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Abstract 

Trans and gender diverse Australians experience social hardships and problems accessing 

healthcare at a higher rate than the general population. This is largely attributable to 

stigmatisation and discrimination stemming from the dominant stereotypes and norms 

that surround gender. Such disadvantages and gender assumptions could potentially affect 

cancer care. There is a paucity of research on cancer care issues for trans and gender 

diverse people, with the current literature mainly being biomedically focused. Further, 

there are problems with terms, framing and appropriateness of existing studies. This 

thesis aimed to explore trans and gender diverse Australians’ experiences in health and 

cancer care to address this gap. It is primarily concerned with: important 

intersectionalities and characteristics of trans and gender diverse people that healthcare 

providers need to be aware of; the lived experience of trans and gender diverse people in 

cancer care; and barriers and facilitators to access. The goal was to improve care for this 

population. Elements of community-based participatory research have been used to 

design the study, informed by sociology of health and illness, transgender and 

intersectionality theories. Three methods of data collection were used: key informant 

interviews, online survey, and in-depth interviews. Key findings included: trans and 

gender diverse communities are variable and evolving; there are numerous barriers for 

these individuals in accessing health and cancer care; and facilitating factors centre on 

raising awareness and improving healthcare worker–patient interpersonal relations. These 

have wide-ranging implications at a variety of levels. Overall, the problematic nature of 

binary gender norms is exemplified in the intense experience of having cancer. There is a 

need to let such rigid models of gender in cancer care become fluid, and for natural 

diversity to be accepted as ‘normal’.  
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1. Introduction 

1.1 Introduction 

What was it like to be told I had cancer? The future disappeared. Loved ones 

became faces I would never see again. I felt I was walking through a nightmare 

that was unreal but utterly real. This could not be happening to me, but it was, 

and it would continue to happen. My body had become a kind of quicksand, and 

I was sinking into myself, my disease. (Frank, 2002, p. 27) 

 

In the past century, our understanding and treatment of the group of diseases that are 

known as cancer has seen a radical transformation. Cancer is defined as a collection of 

diverse illnesses, characterised by genetic mutations that lead to uncontrolled growth of 

abnormal cells, and may occur in various organs throughout the body, although some 

organs are more susceptible than others (e.g. breast and prostate) (Charnay-Sonnek, 

2019). Surgery was the first treatment to emerge and has been practiced since antiquity 

(Stephens, 2016). This has been followed more recently in modern times by radiation 

therapy, chemotherapy, immunotherapy, hormone therapy, and targeted therapy 

(Charnay-Sonnek, 2019; Stephens, 2016). Treatment modalities are now combined and 

tailored to each patient, with a variety of additional medications to control symptoms and 

side effects including analgesics, anti-emetics, and bone marrow growth factors 

(Charnay-Sonnek, 2019). Care of someone with cancer is provided by a multidisciplinary 

team that includes a diverse range of specialties from surgeon to social worker (Charnay-

Sonnek, 2019). The control of cancer has seen a substantial change in a remarkably short 

time. 

Cancer as an illness takes many forms, from solid tumours such as breast, 

colorectal and prostate cancer, to haematological malignancies such as leukaemia 

(Stephens, 2016). Current Australian estimates indicate that one in every two males and 

one in every three females will have had a diagnosis of cancer by the time they are 85 

(Cancer Australia, 2016). Individual experiences of cancer are extremely varied, but 
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common responses to a diagnosis include distress, feeling a loss of control, isolation, and 

vulnerability (Dresser, 2012). A diagnosis of a malignant tumour is generally a dramatic 

and unexpected life-changing event, and these people may struggle to create and sustain 

new meaning and hope (Dresser, 2012). The diagnostic phase may rapidly progress to the 

treatment phase, increasing the intensity of distress (Brocken, Prins, Dekhuijzen, & van 

der Heijden, 2012). Treatment may then cause more suffering than the disease itself 

(Dresser, 2012). Recovery from tumour surgery is painful and patients potentially have to 

come to terms with the loss of a body part (Charnay-Sonnek, 2019). Chemotherapy, 

radiation and other treatments have a wide range of intensely unpleasant side effects 

including (but not limited to) nausea and vomiting, diarrhoea, constipation, hair loss, 

fatigue, mouth ulcers, and peripheral neuropathy (Charnay-Sonnek, 2019). Additionally, 

someone who is receiving treatment for cancer frequently has a compromised immune 

system, which can result in devastating and sometimes fatal infection (Stephens, 2016). 

Even into survivorship, cancer may have an ongoing power over people’s lives, with 

long-term side-effects from treatment, and the anxiety of periodic check-ups for 

recurrence (Dresser, 2012). For many people with cancer, they will encounter many 

specialist healthcare workers and services, and they will have never had this level of 

engagement with the medical world before (Dresser, 2012). A diagnosis of cancer, 

subsequent treatment and recovery can be truly overwhelming. 

In an Australian Institute of Health and Welfare (AIHW) study it was found that 

in 2011, for Australia as a whole, cancer was the leading cause of death, accounting for 

34% of deaths (Australian Institute of Health and Welfare, 2016). Excluding non-

melanoma skin cancers, prostate is the most frequently diagnosed cancer in the Australian 

population (1 in 6 males by age 85), followed by cancers of the breast (1 in 8 females by 

age 85) (Cancer Australia, 2016). Gynaecological cancers are the third most common in 

females and represent a diverse group of diseases affecting the ovaries, uterus, cervix, 
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vagina and vulva (1 in 22 females by age 85) (Cancer Australia, 2016). Due to the 

gendered assumptions that accompany these common cancers, they may be problematic 

for trans and gender diverse (TGD) people. 

Jay Kallio was a prominent lesbian, gay, bisexual and transgender (LGBT) 

activist, who began his transition at the age of 50 and was diagnosed with breast cancer a 

year later in 2008 (Elk & Kallio, 2016). Upon feeling a lump in his chest tissue, he 

attended mammography and had a biopsy – he did not hear anything back for weeks and 

assumed there was nothing to worry about (Elk & Kallio, 2016). The radiologist who 

performed his biopsy contacted him one afternoon to ask how he was coping with his 

diagnosis of aggressive breast cancer, of which he was totally unaware (Elk & Kallio, 

2016). The surgeon in charge of Jay’s care had neglected to call him, and despite the 

radiologist asking the surgeon to do so, did not contact Jay for a further week (Elk & 

Kallio, 2016). At this point Jay collected his files from the clinic to transfer to a different 

healthcare institution and as he was walking out of the office the surgeon called him and 

bluntly said that he was uncomfortable with Jay being trans and that his initial thought 

had been to refer him to psychiatry (Elk & Kallio, 2016). Ultimately, Jay had surgery at a 

different facility and was then referred to a medical oncologist who refused to recommend 

chemotherapy (Elk & Kallio, 2016). Again, he transferred himself to another healthcare 

organisation and had chemotherapy (Elk & Kallio, 2016). Jay was later diagnosed with 

terminal lung cancer attributed to being a first-responder during the 9/11 terrorist attacks 

and died in 2016 (Kenneth, 2017). As a trans man with breast cancer, his navigation 

through gendered breast cancer services was detrimentally affected by stigma, 

assumptions, and outright prejudice. 

TGD people are largely an invisible group in oncological practice, research and 

registries (Bare, Margolies, & Boehmer, 2014). The resultant lack of data means that 

these communities are not considered in cancer policies or allocation of resources – 
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essentially, with no evidence there has been no action (Ansara, 2016; Burkhalter et al., 

2016). As more TGD people begin affirming their gender at a younger age (Jones & 

Hillier, 2013), and often take hormones at higher doses than other studied regimes, it is 

important to monitor cancer in these communities as many tumours respond to the 

presence of hormones (Mueller & Gooren, 2008). There are no clear guidelines or 

evidence base to inform oncology professionals on the treatment and care issues for TGD 

people with cancer, and psychosocial needs and appropriate service provision in this area 

remain ill-defined. Given that cancer is so prevalent, the unique needs of TGD people 

with these diseases require more attention in research, policy and practice, and across 

disciplines. The following introduction will discuss some relevant background 

information and terminology on TGD Australians whilst demonstrating the necessity of 

the present study. 

 

1.2 Australian healthcare for TGD people is problematic 

Australian studies that have addressed the health and wellbeing of TGD people have 

consistently found numerous disparities for these communities when compared with the 

general population. These relate especially to social conditions, physical and mental 

health, and healthcare access. For example, TGD Australians are at greater risk of 

homelessness, unemployment and low income, frequently encounter familial rejection, 

and are likely to be socially isolated, especially if they live outside of a metropolitan area 

(Couch et al., 2007; Hillier et al., 2010; Jones, del pozo de Bolger, Dune, Lykins, & 

Hawkes, 2015; McNair, Andrews, Parkinson, & Dempsey, 2017; Power et al., 2014; 

Riggs, Ansara, & Treharne, 2015; Riggs & Due, 2013; Smith et al., 2014; Strauss et al., 

2017). The higher frequency of social disparities in TGD communities when compared 

with the general population is likely to contribute to poorer health and wellbeing observed 

and may create complex needs in the context of cancer care. 
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The literature in Australia regarding the health of TGD people demonstrates 

consistently that they experience poorer health and wellbeing when compared with both  

general and LGB populations (Beyond Blue, 2012; Boza & Nicholson Perry, 2014; 

Couch et al., 2007; Hillier et al., 2010; Hyde et al., 2014; Jones et al., 2015; Leonard et 

al., 2012; Pitts, Couch, Mulcare, Croy, & Mitchell, 2009; Riggs & Due, 2013; Smith et 

al., 2014; Strauss et al., 2017). A range of lifestyle behaviours that may influence cancer 

risk have also been found at relatively high rates including; smoking, alcohol and 

substance abuse, and limiting exercise due to discomfort (particularly for TGD people 

who use chest binders, intense exercise may be dangerous) (Boza & Nicholson Perry, 

2014; Hyde et al., 2014; Smith et al., 2014; Strauss et al., 2017).  Two other significant 

factors to consider in terms of cancer care are hormone use and surgery in TGD 

individuals. Australian studies have varied in the percentage of TGD respondents taking 

hormones from between 43% and 87% (Couch et al., 2007; Hyde et al., 2014; Jones et al., 

2015; Riggs & Due, 2013). It is also worth noting that hormone use may be inconsistent 

for any one individual, with variations occurring due to financial, personal, work-related 

and clinical reasons (Rosenberg & Tilley, 2018). Reported rates of surgery also vary, with 

studies showing that Australian trans men have had chest surgery at rates of 24.2% to 

51%, phalloplasty at 2.7% to 6%, and hysterectomies at 14.7% to 17.7% (Couch et al., 

2007; Hyde et al., 2014; Jones et al., 2015; Riggs & Due, 2013). Australian trans women 

have been found to have had vaginoplasty at a reported rate of 24.3% to 25.1%, breast 

augmentation 9.9% to 12.5%, and orchidectomies 22% (Couch et al., 2007; Hyde et al., 

2014; Riggs & Due, 2013). Surgery has implications for cancer risk and screening which 

will be discussed in the literature review.  

TGD people have higher rates of poor mental health when compared with the 

general population (Couch et al., 2007; Hyde et al., 2014; Jones et al., 2015; Riggs & 

Due, 2013; Smith et al., 2014; Strauss et al., 2017). Rates of depression or significant 
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depressive symptoms amongst TGD communities documented in the Australian literature 

range from 36.2% to 74.6%, anxiety from 39.9% to 72.2% and self-harm and suicide 

attempts from 20.9% to 79.7% (Boza & Nicholson Perry, 2014; Couch et al., 2007; Hyde 

et al., 2014; Jones et al., 2015; Riggs & Due, 2013; Smith et al., 2014; Strauss et al., 

2017). Depression rates have been found to be between four to six times that found in the 

general population (Couch et al., 2007; Hyde et al., 2014; Strauss et al., 2017). Further, in 

their sample of TGD young Australians, Strauss et al. (2017) found high rates of 

diagnosed post-traumatic stress disorder (25.1%), psychosis (16.2%), personality 

disorders (20.1%), autism spectrum disorders (22.5%), and eating disorders (22.7%). 

Throughout the literature, discrimination and stigma are cited as the most important 

contributors to the poor mental health experienced by many in TGD communities. 

Up to 87.4% of TGD Australians have been found to have experienced 

discrimination based on their gender (Couch et al., 2007). Areas of discrimination include 

social/community, employment, economic and family, and may be in the form of verbal, 

written, physical, sexual, or exclusory actions (Beyond Blue, 2012). In the TranZnation 

study one out of every ten participants had been sexually assaulted or raped, and one in 

five had been physically attacked (Couch et al., 2007). This is supported by From Blues 

to Rainbows, which found that 21% of TGD youths had experienced physical abuse due 

to their gender (Smith et al., 2014). It is thus understandable why many keep their identity 

concealed unless they are in a space they know to be safe (Couch et al., 2007). An 

examination of the discrimination that TGD people encounter helps to explain the poor 

mental health of this population and locates the problems in society broadly, rather than in 

the individual. 

Australian research has established that TGD individuals encounter numerous 

barriers to respectful and appropriate healthcare. One of the fundamental causes is the 

persistent stigma associated with gender diversity. This stems firstly from the dominant 
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binary views regarding gender, and is also a result of limited research, education, and 

knowledge (Winter et al., 2016). This is a problem in itself, but especially so because 

healthcare services are an integral part of achieving gender affirmation for many TGD 

individuals. As such, many TGD people have frequent interactions with healthcare 

systems and workers, and commonly experience poor treatment and care. Australian 

research has found a lack of TGD sensitive services, inadequate knowledge, issues with 

GPs, problems with access, a reluctance on the part of individuals to disclose their gender, 

and a high frequency of bad experiences which result in the avoidance of healthcare, and 

poor health and wellbeing (Couch et al., 2007; Hyde et al., 2014; Jones et al., 2015; Riggs 

& Due, 2013; Smith et al., 2014; Strauss et al., 2017). Access to healthcare services are 

especially a problem for people who live rurally or remotely as the geographical distance 

increases travel, accommodation and financial burdens, meaning that services are barely 

accessible (GLBTI Health and Wellbeing Ministerial Advisory Committee, 2014). Other 

barriers to accessing services identified in the Australian literature include limited 

finances, scarcity of services (especially in the public system), concerns about 

confidentiality being upheld, low self-esteem, lack of social connectedness, dysphoria and 

the anticipation of discrimination (Beyond Blue, 2012; Couch et al., 2007; Hyde et al., 

2014; Jones et al., 2015).  

Gender affirmation (sometimes called ‘transitioning’ both within the literature and 

in TGD communities) is undertaken by many TGD people in a variety of ways, and is 

often done to alleviate gender dysphoria – the discomfort felt due to other people’s 

perceptions of one’s gender and one’s own sense of embodiment, both of which may be 

discordant with gender (Lilit, 2017). Gender affirmation may involve a selection of the 

following: changing one’s presentation through clothing, make-up, hair, padding of the 

body or chest binding; the use of medication (e.g. hormones or hormone suppressants); 

surgery; speech therapy; and technologies to remove hair (World Professional 
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Association for Transgender Health, 2011). Recent improvements in surgical and medical 

technologies mean that these have become more practical; however, these technologies 

may still be difficult to access due to their cost, limited practitioners, or fear of 

mistreatment in healthcare services (GLBTI Health and Wellbeing Ministerial Advisory 

Committee, 2014). In Australia, almost all specialised TGD healthcare is provided by 

private professionals (GLBTI Health and Wellbeing Ministerial Advisory Committee, 

2014). There is a lack of funding and services, especially outside of metropolitan areas 

(Telfer, Tollit, & Feldman, 2015). Additionally, until recently there were no surgeons 

who performed phalloplasty, and vaginoplasty may cost from $25,000 to $30,000, with 

chest reconstruction costing approximately $10,000 (GLBTI Health and Wellbeing 

Ministerial Advisory Committee, 2014). This means that many people who may desire to 

have surgery are unable to due to financial reasons, which may have significant 

repercussions for mental health and wellbeing. Australian barriers for TGD people 

limiting their access to healthcare are numerous and wide-ranging; however little has 

been previously known on how this influences Australian TGD peoples’ cancer care. 

 

1.3 The need for research 

The potential issues in cancer care for TGD people are also wide-ranging. Problems exist 

in relation to discrimination, gender norm assumptions, access to appropriate services, 

lack of research and knowledge, and the unique needs of these communities being unmet. 

These issues are likely to affect all areas of cancer care – risk, screening, diagnosis, 

treatment, survivorship, and end-of-life care. There is a critical need for research that 

addresses the complexities of cancer care from the perspective of TGD people. 

 This thesis reports on a study that was aimed at achieving an understanding of 

the Australian TGD population’s concerns around accessing cancer care. The 

findings have been disseminated through publications to improve understanding among 
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practitioners and promote sensitive care in relation to screening and general cancer care. 

The findings have also been disseminated to TGD communities, so they may better 

understand the issues and have data to aid advocacy. The aim is ultimately to improve the 

health and wellbeing of TGD people through better access to health and cancer care. 

 

1.4 Scope and terms: diverse cancer, diverse gender 

“Cancer is not a disease. It’s a hundred different diseases” – how many times has 

that been said? Now the talk is of cancer as tens of thousands of diseases each with 

its own molecular signature. (Johnson, 2013, p. 132) 

 

In this thesis, the terms cancer/oncology care and the associated providers/professionals 

are intended to be broadly inclusive of the many services and healthcare workers involved 

in the care of a cancer patient during their illness, and those involved in prevention and 

detection. This encompasses everything from general practitioners (GPs), who provide 

screening services and are often the first step to diagnosis, to specialist hospital services 

with teams of oncologists, haematologists, allied health (e.g. physiotherapists, dietitians, 

social workers, et- cetera), nurses, surgeons, radiologists, pathologists, and so forth. It 

also includes research agencies and a variety of other organisations, including 

governmental and non-profit. Given cancer care (inclusive of screening) is generally most 

relevant to adults; the national study was targeted at TGD people aged over 18.  

 As the above quote illustrates, ‘cancer’ is not a singular disease – it is many 

diseases which can result in vastly different illness experiences. If cancer is ‘tens of 

thousands of diseases’, then people who are TGD have an infinite number of genders. 

TGD people are estimated to make up 0.1-0.7% of a country’s population (Collin, 

Reisner, Tangpricha, & Goodman, 2016), and there are more than 200 documented terms 

used throughout the world to describe gender, with this list growing and evolving (Witten 

& Eyler, 2012). It is beyond the scope of this thesis to discuss gender and related 
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terminology in depth; however, it is necessary to describe some common terms as they 

are used within this thesis specifically: 

 Trans/Transgender are broad and dynamic terms that many use to describe 

persons whose gender differs from the dominant social norms (Witten & Eyler, 

2012). The use of the word transgender emerged in the late 1960s and was first 

used as middle ground to ‘transvestite’ and ‘transsexual’ (Stryker, 2008). In the 

1990s, transgender began to take on a political meaning that encompassed all 

people who had diverse genders (Stryker, 2008). In this thesis, the term trans will 

be used in relation to trans men and trans women, whilst all other genders will be 

categorised as gender diverse, the use of these terms is on the basis of community 

recommendation. 

 Trans men and trans women are frequently referred to in the literature as people 

who are female-to-male (FtM) and male-to-female (MtF). 

 Gender diverse as a term will be used to encompass the wide variety of other 

genders, including genderqueer and non-binary (National Center for Transgender 

Equality, 2014). 

 Brotherboy and sistergirl are Aboriginal and Torres Strait Islander terms that may 

be used by people with diverse genders who are indigenous (Queensland 

Association for Healthy Communities Inc, 2008). Lysenko (2009) states that use 

of the umbrella term ‘trans’ may alienate indigenous people as they may not 

identify with this term. 

 

This research is, therefore, founded on and expanded by the awareness of the wide variety 

that exists in gender and cancer experiences and has aimed to avoid over-generalisations 

of both. The importance of being open to all diversity and guided by the population under 
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research is of heightened importance given the researcher’s identification as cisgender, 

and thus an outsider to the population under study. 

 

1.5 Thesis outline 

Following this introduction, Chapter 2 presents the literature review which examines 

some of the current knowledge on cancer and TGD communities and highlights many of 

the gaps and problems within the existing evidence base. Chapter 3 outlines key theories 

used to conceptualise the main areas of concern for this thesis: sociology of health and 

illness, transgender, and intersectionality theories. This leads to Chapter 4, which details 

the methodology and methods used for the three data sources: key informant interviews, 

online survey, and in-depth interviews. The next six chapters (Chapters 5-10) present the 

publications. First, a published manuscript on the findings from key informant interviews 

establishes that there is a lack of awareness on cancer, and the TGD population and the 

necessity for research (Chapter 5). Second, a monograph constitutes Chapter 6, which is 

concerned with providing a comprehensive overview of the survey findings shared 

through a variety of community forums. Third, Chapter 7 consists of a book chapter that 

contributes to international understandings of healthcare access for TGD people. Fourth, a 

manuscript which examines the under-screening of TGD people with a cervix is presented 

(Chapter 8). Fifth, the in-depth interview findings are explored in a published manuscript 

on their intersubjective experiences (Chapter 9). Finally, in Chapter 10, a cross-service 

analytical framework for alleviating dysphoria in research and practice is presented. 

These six pieces are then followed by the conclusions which relate back to the research 

questions and detail implications for different groups (Chapter 11). 
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2. TGD Cancer Literature Review 

2.1 Introduction 

This review chapter will discuss the literature that relates to cancer and TGD 

communities, and provides an introduction, context, and justification to the current 

research. The review process encompassed both biomedical and psychosocial literature; 

however, given that the focus of the thesis is not biomedical in nature, this will be briefly 

covered for significant findings. The section on methodology describes the search terms 

and inclusion criteria, whilst also providing rationale for the articles reviewed and a 

description of their characteristics. A brief overview of the biomedical literature and its 

limitations follows. Notably, the only biomedical literature that includes TGD people who 

are non-binary is an American study of trans veterans, which includes three gender 

dysphoric individuals assigned female at birth who do not identify as trans men (Brown, 

2015). Although limited by the paucity of research, the section on risk factors suggests 

some of the characteristics that TGD people may have that predispose them to developing 

cancer. Screening is then discussed for the following organs: cervix, anus, breast, and 

prostate. Again, there is a lack of research, and thus recommendations are not evidence-

based. The last section discusses psychosocial literature. There is an almost total lack of 

TGD specific psychosocial cancer research, with the exception of Cancer’s Margins 

(Taylor & Bryson, 2016). Even this publication is significantly limited, being a qualitative 

study with ten participants who were all assigned female at birth, which was part of a 

larger general LGBTQ+ study. Much of the discussion on psychosocial issues for TGD 

cancer patients is thus speculative. Although robust evidence is absent, the areas 

highlighted for consideration include: discrimination, disclosure of gender, distress, 

supports and relationships, cancer treatment’s effect on body image and sexuality, 

experience of cancer care, and lack of information and knowledge.  
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An important point to consider when examining research conducted with TGD 

people is the use of the LGBT umbrella and illusion of a cohesive ‘trans community’. 

Much of the literature that includes discussion of TGD issues is LGBT-general, which 

may falsely communicate to readers that this is a homogenous group. There may be some 

similarities in terms of the experiences of discrimination; however, it is problematic to 

assume that health and social issues are the same (Price, 2011). In research, the ‘trans 

community’ generally refers to publicly self-identified trans people, which often fails to 

be inclusive of many other gender diverse individuals and may give the impression that a 

cohesive community exists (Witten & Eyler, 2012). For some people, after affirming their 

gender, they simply want to live as a cis man or cis woman and these people may not 

associate with TGD communities (Witten & Eyler, 2012). Further, only select groups of 

TGD people are included in the literature, with the most studied people being trans men 

and trans women (MacCarthy, Reisner, Nunn, Perez-Brumer, & Operario, 2015). These 

aspects of the research literature are important to consider when interpreting results, 

which may be unrepresentative of all TGD people. 

Further to TGD people being inappropriately subsumed into LGBT-general 

studies, there is the issue of erasure and invisibility in health research more broadly. 

Bauer et al. (2009) state that most research is conducted under the assumption that 

participants are cisgender: thus not including questions that address diverse genders. 

There is a severe underestimation of TGD populations, with many sources reporting that 

trans people make up 1 in 30,000 of the general population (Bauer et al., 2009). This is 

based on how many individuals seek gender affirming medical care and is not broadly 

inclusive of all gender diverse individuals (Bauer et al., 2009). More recent research 

suggests that TGD people may make up 0.1-0.7% of a country’s population, which would 

bring the ratio to at least 1 in 1000 (Collin et al., 2016). This underestimation has led to 
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the mistaken belief that gender variance is incredibly rare and as such only requires 

limited funding and resources – research is therefore scarce.  

 

2.2 Review method 

Three electronic databases were utilised in the search for articles: PubMed, CINAHL and 

Psychinfo. The following terms were used in the search: “transgender”, “gender diverse”, 

“LGBT/GLBT”, “gender minority”, “transsexual”, “female-to-male”, “male-to-female”, 

“cancer”, “neoplasm”, “tumour”, “malignancy”, “carcinoma”, and “oncology”. The 

inclusion criteria were articles in English that addressed any aspect of cancer care for 

TGD individuals (e.g. prevention, risks, screening, diagnosis, treatment, and 

survivorship). Articles from any date to 2019 that met search criteria were incorporated 

into the review. In addition to aforementioned databases, Google searches were conducted 

to supplement the academic literature due to the lack of psychosocial research. Layperson 

and news media literature were included on this basis, and it was also thought appropriate 

for these communities to have their own voices heard. 

Initial database searches returned the following; PubMed 172 results, of which 76 

were relevant; CINAHL 35 results, of which 19 were relevant (seven of which were 

articles also listed in the PubMed search); and Psycinfo three results. The reference lists 

of all articles obtained were then examined for further literature to include, which added 

32 more papers. Further literature was then sourced via Google, which included a variety 

of material from academics, cancer organisations, and the TGD communities – totalling 

44 items. In total, 167 items were included in this literature review from 1968 to 2019. 

Although this number appears substantial, many of these items were LGBT-general or 

small sections of writing (e.g. a paragraph on screening in primary care 

recommendations).  
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There were pronounced geographical limitations to the literature. Most papers 

were sourced from the USA (88 in total), followed by the Netherlands (22). There was 

nothing published from African or Middle Eastern countries, and very little from South 

America and Asia. Acceptance, support, and general societal treatment for TGD people 

may vary greatly between countries, and it cannot be assumed that the research conducted 

in the USA is transferable to other contexts. 

Articles were analysed and recurrent themes emerged which are discussed in the 

following review. Overall, there is a significant lack of research that is specific to TGD 

people’s psychosocial experience of cancer. The biomedical studies may offer valuable 

information regarding individual cases, but as there are no large prospective studies, there 

is no strong evidence base. Thus, the literature review strongly indicates the need for 

further research on this topic. 

 

2.3 Biomedical literature 

2.3.1 Focus of biomedical literature review 

Most of the biomedical articles addressing cancer in TGD people were case studies, 

followed by cohort and cross-sectional studies. Biomedical research focuses on disease 

aetiology, diagnosis, and treatment, as opposed to social research with a focus on illness 

and lived experience. Very few biomedical articles crossed this divide in a meaningful 

way, with the exceptions being papers by Symmers (1968), Dhand and Dhaliwal (2009), 

and Wolf-Gould and Wolf-Gould (2016). The most important limitation of the case 

studies is that, even taken together, it is not possible to demonstrate the incidence or risk 

of cancer in the TGD population. Given there are no large-scale prospective studies 

regarding the issue, population-based cancer registries and research do not gather 

comprehensive data regarding diverse genders, and many TGD people have their sex at 

birth or gender misclassified – TGD people are mostly invisible in biomedical statistics 
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(Boehmer & Elk, 2015a; Loughlin, 2015; Tordoff, Andrasik, & Hajat, 2019). In addition, 

the biomedical studies identified in this literature review almost entirely focus on people 

who seek gender affirming treatment (commonly referred to in the literature as 

transsexuals) thus the data may not be relevant to other TGD people. The research papers 

commonly use objectifying biological language (i.e. male-to-female [MtF] and female-to-

male [FtM]), which may be considered a microaggression, and also misgender their 

participants (e.g. calling a trans woman a ‘man’ in the title) (Eliason & Dibble, 2015). 

This indicates a need for more inclusive, sensitive, and culturally competent research. 

 

2.3.2 Epidemiologic data 

Fourteen articles were identified that related to epidemiologic studies which assessed 

cancer incidence and mortality in TGD people. The first article was published in 1989, 

and thirteen of the articles were published between 2011 and 2018. The research 

originates from four countries – the Netherlands, USA, Belgium, and Sweden. The 

authors of the abovementioned epidemiologic studies acknowledge significant limitations. 

These limitations include: the short-term nature of the research (i.e. cancers may develop 

after longer gender affirming hormone treatment and with increasing age); issues 

regarding response rates and documentation of gender in databases; low statistical power 

associated with small sample sizes; underreporting of the complications arising from 

gender-affirming hormone use; the utilisation of retrospective accessing of files that may 

be incomplete; and the fact that most of the studies were conducted through medical 

clinics, thus the studies do not include TGD people who do not have involvement with 

formal services (Asscheman et al., 2011; Braun et al., 2017; Brown & Jones, 2015; 

Gooren, Bowers, Lips, & Konings, 2015; Gooren & Morgentaler, 2013; Gooren, van 

Trotsenburg, Giltay, & van Diest, 2013; Hutchison, Boscoe, & Feingold, 2018; 

MacCarthy et al., 2015; Trum, Hoebeke, & Gooren, 2015; Wierckx et al., 2013). 
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Additionally, risk assessment may be difficult when there are wide variations in the levels 

of hormone use, and a variety of other factors which may contribute to cancer risk 

(Pattison & McLaren, 2013). Although this research has significant limitations, these 

studies find no overall increased rate of cancer in their TGD populations.  

However, there were several findings that showed elevated rates of specific 

cancers. American data from the Surveillance, Epidemiology, and End Results (SEER) 

Program shows higher proportional incidence ratios for viral-infection related cancers 

(i.e. those related to HIV- and HPV-infections such as Kaposi’s sarcoma and anal cancer) 

(Braun et al., 2017), and three other American studies support this finding (Hutchison et 

al., 2018; Nash et al., 2018; Silverberg et al., 2017). In addition, they found higher rates 

of endocrine tumours in trans women and higher rates of tobacco-related cancers in trans 

men. Dhejne et al. (2011) found borderline statistically significant higher rates of 

malignancies and attributed this to smoking and under-attendance to screening services. 

Asscheman et al. (2011) found an increased rate of lung cancer and attributed this to high 

levels of smoking. Hutchison et al. (2018) also report that the median age at diagnosis is 

significantly lower by almost twenty years for TGD people when compared with the 

general population. The specific patterning of cancer types in TGD communities are 

important to note. The evidence however is still limited. Several authors argue that there 

are valid reasons to anticipate higher rates of cancer in the future, including the increasing 

length of time spent on hormones and older age. As cancer is such a common disease, and 

there are so many unknowns for TGD communities, research is crucial to illuminate their 

experiences. 
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2.3.3 Biomedical literature on trans women 

Breast cancer  

The topic of breast cancer in trans women is the dominant area of international case 

studies available. The literature raises the question of whether this type of cancer should 

be considered as ‘female’ or ‘male’ breast cancer (Teoh, Archampong, & Gate, 2015), as 

there are clinical differences between male and female breast cancers that influence 

treatment choices (Gooren et al., 2013). A national cohort study in the Netherlands found 

that trans women had an incidence 46 times that of cis men, but a lower incidence than cis 

women (de Blok et al., 2019). Trans women appear to have a younger age of onset than 

both cis men and cis women (Hartley, Stone, & Temple-Oberle, 2018), with only six out 

of the documented 27 tumours occurring in trans women over the age of 60 (see Table 

2.1). Being diagnosed at an earlier age may cause increased levels of distress and 

psychosocial issues (Matthews et al., 2016). Further, there appears to be a high prevalence 

of ER- and triple-negative breast cancer in trans women, which have worse prognoses and 

fewer treatment options than receptor positive breast cancers (Teoh et al., 2015). These 

are important areas of consideration for future research and care. 

 

Table 2.1: Breast cancer in trans women 

Author/s & year Type of cancer Age Hormone 

receptors 

Length of 

hormone use 

Symmers (1968) Metastatic 

adenocarcinoma 

Metastatic invasive ductal 

carcinoma 

30 

 

30 

Unknown 

 

Unknown 

5 years 

 

5 years 

Pritchard, 

Pankowsky, Crowe, 

and Abdul-Karim 

(1988) 

Invasive ductal carcinoma 45 ER-, PR+ 11 years 

Ganly and Taylor 

(1995) 

Invasive ductal carcinoma 50 ER-, PR- 14 years 

Kanhai, Hage, 

Bloemena, van Diest, 

and Karim (1999) 

Fibroadenoma* 41 Unknown 19 years 

Lemmo et al. (2002) Fibroadenoma* 35 Unknown 20 years 
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Author/s & year Type of cancer Age Hormone 

receptors 

Length of 

hormone use 

Grabellus et al. 

(2005) 

Secretory carcinoma 46 ER-, PR- 20 years 

Alhabshi, Ismail, and 

Arasaratnam (2011) 

Primary non-Hodgkin B-

cell lymphoma of the 

breast 

26 Unknown 5 years 

Gooren et al. (2013) Ductal carcinoma 

Poorly differentiated 

57 

46 

ER+, PR- 

Unknown 

36 years 

7 years 

Pattison and 

McLaren (2013) 

Invasive ductal carcinoma 43 ER-, PR- 17 years 

(intermittent) 

Maglione et al. 

(2014) 

Ductal carcinoma in situ 

Invasive ductal carcinoma 

65 

55 

ER+, PR+ 

ER-, PR- 

13 years 

30 years 

Walsh, Yang, Park, 

Askeland, and 

Fajardo (2014) 

Angiolipoma* 61 Unknown 18 months 

Brown and Jones 

(2015) 

Metastatic invasive ductal 

carcinoma 

Invasive ductal carcinoma 

Not specified 

71 

 

60 

54 

ER+, PR- 

 

ER+, PR- 

ER-, PR- 

7 years 

 

Unknown 

NA 

Gondusky, Kim, 

Kalantari, Khalkhali, 

and Dauphine (2015) 

Invasive ductal carcinoma 51 ER-, PR- 27 years 

Gooren et al. (2015) Adenocarcinoma 

Invasive ductal carcinoma 

52 

46 

ER+, PR- 

ER+, PR+ 

20 years 

5+ years 

Sattari (2015) Invasive ductal carcinoma 60 ER+, PR+ 7 years 

Teoh et al. (2015) Invasive ductal carcinoma 41 ER-, PR- 14 years 

Corman et al. (2016) Ductal carcinoma in situ 46 ER+, PR+ 7 years 

de Boer et al. (2017) Breast implant-associated 

anaplastic large cell 

lymphoma 

56 Unknown 20 years 

Tongson et al. (2017) Lobular hyperplasia* 38 Unknown 1 year 

O’Bryan et al. (2018 Mammary 

myofibroblastoma* 

76 ER+, PR+ 13 months 

*Note: Benign tumours 

 

 The biomedical papers included in this literature review unanimously cite 

oestrogen as a potential causative factor in the development of breast cancer in trans 

women (see Table 2.1 for references). Trans women use oestrogen at higher levels and for 

a longer duration than cis women (Pattison & McLaren, 2013; Sattari, 2015). Given that 

breast cancers may respond to the presence of oestrogen, consideration must be given 

after a cancer diagnosis as to whether or not to continue gender-affirming hormone 

therapy (Teoh et al., 2015). The discontinuation of hormone treatment may be 
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unacceptable to TGD individuals, as this may result in the loss of some physical gender 

signifiers, and potentially serious mental health issues (Ganly & Taylor, 1995; Pattison & 

McLaren, 2013; Teoh et al., 2015). One option may be to reduce the oestrogen to a lower 

dose (Pattison & McLaren, 2013). It is important that healthcare workers in oncology be 

aware of the issues related to hormones for TGD people. 

