourses influence not only the minds of 

people with disabilities themselves in a complex way, but also influence caregiving policy. 

Also, they may well influence the thinking of social welfare and medical professionals, parents, 

and the general public in different ways. However, also I want to stress that it would be too 

much of a simplification to conclude that all cases are determined based on the influence of 

eugenics discourse. There are cases in which someone with disabilities was not forced to give 

up a child based on eugenics ideas but that having a child was physically impossible. 

Conclusion 

Comparing the views of people with physical disabilities and carers on the influence of 

eugenics in society, it would seem that many of my participants with disabilities, but relatively 

few of the carers, felt that eugenics ideas still influence the way society views and treats people 

with disabilities. The number of carers who do think that there is some eugenics influence in 

society was only 12 out of 50, which was only 24% of the total number of carers who responded 

via the qualitative on-line questionnaire. (However, 20 out of 50 carers did not answer this 

question).  

 There was some agreement in view between people with physical disabilities and 

carers. Both groups brought up topics such as the misconceptions about genetic inheritance, 

Japanese society heading towards valuing money and efficiency over people’s rights, and 

concerns about the reality of child-rearing, giving birth, and impact of the assumption of 

family-oriented caregiving on policy and law. 

 However, there were also differences between these two groups. One of the interesting 

points of divergence was in regard to popular representation of people with disabilities. 

Participants with disabilities showed concern that the way they are represented in media is 

simplified and therefore would cause attitudes of malevolent superiority in able-bodied people. 

Although carers also acknowledge the malevolent superiority of able-bodied people over 

people with disabilities, the carer participants did not mention what they felt caused these 

views. When asked about eugenics-related practices, participants with disabilities responded 
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that they were aware of women with disabilities receiving recommendations to have their 

uterus removed, while carers did not report having heard any such recommendations but did 

acknowledge the prevailing influence of parents over their children with disabilities. Carers 

also voiced concerns about a lack of sexuality education for people with disabilities as well as 

about how sexuality topics are not discussed in the nursing care field, but these issues were not 

brought up by the participants with disabilities as being related to eugenics. 

As exemplified by calling children with disabilities “poor things” regardless of the 

severity or type of disability the child has, there is still a strong eugenics discourse at work in 

Japanese society. Eugenics ideas were not only seen entrenched in caregiving policy but also 

in the attitudes of medical professionals, parents, and society in general. Furthermore, eugenics 

discourse also impacted the minds of people with disabilities themselves, in very complex ways 

which current theories may not completely explain. However, at the same time, the idea of 

eugenics forces households to sustain its lineage by segregating or hiding family members with 

disabilities. To avoid simplifying disability by conceiving of it only as a tragedy, it will be 

necessary to reveal the system of how certain types of body are abolished by society via the 

eugenics discourse. In this way, instead of blaming the body, people would be aware of the 

societal expectations and guidelines towards the body and the systems via which these bodies 

are excluded.  
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Chapter 11. Sexual dignity and power-differences between carer and 

being cared (ethics of care) 

In this chapter, I will discuss the concept of the ethics of care. In so doing, I will examine 

how the experiences of my participants relate to the CRPD (Convention on the Rights of 

Persons with Disabilities). In 2014, Japan ratified the CRPD (Shirasawa, 2014) and started to 

enforce domestic legislation called the Act of Elimination of Discrimination against Persons 

with Disabilities (AEDPD). However, it is not clear how the sexuality-related items of the 

CRPD have been enacted in Japan. Also, it is not clear what kind of situations would be 

considered cases of a “discriminatory attitude” when the conflict involves sexuality issues. As 

I have mentioned in previous chapters, it would be critical for some people with physical 

disabilities to obtain support from their caregivers in order to exercise their sexual agency. For 

this reason, while examining opinions towards the CRPD, I also asked for my participants’ 

opinions about power relations between people with physical disabilities and carers. However, 

at the same time, some carers did not have enough training related to sexuality issues of people 

with disabilities (as discussed in Chapter 8). Furthermore, as I mentioned in Chapter 2, Japan 

has been experiencing issues involving the sexual harassment of caregivers (Harada, 2018). In 

this situation, it would be difficult to determine the boundary between what could be considered 

sexual harassment of carers and the ability of people with disabilities to assert their sexual 

agency. For this reason, it is important to understand the dynamics between carers and people 

with disabilities.  

In the first section of this chapter, I will explain the concept of ethics of care. In the 

second section, I will explore the complexity of how sexual dignity further complicates the 

ethics of care by including the ‘same-sex caregiver principal’. In the second section, I will 

introduce the views of people with disabilities, as well as those of carers towards the CRPD, 

and explore how each group see issues of power in the carer/cared-for relationship. To conclude 

this chapter, I will make recommendations for change in Japan based on the suggestions of 

both people with disabilities and carers.  

Ethics of care and dependency  

Garland-Thomson (2002) stated that feminist disability studies complicates current 

discussions on the ethics of care. While many forms of feminism examine the power relations 
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between the givers and receivers of care, they tend to assume that “the caregivers were not also 

in need of care, and most assume that the receivers of care are not equals with whom the nature 

of the care and the conditions of its being provided are negotiable” (Wendell, 1996, p. 140). 

Disability, however, calls these roles into question, and “demands that human interdependence 

and the universal need for assistance be figured into our dialogues about rights and subjectivity” 

(Garland-Thomson, 2002, p. 16-17). 

Wendell (1996) noted that feminist discussion regarding ethics of care was based on 

the assumption that a non-disabled adult would be taking care of non-disabled children so that 

the situation would be different if the recipient of care were children with disabilities, or were 

an adult with disabilities who is competent to make decisions about their own life (Wendell, 

1996). In those cases with more complicated relationships and less clearly defined roles, 

discussions on the ethics of care also need to address the problems which arise between 

caregivers and care recipients. 

The argument that “many women do not provide care by choice but because they are 

socialized and pressured into it and have no viable alternative”, would mean that a carelessly 

framed ethics of care “is in danger of lending support to the continued subordination and 

exploitation of women” (Sherwin, 1992, p. 42-57). Both Kittay (2011) and Wendell (1996) 

also recognize that, when someone—especially a woman—is a caregiver for someone with 

disabilities, the demands made on her life, both due to the needs of the care recipient and the 

social pressure on women to provide care, mean that the situation demands a re-examining of 

the ethics of care. Kittay (2011) writes about ‘dependency care,’ which abled-bodied children 

need only when young, but which some people with disabilities may need for their entire lives, 

and about how dependency care overtakes the life of the caregiver (Kittay 2011).  Wendell also 

writes about the increased scrutiny and pressure that women feel to live up to societal 

expectations about their role as caregiver (Wendell, 1996).  With these demands in mind, 

Wendell (1996) argues that an ethics of care must take into account the needs of caregivers 

since many caregivers also themselves need care, and argues that an ethics of care which 

assumes that ‘a person could give care without receiving it’ is practically useless (Wendell 

1996). She states: 

Many people who need care can and should make all the major decisions about their 

lives and negotiate the nature of the care they receive and the condition under which it 

is delivered…some people who need care give as much or more care than they 

received and others need more care than they could ever give (Wendell, 1996, p. 150) 
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Wendell (1996) goes on to note that if we think of all people as interdependent, we 

would not imagine that the people who provide care do not also need care since both caregiver 

and care recipient are involved in moral obligations and ethical challenges. 

Considering both the rights and the needs of all parties as potential givers and receivers 

of care reveals complications in several areas. For example, although Morris (1991) does not 

specifically address the Japanese situation, she is critical of ‘community care’, which literally 

means family care where women are exploited to serve as caregivers (Morris, 1991), and this 

leads to more people with disabilities being institutionalized, a trend that many feminists with 

disabilities have also opposed (Morris, 1991). Furthermore, Morris also pointed out that home 

care is also being recognized by people with disabilities as a site of oppression, so much so that 

people with disabilities pursue a right to acquire services instead of relying on family care 

(Morris, 1991). In other words, the situation can be bad for both caregivers and care recipients. 

Able-bodied feminists, as well as people with disabilities and caregivers, have also 

questioned or even criticized the principles of autonomy and independence (Kittay & Mayers, 

1987). Morris (1991) describes the notion of independence as considering people with 

disabilities to be ‘dependent’ if they cannot do something by themselves. Wendell (1996), also 

writing in general and not specifically about Japan, further argues that ‘independent’ is defined 

according to what society expects that ‘normal’ people can do by themselves and the way they 

do it. The notion of independence also creates authority in groups such as medical professionals 

to determine what is independent according to their established stereotypes (Frank, 1988). 

Ethics of care and sexual dignity: The voices which are left out 

In this section, I will discuss how the ethics of care complicates practice in institutional 

settings and family care settings when think about the sexual dignity of people with disabilities. 

My argument here mainly focuses on how the gender of caregivers who do ‘body things’, and 

how they handle ‘body things’ impact the sexual dignity of people with disabilities according 

to the argument of Kittay (2011):  

In extolling independence for physically disabled people, we can inadvertently fall 

into morally questionable habits that mimic those of privileged groups. When 

Heumann insists that independence is a “mind thing,” not a “body thing,” we still 

need to ask: What about those who do the body things, the washing, dressing, and 

toileting? Where is the independence and control of the persons providing care when 

they are mere instruments of another’s independence and control? (Kittay, 2011, p. 

54) 
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Institutional settings 

Let me begin with a photo-elicitation conversation between me and S.B.B. S.B.B. is a 

male with Cerebral Palsy. He gave me images that he found via the internet as well as pictures 

which he took himself which represent messages he received from society regarding the 

sexuality of people with disabilities. His story centred around his experience of staying in an 

institution for people with disabilities. According to him, he occasionally uses an institution 

which is both for people with physical disabilities and people with intellectual disabilities to 

stay in short-term. Although the focus of this research is people with physical disabilities, I 

thought it helpful to include this story of S.B.B. when considering the possibility that not all 

people with physical disabilities live “in the community” (that is, not in an institution or special 

care facility), given the practice of ‘hiding family members with disabilities from society’ that 

many parents engage in (further examined in Chapter 10). Also, when thinking about the power 

relations between people with disabilities and carers, which I will later discuss in this chapter, 

it will be necessary to have included a story with an institution as the setting. Silvers (1995) 

argues that ‘ethics of care’ would force people with disabilities to place themselves in the 

position of being incapable and dependent recipients in institutional settings because “Help-

givers choose how they are willing to help, but help-takers cannot choose how they will be 

helped”, and warns of social equality in institutions and the possible consequences for adults 

with disabilities (Silvers, 1995, p. 40).  

S.B.B. shared with me four pictures. When he initially began this interview, he 

repeatedly asked me “Are you sure?” “Are you okay?” “It might be disgusting for you because 

the images are too real… You might feel sick”. I repeatedly responded to him “I am totally 

fine…please don’t worry about it. This is very important thing”. S.B.B. and I had 

communicated via Facebook messenger prior to this interview. I sensed from him repeatedly 

asking me the difficulty of talking about this topic so that I felt if he sensed me feeling any 

discomfort, he would not be able to share anything. Fortunately, he never asked to stop the 

interview. Rather, he wanted to share so many things, and the pictures brought to light so many 

emotions and descriptions of his situation.  

 The first two pictures were one image of an erect penis which was taken by S.B.B. of 

himself and one of a female whose panties are wet due to sexual excitement. Due to copyright 

issues, I could not include the picture of a female who is wet since this picture was found by 

S.B.B via the internet.  
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Figure 8. “Being excited”, one part of a photo set submitted by S.B.B. as part of photo-elicitation 

The title of both pictures was ‘being excited’. 

S.B.B.: When my penis is erect, the caregivers began complaining [booing]. 

Etsuko: What did they tell you?  

S.B.B: What are you thinking? …For females, even if you are excited, you are not 

complained about [by the caregivers] because it is hard to see you are wet so that it 

would be hard to recognize that you are excited. But when a male is excited, then, 

caregivers complain about it. (S.B.B, male, Cerebral Palsy) 

The third image below shows a restroom which is similar to those in the institution 

where he stays occasionally. Although this picture was found by S.B.B via the internet, due 

to potential copyright issues, he blurred the image so it would be usable in this thesis.  