Breast cancer in trans women is complex and poorly understood. The majority of 

papers reporting on cancer in trans women recommend breast screening and 

documentation of family history after commencing oestrogen treatment, but there are no 

clear guidelines (Colebunders, T'Sjoen, Weyers, & Monstrey, 2014; Corman et al., 2016; 

Maglione et al., 2014; Pattison & McLaren, 2013; Teoh et al., 2015; Walsh et al., 2014). 

Much more research is needed to form a stronger evidence base that can be used to 

inform practice. 

 

Prostate cancer  

With the exception of non-melanoma skin cancers, tumours of the prostate are the most 

commonly diagnosed malignancy in Australia, with one sixth of males expected to be 

diagnosed with this disease by the age of 85 (Cancer Australia, 2016). Prostate cancer in 

trans women appears to be rare – in a study of 2,306 trans women in the Netherlands only 

one case of prostate cancer was found (Gooren & Morgentaler, 2013). This may be due to 

protective effects of medical and surgical castration and that trans women included in 

studies have not reached the age when prostate cancer develops (99.9% of cases are in 

those over the age of 50) (Gooren & Morgentaler, 2013; Rahman, Hofland, & Foster, 

2016). Ten cases of prostate cancer in trans women were identified in the literature (see 

Table 2.2), and an additional case of prostate hyperplasia requiring a trans-urethral 

resection was found (Casella et al., 2005).  
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A literature review on prostate cancer in trans women highlighted the lack of 

longitudinal studies, that clinical trials for prostate cancer frequently use exclusive 

language, and that education and training are needed for healthcare professionals 

(Ingham, Lee, Macdermed, & Olumi, 2018). Of the ten cases identified in the literature, 

all but three had metastatic disease (one of these three was unspecified). This indicates 

that prostate cancer in trans women may be more aggressive and diagnosed at a later stage 

when compared with cis men (Gooren & Morgentaler, 2013). The limited knowledge of 

healthcare workers with regards to screening and risk in this population may further 

compound disparities, and overall lead to higher rates of morbidity and mortality (Gooren 

& Morgentaler, 2013).  

 

Table 2.2: Prostate cancer in trans women 

Author/s & 

year 

Type of cancer Age Hormone 

receptors 

Length of 

hormone 

use 

Prior 

orchidectomy 

Thurston 

(1994) 

Metastatic 

adenocarcinoma 

64 Unknown 12 years No 

van Haarst, 

Newling, 

Gooren, 

Asscheman, 

and Prenger 

(1998) 

Metastatic 

adenocarcinoma 

63 Unknown 10 years Yes, age 55 

Miksad et al. 

(2006) 

Metastatic 

adenocarcinoma 

60 AR+, ER, 

PR- 

41 years Yes, age 34 

Dorff, Shazer, 

Nepomuceno, 

and Tucker 

(2007) 

Metastatic 

adenocarcinoma 

78 AR- 23 years Yes, age 60 

Asscheman et 

al. (2011) 

Prostate cancer 

(type not 

specified) 

Unknown Unknown Unknown Unknown 

Gooren and 

Morgentaler 

(2013) 

Metastatic 

adenocarcinoma 

63 Unknown 10 years Yes, age 55 

Turo, Jallad, 

Prescott, and 

Cross (2013) 

Metastatic 

adenocarcinoma 

75 Unknown 30 years Yes, age 45 
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Author/s & 

year 

Type of cancer Age Hormone 

receptors 

Length of 

hormone 

use 

Prior 

orchidectomy 

Ellent and 

Matrana 

(2016) 

Metastatic 

adenocarcinoma 

65 Unknown 35 years No 

Deebel et al. 

(2017) 

Adenocarcinoma 65 Unknown 20 years No 

Sharif et al. 

(2017) 

Adenocarcinoma 56 AR+, 

ER+, 

PR+ 

20 years No 

 

There is a lack of close monitoring for prostate cancer in trans women, which is 

likely a result of the belief that they have minimal risk due to androgen suppression 

(Gooren & Morgentaler, 2013). Misinterpretation of PSA blood tests for trans women 

may also contribute to under-diagnosis, as their PSA levels are lower due to androgen 

deprivation (Gooren & Morgentaler, 2013). Further, the prostate shrinks in the absence of 

androgens, thus making it difficult to palpate (Mueller & Gooren, 2008). Although 

prostate cancer appears to be rare in trans women, in fact it may be that the disease is not 

being detected as often as it is in cis men, who are more likely to participate in screening. 

Attention to the prostates of trans women is lacking, and the invisibility of prostate 

disease in this population limits cancer care professionals’ ability to provide holistic, 

appropriate care. 

 

Gynaecological, anal and testicular cancers 

Six vaginal cancers in trans women were identified in the literature, with the potential two 

contributing factors being chronic inflammation and human papillomavirus (HPV) 

infection (Fernandes, Manolitsas, & Jobling, 2014; Fierz, Fink, & Porpora, 2019; Harder, 

Erni, & Banic, 2002; Lawrence, 2001). As part of gender affirmation surgery, trans 

women may have a vagina created by inversion of the penis or grafting from segments of 

bowel or skin (World Professional Association for Transgender Health, 2011). After 

vaginoplasty, trans women may experience significant post-operative complications 
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including ulceration, stenosis, and abscesses, which may lead to chronic inflammation (a 

promotor of carcinogenesis) (Fernandes et al., 2014; Harder et al., 2002). Further, the 

stenosis and scarring that occur after an operation may make it difficult to conduct a 

physical examination of the vagina (Harder et al., 2002).  

 

Table 2.3: Gynaecological, anal and testicular cancers in trans women 

Author/s & year Type of cancer Age HPV Comment 

Lawrence (2001) Intraepithelial vaginal 41 Likely Penile inversion 

vaginoplasty 

Harder et al. 

(2002) 

Squamous cell 

carcinoma of the 

vagina 

42 Yes Penile inversion 

vaginoplasty 

Caricato et al. 

(2009) 

Squamous cell 

carcinoma of the anus 

63 Unknown N/A 

Fernandes et al. 

(2014) 

Squamous cell 

carcinoma of the 

vagina 

53 Unknown Penile inversion and 

later skin graft 

vaginoplasty 

Kobori et al. 

(2015) 

Mature testicular 

teratoma 

30 NA ER+. Hormone therapy 

for 2 years 

Wolf-Gould and 

Wolf-Gould 

(2016) 

Non-seminomatous 

testicular cancer 

30 NA ER-. Hormone therapy 

for 2 years 

Bollo et al. (2017) Squamous cell 

carcinoma of the 

vagina 

78 Yes Penile inversion 

vaginoplasty 

Grosse et al. 

(2017) 

Invasive carcinoma 

of the vagina 

43 Yes Penile inversion 

vaginoplasty 

Chandhoke et al. 

(2018) 

Metastatic germ cell 

testicular cancer 

37 NA Hormone therapy for 

15 months 

Fierz et al. (2019) Squamous cell 

carcinoma of the 

vagina 

43 Yes Probable penile 

inversion 

 

 There are various strains of HPV which are directly implicated in causing cancers 

of the cervix, vulva, vagina, penis, and anus, accounting for between 60-90% of these 

cancer cases (Center for Disease Control and Prevention, 2016). HPV is the most 

common sexually transmitted disease, with an estimated three quarters of sexually active 

people acquiring one or more types in their lifetime (dos Ramos Farias et al., 2011). 

Research conducted in Italy has found a high rate of HPV infection in trans people 
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(Loverro et al., 2016), and for those at higher risk, such as sex workers, an Argentinian 

study has found a 97.4% rate (dos Ramos Farias et al., 2011). Several studies that address 

aspects of HPV infection in trans women are primarily concerned with the men who have 

sex with men (MSM) population, and trans women are sometimes included in the 

research as a smaller, but separate, proportion of participants or subsumed under the 

umbrella MSM (Galea, Monsour, Nurena, Blas, & Brown, 2017; Meites et al., 2016; 

Taweewat et al., 2015). This is problematic as MSM and trans women are in different 

social situations and require separate attention in health promotional activities.  

There have been three reported cases of testicular tumours in trans women 

(Chandhoke, Shayegan, & Hotte, 2018; Kobori et al., 2015; Wolf-Gould & Wolf-Gould, 

2016). The two hypothesised risk factors for these cases were oestrogen use and the 

practice of ‘tucking’ (pushing the testes into the inguinal canals) (Kobori et al., 2016; 

Wolf-Gould & Wolf-Gould, 2016). This represents another area of cancer in trans women 

which remains poorly understood. 

 

Prolactinomas and meningiomas 

For people taking oestrogen, hyperprolactinaemia is a relatively common adverse drug 

reaction, as oestrogen stimulates prolactin synthesis, storage and secretion, and the 

proliferation of lactotroph cells (the cells that produce prolactin) (Bourgeois, Aurich, 

Palmaro, Montastruc, & Bagheri, 2015). Prolactinomas are benign tumours of the 

pituitary gland (Kumar et al., 2015). In the literature, there is one case of lactotroph 

hyperplasia and seven cases of prolactinomas in trans women after taking oestrogen 

(Bunck et al., 2009; Cunha et al., 2014; Garcia-Malpartida, Martin-Gorgojo, Rocha, 

Gomez-Balaguer, & Hernandez-Mijares, 2010; Gooren, Assies, Asscheman, de Slegte, & 

van Kessel, 1988; Kovacs, Stefaneanu, Ezzat, & Smyth, 1994; Serri, Noiseux, Robert, & 

Hardy, 1996). Expert opinion has recommended trans women on oestrogen have annual 
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prolactin level assessments and visual field examination to screen for prolactinomas 

(Committee on Health Care for Underserved Women, 2011). 

Meningiomas are also benign tumours that have been linked to gender-affirming 

hormone therapy in trans women (Bergoglio, Gomez-Balaguer, Folch, Murillo, & 

Hernandez-Mijares, 2013; Boer, Moernaut, Van Calenbergh, Lapauw, & T'Sjoen, 2018; 

Cebula, Pham, Boyer, & Froelich, 2010; Delpolyi, Han, & Parsa, 2010; Gazzeri, Galarza, 

& Gazzeri, 2007; Wengel, Martin, Gooren, den Heijer, & Peerdeman, 2016). 

Meningiomas arise from cells in the meninges (the membrane that surrounds the central 

nervous system), and generally require no treatment (Kumar et al., 2015). There have 

been eight meningiomas in trans women documented in the literature, with all of the 

authors highlighting the influence of hormones in the development (Bergoglio et al., 

2013; Boer et al., 2018; Cebula et al., 2010; Delpolyi et al., 2010; Gazzeri et al., 2007; 

Wengel et al., 2016). Specifically, cyproterone acetate has been implicated, which is a 

progesterone and anti-androgen commonly used in gender affirming treatment for trans 

women (Bergoglio et al., 2013; Boer et al., 2018; Cebula et al., 2010; Delpolyi et al., 

2010; Gazzeri et al., 2007; Wengel et al., 2016). In these papers, it is suggested that 

monitoring for these tumours is necessary, as although these tumours are largely 

classified as benign, they may compress certain vital structures of the central nervous 

system, leading to serious neurological symptoms and potentially death (Kumar et al., 

2015). Although some experts advise screening for both prolactinomas and meningiomas, 

there is little data to inform this view, and it is unclear from the literature whether 

healthcare professionals and TGD individuals are aware of this advice. 

 



 

31 
 

2.3.4 Biomedical literature on trans men 

Breast cancer 

There were 27 cases of breast cancer in trans men identified in the literature (see Table 

2.4). The literature indicates that estimated rates of breast cancer in trans men 

(20.4/100,000) are well below that of cis women (154/100,000), and more closely 

resemble that of breast cancer rates in cis men (Gooren et al., 2015; Gooren et al., 2013; 

Traish & Gooren, 2010). The recurrent issue identified from the literature on breast 

cancer in trans men concerns their unique hormonal and surgical situations, and how 

these influence risk assessment and treatment decisions (Nikolić et al., 2018). 

 

Table 2.4: Breast cancer in trans men and gender diverse people assigned female at birth 

Author/s & 

year 

Type of cancer Age Hormone 

receptors 

Length of 

hormone use 

Prior 

mastectomy 

Burcombe, 

Makris, 

Pittam, and 

Finer 

(2003) 

Invasive ductal 

carcinoma 

33 ER+, PR+ 13 years Yes 

Shao, 

Grossbard, 

and Klein 

(2011) 

Invasive ductal 

carcinoma 

Invasive ductal 

carcinoma 

53 

27 

ER+, PR- 

ER+, PR+ 

5 years 

6 years 

No 

No 

Nikolic et 

al. (2012) 

Invasive ductal 

carcinoma 

42 ER-, PR- 2.5 years Yes 

Gooren et 

al. (2013) 

Tubular 

adenocarcinoma 

27 ER+, PR+ 3 years Unknown 

Brown 

(2015) 

Invasive ductal 

carcinoma 

Not specified 

Not specified 

 

Not specified 

Not specified 

 

Not specified 

 

Not specified 

74 

 

47 

64 

 

42 

57 

 

42 

 

48 

ER+, PR- 

 

ER+, PR+ 

ER+, PR+ 

 

ER+, PR+ 

Unknown 

 

Unknown 

 

ER+, PR+ 

11 years  

 

NA 

11 years 

(oestrogen) 

4 years 

4 years 

(oestrogen) 

3 years 

 

NA 

No 

 

No 

No 

 

No 

No 

 

Breast 

reduction 

No 
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Author/s & 

year 

Type of cancer Age Hormone 

receptors 

Length of 

hormone use 

Prior 

mastectomy 

Gooren et 

al. (2015) 

Invasive ductal 

carcinoma 

Invasive ductal 

carcinoma 

Tubular 

adenocarcinoma 

48 

 

41 

 

41 

ER-, PR- 

 

ER+, PR+ 

 

ER+, PR+ 

9 years 

 

N/A 

 

1 year 

Yes 

 

No 

 

No 

Katayama 

et al. (2015) 

Neuroendocrine 

carcinoma 

41 ER+, PR+ 15 years Yes 

Curry 

(2016)* 

Unknown Unkno

wn 

Unknown Unknown Unknown 

Grady 

(2016)* 

Unknown 27 Unknown 8 years No 

Taylor and 

Bryson 

(2016)* 

Five cases 

(type not 

specified) 

64 

50 

33 

59 

54 

Unknown Unknown No 

No 

Yes 

No 

Yes 

Bargouthi et 

al. (2018) 

Invasive ductal 

carcinoma 

23 ER-, PR- 1 year No 

Chotai, 

Tang, Lim, 

and Lu 

(2019) 

Invasive ductal 

carcinoma 

58 ER+, PR+ 10 years Yes 

Eismann et 

al. (2019) 

Ductal 

carcinoma in 

situ 

29 ER+ 4 years No 

Fundytus et 

al. (2019) 

Invasive ductal 

carcinoma 

48 ER+, PR+ 19 years Yes 

*Note: Psychosocial research and news articles that do not have disease specifics 

 

 A major risk factor for breast cancer development is exposure to female hormones 

(Langhorne, Fulton, & Otto, 2007). Whilst many trans men take testosterone to induce 

masculine changes, Israel, Tarver, and Shaffer (2001) recommend that the oestrogen 

levels of hormonally treated trans men who have ovaries fall within the ‘normal female 

range’. Trans men may or may not take anti-oestrogens (e.g. aromatase inhibitors or 

selective oestrogen receptor modulators) or have their ovaries removed (ovaries produce 

most of the female hormones) (World Professional Association for Transgender Health, 

2011). Thus, oestrogen levels may vary widely in trans men, and consequently breast 

cancer risk. 
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 The influence of testosterone on breast tumour development and progression is not 

well understood, with claims that testosterone may both protect against and enhance the 

risk of breast cancer (Barghouthi, Turner, & Perini, 2018; Davis & Wahlin-Jacobsen, 

2015; Glaser & Dimitrakakis, 2015; Gooren et al., 2013; Iacopetta, Rechoum, & Fuqua, 

2012; Nikolic et al., 2012; Slagter, Gooren, Scorilas, Petrakia, & Diamandis, 2006). A 

prospective study of the general Dutch population found that testosterone does not 

increase cancer incidence, but does increase the risk of early death from cancer by 30-

80%, depending on cancer type (Orsted, Nordestgaard, & Bojesen, 2014). Many authors 

of case studies on trans men with breast cancer hypothesise that androgen was a causative 

agent in the development of breast cancer (Brown & Jones, 2015; Burcombe et al., 2003; 

Burgess & Shousha, 1993; Fundytus, Saad, Logie, & Roldan Urgoiti, 2019; Katayama et 

al., 2015; Nikolic et al., 2012; Shao et al., 2011; Traish & Gooren, 2010). It has been 

found that testosterone in trans men causes widespread and profound genetic effects, both 

up-regulating and down-regulating hundreds of genes that are associated with breast 

cancer development (Bentz et al., 2010). However, it currently appears that testosterone 

use in trans men does not increase the risk of breast cancer.  

Oncologists may recommend the discontinuation of testosterone following a 

breast cancer diagnosis. However, trans men may not wish to cease testosterone due to 

the negative effects this will have on their health and wellbeing – including severe 

depression and suicidal ideation (Grady, 2016; Shao et al., 2011). Safe continuation of 

testosterone at a low dose has been documented in several case studies, with some authors 

recommending the addition of an aromatase inhibitor to prevent conversion to oestrogen 

(Burcombe et al., 2003; Glaser & Dimitrakakis 2015; Shao et al 2011).  

 Another important factor to consider when assessing the risk of breast cancer in 

trans men is whether or not they have had top surgery (removal of chest/breast tissue). 

Whilst some trans men have mastectomies, many do not due to financial issues or 
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personal preference (Gooren et al., 2013). Approximately 2% of people who have had 

mastectomies develop breast cancer (Nikolic et al., 2012). Mastectomies performed for 

gender affirmation vary in terms of tissue removed, and many trans men may have nipple-

sparing mastectomies – thus more tissue is retained which has the potential for 

carcinogenesis (Gooren et al., 2015; Nikolic et al., 2012). In cases of breast cancer in 

trans men that indicated prior mastectomy, eight out of 18 cases previously had this 

surgery (see Table 2.4 references).  

 Trans men and other gender diverse people may also bind their chests, the long-

term health consequences of which are not known (Bond Maycock & Powell Kennedy, 

2013). The only study that examined the frequency of health complications associated 

with chest binding was a self-reported online survey, with a considerable response rate of 

1,800 (Peitzmeier, Gardner, Weinard, Corbet, & Acevado, 2017). The researchers found 

that approximately three quarters of participants had experienced a skin or tissue 

alteration due to chest-binding (Peitzmeier et al., 2017). It is unknown whether this 

translates to an increased cancer risk. 

 

Gynaecological cancer  

The documented cases of gynaecological cancer in trans men include: six ovarian 

cancers; three cervical cancers; one cervical/uterine cancer; one uterine cancer; and one 

vaginal cancer – totalling 12 cases (see Table 2.5 for references). A diagnosis of a 

gynaecological cancer in a trans man may have significant social and psychological 

repercussions related to the fact that these are ‘women’s’ cancers, and treatment may be 

given in a setting that is highly feminised (Urban, Teng, & Kapp, 2011). In addition, there 

may be barriers to diagnosis, including patient and provider misperceptions regarding risk 

and trans men’s hesitation to seek gynaecological care (Trum et al., 2015). An example 

appears in Beswick, Corkum, and D'Souza (2019) with a case study of cervical cancer in 
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a trans man who had been told by his provider that he did not need to attend screening 

because he had never had penetrative sex with a man. Diagnostic delay is likely to result 

in increased fatality of these diseases (Hage, Dekker, Karim, Verheijen, & Bloemena, 

2000). 

 

Table 2.5: Gynaecological cancers in trans men 

Author/s & year Type of cancer Age Hormone 

receptors 

Length of 

hormone use 

Hage et al. (2000) Ovarian papillary serous 

cystadenocarcinoma 

Ovarian multicystous 

serous papillary 

45 

 

38 

Unknown 

 

ER+, PR+ 

18 years 

 

1 year 

Driak and 

Samudovsky 

(2005) 

Cervical squamous 

carcinoma in situ 

38 Unknown 4 years 

Dizon, Tejada-

Berges, 

Koelliker, 

Steinhoff, and 

Granai (2006) 

Endometroid 

adenocarcinoma of ovary 

46 AR+ 4 years 

Schenck et al. 

(2010) 

Vaginal squamous 

carcinoma 

60 Unknown 18 years 

Urban et al. 

(2011) 

Cervical adenoma 

malignum 

Endometroid 

adenocarcinoma of the 

uterus 

54 

 

51 

Unknown 

 

Unknown 

9 years 

 

7 years 

Taylor and 

Bryson (2016 

One case of cervical and 

uterine cancer 

Three cases of ovarian 

cancer 

 

One case of cervical cancer 

50 

 

53 

56 

57 

58 

Unknown 

 

 

Unknown 

*Note: Psychosocial research that does not have disease specifics 

 

There appears to be a relatively high rate of ovarian cancer in trans men, raising 

concerns regarding the role of testosterone and androgen receptors in its development 

(Davis & Wahlin-Jacobsen, 2015; Dizon et al., 2006; Gooren & Giltay, 2008; Hage et al., 

2000). There does not appear to be a higher risk of cervical cancer in trans men, but issues 

remain for this disease regarding the practice of supracervical hysterectomies, HPV-
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infection, and the lack of attendance to screening (Driak & Samudovsky, 2005; Trum et 

al., 2015; van Trotsenburg, 2009). In terms of endometrial cancer, there may some 

increased risk related to testosterone use; however, trans men appear to have low rates of 

this malignancy (Davis & Wahlin-Jacobsen, 2015; Gottschau, Kjaer, Jensen, Munk, & 

Mellemkjaer, 2015; Mueller & Gooren, 2008; Trum et al., 2015). The single case of 

vaginal cancer emphasises the importance of screening for HPV (Schenck et al., 2010). 

Evidence is lacking across all areas of gynaecological cancers in trans men. 

A potentially relevant factor related to the development of gynaecological 

malignancies in trans men is polycystic ovary syndrome (PCOS). PCOS is a complex 

hormonal syndrome that affects approximately 6-8% of cis women and is characterised 

by high levels of androgens (Gottschau et al., 2015). A twenty year follow-up study in 

Serbia on the health of trans people found the prevalence of PCOS in trans men to be 

14.4% (Vujovic, Popovic, Sbutega-Milosevic, Djordjevic, & Gooren, 2009). However, 

other research has not found significantly higher rates of PCOS in trans men (Mueller et 

al., 2008). Gender affirming testosterone use may mimic PCOS symptoms (Futterweit & 

Deligdisch, 1986; Grynberg et al., 2010; Spinder et al., 1989). PCOS leads to lowered 

fertility, and endocrine and metabolic disorders which may heighten the risk of cancer 

development (Gottschau et al., 2015; Hage et al., 2000).  

Ovarian cancer is often referred to as the ‘silent killer’ (Langhorne et al., 2007). 

When compared with other gynaecological cancers, it has the highest mortality rate, 

which is largely attributable to detection at a late stage (Dizon et al., 2006). Androgen 

receptors are present in nearly all epithelial ovarian cancers, and epithelial ovarian 

malignancies make up approximately 90% of ovarian tumours (Dizon et al., 2006). The 

Australian Ovarian Cancer Study found an increased risk of three times for cis women 

who had never used testosterone supplements (Olsen et al., 2008). Testosterone also 

induces morphological changes in the ovaries, including hyperplasia (Futterweit & 
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Deligdisch, 1986; Grynberg et al., 2010; Ikeda et al., 2013; Spinder et al., 1989). 

Ultimately, it is currently uncertain how much testosterone use in trans men influences 

ovarian malignancies, but the presence of androgen receptors on a tumour may mean that 

trans men with ovarian cancer and their healthcare providers need to carefully consider 

whether to discontinue hormone therapy (Davis & Wahlin-Jacobsen, 2015; Dizon et al., 

2006). Some authors recommend removal of the ovaries as part of gender affirming 

surgery for trans men (Dizon et al., 2006; Hage et al., 2000; Mueller, Kiesewetter, Binder, 

Beckmann, & Dittrich, 2007). However, it has also been stated that with the absence of 

other risk factors this is unnecessary (Harris, Kondel, & Dorsen, 2017), and as discussed 

in the introduction, trans men in Australia appear to be unlikely to have hysterectomies or 

genital surgeries. 

 

2.3.5 Summary of the biomedical literature 

The majority of research on cancer and the TGD population is biomedical in nature, lacks 

cultural competence, does not identify psychosocial needs, and is for the most part not 

inclusive of all gender diverse individuals. It is important to emphasise that these 

biomedical studies appear to be conducted from a cisgenderist perspective, which affects 

data integrity as it may not truly represent participants. Many issues identified from the 

literature are poorly understood, and important questions regarding gender affirming 

hormone therapy remain unanswered. Research is needed that has appropriate theoretical 

underpinnings and methodologies that support these communities, is inclusive of all 

gender nonconforming people, and examines their experience of cancer as more than a 

disease process. 
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2.3.6 Cancer risk factors in TGD people 

Cancer develops due to multiple genetic mutations, which may arise randomly as one 

ages (hence the increased incidence of cancer in elders), be inherited (e.g. BRCA 

mutations), or be induced by certain environmental risk factors (Kumar et al., 2015). 

Environmental risk factors for cancer include being overweight or obese, tobacco use, 

high levels of alcohol consumption, sedentary lifestyle, diet (e.g. high intake of red meat), 

UV radiation, and infection (e.g. HPV) (Cancer Australia, 2016). It is estimated that at 

least a third of cancers may be prevented by avoiding these risk factors (Cancer Australia, 

2016).  

There is no strong evidence of an increased risk of cancer in the TGD population 

due to gender affirming hormone use (McFarlane, Zajac, & Cheung, 2018). However, 

some specific cancers may have hormone receptors that mean cessation of hormones is 

strongly advisable, and oncologists may also err on the side of caution generally and 

recommend TGD individuals with cancer discontinue hormone treatments (as reported in 

case studies above). International research has found a strong link between hormone 

therapy in individuals who desire it and increased wellbeing (Colizzi, Costa, Pace, & 

Todarello, 2013; Costa & Colizzi, 2016; Gomez-Gil et al., 2012; Gorin-Lazard et al., 

2012; Gorin-Lazard et al., 2013; Murad et al., 2010). The documented benefits of 

hormone therapy include: enhanced self-esteem and self-confidence; reductions in 

depression, anxiety and distress; lower levels of gender dysphoria; improved mental 

health; lower suicide rates; higher sexual satisfaction; and corresponding, improved 

quality of life (Colizzi et al., 2013; Costa & Colizzi, 2016; Gomez-Gil et al., 2012; Gorin-

Lazard et al., 2012; Gorin-Lazard et al., 2013; Murad et al., 2010). The benefits of 

hormone therapy are twofold: it reduces the individual’s own discomfort, and it may 

induce greater recognition in society (Costa & Colizzi, 2016). The management of 

hormone therapy in the context of cancer requires more research. 



 

39 
 

For TGD people in Australia, high levels of alcohol and substance use have been 

found, which may lead to higher rates of cancer (Boza & Nicholson Perry, 2014; Hyde et 

al., 2014). Internationally, rates of smoking have been found to be higher than both the 

general population and LGB communities (Burkhalter, 2015). Some TGD people may not 

engage in physical activity due to discomfort surrounding perceived gender norms and 

bodily appearance (Friedriksen-Goldsen, Hoy-Ellis, & Brown, 2015). Rates of sexually 

transmitted infections in TGD Australians are not clear due to lack of evidence; however, 

this is another factor to consider when assessing risk as HIV, HPV, herpes, and hepatitis 

infections have all been linked to cancer (Landers, 2015). Rates of HPV vaccination in 

TGD communities are unknown; however, Apaydin et al. (2018) examined barriers and 

facilitators to HPV vaccination in LGBT people and found that low knowledge, lack of 

engagement in care and fear acted as deterrents to vaccination. As previously discussed, 

studies have found specific patterns of cancers for TGD people – that is, there appears to 

be higher rates of endocrine, smoking-related and viral-infection cancers. Assessment of 

these risks is important to inform screening recommendations and information provision 

to TGD people. There has been no research that specifically examines the rate of cancer 

risk factors in the TGD population, or their knowledge of these factors. Further, no cancer 

organisations in Australia have targeted education or health promotion campaigns for 

TGD individuals, potentially resulting in a lack of awareness in these communities. 

 In their discussion of cancer risk factors in the LGBT community, Friedriksen-

Golden et al. (2015) highlight the “health-wealth gradient” (p.39) in cancer incidence. 

They state that lower income and social status are associated with higher incidences of 

cancers and poor prognoses (Friedriksen-Goldsen et al., 2015). Both low income and 

social status may be social characteristics of TGD Australians (see Introduction). In 

addition, discrimination and stigma influence health and wellbeing, and behaviours such 

as smoking and alcohol use, which further increase cancer risk (Friedriksen-Goldsen et 
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al., 2015). For TGD individuals, complex psychosocial factors may influence their levels 

of cancer risk; however, these are difficult to quantify. 

 There has been a recent rise in literature that addresses hereditary cancer 

syndromes in TGD people. This literature covers medical management and genetic 

counselling of patients with suspected or actual familial genetic mutations. Li et al. (2018) 

report on the case of a 37-year-old trans woman with a BRCA2 mutation who had a 

prophylactic double mastectomy with reconstruction but did not commence on anti-

oestrogen therapy given her ongoing gender affirming hormonal treatments. Similarly, 

another case has been reported of a 32-year-old trans woman who opted for a 

prophylactic double mastectomy with planned reconstruction following the discovery of a 

BRCA2 mutation – she also continued on oestrogen therapy (Eismann et al., 2019). 

Zayhowski et al. (2019) conducted a qualitative study on genetic counsellors’ experiences 

with trans patients and documented six themes: non-inclusive documentation systems; the 

unpreparedness of counsellors; genetic mutations as a barrier to accessing hormones; 

genetic testing may affect gender affirming surgical decisions; younger age of 

presentation of trans patients; and prophylactic surgeries may be gender affirming. 

Further, a series of three case studies has been published on genetic testing in trans people 

(Sacca, Koeller, Rana, Garber, & Morganstern, 2019). Amongst the issues identified were 

disclosure barriers, coordinating care with gender affirming services, genetic testing 

influencing gender affirming medical and hormonal treatment, and the need for training 

(Sacca et al., 2019). As these papers show, the presence of a genetic mutation may 

influence gender affirming treatments and requires further research attention to allow for 

an evidence base to inform practice. 

 



 

41 
 

2.3.7 Cancer screening in TGD people 

The aims of screening for cancer are to minimise morbidity and mortality, and avoid 

over-screening, which increases distress, financial cost, overtreatment, and unnecessary 

follow-ups and invasive procedures (Deutsch, 2016; Esserman et al., 2014). There are two 

nationwide screening programs in Australia that will be addressed in this study -- the 

National Cervical Screening Program and BreastScreen (Australian Institute of Health 

and Welfare, 2014). As illustrated by the tables on screening recommendations (see 

Tables 2.6--2.9), there is no consensus on the appropriate screening strategies for TGD 

people, which may differ from the cis population. Further, recommendations that do exist 

are not evidence based, as there is a lack of research in this area (Deutsch, 2016). In this 

section on screening, Pap smears in trans men will be discussed, followed by the 

application of Pap testing in trans women for anal cancers. There will also be a review of 

the limited research regarding mammograms and evaluation of the prostate in trans 

women. There was one general study on screening which assessed cervical, breast and 

colorectal cancer screening rates for trans people and found that they were less likely than 

cis people to screen for all three (Kiran et al., 2019). 

 

Table 2.6: Breast cancer screening recommendations 

Author/s & year Trans women Trans men 

Gorton Gorton, 

Buth, and Spade 

(2005) 

- Screened as per guidelines for 

cis women unless mastectomy. 

Feldman and 

Goldberg (2006) 

If aged over 50, on oestrogen 

more than 5 years and with 

additional risk factors, screened 

as per guidelines for cis women. 

Screened as per guidelines for 

cis women. After mastectomy, 

annual chest wall and axillary 

exams and patient education. 

Hembree et al. 

(2009) 

(Endocrine 

Society) 

Screened as per guidelines for 

cis women, unless additional 

risk factors (does not specify 

course of action with additional 

risk factors). 

If no mastectomy, screened as 

per guidelines for cis women. 

Does not specify what to do if 

patient has had mastectomy. 
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Author/s Trans women Trans men 

van Trotsenburg 

(2009) 

Arguments for breast 

screening in trans women 

are not supported by enough 

evidence to be 

recommended. Advises 

education of patients and 

excision of any suspicious 

mass. 

- 

Weyers et al. 

(2010) 

Screened as per guidelines 

for cis women. 

- 

Committee on 

Health Care for 

Underserved 

Women (2011) 

Screened as per guidelines 

for cis women. 

Screened as per guidelines for cis 

women. 

Bond Maycock 

and Powell 

Kennedy (2013) 

If taking oestrogen, 

screened as per guidelines 

for cis women. If breast 

implants are present, there 

may be a need to use 

ultrasound or MRI. 

If no mastectomy, screened as per 

guidelines for cis women. After a 

mastectomy, an MRI is to be 

performed to determine residual 

breast tissue, and if there is not 

residual tissue then routine self- and 

clinical examination of the chest 

axillary is indicated. If there is 

residual tissue -- mammogram, MRI 

or ultrasound may be performed. 

Phillips et al. 

(2014) 

Screened as per guidelines 

for cis women if older than 

50 and additional risk 

factors. 

Screened as per guidelines for cis 

women unless patient has had a 

mastectomy. After a mastectomy, 

clinical examination and education. 

Deutsch (2016) 

(Centre for 

Excellence for 

Transgender 

Health) 

Mammography every two 

years for patients older than 

50 with 5+ years hormone 

use. Clinician or self-

examinations of the breast 

not routinely recommended 

(however, trans women may 

request these and find them 

gender-affirming). 

If no mastectomy, screened as per 

guidelines for cis women. Does not 

recommend annual chest wall exams 

in trans men after a mastectomy as it 

is not based on evidence and is in 

conflict with the general move away 

from clinical exams for cis women. 

Alternatives to mammography for 

trans men who have had mastectomy 

include ultrasound and MRI. 

Pivo et al. 

(2016) 

Risk assessment. Screened 

as per guidelines for cis 

women if using hormones 

for longer than 5 years, and 

additional risk factors (e.g. 

BMI >35 and family 

history). If there are breast 

implants, consider MRI or 

displacement 

mammography. 

Risk assessment. If no mastectomy, 

screened as per guidelines for cis 

women (notes that there is debate 

about guidelines for cis women and 

the utility of clinical/self-

examination). Ultrasound and MRI in 

those with dense breasts. States that 

if patients are to have top surgery, 

risk assessment should inform choice 

of surgery. 
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Table 2.7: Cervical cancer screening recommendations 

Author/s & year Trans women Trans men 

Gorton et al. (2005) - Screened as per guidelines 

for cis women unless cervix 

has been removed. 

Feldman and Goldberg 

(2006) 

If a cervix is created from 

the glans penis, screened 

as per guidelines for cis 

women. Otherwise, 

vaginal Pap testing if there 

is a history of HPV/genital 

warts. 

Everyone with a cervix 

needs screening as per 

guidelines for cis women. 

After a hysterectomy, annual 

Pap testing of the vaginal 

cuff is indicated (after three 

normal tests can be every 2-

3 years). Pap deferral may 

be considered if the patient 

is at low risk of HPV (e.g. 

never been sexually active). 

van Trotsenburg (2009) Examination of the entire 

vagina, if there is a 

suspicious lesion it should 

be biopsied rather than 

tested for cytology. 

Screened as per guidelines 

for cis women unless the 

cervix has been removed. 

Committee on Health Care 

for Underserved Women 

(2011) 

Routine Pap tests may be 

indicated if a cervix was 

created using the glans 

penis 

Screened as per guidelines 

for cis women unless cervix 

has been surgically removed. 

Deutsch (2016) - Screened as per guidelines 

for cis women unless cervix 

has been removed. Self-

collecting the sample may be 

more acceptable to trans 

men. 
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Table 2.8: Prostate cancer screening recommendations 

Author/s & year Recommendations for trans women 

Feldman and Goldberg 

(2006) 

Perform DRE as recommended for cis men. Consider 

PSA testing in patients aged over 45 with additional risk 

factors. 

Hembree et al. (2009) Screen as per guidelines for cis men. 

van Trotsenburg (2009) Perform DRE after the age of 50 and refer to a urologist if 

there are any abnormal findings. After gender affirming 

surgery, examination of the vagina should always include 

palpation of the prostate. 

Weyers et al. (2009) Consider regular screening after the age of 50. Prostate 

cancer screening in trans women should be applied with 

restraint, given their apparent low risk and that the 

benefits vs. risks of screening in cis men remain under 

debate. Transvaginal ultrasound allows for full evaluation 

of the prostate. Palpation of the prostate via the vagina is 

of poor clinical value. 

Committee on Health Care 

for Underserved Women 

(2011) 

Screen as per guidelines for cis men. 

Deutsch (2016) Digital rectal exam (DRE) or examination of the prostate 

via the vagina may be used. Follow guidelines for cis 

men. Only consider prostate specific antigen (PSA) 

testing in high risk patients as PSA is falsely low in 

androgen-deficient setting (even in the presence of 

cancer). Reduce the upper limit of normal to 1.0ng/ml. 

 

Table 2.9: Endometrial cancer screening recommendations 

Author/s & year Recommendations for trans men on testosterone 

Gorton et al. (2005) Evaluate any bleeding in amenorrheic patients using 

endometrial biopsy and ultrasound. 

Committee on Health Care 

for Underserved Women 

(2011) 

Evaluate spontaneous bleeding. Consider hysterectomy if 

fertility is not an issue, patient is aged over 40 and health 

will not be detrimentally affected by surgery. 

Deutsch (2016) Routine screening not recommended. Evaluate 

dysfunctional vaginal bleeding using transvaginal 

ultrasound and/or endometrial biopsy. Consider total 

hysterectomy if fertility is not an issue. 

 

Screening for some cancers are important preventive programs that many TGD 

people do not take part in due to emotional and psychological barriers (e.g. discomfort, 

distress, disassociation from particular body parts), provider–patient issues (e.g. 

discrimination, lack of knowledge, gender-specific services, screening not regarded as a 

priority), and certain misconceptions regarding risk (Agenor et al., 2016; Bernstein, 
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Peitzmeier, Potter, & Reisner, 2014; Blank, Descartes, & Asencio, 2015; Clark, Boehmer, 

& Rosenthal, 2015; Gooren & Morgentaler, 2013; Nelson, 2019a, 2019b; Peitzmeier, 

Agénor, et al., 2017; Peitzmeier, Khullar, Reisner, & Potter, 2014; Potter et al., 2015; 

Robertson-Bazzi, Whorms, King, & Potter, 2015; Vogel, 2014). Blank et al. (2015) state 

that effective cancer screening in LGBT populations depends on the following: healthcare 

providers knowledge of risk factors, ideal types of screening, and appropriate frequency; 

healthcare professionals awareness of the patients identity and risk factors; the patients 

awareness of what is necessary to monitor about themselves and their ability to 

communicate this comfortably to their healthcare providers; and patients willingness and 

likelihood to attend screening. One of the main problems for screening in TGD 

individuals is the lack of research (Ceres, Quinn, Loscalzo, & Rice, 2018) – healthcare 

professionals do not have evidence to be able to determine the appropriate types and 

frequency of screening. Under-attendance to screening can be directly associated with 

increased morbidity and mortality due to delays in diagnosis (Cancer Australia, 2016).  

 The majority of trans men have a cervix for a substantial proportion of their lives 

– either because they never have it removed or they undergo surgery later in life 

(Peitzmeier et al., 2014). As mentioned previously, Australian trans men appear to be 

unlikely to have hysterectomies (14.7-17.7%). Trans men and other gender diverse people 

with a cervix may contract HPV through a variety of sexual practices (Tracy, 2015). 

Currently in Western countries, the most significant risk factor for developing cervical 

cancer is under-attendance to Pap tests (Johnson, Mueller, Eliason, Stuart, & Nemeth, 

2016). Internationally, it has been documented that trans men have lower participation 

rates in cervical screening programs and a higher prevalence of inadequate Pap smears 

(Agenor et al., 2016; Johnson, Nemeth, Mueller, Eliason, & Stuart, 2016; Peitzmeier et 

al., 2014; Potter et al., 2015; Semlyen & Kunasegaran, 2016). An Australian study of 

cervical cancer screening for lesbian, gay, bisexual, gender diverse and intersex people 
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found that one in four participants never told their healthcare providers about their 

sexuality and/or gender, demonstrating that many healthcare providers may be unaware of 

their patients’ needs (Smith & Dyson, 2015). Further, there were some misconceptions 

about how HPV can be transmitted (e.g. only 47% knew that it could be transmitted by 

having anal intercourse), and the purpose of Pap testing (20.7% believed that it tested for 

ovarian cancer, and 29.5% thought that it tested for STIs) (Smith & Dyson, 2015). Of 

those who responded to the question ‘have you ever had a Pap test?’ 23% had never had 

one (Smith & Dyson, 2015). There was also evidence of irregularity in attendance, and 

6% of all participants did not plan to ever have a Pap test (Smith & Dyson, 2015). 

Barriers to accessing cervical screening services that were identified include 

embarrassment (the most common response), lack of time, pain, lack of awareness, 

difficulty finding a healthcare provider, past experiences of discrimination, financial cost, 

service providers not trans-friendly, and difficulties with transport (Smith & Dyson, 

2015). This study provides valuable data; however, further research is needed to focus 

solely on TGD people with a cervix and their screening experiences. 

 There are numerous barriers that exist for trans men accessing cervical screening 

including: the disassociation between anatomy and gender; a history of abuse (especially 

sexual); the pain and bleeding that may occur during and after Pap testing; previous 

negative experiences in healthcare; inability to disclose their gender; reluctance to 

disclose sexual history; lack of regular healthcare provider; healthcare providers who do 

not broach the topic; healthcare providers’ general lack of knowledge and discomfort 

caring for trans men and other gender diverse people; patient and provider misperceptions 

regarding HPV transmission and risk (e.g. that HPV is only contracted by penile-vaginal 

intercourse and that trans men do not participate in this type of sex); multiple inadequate 

tests; being from a racial or ethnic minority; low income earners; and lack of social 

support (Agenor et al., 2016; Bernstein et al., 2014; Gatos, 2018; Harb, Pass, De Soriano, 
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Zwick, & Gilbert, 2019; Johnson et al., 2016; Peitzmeier et al., 2019, 2017, 2014; 

Peitzmeier, Reisner, Harigopal, & Potter, 2013; Potter et al., 2015; Semlyen & 

Kunasegaran, 2016; Unger, 2015). Alarmingly, U.S. research has found that 80% of 

gynaecologists have had no training with regards to trans people, only 29% are 

comfortable in caring for trans men, and 11.3% are not willing to perform a Pap test on a 

trans man (Unger, 2015). Further, a study involving 37 trans men found that 23% had 

experienced mistreatment within gynaecological care and 59% either avoided or delayed 

attending gynaecology clinics (Fein, Wong, Honorio, Salgado, & Medina, 2017). In the 

case of cervical cancer screening in trans men, training and education is warranted to 

address the many interpersonal, social, emotional, and physical barriers. 

An inadequate Pap test is defined as a smear that lacks a sufficient number of cells 

or has obscuring factors present (e.g. blood) (Peitzmeier et al., 2014). It is recommended 

that anyone with an insufficient Pap test return for rescreening within 2-4 months 

(Peitzmeier et al., 2014). Inadequate Pap smears have clinical significance, as it has been 

found that for cis women with unsatisfactory tests, they are more likely to develop cancer 

(Peitzmeier et al., 2014). Peitzmeier et al. (2014) found that after adjusting for age, race 

and BMI, trans men were over ten times as likely to have unsatisfactory Pap tests than cis 

women. Contributing factors to inadequate tests may be the physical changes induced by 

testosterone and provider--patient discomfort with the procedure (Peitzmeier et al., 2014). 

Inadequate Pap tests may increase anxiety and distress and avoidance of future cervical 

screening (Peitzmeier et al., 2014). Further, it appears that there are higher rates of 

abnormal results for trans men’s Pap tests and distinctive cytomorphological findings 

(Adkins et al., 2017; Smith & Dyson, 2015; Williams, Kukkar, Stemmer, & Khurana, 

2019). Further research is needed to fully explore these important topics. 

The development of HPV swab testing as an alternative to Pap testing in cervical 

cancer screening may provide a less distressing option for cervical cancer screening in 
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TGD individuals. Three studies have been conducted in the United States on the 

preferences of trans-masculine individuals with regards to this treatment option 

(McDowell et al., 2017; Reisner et al., 2018; Seay et al., 2017). Together, this research 

found that between 57.1% and 90.3% of trans-masculine people would prefer a self-swab 

for HPV to Pap testing (McDowell et al., 2017; Reisner et al., 2018; Seay et al., 2017). 

The reasons for this included: previous experiences of discrimination; less invasive nature 

of the procedure; lower levels of gender discordance; and a greater sense of agency 

(McDowell et al., 2017; Seay et al., 2017). Importantly, the studies also highlighted a 

variety of preferences for participants; thus to improve attendance, TGD individuals 

should be able to choose and control the procedure. 

HPV is easily transmitted between sexual partners engaging in various sexual acts, 

and Pap testing is not limited to the cervix but can be used to examine cell abnormalities 

in other tissues (Newman, Roberts, Masongsong, & Wiley, 2008; Ruanpeng et al., 2016). 

A major risk factor for anal cancer is receptive anal sex, which may cause HPV infection 

of the anus (Ruanpeng et al., 2016). Research in this area has been almost exclusively 

conducted with MSM, and their rates of anal cancer have been found to be two and half 

times that of the general population, and for those that are HIV positive rates are 23 times 

the general population – these rates have been rising in the past 30 years (Kobayashi et al. 

2017; Ruanpeng et al., 2016). It has been argued that the rate of anal cancers in MSM are 

equal to that of cis women’s rates of cervical cancer prior to the introduction of Pap 

testing (Newman et al., 2008). Several authors have stated that individuals who engage in 

receptive anal intercourse should undergo anal cancer screening by digital examination 

and/or Pap testing (Newman et al., 2008; Ruanpeng et al., 2016). This is an area that 

clinicians must be mindful of, for any TGD person who has anal intercourse. 

There is limited research regarding mammography in TGD people. Six studies 

were identified in this literature review. An American retrospective chart review found 
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that trans men and trans women were less likely than their cisgender counterparts to 

follow mammography screening guidelines, with trans men less likely to be screened than 

trans women (Robertson-Bazzi et al., 2015). Although this research found the rates of 

attendance to be low, the small sample size and study design limit the strength of this 

finding (Robertson-Bazzi et al., 2015). Another U.S. study found rates comparable to the 

general population, however, they acknowledged the limitations of collecting self-

reported data (which often overestimates actual attendance) and whether or not someone 

attended recently is not necessarily indicative of consistent attendance (Narayan, Lebron-

Zapata, & Morris, 2017). A Canadian study of 431 trans people found low levels of 

perceived need of mammography for the last year, but was limited because 

mammography is not recommended to occur on an annual basis (Scheim & Bauer, 2013). 

The concerning factor was that out of those that did perceive a need, 30% of trans men 

and 25% of trans women were unable to access these services (Scheim & Bauer, 2013). 

This demonstrates the problems faced by TGD accessing healthcare. 

There has only been one study that examined evaluation of the prostate in trans 

women (Weyers et al., 2009). In this Dutch study, they conducted clinical and 

transvaginal sonographic assessment (Weyers et al., 2009). Palpating the prostate via the 

vagina was found to be of poor clinical value, as the vagina was frequently too rigid to 

allow a thorough assessment (Weyers et al., 2009). Transvaginal ultrasound provided a 

method of evaluating the prostate that was both acceptable to trans women, had low levels 

of pain, and allowed the prostate to be fully assessed (Weyers et al., 2009). Weyers et al. 

(2009) concluded that screening after the age of 50 could be considered based on risk 

assessment. 
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2.4 Psychosocial literature 

2.4.1 Focus of psychosocial literature review 

A cancer diagnosis is an intensely emotional time, which requires a great deal of 

psychological, social, and spiritual adjustment. For TGD people, the crisis moment of a 

cancer diagnosis is compounded by additional issues including: discrimination; the ability 

to disclose safely and be respected; whether or not relationships and supports are 

recognised and welcomed; the lack of culturally competent oncology providers; and 

accessing appropriate information (Boehmer, 2018; Burkhalter et al., 2016; Margolies, 

2014; Margolies & Brown, 2018; Margolies & Kamen, 2015; Margolies & Scout, 2013; 

Matthews, Breen, & Kittiteerasack, 2018; Moloney et al., 2019). In the American white 

paper of the 2014 National Summit on Cancer in the LGBT Communities, Burkhalter et 

al. (2016) highlight the importance of including intersectionality when addressing cancer 

disparities in the LGBT community. The multiple social identities and diverse 

backgrounds of TGD people may influence their experience of cancer care, health beliefs 

and behaviours, and risk factors.  

 TGD people with cancer face numerous barriers to sensitive and appropriate 

oncological care, and these exist at various levels (Rorty, 2015). TGD people may 

therefore begin their treatment with greater fear and emotional turmoil (Margolies & 

Scout, 2013). Jabson, Farmer, and Bowen (2015) found that LGB people with cancer are 

at a greater risk of poor health outcomes when compared with the general population with 

cancer. As TGD individuals tend to fare even worse than the LGB population, this is 

likely to be a significant issue in these communities. There are many reasons why 

someone who is TGD may be distrustful of the healthcare system, yet once faced with a 

cancer diagnosis, they have no choice but to be heavily engaged with the medical world, 

in a relationship where they are almost totally dependent and powerless, and their lives 

are at stake. 
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The experiences of TGD communities are too often overlooked in cancer research 

(Boehmer & Elk, 2015b; Loughlin, 2015). Only one research paper exclusively examined 

TGD peoples’ psychosocial experience of having cancer (Taylor & Bryson, 2016). This 

was a part of a broader qualitative study conducted in Canada with sexual and gender 

minority individuals (Taylor & Bryson, 2016). Although Cancer’s Margins (2016) 

provides highly valuable, culturally sensitive data, this paper does not explore in-depth 

the entire cancer experience and only involves 10 trans and gender non-conforming 

individuals assigned female at birth with gynaecological or breast cancer. It highlights six 

areas of significance related to experiences and knowledge (Taylor & Bryson, 2016). 

These areas were: cancer surgeries experienced as practices of gender-affirming care; 

“women’s cancers” and the experiences of trans* and gender nonconforming cancer 

patients; trans* cancer care as disorienting, uncoordinated bodies of knowledge; online 

knowledge seeking; peer support groups and erasure; and intersectionality and the cancer 

treatment experiences of trans* and gender nonconforming people (Taylor & Bryson, 

2016). As it only interviewed people who were assigned female at birth, it does not cover 

issues of concern for other TGD individuals.  

 The literature review that addressed psychosocial aspects of cancer in TGD 

people found that the majority of research was biomedical and most studies did not 

include information regarding the lived experience of being TGD and having cancer 

(Watters, Harsh, & Corbett, 2014). Other research and articles were identified in the 

literature that addressed psychosocial aspects of cancer in TGD people which were either 

LGBT-general (containing minimal TGD respondents), relating to screening or expert 

opinion (e.g. Liz Margolies, founder and director of the National LGBT Cancer Network 

in America). Four of the LGBT-general studies had a similar number of TGD participants 

as the abovementioned 2016 study; however, there was still limited focus on TGD issues 

(Brown & McElroy, 2017; Kamen, Mustian, Dozier, Bowen, & Li, 2015; Kamen, Smith-
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Stoner, Heckler, Flannery, & Margolies, 2015; Margolies & Scout, 2013; Matthews et al., 

2016). The lack of research that investigates anything other than biomedical aspects is 

worrisome, as health is much more than physiological processes. 

The discussion that follows has developed from taking the relevant information 

from all of the aforementioned literature. The most significant issue to emerge from the 

review of the psychosocial literature is the paucity of evidence, and thus all discussion is 

based on extremely limited research. The areas to be discussed are discrimination, 

disclosure of gender, psychological distress, supports and relationships, cancer 

treatment’s effect on body image and sexuality, experience of cancer care, lack of 

information and knowledge, and end-of-life care. 

 

2.4.2 Discrimination 

The experience of TGD people who have cancer is greatly influenced by discrimination 

and stigma (Cahill, 2018; Lombardi & Banik, 2015). As discussed in the introduction, 

TGD Australians encounter high rates of discrimination in the general community which 

feeds into problems accessing healthcare. This is also the case in the oncological setting, 

and may be of even greater concern for people who have cancer, given their vulnerable 

and life-threatening situation (Curry, 2016; Lombardi & Banik, 2015; Margolies & Scout, 

2013). There is limited data regarding discrimination in a cancer care setting scattered 

through the literature; however, no research has addressed this issue in-depth. 

With the progress of anti-discrimination laws, discrimination now is generally not 

overt, but takes the shape of subtle microaggressions (Eliason & Dibble, 2015). These 

smaller assaults on one’s self take their toll, adversely affecting health and wellbeing 

(Eliason & Dibble, 2015). Microaggressions against TGD people are present in the cancer 

care setting -- cisgenderist beliefs result in disparaging remarks, inappropriate use of 

pronouns, discriminatory care, and disrespect of partners and support systems (Eliason & 
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Dibble, 2015; Margolies & Scout, 2013). One form microaggresions may take is the 

expectation of cisgender adherence. If individuals fall outside mainstream expectations 

for gender they may feel isolated and distressed, and receive substandard care. 

 It has been documented that many TGD people delay seeking help from health 

services due to real or anticipated discrimination. Grady (2016) describes the case of a 

trans man who noticed a lump on his chest but due to fear of being mistreated, postponed 

having investigations for 6-8 months and was subsequently diagnosed with breast cancer. 

Fortunately, this diagnostic delay did not result in untreatable disease; however, in 

different situations it may result in higher morbidity and mortality (Grady, 2016). Specific 

examples of discrimination will be further explored in the section on cancer care 

experiences. 

 

2.4.3 The importance of disclosure 

For many TGD people, being recognised as their authentic selves and the ability to openly 

talk about their selves and relationships is fundamental to their health and wellbeing (Elk 

& Kallio, 2016; Margolies & Kamen, 2015; Wolf-Gould & Wolf-Gould, 2016). An 

individual that has cancer interacts with numerous healthcare professionals, and a TGD 

person is forced to repeatedly make stressful decisions about whether or not it is safe to 

disclose (Margolies, 2014). For healthcare professionals working within oncology, it is 

part of their duty of care to provide treatment that is patient-centred and holistic 

(Langhorne et al., 2007). Patient-centred care can only be provided if the patient is able to 

bring their whole selves to treatment, including their partners and support systems, and 

substandard care will result if this need is not met (Margolies & Kamen, 2015; Margolies 

& Scout, 2013). Understanding a patients identity is also crucial to building trust and 

respect, and thus improving access and retention (Levitt, 2015). If a patient does not feel 
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respected and understood, they may feel rejected and alienated (Rorty, 2015). The 

inability to disclose is therefore associated with poor wellbeing. 

Several factors influence TGD peoples ability to disclose comfortably and safely 

including: the nature of the presenting problem and whether gender is relevant; 

behaviours of the healthcare professional or service; whether or not the healthcare 

relationship is limited in duration; stress; and previous experiences (Cloyes, Hull, & 

Davis, 2018; Eliason & Dibble, 2015; Jabson & Kamen, 2016; Kamen, 2018; Kamen, 

Mustian, et al., 2015; Kamen, Smith-Stoner, et al., 2015; Margolies, 2014; Margolies & 

Kamen, 2015; Margolies & Scout, 2013; Quinn et al., 2015). Given TGD people with 

cancer have been denied care on the basis of their gender, their fear of disclosure is 

warranted (Davis, 2001; Margolies & Scout, 2013). In a study of LGBT cancer patients, 

Kamen, Smith-Stoner, et al. (2015) found that 21% of participants had not disclosed their 

sexuality or gender to anyone on their care team. Due to the extreme vulnerability 

experienced when one has cancer, TGD people may be less likely to disclose in a cancer 

care setting when compared with a primary healthcare provider (Margolies, 2014). 

It is the responsibility of the healthcare worker to ask in a sensitive and 

appropriate manner, about relevant information regarding gender, previous medical 

history, and relationships, and to create a non-judgmental and accepting environment for 

TGD people to disclose (Eliason & Dibble, 2015; Quinn et al., 2015). A study of general 

cancer patients found that they were comfortable and willing to disclose their sexuality 

and gender, showing that being asked these questions is not considered offensive 

(Alexander, Walters, & Banerjee, 2019). A study of 125 oncology healthcare providers on 

encouraging disclosure for LGBT people found that they felt there were numerous 

communicational, structural and administrative barriers to disclosure (Banerjee, Staley, 

Alexander, Walters, & Parker, 2018). Education and training are important to enhance 

cancer care provider’s knowledge and confidence in facilitating disclosure. 
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2.4.4 Psychological distress 

Suffering is an existential condition defined by loss of hope and feelings of helplessness, 

alienation and meaningless (Best, Aldridge, Butow, Olver, Price, et al., 2015). Suffering 

is a common experience in cancer patients, and may lead to clinically significant 

depression and anxiety (Best, Aldridge, Butow, Olver, & Webster, 2015). It is a major 

factor influencing the high rate of suicide in cancer patients, which has been found to 

occur at roughly twice that of the general population (Anguiano, Mayer, Piven, & 

Rosenstein, 2012). Some of the moments that people with cancer are particularly 

vulnerable include during the diagnostic phase, when cancer recurs, and at the end of life 

(Galway et al., 2012). The recognition and acknowledgement of suffering by those around 

the cancer patient is vital, and simply being there and listening may help to alleviate some 

suffering (Adams, Winger, & Mosher, 2015; Best, Aldridge, Butow, Olver, Price, et al., 

2015) . Suffering may require further spiritual intervention to create meaning and hope, 

and reduce stress (Bai & Lazenby, 2015; Best, Aldridge, Butow, Olver, & Webster, 

2015). Routine screening for distress in cancer patients is recommended and widely 

implemented in Australia (Meijer et al., 2013).  

As TGD people face social marginalisation that increases their rates of depression 

and anxiety, the intensity of suffering may be even greater (Margolies & Kamen, 2015). 

In addition, disparities such as discrimination, lack of ability to disclose, exclusion of 

partners and support networks, and the potential for cancer and its treatment to affect 

gender presentation, may further increase and complicate experiences of suffering 

(Grady, 2016; Margolies & Kamen, 2015; Margolies & Scout, 2013). In their study of 

LGBT cancer survivors, Kamen, Mustian, et al. (2015) found higher levels of depression 

when compared with the general cancer population. In the literature, there is very little 

discussion of suffering in TGD people with cancer. 
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2.4.5 Supports and relationships 

In cancer patients, social support has been found to influence quality of life, and is often 

the main means of coping (Mehrabi, Hajian, Simbar, Hoshyari, & Zayeri, 2015). Social 

support may be emotional, informational, or practical (Paterson, Jones, Rattray, & 

Lauder, 2013). Social isolation increases the likelihood that individuals will engage in 

poor health behaviours, whereas social support decreases stress and enhances the immune 

response (Deckx, van den Akker, & Buntinx, 2014; Nausheen, Gidron, Peveler, & Moss-

Morris, 2009). The role of caregivers has received increasing attention in the literature, as 

shorter hospital stays and increased outpatient treatments mean that someone with cancer 

must often manage their care at home, including the management of debilitating side 

effects (Harding, List, Epiphaniou, & Jones, 2011; Stenburg, Ruland, & Miaskowski, 

2010). In many instances, there is an informal caregiver (partner, family member, friend, 

etc.) (Harding et al., 2011). The identification and support of caregivers is vital in 

comprehensive cancer care, especially given that caregivers often suffer from a general 

deterioration in health, exhaustion, anxiety, depression, and sleeplessness, as a result from 

the increased responsibilities and stressors experienced in their caregiving role (Harding 

et al., 2011).  

Matthews et al. (2016) found that for LGBT cancer patients, mental wellbeing was 

significantly influenced by social support. Further, Kamen, Smith-Stoner, et al. (2015) 

found that for LGBT people with cancer, support from parents had the strongest 

association with better health and wellbeing. Research in Australia has demonstrated that 

TGD people tend to be more socially isolated and less likely to be in a relationship than 

both the general Australian and LGB populations (Boza & Nicholson Perry, 2014; Couch 

et al., 2007; del pozo de Bolger, Jones, Dunstan, & Lykins, 2014; Hyde et al., 2014; 

Riggs & Due, 2013). TGD individuals with cancer may experience rejection from their 

family, which may continue even after the diagnosis of a life-threatening illness (Maddux, 
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2010; Margolies & Scout, 2013). These factors may create complex social needs in TGD 

patients with cancer that may be exacerbated by the lack of recognition of their unique 

support networks (Margolies & Scout, 2013). As such, they may require services and 

psychosocial aid more often than the general population. 

 Partners are frequently the main source of support for someone with cancer and 

inclusion is vital for optimal health and wellbeing (Brandao, Schulz, & Matos, 2014; 

Margolies & Kamen, 2015; Traa, De Vries, Bodenmann, & Den Oudsten, 2015). 

Individuals who have cancer may struggle to retain medical information and make 

informed decisions due to overwhelming emotional distress or treatment side effects, and 

partners and other supports play a valuable role in being there at these times (Margolies & 

Kamen, 2015). For many TGD people with cancer, their partners may not be respected 

and included in an oncology setting (Margolies & Scout, 2013). Additionally, they may 

consciously choose to exclude their partners from treatment settings to avoid 

discrimination (Taylor & Bryson, 2016). If TGD people do not feel they can be open, 

and/or their partners and support networks are not welcomed, they may experience 

immense stress at a time when they are already extremely vulnerable (Margolies & Scout, 

2013). The negative health consequences of excluding partners and other support persons 

are profound, and oncology practitioners have an ethical responsibility to include and 

respect these people. 

 Support groups may ameliorate some of the negative effects of social isolation, 

have the potential to improve health and wellbeing, and have been found to be 

particularly important for TGD individuals (Elk & Kallio, 2016; Margolies & Kamen, 

2015; Ross, Law, & Bell, 2016). Attending a cancer support group may be important for 

sharing experiences and knowledge, particularly relating to treatment decisions (Taylor & 

Bryson, 2016). TGD people may not access mainstream support groups due to 

discomfort, not feeling welcome, active exclusion, feeling that they have little in common 
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with other group members, and fear of discrimination (Eliason & Dibble, 2015; Jowett & 

Peel, 2009; Margolies & Kamen, 2015; Rorty, 2015; Taylor & Bryson, 2016). If they do 

attend, the feelings of alienation that TGD people experience in a mainstream support 

group may mean that they are unable to enjoy the benefits of group sharing (Margolies & 

Kamen, 2015). Outside of large metropolitan centres, an LGBT cancer support group is 

unlikely to have enough attendees to be established (Margolies & Kamen, 2015). One 

way of meeting the need for contact with similar others is via the Internet; however, not 

everyone can access the Internet (Jowett & Peel, 2009; Margolies & Kamen, 2015). 

Support groups for TGD individuals with cancer require more attention from oncology 

organisations.  

Several cancer organisations in Australia uphold traditionalist gendered views. For 

example, breast cancer organisations are frequently overwhelmingly pink, and the Look 

Good Feel Better program runs workshops that adhere to cisgenderist ideas regarding 

presentation (Jain, 2007). In terms of support groups, the Cancer Council has none that 

are specifically for TGD people (The Cancer Council, 2015). Research has also addressed 

heteronormativity and prostate cancer in men who have sex with men, and found that 

there is little information for this population group, and that dominant assumptions about 

sexuality lead to inequitable cancer care (Kelly, Sakellariou, Fry, & Vougioukalou, 2017). 

As TGD people may engage in a range of sexual behaviours that are outside of the 

heteronormative, this may also affect some individuals in this population. 

 

2.4.6 Cancer treatment, body image and sexuality 

Cancer and its treatments can have significant effects on body image and sexuality. Breast 

cancer is a prime example, as breasts are more than just body parts – they are powerful 

symbols in our society of womanhood, nurturance, and sexuality (Begovic-Juhant, 

Chmielewski, Iwuagwu, & Chapman, 2012). Treatment for breast cancer often involves 
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surgery (which may consist of a lumpectomy or mastectomy), chemotherapy (which 

commonly causes hair loss), and radiation (which may cause prominent and irritating skin 

reactions) (Langhorne et al., 2007). Contributing problems with self-confidence and 

sexuality include: hormone production may be disrupted; physical abilities diminished; 

roles and relationships altered; patients may struggle to come to terms with a changed 

appearance; fatigue, nausea and pain are common symptoms; and intense feelings of fear, 

sadness and anger may prevail (Begovic-Juhant et al., 2012).  

For TGD individuals the changes that occur in body image with cancer treatment 

may be especially damaging to their quality of life and may also expose TGD people to 

misgendering and discrimination by taking away physical gender signifiers (Rorty, 2015). 

In addition, the fertility concerns of LGBT cancer patients are commonly overlooked by 

oncology professionals (Margolies & Kamen, 2015; Russell et al., 2016). Healthcare 

professionals have minimal training and comfort when discussing sexuality with cis 

patients and are likely to find it even more difficult to broach the topic with TGD people 

(Margolies & Kamen, 2015). No research exists that examines the effect of cancer 

treatment on the fertility and sexuality of TGD people. 

 The dominant cisgender beliefs and assumptions regarding body image are 

alienating for TGD people (Brown & McElroy, 2017; Jain, 2007; Taylor & Bryson, 

2016). In a study of LGBT cancer survivors, Lisy, Ward, Schofield, Bishop, and Jefford 

(2019) found that their LGBT participants had greater concerns about body image when 

compared with cis people who had cancer. The physical changes that occur as a result of 

cancer treatment may be particularly devastating for TGD people who may have invested 

a lot in expressing their gender and had a profound journey toward feeling comfortable 

with their bodies (Grady, 2016; Khazal, Abdel-Azim, Kapoor, & Mahadeo, 2014). 

Conversely, for trans men, certain surgeries that remove gendered organs may be 

affirming and desirable (Brown & McElroy, 2017; Elk & Kallio, 2016; Taylor & Bryson, 
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2016). However, this is complex, and surgeons that perform mastectomies for 

malignancies may not offer chest reconstruction surgery that is appropriate for a trans 

man (Elk & Kallio, 2016; Taylor & Bryson, 2016). For other gender diverse people, 

removal of the breasts may be undesirable if they want to identify as neither masculine 

nor feminine (Taylor & Bryson, 2016). Body image may be extremely important for some 

TGD individual’s wellbeing, and oncology professionals must sensitively address this 

aspect. Whilst Cancer’s Margins addressed this area for TGD people assigned female at 

birth, the concerns of TGD individuals assigned male at birth have not been explored. 

 

2.4.7 Experience of cancer care 

The experiences of TGD people in cancer care settings are similar to those they have in 

general healthcare, although there is a considerable lack of research (Lombardi & Banik, 

2015; Riggs & Due, 2013; Scime, 2019). The literature on the experiences of TGD cancer 

patients is American and Canadian based, and as such, there may be significant 

differences in an Australian setting. For instance, Australia has less religious moral 

conservatism than America, which may influence prejudice (Gladigau & West, 2017). 

Additionally, the health system in Australia is structurally different to America’s, but 

relatively similar to Canada’s. Further, the vast majority of the literature is LGBT-

general, which means there is less TGD specific data. 

As with general healthcare, in oncology there are issues related to various 

discriminatory behaviours, and the availability of sensitive and knowledgeable 

professionals and services (Carr, 2018; Kamen et al., 2019; Taylor & Bryson, 2016). In 

addition, outright refusals of care for TGD patients have been documented in America, 

largely based on the gendered nature of services and the discriminatory beliefs of 

practitioners (Davis, 2001; Herndon, 2011; Lombardi & Banik, 2015; Taylor & Bryson, 

2016). Due to negative experiences and the fear of mistreatment, TGD people delay or 
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avoid accessing services and disclosing their gender, both of which may lead to 

diagnostic delay and higher rates of metastatic and fatal cancer. 

 An oncology patient’s satisfaction with care is linked to adherence to treatment 

and medical recommendations, and thus influences health outcomes (Jabson & Kamen, 

2016; Margolies & Scout, 2013). A study on the quality of life in LGBT cancer survivors 

identified that lower perceived standard of care negatively affected mental wellbeing 

(Matthews et al., 2016). A U.S. study of sexual minority cancer survivors’ satisfaction 

with their oncological care has found that this group of people are less likely than their 

heterosexual counterparts to have their needs met (Jabson & Kamen, 2016). 

Unfortunately, this study did not involve TGD people, but it is likely to be markedly 

worse for this group.  

 It is the responsibility of healthcare practitioners to educate themselves regarding 

their patients’ needs (Kirk & Kulkarni, 2008; Margolies & Kamen, 2015). In an American 

study on oncology healthcare providers’ knowledge of LGBT needs, it was found that 

only 28% considered themselves well informed, 26% inquired about LGBT status, and 

almost a quarter of providers assumed their patients were heterosexual (Shetty et al., 

2016). Another study has found that a reasonable proportion (70.4%) of oncologists are 

interested in learning about LGBT topics, and again highlighted the lack of knowledge 

(Schabath et al., 2019). This research was LGBT-general, and oncology professionals are 

even less likely to be knowledgeable about TGD concerns, as it has been found that 76% 

of American physicians have no training on trans health (Eliason & Dibble, 2015). Oller 

(2019) reported on a training module for medical residents which addressed cancer 

screening in trans people and found that their program increased confidence in caring for 

this population. Too often, TGD people are put in a position where they have to educate 

their healthcare providers, and when coping with a diagnosis of cancer, this is an added 

stressor at an already extremely stressful time. 