 

Figure 9. untitled image submitted by S.B.B. as part of photo-elicitation, representing a restroom in his care facility 
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S.B.B: I sometimes stay in an institution where, although the entrance of the toilet is 

divided into female and male, it is actually connected inside. My diaper would be 

changed on the bed, so, I lay down on the bed, and a female would be having her diaper 

changed on the bed next to mine.  

S.B.B. explained to me the details of the toilet. According to him, there are three beds 

in the female toilet side. The female and male toilets are separated by a curtain. But usually 

this curtain remains open.  

Etsuko: What…!? That’s impossible!!  

S.B.B: So… when I'm lying on the bed, the girls are changing their diapers and clothes 

on the bed next to mine, so… 

Etsuko: Wait a minute ... how old was she, [the person who is changing diaper lying on 

the bed next to you]?  

S.B.B.: 17 years old. 

Etsuko: 17 years old!? Did this girl have an intellectual disability?  

S.B.B.: There are some people who have intellectual disabilities, but others do not… 

[The caregivers began] to change her clothes and diaper on the bed which was next to 

me, so I see that and my penis became erect. But the staff members do not care about 

this [that there was an almost naked female lying on the bed next to mine and my penis 

is erect]. The staff members discussed [with each other] ‘Why do I have to put a diaper 

on this erect penis?’ ‘Why don’t you forcibly hold it and put it into the diaper’... ‘Well, 

eventually the erection will stop so let’s put the penis into the diaper even though the 

penis is still erect’ then they put a diaper on me by either forcibly holding onto my 

penis, or just put on a diaper while my penis remains erect. The staff members are all 

busy so that while [they were] changing my diaper, they would be called away, and 

[they] would disappear. When that happens, I would be left alone lying on the bed with 

my penis erect, and there would be a girl who is pissing on the bed with a urine bottle 

[next to my bed]. 

The final picture he showed me relates to this part of the conversation. The picture was 

about him lying on the bed, left alone, exposing his erect penis. The caption of the title he gave 

to this picture was “Bed for changing diapers and washing up. Left alone while my penis is 

erect”. 

Etsuko:… was there any curtain between those beds? 

S.B.B: There is…but it’s left open. […] There are three beds, and the curtains are left 

open, sometimes they [people with disabilities] are sleeping there regardless of whether 

they are female or male. The institution is for both people with intellectual disabilities 

and physical disabilities. Probably if both the female and whoever is lying on a bed 

have intellectual disabilities, they might not care about it [staying together like this]. 

There are many people with intellectual disabilities in this facility and it is rare for 
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people with physical disabilities to come to this facility. Probably this is a usual thing 

for the staff members so that’s why they did not care about it, but this is very common. 

Including these things… people misunderstand, they think people with disabilities grow 

up without knowing ‘sexual desire’ because it is only natural [for the staff] to see people 

with disabilities as leading an existence of being cared for. It seems that people see an 

erection only as a physiological phenomenon. 

S.B.B.’s comments reveal many different things. First of all, people with disabilities 

are treated as if they do not have a sense of sex/gender so that they do not have a sense of 

shame/embarrassment. Second, this tendency of looking at people with disabilities as non-

sexual beings seems more prominent the more severe the disability condition is. Third, when 

people see people with disabilities as non-sexual beings, people cannot even see an erection 

as a sign of excitement but only as a physiological phenomenon, which seems to be de-

humanizing of people with disabilities. The attitude of caregivers could be explained by 

Foucault’s concept of ‘governmentality’ which deals with the management of both individual 

and collective conduct (Gilbert & Powell, 2010). In other words, one dynamic of power is 

located in the way staff members communicate with their clients, which is seen in the 

comment “the staff members do not care about this”and ”The staff members are all busy”, 

which shows the way caregivers do not have time to sensitively connect with their clients 

while also taking care of their clients according to the procedure.  

This third observation aligns well with the findings of research conducted by Swango-

Wilson, who found that caregivers are hesitant about the appropriateness of sexual behaviors 

of people with intellectual disabilities. In particular, it was found that the younger the caregiver, 

the more accepting their attitude toward sexual behaviors in people with intellectual disabilities 

(Swango-Wilson, 2008). This observation about age also aligns well with what S.B.B. observed 

and shared with me. I asked S.B.B., ‘how old were those caregivers?’ and he responded, 

‘obasan’ which refers generally to middle-aged or elderly females.  

Furthermore, the behavior of the caregivers implies that since people do not see people 

with disabilities as sexual beings, once they find some meaning in the erection of someone’s 

penis other than as merely a physiological phenomenon, this immediately brings a feeling of 

discomfort, which is expressed by complaining. This discomfort might also come from 

surprise, if the carer did not expect people with disabilities to have sexual desire, or the carer 

may feel uncomfortable due to being seen as a target of the sexual excitement of people with 

disabilities (it could be interpreted therefore that this constituted sexual harassment of the 

caregiver), or that the carer witnessed something which they felt should not be seen (due to a 
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sense of taboo). As I mentioned in Chapter 9, Yokosuka (2001) argued carers need to remind 

themselves that “this is not a sexual service but a nursing care service” when touching the 

genitals of the person who is being cared for. Furthermore, carers need to consider the person 

who is receiving care as an “object” in order to prevent to put a sexual meaning into nursing 

care. If this practice is still ongoing, it is no wonder people with disabilities are treated like an 

object. Also, as discussed in Chapter 9, whether the sexual dignity of people with disabilities 

is respected or not can depend on whether or not a same-sex caregiver is assigned. Most 

importantly, how the sexual dignity of people with disabilities is respected depends on how the 

caregiver handles the situation, as Kittay (2011) mentioned above. This is the reason why I 

asked S.B.B. about whether there was a curtain between the female and male sections of the 

restroom, as well as between each bed, and whether they were open or not because this one 

curtain would demonstrate the attitude of the caregivers and to what extent those caregivers 

respect the sexual dignity of their clients with disabilities. The issue then becomes, not only 

who assists with toilet activities, but also how toilet assistance is carried out.  

Opinions from carer regarding protecting sexual dignity of their client 

Initially, I was not expecting to obtain stories of institutional experiences, and I do not 

think this one story of S.B.B. represents what is going on in every institution, yet I believe it is 

beneficial to consider this story because S.B.B.’s experiences contradict the responses from 

carers regarding the practice of protecting the sexual dignity of people with disabilities.  These 

carer responses are summarized in the table below. In the questionnaire for carers, I asked a 

question regarding their practices of protecting the sexual dignity of the people with disabilities 

they care for. Thirty out of 50 (60 percent) of carers responded that they do or have done 

something to safeguard the sexual dignity of people with disabilities: 
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 While you were taking care of someone with 
disability during their adult life, was there anything 
you made sure to do, or to keep in mind, in order to 

preserve their sexual dignity? (n=50) 

  Frequency Percent 

Valid yes 30 60 
 no 12 24 
 no answer 8 16 
 Total 50 100 

  

Table 14. Summary of responses to “While you were taking care of someone with disability during their adult life, 

was there anything you made sure to do, or to keep in mind, in order to preserve their sexual dignity.” 

Some comments from people who responded ‘yes’ are shown below. These answers 

are basically classified into those that emphasize privacy and those that mention the same-sex 

caregiver principal.  

Privacy 

When involved in excretion and changing clothes, I obtain consent, and close curtains 

and doors 

Consider personal privacy. Do not pass on stories of love etc. to others. Keep 

confidentiality 

In order not to let clients feel embarrassment; such as hiding the private part with a 

towel when assisting bathing. 

 

Same-sex caregiver principal 

We make sure to provide same sex caregivers, especially when assisting in toilet and 

bathing care. 

Not only providing same-sex caregivers, but also things which are hard to discuss with 

opposite-sex caregivers are asked by same-sex caregivers.  

I think that providing same-sex caregivers is the only way to prevent suspicions of 

committing sexual crime. Providing same-sex caregivers benefit both caregiver and 

client 

What S.B.B. experienced is different from what carers commented, above, so that my 

intention was to also provide carers’ perspectives and show that not all carers act like those in 

S.B.B.’s story. Additionally, those carers’ responses also contradict what Yokosuka (2001) 
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argued  is necessary for carers to consider the person who is being cared for as an “object” in 

order to prevent projecting a sexual meaning onto nursing care. In this regard, the comments 

from carers above indicate that they see their clients as beings who feel embarrassment or seek 

sex and life instead of considering them as an object. As can be seen in the comment that said 

‘providing same-sex caregivers would prevent suspicion of sexual abuse’, there is still an 

assumption of heteronormativity. However, the reason why there are differences in attitude is 

unclear. S.B.B.’s experiences may have been different from what the majority of the carers 

would suggest because his experiences happened in an institution in which the majority of 

residents had some intellectual disability. Or, the carers in S.B.B.’s story might be the kinds of 

carers who would have answered ‘no’ (or ‘no answer’) to this question (regrettably, I did not 

obtain any comments from carers who responded ‘no’ regarding practices to safeguard the 

sexual dignity of people with disabilities).  

Family care setting  

The two cases below both involve a female with disabilities in at-home care. The first 

case is about Makanani, a woman with spina bifida and scoliosis. She told me how her mother 

felt it was unfair that only females have to be caregivers. However, Makanani’s father hesitated 

to help Makanani with toilet activities. 

Makanani: My father… well… I wonder what my father was thinking? 

Etsuko: Didn’t [he] help… caregiving?  

Makanani: Well… he drives me and drops me off…When I was 9 years old, I began 

using a catheter.  

Etsuko: 9 years old? 

Makanani: Then, at that time, when it comes to the argument of who will do my catheter, 

my father said, "I do not want to see a place like that of a girl”…My mother was very 

angry about that [laughs] 

Etsuko: Wow, your mother?  

Makanani; She got really angry.  

Etsuko: Really! Wow… I feel this is unexpected. So, how come your mother got angry? 

I was a bit surprised when I heard that Makanani’s mother was angry that her husband 

did not want to help with the nursing care of his daughter because I also heard a story of another 
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female participant with disabilities who was sexually abused by her step-father while obtaining 

a toilet or bathing assistance.  

Makanani: Well, I was a girl…but then when I got older, then, [my mother said] ‘if she 

says that she does not want to be assisted [by her father], then it is understandable 

but…I do not want to hear that the father says that he does not want to do nursing care 

of [his daughter]’… After all, it turned out that nursing care is a female's job or 

mother's job.  

Etsuko: Ohhhh, I see...the argument turned out like that... 

Makanani: She was saying [to my dad] ‘You are always like that!!’ [laugh] 

Etsuko: She was mad because [the husband thinks that] nursing care is the job of the 

mother... Wow…it makes sense [laugh].  

Feminists have argued that women have been traditionally expected to be in a 

caregiving role (Kittay, 2011), this seems to connect with Makanani’s mother being mad at her 

husband’s attitude of rejecting the caregiving responsibilities. In this sense, Makanani’s mother 

supported the idea that women have been exploited by being expected to fulfill a caregiving 

role (Wendell, 1996). However, when thinking about the sexual dignity of people with 

disabilities, it is also understandable why Makanani’s father rejected taking care of his 

daughter, especially when it involved the issue of toilet assistance. One feature of caregiving 

in Japan is to consider care recipients’ status as childlike. Regardless of whether the caregiving 

environment is family-based or in an institution, receiving care is considered an extension of a 

child’s role within the family construction (Stevens, 2013). In this regard, it could be 

interpreted that whereas Makanani’s father considers Makanani an adult, Makanani’s mother 

might consider Makanani a child even though she is already an adult.  

Another example, from Sakura, below, shows how feminist disability theory 

complicates the argument of the ethics of care.   