 

62 
 

 Healthcare workers and patients may have vastly different social, cultural, and 

educational backgrounds which can potentially result in misunderstandings (Dhand & 

Dhaliwal, 2009). Dhand and Dhaliwal’s (2009) paper focuses on patient perceptions of 

illness, and the mismatch that may occur between the patient’s and physician’s ideas 

regarding disease and treatment. They present the case of an African American trans 

woman with breast cancer whose misconceptions lead to her delaying diagnostic tests, 

and subsequently developing metastatic disease (Dhand & Dhaliwal, 2009). They 

highlight the importance of eliciting and interpreting patients’ own understandings of 

health and illness (Dhand & Dhaliwal, 2009). It may be speculated that had the healthcare 

professionals caring for her addressed her misperceptions, the disease may have been 

treated earlier, thus preventing the development of metastatic disease. This relates back to 

the concept of intersectionality and demonstrates the importance of considering the 

intersecting identities of cancer patients. 

 In all areas of healthcare, including an oncology setting, trust is crucial for 

provider--patient relations, and may affect health outcomes and behaviours (Elk & Kallio, 

2016; Rorty, 2015). Recognition and respect of an individual’s identity is fundamental to 

trust (Feldman & Goldberg, 2006; Rorty, 2015). For TGD people, an important way to 

demonstrate trust is through the appropriate and sensitive use of language (Rorty, 2015). 

It is not uncommon for healthcare workers to use inappropriate language when caring for 

a TGD person, and education is crucial to remedy this practice (Rorty, 2015). All 

members of the healthcare team must use appropriate language, otherwise the patient 

feels undermined and distrustful. 

 Throughout breast, gynaecological and prostate cancer care, there is a gendering 

of cancer which TGD people may find alienating and/or distressing (Taylor & Bryson, 

2016). In Wolf-Gould and Wolf-Gould’s (2016) case report on a trans woman with 

testicular cancer, the patient expressed that her greatest fear was that the diagnosis of a 
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‘male only’ cancer would result in medical professionals not treating her as a woman. In 

the worst instances, women-focused treatment services (e.g. gynaecological cancer care) 

may deny care to trans men (Davis, 2001; Elk & Kallio, 2016; Herndon, 2011; Lombardi 

& Banik, 2015; Taylor & Bryson, 2016). If they do receive care from these services, trans 

men often feel unwelcome and the object of curiosity (Curry, 2016; Elk & Kallio, 2016; 

Grady, 2016; Taylor & Bryson, 2016). As a result, trans men may feel they have to ‘de-

transition’, become invisible, avoid treatment spaces, or commit time and energy to 

finding trans-friendly services (Taylor & Bryson, 2016). This is stressful and may 

detrimentally affect health and wellbeing. 

 Taylor and Bryson (2016) reported a lack of coordination between oncology 

services and gender affirming care in Canada, which is likely to also be the case in 

Australia. As oncologists lack knowledge regarding the medical aspects of gender 

affirmation, they are unable to offer holistic care that supports TGD people’s gender 

unless they communicate closely with gender affirming services (Taylor & Bryson, 

2016). In addition, there is no strong evidence base to inform choices, which makes it 

difficult to make decisions about the safety of continuing hormonal therapies (Taylor & 

Bryson, 2016). The National LGBT Cancer Network (2017) advises that in the absence of 

compelling evidence to contraindicate hormone treatment, oncologists should maintain 

gender affirming therapies. 

 As discussed in the introduction, geographical location can add significant 

burdens for people who need to access specialist services (GLBTI Health and Wellbeing 

Ministerial Advisory Committee, 2014). Further, one’s experience of healthcare is largely 

determined by the local healthcare environment and its unique set of policies and people, 

and may be highly variable (Margolies & Scout, 2013). In terms of cancer care, there may 

be very little choice of providers, and thus TGD people may be stuck with services they 

are not comfortable with (Margolies & Scout, 2013). The Internet is being used 
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increasingly for healthcare, which may benefit TGD communities as it means that no 

matter where they live or their abilities, they may be able to access expert medical teams 

of their choice (McAlpine, Joubert, Martin-Sanchez, Merolli, & Drummond, 2015). 

 Many healthcare professionals use the argument ‘we treat everyone the same’ to 

justify the lack of attention to TGD people’s needs (Shetty et al., 2016). This is a 

dangerous mentality, as it is not patient-centred or culturally competent (Shetty et al., 

2016). Care that is patient-centred and culturally competent acknowledges and supports 

differences in individuals’ needs (Shetty et al., 2016). Wolf-Gould and Wolf-Gould 

(2016) cite a lack of cultural competency as a causative factor in a delayed diagnosis of 

testicular cancer in a trans woman. The patient’s reluctance to touch her own testicles was 

a contributing factor but so too was the provider’s uneasiness (Wolf-Gould & Wolf-

Gould, 2016). As a result of combined provider--patient discomfort, a physical 

examination may be rushed, which means it is unlikely to be thorough and may miss 

something of vital importance (Wolf-Gould & Wolf-Gould, 2016). There is a necessity 

for oncology services to address cultural competency in TGD communities by creating 

welcoming and inclusive environments (including trans-friendly intake forms, bathrooms, 

and policies), expanding their knowledge, and providing information that specifically 

addresses TGD individuals’ needs. 

In the United States the National LGBT Cancer Network (2017) has published an 

extensive list of best and promising practices for care of LGBT cancer patients. It 

encompasses all stages of the cancer continuum including health promotion, prevention, 

screening, diagnosis, treatment, survivorship, palliative care, and end-of-life care 

(National LGBT Cancer Network, 2017). Recommendations are made with regards to 

data collection, healthcare systems, information management, oncology workforce and 

supporting diversity (National LGBT Cancer Network, 2017). This report is focused on 

working with the LGBT community to: collect cancer-related data in this population; 
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implement widespread cultural competency training; develop appropriate cancer 

education materials for the LGBT community; establish tailored screening; increase 

funding and programs; and eliminate discrimination (National LGBT Cancer Network, 

2017). Further, the American Society of Clinical Oncology has released a position 

statement outlining five key areas in need of attention in cancer care with regards to 

sexual and gender minority populations (Griggs et al., 2017). The highlighted areas are 

patient education and support, workforce development and diversity, quality improvement 

strategies, policy solutions, and research strategies (Griggs et al., 2017). Both above 

documents are largely LGBT-general, but include some trans-specific recommendations, 

and overall provide valuable guidance for cancer care providers. TGD Australians 

experiences of cancer have not been documented, thus there is a significant gap in 

research that requires attention. 

 

2.4.8 Lack of information and knowledge 

As more cancer patients self-manage their disease and treatment side effects in an 

outpatient setting, patient and caregiver education is vital to comprehensive cancer care, 

and influences patient health and wellbeing (Agre & Shaftic, 2007; Taylor & Bryson, 

2016). There is widespread omission of TGD individuals’ concerns throughout cancer 

organisations’ educational publications (Bare et al., 2014). Health professionals that care 

for a TGD cancer patient may have difficulty educating them, as they will have no 

resources that address TGD people’s needs, and it is likely that they themselves lack 

knowledge and understanding (Levitt, 2015). An LGBT-general study found that 

knowledge on LGBT issues was lacking amongst oncology healthcare providers 

(Banerjee, Walters, Staley, Alexander, & Parker, 2018). Another LGBT-general literature 

review of the cultural competence of oncology healthcare providers also highlighted the 

need for increased awareness and education (Radix & Maingi, 2018). 
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TGD people with cancer struggle to find information that is relevant to their 

situation, even on the Internet (Margolies & Scout, 2013; Taylor & Bryson, 2016). In 

Taylor and Bryson’s Cancer’s Margins (2016), no participants reported finding any 

information that addressed their specific concerns, and many turned to their peer network 

for cancer health information, which may not be entirely accurate. The total absence of 

appropriate advice meant that they felt unable to make informed decisions (Taylor & 

Bryson, 2016). Further, in two separate papers addressing sexual and gender minority 

participants generally, the authors found that biomedical knowledge tended to be 

objectifying, there was an invisibility of sexual and gender minorities, and that 

participants relied heavily on the Internet for seeking relevant information (Bryson et al., 

2018; Taylor et al., 2019). Data is urgently needed to further understand this topic and to 

inform ways in which this problem can be addressed in the Australian context. 

 

2.4.9 End-of-life care 

End-of-life (EOL) care is a fundamental aspect of oncological care. This stage in an 

individual’s life has profound importance, and unfortunately for many Australians, it is a 

time of confusion and distress related to an intense variety of interventions, services, and 

relationships with healthcare workers (Swerissen & Duckett, 2014). Although most 

Australians would prefer to die at home, only 14% of the population do, with 

approximately half dying in hospital and a third in residential aged care (Swerissen & 

Duckett, 2014). Deaths in hospital or a residential aged care facility are often impersonal, 

lingering and lonely (Swerissen & Duckett, 2014). Palliative care emerged in the 1970s as 

the medical specialty that focused on EOL care (Heidrich, 2007). Palliative care has now 

expanded beyond end of life and emphasises focusing medical attention on quality of life 

throughout disease treatment (Heidrich, 2007).  
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 Australian research regarding EOL advance care planning in the LGBT population 

has found that whilst this legal documentation may mitigate discrimination, uptake is 

limited due to several barriers including lack of knowledge, not perceiving a need, and 

social isolation (having no one as an alternative decision maker) (Cartwright, Hughes, & 

Lienert, 2012; Hughes & Cartwright, 2014, 2015). TGD individuals have been found to 

be among the most likely to be uncomfortable talking about advance care planning 

(Cartwright et al., 2012). Without advance care plans, TGD people may be more exposed 

to discrimination and have their needs unmet. 

 A systematic review conducted in 2012 found that there were no EOL studies that 

focused on TGD people (Harding et al., 2011). Arthur (2015), writing from the 

perspective of a social worker, noted that the following areas are important in EOL care 

for LGBT people: healthcare worker’s cultural competence; inclusive disclosure 

(including partners); legal concerns; advance care planning; sexuality and intimacy; and 

support of diverse caregivers. Marie Curie (2016), the British palliative care organisation, 

released a report on EOL care in LGBT people and highlighted the following areas of 

concern: anticipatory discrimination; complexities of religion; assumptions about identity 

and family structures; varied support networks; unsupported grief and bereavement; 

increased pressure on LGBT carers; increased mental health issues; and decreased 

familial support. These issues are applicable to TGD people and may be worse in some 

instances. 

 There are significant and unique issues that TGD individuals encounter in the 

period leading up to death and associated issues arise after they have died (Witten & 

Eyler, 2012). Reminiscing on their life may cause them grief or stress, and some may 

have unfinished business with family and friends from earlier in life -- reunions with 

family members may be helpful and/or upsetting, and documentation procedures may be 

complex and burdensome (Witten & Eyler, 2012). Legal documentation is critical as 
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family members who are unsupportive may take over funeral arrangements, potentially 

putting the wrong name on a gravestone, and partners may not receive legal and financial 

recognition (Witten & Eyler, 2012). Many TGD people have significant resilience that 

will provide them with strength at this time, as during gender affirmation and coming out 

they may have already faced fundamental questions about themselves (Witten & Eyler, 

2012). Lack of knowledge, respect and understanding from healthcare workers may 

exacerbate problems at end of life, especially if partners are not recognised. TGD people 

may have a variety of unique needs towards end of life and given that approximately 33% 

of Australians diagnosed with cancer die within five years, EOL care is clearly an 

important part of cancer care (Cancer Australia, 2014). 

 

2.5 Conclusion 

As demonstrated by this literature review, there is a paucity of research on the 

experiences of TGD people with cancer. The biomedical research is severely limited by 

the lack of large prospective studies, and there is an almost total lack of psychosocial 

research. However, it is evident from the small amount of literature that exists that there 

are many disparities for TGD cancer patients, which are particularly complicated in 

relation to gendered cancers. The main problems relate to discrimination and stigma; 

inability to access appropriate and sensitive services; lack of research, knowledge and 

awareness; and the unique needs of these communities being unmet. These issues exist 

across the cancer continuum – risk, screening, diagnosis, treatment, survivorship, and 

end-of-life care. This review clearly supported the need for an Australian research project 

that is culturally sensitive, broadly inclusive of all genders, and addresses the 

psychosocial domain of cancer care for TGD individuals. Particular attention needs to be 

given to the barriers, facilitating factors, and opinions of TGD communities to support 

meaningful change.  
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3. Theory  

3.1 Introduction 

In examining the health and cancer care experiences of TGD people, it is important for 

this thesis to theorise the topics it explores. The previous chapter’s review of the literature 

showed the importance of appropriately conceived and conducted research which uses 

language sensitively, and the many gaps in evidence that exist in relation to cancer care 

for the TGD population (particularly relating to psychosocial aspects). This theory 

chapter provides conceptualisations of phenomena addressed in the study: specifically, 

health and illness, gender, and identity. Relevant concepts from the sociological view of 

health and illness, transgender theory and intersectionality theory are outlined. 

 

3.2 Sociology of health and illness 

Having a disease such as cancer is not merely a biological process that happens to a 

passive sufferer. It is a complex psychological, social and spiritual experience lived 

through the body of an individual who has agency. As shown in the literature review, the 

vast majority of research concerning cancer and TGD people has been biomedical in 

nature, which is unsurprising given that the biomedical model is the dominant paradigm 

for Western healthcare (Nettleton, 2013). Within this approach, there is a failure to 

account for social origins of health inequalities, which is a primary concern of this thesis. 

The sociology of health and illness arose largely in response to this problem, and as such, 

this thesis draws from this body of work for much of its theoretical foundation. The 

sociology of health and illness focuses on the following areas:  

 analysis of the production of medical knowledge;  

 lay perceptions and beliefs;  

 individual experiences of health and illness;  

 socio-cultural aspects of embodiment;  
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 inequalities and their patterns;  

 professional--patient interactions; and 

 the organisation of healthcare (Bury, 2013; Nettleton, 2013).  

Of particular importance are three concepts: 

1. the medicalisation and regulation of bodies;  

2. sociological observations of patient--provider interactions; and  

3. gender as a determinant of health. 

 Firstly, this thesis draws on the theory of medicalisation, which posits that the 

power of defining what counts as disease rests with health professionals, who through 

progressive secularisation in Western cultures and acceptance of the biomedical model in 

healthcare, have gained increasing influence in terms of social regulation (Nettleton, 

2013). Whilst many lay people may take it for granted that medical knowledge describes 

disease, it is not so readily known that it constructs disease through social processes 

(Nettleton, 2013). There has been increasing problematisation of everyday events (e.g. 

shyness, childbirth) and natural diversity, including the pathologisation of genders, that 

either do not align with one’s sex assigned at birth or which are outside of the binary 

(Davy, 2015; Schulz, Kamens, Robbins, & Flanagan, 2018). Sociologists of health and 

illness argue that these reflect the social norms of the time – thus the diagnosis of ‘gender 

dysphoria’ (previously gender identity disorder) is a by-product of a culture that relies on 

binary concepts of gender (Davy, 2015). Further, that such a diagnosis exists has a 

follow-on effect of labelling TGD people as mentally ill, thus increasing societal stigma 

(Kuhlmann & Annandale, 2012). Not only does the medical profession create disease 

definitions, it also, through repeated observation of populations, establishes what counts 

as ‘normal’ for the individual body (e.g. shape, size, features) (Nettleton, 2013). These 

standards of ‘normal’ are then used in patient--provider consultations to determine 

problems and relevant interventions. 
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 Secondly, this thesis draws on four key points relating to patient--provider 

interactions theorised by health and illness sociologists.  

1. They are a reflection of wider social relations and act to reinforce these.  

2. They are a major domain of social control and regulation.  

3. Professionals commonly do not take the patient’s view seriously.  

4. Outcomes within healthcare may be determined in large part due to the quality of 

the interactions between patient and provider (Nettleton, 2013).  

The locus of power in these interactions is held by the healthcare provider; however, 

recent developments have created a shift away from this view, including the wide 

availability of information on the Internet and concepts of shared decision making and 

patient-centred care (as opposed to disease-centred practice) (Katarzyna, 2018; Nettleton, 

2013). Further, the documented rituals of a medical consultation establish that the 

provider has control over the immediate experience and course of the consultation 

through verbal and non-verbal communication strategies that assert their authority 

(Nettleton, 2013). Despite this provider practice, patients can and do resist medical 

authority by adopting strategies to affect the outcome of consultations, such as 

withholding personal information (Nettleton, 2013). Given these interactions are 

influenced by broader social norms and structures, characteristics of the individuals 

(including gender, class, and race) often shape how the experience unfolds. 

 Thirdly, this thesis draws on the concept acknowledged within the sociology of 

health and illness that various identities can be significant determinants of health and 

illness and explain the inequalities experienced by some populations (Nettleton, 2013). 

Gender has been a major focus in this area of research. It has been found that the social 

constraints associated with gender norms and roles influence access to health-promoting 

resources and patterns of health and illness (Bury, 2013). Unfortunately, gender effects 

have rarely been seen by health organisations and research to extend to TGD people, and 
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literature in this area is frequently uncritically founded on the binary norm (Regitz-

Zagrosek, 2012; Springer, Hankivsky, & Bates, 2012; World Health Organisation, 2020). 

This thesis takes it as a starting point that gender is much more than the binary, and the 

following section will outline the way that gender has been conceptualised. 

 

3.3 Understandings of gender – transgender theory 

… our lives and our bodies are made up of more than gender and identity, more than 

a theory that justifies our very existence, more than mere performance, more than the 

interesting remark that we expose how gender works. Our lives and our bodies are 

much more complicated, and much less glamorous, than all that. They are forged in 

the details of everyday life, marked by matters not discussed by academics or clinical 

researchers. Our lives and our bodies are constituted in the mundane and the 

uneventful… (Namaste, 2000, p. 1) 

 

In Western society gender is conceptualised from a biomedical perspective that holds that 

gender is binary (i.e. either man or woman), fixed from birth, and related to one’s 

biological characteristics (Markman, 2011). Anything that deviates from this may be seen 

as abnormal, threatening social norms, and/or potentially pathological (Markman, 2011). 

As a result, cisgenderism occurs – the delegitimisation of people’s self-definitions of their 

genders and bodies (Ansara, 2012). In contrast, social arguments regarding gender, such 

as those put forth by Judith Butler, view gender as a social construct; we ‘perform’ our 

gender roles (Butler, 1990; Nagoshi, 2014). It has been argued that such social 

explanations of gender are problematic as it may lead to the conclusion that no gender is 

authentic – gender that is merely constructed is artificial, which can be delegitimising for 

someone’s lived experience (Nagoshi & Brzuzy, 2010; Namaste, 2000, 2009).  

Transgender theory has emerged from the dissatisfaction with biomedical and 

social explanations of gender. Transgender theory goes beyond both of these theories to 

say that, in varying degrees in each individual, gender is fluidly embodied, and self- and 

socially constructed through a lived narrative (Nagoshi & Brzuzy, 2010). There is an 

essential connectedness between the physical, social and psyche, and for everyone there 
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are shades of grey for how these aspects influence and intersect with gender (Nagoshi, 

Brzuzy, & Terrell, 2012). At the heart of this theory is the lived experience: an 

acknowledgement that gender is a mix of body, self and society coming together in the 

context of an individual’s life story. Further, transgender theory recognises the conflict 

that can occur between embodiment, self-experiences and societal expectations of gender 

(Nagoshi, 2014). Similarly, intersectionality theory suggests that understanding an 

individual’s multiple identities, including gender, rests on the acknowledgement of the 

dynamic tensions and processes that take place between physical bodies, lived experience 

and society – multiple identities which are important to consider in research. 

 

3.4 Intersections: the many things that make us who we are… 

Intersectionality theory can provide health research with valuable insights into the reasons 

why marginalised populations experience different burdens of disease and guidance for 

the development of intervention strategies (Bauer, 2014). Further, guidelines for 

conducting research with TGD populations have emphasised the importance of 

considering intersectionalities (Adams et al., 2017; Vincent, 2018). Crenshaw (1989), an 

African-American feminist and civil rights activist, came up with the term ‘intersection’ 

to describe the overlapping nature of one’s social identities, the power imbalances 

inherent in societal identifications and the interrelatedness of discrimination.  

Intersectionality posits that an individual may experience multiple forms of stigma 

in their daily lives; discrimination may occur simultaneously and is complex and 

irreducible (Carastathis, 2014). In their white paper on LGBT cancer, Burkhalter et al. 

(2016) emphasise that the inclusion of intersectionality is vital when addressing cancer 

issues in LGBT communities. Firstly, access and retention in cancer services may be 

influenced by the level of discrimination that an individual experiences and may be 

further complicated for an individual with numerous marginalised identities (e.g. an 
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indigenous person with a diverse gender) leading to more barriers to appropriate care 

(Burkhalter et al., 2016). Secondly, depending on one’s cultural background, health 

beliefs and behaviours may vary widely, which affects all areas of an individual’s cancer 

care, including screening attendance and treatment choices (Burkhalter et al., 2016).  

 Transgender and gender diverse individuals may have a variety of additional 

social identities in terms of: 

 nationality,  

 ethnic background,  

 socioeconomic status,  

 ability,  

 sexual orientation,  

 religion, and  

 age.  

These are conceived of as important intersectional identity elements for exploration 

alongside gender and cancer in this thesis. In Australia, it is important to recognise that 

the experiences of sistergirls, brotherboys and other Indigenous TGD people may be 

vastly different to a white, middle-class, TGD person (Brown, 2004; Kerry, 2014). 

Arguably the main issue is related to intersectionality, the social identities of being both 

Indigenous and TGD, and the discrimination that may come in the form of racism or 

cisgenderism in different scenarios and also in combination or as potentially 

compounding discrimination factors. As such, the survey covered an array of intersecting 

identities. As will be shown later, socioeconomic status, age, and neurodiversity emerged 

as important intersections of TGD Australian identity in this study. 
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3.5 Conclusion and research questions 

By theoretically orienting the research with concepts from the sociology of health and 

illness, transgender theory, and intersectionality, the research focused on foregrounding 

the experiences of TGD people and the myriad ways health and illness, gender and 

identity are experienced. Such theory established a critical stance toward the dominance 

of biomedicine, favouring individual experiential data methods and collection.  The 

following research questions arose from the theory guiding this exploration of TGD 

Australians’ concerns around accessing cancer care: 

Research Question 1: What are important things about the TGD population that 

health and cancer care providers need to be aware of in order to best serve these 

communities? 

Research Question 2: What are the experiences of TGD individuals in cancer care? 

Research Question 3: What factors prevent or promote access to appropriate, 

sensitive, and timely health and cancer care in TGD communities? 

It was important to take such a person-centred approach given the problems identified in 

previous research. The following chapter will detail the methodology and methods used to 

achieve this approach. 
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4. Methodology and Methods 

4.1 Introduction 

The aim of the study this thesis reports upon was to explore the experiences of TGD 

individuals within health and cancer care, to identify both access barriers and facilitating 

factors with the ultimate goal to inform health and cancer care practice. This mixed 

methods research used elements found in community-based participatory research 

(CBPR) to undertake three separate components: key informant interviews, a national 

survey, and in-depth interviews. Genuine CBPR consists of collaborative research in 

which the community/stakeholders are equal partners with academic research and 

involved in all stages of research design and dissemination (Coughlin et al., 2017). As a 

PhD study, this approach was not feasible, and thus the research is instead ‘community-

placed’. This chapter outlines and provides justification for the methodology and methods 

used broadly. It then details methods of this research including data sources and 

collection methods within:  

(1) Key informant interviews,  

(2) Survey, and  

(3) In-depth interviews.  

Additionally, for each of the manuscripts included in the thesis, analyses are described. 

Finally, ethical considerations and limitations of the study are outlined. 

 

4.2 Methodological positioning 

Historically, TGD people have not received appropriate or sensitive representation in 

research (Adams et al., 2017). As explored in the introduction and literature review, there 

are a variety of health disparities affecting the diverse communities of TGD Australians 

and cancer care is a large inter-disciplinary network, provided to people who have many 

different illnesses. Further, in the previous chapter on theory, it was established that: 
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biomedical healthcare has a tendency to neglect the social; gender is a result of embodied, 

social and individual lived experiential development; and intersecting identities are 

important to consider in research both on TGD people and within cancer care.  

Community partnership is clearly important to ensure the appropriateness of various 

aspects of the research, to build trust and respect, and to capture all of the diversity 

(Adams et al., 2017; Hacker, 2017). Further, with the intention of this project to affect 

change within services, approximating a CBPR design of research has a greater chance of 

achieving meaningful action (Coughlin et al., 2017).  

Key principles taken from CBPR for this study include:  

 ensuring openness and trust with the community;  

 drawing on community strengths and seeking community feedback throughout the 

research (i.e. design, recruitment, dissemination);  

 recognition that health and illness are influenced by multiple social factors; and  

 dissemination of findings to benefit TGD communities and with the intent to 

influence change that improves health. 

Considerations relating to research design have been largely pragmatic, especially with 

respect to studying an emergent area with a marginalised population, the limitations of a 

PhD project, and reaching community and healthcare providers to improve services. 

In line with CBPR principles, TGD communities have been consulted from the 

beginning with the formation of a community reference group (CRG) which have been 

involved in research design, recruitment, advising on dissemination and reviewing the 

monograph. Feedback from the CRG justified and re-affirmed use of the theories 

described in the previous chapter. Their comments included that TGD communities:  

 are dissatisfied with the paternalistic biomedical approach to their care;  

 experience numerous problems in patient--provider interactions;  

 have a variety of ways that they express their genders; and  
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 are diverse in terms of social identities.  

Community partnership has been fostered through the following ways:  

 being interviewed on a TGD radio program during recruitment and to present 

findings from the survey;  

 media involvement which included mainstream media such as The Age and 

various LGBTQ media organisations;  

 launching the report with the Cancer Council Victoria and Rainbow Health;  

 commissioning an illustration for the cover from someone who is gender diverse;  

 hosting a roundtable discussion with TGD community leaders and representatives 

from cancer organisations such as the Peter MacCallum Cancer Centre, the Cancer 

Council Victoria and the Victorian Cervical Cytology Registry;  

 publishing a health promotional article related to cancer screening for TGD 

individuals in an LGBTQ community arts journal (Kerr & Jones, 2017);  

 giving papers at two LGBTQ-specific conferences;  

 an invited talk at a gender clinic; and  

 the inclusion of an information sheet at the end of the survey on TGD-specific 

cancer screening information.  

Much effort has been made to disseminate the findings appropriately to increase 

understanding in healthcare providers and thus promote sensitive care, and to TGD 

communities to aid advocacy (as will be shown through the manuscripts in this thesis). 

 

4.3 Methods and analyses 

The study this thesis reports on used mixed methods to explore TGD Australians’ 

concerns around accessing cancer care, combining quantitative and qualitative data 

collection to answer research problems (Curry, 2015). The different stages were both 

sequential and concurrent, with the key informant interviews informing the online survey 
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and in-depth interviews which were conducted at the same time. Through using the two 

approaches in collecting data, mixed methods can achieve both breadth and depth of 

understanding (Liamputtong, 2019). This can be particularly useful if little is known 

about the topic area, as is the case with cancer care for TGD Australians. For example, 

quantitative data was important to assess level of engagement with services, and 

qualitative data was important to explore in depth the lived experience of TGD people 

accessing cancer care. Data collection was both sequential, commencing with key 

informant interviews, and concurrent as the main interviews were conducted at the same 

time as the survey (Curry, 2015). Manuscripts presented in this thesis have been either 

qualitative (chapters 5, 9 and 10) or quantitative (chapters 7 and 8), answering different 

research questions. The exception is the report (chapter 6), which provides descriptive 

frequencies for the survey items and select quotes to provide further context on relevant 

issues. The conclusion will integrate the findings from all manuscripts and the literature 

review. The following sections first describe each stage of the study, followed by analyses 

for each publication. 

 

4.3.1 Key informant interviews – methods and analysis 

Given the paucity of existing evidence that relates to TGD people’s experience of cancer 

care, it was important to begin this research by undertaking key informant interviews to 

guide the main data collection. Key informant interviews are often conducted during 

CBPR studies, and were particularly important to guide research decisions with this 

minority population (Adams et al., 2017; Hacker, 2017). The first manuscript presented in 

this thesis reports on the findings from key informant interviews (see Chapter 5). 

 



 

118 
 

4.3.2 Sampling method and administration  

The interviews targeted a cross-section of key stakeholders including TGD community 

leaders and professionals/researchers who had experience working with the TGD 

population. Other inclusion criteria included aged over 18 and living in Australia. Ethical 

approval was obtained from La Trobe University’s Human Research Ethics Committee 

(HEC18034). Participants were identified through research publications, gender service 

networks, a LGBTQ conference and community advocacy groups. Potential participants 

were invited to participate in person and by email. Verbal and written informed consent 

were obtained prior to a semi-structured, one-on-one, audio-recorded interview conducted 

in-person, on the phone, or via the Internet.  

Six questions were asked of participants: ‘When you think of the TGD population and 

cancer, what comes to mind?’; ‘Does this seem to be a concern or a prominent issue?’; 

‘What do you think may stop some TGD people from accessing cancer services?’; ‘In 

terms of getting TGD people involved in cancer care, how do you think this would be best 

achieved?’; ‘What do you think are important things for researchers to consider when 

working with trans and gender diverse individuals?’; and ‘Is there anything you would 

like to add?’. Recruitment continued until data saturation was reached and no new 

information emerged (De Chesnay, 2014).  

 

Data management 

Interviews were audio-recorded and transcribed directly by the researcher into de-

identified separate files, then emailed to key informants. Key informants were given the 

opportunity to make corrections and additions – a process known as member checking, 

which ensures the accurateness of data and thus rigour (De Chesnay, 2014).  
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Thematic analysis  

Key informant interviews were thematically analysed, following Braun and Clarke’s 

deductive and inductive steps (Braun & Clarke, 2014). Deductive analysis ensured that 

the data could answer the research questions, and inductive analysis allowed for the 

discovery of unexpected themes. The first phase of data analysis consisted of reading and 

re-reading key informant interview transcripts and writing reflections about the data. The 

second phase involved the development of initial codes which were discussed by the 

research team and coded using NVIVO 12. The final phase grouped codes into themes 

which were again examined by the team for finalisation. The insights from key informant 

interviews helped to guide the next steps of the research. 

 

4.3.3 Survey – method and analysis 

An online survey was chosen as a method of data collection due to the aim of collecting 

the perspectives and experiences of TGD people, and the ease with which it can be 

accessed by ‘hard-to-reach’ populations, such as TGD communities (Coughlin et al., 

2017; Liamputtong, 2019). In line with CPBR, the survey was designed with input from 

TGD people (Coughlin et al., 2017). Initially, the idea for the survey was for it to be 

focused solely on cancer care. Through ongoing development and input from key 

informant interviews and the community reference group, it was important to add a 

variety of questions on general healthcare. As cancer care, inclusive of prevention and 

screening, is a broad area that, for example, extends into general practice, eliciting the 

experiences of TGD individuals throughout healthcare was relevant and necessary. 

Inclusion criteria for the survey included: self-identification as TGD, aged over 18, and 

Australian residency. 

 

Survey instrument/measures 



 

120 
 

The use of language and questions asked in the survey were carefully attended to, with 

several versions of the survey being sent to community members for review. Particular 

questions which were seen as patronising or too invasive were left out, and language was 

fine-tuned for sensitivity. All items were forced-choice, containing a ‘prefer not to 

answer’ option to ensure that any distressing questions could be avoided by participants. 

In addition, there were many questions which contained text-boxes for participants to 

self-define or provide further information. Participants were asked a varied number of 

questions given that some sections were open only to people who indicated having 

specific body organs (i.e. the sections on cervical, breast, and prostate screening). Four 

areas were covered in the survey: ‘about you’/socio-demographic questions; gender 

affirmation; healthcare experiences; and cancer awareness and care (including sub-

sections on screening which were available to those who identified having the particular 

body organ). The full survey instrument can be found in Appendix 1. 

 

About you/socio-demographics 

The sections on socio-demographics and ‘about you’ items contained measures taken 

from the 2016 Australian Census (e.g. religion, level of education) (Australian Bureau of 

Statistics, 2018), and international TGD research (e.g. experiences of harassment/abuse, 

gender expression), allowing for international comparisons (Bauer & Scheim, 2015; 

James et al., 2016). Further, they were informed by the community reference group, who 

advised to include an array of items on intersectional identities (e.g. neurodiversity, 

disability), and terms to include as options for gender (which also included a text-box). 

 

Gender affirmation 

The majority of questions relating to gender affirmation were informed by the community 

reference group. The specific questions asked of participants around hormone usage had 



 

121 
 

not been asked of an Australian population previously. The item on like for body was 

adapted from the gender dysphoria questionnaire (Deogracias et al., 2007). 

 

Experiences of healthcare 

Measures used in this section were taken from: the Australian Bureau of Statistics Survey 

of Healthcare (e.g. self-rated health, frequency of attending a GP) (Australian Bureau of 

Statistics, 2017); Canadian TGD research (e.g. knowledge of healthcare providers, 

emergency department avoidance) (Bauer & Scheim, 2015); American TGD research 

(e.g. bad experiences in a healthcare setting) (James et al., 2016); and the barriers to care 

section was adapted from the Cancer Awareness Measure, with two additional items 

added for TGD Australians based on community feedback (Stubbings et al., 2009). 

 

Awareness and experiences of cancer care 

Symptom delay was measured using an item from the Cancer Awareness Measure, with 

many other questions, including the awareness items, being developed specifically for this 

study given the lack of previous research. For the cervical screening section, the work of 

Peitzmeier et al. (2014) and the Cancer Awareness Measure were both drawn on to 

inform questions. For the remaining screening sections (i.e. breast and prostate), the 

Cancer Awareness Measure was also used to develop these sections. 

 

Sampling method and administration 

The survey was an anonymous questionnaire provided in a secure online format using 

Qualtrics. The study received ethics approval from La Trobe University’s Human 

Research Ethics Committee (HEC18341). Non-probability sampling (Lavrakas, 2008) 

was used given the sometimes hidden nature of the population of TGD persons (Vincent, 

2018). Within this sampling, a convenience sampling approach was used to 
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unsystematically recruit participants through numerous avenues. The survey sample was 

obtained predominantly through online Facebook advertising. Additionally, TGD 

organisations and people were approached and volunteered to share the recruitment post, 

posters were displayed in TGD/LGBTQ specialist general practitioner clinics and an 

LGBTQ bookshop, and the main researcher took part in an interview with a TGD radio 

program. Facebook advertising contained a link to the Qualtrics website where the survey 

was hosted. The survey was launched with advertising on the 5th of September 2018, and 

the final completed response was recorded on the 21st of January 2019. The Participant 

Information Statement began the survey, describing the survey purpose, what participants 

would be asked to do, and benefits of participation. For any participants that did not agree 

to participate, they were re-directed to a page that thanked them for their time. For 

participants that did agree to participate, they went straight to the first section of the 

survey, ‘about you’. Average completion time was approximately 22 minutes. At the end 

of the survey there was an option for people to give their email address for an interview if 

they had been diagnosed with cancer. 

 

Data management 

Survey responses were automatically saved on completion or timing out. Survey 

responses were imported into SPSS for data management and analysis. A total of 854 

surveys were saved, and the decision was made to keep all surveys which were completed 

up to the end of the section on healthcare. Roughly one third (n=296) of the 854 surveys 

saved were surveys that were not completed to this point. Data cleaning removed 21 

responses which were illegitimate (mischievous responders), leaving 537 participants. 

Data from the survey have been used in the monograph (chapter 6) which gives an 

overview of all the participant responses through descriptive statistics, the book chapter 

exploring barriers to healthcare for TGD Australians (chapter 7), the manuscript on 
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cervical screening access (chapter 8), and in the Alleviating Dysphoria Framework 

(chapter 10) (see below for details on these analyses). The survey data has been used to 

address all three research questions. 

 

4.3.4 In-depth interviews methods 

The in-depth interviews received ethics approval from the La Trobe University Human 

Research Ethics Committee under the abovementioned application for the survey 

(HEC18341). The inclusion criteria for the interviews were: aged over 18, Australian 

resident, identifies as trans or gender diverse, and has had a diagnosis of cancer. The 

semi-structured interview guide was designed in a simple way to explore the care 

experiences of TGD people who have had a diagnosis of cancer and answered research 

question 2. Some basic introductory questions were asked: ‘what are your pronouns?’ and 

‘can you please tell me about yourself?’ Following this introduction three broad questions 

were asked: ‘what was your first experience of cancer care?’; ‘if you think back over your 

experiences in cancer care, what is the most memorable or meaningful experience you 

had?’ and ‘is there another experience you would like to discuss?’ Additional prompts 

and clarifying questions were asked during the interview. 

 

Sampling method and administration 

Twelve participants were recruited and interviewed. Recruitment was through the survey 

and advertising, as described in the previous section, and also through word of mouth. 

Interviews were conducted in person, over the phone and via Skype. The age of 

participants ranged from 18 to 60, and their genders included four trans men, four trans 

women, three non-binary people and one genderqueer person. The length of time for the 

interviews ranged from 44 minutes to 143 minutes in length, and the average time was 76 

minutes. All interviews were conducted by the PhD candidate, who is also a Specialist 
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Cancer Nurse who has previously conducted qualitative interviews with TGD people. 

Participants were given a $50 gift voucher to thank them for their time. 

 

Data management 

Interviews were audio recorded and transcribed into de-identified files. These files were 

emailed to participants, who were able to check the transcription and make corrections if 

necessary – as with key informant interviews, this is the process known as member 

checking (De Chesnay, 2014). The interview data has been used in the monograph 

(several selected quotes for additional context) (chapter 6) and a manuscript dedicated 

solely to the intersubjective experiences of the participants (chapter 9). 

 

4.3.5 Monograph analysis 

The data analysis for the monograph used SPSS V25 and was basic descriptive of trans 

women, trans men and gender diverse participants. Frequencies were run and reported in 

tables, including brief overviews of some qualitative survey answers to add depth of 

perspective to the quantitative results. The monograph aimed to answer all three of the 

research questions, was developed with the community reference group and presented 

back to TGD communities at a launch. 

 

4.36 Book chapter analysis 

The book chapter mainly focused on research question 3, whilst somewhat answering 

questions 1 and 2. Two measures that were used in this book chapter include the Kessler 6 

(K6) and Barriers to Care Score. The K6 is a six-item measure that assesses level of 

general psychological distress and is widely used in surveys (Kessler et al., 2011). 

Participants rated their feelings of nervousness, hopelessness, restlessness, depression, 

effort and worthlessness in the past 30 days on a five-point Likert scale from ‘none of the 
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time’ to ‘all of the time’ (Kessler et al., 2002). Calculated scores range from 0-24, with a 

score over 13 being indicative of high psychological distress and correlated to diagnosed 

mental illness (Kessler et al., 2011). The Kessler 6 is a reliable tool for measuring 

psychological distress and has been repeatedly validated with a Cronbach’s Alpha of .89 

(Kessler et al., 2002). The Cronbach’s Alpha for the K6 in our sample was .88, 

demonstrating that it is an equally reliable tool for measuring distress in TGD Australians. 

 Barriers to healthcare were measured using seven of the ten items from the 

‘Barriers to Help Seeking’ section of the Cancer Awareness Measure (Stubbings et al., 

2009). In addition to these items, two items were developed that are specific to TGD 

Australians (‘fear of mistreatment’ and ‘unable to find a doctor I am comfortable with’). 

Participants were asked ‘do any of the following things stop you from going to the 

doctor?’, and were able to answer ‘no’, ‘sometimes’, and ‘often’. A sum of the nine items 

was used to calculate the Barriers to Care Score and scores ranged from 0-18. The 

Cronbach’s alpha reported for this in the literature is .73 (Stubbings et al., 2009). In this 

study, a Cronbach’s Alpha of .73 was also obtained.  

 For the analyses in the book chapter SPPS V25 was used to run descriptive 

statistics for selected socio-demographics, gender affirmation, and access to healthcare 

and cancer care and awareness. A t-test was also run to answer the question ‘is having 

unmet healthcare needs associated with more barriers to care?’ The two groups compared 

were those who reported having an unmet healthcare need and those who did not. In 

addition, a linear standard multiple regression was conducted to investigate what factors 

influenced Barriers to Care Scores. Used in this regression were the following five 

measures: age, sex assigned at birth, income, K6 score, and number of bad experiences in 

healthcare. The regression analysed if these measures predicted Barriers to Care Scores, 

how much variance was explained by these, and which were best at predicting the score. 
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4.3.7 Cervical screening 

The cervical screening manuscript focused on data from participants who self-identified 

that they had a cervix. This manuscript mainly answered research questions 2 and 3, 

whilst also providing context for research question 1. After excluding participants who 

were not of an eligible age for screening, the number of participants included in the 

analysis was 196. Participants who were aged eighteen and nineteen were excluded given 

that data collection finished a little over a year after the National Cervical Screening 

Program raised the recommended commencement age from 18 to 25 (thus all people who 

were aged over twenty should have received an invitation to participate under the 

previous guideline). 

Measures included in this paper: Two awareness items on cervical screening were used in 

the analysis, with potential responses being ‘true’, ‘false’, and ‘I don’t know’ (which was 

coded as incorrect). Concern for developing cervical cancer was measured using a Likert 

scale which ranged from ‘no concern’ to ‘extremely concerned’. Participants were also 

asked if their HCP provided information on cervical screening to them and if they had 

recommended it. Finally, there were a series of measures on attendance to cervical 

screening (‘never’, ‘rarely’ and ‘regularly), having had an abnormal result, and reasons 

for never having attended cervical screening (which included a text-box). 

SPSS V25 was used to analyse the data. Descriptive statistics were run for 

selected socio-demographics, gender affirmation, access to healthcare, cancer care and 

cervical screening – frequencies were presented in tables with the number and percentage. 

In addition, a linear standard multiple regression was run to investigate the factors that 

influenced attendance to cervical screening. Included in the regression were: age, HCP 

recommendation, like for body (as a potential measure of dysphoria), and gender. 
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4.3.8 Article exploring the intersubjective experiences of interview participants 

This analysis was almost entirely focused on research question 2, with some consideration 

of research questions 1 and 3. From conducting the interviews, to transcribing and several 

readings of the transcripts, initial impressions took form during inductive analysis, and 

many of these emerging concepts centred on the interactions that the TGD participants 

were having within cancer care. After some consideration, the decision was made to write 

a paper that analysed the data that focused on intersubjective experiences.  

When thinking about how to approach this in terms of methodology and methods, 

there were a few prominent important issues. As trans scholars argue, TGD people have 

been historically invisible and not given a voice in research (Namaste, 2000; Rubin, 

2003). To help to remedy this oversight, at least in the immediate research, it was 

important to present their lived experience from their perspective. Further, CBPR 

principles call for a return to research participants’ perspectives (Coughlin et al., 2017). 

Another important factor was the importance of embodiment, both from the perspective 

of TGD individuals (Prosser, 1998) and within a clinical environment where the dominant 

biomedical approach often does not account for subjective embodiment (Nettleton, 2013). 

The final concern relates to empathic engagement within healthcare, which has been 

demonstrated by previous research to be lacking for TGD people. The aim of the paper 

was therefore to explicate the concrete experiences of intersubjectivity within cancer care 

of the TGD participants to inform the microethical approach of cancer care professionals. 

 A phenomenological orientation was chosen based on the above identified needs. 

Founded by Edmund Husserl, phenomenology focuses on everyday, lived experience 

(Zahavi, 2019b), thus justifying this as a legitimate source of knowledge. Phenomenology 

rejects scientism, reductionism, and objectivism – reality is understood as complex, 

irreducible, and not independent of the experiencer (Zahavi, 2019b). Recognising the 

ambiguity in human life, a phenomenological viewpoint sees the corporeality, sociality, 
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and culture inherent in our existence (Zahavi & Martiny, 2019). Methods of analysis, 

although inspired by phenomenology, differed from conventional phenomenological 

research in that they did not undertake the epoché or reduction. This is in line with 

leading phenomenologist Zahavi’s argument against using phenomenological methods in 

qualitative research (Zahavi, 2019a). Phenomenological methods have as their aim 

specifically philosophical goals (Zahavi, 2019a), and the aim of the paper was not to 

develop a pure phenomenological description. However, a phenomenological manner of 

thinking was adopted – described by Merleau-Ponty (1962) as close attentiveness and 

wonder. Importantly, this meant that great consideration was given to what the TGD 

participants said, in their own words, and striving to represent what matters to them and 

their meanings of their experiences as accurately as possible.  

In terms of the methods, thematic analysis was chosen for its accessibility, 

flexibility and compatibility with phenomenology (Clarke & Braun, 2017). As above, 

after transcription and multiple readings, the decision was made to focus analysis on 

intersubjectivity. Thus, a deductive thematic analytical approach around intersubjectivity 

was taken. After another re-reading, more notes were taken, and initial codes were 

formed. The research team reviewed these, and they were grouped into themes. The 

research team discussed analysis at multiple stages and came to a consensus on themes. 

 

4.3.9 A framework for alleviating dysphoria 

The final paper developed a framework for services and researchers related to alleviating 

gender dysphoria using data from the survey in response to the open-ended question, 

‘what do you think could be done in healthcare to minimise the body discomfort 

(dysphoria) that may be felt during certain procedures (e.g. ones that involve genitals)?’ 

and answers research questions 1 and 3.  
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 Inductive thematic analysis was used to analyse the survey data. Following Clarke 

and Braun (2017) and using NVIVO 12, the first stage of analysis involved reading the 

data and making notes for codes. The second stage created preliminary codes into which 

the data were coded. Finally, codes were grouped into themes and refined in the third 

stage. All steps were discussed by the research team, including thematic decisions.  

 

4.4 Ethical considerations 

There were several ethical considerations underpinning the choices made for this study. 

These stem from the social position of TGD communities, which are generally 

marginalised and disadvantaged. The research was undertaken following the guidelines of 

the National Health and Medical Research Council in their National Statement on Ethical 

Conduct in Human Research (The National Health and Medical Research Council, The 

Australian Research Council, & The Australian Vice-Chancellors’ Committee, 2015). In 

addition, guidance was taken from the literature on researching with TGD populations 

(Adams et al., 2017; Owen-Smith et al., 2016; Vincent, 2018), which raised the following 

issues: the necessity for transparency and credibility due to a mistrust of researchers; 

heightened concerns of TGD individuals regarding confidentiality and privacy; studies 

being founded on meaningful collaboration and mutual respect with the research 

population under study; and language and framing must be closely attended to, ensuring 

non-stigmatising, sensitive methods and reporting. 

 Specifically, the principle of beneficence was addressed by providing appropriate 

information to access counselling services and offering the cessation/withdrawal of 

participation. Additionally, an information sheet on cancer screening for TGD people was 

provided at the end of the survey to promote knowledge and awareness. Respect was 

shown by engaging with TGD communities in meaningful ways (as described at the 

beginning of this chapter), being sensitive to language and allowing the participants to 
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define their own identities. As TGD people may have significant concerns regarding 

privacy, and breaches of confidentiality and privacy for this population can increase 

discrimination and harassment; participants were offered the option for interviews to take 

place in person in a location of their choice, over the phone or via the internet 

with/without video, pseudonyms have been used in publications, and all data has been 

carefully de-identified and stored in secure places. Further, the conducting of key 

informant interviews and formation of a reference group allowed for increased sensitivity 

to TGD concerns and needs throughout the research process. 

 

4.5 Limitations 

There were several limitations to this study. The principal researcher was a cis woman 

and thus an outsider. This was overcome by extensive relationship building with members 

of TGD communities, including formation of a community reference group, to build 

understanding, trust, and respect. For key informant interviews, the sample size was 

small. This is offset by the recruitment technique which allowed for interviews to 

continue until data saturation was achieved (Curry, 2015). The survey had the following 

limitations: it was wholly online; it may have been directed at TGD people who have an 

online presence and who were open about their identity; most of the sample was made up 

of young people; individuals self-selected to participate and thus the sample may contain 

more participants who have had issues with health and/or cancer care given the nature of 

the research topic; and a lack of ethnic diversity. Despite these limitations, previous 

research has highlighted that Internet surveys are valuable methods when conducting 

research with TGD communities, who may be ‘hard-to-reach’ and geographically 

dispersed (Miner, Bockting, Romine, & Raman, 2012). Internet research with this 

population has the advantages of enhanced anonymity, obtaining a non-clinical sample, 
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and being efficient and cost-effective (Miner et al., 2012). Main interviews were limited 

by the small sample size, but their depth and length compensate (Liamputtong, 2019). 

 

4.6 Conclusion 

This chapter outlined the approach taken for the research addressed in this thesis. It 

provided a justification for the decisions made in the context of the research questions and 

with an emphasis on exploring the experiences of TGD people on their terms. The 

following chapters include the six manuscripts, and finally a conclusion that integrates the 

findings to form a cohesive picture of TGD Australians accessing health and cancer care. 
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5. Key informants discuss cancer care research for trans and gender diverse people 

This chapter presents the paper ‘Key informants discuss cancer care research for trans and 

gender diverse people’ as published in Journal of Cancer Education. This manuscript 

presents the findings of the key informant interviews, which were conducted at the start of 

the study given the paucity of existing evidence and the community-placed approach. 

These interviews gave insights into the potential issues to address in the main data 

collection and ways to conduct the research. Overall, the findings show the lack of 

awareness relating to cancer and the TGD population within healthcare and TGD 

communities. Further problems identified include underutilisation of screening services, a 

lack of knowledge on the part of healthcare workers, and invisibility of diverse genders 

within organisations. This established the need for the main data collection and informed 

the design. 

Not included in the manuscript accepted for publication were the results from 

participants on the question, ‘what do you think are important things for researchers to be 

aware of when working with trans and gender diverse communities?’ with follow-up 

probes that asked about recruitment and dissemination of findings. This was not included 

on the basis that several informative guidelines have been recently published, and it was 

beyond the scope of the paper. The insights gleaned from asking this question, which 

were carried forth into the main data collection and through analyses, writing and 

dissemination, included the following themes: general approaches and important things 

for researchers to know; recruitment; data collection; and dissemination. The key 

informant perspectives on these themes have provided much guidance for the study. 
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5.0 Abstract 

The aim was to explore issues in relation to accessing cancer care for the Australian trans 

and gender diverse community through key informant interviews to inform a larger study 

on the topic. Semi-structured interviews were conducted with key informants who either 

had clinical and/or research experience with trans and gender diverse populations or were 

members of the community who act as advocates (total n = 14). Participants had diverse 

genders, including three transwomen, one transman, three non-binary people, six cis 

woman and one cis man. Thematic analysis was used to analyse the transcripts. Four 

themes were identified in the data: ‘More Important Issues’ than Cancer Concern, 

Experiences of Cancer Care, Barriers to Cancer Care and (Potential) Facilitating Factors 

to Access Cancer Care. The findings show the inconsistencies in awareness of cancer in 

the trans and gender diverse population, both within the community itself and in 

healthcare. There are issues concerning underutilization of screening services, healthcare 

workers lacking knowledge and an invisibility within organizations and systems. 

Education is needed in cancer care, as are partnerships with community organizations, 

inclusive policies, improved data collection on gender, targeted health promotion and 

research. 
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5.1 Introduction 

Australia has a population of 25.3 million, with most living in coastal cities despite the 

geographical vastness (Australian Bureau of Statistics, 2019). There are no official 

statistics on the percentage of the population who identify as trans or gender diverse and 

international estimates that vary from 0.1 to 0.7% (Collin et al., 2016). The Australian 

healthcare system is one of the most affordable and accessible in the world; however, 

access issues exist for those living rurally or remotely (Lowe & Christofis, 2017). Cancer 

care may be provided in public or private healthcare settings, and there are three national 

screening programmes in Australia for cervical, breast and bowel cancer; screening may 

be performed by general practitioners or specialists (Cancer Australia, 2016).  

Cancer research and literature frequently contain assumptions about gender and do 

not collect data on diverse identities; the needs of trans and gender diverse (TGD) 

individuals are therefore invisible (Burkhalter et al., 2016). Gender affirming treatments 

(hormonal and surgical) may affect how people should be screened for cancer and their 

risk (Committee on Health Care for Underserved Women, 2011). There is little 

epidemiological research considering the TGD population’s cancer incidence and 

mortality; no overall increased rates have been observed (Braun et al., 2017; Silverberg et 

al., 2017). However, emerging evidence suggests higher rates of cancers related to viruses 

(e.g. HPV and HIV) and tobacco use (Silverberg et al., 2017). One study has considered 

the experiences of TGD people with cancer, finding unique issues related to patient 

education and decision-making, for example, the lack of information that is relevant to 

them and their need to expend time and energy finding resources (Taylor & Bryson, 

2016). Australian TGD healthcare research emphasizes insensitive services, inadequately 

trained healthcare workers (HCWs), access and safe disclosure barriers and bad 

experiences, resulting in TGD people avoiding healthcare and having poorer health (Hyde 

et al., 2014; Jones et al., 2015). These problems are likely to extend to cancer care.  
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TGD study guidelines suggest that community-based participatory research (CBPR) 

approaches benefit the community and improve research validity (Adams et al., 2017). 

CBPR has been highlighted as an ideal way to address cancer disparities (Simonds et al., 

2013). Further, the lack of evidence on the psychosocial experiences of TGD people with 

cancer mean that there is little guidance on how researchers should proceed, warranting 

exploratory approaches (Watters, Harsh & Corbett, 2014). Therefore, the authoring 

research team (tenured health science university academics and their PhD student, with 

backgrounds in transgender health studies and oncology) conducted key informant 

interviews as part of a larger CBPR study on cancer care for the TGD community. The 

aims were to uncover the issues related to cancer care for TGD people. This paper 

provides the methods, results and implications of these interviews. 

 

5.2 Methods  

The study targeted a cross-section of key stakeholders who had experience working with 

the TGD community, over the age of 18 and living in Australia. Ethical approval was 

obtained from La Trobe University’s Human Research Ethics Committee. Participants 

were identified through research publications, gender services networks, a conference and 

community advocacy groups and approached in person and by email. Verbal and written 

informed consent was obtained prior to a semi-structured, one-on-one, audio-recorded in-

person, phone or video interview. Participants were asked four questions: ‘When you 

think of the TGD community and cancer, what comes to mind?’; ‘Does this seem to be a 

concern or a prominent issue?’; ‘What do you think may stop some TGD people from 

accessing cancer services?’ (cancer services were defined as broadly inclusive – from 

screening/prevention into survivorship); and ‘In terms of getting TGD people involved in 

cancer care, how do you think this would be best achieved?’. Recruitment continued until 

data saturation was reached. Interviews were audio-recorded, transcribed and a thematic 

analysis was performed.  
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Thematic analyses followed Braun and Clarke’s (2014) deductive and inductive 

steps. This was appropriate as the deductive analysis ensured the data could answer the 

research questions, and the inductive analysis allowed for exploration of unexpected 

themes. The first phase involved transcription, reading and rereading and reflecting on the 

data. Initial codes were then developed in the second phase. Codes were then grouped 

into themes, discussed by the team, examined for coherency and strength of support from 

the data and weighed against other themes for refinement.  

 

5.3 Results  

Fourteen participants were interviewed. Six participants had conducted social and/or 

medical research with TGD people (one of whom also provided clinical care), three 

provided clinical care to TGD people (as a sexual health nurse, general practitioner and in 

specialized paediatric gender affirmation services), four people acted as community 

advocates (who were themselves lay TGD people), one person was a cancer social worker 

who did LGBT-inclusive work and one person was involved in governmental policy 

relating to sexual and gender equality. All participants lived in major cities. Participants’ 

genders were three transwomen, one transman, three non-binary people (people who 

identify their gender as being other than the binary man/woman), six cis woman and one 

cis man (‘cis’ is the term used for people whose gender aligns with their sex assigned at 

birth). Four themes make up the results; ‘More Important Issues’ than Cancer Concern, 

Experiences of Cancer Care, Barriers to Cancer Care and (Potential) Facilitating Factors 

to Access Cancer Care.  

 

‘More Important Issues’ than Cancer Concern  

Participants described the TGD community’s cancer awareness and whether cancer was a 

prominent issue. Gendered cancers (e.g. breast) and the cisgendered approach to dealing 

with these came up consistently. A cis participant commented that:  
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… because of gender binaries people don’t think that a whole range of people can 

have a whole range of body parts, therefore we need to be screening for different 

things for everyone rather than presuming ‘ you look like a woman so you won’t 

have a prostate.’  

 

Participants reported ‘silence’ and ‘invisibility’ surrounding cancer and TGD people due 

to the lack of awareness related to diverse bodies (e.g. that a man may have a cervix), 

cancer being a ‘taboo’ subject and that cancer in this population was rarely encountered 

by HCWs. All of the participants saw the issue of cancer and the TGD community as 

concerning; however, for two participants, it did not seem to be prominent, with many 

other participants reflecting this in their comments on the lack of discussion about this 

amongst the community and services. 

 Awareness of the topic within the TGD community and HCWs were discussed. 

Both were seen to have low levels of awareness potentially influencing each other, as one 

nonbinary participant expressed, ‘if it’s not in the clinician’s consciousness, if they’re not 

warning people about it, then it probably wouldn’t be an issue that [TGD] people raise.’ 

Two participants talked about emerging awareness; ‘maybe there’s some growing 

awareness… but I think there’s still so much misunderstanding and probably more 

thinking that there’s more important issues to resolve first.’ Three participants talked 

about the inconsistency of awareness throughout the TGD community and that younger 

TGD people are less likely to discuss cancer. Generally, participants thought that it was 

not a top priority compared to other issues such as gender affirmation and social factors. 

 

Experiences of Cancer Care 

Participants described experiences of TGD people accessing cancer care, the majority of 

which related to screening. It was widely reported that TGD people have uncertainty and 

fear when accessing services, linked to previous and ongoing mistreatment. They do not 

have confidence they will receive sensitive and appropriate services. One participant 
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expressed the belief that HCWs do not have the same level of care for TGD people as for 

cisgender people.  

Underutilization of screening came up consistently. Half of participants identified 

dysphoria (disidentification/discomfort with gendered body parts) as a major barrier. 

TGD people may find it distressing to acknowledge or be touched near the chest and 

genitals. Similarly, there is reluctance to attend gendered services (e.g. gynaecology 

clinics). However, certain screenings may be affirming, as a trans participant expressed, 

‘trans women would probably go for an internal ultrasound because it’s engaging with 

their bodies how they identify’.  

Three participants raised pain during cervical and breast screening. One 

participant described how providers may be rough with TGD people during cervical 

screening:  

Rough procedures from clinicians that were obviously not too happy doing it, not 

comfortable in themselves, or maybe it was nerves that they’re not doing it as nicely, 

or maybe it’s just that reaction I get so many times when I have to go for tests or 

screening that I have mutilated my body, so everything’s just a bit more aggressive.  

 

Most participants thought it was unlikely that GPs would be initiating the appropriate 

screening for TGD people, partly due to misconceptions (e.g. ‘you don’t need a Pap if 

you’ve never had man-sex’). The gendering of most screening means that doctors may 

not offer ‘female’screening to men or ‘male’ screening to women. Less frequently, 

participants mentioned the difficulties associated with bowel cancer screening. One trans 

participant discussed colonoscopies:  

It’s down in that area where you cannot not be noticed that you’re trans… So that 

element, the magnitude of trust that you have to put in someone’s hands to go 

unconscious and wonder if you’re coming out the other end okay.  

 

Hormones and their relation to cancer risk were raised by three participants who 

expressed uncertainty about the level of risk due to the lack of research evidence, and one 

trans participant thought the TGD community would have high cancer rates due to 

tobacco use. 
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Barriers to Cancer Care 

Social Conditions 

A prominent topic for this theme was the experiences of adverse social conditions, 

including ongoing mistreatment in society and within healthcare. Specific areas 

highlighted included low socioeconomic status, underemployment, discrimination, 

familial rejection, social isolation and the resulting mental health problems for many in 

this community. Such things make the trans and gender diverse community particularly 

vulnerable and perpetuate a lack of access to appropriate healthcare, both through the 

barriers created by the social conditions and the distrust of services that individuals have. 

One trans participant said:  

I’ve seen and experienced that once you introduce pain or illness into being gender 

diverse and usually lower income, it actually means that they probably get below 

the threshold where they can even imagine taking on a service, or receiving medical 

assistance in any capacity at all.  

 

Other barriers mentioned by participants included concerns about privacy and having to 

‘out’ oneself. One trans participant discussed self-negation as a barrier:  

You live your life a certain way, you have habits of thoughts and behaviour… if 

you’ve lived a significant number of years actually attempting not to kill yourself 

every day, you’re much more comfortable with that idea, so you’re much more 

comfortable with self-harm, you’re much more ready to say ‘oh fuck it, I’m not 

going, that’ll just help me get out of here faster anyway’ – there’s almost a 

propensity to not [attend cancer screening].  

 

 

Interactions in Healthcare  

The most important issues relating to barriers were regarding the provision of care. 

Participants indicated that problems in the medical profession were widespread, starting 

in prevocational education. Language use was a major factor affecting doctor-patient 

relations; HCWs frequently misgendered or referred to TGD people inappropriately. 

Three participants posited that specialists’ communications were poorest. Participants 

cited lack of training on TGD issues as the root cause of poor care, but prejudiced doctors 
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were also common and others who felt confronted. Clinicians frequently asked the patient 

to explain TGD issues. Conversely, some clinicians ask no questions about patients’ 

genders or only ask people who appear identifiably TGD; therefore, many are unaware of 

patients’ needs. Generally, the medical profession was seen as sticking to the ‘traditional’ 

and not engaging with things that were ‘difficult’. Interpersonal issues extended to all 

HCWs, including ancillary staff. Anyone could be a source of discrimination; 

receptionists were mentioned by four participants as misgendering TGD people in waiting 

rooms. For five participants, hospitals offered the most inappropriate, insensitive 

treatment of TGD people. Hospital size was cited as an issue, as staff attitudes towards 

TGD individuals may vary widely. TGD people’s stressors accessing healthcare 

complicate their ability to be informed consumers.  

 

Healthcare Systems  

The system was consistently seen as being ill-equipped to provide appropriate care for 

TGD people, resulting in inequity across services. Participants thought the system was 

suppressing and denying the issue, preventing TGD people from voicing their concerns. 

Two cis participants described the impossible situation that arises when evidence is 

needed to change systems, yet systems needing change avoid collecting the relevant data. 

Another cis participant talked about the broad umbrella of ‘LGBTI people’, wherein 

diverse concerns are ‘diluted down’. One non-binary participant speculated that in cancer 

services, diversity issues may be ignored or forgotten because the seriousness of the 

disease is prioritized. Six participants mentioned scattered cancer services/initiatives that 

were TGD-inclusive (e.g. a breast-screening service that offers specific evenings for TGD 

people to attend mammography); however, this was invariably seen as not enough, 

particularly because of the size of the cancer care system.  
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Bureaucratic Elements as Barriers  

The bureaucratic elements of healthcare came up regularly. The lack of inclusion of TGD 

people in policies was raised; however, intake forms and databases were more 

problematic. Eight participants said most systems do not allow for meaningful collection 

of gender data and commonly ask for ‘next of kin’ (which is potentially distressing for 

TGD people experiencing familial rejection). TGD people were thus frequently 

misgendered and misnamed on registration forms, wristbands, discharge paperwork and 

death certificates. Health Promotion Finally, four participants said cancer organizations’ 

health promotion privileged heterosexual, cisgendered perspectives; one trans participant 

emotively described:  

I have sat in that hospital for hours in grief with him on life support... I can tell you 

I’ve read every page of every specialist brochure for cancer, just seeing if there was 

one line somewhere that said they knew I was there and there wasn’t, not in one of 

them.  

 

 

(Potential) Facilitating Factors to Access Cancer Care  

Moving forward, participants called for cultural change through education across 

services, inclusive policies and procedures. Participants thought that the collection of 

patient’s data also needed to be improved so that it accurately represents individuals. 

Misconceptions and prejudices need to be addressed with enhanced understanding of 

diverse genders and bodies. Partnerships with TGD advocacy organizations are also 

highly valuable, both to aid training and to promote services’ ‘trained’ status. Four TGD 

participants explained that unless a service’s training is promoted, TGD people have no 

way of knowing it occurred. Community referral was commonly discussed, with seven 

participants stressing the importance of trans and gender diverse people connecting to 

share welcoming and inclusive services.  

HCWs needed to increase sensitivity, appreciation of privacy, respect, 

trustworthiness, empathy and knowledge. Three participants wanted individual-centred 

care. A further three participants called for TGD people to be providing services, and two 
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thought that it would be helpful to have liaison officers. Participants stated that more 

research was needed to provide evidence to back up clinical decisions (e.g. related to 

hormone use during cancer treatment) and enhance understanding of TGD people’s 

unique experiences of cancer.  

Two participants argued health promotion should be less gendered, including 

representations of diverse genders. One non-binary participant emphasized the need for 

TGD-specific health promotional material. Three participants discussed empowerment 

approaches, and one stated that the approach is needed to change from the paternalistic, 

traditional medical establishment telling people what to do, to being more focused on 

change within services to meet the needs of all individuals.  

 

5.4 Discussion  

Overall informant interviews suggest low levels of awareness of cancer and the TGD 

population, for both HCWs and the TGD community. The TGD community broadly do 

not have health as a high priority because they have to dedicate time and energy to other 

important things that affect their wellbeing (i.e. gender affirmation, appropriate 

recognition, safe housing and income).  

The position of TGD people in healthcare has been described as invisible 

(Merryfeather & Bruce 2014). This erasure exists at both informational and institutional 

levels; often TGD people are left to remedy the situation themselves (e.g. by educating 

HCWs). Erasure and invisibility also affect healthcare funding and resource allocation 

and thus service accessibility (Ansara, 2016). Healthcare policies and practices emphasize 

the importance of cultural competency, yet this is rarely extended to TGD communities 

(Stroumsa, 2014). Although this literature is related to healthcare broadly, it is important 

to cancer care specifically, and the findings reported here support the need for enhanced 

visibility within cancer care to raise awareness and improved data collection methods 

(e.g. in cancer registries) to form an evidence base.  
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Extremely little is known about the psychosocial, lived experience of TGD people 

accessing cancer care. Whilst the participants were asked about cancer care in its entirety, 

responses centred largely on screening. This is likely because people are more likely to 

have accessed these personally. Informants predict an underutilization of and poor 

experiences in screening, aligning with international research on cervical and breast 

screening for TGD people (Gatos, 2018; Scheim & Bauer, 2013). TGD individual-level 

barriers to accessing services have been found elsewhere, for example, the fear they will 

not receive appropriate care due to previous mistreatment, concerns about confidentiality 

and dysphoria (Hyde et al., 2014; Jones et al., 2015). However, the barrier of gendered 

spaces is relatively unique to some areas of cancer care and may mean TGD people avoid 

attendance due to discomfort and privacy concerns.  

In this study, participants identified the main barriers to accessing cancer care as 

issues associated with interactions with HCWs and organizations and systems that do not 

support or recognize TGD individuals’ needs. HCWs were seen as lacking awareness 

through to being prejudiced, with significant problems in their use of language, supported 

by Australian health research (Hyde et al., 2014). International research has found that 

there is a lack of training on TGD issues for medical practitioners (Johnston & Shearer, 

2017). This research supports the need for education within cancer services.  

Improving access to healthcare for trans and gender diverse people is of 

international importance, as outlined in the Yogyakarta Principles on the Application of 

Human Rights Law in relation to Sexual Orientation and Gender Identity (O’Flaherty, 

2015). Australian research has offered recommendations on how to improve access to 

general healthcare: peer involvement, community consultation, training, intake forms 

with appropriate questions, enhanced availability of specialized services and patient-led 

approaches (Hyde et al., 2014; Jones et al., 2015). This research supports these for cancer 

care and adds that communication with the community is necessary to let them know 
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whether services are inclusive and that provisions of TGD liaison officers and TGD 

health promotional material could also improve access. Given the Australian context, 

findings may not be transferable to nations where TGD people lack discrimination 

protection (i.e. under the Sex Discrimination Act, it is unlawful to discriminate based on 

gender). This study is also limited by the small sample size. 

  

5.5 Conclusion  

The study reported here builds on previous TGD Australian health research to highlight 

specific issues related to cancer care. Currently, awareness levels are low both in the TGD 

community and health and cancer care. HCWs and organizations appear unequipped to 

sensitively and appropriately meet the population’s needs. Training and education, 

partnerships with TGD community organizations, inclusive policies, improved data 

collection on gender, health promotion targeting TGD people and further research on 

lived experience are necessary. Population-based research and registries should collect 

data on diverse genders, in order to provide useful frequencies around the epidemiology 

of TGD people diagnosed with cancer.  
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6. TRANScending Discrimination in Health & Cancer Care: A Study of Trans and 

Gender Diverse Australians 

This chapter presents the monograph TRANScending Discrimination in Health & Cancer 

Care: A Study of Trans and Gender Diverse Australians. This was the first publication to 

release results from the survey with a selection of quotes from the main interviews for 

additional context and aimed to address all three research questions. It included a preface 

by Sally Goldner AM (TGD community advocate and leader). The community was 

involved in reviewing the report before its release, and a round-table discussion was held 

with TGD community leaders, and cancer care service providers and researchers. The 

monograph was produced first on the basis of recommendations from the community 

reference group and key informant interviews. As the aim was to give the information 

back to the TGD community for advocacy use, a report launch was held at the Cancer 

Council Victoria offices hosted by the Rainbow Network and Cancer Council Victoria. 

Speakers at the launch included Brenda Appleton from Transgender Victoria and Todd 

Harper, CEO, Cancer Council Victoria. 

 The report details all of the results from the survey which had a sample size of 537 

– a considerable number given the population under study and specific topic area. 