Sakura and I were almost finished with our conversation. In the end, I asked Sakura if 

there was anything else she wanted to share with me, and the conversation below took place: 

Sakura: …Maybe my mind is located in both extremes [I both do and do not want to be 

acknowledged as a female]. Because the relationship with my family members is strong, 

for me, who needs full nursing care, when the females I rely on—my mother and a 

grandmother—become sick, you know… I have to ask my father... etc. If I cannot ask 

for assistance, then I cannot go to the toilet or take a bath.  In such situations, I dreaded 

things like... my menstruation starting, and my body developing. 

Etsuko; How come? Because you would need assistance? 
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Sakura: Well, usually, I do not like [my private parts] to be seen; there are situations 

like that. I do not like that. 

Etsuko: It's like... [because your private part is] seen by your father or brother? 

Sakura: Oh yeah… but you have to ask [them] for assistance for it [toilet and bathing] 

Etsuko: It is a dilemma, isn’t it? 

Sakura: That is why, I did not want to acknowledge my female part …that I did not try 

to admit my female part… I wonder if my willingness [to not see myself as female] was 

[not only because males were helping me, but] also from inside of myself. 

Etsuko: I read a story before that the more [your mind is] clear, the more you have to 

give up your sexual identity. 

Sakura: This is like that. That is why I think that my desire to be recognized as female 

is strong. 

Etsuko: Ah… that is why now is the time [that you want to be recognized as a female] 

Sakura: I felt an aversion [to my body developing] since I was a primary school 

student… since my period came… 

Etsuko: Did your parents and caregivers respect your [sexual] dignity? 

Sakura: Well... I feel like they did not. My parents feel it cannot be helped.  My father 

said that he does not want to do my caregiving, so he told me to ask for assistance from 

my mother. My younger brother helped hold me and move me…but he did not help me 

with toilet or a bathing assistance. Even though my mother and grandmother were 

assisting me… when they went on a company trip somewhere, or when they were sick, 

then my father had to do the caregiving for me (Sakura, female with spinal muscular 

atrophy) 

Sakura’s comment highlights that which person would care for her would impact 

whether she has to give up her female identity or not. Garland-Thomson argues that “People 

with disabilities become misfits not just in terms of social attitudes… but also in material ways. 

[…] Misfitting is a performance in Barad's and Judith Butler's sense, in that enacts agency and 

subjectivity” (Garland-Thomson, 2011, p. 594) 

 Sakura’s comment also implies that in order to be a person who obtains full nursing 

care, one should act as a non-sexual being. Sakura was trying to be a non-sexual being in order 

not to feel shame/embarrassment when being assisted by male family members. For this reason, 

when she began seeing the signs of her being a female through her body’s development, she 

began hating her body because she did not want to acknowledge herself as female. That was 

the only coping method for her, the only way she could ignore her feelings of shame and 
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embarrassment. This means that the sexual dignity issue is not something that only comes up 

in institutions, but that is also relevant in the family care environment. As Stevens (2013) 

argued, care recipients are considered children in the family structures of Japan. This makes 

me wonder how people with disabilities in the institution where S.B.B. stays would cope with 

any such feelings.  

From those three cases above, it is indicated that when examining (to use Kittay’s 

phrasing again) who handles “body issues” and how they are handled, we can see that “body 

issues” are deeply associated with “mind issues”. For this reason, from a feminist disability 

theoretical point of view, although females are traditionally asked to act as caregivers, this does 

not happen only in cases where females are expected to be subjugated under males. There are 

cases in which it is absolutely necessary for females to provide nursing care assistance. It would 

be more than an issue of how the caregiver’s sex matters, rather, the questions of who should 

be assisting and how the nursing care should be provided need to be answered by the people 

with disabilities themselves in order to respect their sexual dignity. The sex of the caregiver is 

also relevant to abuse prevention, as discussed in Chapter 9.  However, especially in the case 

of Sakura, the difficulty of restricting nursing care to mainly females in daily family caregiving 

circumstances is also shown. For this reason, as Kittay (2011) maintains: 

We need an ethic that can also help guide relationships between different sorts of care 

providers (family members, hands-on care assistants, medical personal) and people 

with different sorts of care needs. Paternalism is the only alternative to autonomy 

when autonomy is the norm of all human interaction. Cooperative, respectful, 

attentive relations are, I suggest, better alternatives than paternalistic responses toward 

those who depend on us in times of need. (Kittay, 2011, p. 55)  

In this section, I explained how sexual dignity and ethics of care interrelate. In the next 

section, I will write about power differences between caregivers and people with disabilities.  

Ethics of care and power-differences between people with disabilities and 

carers 

When I asked a question regarding opinions toward the United Nations Convention on 

the Rights of People with Disabilities (CRPD), the responses were divided in two. There were 

people with disabilities who think adopting the CRPD in Japan is necessary in order to 

protect the rights of people with disabilities, while on the other hand, there were people who 

said that signing the CRPD is ridiculous or sad because the CRPD addresses what rights 

should be protected as a human being so that having the CRPD separates people with 
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disabilities from able-bodied people. In other words, signing the CRPD proves that society 

does not think people with disabilities are equal to able-bodied people. In the end, the 

opinions toward the CRPD revealed many issues, ranging from power differences between 

people with disabilities and able-bodied people to cultural attitudes towards people with 

disabilities in Japan. Those power differences and cultural attitudes are interrelated and 

further complicate the ‘ethics of care’. While there were many stories of interdependency in 

my participants’ comments, and there were also stories of people with disabilities who act as 

if they think they have to be treated as ‘special’ such that those people with disabilities think 

it is an obligation for able-bodied people to accommodate them. The concept of ethics of care 

seems to be based on the belief that people with disabilities are vulnerable beings. However, 

in the case of Japan, a male-dominant society where seniority is valued, how could the ethics 

of care in feminist disability theory be applied? In this section. I will first focus on how the 

sense of power differences between people with disabilities and able-bodied people is 

created. When I analyzed the sense of power differences, these patterns are divided into two: 

seeing people with disabilities as having a ‘special existence’, and seeing them as 

‘consumers’.  

People with disabilities as having a ‘special existence’ 

I will begin by introducing some comments from Yoshi, a male with osteogenesis 

imperfecta. I asked Yoshi, “what do you think about the CRPD?” And he responded as below: 

Yoshi: In the end, I think that it would be better for the CRPD to be gone… Because [it 

makes] people with disabilities out to be ‘special’ beings, doesn’t it? I think people with 

disabilities are arguing too strongly for their rights. Claiming one’s rights is important, 

but of course the assertion of rights has something associated with it… If there are 

rights, then there is also an obligation, so I think the reason why people with disabilities 

think it is natural that they should be taken care of… is because of separating people 

with disabilities and able-bodied people like this. 

Etsuko: So, by separating people with disabilities and able-bodied people, it makes 

people think people with disabilities are ‘special’. 

Yoshi: I think so. After all, [separating people with disabilities] is like treating them 

like they have a ‘special’ existence. I think that it would probably start with people with 

disabilities thinking, ‘then, why are we not being taken care of?’ People think about 

themselves having this special existence and start complaining about why they are not 

being taken care of. Then, [people would start saying] ‘why are our rights not 

protected?’ I think this is because separating people with disabilities and able-bodied 

people [like the CRPD does] makes people with disabilities out to be special… For 

example, when prioritized to use an elevator, it would be appreciated to give up some 
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space for us. But even though there are people in the wheelchair, in case when the 

people who were already lined up before the wheelchair user arrived stepped back and 

yielded their spot, [the person in the wheelchair should say] ‘thank you’, shouldn’t 

they? I think it is so wrong, the attitude of this person in the wheelchair like… ‘I am in 

the wheelchair so that I should get priority to use an elevator’… and it makes me really 

upset. ‘It is natural for everyone to get out of my way’. Because, I think that people with 

disabilities should have the feeling of ‘thank you’ for the kindness of people who yielded 

to them. But, it is quite common for them to think that people should take care of 

them…so that if we were having a concept of CRPD, before that, I want Japan to change 

the perspective or way of education so that ‘it is natural to say ‘thank you’.  

Yoshi’s comment revealed several points. First, he portrays the attitude of people with 

disabilities as arrogant. Yoshi thinks this arrogant attitude comes from how some people with 

disabilities consider themselves as ‘special’ because society separates them from other able-

bodied people and treats them as weak and vulnerable. In the end, treating people with 

disabilities as ‘special’ leads them to the idea that having disability gives them a privilege to 

be treated as ‘special’. It can be also interpreted in an ironic way, since those people with 

disabilities are taking advantage of their disability and enforcing others to treat them as 

‘special’. Second, Yoshi also point out the rights and obligations with his example about saying 

‘thank you’. It seems those people who are getting used to being supported simply do not have 

a sense of appreciation due to their presumption of receiving ‘special’ treatment. Or, it could 

be interpreted they might think saying ‘thank you’ all the time makes them feel inferior to able-

bodied people because they so often need assistance and are so often in circumstances which 

make them appreciate somebody’s help. 

Similar comments regarding ‘special’ treatment were seen in K.I.’s comment as well. 

K.I., a male with muscular dystrophy, spoke in more detail about these privileges:  

Society just doesn’t understand that there is no difference [between people with 

disabilities and able-bodied people]. I think the reason why the Convention on the 

Rights of Persons with Disabilities [CRPD] is needed is because there is no 

understanding about this from society. I guess it is necessary to write down [our rights] 

in this way even though I think it is really stupid [that it has to be written down]. I do 

not think the CRPD is actually necessary… but you know… society divides education 

[between able-bodied people and people with disabilities]. Those who think of 

themselves as special… I never thought of anything special about myself at all. 

Although there are benefits from society… like the disability pension. There is a way of 

escaping [from work]... for example, I can survive without working. Even though [I 

say] there is no difference [between people with disabilities and able-bodied people], 

able-bodied people would see, ‘Well… but you guys do not have to work, and you still 

receive a pension’, I do not want to use ‘I have a disability so that I cannot work’ as an 

excuse.  I have to work, but socially, and systematically it is impossible to work… but 

if I use this as an excuse, I think then [able-bodied people would think] ‘After all, you 
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guys are treated as ‘special’ aren’t you’… but I do not want to make an excuse like 

that. I think if [instead] I express that ‘I think it is not good for my current life so that I 

want to step forward even one step or two steps’ then, probably [able-bodied people] 

could think ‘well, then there is no difference between people with disabilities and able-

bodied people’.  

From K.I.’s comment, it is implied that he is trying to separate himself from other 

people with disabilities who think of themselves as ‘special’. However, in order for able-bodied 

people to not consider that K.I. is ‘special’, he also tries to find a way to express his attitude to 

able-bodied people. It was interesting to see how both Yoshi and K.I. expressed that they are 

not ‘special’... and that this attitude came from people with disabilities themselves. 

Furthermore, Yoshi and K.I. are even annoyed by others who think of themselves as ‘special’ 

and both of them think that the Japanese education system which separates people with 

disabilities and able-bodied people has a problem. It can be interpreted that people with 

disabilities who claim their rights by declaring themselves as ‘special’ are, to use Foucault’s 

terms, challenging the dominant discourse (McHoul & Grace, 1998) of people with disabilities 

as pitiful beings. In other words, if society considers people with disabilities to be pitiful beings, 

then, people with disabilities should be treated with ‘special’ attention. Mune’s comment in the 

next section gives us another angle from which to consider this problem.  

Rights and Responsibility: A strong sense of independence 

As I mentioned in Chapter 2, Japan employs an Independent Living model which 

emphasizes a role for people with disabilities in which they take control over their choices. In 

this section, I will discuss the complexity of the notion of independence.  

I will begin this section with a comment from Mune, a male with a cervical cord injury: 

There are some people with disabilities who make me feel troublesome. The other day, 

I heard a story, ‘when I went to a pool, there was a person who had paralysis in one 

side, so I told this person, ‘Please use this chair’ and this person got angry and told me 

‘Don’t tell me what I should do!!’.’ Well… after this kind of thing happens, I think when 

this person [who recommended to use the chair] meets a similar person with 

disabilities, they would never offer to help… not only for me, but also for other people 

with disabilities, that kind of person with disabilities is annoying. It is very disgusting; 

I hate this kind of person with disabilities very much, because refusing other people's 

help for himself also means refusing other people’s help offered to other people with 

disabilities. So, when I meet a person who tries to push my wheelchair when I do not 

need this kind of help, I tell this person ‘Thank you so much but I am fine now’. So, 

there are various people with disabilities who are shutting themselves off, or trying to 

make themselves understood, among all those people with disabilities, it is difficult to 

raise awareness about who we are… but those who are closing themselves off are never 
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the ones who think that they are closing themselves off, and it’s just because this person 

does not want to obtain support that they got angry responded in that way.  