Presented in the monograph is the quantitative data using frequencies for trans women, 

trans men and gender diverse people. A selection of qualitative answers are also 

summarised. The findings show the diversity of this population and the ongoing social 

marginalisation and stigmatisation that the TGD community experience. It demonstrates 

that there are wide-ranging problems for TGD individuals accessing health and cancer 

care, including bad experiences such as refusals of treatment and under-utilisation of 

screening. A series of twelve recommendations are presented at the end. 
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TRANScending Discrimination in Health and Cancer Care: A Study of Trans and 

Gender Diverse Australians 

Lucille Kerr, Christopher M. Fisher, and Tiffany Jones. 

 

6.0 Executive summary 

The Trans Health and Cancer Care Study was conducted in 2018-19 and involved 537 

trans and gender diverse (TGD) people from across Australia over the age of 18. Results 

of the study highlight ongoing challenges faced by TGD persons in Australia in their 

experiences of gender affirmation, accessing healthcare and their awareness and 

participation in cancer care. Overall, considerable work across practice, policy and 

research, remains for Australia to provide equitable experiences in health and cancer care 

for this community. 

The sample was young, with a particularly strong response from those aged 18-24 

(60.7%). There was a variety in pronoun usage, with 40.6% using they/them/theirs. 

Almost a third of the participants had experienced homelessness at some time, over a 

third experienced neurodiversity and a quarter disclosed a disability. Over half of 

participants were in the lowest income bracket ($0-$18,200), which is three times that 

found in the Australian population (Australian Tax Office, 2019). 

 

Experiences of Gender Affirmation 

There was much diversity in the experiences of gender affirmation. Key issues identified 

include limited ability to change identifying documentation, sourcing hormones from 
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somewhere other than a healthcare provider, high rates of disliking their body, limited 

access to medical gender affirmation, and high levels of discrimination. 

 Only one in ten participants reported that they have been able to change all of their 

documentation. 

 Almost one in ten trans women get hormones from sources other than a healthcare 

provider.  

 Over two thirds of the sample indicated that they had strong or moderate dislike 

for their bodies. 

 Of the participants desiring gender affirming care, 43.2% reported that at some 

time in the past year they had been unable to access this. 

 Only 8.8% of participants said they had not experienced any form of 

discrimination or abuse. 

 One in five participants had been physically assaulted. 

 Just over one a quarter had experienced sexual assault. 

 

Accessing Healthcare 

The physical and mental health of TGD Australians continues to be poorer than the 

general population. Accessing healthcare for our participants was highly problematic, 

with high levels of unmet healthcare needs, discomfort discussing their needs, feeling 

misunderstood, emergency department avoidance, barriers to care, numerous instances of 

poor treatment in the healthcare system and hesitancy to disclose their gender. 

 Only 3.4% of participants rated their health as excellent. 

 Kessler 6 scores indicated that over half of participants had significant levels of 

distress. 

 Almost half of participants reported a time in the last year that they needed 

healthcare but did not receive it. 
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 Most participants were either very uncomfortable or uncomfortable (81.3%) 

discussing their needs as a TGD person with a healthcare provider that they did 

not know.  

 Approximately a quarter of participants indicated that in the past year they did not 

have a health professional that had a good understanding of their healthcare needs 

and preferences.  

 One in four avoided attending the emergency department because they were TGD.  

 The most common barriers that sometimes or often stopped participants going to 

the doctor were too many other things to worry about (70.7%), inability to find a 

doctor they are comfortable with (68.9%), being too busy (59.6%) and fear of 

mistreatment (58.8%).  

 Almost a third had to educate their healthcare provider on TGD issues in the last 

year.  

 Almost a quarter have been refused gender affirming care. 

 One in five have been refused general healthcare.  

 Within a healthcare setting, 14.2% have been verbally harassed, 5.7% have 

experienced unwanted sexual contact and 2.3% have been physically attacked.  

 One in eight participants said that they never disclose their gender to healthcare 

workers. 

 

Cancer Care and Awareness 

Our findings in relation to cancer care show that many TGD Australians would delay 

seeking care if they had a cancer symptom, there is limited awareness likely due to 

awareness campaigns not reaching this community, healthcare providers are not having 

the relevant conversations and there is a resulting under-screening in this population. In 
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an open-ended question about desired cancer information, participants indicated that they 

most wanted to know more about TGD specific issues.  

 If they had a symptom they thought was a sign of cancer, one in six participants 

said they either would not make an appointment or would wait up to a year, and 

over a third said they would make an appointment within a month to a few 

months.  

 For many of the cancer awareness questions, there was a high rate of ‘I don’t 

know’ responses.  

 Most participants indicated that their healthcare provider had never talked to them 

about cancer (60.5%). 

 The reported rate of HPV vaccination for the age brackets were 47.0% in 18-24, 

52.2% in 25-34, 18.2% in 35-44, and for 45+ no one had received this vaccination. 

 Half of people with a cervix eligible for cervical screening never had a healthcare 

provider recommend this. 

 Over half of eligible people with a cervix had never had cervical screening.  

 Only 18.7% of eligible people with a cervix reported being regular screeners. 

 Of those who had cervical screening, over a quarter had received an abnormal 

result.  

 More than half of participants self-checked breast or chest tissue ‘never’ or 

‘rarely’.  

 The highest rated responses on what would help participants access cancer care 

were training of healthcare workers in TGD needs, welcoming services that 

specifically address TGD concerns, and cancer awareness campaigns specific to 

TGD people. 
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6.1 Introduction 

My feelings were all over the place when I was first diagnosed. I was like, ‘fuck!’ and 

I knew I wasn’t stage 4 and things like that, but at that time I was like, ‘fuck, I don’t 

know.’ I knew I’d get through it - I’ve been through worse I suppose. You just keep 

going through it, and you’re all by yourself because no one goes through it with you, 

you just have to go through it yourself. People can be around you when you go through 

cancer but they don’t go through it with you, it’s a very personal thing to have to deal 

with and understand… and in all honesty, my testicles had caused so many problems 

for me throughout my life, I should never have had them. 

- Trans woman, testicular cancer. 

 

I was eleven months old when I was diagnosed, so every moment in my life that I can 

remember has a connection to cancer… I would tell that experience to other children 

who were at school during show and tell, you have to share something about yourself, 

and this was just so normal to me, I’m like, ‘oh yeah, I had cancer,’ and everybody 

would gasp and suddenly, ‘are you okay?’ and ‘yeah, no I’m fine.’ So, I felt very other 

from them because they didn’t have that experience and I knew that I was very, very 

different in that kind of regard - which in a sense is a little bit intersectional to being 

trans. So yeah, it was isolating in the sense that I didn’t know how to approach, quote 

unquote, normal people, people who didn’t have connections with cancer, because it 

was always treated as something sad, and it is sad, but that was their entire sum of their 

perception. 

- Trans man, liver cancer. 

 

The Trans Health and Cancer Care Study was conducted to help address the gap in 

evidence that exists for trans and gender diverse people in health and cancer care, 

particularly within an Australian context. This survey builds on the findings from 

previous Australian research on trans and gender diverse health and wellbeing, which has 

highlighted issues related to marginalisation and discrimination, leading to poorer health 

and wellbeing in this community (Boza & Nicholson Perry, 2014; Couch et al., 2007; 

Hyde et al., 2014; Jones, del pozo de Bolger, Dune, Lykins, & Hawkes, 2015; Riggs & 

Due, 2013; Smith et al., 2014; Strauss et al., 2017). 

The invisibility of trans and gender diverse people in population-based research 

and registries means that this community is rarely considered in health and cancer policies 

or allocation of resources (Ansara, 2016; Burkhalter et al., 2016). Further to this, there is 

a paucity of literature that health professionals can refer to when seeking guidance on the 
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treatment and care issues for trans and gender diverse people throughout healthcare, but 

also specifically within cancer care and screening (Kerr & Jones, 2017). Limited research 

exists on the epidemiology of cancer in the trans and gender diverse community, and 

whilst there appears to be no increased risk from gender affirming hormones (McFarlane, 

Zajac, & Cheung, 2018), emerging evidence suggests specific patterns of cancer 

(Silverberg et al., 2017). Overall, health and cancer care workers continue to be under-

informed on the health and wellbeing needs of trans and gender diverse individuals, 

resulting in problems with service provision, hence the necessity for more attention 

directed to this group in research, policy and practice. 

This report details the results from an online survey for trans and gender diverse 

people on health and cancer care and contains a selection of quotes from qualitative 

interviews with trans and gender diverse people who have had cancer. Following the 

introduction, methodology is outlined, followed by a chapter on experiences of gender 

affirmation, including data on discrimination and community engagement. Sections 

detailing the findings in relation to accessing healthcare, and cancer care and awareness 

make up the central part of this report. Finally, the last chapters are on the conclusions 

and recommendations for practice. Trans and gender diverse community organisations 

were consulted regarding design, and key informant interviews were also conducted to 

guide the research. We hope that the result is a sensitive and accurate portrayal of trans 

and gender diverse individuals’ experiences within the area. There are particular 

difficulties associated with capturing diversity in quantitative research; individual 

experiences may not always be recognisable from the numbers, obscuring the diversity of 

lived experiences. Much care has been taken to be inclusive and representative while 

staying true to the story told by the aggregate data. 

The decision to use the umbrella term ‘trans and gender diverse’ was made based on 

community recommendation. This term is used to encompass transgender individuals and 
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all gender non-binary, non-conforming or diverse people. Whilst we recognise that trans 

women are women and trans men are men, for the purposes of this research and its’ aims 

to reach a broad audience, we will use the terms ‘trans women’ and ‘trans men’. The 

phrase ‘gender diverse’ is intended to capture the variety of other identities of our survey 

participants, including genderqueer, non-binary, genderfluid, agender, butch woman, 

demigirl/demiboy, auti- or neuro-gender, third gender, and more. 

 

6.2 Methodology, survey instrument & sample 

Methodology 

This study used principles found in community-based participatory research (Adams et 

al., 2017; Gehlert & Coleman, 2010; Hacker, 2017). This meant that the community was 

consulted and involved in important decisions, including the survey design and writing up 

the report. Survey questions were included or left out based on recommendations and use 

of language has been carefully attended to. Additionally, prior to starting this research, a 

key informant interview study (HEC18034) was conducted with trans and gender diverse 

community members and professionals/academics that had relevant knowledge to guide 

development of the survey. 

 

Survey Instrument 

The survey was an anonymous questionnaire provided in a secure online format. 

Questions were informed by the community reference group, the 2016 Australian Census, 

the ABS Survey of Health Care, the Canadian study Trans PULSE (Bauer & Scheim, 

2015), the 2015 U.S. Transgender Survey (James et al., 2016), and the Cancer Awareness 

Measure (Stubbings et al., 2009). The survey began with general demographic and ‘about 

you’ questions, followed by a series of questions on healthcare and experiences in this 

area, then sections on gender affirmation, cancer care and experiences, and finally more 

‘about you’ questions. There were options throughout the survey at various points for 
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participants to write text responses, and many participants chose to do this. Almost all 

questions contained a ‘prefer not to answer’ response. 

 

Sampling Method 

This sample is a convenience sample obtained through online Facebook advertising. 

Trans and gender diverse people and organisations also shared the post amongst the 

community, generating a snowball sample. Participants were asked at the end of the 

survey how they heard about it (Figure 6.1), with almost half of participants indicating it 

was through Facebook, one fifth through Instagram (an area of Facebook advertising), 

one tenth through Tumblr, and 9.0% through Reddit. Drawing on this data, snowball 

sampling accounts for at least 30.8% of the sample. 

 

Figure 6.1: Could you please tell us how you heard about this survey? 

 

 

Ethics 

Much effort and time was devoted to designing and conducting this research in an ethical 

manner, placing emphasis on community consultation to ensure that the study was 

sensitive to TGD people’s needs. The study received ethics approval from La Trobe 

University’s Human Research Ethics Committee (HEC18341). 
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Survey Administration 

The survey was launched with advertising on the 5th of September 2018, and the final 

completed response was recorded on the 21st of January 2019. Facebook advertising 

contained a link to the Qualtrics website where the survey was hosted (Figure 6.2). 

 

Figure 6.2: Facebook Advertising. 

 

 

The Participant Information Statement began the survey, describing the survey 

purpose, what participants would be asked to do, and benefits of participation. For any 

participants that did not agree to participate, they were re-directed to a page that thanked 

them for their time. For participants that did agree to participate, they went straight to the 

first section of the survey, ‘about you’. Participants were directed to cancer screening 
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questions (cervical, breast, and prostate) based on what body organs they said that they 

had. Average completion time was approximately 22 minutes. 

An information sheet about cancer signs/symptoms and screening for trans and 

gender diverse people was available for download at the end of the survey. Additionally, 

at the end of the survey was the option for people to give their email address for an 

interview if they had been diagnosed with cancer. 

 

Data Management and Analysis 

Survey responses were automatically saved on completion or timing out. A total of 854 

surveys were saved, roughly one third of which were incomplete surveys. Data cleaning 

removed 21 responses which were illegitimate (mischievous responders), leaving 537 

participants. Data analysis in this report is descriptive of trans women, trans men and 

gender diverse participants. SPSS was used to analyse the data. 

 

Demographics of the Sample 

The total sample size of the survey was 537. There was a wide variety in participant’s 

gender, including many of participants’ own terms as entered into a provided text box 

(Table 6.1). Agender was the most frequent response to ‘something else’, used by 11 

participants (2.0%). Gender responses had to be simplified for analysis, so three groups 

were created – trans woman, trans man, and gender diverse (Table 6.2). Gender diverse 

people made up the largest portion of the group (44.3%), followed by trans men (33.0%) 

and trans women (22.7%). People who were assigned female at birth were more likely to 

respond to the survey (70.9%) compared to people who were assigned male at birth 

(26.6%) (Table 6.3). The sample was young overall, with 60.7% being aged between 18-

24, and 20.5% between 25-34. (Figure 6.3). 

 



 

162 
 

Table 6.1: What is your gender? 

  n % 

 Woman 31 5.8 

Man 26 4.8 

Trans Woman 90 16.8 

Trans Man 146 27.2 

Brotherboy 1 0.2 

Genderqueer 32 6.0 

Non-binary 142 26.4 

Gender-fluid 29 5.4 

Something else 40 7.4 

Total 537 100.0 

 

Table 6.2: Gender simplified to three groups. 

 n        % 

 Trans Woman 122 22.7 

Trans Man 177 33.0 

Gender Diverse 238 44.3 

Total 537 100.0 

 

Table 6.3: Sex assigned at birth. 

 

 

 

 

 

 

 n % 

Female 381 70.9 

Male 143 26.6 

Prefer not to answer 13 2.4 

 Total 537 100.0 
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Figure 6.3: Age brackets. 

 

 

I only realised I was non-binary about three or four years ago, but it was one of 

those things that when I found the word I was like, ‘this is how I’ve been all my life 

and I just haven’t had access to the vocabulary for it,’ because when I was younger 

I thought I was binary trans, that I would be going towards becoming a man, and 

I’m like, no, that’s not quite right either. 

- Non-binary person, hereditary paraganglioma-pheochromocytoma syndrome. 

 

All states and territories were represented, with Victoria slightly over-represented. 

New South Wales and Western Australia were somewhat under-represented while all 

other states and territories were similar when compared with 2016 Census data (Figure 

6.4) (Australian Bureau of Statistics, 2018). Most respondents lived in major cities 

(76.6%), followed by inner regional areas (18.7%). Outer regional, remote, and very 

remote combined to make up 4.7% of the sample (Figure 6.5). In the general Australian 

population, 71% live in major cities, followed by 18% in inner regional, 8.6% outer 

regional and 2.1% in remote/very remote areas – the sample in this study was less likely 

to live in outer regional and remote/very remote areas, and more likely to live in major 

cities (Australian Institute of Health and Welfare, 2018a). 
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Figure 6.4: State/Territory. 

 

Figure 6.5: ABS Remoteness Rating by postcode. 

 

Participants were asked a series of ‘about you’ questions both at the start and the 

end of the survey (some of the following tables contain fewer participant responses as a 

result of not every participant fully completing the survey). Most of the questions 

contained a ‘prefer not to answer’ option, and these have not been included in the 

frequency tables below. Table 6.4 shows which pronouns participants indicated that they 
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used, with a quarter opting to click multiple responses, and a large proportion making use 

of the pronouns ‘they/them/theirs’ (40.6%). 

 

Table 6.4: What pronouns do you use, if any? (Multiple response answer). 

 n % 

She/Her/Hers  180 33.5 

He/Him/His 227 42.3 

They/Them/Theirs 218 40.6 

Zie/Hir/Hirs 6 1.1 

I don't use pronouns 15 2.8 

I don't mind 72 13.4 

Multiple 140 26.1 

 

Participants described their current relationship and marital status (Figures 6.6-6.7); 

around half of the sample were single, most of whom were not dating. Being in a 

relationship was also common, with 24.8% living together, 20.6% living apart, and 3.4% 

in a polyamorous relationship. Three quarters of participants were never married, with 

10.1% in a de facto relationship and 6.8% married – comparatively, the 2016 Census 

found 10.4% of Australians in a de facto relationship, and 48.1% married (Australian 

Bureau of Statistics, 2018). 
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Figure 6.6: Relationship status. 

 

Figure 6.7: Marital status. 

 

Individual incomes were low, with 57.6% indicating that they were in the lowest bracket 

(Figure 6.8), which is higher than has been found in previous Australian research on TGD 

people (45.1%), however, this may be partly a result of the young sample and high 

proportion of students (Hyde et al., 2014). Data from the 2016-17 financial year show that 

19.1% of Australians were in this bracket (Australian Tax Office, 2019). 
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Figure 6.8: Individual income before tax. 

 

 

I had to change my passports and everything… and basically they just weren’t having 

it, so I got sacked. I was no more stupider or smarter about my job, but they treated it 

like I had brain surgery. 

- Trans man, lung cancer and lymphoma. 

 

Education levels were high compared with 2016 Census data, with 30.0% having a 

Bachelor’s degree or above (22% in the Census) (see Table 6.5) (Australian Bureau of 

Statistics, 2018). Around one in ten participants did not complete high school (9.4%). 
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Table 6.5: What is your highest level of education completed? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Did not complete 

high school 
9 7.4 12 7.0 28 12.1 49 9.4 

Completed high 

school 
33 27.3 65 38.0 81 34.9 179 34.2 

Certificate I-IV 16 13.2 24 14.0 27 11.6 68 12.8 

TAFE/trade school 9 7.4 9 5.3 11 4.7 29 5.5 

Diploma/Associate 

degree 
12 9.9 18 10.5 13 5.6 43 8.2 

Bachelor’s degree 30 24.8 27 15.8 54 23.3 111 21.2 

Graduate 

certificate 
5 4.1 4 2.3 6 2.6 15 2.9 

Master’s degree 5 4.1 12 7.0 8 3.4 25 4.8 

Doctoral degree 2 1.7 0 0.0 4 1.7 6 1.1 

Total 121 100.0 171 100.0 232 100.0 524 100.0 

 

The most common living arrangement was with family (44.3%), with a relatively low 

level of living alone (12.3% compared with 2016 Census data of 24.4%) – previous 

Australian research found that 22.7% of TGD people lived alone (Table 6.6) (Australian 

Bureau of Statistics, 2018; Hyde et al., 2014). Approximately one fifth lived with their 

partner/s and another one in five lived with people who are unrelated to them. 
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Table 6.6: What is your current living arrangement? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Alone 22 18.0 20 11.5 23 9.8 65 12.3 

With my partner/s 27 22.1 37 21.3 51 21.8 115 21.7 

With family not 

dependent on me 
38 31.1 72 41.4 91 38.9 201 37.9 

With family 

dependent on me 
12 9.8 10 5.7 12 5.1 34 6.4 

With people who 

are unrelated 
23 18.9 35 20.1 57 24.4 115 21.7 

Total 122 100.0 174 100.0 234 100.0 530 100.0 

 

Table 6.7 shows participants who had been diagnosed with an intersex variation. 

Only 0.5% indicated that this was the case. 

 

Table 6.7: Have you been medically diagnosed with an intersex variation? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 0 0.0 2 1.4 0 0.0 2 0.5 

Total 100 100.0 140 100.0 181 100.0 421 100.0 

 

Participants described their sexuality in a number of ways, with the option to tick 

more than one box. The most common responses were pansexual (35.4%), bisexual 

(30.4%), and asexual (21.0%). Both pansexuality and asexuality were more common in 

this sample than in previous Australian research with TGD people (Riggs & Due, 2013). 
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Table 6.8: How would you describe your sexuality? (Multiple response answer). 

 n % 

Heterosexual 40 9.4 

Gay 61 14.4 

Bisexual 129 30.4 

Lesbian 61 14.4 

Pansexual 150 35.4 

Queer 44 10.4 

Asexual 89 21.0 

 

I was always a lesbian, I’d never had sex with men. I actually changed my 

orientation after the cancer because women weren’t interested in me anymore… I 

think I’m a bit pansexual or demisexual or whatever they call it, because I’m really 

attracted to people’s personalities more than their physical form, so I never had a 

type of woman or a preferred skin colour, hair colour, racial characteristics, body 

shape – I always just like the person and found them attractive because I liked them. 

- Trans woman, prostate cancer. 

 

Participants also indicated the terms that best described their gender expression 

and were able to tick more than one box (Table 6.9). There was a wide variety in gender 

presentation; many participants chose to tick more than one box. 

 

Table 6.9: How would you describe your gender expression? (Multiple response answer). 

 n % 

 Feminine 137 32.3 

 Masculine 197 46.5 

 Non-binary 158 37.3 

 Androgynous 142 33.5 

 Genderqueer 81 19.1 

 Femme 54 12.7 

 Butch 43 10.1 

 Total 424 100.0 
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The sample included 26 Aboriginal or Torres Strait Islanders (6.3%) (Table 6.10). 

This is a higher percentage than is found in the general Australian population (3.3%) 

(Australian Institute of Health and Welfare, 2018a). 

 

Table 6.10: Are you Aboriginal or Torres Strait Islander? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 7 7.1 5 3.6 14 7.9 26 6.3 

Total 98 100.0 139 100.0 178 100.0 415 100.0 

 

One in eight participants were not born in Australia. Approximately one in twelve 

speak a language other than English at home (Tables 6.11-6.12). 

 

Table 6.11: Were you born in Australia? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 14 14.0 18 12.9 20 10.9 52 12.3 

Total 100 100.0 140 100.0 183 100.0 423 100.0 

 

Table 6.12: Do you speak a language other than English at home? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 6 6.0 13 9.2 15 8.3 34 8.1 

Total 100 100.0 141 100.0 180 100.0 421 100.0 

 

Over half the participants indicated that they were non-religious (54.7%), almost 

twice that found in the general Australian population (Australian Bureau of Statistics, 

2018); 20.1% of the participants were agnostic and 7.6% pagan (Table 6.13). The trend to 
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agnosticism distinguished these participants from other studies on trans Australians (of 

whom 86% were non-religious) (Jones et al., 2015). 

 

Table 6.13: What are your religious/spiritual views? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Agnostic 15 15.6 29 21.2 38 21.7 82 20.1 

Buddhist 1 1.0 1 0.7 2 1.1 4 1.0 

Catholic 3 3.1 2 1.5 4 2.3 9 2.2 

Islam 0 0.0 0 0.0 2 1.1 2 0.5 

Judaism 0 0.0 4 2.9 5 2.9 9 2.2 

No religion 56 58.3 79 57.7 88 50.3 223 54.7 

Other Christian 

denominations 
3 3.1 2 1.4% 5 2.9 10 2.4 

Pagan religion 9 9.4 7 5.1 15 8.6 31 7.6 

Something else 9 9.4 13 9.5 16 9.19 38 9.3 

Total 96 100.0 137 100.0 175 100.0 408 100.0 

 

Almost a third (31.3%) of participants had experienced homelessness at some 

point, which is consistent with U.S. research (James et al. 2016). Homelessness was most 

likely to be reported by gender diverse participants (Figure 9). 

 

Figure 6.9: Homelessness. 
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Participants were asked if they would like to disclose any areas of neurodiversity 

or disability, and in both cases given a text box to provide further description. In terms of 

neurodiversity, 38.0% responded yes, with autism and ADHD being common responses. 

A quarter of people (25.8%) disclosed a disability, with mental illness occurring 

frequently, but also physical disabilities such as chronic pain, hearing impairment and 

fibromyalgia. As a comparison, an estimated 18% of Australians have a disability 

(Australian Institute of Health and Welfare, 2018a). 

 

Table 6.14: Would you like to disclose any areas of neurodiversity? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 30 30.9 46 34.6 76 44.7 152 38.0 

Total 97 100.0 133 100.0 170 100.0 400 100.0 

 

Table 6.15: Would you like to disclose any areas of disability? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 15 15.5 27 20.0 61 36.3 103 25.8 

Total 97 100.0 135 100.0 168 100.0 400 100.0 

 

Many participants were students. Almost half were currently studying (44.4%) 

(Table 6.16). 

Table 6.16: Are you currently studying? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 74 74.7% 63 45.3% 96 53.0% 233 55.6% 

Yes – full time 16 16.2% 61 43.9% 53 29.3% 130 31.0% 

Yes – part time 9 9.1% 15 10.8% 32 17.7% 56 13.4% 

Total 99 100.0% 139 100.0% 181 100.0% 419 100.0% 
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Limitations of the Survey 

There were several limitations to the survey. These included the wholly online nature of 

the survey, that the sample is one of convenience, participants self-selected to participate, 

and the advertising may have been directed at trans and gender diverse people who are 

more open about their identity online. This means that it is likely the sample is missing 

people who do not access the internet (particularly Facebook, but advertising and 

promotion of the study was circulated elsewhere online, on radio and in the receptions of 

organisations), may contain a relatively high proportion of ‘out’ people who engage with 

the TGD community regularly, and also may have a relatively high level of people who 

have had issues with health and/or cancer care (as they may have been more likely to see 

the study as relevant to them and thus to take part). Another limitation to the survey is the 

young sample which means that certain cancer screening may not be relevant to them. 

 

6.3 Experiences of gender affirmation 

I had to battle the institution, I was put through therapies, I did two religious 

conversion therapies, state government, unofficial conversion therapy which is a lot of 

sitting on men’s knees, and stuff like that… You had to report to psychiatrists every 

week, you had to do what they said… The women got social workers and all that, but 

we got nothing, well, I got nothing because there was no ‘we’ about it, there was only 

me and the women, and what they did was whatever they did for the women, they 

reversed it for me. So, I wasn’t allowed to have earrings. Well, all my peers had 

earrings, so I was forever chucking an earring in and out. It was what the psychiatrists 

thought a man was, and that had to be projected onto me and I had to live it. 

- Trans man, lung cancer and lymphoma. 

 

I can pretty much guarantee there’s no statistics on how many trans girls seek medical 

aid for erectile dysfunction, and if there is I’ve never heard of them, but I expect it 

wouldn’t be that high because they’re all told at commencement of HRT that you’re 

going to lose your erections more than likely… Younger trans girls, some of them 

don’t, that’s not always the case, and some girls have dysphoria, but that was just an 

immediate assumption on [the doctor’s] part that I’m a trans woman, so I must hate 

my penis and want to chop it off, and that’s just not the case at all. 

- Trans woman, prostate cancer. 

Participants were asked a series of questions on gender affirmation and care. The first 

question in this section was on changing documentation. The most common response was 
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‘no, but I plan to in future’ (37.4%), followed by ‘yes, I have been able to change some 

but unable to change others’ (22.9%), and ‘no, I have been unable to’ (15.6%). Around 

one in eight participants stated that they did not want to change their documentation, with 

this being considerably higher amongst gender diverse participants (29.6%) and very low 

amongst trans women (2.5%) and trans men (1.1%). Overall, one in ten have been able to 

change all of their documentation, with trans women being most likely to (22.3%), 

followed by trans men (11.9%), and gender diverse people to have done this at a low rate 

(2.7%). Previous Australian research has found that 21.1% have been able to change all 

their documentation, 30% of Canadian TGD people have been able to change all of their 

documents, and in the U.S. this drops to 11% (Bauer & Scheim, 2015; Hyde et al., 2014; 

James et al., 2016). 

 

Figure 6.10: Changing documentation.

 

Just under half of the sample were currently on hormones, with 46.7% indicating 

that they had never taken hormones (Figure 6.11). Gender diverse people were most 

likely to report never taking hormones (74.0%). In 2007, TranZnation found that 73% of 

their participants had ever used hormones, and in 2014 it was reported in a trans mental 
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health study that 59.8% of their participants were currently using hormones (Couch et al., 

2007; Hyde et al., 2014). The lower hormone use in the current study is likely related to 

the high proportion of gender diverse and younger participants – 76.9% of trans women 

and 62.1% of trans men indicated that they were currently using hormones. 

 

Figure 6.11: Hormone Use. 

 

 

Respondents who indicated they were currently or had previously taken hormones 

were then asked which hormones they had taken. The most common responses to this 

were testosterone (57.1%), oestrogen/estradiol (39.0%), spironolactone (21.3%), 

progestin/progesterone (16.0%) and cyproterone acetate (15.6%) (Table 6.17). In terms of 

gender differences: 65.9% of trans men had taken testosterone; and for trans women, 

81.8% had taken oestrogen/estradiol, 44.6% spironolactone, 33.9% cyproterone acetate, 

and 26.4% progestin/progesterone. Only trans men had taken puberty blockers (5.1% of 

trans men), and gender diverse people reported that they had taken all of the hormones 

except puberty blockers, showing a diversity in the ways that hormones can help to affirm 

their genders. Only one person did not know what hormones they had taken (0.4%). 
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Table 6.17: Please indicate which hormones you take or have taken.* 

 n % 

Oestrogen/estradiol 110 39.0 

Testosterone 161 57.1 

Spironolactone  60 21.3 

Cyproterone acetate 44 15.6 

Progestin/progesterone 45 16.0 

Puberty blockers 9 3.2 

I don't know 1 0.4 

*Percentages based on participants who are taking or have taken hormones (n=282). 

 

Respondents who take or had taken hormones were also asked what form the 

hormones were in. Injections (53.9%) was the most common response, followed by 

pills/tablets (41.5%) and cream/gel (18.1%). There were specific gender differences to the 

form of hormones: trans women made up 83.8% of people who take/had taken 

pills/tablets and 96.0% of people who used patches. Trans men made up 68.4% of people 

who reported injections, and 47.1% of people who used cream/gel. 

 

Table 6.18: What form are or were these hormones in?* 

 n % 

 Pills/tablets 117 41.5 

 Patches 25 8.9 

 Injections 152 53.9 

 Cream/gel 51 18.1 

*Percentages based on participants who are taking or have taken hormones (n=282). 

 

Participants who indicated taking hormones were then asked at what age they first 

started. Young adulthood was the most common time: 54.3% started between the ages of 

18-24, and 23.0% between the ages 25-34. Only a very small minority began hormones in 

early adolescence (ages 12-17, 1.5%). 
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Figure 6.12: Age when started hormones. 

 

 

Participants currently taking hormones were asked where they obtained their 

hormones from, with the vast majority responding that they only got their hormones from 

a healthcare provider (95.7%). Trans women were more likely to report getting hormones 

elsewhere (9.4%) (Table 6.18). 

 

Table 6.19: Where do you currently get your hormones? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Only from a healthcare 

provider 
87 90.6 112 99.1 48 98.0 247 95.7 

Healthcare provider and 

friends, online or other 

sources 

6 6.3 1 0.9 1 2.0 8 3.1 

Only from friends, online, 

or other sources 
3 3.1 0 0.0 0 0.0 3 1.2 

Total 96 100.0 113 100.0 49 100.0% 258 100.0% 

 

Rates of surgery were low; three quarters of participants reported not having had 

any surgery, likely due to the sample being generally young (Table 6.20). Previously, 

TranZnation reported that 39.1% of their participants had surgery, whereas in this survey 
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27.3% of trans women, 28.4% of trans men and 14.1% of gender diverse people had some 

form of surgery. Common surgeries for different genders included: mastectomy in trans 

men (23.9%) (similar to findings in TranZnation) and gender diverse people who were 

assigned female at birth (8.6%); orchidectomy (20.7%) and vaginoplasty for trans women 

(17.4%). Only 6.8% of trans men reported hysterectomies, which is lower than previously 

found in TranZnation (17.7%) (Couch et al., 2007). Two trans men reported they had 

phalloplasty (1.1% of trans men) and one trans man had had metoidioplasty (0.6% of 

trans men), which is unsurprising given the inaccessibility of these procedures in 

Australia, and is consistent with other studies (GLBTI Health and Wellbeing Ministerial 

Advisory Committee, 2014). Participants were given the option to enter in another 

surgery they had for gender affirmation, with facial feminisation reported by 8 trans 

women (6.6% of trans women) and tracheal shave by 3 (2.5%). Other surgeries entered 

into this text box include endometrial ablation, breast reduction, hair transplants and body 

sculpting. 

 

Table 6.20: Never had surgery. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Never had surgery 88 72.7 126 71.6 195 85.9 409 78.1 

Total 121 100.0 176 100.0 227 100.0 524 100.0 

 

Table 6.21: Mastectomy (people assigned female at birth). 

 
Trans Man Gender Diverse Total 

n % n % n % 

Mastectomy 42 23.9 18 8.6 60 15.9 

Total 176 100.0 209 100.0 385 100.0 
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Table 6.22: Chest reconstruction (people assigned female at birth). 

 
Trans Man Gender Diverse Total 

n % n % n % 

Chest reconstruction 15 8.5 5 2.4 20 5.2 

Total 176 100.0 209 100.0 385 100.0 

 

Table 6.23: Hysterectomy (people assigned female at birth). 

 
Trans Man Gender Diverse Total 

n % n % n % 

Hysterectomy 12 6.8 3 1.4 15 3.9 

Total 176 100.0 209 100.0 385 100.0 

 

Table 6.24: Bilateral oophorectomy (people assigned female at birth). 

 
Trans Man Gender Diverse Total 

n % n % n % 

Bilateral 

oophorectomy 
14 8.0 1 0.5 15 3.9 

Total 176 100.0 209 100.0 385 100.0 

 

Table 6.25: Orchidectomy (people assigned male at birth). 

 
Trans Woman Gender Diverse Total 

n % n % n % 

Orchidectomy 25 20.7 2 11.1 27 19.4 

Total 121 100.0 18 100.0 139 100.0 

 

Table 6.26: Trans women surgeries.* 

 n % 

 Breast implants 13 10.7 

 Vaginoplasty 21 17.4 

*Percentages based on total n=121. 
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Participants were asked whether they had ever practiced chest binding, tucking of 

testicles or had silicone injections. Chest binding was very common amongst trans men 

(94.3%) and gender diverse people (75.8%) (Table 6.27). Chest binding was also 

practiced by a few trans women, who explained in their comments this was due to having 

unaccepting partners. Tucking of testicles was common amongst trans women (69.4%) 

and gender diverse people who were assigned male at birth (50.0%) (Table 6.28). Very 

few participants had silicone injections (n=4, 0.7%). Participants were also given the 

option to enter in text anything else they practiced that they thought might be relevant. 

Some of the answers to this included disordered eating, clitoral pumping/stretching, 

packing (which may cause excessive sweating and skin irritations in the area), and self-

harming dysphoria. 

 

Table 6.27: Chest binding. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Chest binding 3 2.8 166 94.3 172 75.8 341 65.1 

Total 121 100.0 176 100.0 227 100.0 524 100.0 

 

Table 6.28: Tucking of testicles.* 

 
Trans Woman Gender Diverse Total 

n % n % n % 

Tucking of testicles 84 69.4 9 50.0 93 66.9 

Total 121 100.0 18 100.0 139 100.0 

*Percentages based on participants who indicated that they were assigned male at birth. 

 

Over half of participants indicated that they had seen a doctor for their gender 

affirmation during the last year. Around a quarter had not (27.5%) and around one sixth 

indicated that they do not need a doctor to affirm their gender (15.9%) (Figure 6.13). 
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Figure 6.13: Seen a doctor for gender affirmation in the last year. 

 

Of the participants who had seen a doctor for their gender affirmation in the last 

year, 57.8% had seen them 2-5 times. Additionally, 22.9% had seen them 6-11 times, 

12.6% had seen them once, and 6.6% had seen them more than 12 times (Table 6.29). 

 

Table 6.29: You indicated that you have seen a doctor for gender affirmation – how many 

times in the last 12 months have you done this? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Once 12 12.8 16 11.7 10 14.3 38 12.6 

2-5 times 51 54.3 83 60.6 40 57.1 174 57.8 

6-11 times 26 27.7 26 19.0 17 24.3 69 22.9 

12+ times 5 5.3 12 8.8 3 4.3 20 6.6 

Total 94 100.0 137 100.0 70 100.0 301 100.0 

 

Participants who reported seeing a doctor for their gender affirmation in the last 

year were asked whether their usual general practitioner or healthcare provider (GP/HCP) 

seemed informed about their gender affirming care after their last visit. The most 

common responses to this was that their usual GP/HCP was the one who provided the 
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care (37.0%), and yes (28.3%). Approximately one out of eight participants said that their 

usual GP/HCP was not informed, and a further one out of eight said that their usual 

GP/HCP did not know until they told them (Table 6.30). 

 

Table 6.30: After the last time you saw a doctor for your gender affirmation, did your 

usual GP or healthcare provider seem informed about your gender affirming care? 

 n % 

 

No 36 12.1 

Yes 84 28.3 

I don't know 26 8.8 

My usual GP or healthcare provider was the one who 

provided gender affirming care. 
110 37.0 

They didn't know until I told them 34 11.4 

I don't have a usual GP or healthcare provider 7 2.4 

Total 297 100.0 

 

Participants were asked if there was a time in the last 12 months that they had 

needed to access a doctor specialising in gender affirming care but had been unable to do 

so. Overall, one third indicated that this was the case, and almost one fifth (19.6%) 

indicated that they did not need to access gender affirming care (Figure 6.14). This means 

that upon recalculating the percentage, leaving out those that did not need to access 

gender affirming care, 43.2% were unable to access a doctor that specialises in gender 

affirming care when they needed to. 
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Figure 6.14: Unable to access gender affirming care. 

 

Participants were asked the furthest distance ever, and most recently, they had 

travelled for their gender affirming care (Tables 6.31-6.32). The most common responses 

were within their city/town and driving to another city. However, one in ten reported that 

they had flown to another city/state. One in ten trans women had flown to another 

country. 
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Table 6.31: Whilst living in Australia, what is the furthest distance you have ever 

travelled for gender affirming care? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Within my city or 

town 
52 47.7 63 42.6 58 62.4 173 49.4 

Driving to 

another city 
36 33.0 65 43.9 26 28.0 127 36.3 

Flying to another 

city or state 
9 8.3 19 12.8 8 8.6 36 10.3 

Flying to another 

country 
12 11.0 1 0.7 1 1.1 14 4.0 

Total 109 100.0 148 100.0 93 100.0 350 100.0 

 

Table 6.32: Whilst living in Australia, what is the furthest distance you have travelled 

most recently for gender affirming care? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Within my city or 

town 
72 66.7 82 55.4 67 73.6 221 63.7 

Driving to 

another city 
26 24.1 62 41.9 20 22.0 108 31.1 

Flying to another 

city or state 
7 6.5 4 2.7 4 4.4 15 4.3 

Flying to another 

country 
3 2.8 0 0.0 0 0.0 3 0.9 

Total 108 100.0 148 100.0 91 100.0 347 100.0 

 

Table 6.33 shows the rates of people who have experienced various types of 

discrimination or assault. A large majority had experienced at least one type of 

discrimination or assault, with only 8.8% indicating they had not experienced any type. 
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The most commonly experienced were silent harassment (84.7%), verbal harassment 

(71.1%), sexual harassment (43.2%), and physical intimidation and threats (37.1%). One 

in five participants had been physical assaulted, consistent with previous Australian 

research, and one in four have been sexually assaulted, which is considerably higher than 

previously reported (10% in TranZnation) (Couch et al., 2007). 

 

Table 6.33 Have you ever experienced the following because of your gender expression?* 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Silent harassment 98 82.4 157 89.2 200 85.8 455 84.7 

Verbal 

harassment 
76 63.9 129 73.3 177 76.0 382 71.1 

Physical 

intimidation and 

threats 

36 30.3 71 40.3 92 39.5 199 37.1 

Physical violence 19 16.0 36 20.5 50 21.5 105 19.6 

Sexual 

harassment 
45 37.8 63 35.8 124 53.2 232 43.2. 

Sexual assault 30 25.2 47 26.7 78 33.5 155 28.9 

None 15 12.6 13 7.4 19 8.2 47 8.8 

*Percent out of 528 participants, missing 9 who indicated ‘prefer not to answer’. 

 

Participants who had indicated that they had experienced the above types of 

harassment and assault were then asked whether they had experienced this in the last year 

(Tables 6.34-6.39). Silent, verbal and sexual harassment were more likely to have been 

experienced recently. 
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Table 6.34: You indicated that you have experienced silent harassment - have you 

experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 86 87.8 128 81.5 180 90.0 394 86.6 

Total 98 100.0 157 100.0 200 100.0 455 100.0 

 

Table 6.35: You indicated that you have experienced verbal harassment - have you 

experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 55 72.4 90 69.8 138 78.0 283 74.1 

Total 76 100.0 129 100.0 177 100.0 382 100.0 

 

Table 6.36 You indicated that you have experienced physical intimidation and threats - 

have you experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 17 47.2 27 38.0 54 58.7 98 49.2 

Total 36 100.0 71 100.0 92 100.0 199 100.0 

 

Table 6.37: You indicated that you have experienced physical violence - have you 

experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 5 26.3 12 33.3 19 38.0 36 34.3 

Total 19 100.0 36 100.0 50 100.0 105 100.0 
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Table 6.38: You indicated that you have experienced sexual harassment - have you 

experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 31 68.9 34 54.0 69 55.6 134 57.8 

Total 45 100.0 63 100.0 124 100.0 124 100.0 

 

Table 6.39: You indicated that you have experienced sexual assault - have you 

experienced this in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 11 36.7 18 38.3 21 26.9 50 32.3 

Total 30 100.0 47 100.0 78 100.0 155 100.0 

 

Table 6.40 shows the number of types of discrimination experienced. Participants had 

most commonly experienced two types (25.5%), but the majority had experienced more, 

and one in eight participants had experienced all forms of harassment and assault. 

 

Table 6.40: Number of types of discrimination experienced. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

1 25 24.0 29 17.7 29 13.5 83 17.2 

2 30 28.8 41 25.0 52 24.2 123 25.5 

3 14 13.5 32 19.5 39 18.1 85 17.6 

4 11 10.6 31 18.9 35 16.3 77 15.9 

5 11 10.6 14 8.5 29 13.5 54 11.2 

6 13 12.5 17 10.4 31 14.4 61 12.6 

Total 104 100.0 164 100.0 215 100.0 483 100.0 
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Participants were asked how strongly they liked or disliked their body. Most either 

moderately (37.2%) or strongly (31.9%) disliked their body (Figure 6.15). 

 

Figure 6.15: Like for body. 

 

Participants were asked how often they thought that other people were able to identify 

them as trans or gender diverse. The most common response was sometimes (31.8%), 

followed by rarely (21.1%) and most of the time (18.2%). Only 3.8% of participants 

thought that other people could always tell that they were trans or gender diverse based on 

presentation. Trans men were the most likely to respond never (24.1%). 

 

Figure 6.16: How often do other people identify you as trans or gender diverse. 

 



 

190 
 

In terms of how often participants engaged with the TGD community, there were a 

variety of responses, with the most common being daily (29.8%), rarely (25.3%) and 

weekly (22.4%) (Figure 6.17). Gender diverse people were the most likely to report daily 

(35.4%) and weekly (30.4%) engagement. 

 

Figure 6.17: How often do you engage with the trans and gender diverse community? 

 

 

Participants were also asked the ways in which they engaged with the TGD community. 

Online (71.6%), friends (65.4%) and Facebook (57.5%) were the most common responses 

to this question. 
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Table 6.41: Please indicate the way/s that you mostly engage with the trans and gender 

diverse community. 

 n % 

 Friends 274 65.4 

 Facebook 241 57.5 

 Online 300 71.6 

 Phone Apps 64 15.3 

 Support Groups 96 22.9 

 Events 121 28.9 

 Something else 44 10.5 

 I do not engage with the TGD community 14 3.3 

 Total 419 100.0 
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6.4 Accessing healthcare 

She stripped me naked and scrubbed me in public, and these people here were taking 

photos and posting them on the internet… and every time there was no one around 

either the father or the son would come in and threaten my life and say I was a waste 

of space and they were going to kill me… and I kept trying to relay to the nurses and 

the doctors that my life was being threatened, and they thought I was hallucinating… 

Eventually the dude come with an axe, and it was for the sake of a nurse who stopped 

him, she just said to him, ‘you can’t bring that in here.’ 

- Trans man, lung cancer and lymphoma. 

 

I felt like I was dealing with the 1920s CWA, and because I did not fit their strict 

gender criteria, they just simply didn’t know how to relate to me… There was no 

recognition in the system of my preferred name or anything like that, I was 

continually being referred to by my female name. They get me upstairs and they want 

to put me in a ward with three women. I just lost it. I said, ‘no bloody way am I going 

to be on this ward with three women. I need to be treated with a bit of dignity and 

respect in this matter’… [one of the nurses] looked at me and said, ‘you were born a 

woman, you will behave like woman’… I cancelled all my post-operative 

appointments, never went back near them again, I just didn’t want to be anywhere 

near it again, and for better, for worse, whatever, too bad. Even in the greater scheme 

of things, it’s now at the point where if I developed any form of symptoms of having 

cancer in any of the remaining bits that are still left down there, I wouldn’t go near a 

doctor. I wouldn’t dare. It doesn’t matter if it’s going to kill me. 

- Trans man, BRCA gene mutation. 

 

Participants were asked a series of questions on their access to and experiences within 

healthcare, including self-rated health and the Kessler 6 Psychological Distress Scale. 

Self-rated health was overall lower when compared with data on the general Australian 

population – 12.7% of our respondents rated their health as poor (4% nationally), 32.8% 

fair (10% nationally), 33.2% good (29% nationally), 17.9% very good (37% nationally), 

and 3.4% excellent (20% nationally) (Australian Institute of Health and Welfare, 2018a). 
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Figure 6.18: Self-rated health. 

 

 

The Kessler 6 uses six items to assess the presence of psychological distress 

(Kessler et al., 2011). Scoring ranges from 0-24, with a score over 13 being indicative of 

potential serious mental illness. Table 6.42 shows the scores of participants broken into 

those below 13 (low levels of psychological distress) and those above 13 (high levels of 

psychological distress). Half of the sample reported high levels of psychological distress; 

data for the general Australian population using the K10 has found that 11.7% of people 

have high or very high psychological distress (Australian Bureau of Statistics, 2015). 

 

Table 6.42: K6 Dichotomous Scoring. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

High level of 

psychological 

distress 

51 41.8 93 52.5 136 57.4 280 52.2 

Low level of 

psychological 

distress 

71 58.2 84 47.5 101 42.6 256 47.8 

Total 122 100.0 177 100.0 237 100.0 536 100.0 
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Participants were asked to indicate who they turned to for emotional, practical and 

informational support and were given ten options plus the option of ‘no one’ or ‘someone 

else’. They could choose multiple responses. Participants most commonly sought 

emotional support from friends (74.5%), practical support from family (57.7%), and 

informational support from the TGD community (67.8%) (Table 6.43). 

 

Table 6.43: Who do you mainly turn to for emotional, practical and informational 

support? 

 n % 

Friend/s Emotional Support 400 74.5 

Friend/s Practical Support 296 55.1 

Friend/s Informational Support 248 46.2 

Partner/s Emotional Support 297 55.3 

Partner/s Practical Support   245 45.6 

Partner/s Informational Support 174 32.4 

Family Emotional Support   182 33.9 

Family Practical Support 310 57.7 

Family Informational Support 173 32.2 

Family of Choice Emotional Support 283 52.7 

Family of Choice Practical Support 251 46.7 

Family of Choice Informational Support 206 38.4 

TGD Community Emotional Support 207 38.5 

TGD Community Practical Support 169 31.5 

TGD Community Informational Support 364 67.8 

LGBTIQ Community Emotional Support 206 38.4 

LGBTIQ Community Practical Support 153 28.5 

LGBTIQ Community Informational Support 324 60.3 

Neighbour Emotional Support      7 1.3 

Neighbour Practical Support 34 6.3 

Neighbour Informational Support 22 4.1 

Mental Health Professional Emotional Support 308 57.4 



 

195 
 

Mental Health Professional Practical Support 240 44.7 

Mental Health Professional Informational Support 268 49.9 

Healthcare Professional Emotional Support 77 14.3 

Healthcare Professional Practical Support 287 53.4 

Healthcare Professional Informational Support 309 57.5 

Religious Provider Emotional Support 26 4.8 

Religious Provider Practical Support 12 2.2 

Religious Provider Informational Support 18 3.4 

No One Emotional Support 38 7.1 

No One Practical Support 27 5.0 

No One Informational Support 30 5.6 

 

Figures 6.19-6.21 show the scores of each participant for emotional, practical and 

informational support. Around half of participants had 2-4 supports for each of the 

domains. 

 

Figure 6.19: Number of emotional supports. 
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Figure 6.20: Number of practical supports. 

 

Figure 6.21: Number of informational supports. 

 

Participants were asked if they had anything that gave them discounted healthcare 

(e.g. Health Care Card, Pensioner’s Concession Card, private health insurance). Many 

participants had a Health Care Card (44.1%), and 16.4% had a Pensioner’s Concession 

Card (Table 6.44). Private health insurance was lower than that found in the general 

Australian population (40.8% compared to 57%) (Australian Institute of Health and 

Welfare, 2018a). 
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Table 6.44: Do you have any of the following...? 

 n % 

Private health insurance 219 40.8 

Health Care Card 237 44.1 

Pensioner's Concession Card 88 16.4 

None of the above 93 17.3 

 

Frequency of GP visits over the last year was assessed, with the most common 

response being 2-5 times (43.9%). Over a quarter had seen a GP 6-11 times, and one in 

six had seen a GP 12+ times in the last year (Figure 6.22). Only 6% had not seen a GP in 

the last 12 months for their health, which is 10% lower than found in the general 

Australian population (Australian Bureau of Statistics, 2017). 

 

Figure 6.22: GP visits in the last 12 Months. 

 

Over half of the sample indicated that there was ever a time that they felt they 

needed healthcare but didn’t receive it (Figure 6.23). Of these participants, eight out of 

ten stated that this happened within the last 12 months, which means that 47.5% of the 

sample had an unmet healthcare need in the last year, twice that of the general Australian 

population (Table 6.45) (Australian Bureau of Statistics, 2017).  
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Figure 6.23: Unmet healthcare need. 

 

Table 6.45: You indicated that you didn’t receive healthcare when you felt you needed it 

– has this happened in the last 12 months? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Yes 44 77.2 73 79.3 125 83.9 242 81.2 

Total 57 100.0 92 100.0 149 100.0 298 100.0 

*Note: this question was asked of participants who reported that they ever had an unmet 

healthcare need. 

 

Of the participants who reported not receiving healthcare when they felt they 

needed it, 46.0% indicated that this was because of financial cost, 44.3% because they 

thought they would be disrespected or mistreated, 35.0% because they could not get an 

appointment when they needed one, 15.3% because there are not services nearby, and 

8.0% because they were refused services (Table 6.46). Other reasons that participants 

gave in a textbox were related to personal reasons (e.g. anxiety, depression, parental 

consent), healthcare workers (e.g. not being taken seriously, gatekeeping), and barriers 

related to the system (e.g. appointment cancellations, long waiting lists) 
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Table 6.46: You indicated that you didn’t receive healthcare when you felt you needed it 

– what were all the reasons for this?* 

 n % 

Financial cost  138 46.0% 

I thought I would be disrespected or mistreated  133 44.3% 

I could not get an appointment when I needed one  105 35.0% 

There are no services nearby  46 15.3% 

I was refused services because I was trans or gender 

diverse 
24 8.0% 

*Percentage based on people who answered yes to not receiving healthcare when they 

needed it (n=300). 

 

The majority of the sample reported having one or more usual GP/s or place/s of 

care (86.6%) (Figure 6.24). In a survey of Australian people aged over 45, the Australian 

Bureau of Statistics found that 98% had a usual GP or place of care (Australian Bureau of 

Statistics, 2017).  

 

Figure 6.24: Usual GP/s or place/s of care. 
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Participants with usual GP/s or place/s of care were asked if they were LGBTI 

friendly or trained, with the most common answers being yes (43.7%) and ‘I don’t know’ 

(31.6%) (Figure 6.25). They were also asked how knowledgeable their usual GP/s or 

place/s of care were about TGD needs, with over half indicating they were either not 

knowledgeable at all or somewhat knowledgeable (53.4%) (Figure 6.26). Finally, these 

participants were asked how comfortable they are talking about their needs as a trans or 

gender diverse person with their usual GP/s or place/s of care, with 57.7% indicating that 

they were either comfortable or very comfortable (Figure 6.27). Comparatively, 80% of 

the general Australian population are either comfortable or very comfortable discussing 

their personal needs with their GP (Australian Bureau of Statistics, 2017). 

 

Figure 6.25: LGBTI friendly or trained GP/s or place/s of care. 
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Figure 6.26: Knowledge levels of usual GP/s or place/s of care. 

 

Figure 6.27: Levels of comfort discussing needs with usual GP/s or place/s of care. 

 

All participants were asked how comfortable they are discussing their needs as a 

trans or gender diverse person with a healthcare provider that they do not know, with 

most being very uncomfortable (44.5%) or uncomfortable (36.8%) (Figure 6.28). 
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Figure 6.28: Levels of comfort discussing needs with a healthcare provider they do not 

know. 

 

Just over a quarter of participants reported not receiving enough information about 

their care and treatment in the last 12 months, compared to 8% of the general Australian 

population (Figure 6.29) (Australian Bureau of Statistics, 2017).  

 

Figure 6.29: Given enough information about their care or treatment in the last 12 

months. 
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Participants were asked about whether they had a health professional who had a 

good understanding of their needs and preferences in the last 12 months, with almost a 

quarter reporting that they had not – just 9% of the general Australian population 

experience this (Australian Bureau of Statistics, 2017). Trans women were the most likely 

to feel they had a healthcare professional with a good understanding of their needs 

(81.8%), with gender diverse people much less likely to feel this way (54.0%) (Figure 

6.30). 

 

Figure 6.30 – Healthcare professional with a good understanding of your needs (last 12 

months). 

 

Over half of participants indicated that they sometimes (44.6%) or often (14.5%) 

had to make several attempts in the last 12 months to get the healthcare they needed 

(Figure 6.31). Further to this, many indicated that a health problem became more serious 

sometimes (32.7%) or often (12.2%) because it took a long time to get appropriate 

healthcare (Figure 6.32). 

 

 



 

204 
 

Figure 6.31: Multiple attempts to get needed healthcare (last 12 months). 

 

Figure 6.32: Health problem became more serious due to delay in accessing appropriate 

healthcare (last 12 months). 

 

Emergency department avoidance was high, with over a quarter of participants 

stating that they had not attended because they were trans or gender diverse, which is 

consistent with Canadian research (Figure 6.33) (Bauer, Scheim, Deutsch, & Massarella, 

2014). After removing the third of people who reported that they have never needed 

emergency care, the recalculated percentage of people avoiding the emergency 
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department is 41.3%. Trans men were the only group that was more likely to report 

avoiding the emergency department than not. 

 

Figure 6.33: Emergency department avoidance. 

 

Participants were asked a series of questions on things that stop them from going 

to the doctor. The most common barriers that sometimes or often stopped participants 

going to the doctor were too many other things to worry about (70.7%), inability to find a 

doctor they are comfortable with (68.9%), being too busy (59.6%) and fear of 

mistreatment (58.8%) (Tables 6.47-6.55). 

 

Table 6.47: Fear of mistreatment. 

 

Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 67 55.4 63 36.2 89 37.7 219 41.2 

Yes - sometimes 47 38.8 80 46.0 108 45.8 235 44.3 

Yes – often 7 5.8 31 17.8 39 16.5 77 14.5 

Total 121 100.0 174 100.0 236 100.0 531 100.0 
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Table 6.48: Unable to find a doctor I am comfortable with. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 63 51.6 52 30.1 50 21.3 165 31.1 

Yes - sometimes 41 33.6 74 42.8 105 44.7 220 41.5 

Yes – often 18 14.8 47 27.2 80 34.0 145 27.4 

Total 122 100.0 173 100.0 235 100.0 530 100.0 

 

Table 6.49: I find my doctor difficult to talk to. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 76 62.8 83 47.2 86 36.4 245 46.0 

Yes - sometimes 33 27.3 65 36.9 106 44.9 204 38.3 

Yes – often 12 9.9 28 15.9 44 18.6 84 15.8 

Total 121 100.0 176 100.0 236 100.0 533 100.0 

 

Table 6.50: Difficult to make an appointment. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 69 57.0 72 41.4 98 41.9 239 45.2 

Yes - sometimes 31 25.6 65 37.4 80 34.2 176 33.3 

Yes – often 21 17.4 37 21.3 56 23.9 114 21.6 

Total 121 100.0 174 100.0 234 100.0 529 100.0 
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Table 6.51: I am too busy. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 73 59.8 55 31.4 87 37.0 215 40.4 

Yes - sometimes 37 30.3 78 44.6 88 37.4 203 38.2 

Yes – often 12 9.8 42 24.0 60 25.5 114 21.4 

Total 122 100.0 175 100.0 235 100.0 532 100.0 

 

Table 6.52: I do not have money to see the doctor. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 66 54.1 88 50.0 109 46.4 263 49.3 

Yes - sometimes 37 30.3 54 30.7 75 31.9 166 31.1 

Yes – often 19 15.6 34 19.3 51 21.7 104 19.5 

Total 122 100.0 176 100.0 235 100.0 533 100.0 

 

Table 6.53: Too many other things to worry about. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 59 48.4 47 26.7 50 21.4 156 29.3 

Yes - sometimes 42 34.4 84 47.7 114 48.7 240 45.1 

Yes – often 21 17.2 45 25.6 70 29.9 136 25.6 

Total 122 100.0 176 100.0 234 100.0 532 100.0 

 

Table 6.54: Difficult to arrange transport to the doctor. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 88 72.1 108 61.4 133 56.4 329 61.6 

Yes - sometimes 20 16.4 46 26.1 69 29.2 135 25.3 

Yes – often 14 11.5 22 12.5 34 14.4 70 13.1 

Total 122 100.0 176 100.0 236 100.0 534 100.0 
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Table 6.55: Worrying about what the doctor might find. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No 88 72.1 95 54.0 113 47.7 296 55.3 

Yes - sometimes 30 24.6 53 30.1 78 32.9 161 30.1 

Yes – often 4 3.3 28 15.9 46 19.4 78 14.6 

Total 122 100.0 176 100.0 237 100.0 535 100.0 

 

Figure 6.34 shows calculated scores for the number of things that stop participants 

attending the doctor (no = zero, sometime = 1, often = 2). 

 

Figure 6.34: Number of things that stop participants going to doctor. 

 

 

Participants were then asked a series of questions on their experiences within 

healthcare (both ever and within the past year), and responses related to the last twelve 

months were consistent with U.S. research (Tables 6.56-6.65) (James et al., 2016). 

Approximately three quarters of participants stated that they had ever had a healthcare 

provider know they were trans or gender diverse and treat them with respect (gender 
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diverse people were much less likely to experience this). Over half have had to educate 

their healthcare provider on TGD issues. Almost a quarter have been refused gender 

affirming care and one in five have been refused general healthcare. Over a third were 

asked invasive or inappropriate questions by healthcare providers and almost one sixth 

have had a healthcare provider use harsh or abusive language. One in twenty have had a 

healthcare provider be physically rough when treating them and within a healthcare 

setting, 14.2% were verbally harassed, 5.7% experienced unwanted sexual contact and 

2.3% were physically attacked. 

 

Table 6.56: My doctor or healthcare provider knew I was trans and treated me with 

respect. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
9 7.5 25 14.8 99 46.5 133 26.5 

More than 12 

months ago 
16 13.3 17 10.1 14 6.6 47 9.4 

Within the last 12 

months 
95 79.2 127 75.1 100 46.9 322 64.1 

Total 120 100.0 169 100.0 213 100.0 502 100.0 
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Table 6.57: I had to teach my doctor or healthcare provider about trans or gender diverse 

people so that I could get appropriate care. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
57 47.1 62 37.3 104 48.4 223 44.4 

More than 12 

months ago 
33 27.3 49 29.5 44 20.5 126 25.1 

Within the last 12 

months 
31 25.6 55 33.1 67 31.2 153 30.5 

Total 121 100.0 166 100.0 215 100.0 153 100.0 

 

Table 6.58: A doctor or healthcare provider refused to give me gender affirming care. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
92 76.0 119 73.5 174 80.2 385 77.0 

More than 12 

months ago 
22 18.2 29 17.9 22 10.1 73 14.6 

Within the last 12 

months 
7 5.8 14 8.6 21 9.7 42 8.4 

Total 121 100.0 162 100.0 217 100.0 500 100.0 
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Table 6.59: A doctor or healthcare provider refused to give me other healthcare. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
103 85.8 133 79.6 171 75.7 407 79.3 

More than 12 

months ago 
12 10.0 21 12.6 34 15.0 67 13.1 

Within the last 12 

months 
5 4.2 13 7.8 21 9.3 39 7.6 

Total 120 100.0 167 100.0 226 100.0 513 100.0 

 

The doctors don’t know how to deal with you, that’s the thing. I’ve been refused 

treatment by two doctors this year, and I said to one doctor, ‘you just told me to go 

somewhere else,’ and he said, ‘I don’t treat your kind, I don’t know anything about 

you,’ and I wasn’t asking him for any medication for being trans, he was actually 

supposed to be arranging a colonoscopy for cancer, but I said to him, ‘what are you 

talking about? I’ve got the same organs as everyone else, my blood’s red, I’m not 

from another planet.’ 

 - Trans woman, prostate cancer. 

Table 6.60: A doctor or healthcare provider asked me unnecessary/invasive questions 

about my trans status that were not related to the reason for my visit. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
82 67.8 97 57.1 142 63.4 321 62.3 

More than 12 

months ago 
22 18.2 36 21.2 35 15.6 93 18.1 

Within the last 12 

months 
17 14.0 37 21.8 47 21.0 101 19.6 

Total 121 100.0 170 100.0 224 100.0 515 100.0 
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Table 6.61: A doctor or healthcare provider used harsh or abusive language when treating 

me. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
104 86.0 150 88.2 184 81.1 438 84.6 

More than 12 

months ago 
15 12.4 15 8.8 24 10.6 54 10.4 

Within the last 12 

months 
2 1.7 5 2.9 19 8.4 26 5.0 

Total 121 100.0 170 100.0 227 100.0 518 100.0 

 

Table 6.62: A doctor or other healthcare provider was physically rough or abusive when 

treating me. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
112 92.6 167 96.5 215 93.5 494 94.3 

More than 12 

months ago 
9 7.4 5 2.9 9 3.9 23 4.4 

Within the last 12 

months 
0 0.0 1 0.6 6 2.6 7 1.3 

Total 121 100.0 173 100.0 230 100.0 524 100.0 
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Table 6.63: I was verbally harassed in a healthcare setting. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
105 86.8 151 87.8 192 83.8 448 85.8 

More than 12 

months ago 
11 9.1 14 8.1 26 11.4 51 9.8 

Within the last 12 

months 
5 4.1 7 4.1 11 4.8 23 4.4 

Total 121 100.0 172 100.0 229 100.0 522 100.0 

 

Table 6.64: I was physically attacked by someone during my visit in a healthcare setting. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
118 97.5 170 98.3 224 97.4 512 97.7 

More than 12 

months ago 
3 2.5 2 1.2 5 2.2 10 1.9 

Within the last 12 

months 
0 0.0 1 0.6 1 0.4 2 0.4 

Total 121 100.0 173 100.0 230 100.0 524 100.0 

 

Table 6.65: I experienced unwanted sexual contact in a healthcare setting. 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

This has never 

happened to me 
113 93.4 170 97.7 214 92.2 497 94.3 

More than 12 

months ago 
8 6.6 3 1.7 11 4.7 22 4.2 

Within the last 12 

months 
0 0.0 1 0.6 7 3.0 8 1.5 

Total 121 100.0 174 100.0 232 100.0 527 100.0 
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One in eight participants said that they never disclosed their gender to healthcare workers, 

which is similar to previous Australian findings (Figure 6.35) (Hyde et al., 2014). Most 

commonly, participants said they did so only if they had to (42.4%). Only 12.4% said that 

they always disclosed, which is considerably lower than previously found (20.4%) (Hyde 

et al., 2014). 

 

Figure 6.35: Disclosing gender to healthcare workers. 

 

Participants were asked an open-ended question about any terms that they used for their 

body that healthcare workers should be aware of. In total, 177 participants opted to 

answer this question. There were a wide range of responses, some indicating a strong 

aversion to particular words/phrases, and others stating that anatomical terms are best. 

Many mentioned the use of the word ‘chest’, referring to genitals without taking 

ownership of them, not using ‘female’ or ‘male’, or using vaguer terms (e.g. ‘genitals’ or 

‘crotch’). Some people stated that they called their clitoris a penis or vice versa, others 

called their chest tissue ‘man titties’ or their penis a ‘girl cock’. Overall, the responses to 

this question showed how diverse body terms can be, and how for some people they are 

very dysphoria-inducing and for others they do not pose an issue. This suggests a patient-
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centred approach, where wording preferences of each individual are collected and used, is 

most likely to meet TGD patients’ needs. 

Participants were also asked, ‘what do you think could be done in healthcare to 

minimise the body discomfort (dysphoria) that may be felt during certain procedures (e.g. 

ones that involve genitals)?’ There were 340 responses to this open-ended question, with 

the main themes being: use of language and terms; the manner, approach or 

characteristics of healthcare workers; having patient control and preparation (patient-

centred care and informed consent); education, training and research; ‘not sure’ (either 

because the participant did not have dysphoria or have alleviated their dysphoria with 

gender affirming surgery and/or hormones); ‘nothing’ (that is, it will always be 

uncomfortable); and access to gender affirming care (both surgery and hormones). Some 

individual response examples on what can be done to minimise the discomfort around 

these procedures follow: 

That's going to depend a lot on the person.  Speaking for myself, there's little to 

nothing that can be done. 

 

Taking a lot of care to demonstrate understanding of discomfort, using appropriate 

pronouns, asking the patient what language they have for their body parts and being 

open to the conversation. 

 

Give me warning of when it is to happen, what exactly happens. have them aware 

of the discomfort and anxiety it will bring and be given a sedative beforehand. 

 

Clinical, detached language involving body parts (e.g. "the" instead of "your"), 

avoiding using gendered language when referring to other people who have those 

parts (e.g. "most people with X would describe..." vs "most women would 

describe..."). 

 

Complete thorough understanding of the patient’s circumstance and feelings. 

Professionals must be able to empathize and understand the underlying issues and 

challenges dysphoria brings. 

 

Patient being given info and options to withdraw consent regarding procedure, to 

have doctors explain procedures, to ask how I want to refer to my genitals and also 

chest as words can result in dysphoria, as can anything to do with genitals, 

practitioner giving option of a support person that I can bring in, ensuring 

practitioner receives training from an lgbtiqa org on engaging with lgbitqa bodies. 
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A brief concise acknowledgement from the doctor saying they understand this may 

be challenging, that they are sorry, but they will only do what is medically needed, 

i.e. keep it professional and then move on. 

 

On patient information forms have a box for biological sex and one for gender 

identity. Have the option for people to write down their identity, pronouns, and 

preferred name. 

 

Thorough explanation of what will be done, explicit communication that it can stop 

at any time and person can bring support people along, if needed. 

 

Having more trans and queer practitioners who understand our discomfort. 

 

I'm not sure, I am too uncomfortable to even disclose that I am nonbinary. I feel like 

if you're at least binary trans, doctors feel like you have an 'end game' if they're 

tolerant, but if you're non-binary trans, it's just not worth the trouble of even 

attempting to ask for different (they/them) pronouns. I just deal with the dysphoria 

of being constantly misgendered. It'd be nice if I wasn't called 'lady' all the time. 

 

Not assuming it’s always always okay just to touch folks. Permissions. Options. 

Discussions. 

 

More education for doctors - use of language, respectfulness etc.... more education 

for patients about what to expect from visits. 

 

Sedating me. Just knock me out.  
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6.5 Cancer care and awareness 

There’s so much help for breast cancer and support services, but there’s nothing for any 

sort of other cancer... For instance, I had a full beard and hair on my head, and it fell 

out within a week, and to a trans man your beard is all, and I’m known for my beards, 

and there’s nobody out there that could possibly counsel me on how I feel about that 

loss, and the anxiety of will it grow back, and what I look and see in the mirror now, 

but if I was female I would have been offered a wig straight away, if I was female with 

breast cancer I would’ve got the cool-cap. 

- Trans man, lung cancer and lymphoma. 

 

Over a period of time I stopped being able to dilate, and there was nothing I could do 

about it. I had a check-up with the radiation oncologist, and I said to him, ‘I’m having 

problems down below, I’m not able to dilate now. I made it clear to you that I was a 

post-operative trans woman, things down below were different to a genetic female’… 

in other words I wasn’t self-lubricating or anything like that, and I said, ‘you knew this, 

I made you aware of this and your only caution to me was that I might feel dryness. 

I’ve closed up, you’ve welded me shut,’ and he said to me, ‘I saved your life, what more 

do you want?’ How do you respond to that? Okay, yeah, on one hand you’ve got a 

point, but you had no concern or care for me as a person, your only concern was that 

tiny little tumour, whatever happened from that, ‘bugger it, I don’t care’, and I was 

devastated by that. 

- Trans woman, bowel cancer. 

 

Participants were asked a series of questions on cancer care and awareness. Just over a 

quarter of the sample indicated that they did not have a family history of cancer, with a 

further 22.1% reporting that they did not know. The most common family histories for 

cancer were breast (29.1%), bowel (17.7%) and gynaecological (11.2%). 
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Table 6.66: Do you have a family history of cancer, please indicate which type/s?* 

 n % 

 

No 119 27.7 

Bowel 76 17.7 

Breast 125 29.1 

Gynaecological 48 11.2 

Prostate 30 7.0 

Brain 

Haematological 

Lung 

Skin 

I don’t know 

11 2.6 

17 4.0 

26 6.0 

42 9.8 

95 22.1 

*Percentage calculated on people who answered this question (n=430). 