Mune’s comment reveals that there are people with disabilities who do not want to 

obtain support from others. It could be interpreted that those people are fighting against able-

bodied people. Or, it could be also interpreted that those people with disabilities have a strong 

pride in themselves so that it would be shameful for them to be offered help, let alone accept 

it. Or, those people who reject support might have a strong sense of independence. The strong 

sense of independence was also seen in the comment by Seiji, in the section on masturbation 

assistance.  

Kittay (2011) sees dependence as a denigration of the person and a denigration of care, 

and argues that dependency tends toward an attitude that makes the work and value of the 

carers invisible, thus creating one oppression in the effort to alleviate another. However, at the 

same time she also believes that it is problematic to over-emphasize independence as the route 

to a dignified life.  Even so, in the Japanese case, Ed Roberts introduced the Independent Living 

Movement in Japan in 1981, and the first Japanese IL (Independent Living) center was 

established in 1986 (Hayashi & Okuhira, 2001). ‘Independent living’ is described, ideally, as 

“living in an accessible home and the availability of accessible environments, services and 

information” (Shakespeare, 2006b, p.139). However, this conflicts with the case of adults with 

disabilities who live with their families until they are placed in an institution (Stevens, 2013) 

which is often the Japanese way, as seen in the previous chapter. In other words, even if it is 

not culturally fitting, Japan imported the Independent Living model, which, when considered 

from the perspective of feminist ethics of care, might be ‘too masculine’ in its way of thinking, 

emphasizing independence, instead of encouraging mutual dependency (Kittay, 2011).  

Unlike Yoshi and K.I., Yoshiko, a woman with a hearing impairment, agrees with the 

concept of the CRPD. However, she not only pointed out the problem that people with 

disabilities have but also the way able-bodied people’s attitudes enforce that problem: 

I think that it would be better to ratify the CRPD in Japan as it is. Reproductive ability 

and decision-making related to reproduction are the freedom of people with 

disabilities. Of course the responsibility should be on people with disabilities. Japan 

should stop its tendency to ridicule people with disabilities and to act as if it is difficult 

to handle the issue of people with disabilities. Even if people hesitate [to confront 

people with disabilities]… there are some aspects about which people are assuming 

[guessing] the feelings of people with disabilities too much. I want people to face us 

more directly from the front. People with disabilities themselves also have a problem.  

People with disabilities should be aware of themselves [their disabilities] from an early 
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age. This is the point that should be changed the most. By recognizing [being aware of 

their disabilities] from an early age, people with disabilities can take disabilities in a 

positive way and establish our own way of life. The slower the recognition of having a 

disability, the slower we will be to develop our identity, which causes disadvantages 

[in our lives]. The education on this point will become very important in the future.  

Yoshiko’s comments point out how able-bodied people are hesitating to confront 

people with disabilities directly. Her comment that ‘Japan should stop its tendency to ridicule 

people with disabilities and to act as if it is difficult to handle the issue of people with 

disabilities’ implies that the reason why such able-bodied people cannot confront people with 

disabilities might be due to the societal perception that people with disabilities are ‘poor beings’ 

and ‘vulnerable’ so that seriously confronting with such people would put a bad image on able-

bodied people, either as if they were bullying those vulnerable people, or that it would be 

strange for them to be taking such a weak person seriously. Furthermore, Yoshiko emphasizes 

in her comments that people with disabilities have to be responsible for what they do. That 

Yoshiko decided to put emphasis on responsibility could imply that people with disabilities are 

seen as having have put the responsibility on their carers, so that Yoshiko seems to make sure 

to emphasize that if there are rights, there are responsibilities for people with disabilities. (This 

sense of responsibility will be further discussed later in this chapter while examining the 

opinions from carers.) 

Power differences between carers and those being cared for 

In this section, I will discuss how being treated as ‘special’ interrelates with rights and 

responsibilities, and furthermore how it affects caregivers in Japan. Kittay (2011) stated an 

important idea of the ethics of care regarding attitude and disposition, as follows: 

Moral harm is understood to be less a matter of the violation of rights, and more the 

consequence of failures in responsibility and responsiveness. Not the clash of 

interests, but the severing of valued connections is the harm an ethics of care attempts 

to avoid. As such, it aims at an ethics of inclusion, including all within a network of 

valued members. (Kittay, 2011, p. 53) 

There are many similar cases which were observed not only in the comments of people 

with disabilities but also in those of caregivers, such that this section merges narratives of 

people with disabilities and carers. I will introduce comments from S.T., Show, and 

Kumahiroshi.  

I will begin with a comment from Show. Show is a male, a “delivery health” manager, 

and former caregiver. We were discussing the power differences between people with 
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disabilities and their caregivers. Show and I had a conversation regarding caregiver’s 

positionality.   

Etsuko: Do you think a caregiver’s position is weak? 

Show: It depends on the individual: The supportive power on this side of the matter is 

so variable and distorted. On the one hand, there are people (with disabilities) who are 

so accustomed to having support. These people (who have gotten used to having 

support) hold an entitled mindset. They believe that ‘it’s natural for us to be supported’ 

so they tend to be very demanding of this support and of their caregivers. While on the 

other side, some people truly appreciate the support we provide, and are very grateful 

to have it. There is no generalizability of overall opinion being strong or weak 

regarding this. Rather, it depends on individual, or case by case. However, in the 

position of caregiver, one might be less supportive because they have to adhere to every 

request given by the person whom they support. In social welfare in Japan, you cannot 

say no (to the person whom you are supporting). If a caregiver cannot comply with a 

request, their only agency to say ‘no’ would be in the form of quitting their job. But in 

this case, the social welfare service provider will be negatively impacted. There is a 

binding unspoken agreement that [the agency] cannot say no. The agency has to 

support any kind of person along with their requests… 

Etsuko: Does it mean you have to comply to an impossible request (from a client)?  

Show: Yes… that’s the situation. Even if it is an impossible request for me, I cannot 

deny providing support to the person. 

Show’s comment reveals that social welfare organizations cannot say no to the client 

because of their mission of helping people. Both article 9 of the Services and Supports for 

Persons with Disabilities Act, and part of the Act of Elimination of Discrimination against 

Persons with Disabilities (AEDPD) contain a passage to this effect. For example, in article 9 

of the Services and Supports for Persons with Disabilities Act, the Disabled Person Welfare 

Services agency is not allowed to refuse providing service without justifiable reason. Similarly, 

in the AEDPD, it is prohibited to infringe the rights and interests of people with disabilities by 

refusing to provide a service or by restricting the place and time when a service is provided 

because of the disability of the client. He also talked about how there are power differences 

between people with disabilities and able-bodied people. However, the power-differences 

cannot be generalized as either able-bodied people or people with disabilities having more 

power. Rather, these power differences occur on an individual basis and there are cases in 

which people with disabilities have power over able-bodied people. This phenomenon of 

flipping power between able-bodied people and people with disabilities is the opposite pre-

condition of what would be expected by feminist disability theory, which considers people with 

disabilities to be vulnerable. Show’s comment reveals the mismatch that although people with 
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disabilities are supposed to be considered vulnerable by society, actually, there are people with 

disabilities who do not meet that expectation at all. Rather, those who are expected to be weak, 

are taking advantage of the societal image of themselves as vulnerable.  

However, the stories about power differences do not stop there. Show goes on to explain 

how this attitude of people with disabilities who make demands and take advantage of their 

condition can also lead people with disabilities into dangerous situations:  

Etsuko: What do you think about the eugenics perspective? 

Show: There are many caregivers who have that perspective. There are people who 

think that our tax money is used on people who are not productive. Caregivers who are 

particularly disgusted by assertive people with disabilities tend to have this perspective. 

If [the people with disabilities] are appreciative, [that would be fine] but if there are 

people with disabilities who act as if it were natural for them to obtain support from 

everyone around them, then people will say ‘Why is it necessary for us to pay tax money 

for these people with disabilities?’ 

Show (and, as we will see shortly, also S.T.) feel that this attitude of disgust among 

caregivers leads them to hold a eugenics perspective.  The reason why I mention this here is 

that, when the mass killing happened in Kanagawa, media repeatedly broadcast about how 

payment and working conditions of the caregivers are bad and that such working conditions 

might have led that former staff member to commit the mass killing (Tokyo-shinbun, 2017). 

There was also a magazine article that blamed caregivers (Nozawa, 2016). However, at that 

time, nobody pointed out the potential effects of what Show and S.T. feel are the demanding 

and entitled attitudes of people with disabilities may have had on the caregivers. Another of 

S.T.’s comments, below, also reveals how she thinks caregivers release their stress:  

S.T.: On an online dating column bulletin, the person whom this man was supposed to 

meet was telling him that she is a caregiver. He even disclosed the fact that he uses a 

wheelchair. However, once they meet in person, this woman exclaims to him “What!? 

This is impossible!!” and the woman left without further conversation. Sometimes there 

are people like this. It seems especially common behavior of caregivers who cannot put 

their stress on their client, and misplace their anger towards other people with 

disabilities… There are many comments from able-bodied caregivers on the internet 

saying people with disabilities are like trash in society. 

Etsuko: It is surprising that caregivers are doing such things.  

S.T.: No, there are many people like that. Really. To say such violent things like that… 

(S.T, woman, Visual impairment) 
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When the mass killing in Kanagawa happened, there were many people, posting online, 

who agreed with the criminal that people with disabilities are useless in society (NHK, 2016). 

I see even from comments in my research that some of my respondents think that people in 

society might consider people with disabilities to be useless. Also, there are people who hate 

the kind of people with disabilities who demand a lot. Furthermore, as Show and S.T. said, 

when people with disabilities take advantage of their position as a customer and treat their 

caregiver badly, there would be another implication of what might have led to the mass killing 

of people with disabilities.  I will conclude this section with a dialogue I had with Kumahiroshi, 

who is a male and a caregiver. This long conversation began when I asked Kumahiroshi about 

the biggest differences between himself and people with disabilities: 

Etsuko: What do you think are the biggest differences between you and people with 

disabilities? 

Kumahiroshi: After all, we can run away if we’re in a one-on-one setting with people 

with disabilities. In the end, even if someone with disabilities is a ‘client’, they might 

always have a fear that if they tell caregivers something wrong, probably we caregivers 

would abandon our work and escape, or we might go into a frenzy and would beat them 

up, so they closely keep an eye on our feelings. Whenever we do not like this job, we 

can quit and run away. However, people with disabilities cannot run away; this is the 

biggest difference in our positions. For this reason, it would be dangerous if we do not 

understand that difference. In order to build a relationship that allows customers 

[people with disabilities] to say what they truly think, it would be necessary for us to 

be always aware that if something happens, we are always in the strong position, 

otherwise it would be dangerous.  

Etsuko: Some people say that people with disabilities are absolutely strong. Is that 

possible? 

Kumahiroshi: It is possible. For example, there are really mean clients [with 

disabilities], and when we send one of them a caregiver, and the [caregiver] is late, 

such clients can bully the caregiver quite thoroughly and there are many caregivers 

who quit their job [because of this]. Well, we do not want to let that happen, so we take 

a stance between the caregiver and the client, but there are some people who cannot 

overcome this, after all, there are caregivers who are mentally exhausted… well… there 

are parts which are difficult.  

Etsuko: Are there any cases in which the position [of caregiver and people with 

disabilities] becomes absolutely reversed? 

Kumahiroshi: Oh, of course that would happen. After all, this is a job, so basically, as 

long as the client asks us to do something and as long as there is not too much problem 

[to do it], we basically do it because that’s our job. However, we are also in the position 

that we must also protect the caregiver as well. So when we hear those things [that 

caregivers are bullied by clients], and when we think it is really terrible, we visit the 
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client and tell her/him to stop it. However, basically, all we can do is to talk each other 

and ask client to negotiate. However, if the client still cannot come to terms and keeps 

demanding things, then we would have to say, ‘could you contract with another 

organization? Well, there is also a history of an activist movement among people with 

disabilities. The reason why is that people with disabilities are stubborn and try to 

control or manage their caregivers… I heard that there is even an organization which 

prohibits their caregivers from going drinking [socializing] with other caregivers even 

when they are off working hours… 

Etsuko: I heard that, too. 

Kumahiroshi; We never do that kind of thing. It is unbelievable. But actually, the reason 

why people with disabilities do this [try to control their caregiver] is that there is a 

story behind it somewhere. The history of a movement of people with disabilities 

includes the history of them being betrayed by able-bodied people. Um, that is why 

people with disabilities who are a specific organization seem to still have the attitude 

of ‘we must control caregivers. Since able-bodied people always betray us, we must 

never let them to put their mouth [their opinion] within the center of our organization, 

so we must manage them thoroughly’.  

Etsuko: Do you mean, [they intend to] have control over caregivers? 

Kumahiroshi: Yes. Well, since the history of the people with disabilities movement was 

not easy and came to this point having various conflicts, if the organization feels the 

need to characterize those people with disabilities as having a strong power, it does not 

work well… Of course, when that happens, the caregivers would be put off by those 

attitudes of that organization.  So, regularly, there are situations where all the 

caregivers quit their jobs all at once or something close to that… At some point in the 

history, the word ‘service’ began to be used as if caregivers provide [nursing care] 

service. Then, gradually, it seems that the two sides’ positions got further and further 

from each other, instead of going in a direction in which they mutually respect each 

other. There is something like this in background.  

Etsuko: Speaking of alternatives to the word ‘service’, then, would it be a ‘support’? 

Kumahiroshi: Well…since the client is a source of income who pays money as their 

right, it would be a bit different to say ‘supporter’. The job of caregiver does not have 

a long history. Rather, there are many people who do [this caregiving job] as a 

stepping-stone, since the wages are cheap. I think that few people are taking this 

caregiving job seriously and [decide to specialize] in caregiving as a means to eat 

[support themselves] in the future, but probably the number of people who has the same 

passion is going to increase. I think these people struggle a lot, with things such as the 

relationships with their clients... However, if [those caregivers have a basic mindset 

that] we are used as our clients’ hands or feet… like a slave of people with disabilities, 

or that ‘I am just doing this job for some money’… I want those caregivers to not focus 

only on the bad things. So, I want the industry of nursing care to change like this: ‘This 

work is truly wonderful, my work makes the day of the person I’m helping, and I can 

even be involved in this process as a job and can get some money out of it... 
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Kumahiroshi’s comments explained his view of the detailed history of the people with 

disabilities movement in Japan. Although it would be great to talk about the history of the 

Japanese version of the disability movement, due to space limitations and my focus on current 

Japan, I cannot talk about that history here in my thesis. Kumahiroshi’s comment revealed that 

there are still organizations which have a strong sense of being ‘people-with-disability-

centered’ and these organizations experience a high turnover of caregivers.  Furthermore, 

Kumahiroshi, also mentioned that there is a power difference between able-bodied people and 

people with disabilities, similar to what Show mentioned. A survey conducted by Nippon 

Caregiver Craft Union on sexual harassment by people with disabilities and elderly people 

showed that 74.2% of caregivers reported experiencing some form of harassment from their 

clients (Miyashita, 2018). As Kumahiroshi or Show (both male) mentioned, there are power 

dynamics between caregivers and their clients. The first one involves considering caregivers 

as service providers. Caregivers are the service provider, and their client pays money to buy 

nursing care service (Takagaki, 2017). This view of people with disabilities as ‘consumers’ 

connects with the Japanese value of customer service  (there is a Japanese sayingお客様は神

様です okyakusama wa kamisama desu , which can be translated as ‘The customer is always 

right’). This view positions the caregiver as weak, especially in cases where caregivers are 

bullied by their clients. As Kumahiroshi discusses, caregivers have to be reminded often that 

they, the caregivers, are in the position of power. Similarly, Kumagai, a Japanese disability 

studies scholar and physician who himself has disability, talks about how people with 

disabilities can live without being dominated even while they maintain their status as “weak”. 

He talks about the importance of keeping many options of people and places to rely on. For 

example, having a number of caregivers. The reason is that if people with disabilities has to 

rely on one specific caregiver, when something happens between them, people with disabilities 

have to endure the relationship with this caregiver in order to survive. Consequently, this 

situation of depending on one person might increase a chance that violence between them 

would become normalized (Kumagai, 2018). However, keeping in mind that Japan has a largely 

male-dominant society (as described in Chapter 2), and both Kumahiroshi and Kumagai, are a 

male, there is no voice of a female in this conversation. If this were a relationship between a 

male client and a female caregiver, it would be easy to imagine that it would be hard to draw a 

clear line separating what should be considered sexual harassment or not. This is seen in the 

cases in which immigrant female caregivers are sexually harassed by elderly males who 

consider themselves often vulnerable, and their judgement is possibly impacted by age, disease 



Chapter 11. The Body: Ethics of Care 

 

215 
 

or loneliness (Carroll, 2018). In a place where power differences occur based on race, it would 

be practically impossible to save any female immigrant caregivers just by reminding them that 

they have power over client (as Kumahiroshi suggests).  

Furthermore, if a social welfare agency cannot reject requests for service because they 

are seen as serving a vulnerable population, then unless there is a clear definition of what should 

be considered sexual harassment, it would be hard for either side to tell the other ‘no’.  

Kittay (2011) noted that: 

care has been taken to be too closely tied to the very image of dependency that 

disabled people have in large measure tried to shed. Dependency implies power 

inequalities and a care-based ethics appears to embrace rather than challenge these 

inequalities (Kittay, 2011, p53) 

As her note shows, feminist ‘ethics of care’ mainly focuses on the power differences from the 

caregiver’s side, assuming that caregivers have power over people with disabilities. 

Furthermore, although Kittay also commented that moral harm is understood to be less a 

matter of the violation of rights and more a lack of proper responsiveness, from the examples 

shown above, I would challenge Kittay’s perspective by emphasizing that people with 

disabilities should also be mindful that there is a chance that they are harming the rights of 

caregivers, such that both sides would benefit from negotiating these power differences. In 

this sense, as Show mentioned, it would be better to re-consider the position that people with 

disabilities are vulnerable, and this is similar to what Garland-Thomson (2002) suggested in 

‘re-imagining disability’.  

In the next section, I will write about how to build a relationship between caregivers 

and people with disabilities.  

Building a mutual relationship 

 

As I mentioned in the previous section, if we had better change the image of people 

with disabilities away from that of a vulnerable being, what would be an alternative? How we 

can change the image of people with disabilities from merely “vulnerable”? In this section, I 

will discuss how to make a mutual relationship between caregiver and people with disabilities. 

I will begin with a comment from Hiro, who is male and has congenital multiple arthrogryposis. 

We discussed power difference between people with disabilities and caregiver, and just before 
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concluding our interview, he spoke at length of building a mutual relationship between people 

with disabilities and able-bodied people. 

Etsuko: Besides what I’ve already asked, is there anything you want to share with me?  

Hiro: A few years ago, I did research on the Japanese sex industry. Japan is not that 

bad in terms of being able to make connections with people. There were girls, even after 

the service time was over, some girls used their own time and helped me get dressed. I 

think that there are so many things we can understand about each other by discussing 

face-to-face. In that sense… the policies and systems are certainly not enough yet, but 

in terms of the connection of people beyond [those systems and policies], I think that 

Japan is not that bad.  

Etsuko: This is something which cannot be regulated by the policy…isn’t it?   

Hiro: No. If those [human relationships] weren’t there, I would not have been able to 

work as a businessman. I was told that you cannot get a job if you cannot do toileting 

on your own… I thought and worked out many options and got a position in a company. 

But, I could not do anything but stools, so I asked to my senior when I was sick. I told 

my senior that ‘I'm really sorry I understand this is outside of your work’ but when I 

was told by my senior that ‘I would like to help you. This is not a job for a coworker, 

but I feel that I'm helping you because of the relationship between seniors and juniors 

is established—which is outside of the job—so that you do not have to worry about 

this.’ I thought that this is the ‘building a relationship’ which is beyond the framework 

of the systems at places like companies or institutions, or in conditions where people 

with disabilities can work, and [it is] our relationships that totally disregard those 

systems. And I think perhaps [this relationship building] is the only and the best way 

which people with disabilities can survive.  

Etsuko: Better than anything regulated by policy? 

Hiro: More than anything. When I talk about how I live, I think it would be necessary 

to consider how you want to be understood by the people around you, how to lead 

others to help you without burdening them, and how to establish relationships. And I 

think that such things would be the first step for people with disabilities to be treated 

and recognized as a female or a male, or eventually, as a human being. (Hiro, male, 

Congenital multiple arthrogryposis) 

Hiro also mentioned the people who lived during the disability movement in Japan and 

continued:  

Hiro: Even if we insist on our right to live in this era, I think that it is already accepted 

to some extent. From the era to assert the rights from only one side, now it is an era to 

think about how each other can step forward and compromise, and both people with 

disabilities and able-bodied people are seeking a midpoint together.  

Etsuko: It sounds like we are in a big generational changing point.  

Hiro: Yes. In such a time [of asserting one’s rights], our predecessors got their best, 

and now as the next generation, what we have to do is not be hostile and instead, 
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through having a conversation, help the others come to realize that there are people 

with such ideas… and eventually get to know each other well. I believe that by 

accumulating this kind of dialogue, this is how society would change. 

Etsuko: It is a mutual understanding between people with disabilities and able-bodied 

people? 

Hiro: Yes. Exactly.  

Hiro’s comment revealed his view of the era in which people with disabilities felt they 

needed to fight against able-bodied people is ending and now it is time for an era in which we 

move on to the next step, which urges mutual understandings between people with disabilities 

and able-bodied people and this is done through the dialogue between them. Hiro’s comment 

aligned well with the concept of mutual care which is mentioned as part of the ethics of care in 

feminist disability theory (Kittey, 2011). However, his comment specifically gives an example 

of how this process happened to him. He explained that once he was able to ‘build 

relationships’ between two human beings, rather than between a caregiver and a client, it is 

indicated that those relationships would be stronger than binding by a policy. Furthermore, he 

also indicated that once nursing care moves away from the model of a service-provider and 

service-consumer relationship, nursing care would see the possibility of attaining mutual 

understanding.  

I will conclude this chapter with the comment from Haruna, a woman with osteogenesis 

imperfecta, in which she also addresses the process of building a relationship between able-

bodied people and people with disabilities: 

After becoming an adult and starting to work, I feel like the number of friends with 

disabilities has increased, including meeting people with much more severe disabilities. 

Until I became 20 years old, I had no friends with disabilities. On the contrary, it was 

natural to be surrounded by able-bodied people, and I was never in a conversation 

between people with disabilities. I did not think of myself as a person with disabilities, 

so it was just natural. There are things that I cannot do and my pace was slower than 

everyone, but the people around me naturally followed after me. As long as I was 

prepared for the environment, sometimes I was good at it, on the contrary I was even 

able to help people around me so that I did not think of myself as someone whom always 

needed support from others or who needed somebody to follow me… so I think I was 

equally able to spend school life with people my age.  

Haruna and I discussed how she grew up in a school for able-bodied people even though 

initially teachers were worried about how to accommodate her. Haruna shared with me that 

eventually the people around her learned from her how to accommodate her in order that she 

could experience everything that her able-bodied friends did. Haruna’s comment shows that 
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there were things which she was better at than some able-bodied people, so she did not feel 

inferior or that she always needed support; she did not feel like she was causing problems to 

the people around her. I would say this could be an ethics of care which respect mutual 

dependency, such as suggested by Kittay (2011): 

I would like to suggest that an ethics that puts the autonomous individual at the 

forefront, that eclipses the importance of our dependence on one another, and that 

makes reciprocal exchanges between equals, rather than the attention to other’s needs, 

the model of ethical interaction is not one to be preferred in the construction of an 

ethics of inclusion—at least not without the correction of an ethic of care. (Kittay, 

2011,p56) 

However, I would also emphasize that, in order to create this mutual relationship, there 

needs to be an atmosphere which does not silently pressure people who are around people with 

disabilities to feel that they have to provide support. If people are being asked to support people 

with disabilities, I would think an environment which allows those people to say ‘no’ could be 

also important, because practically, people are often in a situation in which they can provide 

support.  

Conclusion 

In this chapter, I first discussed how the ethics of care would be complicated by 

involving the sex and gender of the caregiver, as well as how the sexual dignity of people with 

disabilities can be protected, from a practical standpoint, and furthermore how an ethics of care 

can make protecting their dignity tricky, especially in home-care settings. Next, I discussed 

how power differences between caregivers and people with disabilities occur, which involves 

continued influence from Japanese society’s (especially recent) historical background. Lastly, 

I examined the possibility that we are in a time of generational change and a potential way of 

creating mutual dependency relationships between people with disabilities and the people 

around them. 

Comparing the views of people with physical disabilities and carers on the ethics of 

care, it would seem that there is complexity regarding how ethics of care are practiced 

depending on the type of nursing care setting.  

In the questionnaire for carers, I asked about their practices for protecting the sexual 

dignity of the people with disabilities they care for. Thirty out of 50 carers (60%) responded 

that they do or have done something to safeguard the sexual dignity of people with disabilities 

(however, 8 out of 50 cares did not answer this question). However, some participants with 
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disabilities in my study described very different experiences in institutional settings and home 

care settings, and these experiences in which their sexual dignity was explored influenced their 

views of themselves as sexual beings.  

There was some agreement in view between people with physical disabilities and 

carers. Both groups brought up topics such as the necessity of creating mutual care relationships 

and both agree that, in some relationships between carers and people with disabilities, the 

power dynamic is ‘flipped’, in other words, the people with disabilities have a power over their 

carers. These people with disabilities who leverage their power do so by exploiting the 

representation of people with disabilities as ‘vulnerable’, therefore for these people, they seem 

to think it is natural for them to obtain support from able-bodied people.  

However, there were also differences between the views of these two groups. One of 

the interesting points of divergence was in regard to how to approach these power differences. 

Participants with disabilities showed concern that this is not only an issue of people with 

disabilities, but that able-bodied people also have an issue because they are hesitant to confront 

people with disabilities. Although carers also acknowledge that people with disabilities use 

their vulnerable status or consumer-of-care status to leverage their power, they did not mention 

the way to approach this situation. (Instead, one of the carers mentioned that a potential way to 

respond to those situations would be to leave their caregiving job!) Furthermore, people with 

disabilities suggested that the way to create mutual relationships might be created by forging 

relationships with human beings as individuals rather than binding by policy. 

The ethics of care are influenced by the gender of the caregiver and of the person with 

disabilities, and whether this relationship takes place as part of home-care or in an institution. 

However, the important thing would be to build up dialogue between people with disabilities 

and the people around them, and as Hiro mentioned, this would eventually build relationships 

and hopefully, little by little, make positive changes in society. 
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Chapter 12. Conclusion 

In this conclusion, I will first summarize my findings according to the approach Garland-

Thomson (2005) suggested. Second, I will discuss a potential framework for understanding the 

sexuality of people with physical disabilities in Japan. Third, I will discuss issues of practical 

implementation revealed by this project. Lastly, I will finally conclude this thesis by examining 

the strengths and weaknesses of this research.  

Summary of findings 

 The findings yielded the following topics and examined the complex ways in which these 

interrelate. The underlined titles represent the result of simplification and the explanations below 

represent the revealed experiences which people with physical disabilities and their carers shared 

with me. 

The taboo nature of discussing the sexuality of people with disabilities  

First, the taboo nature of discussing the sexuality of people with disabilities in 

contemporary Japan causes a number of interrelated problems, including that health professionals 

and caregivers are not trained to handle issues of the sexuality of their clients with physical 

disabilities, and are often unable to provide sufficient information or resources to their clients. 

Furthermore, this taboo nature also prevented carers from stepping forward into open conversation 

with and/or about people with disabilities, silencing the conversation of sexuality. One of the 

problems for people with disabilities was the way in which sexuality issues are viewed by the 

people around them, and this problem was complicated by the taboo nature of talking about 

sexuality; when sexuality issues are considered as ‘private’ (as yin, ‘shadow’, or about quality of 

life), it causes hesitation for health professionals and carers to intervene as well as reluctance 

among people with disabilities to ask for help.  

Results also indicated that, although people with physical disabilities may need to find 

alternative ways of experiencing sex, often informed by each person's unique body, their ability to 

do so can be highly affected by their care environment. Indeed, the care environment—whether 

family, school, institution, or other professional care—along with gender and type/severity of 

disability, have an effect on the ability of a person with physical disabilities to access information 

and resources, to maintain their sexual dignity, and to maintain their sexuality-related rights, 

including the right to marry and have children.  
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Furthermore, this research also highlighted that the complexity of accessing sexual needs, 

such as the necessity of obtaining sexuality education, asserting sexual rights such as accessing 

masturbation assistance needs, and that the wisdom which comes from diverse body forms and 

functions has been disregarded, simplified, and misunderstood due to the able-ism, seniority, 

paternalism, heteronormativity, and sexism of Japanese culture, all reinforced by solidarity. 

The image of people with disabilities as ‘poor beings’ 

The way people with disabilities are represented in society was one of the root problems. 

The image of people with disabilities as ‘poor beings’ is reinforced by the media, and this image 

might cause not only an assumed sense of superiority among able-bodied people, but can also lead 

to the idea of empathy, and to engage in eugenics attitudes and practices to try and eliminate 

disability as a means of releasing people from suffering. These eugenics ideas became such a part 

of the dominant discourse that eugenics perspectives could be observed not only in society, policy, 

and in some carers, but even in the minds of people with physical disabilities themselves.  

The ‘poor being’ image also leads to the idea that people with disabilities are neither able 

to perform sex in the way which is represented in society, nor fulfil the expected role of ‘woman’ 

to produce children, and therefore do not or even should not participate at all. On the other hand, 

there are people with disabilities who exploit this ‘poor being’ image to gain leverage over their 

able-bodied carers and, sometimes, to assert their sexual rights.  

Finally, it was found that the complex power dynamics between people with physical 

disabilities and their able-bodied caregivers can, depending on the situation, give either group 

considerable power over the other, creating power imbalances and ethical dilemmas on both sides. 

 As seen above, the findings shed light on how societal discourses on dis/ability, fe/male, 

sexuality, and eugenics intersect to affect the lives and well-being of people with physical 

disabilities and the support they can receive from their carers. I was also able to highlight the gaps 

between the way society represents the sexuality of people with disabilities and what people with 

disabilities actually experience. Through these results, I was able to (as-Garland-Thomson noted), 

re-imagine how people with disabilities experience sexuality in contemporary Japan. 

Suggested model of understanding sexuality of people with physical 

disabilities in Japan 

Meekosha & Shuttleworth (2009) pointed out that one weakness of feminist disability 

theory is that it does not engage with dialogue among cultures and does not address any non-



Chapter 12: Conclusion 

222 

western perspective. I followed the approach conducted by Turnbull (2002), who used a single 

case study of human resource development and built a theory through employing bricolage. She 

collected data through interviews, participant observation, an interview with the research 

sponsor, and use of secondary data. She triangulated interview data with her notes from 

participant observation. Also, she applied various theoretical frameworks and pieced together all 

of these methods and theories to understand the case (Turnbull, 2002). Similarly, I employed 

bricolage, and collected data from people with physical disabilities through photo-elicitation, 

poetry, open-ended questionnaire, and semi-structured interviews. I applied feminist disability 

theory and Japanese cultural de-familialization to understand their narratives. I triangulated the 

narratives of people with physical disabilities with the responses from carers.  

After those processes, the model below resulted from my findings and discussion 

chapters. Each discussion chapter touched several elements shown in this model. Specifically, 

Chapter 7 (Representation) touched on elements 1,2,3,4,5, and 8. Chapter 8 (Identity) touched on 

elements of 1,2,3,4,5,6, and 7. Chapter 9 (Activism) touched on elements of 3,4,5,6,and 7. 

Chapter 10 (Eugenics) touched on elements of 2,3,4, and 5. Chapter 11 (Ethics of Care) touched 

on elements of 2,3,4,6, and 7. I recommend that feminist disability theory include an 

examination of the elements mentioned this model. 

 

Figure 10. Visual representation of suggested framework for understanding the sexuality of people with disabilities in 

contemporary Japan 
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The first two elements are parts of the cultural context that effect every part of this topic. 

(1) First, the taboo nature of discussing the sexuality of people with disabilities in 

Japanese society underpins and influences all of the other phenomena in this 

framework. 

(2) Second, there are ‘social norms’ or ‘expected roles’ by society. People with 

disabilities are considered ‘poor beings’ and are assumed not to do sexual things, such 

that they are expected to act in the way society expects them to act. 

The next five elements, in the circle, all interrelate, and some are more relevant in some 

cases than in others. 

(3) The notion of ableism was observed throughout the narratives from people with 

physical disabilities; in the form of society’s expectations that sex must be performed 

as able-bodied people do, or to give birth to a healthy baby, to act as parents without 

support, or for males, with physical disabilities, to be able to ejaculate. However, on 

the other hand, if the way people with physical disabilities perform sex meets the 

needs of their partner, their disability is not considered a weakness, and may rather be 

considered a strength.  

(4) The notion of paternalism was observed especially in the section on eugenics 

(Chapter 10). Suggestion of uterus removal and recommendations to abort a baby 

were still vital in 2017. Kawahara (2006) discussed the experience of obtaining 

criticism from many people when he gathered sexuality stories of people with 

disabilities by asking “what will you do by teaching sex for people with disabilities?” 

He expressed the criticism from people in society: “(It was like)…if what you’re 

doing is useless, then, you’d better not do anything.” Similar comments were 

observed by carers in this study, who shared that they often hesitate to promote the 

sexual needs of people with disabilities due to a lack of support. Furthermore, in an 

atmosphere in which health professionals categorize sexuality topics as ‘private’ 

matters, it was difficult for people with disabilities to consult with those health 

professionals. At the same time, some people with disabilities have power over the 

caregivers and can assert their rights, especially when their relationship involves the 

idea of being a ‘customer’ and not merely a care recipient.  
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(5) The notion of sexism was observed especially when women with disabilities are 

hesitant to talk about their sexual desire, when there is no way to fulfill the sexual 

desire of women with disabilities, or when women with severe disabilities are 

discouraged from being in a relationship. Furthermore, the attitudes of family 

members played an important role when it comes to the ability of women with 

disabilities to see themselves as sexual beings. At the same time, one participant with 

disabilities spoke of challenging those sexual norms by using her disabilities and of 

being vulnerable as techniques to obtain a partner.   

(6) Problems related to Japan’s culture of seniority were observed. Although Japan is a 

seniority-based hierarchical society in which people are expected to respect the 

opinions of their seniors, there seems to be a generation gap not only within people 

with disabilities but also within carers regarding the discussion of sexuality topics. In 

other words, it also means it might be hard for younger people to assert their 

opinions, or even their rights, when these conflict with the opinions of their seniors. 

Some participants with disabilities maintained that, while older generations seemed to 

be fighting against able-bodied people, some people in younger generations are trying 

to build mutual relationships with able-bodied people—an example of younger people 

not necessarily following in their elders’ footsteps. As seen in Chapter 8, while there 

are people who hesitate to discuss this topic, there are also people who are willing to 

move this issue forward, and according to my data, willingness to step into a 

leadership role is sometimes enough to count as “seniority.” 

(7) The notion of heteronormativity was observed both in the practice of masturbation 

assistance (Chapter 9) as well as the belief (on the part of carers and care institutions) 

that assigning a same-sex caregiver would remove any unintended sexual component 

in nursing care (Chapter 11). Although I could not include the details in this thesis 

due to the word limitation, there was a participant who is transgender who 

commented in the questionnaire that her appearance (male) and her body (female) are 

different so that it would be problematic, especially in the situation of masturbation 

assistance, if the caregiver who assists masturbation would be decided based on her 

appearance. In this situation, it would be problematic if the same-sex caregiver 

principal were enforced.  
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(8) Lastly, all of elements (3) to (7) are connected with another layer of ‘power’, which is 

the strong notion of solidarity in Japanese society. In other words, this power of 

solidarity forces everyone to be the ‘same’, or at least strive to act so in public. For 

this reason, people who try to promote the sexual needs of people with disabilities 

draw criticism from society. Solidarity forces everyone to try to appear to be the 

‘same’, thus binding and reinforcing all of (3) to (7).  

This solidarity is part of why I conducted this research from a university 

outside of Japan.  I have mentioned that Japanese society can treat people with 

disabilities very poorly, and this model shows how 'solidarity' protects and reinforces 

this treatment.  If the attitude of Japanese academic institutions toward this kind of 

research is part of that solidarity, which means it's part of what silences the voices of 

people with disability, then in order to help those voices be heard of course I needed 

to get approval from a different country's ethics committee. In other words, in order to 

help stop this poor treatment of people with disabilities in Japan, I felt it was more 

ethical to seek approval overseas than to stay in Japan and do nothing. 

When conducting research on the sexuality of people with disabilities, to take into 

account the elements above is essential because those elements all influence people with 

disabilities, carers, and even the researcher’s status, which (as I explained in Chapter 5) would in 

turn influence the researcher’s ability to approach potential participants.  

In regards to applying feminist disability theory in the Japanese cultural context, I would 

suggest to include the views and experiences of parents and carers as well as those of people 

with disabilities.  As seen in my thesis, Japan is not an individual society but a collective society 

where collective will is prioritized over individual will, so the places where these groups’ views 

differ indicate not only misunderstandings but, chances are, those places are also the ones in 

which the Japanese collective society is not supporting all of its supposed members. On the other 

hand, if there is an agreement in views between those groups, those places are likely the ones for 

which both groups have a mutual understanding of the problem.  

Practical implementation 

In regards to practical implementation of this study’s findings to address the observed 

issues, I would suggest: 
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• Addressing the sexuality of people with disabilities in professional curricula for caregivers, 

in order to address the recurring theme that carers simply have no training to deal with the 

sexuality issues of the people they care for, even if they desire to do so. 

• Addressing the sexuality of people with disabilities in sexuality education curricula in 

schools, in order to help dispel the assumption that people with disabilities are somehow 

asexual beings. 

• Informing health professionals of the necessity of consulting with their clients about the 

sexuality of people with disabilities, considering sexual needs as ADL, and including this 

issue in assessment sheets. 

• Instead of reinforcing the same sex caregiver principal, offering a choice of caregiver could 

lead to better understanding and agreement between people with disabilities and caregivers. 

• The categories of nursing service should be allowed to be broad. Instead of narrowing these 

down to specific kinds of care and recording what kind of care was done, the care hours 

which are already assigned to each person with disabilities should not be restricted. In this 

way, caregivers would be flexible enough to, for example, take people with disabilities to 

a brothel, or to call sex workers on their clients’ behalf. 

• Assisting the sexual needs and putting up with sexual harassment are NOT part of the job 

of a daily caregiver. It would be beneficial for all parties to create opportunities to discuss 

what is considered sexual harassment and what is necessary support for accessing sexual 

resources. 

• Reminding all carers, including family caregivers, that simply assigning same-sex 

caregivers does not necessarily mean protecting the sexual dignity of people with 

disabilities, but that certain practices, such as closing a curtain, would also help respect 

their sexual dignity. 

• Creating opportunities that allow people with disabilities and able-bodied people to interact 

and converse more openly about their actual experiences would build better, less strained 

relationships between these two groups and help close the gap in understanding each 

other’s perspectives. 

• Investigating what kind of alternative eugenics practices are ongoing among younger 

generations. 
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Strengths and limitations of this research 

Strengths 

One strength of this research was that even though I am Japanese, I conducted this research 

while based at a university overseas. In this way, I was able to look with a critical eye at Japanese 

practice and policy—which I may have taken for granted if I conducted this research at a university 

in Japan since it would be difficult to question cultural practice, or to question my seniors, if I were 

in the middle of that culture. The other effect of conducting this research from overseas was that 

my participants shared sensitive information with me. As seen in Chapter 7, some participants 

preferred to share their sensitive stories with somebody who is not involved in their daily life. 

Although many key informants and carers often cautioned me that it would be rude to ask sexuality 

question without building long-term close relationships first, what I found from this research was 

the opposite of what those carers or key informants thought: because I was based overseas and 

thus positioned somewhat outside Japan’s somewhat strict cultural expectations, it seemed that my 

participants felt comfortable to share sensitive stories with me who is not living in Japan.  

Another strength of this research was that I focused on participants’ voices and practical 

components. Stone and Priesley (1996) discuss about the role of an able-bodied researcher as 

follows:  

In disability research, criticisms of positivist and interpretivist research paradigms for 

their failure to effect 'immediate improvements in the material conditions of life for the 

disabled research subjects' (Oliver 1992, p. 109) have determined that the researcher must 

be judged by the practical relevance of her/his research to the lives of research 

participants.(Stone & Priesley, 1996, p. 703)  

Furthermore, Kawahara (2006) noted in his interview article about gathering sexuality 

stories of people with disabilities in 1995. He introduced an episode in which his friends attended 

a symposium, in which the panelists were academics and journalists, regarding the issue of 

people with disabilities to visit brothels. Kawahara said that his friends told him that the 

symposium was not interesting, and the reason as follows:  

Anyone who had actually had the experience of going to a brothel was not there at all. 

The journalists and professors discussed, "People who are discriminated against due to 

their disabilities visit women who are discriminated against because of working in the sex 

industry and having sex… it is a double structure of discrimination” …and the whole 

symposium ended with that topic. My friends said “I already know the structure of 

discrimination, I don’t need to hear it explained… Even though (there is a structure of 

discrimination) I wanted to hear the real screaming… real suffering of people with 

disabilities… however, nobody discussed it." (Kawahara, 2006, p.1) 
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The point I want to make from these two quotes is that the voices of people with 

disabilities are always left behind, and that research needs to be practically relevant to the lives 

of people with disabilities. This is why I attempted to center the voices of people with 

disabilities, by using long transcriptions of their voices from our interviews, to let them tell their 

stories in their words. I also tried to include practical components and recommendations.  In 

other words, the strength of this research is to center the voice of ‘ordinary’ people with 

disabilities in the empirical research format.  

Limitations 

One limitation of this research was that I could not obtain a larger number of responses due 

to the sensitivity of this topic. Since the experiences of each person with physical disabilities are 

different, the narratives which are represented in my thesis cannot give a ‘complete’ explanation 

of the current situation for people with physical disabilities in Japan. Also, although I had initially 

planned to compare the experiences between people with congenital disabilities and acquired 

disabilities, it turned out that because the social environment as well as degree of severity of their 

disability were larger influences, there was no clear way to analyze along the lines of congenital 

versus acquired conditions.  

Furthermore, since I am a student, able-bodied, and a woman, when I consider my social 

status in Japan, this social status might have influenced participant recruitment, both in the number 

of participants and in the type of participants who were willing to respond. Also, due to the limited 

budget, I could not reach to participants who lived in the southern areas of Japan.  

Although I had planned to examine the extent(s) to which parents acknowledge their 

children with disabilities as sexual beings, or how parents respond when their children with 

disabilities show sexual interest, because I could not recruit family members of people with 

physical disabilities it was impossible in this research. 

 Due to the distance between New Zealand and Japan, it was difficult to obtain needed 

materials. and some materials were limited to access within a Japanese institution, where even 

copying was barred. Furthermore, much research written in Japanese is only able to be accessed 

via hard copy, and important arguments were not often even in disability studies journals (I went 

to the National Diet Library to look for a journal article on the sexuality of people with disabilities 

within a disabilities studies journal and was able to find fewer than 5 articles which address 

sexuality issues since that journal was first published). Rather, those sexuality topics were 
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discussed within journals of individual universities or serially published as magazine articles, essay, 

or columns for which archives were not available. 

Final Words 

To conclude this thesis, I will introduce the definitions of sexuality found in comments 

offered by my participants with physical disabilities. I encourage the reader to compare this 

definition to the sexuality definition from the WHO which I mentioned in Chapter 1, and which 

I’ll present again here: 

Sexuality is a central aspect of being human throughout life that encompasses sex, gender 

identities and roles, sexual orientation, eroticism, pleasure, intimacy and reproduction. 

Sexuality is experienced and expressed in thoughts, fantasies, desires, beliefs, attitudes, 

values, behaviors, practices, roles and relationships. While sexuality can include all of 

these dimensions, not all of them are always experienced or expressed. Sexuality is 

influenced by the interaction of biological, psychological, social, economic, political, I 

further encourage the reader to think about how that definition is different or similar to 

the definition of sexuality created from the comments of people with disabilities in my 

research, presented below: 

Human nature; bias; prejudice, infinite exploration of desire; something that makes us 

suffer; human rights and politics; an essence of life; something special which allows us to 

meet or build a relationship with somebody and to have sex, and something that comes as 

a result of being recognized as a human being; in other words, having my existence 

recognized and acknowledged.
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Appendix A. Ethics Approval 

The following two pages show the statement made by the University of Auckland 

Human Participants Ethics Committee (UAHPEC) that this project’s ethics application was 

approved (reference number 018626). 

 



References 

231 



References 

232 

 

 

  



References 

233 

References 

Abbamonte, J. (2018, November 10). Victims of Japan’s Former ‘Eugenics Protection Law’ 

Speak Out and Demand Compensation. Population Research Institute Retrieved from 

https://www.pop.org/victims-japans-former-eugenics-protection-law-speak-demand-

compensation/ 

Adams, R. (2016, August 30). Why has Japan’s massacre of disabled gone unnoticed? For 

answers, look to the past. The conversation Retrieved from  

https://theconversation.com/why-has-japans-massacre-of-disabled-gone-unnoticed-for-

answers-look-to-the-past-64201 

Aderemi, T. J., & Pillay, B. J. (2013). Sexual abstinence and HIV knowledge in school-going 

adolescents with intellectual disabilities and non-disabled adolescents in Nigeria. 

Journal of Child and Adolescent Mental Health, 25(2), 161–174. 

https://doi.org/10.2989/17280583.2013.823867 

Akazawa, J. (2011). IV. The current situation and future challenges for research on sexuality 

in Japanese heterosexual couples. Feminism & Psychology, 21(4), 522–528. 

https://doi.org/10.1177/0959353511422930 

Allen, L. (2012). 17 . Schools in focus Photo methods in educational research. Handbook of 

Qualitative Research in Education, 241–251. 

https://doi.org/10.4337/9781849805094.00026 

Allison, A. (1994). Nightwork: Sexuality, Pleasure and Corporate Masculinity in a Tokyo 

Hostess Club. Chicago, IL: The University of Chicago Press. 

Ann, L. (2003). “People tell me I can’t have sex”: Women with disabilities share their 

personal perspectives on health care, sexuality, and reproductive rights. Women & 

Therapy, 26(3–4), 195. 

Arudou, D. (2010, November 2). “Homogeneous,” “unique” myths stunt discourse. The 

Japan Times, Retrieved from http://www.japantimes.co.jp/text/fl20101102ad.html 

Arudou, D. (2011, November 1). The costly fallout of tatemae and Japan’s culture of deceit. 

The Japan Times, Retrieved from 

https://www.japantimes.co.jp/community/2011/11/01/issues/the-costly-fallout-of-

https://www.pop.org/victims-japans-former-eugenics-protection-law-speak-demand-compensation/
https://www.pop.org/victims-japans-former-eugenics-protection-law-speak-demand-compensation/
https://theconversation.com/why-has-japans-massacre-of-disabled-gone-unnoticed-for-answers-look-to-the-past-64201
https://theconversation.com/why-has-japans-massacre-of-disabled-gone-unnoticed-for-answers-look-to-the-past-64201


References 

234 

tatemae-and-japans-culture-of-deceit/#.XCNBFVwzbD4 

Asahi Shinbun Digital. (2016, January 22). Sankai, chitekishōgai no kanja ni kekkon dekinai 

desho hatsugen (Obstetricians telling their patients with intellectual disability that they 

can not be married). Asahi Simbun Digital. Avairable at 

http://mamastar.jp/bbs/comment.do?topicId=2541023 

Asahi, Y. (1993). Shōgaisha fukushi to sekushuariti (Welfare for people with disabilities and 

sexuality: the structure of the problem and the challenges of care). Japanese Journal of 

Social Welfare, 34(2), 129–145. 

Asahi, Y. (2008, October). Shōgai ga aru hitobito no sekushuariti to rihabiriteshon sono kaijo 

kaigo wo meguru kadai (The Sexuality and rehabilitation of people with disabilities: the 

challenges regarding assistance in nursing care). Chiiki Rehabilitation, 3(10), 896–897. 

Association for brothers and sisters walking with siblings with disabilities. (1997). Shōgaisha 

no kyōdai ni kansuru(ishiki jittai) chōsahōkoku (gaiyō). [Report of a survey of siblings 

of people with disabilities (consciousness / actual situation) (Overview)]. Retrieved July 

11, 2018, from http://www.normanet.ne.jp/~kyodai/contents/tyousa1997.html 

Atkin, K., & Hussain, Y. (2014). Disability and ethnicity: how young Asian disabled people 

make sense of their lives. In S. Riddell & N. Watson (Eds.), Disability, Culture, and 

Identity (2nd ed., pp. 161–179). New York: Routledge. 

Bahner, J. (2012). Legal rights or simply wishes? The struggle for sexual recognition of 

people with physical disabilities using personal assistance in Sweden. Sexuality and 

Disability, 30(3), 337–356. https://doi.org/10.1007/s11195-012-9268-2 

Bahner, J. (2016). Risky business? Organizing sexual facilitation in Swedish personal 

assistance services. Scandinavian Journal of Disability Research, 18(2), 164–175. 

https://doi.org/10.1080/15017419.2015.1063540 

BBC. (2018). Shiori Ito : Japan ’ s attitudes to allegations of sexual violence are locked in the 

past. Retrieved from 

http://www.bbc.co.uk/programmes/articles/3z44Njyr5wzm3wbVMGZ7tFr/shiori-ito-

japan-s-attitudes-to-allegations-of-sexual-violence-are-locked-in-the-past 

Beaudry, J.-S. (2016). Beyond (Models of) Disability? Journal of Medicine and Philosophy, 

https://doi.org/10.1007/s11195-012-9268-2
https://doi.org/10.1080/15017419.2015.1063540
http://www.bbc.co.uk/programmes/articles/3z44Njyr5wzm3wbVMGZ7tFr/shiori-ito-japan-s-attitudes-to-allegations-of-sexual-violence-are-locked-in-the-past
http://www.bbc.co.uk/programmes/articles/3z44Njyr5wzm3wbVMGZ7tFr/shiori-ito-japan-s-attitudes-to-allegations-of-sexual-violence-are-locked-in-the-past


References 

235 

41(2), 210–228. https://doi.org/10.1093/jmp/jhv063 

Befu, H. (1980). A critique of the group model of Japanese society. Social Analysis: The 

International Journal of Social and Cultural Practice, (5/6), 29-43. Retrieved from 

http://www.jstor.org/stable/23160416 

Blackford, J. (1998). Sexuality and intellectual disability : A survey of parents’ and teachers’ 

attitudes. (Unpublished master’s thesis). University of Auckland, Epsom, Auckland, 

New Zealand.  

Block, P. (2000). Sexuality, Fertility & Danger: 20th Century Images of Women With 

Cognitive Disabilities. Sexuality & Disability, 18(4), 239–254. Retrieved from 

http://search.ebscohost.com/login.aspx?direct=true&db=afh&AN=11303695&site=ehost

-live 

Block, P., Shuttleworth, R., Pratt, J., Block, H., & Rammler, L. (2013). Disability, sexuality 

and Intimacy. In 12. Pollard & D. Sakellariou (Eds.), Politics of occupation-centred 

practice: Reflections on occupational engagement across cultures, (pp. 162–179). 

Retrieved from https://doi.org/10.1002/9781118702819.ch12 

Bornoff, N. (1991). Pink Samurai: the pursuit and politics of sex in Japan. London: Grafton 

Books. 

Boyatzis, R. E. (1998). Transforming Qualitative Information: Thematic Analysis and Code 

Development. Thousand Oaks, CA: Sage. 

Brasor, P. (2018, April 7). In Japan no one wants to talk about sex education. The Japan 

Times, Retrieved from https://www.japantimes.co.jp/news/2018/04/07/national/media-

national/japan-no-one-wants-talk-sex-education/#.XCNrz1wzbD4 

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research 

in Psychology, 3(2), 77–101. http://doi.org/10.1191/1478088706qp063oa 

Braun, V., & Clarke, V. (2013). Successful qualitative research: A practical guide for 

beginners. Thousand Oaks, CA: Sage. 

Brewin, M., & Coggan, C. (2002). Evaluation of a New Zealand indigenous community 

injury prevention project. Injury Control and Safety Promotion, 9(2), 83–88. 

https://doi.org/10.1076/icsp.9.2.83.8697 

https://doi.org/10.1002/9781118702819.ch12
https://www.japantimes.co.jp/news/2018/04/07/national/media-national/japan-no-one-wants-talk-sex-education/#.XCNrz1wzbD4
https://www.japantimes.co.jp/news/2018/04/07/national/media-national/japan-no-one-wants-talk-sex-education/#.XCNrz1wzbD4
https://doi.org/10.1076/icsp.9.2.83.8697


References 

236 

Brinkmann, S. (2014). Doing Without Data. Qualitative Inquiry, 20(6), 720–725. 

https://doi.org/10.1177/1077800414530254 

Brown, H. (1994). “An ordinary sexual life?”: A review of the normalisation principle as it 

applies to the sexual options of people with learning disabililties. Disability & Society, 

9(2), 123–144. 

Browne, J., & Russell, S. (2005). My home, your workplace: People with physical disability 

negotiate their sexual health without crossing professional boundaries. Disability & 

Society, 20(4), 375–388. https://doi.org/10.1080/09687590500086468 

Buruma, I. (2015, July 20). The Sensualist What makes “The Tale of Genji” so seductive. 

The New Yorker, Retrieved from http://www.newyorker.com/magazine/2015/07/20/the-

sensualist-books-buruma 

Caballero, J. A., & Tsukamoto, Y. (2009). Tokyo Public Space Networks at the Intersection 

of the Commercial and the Domestic Realms (Part III). Journal of Asian Architecture 

and Building Engineering, 8(2), 461–468. https://doi.org/10.3130/jaabe.8.461 

Cabinet Office (2018a, November 20). Basic Policy for Act for Eliminating Discrimination 

against Persons with Disabilities (Chapter 1). In Annual report 2016. Retrieved from 

https://www8.cao.go.jp/shougai/english/annualreport/2016/pdf/chapter_1.pdf 

Cabinet Office (2018b, February 20). Foreign workforce report. Retrieved from 

 https://www5.cao.go.jp/keizai-shimon/kaigi/minutes/2018/0220/shiryo_04.pdf 

Cambridge, P. (1998). Challenges for safer sex education and HIV prevention in services for 

people with intellectual disabilities in Britain. Health Promotion International, 13(1), 

67–74. https://doi.org/10.1093/heapro/13.1.67 

Carroll, R. (2017, December 1). The fraught case of elderly people accused of sexually 

harassing carers. The Guardian, Retrieved from 

https://www.theguardian.com/world/2017/dec/01/sexual-misconduct-harassment-

elderly-caregivers 

Castro-Vázquez, G. (2015). Late-in-life childbearing (kōrei shussan) in contemporary Japan. 

Culture, Health & Sexuality, 17(10), 1221–1236. 

http://doi.org/10.1080/13691058.2015.1048528 

https://doi.org/10.1080/09687590500086468
http://www.newyorker.com/magazine/2015/07/20/the-sensualist-books-buruma
http://www.newyorker.com/magazine/2015/07/20/the-sensualist-books-buruma
https://doi.org/10.3130/jaabe.8.461
https://www8.cao.go.jp/shougai/english/annualreport/2016/pdf/chapter_1.pdf
https://www5.cao.go.jp/keizai-shimon/kaigi/minutes/2018/0220/shiryo_04.pdf
https://www.theguardian.com/world/2017/dec/01/sexual-misconduct-harassment-elderly-caregivers
https://www.theguardian.com/world/2017/dec/01/sexual-misconduct-harassment-elderly-caregivers


References 

237 

CEDAW. (2016, March 7). Concluding observations on the combined seventh and eighth 

periodic reports of Japan. Retrieved from 

https://www.nichibenren.or.jp/library/ja/kokusai/humanrights_library/treaty/data/woman

_report_sokatsu_en.pdf 

Chamba, R., Hirst, M., Lawton, D., Ahmad, W., & Beresford, B. (1999). Expert voices: A 

national survey of minority ethnic parents caring for a severely disabled child, Bristol, 

UK: Policy Press. 

Clare, E. (2001). Stolen Bodies, Reclaimed Bodies: Disability and Queerness. Public Culture, 

13(3), 359–366. https://doi.org/10.1215/08992363-13-3-359 

Davis, L. J. (2002). Bending over backwards : disability, dismodernism, and other difficult 

positions. New York: New York University Press. 

Davis, L. J. (2006). The End of Identity Politics and the Beginning of Dismodernism On 

Disability as an Unstable Category. In The Disability Studies Reader (2nd ed., pp. 231–

242). New York: Routledge. 

De Boer, T. (2015). Disability and Sexual Inclusion. Hypatia, 30(1), 66–81. 

https://doi.org/10.1111/hypa.12118 

Denzin, N., & Lincoln, Y. (2000). Handbook of qualitative research (2nd ed.). Thousand 

Oaks, CA: Sage 

Dickson-Swift, V., James, E. L., Kippen, S., & Liamputtong, P. (2007). Doing sensitive 

research: What challenges do qualitative researchers face? Qualitative Research, 7(3), 

327–353. https://doi.org/10.1177/1468794107078515 

DiGiulio, G. (2003). Sexuality and people living with physical or developmental disabilities: 

A review of key issues. The Canadian Journal of Human Sexuality, 12(1), 53-68. 

Doornwaard, S. M., Boer, F. den, Vanwesenbeeck, I., van Nijnatten, C. H. C. J., ter Bogt, T. 

F. M., & van den Eijnden, R. J. J. M. (2017). Dutch Adolescents’ motives, perceptions, 

and reflections toward sex-related internet use: Results of a web-based focus-group 

study. The Journal of Sex Research, 54(8), 1038–1050. 

https://doi.org/10.1080/00224499.2016.1255873 

Dossa, P. (2006). Disability, marginality and the nation-state - Negotiating social markers of 

https://doi.org/10.1111/hypa.12118
https://doi.org/10.1080/00224499.2016.1255873


References 

238 

difference: Fahimeh’s story. Disability and Society, 21(4), 345–358. 

https://doi.org/10.1080/09687590600680111 

DPI Women’s Network Japan. (2012, May 11). A call for provisions on women with 

disabilities in a law to prohibit discrimination based on disability:A survey on living 

difficulties of woman with disabilities. Tokyo. Retrieved from 

http://dwnj.chobi.net/blog/wp-content/uploads/2018/12/english.pdf 

Drummond, E. (2006). Attitudes towards sexuality: A pilot study in Ireland. Learning 

Disability Practice, 9(4), 28–34. 
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