Participants were also asked if they had a personal history of cancer, with some 

indicating that they had more than one type (Table 6.67). ‘Something else’ responses 

included testicular cancer, lymphoma, liver cancer, a rare cancer syndrome (SDHD gene 

fault), Burkitt’s lymphoma, brain cancer, and basal cell carcinoma. Additionally, 

participants indicated they had inflammatory bowel syndrome, cervical pre-cancer 

awaiting results, and precancerous breast cysts. 
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Table 6.67: Do you have a personal history of cancer, please indicate which type/s?* 

 n % 

 

No 400 93.0 

Bowel 3 0.7 

Breast 4 0.9 

Melanoma 10 2.3 

Ovarian 4 0.9 

 Something else 11 2.6 

*Percentage calculated on people who answered this question (n=430). 

 

The most common screening services people had accessed/practiced were self-

checking breasts/chest tissue (54.0%), cervical screening (24.9%) and a healthcare 

provider checking breasts/chest tissue (18.1%) (Table 6.68). One in four participants 

reported that they had not had any type of cancer screening. 

 

Table 6.68: Can you please indicate which of the following screening services you have 

had? 

 n % 

Mammogram 48 11.2 

 Self-checked breasts or chest tissue 232 54.0 

HCP checked breasts or chest tissue 78 18.1 

 Cervical screening 107 24.9 

Prostate check (digital rectal exam)  9 2.1 

Prostate check via vagina 1 0.2 

Prostate-Specific Antigen (PSA) test  20 4.7 

Bowel cancer test self-collected at home 20 4.7 

Colonoscopy for bowel cancer 21 4.9 

None of the above 116 27.0 

Total 430 100.0 
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Participants were asked how soon they would make an appointment if they had a 

symptom they thought was a sign of cancer (Figure 6.36). Almost half of the participants 

reported that they would make an appointment as soon as possible or within a week 

(44.0%). Approximately one in six indicated that they either wouldn’t make an 

appointment or would wait up to a year. 

 

Figure 6.36: If they had a cancer symptom, how long participants would wait to make an 

appointment. 

 

HPV vaccination was introduced in Australia in 2007 for young females and 

extended to include males in 2013. The overall rate of reported HPV vaccination was 

41.0%, with 17.1% indicating that they did not know. Trans men and gender diverse 

people were more likely to have completed a vaccination series, whilst trans women were 

more likely to report that they had not (80.0%) (Figure 6.37). For the age brackets, 47.0% 

of 18-24 year olds reported completing vaccination, 52.2% of 25-34 year olds, 18.2% of 

35-44 year olds, and no one over the age of 45. 
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Figure 6.37: HPV vaccination. 

 

Participants were provided with a series of ten factual statements on cancer-related 

knowledge (Tables 6.69-6.78). For many of these questions, there was a high rate of ‘I 

don’t know’ responses, particularly in relation to ‘hormones can affect everyone’s cancer 

risk’ (47.4%), ‘the Australian cervical cancer screening program has recently changed’ 

(65.7%), and ‘Australia has a nation-wide prostate cancer screening program’ (55.6%). 

Other cancer knowledge questions had higher rates of correct responses: ‘the risk of 

cancer does not increase with age’ (false, 75.5%), ‘people assigned male at birth cannot 

develop breast cancer’ (false, 91.8%), ‘people do not have any risk of developing breast 

cancer if they have had a mastectomy’ (false, 61.7%), ‘people with breasts/chest tissue 

between the ages of 50 and 74 should have a mammogram once every two years’ (true, 

73.4%), ‘Australia has a nation-wide breast cancer screening program’ (true, 66.8%), and 

‘Australia has a nation-wide bowel cancer screening program’ (true, 51.4%). Only one 

knowledge item had a high response of incorrect answers, which was ‘it is not necessary 

to have screening for cervical cancer if someone with a cervix has never been sexually 

active in any way’ (71.9% believed this to be false when it is true). 
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Table 6.69: Hormones can affect everyone's cancer risk (TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 56 55.4 49 34.3 86 46.7 191 44.6 

False 8 7.9 17 11.9 9 4.9 34 7.9 

I don’t know 37 36.6 77 53.8 89 48.4 203 47.4 

Total 101 100.0 143 100.0 184 100.0 428 100.0 

 

Table 6.70: The risk of getting cancer does not increase with age (FALSE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 4 4.0 12 8.3 9 4.9 25 5.8 

False 82 81.2 104 72.2 138 75.0 324 75.5 

I don’t know 15 14.9 28 19.4 37 20.1 80 18.6 

Total 101 100.0 144 100.0 184 100.0 429 100.0 

 

Table 6.71: It is not necessary to have screening for cervical cancer if someone with a 

cervix has never been sexually active in any way (TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 5 5.0 16 11.1 21 11.5 42 9.8 

False 69 68.3 102 70.8 136 74.7 307 71.9 

I don’t know 27 26.7 26 18.1 25 13.7 78 18.3 

Total 101 100.0 144 100.0 182 100.0 427 100.0 
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Table 6.72: The Australian cervical cancer screening program has recently changed 

(TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 19 18.8 48 33.3 76 41.5 143 33.4 

False 1 1.0 2 1.4 1 0.5 4 0.9 

I don’t know 81 80.2 94 65.3 106 57.9 281 65.7 

Total 101 100.0 144 100.0 183 100.0 428 100.0 

 

Table 6.73: People who are assigned male at birth cannot develop breast cancer (FALSE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 1 1.0 2 1.4 4 2.2 7 1.6 

False 94 94.0 130 90.3 168 91.8 392 91.8 

I don’t know 5 5.0 12 8.3 11 6.0 28 6.6 

Total 100 100.0 144 100.0 183 100.0 427 100.0 

 

Table 6.74: People do not have any risk of developing breast cancer if they have had a 

mastectomy (FALSE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 7 7.0 15 10.5 10 5.5 32 7.5 

False 55 55.0 85 59.4 123 67.2 263 61.7 

I don’t know 38 38.0 43 30.1 50 27.3 131 30.8 

Total 100 100.0 143 100.0 183 100.0 426 100.0 
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Table 6.75: People with breasts/chest tissue between the ages of 50 and 74 should have a 

mammogram once every two years (TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 74 73.3 107 74.3 133 72.7 314 73.4 

False 1 1.0 2 1.4 4 2.2 7 1.6 

I don’t know 26 25.7 35 24.3 46 25.1 107 25.0 

Total 101 100.0 144 100.0 183 100.0 428 100.0 

 

Table 6.76: Australia has a nation-wide breast cancer screening program (TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 68 67.3 98 68.1 120 65.6 286 66.8 

False 2 2.0 1 0.7 1 0.5 4 0.9 

I don’t know 31 30.7 45 31.3 62 33.9 138 32.2 

Total 101 100.0 144 100.0 183 100.0 428 100.0 

 

Table 6.77: Australia has a nation-wide prostate cancer screening program (FALSE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 35 34.7 54 37.5 82 44.8 171 40.0 

False 9 8.9 6 4.2 4 2.2 19 4.4 

I don’t know 57 56.4 84 58.3 97 53.0 238 55.6 

Total 101 100.0 144 100.0 183 100.0 428 100.0 
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Table 6.78: Australia has a nation-wide bowel cancer screening program (TRUE). 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

True 56 55.4 79 54.9 85 46.4 220 51.4 

False 5 5.0 0 0.0 5 2.7 10 2.3 

I don’t know 40 39.6 65 45.1 93 50.8 198 46.3 

Total 101 100.0 144 100.0 183 100.0 428 100.0 

 

Most participants had never had a healthcare provider discuss any cancer 

information with them (60.5%) (Table 6.79). The most commonly discussed cancers were 

breast cancer (20.7%), cervical cancer (17.4%), and ovarian cancer (9.3%). Considering 

the high rate of oestrogen and cyproterone acetate usage in trans women, it is 

disappointing that so few have had healthcare provider’s discuss meningiomas and 

prolactinomas with them, given the evidence indicating monitoring for both of these 

tumours when on these hormones (Committee on Health Care for Underserved Women, 

2011; Wengel, Martin, Gooren, den Heijer, & Peerdeman, 2016). 

 

 

 

 

 

 

 

 

 

 



 

226 
 

Table 6.79: Have any of your healthcare professionals ever discussed or provided 

information on…? 

 n % 

 Breast cancer 89 20.7 

  Bowel cancer 29 6.7 

  Cervical cancer 75 17.4 

  Prostate cancer 20 4.7 

  Ovarian cancer 40 9.3 

  Testicular cancer 17 4.0 

  Meningiomas 3 0.7 

  Prolactinomas 2 0.5 

  None of the above 260 60.5 

  Total 430 100.0 

 

Participants were asked an open-ended question about what they would like to 

know more about in relation to cancer, and 158 participants responded to this. The most 

common answers were TGD specific information, risks and causes, prevention, screening 

and diagnosis, services (including where to access inclusive ones), and signs and 

symptoms. Some stated that they did not want to know anything more and others stated 

that they wanted to know more about everything. TGD specific information was the most 

common theme and related frequently to risks and causes (e.g. how do hormones or 

surgery affect this), appropriate screening and concern regarding whether services would 

be inclusive. 
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Cervical Cancer Screening 

Participants who had previously indicated that they had a cervix were asked a series of 

questions on cervical screening. For people with a cervix, most had little or no concern of 

developing cervical cancer (69.9%) (Table 6.80). 

 

Table 6.80: What is your level of concern for developing cervical cancer? 

 
Trans Man Gender Diverse Total 

n % n % n % 

No concern 25 21.0 39 25.3 64 23.4 

Little concern 63 52.9 64 41.6 127 46.5 

Moderate concern 28 23.5 40 26.0 68 24.9 

Extremely concerned 3 2.5 11 7.1 14 5.1 

Total 119 100.0 154 100.0 273 100.0 

 

The cervical screening program in Australia changed in December 2017, raising 

the starting age from 18 to 25 (Australian Institute of Health and Welfare, 2018b). Given 

that data collection for this study started less than one year after this, 18 year olds have 

been excluded from the following two tables (Table 6.81 and Table 6.82). All people with 

a cervix aged over 19 should have experienced a recommendation and potentially been 

screened in line with the previous recommendation as they would have been eligible. Half 

of people with a cervix aged over 19 had never had a healthcare provider recommend 

cervical screening to them. 
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Table 6.81: Has a healthcare provider ever recommended to you that you have cervical 

screening?* 

 
Trans Man Gender Diverse Total 

n % n % n % 

Never 51 51.0 64 49.6 115 50.2 

Once 32 32.0 33 25.6 65 28.4 

Often 17 17.0 32 24.8 49 21.4 

Total 100 100.0 129 100.0 229 100.0 

*Excludes participants aged 18. 

 

Participants with a cervix were asked whether they had accessed cervical 

screening (those aged 18 have been excluded from analysis based on ineligibility) (Table 

6.17). Of those aged over 19, 54.3% had never had cervical screening, which is 

considerably higher than previous Australian research has found in this population 

(23.3%) (Smith & Dyson, 2015). This was more likely to be the case for trans men 

(66.3%) compared with gender diverse people (45.0%). Gender diverse people with a 

cervix were more likely to be regular screeners (26.4%) than trans men (8.9%). National 

data estimated that in 2015-16, 55% of eligible people with a cervix were screened 

(Australian Institute of Health and Welfare, 2018b). 

 

Table 6.82: Have you ever had a Pap test or cervical screening?* 

 
Trans Man Gender Diverse Total 

n % n % n % 

Never 67 66.3 58 45.0 125 54.3 

Once/rarely 25 24.8 37 28.7 62 27.0 

Regularly 9 8.9 34 26.4 43 18.7 

Total 101 100.0 129 100.0 230 100.0 

*Excludes participants aged 18. 
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Of the people with a cervix who had participated in cervical screening, over a 

quarter reported that they had received an abnormal result, a relatively high percentage 

given that the general Australian population has a rate of 8% (Figure 6.38) (Australian 

Institute of Health and Welfare, 2018b). Gender diverse people with a cervix were more 

likely than trans men to report this (31.6% compared to 14.7%). Previous Australian 

research focusing on LBT people with a cervix reported that 28.8% of their sample had 

previously had an abnormal Pap test (Smith & Dyson, 2015). 

 

Figure 6.38: Abnormal Pap test or cervical screening. 

 

 

Participants who had accessed cervical screening were asked if they would like to 

provide any comments on their experiences. Forty-eight participants chose to do so, with 

the majority of comments indicating that their experience was bad, however, one in four 

spoke of good experiences. Some sample responses include: 

 

I turned up for a cervical based ultrasound with a service I wasn't familiar with and 

continued to get asked which family member the appointment was for and then got 

treated in a way that was significantly different before transition that made me feel 

uncomfortable when they finally did the screening. 
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I usually cannot walk or sit without enhanced pain for several weeks after and it 

makes it quite impossible to pretend I do not have one, so it is a repeated dysphoria 

trigger. 

 

My gynaecologist is trans friendly and sees a lot of trans men. She uses inclusive 

and non-gendered language and my experience with her was positive. 

 

I am so blessed to have an LGBTIQ specialist healthcare provider, it makes life so 

much easier because they use appropriate language. I would find it really hard to 

get pap smears, etc., without a specialist provider, especially because of the 

downstairs growth. I don't feel like most doctors would understand that at all. 

 

It was horrible and one of the most painful experiences of my life. It felt like a wood 

rasp was being used to slowly scrape my insides. This happened both times I had it 

done and I was told it was abnormal to be so sensitive and then given no further 

information. I would prefer to get cancer and have my parts removed than go 

through that again. 

 

Since I started taking T my clit has grown heaps. There is zero chance I would go 

anywhere other than a specialist LGBTIQ service to get a pap test now. And there's 

only a few in Melbourne. Can't imagine how hard regional trans people have it. 

 

I have PTSD from rape and have had one very traumatic pap test and one less-

traumatic pap test but both were highly traumatic experiences. I've never had one 

again since. GPs are poorly trained to deal with sexual trauma re: pap tests, 

especially given the high amount of sexual assault statistically. 

 

For those with a cervix who had never had screening, over half responded that this 

was because it is emotionally traumatic for them, two out of five were not comfortable 

with healthcare providers, and almost two out of five have never been sexually active in 

any way (Table 6.83). Open-ended responses for this question indicated other reasons for 

not having had cervical screening, an important one being younger age. 
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Table 6.83: Can you please tell us why you have never been for cervical screening? 

(Multiple response answer). 

 n % 

Physical pain 14 8.9 

 I have never been sexually active in any way  60 38.2 

51.6 

9.5 

42.0 

 I find it emotionally traumatic 81 

I have had previous bad experiences in healthcare 15 

I am not comfortable with healthcare professionals 66 

 

Breast Cancer Screening 

People who reported that they had significant breast or chest tissue were asked a series of 

questions on breast cancer screening. Most participants with breast or chest tissue have 

little (49.5%) or moderate (32.5%) concern of developing breast cancer (Table 6.84). 

 

Table 6.84: What is your level of concern for developing breast cancer? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

No concern 9 12.0 10 10.1 20 14.0 39 12.3 

Little concern 45 60.0 52 52.5 60 42.0 157 49.5 

Moderate concern 19 25.3 29 29.3 55 38.5 103 32.5 

Extremely 

concerned 
2 2.7 8 8.1 8 5.6 18 5.7 

Total 75 100.0 99 100.0 143 100.0 317 100.0 

 

The most common response to self-checking breast or chest tissue was ‘rarely’ 

(37.2%), with trans men most likely to report never checking (23.3%), and trans women 

most likely to report checking once a week or monthly (41.3%) (Figure 6.39). Australian 

research has reported that around half of women perform self-examinations on a monthly 
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basis (Leung, McKenzie, Martin, Dobson, & McLaughlin, 2014) – across all genders our 

participants are checking less frequently than this. 

 

Figure 6.39: Self-checking breast/chest tissue. 

 

Most participants with breast or chest tissue were either slightly or fairly confident that 

they would notice a change in the tissue (59.6%) (Figure 6.40). Trans women were the 

most likely to report they were ‘very confident’ they would notice a change (17.3%). 

 

Figure 6.40: Confidence in noticing a change in breast/chest tissue. 
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Most participants had never had a healthcare provider recommend breast cancer 

screening, which is to be expected as the targeted age group is 50-74 (Table 6.85). Of 

those aged over 50 (n=16), 56.3% had never received a recommendation (n=9), 31.3% 

once (n=5), and 12.5% often (n=2). 

 

Table 6.85: Has a healthcare provider recommended to you that you have cancer 

screening for your breast or chest tissue? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Never 65 87.8 81 81.8 113 80.1 259 82.5 

Once 7 9.5 16 16.2 22 15.6 45 14.3 

Often 2 2.7 2 2.0 6 4.3 10 3.2 

Total 74 100.0 99 100.0 141 100.0 314 100.0 

 

The majority had never been for a mammogram (Table 6.86). As above, this is to 

be expected given the samples’ young age. Of those aged over 50 (n=15), 26.7% had 

never had a mammogram (n=4), 46.7% had once (n=7), and 26.7% regularly had 

mammograms (n=4). It is significant to note that there were people below the age of 50 

who had been for mammograms (n=29). 

 

Table 6.86: Have you ever been for a mammogram? 

 
Trans Woman Trans Man Gender Diverse Total 

n % n % n % n % 

Never 64 86.5 89 89.9 121 85.8 274 87.3 

Once or rarely 6 8.1 9 9.1 18 12.8 33 10.5 

Regularly 4 5.4 1 1.0 2 1.4 7 2.2 

Total 74 100.0 99 100.0 141 100.0 314 100.0 
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Prostate cancer screening 

People with a prostate were asked a series of questions related to prostate cancer 

screening. The majority of people with a prostate had little (54.9%) or moderate (30.4%) 

concern of developing prostate cancer (Table 6.87). 

 

Table 6.87: What is your level of concern for developing prostate cancer? 

 
Trans Woman Gender Diverse Total 

n % n % n % 

No concern 12 13.6 2 14.3 14 13.7 

Little concern 48 54.5 8 57.1 56 54.9 

Moderate concern 27 30.7 4 28.6 31 30.4 

Extremely concerned 1 1.1 0 0.0 1 1.0 

Total 88 100.0 14 100.0 102 100.0 

 

The majority of people with a prostate had not had a healthcare provider 

recommend prostate cancer screening (83.3%) (Table 6.88). This is unsurprising given 

the overall young age of the sample. Further to this, prostate screening is based on 

informed choice, and not universally recommended. Of those aged over 50 (n=16), 37.5% 

had never had a recommendation (n=6), 37.5% had once (n=6) and 25% experienced this 

often (n=4). 

 

Table 6.88: Has a healthcare provider recommended to you that you have a prostate 

check? 

 
Trans Woman Gender Diverse Total 

n % n % n % 

Never 74 84.1 11 78.6 85 83.3 

Once 11 12.5 2 14.3 13 12.7 

Often 3 3.4 1 7.1 4 3.9 

Total 88 100.0 14 100.0 102 100.0 
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Overall, 20.8% of people with a prostate had prostate cancer screening (Figure 

6.41). Of those aged over 50 (n=16), 37.5% had never been checked (n=6), 31.3% once 

(n=5) and 31.3% regularly (n=5). 

 

Figure 6.41: Ever checked for prostate cancer.

  

 

Accessing Cancer Care – Areas for Improvement 

Participants were asked to rank a series of items 1 through to 6 (1 being most important, 6 

being least important) in relation to what would help them access, what would stop them 

from accessing, and what they think should change in cancer care. Participants’ highest 

ranked responses in terms of what would aid their cancer care access were: healthcare 

workers being trained in TGD needs; welcoming services that specifically address TGD 

concerns; and cancer awareness campaigns specific to TGD people. 
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Table 6.89: Frequencies of top ranked responses (sum of 1st and 2nd most important) to 

‘What things might help you in accessing cancer care?’ 

 n % 

 

Healthcare workers that are trained in trans and gender diverse needs 291 67.9 

Welcoming services that specifically address trans and gender diverse 

concerns 
259 60.5 

Cancer awareness campaigns specific to trans and gender diverse people 135 31.6 

Doctor’s suggestion 107 24.9 

General awareness campaigns for cancer 56 13.1 

Encouragement from family or friends 54 12.6 

 

Participants’ most common barriers to accessing cancer care were: healthcare 

providers lacking knowledge of TGD needs; not being comfortable having a healthcare 

provider look at or touch their body; and this not being their priority. 

 

Table 6.90: Frequencies of top ranked responses (sum of 1st and 2nd most important) to 

‘What things might stop you from accessing cancer care?’ 

 n % 

 

Healthcare workers that lack knowledge of trans and gender diverse 

needs  
268 62.5 

I am not comfortable having a healthcare provider look at or touch my 

body 
228 53.1 

This is not my priority 112 26.2 

I don’t think I need to  103 24.1 

Previous bad experiences 97 22.7 

General awareness campaigns that do not address my concerns 60 14.0 
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In terms of changes that participants would like to see in cancer care, the highest 

rated response was ‘training and education’. This was followed by a directory or list of 

organisations that are safe and inclusive for TGD people, and inclusive policies (Table 

6.91). 

 

Table 6.91: Frequencies of top ranked responses (sum of 1st and 2nd most important) to 

‘What do you think should change in cancer care in order to better meet the needs of trans 

and gender diverse people?’ 

 n % 

 

Training and education  234 54.6 

A directory or list of organisations that are safe and inclusive for TGD 

people 
199 46.5 

Inclusive policies 136 31.7 

Changes to the ways healthcare systems collect information 133 31.0 

Partnerships with trans and gender diverse community organisations 125 29.2 

Research 94 22.0 

 

6.6 Conclusion 

Cancer’s a teacher, that’s what I’ve said since the start. It teaches you who your friends 

are, who loves you, what or who you really are, that’s what I found about cancer. It’s 

definitely a teacher. 

- Trans woman 

 

I think having breast cancer and the whole sequence of events to having no breasts, I 

think it’s made me a lot stronger about what I identify as, I feel like for many years I 

was in denial. 

- Non-binary person, breast cancer. 

You’ve got your processes you’ve got to go through, you’ve got to tick your boxes, 

you’ve got to meet your KPIs, you gotta do all that, but lay aside that, you wouldn’t 

have to worry about all that if you didn’t have patients, and your patients are going to 

come from very diverse backgrounds. 

- Trans man, BRCA gene mutation. 

 



 

238 
 

This report details an important snapshot of trans and gender diverse people accessing 

health and cancer care in an Australian context. The sample was diverse, including people 

from all around the country. Many of the questions had not been asked of this community 

until now and have shed light on the issues facing trans and gender diverse people in 

relation to their health. These issues are wide-ranging, including: persistent social 

marginalisation and discrimination; problems with gender affirmation (limited ability to 

change identifying documents, lack of services related to medical gender affirmation); 

healthcare workers and services that are unaware of the TGD community’s needs and/or 

prejudiced toward them (with resulting avoidance on the part of TGD individuals);  and 

limited awareness of cancer care due to general awareness campaigns not being inclusive 

of TGD people and healthcare providers not initiating the relevant conversations. All of 

the above form a complex web of interacting factors that result in poor mental and 

physical health and wellbeing. However, this sample is not representative, for example 

several sub-communities such as those born overseas appear to have been less likely to 

respond to the survey, and more research is needed to fully understand the needs of these 

people. 

The participant characteristics captured show the diversity in this population. We 

had a considerable response from young people and individuals with diverse genders, 

indicating a strong and evolving community. Some of the findings that relate to social 

marginalisation (e.g. low income, high rates of harassment and assault) hold consistent 

with previous research both within Australia and internationally (Hyde et al., 2014; James 

et al., 2016; Riggs & Due, 2013; Strauss et al., 2017). Social acceptance may remain an 

issue, however, our participants show the powerful connection that many have to the trans 

and gender diverse community, particularly when searching for information. This is 

significant for any health promotional activity that aims to include this population, as 

partnerships with the community will have the best results. 



 

239 
 

Other characteristics of this population which are significant to consider in 

relation to the provision of healthcare include the relatively high rate of neurodiversity, 

psychological distress and trauma (e.g. physical and sexual assault). Other Australian 

research has noted that trans and gender diverse individuals may be more likely to be 

neurodiverse (Strauss et al., 2017), and numerous studies have showed high rates of poor 

mental health due to stigma and discrimination (Hyde et al., 2014; James et al., 2016). 

People who are neurodiverse may find aspects of healthcare encounters difficult, and 

healthcare providers are often not sensitive to this (Lehmann & Leavey, 2017). Those 

with a history of trauma may experience increased distress in healthcare and be re-

traumatised (Reeves, 2015). Considering these factors, to improve healthcare access for 

trans and gender diverse individuals, healthcare providers must consider how to make 

their practice friendly for neurodiversity and take a trauma-informed approach. Trauma-

informed care involves sensitive screening for a trauma history, developing trusting 

relationships, minimising distress and maximising autonomy (Reeves, 2015).  

As our report shows, many trans and gender diverse people have significant body 

discomfort, which necessitates sensitive patient-centred care and communication on the 

part of clinicians. Many trans and gender diverse people are not visibly ‘identifiable’, and 

very few people always disclose in a healthcare environment. Healthcare providers need 

to be aware of this and able to know when to ask the right questions and create a way in 

which trans and gender diverse people can easily and safely disclose if they wish to, 

including on forms and in databases. 

Accessing health and cancer care for trans and gender diverse people can be 

difficult due to the issues related to the provision of care. Our data show that too often 

trans and gender diverse people are unable to access appropriate healthcare when they 

need it, do not receive enough information about their care, do not benefit from having a 

healthcare provider who has a good understanding of their needs, and have numerous bad 
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experiences. Given trans and gender diverse people’s position within healthcare, bad 

experiences are unlikely to be reported through complaints systems, which may be 

difficult to navigate and result in re-traumatisation. There is a need for capacity building 

around complaint pathways for this population to ensure that such experiences are 

documented and addressed adequately and sensitively. 

Trans and gender diverse people are wary of discussing their preferences with 

healthcare workers. Their justified fear and hesitancy to seek healthcare results in 

avoidance, including in emergency situations. This problem is not exclusive to Australia 

(Bauer et al., 2014). Problems with accessing general healthcare must be addressed with 

widespread training and policy changes. Of particular focus should be language use and 

general understanding of the issues facing this population. Information about what 

services have been trained needs to be put on a directory and communicated to the trans 

and gender diverse community, whom healthcare organisations need to make partnerships 

with to guide health promotion. A good example of this is BreastScreen Victoria’s recent 

achievement of Rainbow Tick Accreditation. Additionally, trans and gender diverse 

people need visibility and presence within the healthcare sector, particularly in any 

service that specifically addresses this community. 

The report shows there are also problems related to the availability of gender 

affirmation care. There was a high rate of people desiring access to gender affirmation 

care who have been unable to in the last year, and many are travelling great distances to 

get what they need, including going outside of Australia. Long waiting periods and a lack 

of services has been documented elsewhere, and effects this community’s health and 

wellbeing (GLBTI Health and Wellbeing Ministerial Advisory Committee, 2014; Hyde et 

al., 2014). To address the cumbersome barriers associated with gender affirmation care, 

the Informed Consent Model is recommended (Schulz, Kamens, Robbins, & Flanagan, 

2018). The Informed Consent approach focuses on ensuring that trans and gender diverse 
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people are informed and able to make their own decisions regarding their medical care 

(Schulz et al., 2018). By employing the Informed Consent Model widely, gender 

affirming services will become easier to access and less distressing for trans and gender 

diverse people. This model must be supported by clear guidelines for healthcare 

providers. Further to this, surgeries should receive increased funding and attention so that 

trans and gender diverse people are not burdened with the travel, cost and stress of 

seeking these overseas. 

Following on from gender affirmation in the medical area, data show that few 

trans and gender diverse people have been able to change all of their documentation. The 

process of changing one’s identifying documents is an important step for many trans and 

gender diverse people in the recognition of their gender, and not being able to do so may 

expose them to discrimination (Hyde et al., 2014; Jones et al., 2015). Depending on the 

identity document, legislation associated with these may be at a Commonwealth or 

state/territory level, and therefore there are differing requirements, some of which have an 

unreasonably high burden of proof such as gender affirming surgery to change one’s birth 

certificate (GLBTI Health and Wellbeing Ministerial Advisory Committee, 2014). Where 

relevant, it is advised that surgery be removed as a pre-requisite for changing gender on 

birth certificates, as many trans and gender diverse people have not and will not undergo 

surgery. 

In terms of cancer care and knowledge, that many would delay seeking advice if 

they had a symptom they thought was a sign of cancer may put these people’s lives in 

danger. Many reported lacking knowledge about cancer, showing that general awareness 

campaigns are not reaching this population. Participants showed a desire for more 

knowledge, given to them in ways that address their needs as trans and gender diverse 

people. There is a need for specific tailored information for trans and gender diverse 

people in relation to cancer. Further, population-based health promotion, especially those 
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related to cancer screening, should reconsider the use of language, which may be 

exclusionary for trans and gender diverse people. The National Cervical Screening 

Program provides a good example of using inclusive language such as ‘people with a 

cervix’ and explicit mention of trans individuals. 

There was a high rate of people with a cervix not receiving a healthcare provider 

recommendation for cervical screening and not participating in this. Given that the most 

significant risk for developing cervical cancer in Australia now is not attending screening 

(Australian Institute of Health and Welfare, 2018b), combined with the recent changes to 

the test and addition of self-administered swabs, trans and gender diverse people with a 

cervix should have the choice of self-screening made open to them as a priority under-

screened population. 

Population-based research and registries need to reconsider and change their 

collection of gender, so there is data on which professionals can draw on to make 

evidence-based decisions. There is a need for the Australian Bureau of Statistics, in 

consultation with the community, to develop a standard for the consistent collection of 

data on gender and sex. Such a standard should then be mandated by the government for 

use in all health systems (including electronic medical records and intake forms), and 

research. 

In this report there are many areas that are in need of attention, however, also 

offered in this report are ways forward, based on what trans and gender diverse people 

actually want. The response from the trans and gender diverse community and support 

they have given to this study show that this population is proactive about their health and 

has a strong desire to affect change so that they can access appropriate services. 

Community organisations are valuable resources that healthcare professionals can draw 

on in design and delivery of services, consulting and including trans and gender diverse 

people in any services that are directed at them. The healthcare system, broadly, needs to 
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become more inclusive of this population, and the participants in this study have given 

much to inform this transformation. 

 

6.7 Recommendations 

1. The data strongly support a patient- or person-centred approach to health and 

cancer care for TGD individuals, which considers gender, language use, 

neurodiversity and trauma histories. Healthcare workers need to be initiating the 

relevant conversations in a sensitive manner and tailoring their care appropriately. 

2. Health and cancer services need to make partnerships with TGD community 

organisations to inform any initiative aimed at improving care for this population. 

3. General cancer awareness campaigns need to be inclusive of TGD people and 

specific awareness campaigns must be designed that address TGD concerns, for 

which funding is needed. Brochures produced by the Cancer Council Australia 

require reviewing generally for inclusivity, and development of targeted brochures 

is also necessary. 

4. TGD people should be given visibility within health and cancer care services, and, 

most importantly, in any services that are targeted at them. A peer-navigator role 

would help this. 

5. Capacity building around complaints pathways is necessary to help TGD people 

report their bad experiences and have them adequately and sensitively addressed. 

6. There is a need for widespread training and education, including for those already 

working within healthcare (including auxiliary staff and in regional areas) and in 

pre-vocational courses. Training should be delivered by the community and 

professionals working together. 

7. Once training has been completed, this needs to be communicated to the TGD 

community, preferably in a directory that is easy to access, and by using 

recognised signs/symbols. 
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8. Policies, including those within health/cancer care services and at a state level 

(e.g. Victorian Cancer Plan 2016-2020), should specifically address TGD people 

as a priority population. 

9. Changes need to be made to the collection of gender/sex data in population-based 

research and registries, in consultation with the TGD community. There is a need 

for an ABS standard that can be used widely and consistently throughout health 

systems. 

10. The Informed Consent Model for gender affirmation should be adopted 

universally throughout Australia – enhancing the accessibility of gender 

affirmation care. 

11. Affirmation surgeries should receive funding (governmental and private health 

insurance). 

12. Where relevant, state and territory governments need to reconsider the 

requirement for gender affirming surgery in order to change one’s gender on birth 

certificates, as many TGD people have not, and will not, undergo surgery. 
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7. Dis-ease of access: health and cancer care survey for trans and gender diverse 

Australians 

In this chapter, the book chapter ‘Dis-ease of access: health and cancer care survey for 

trans and gender diverse Australians’ is presented. This was accepted for publication in 

the book, ‘Trans Health: Global Perspectives on Care for Trans Communities’, to be 

released on the 27th of December, 2020 by Transcript Publishing. This piece mainly 

addressed research question 3, somewhat answered research questions 1 and 2, and 

contributes to international understandings of healthcare for TGD people. Building on the 

findings of the report, the focus of the chapter is barriers to care. Some key factors 

significantly associated with reporting more barriers to care include: having unmet 

healthcare needs; high levels of psychological distress; and having had previous bad 

experiences in healthcare. This addition to the global literature highlights the need for 

changes within healthcare to address issues with access for the TGD community. 
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Dis-ease of access: health and cancer care survey for trans and gender diverse 

Australians 

Lucille Kerr, Christopher M. Fisher, and Tiffany Jones. 

 

7.0 Introduction 

Drawing on results from a national survey involving 537 trans and gender diverse (TGD) 

people, this chapter will focus on the experiences of TGD Australians accessing health 

and cancer care. The results document some of the diverse demographics of the TGD 

community in Australia, explore access to health and cancer care within the Australian 

context, and examine levels of awareness around cancer. The diversity includes many 

genders, sexualities, and backgrounds, whilst showing that TGD Australians remain a 

marginalised group that experiences much adversity. The data show that many TGD 

people have problems accessing healthcare due to experiences of mistreatment and 

ignorance on the part of providers – currently, access is plagued by dis-ease. Further, it 

appears that general awareness campaigns for cancer are not reaching this population. The 

recommendations offer ways forward through partnerships with TGD people themselves. 

Social recognition and acceptance of trans and gender diverse (TGD) people is 

increasing in Australia. There has been an accompanied rapid rise in referrals for gender 

affirming care – some specialist clinics have seen their attendance multiply by ten in five 

years (2011-2016) (Cheung et al., 2018). Almost all of the specialised gender affirming 

care is provided by private professionals and there is a lack of funding and services 
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(particularly outside of the major cities) (GLBTI Health & Wellbeing Ministerial 

Advisory Committee, 2014; Telfer et al., 2015).  Research has documented that TGD 

people in Australia experience high rates of marginalisation and discrimination in the 

general community, with poor mental health and an increase in detrimental health 

behaviours (e.g. smoking) as a likely consequence (Hyde et al., 2014; Smith et al., 2014). 

Limited pathways to surgery mean that TGD people often have body parts and organs 

which cause them significant distress (GLBTI Health & Wellbeing Ministerial Advisory 

Committee, 2014). Such distress can act as an additional barrier to accessing healthcare 

and cancer screening services. However, the more significant barriers appear to be the 

mistreatment commonly experienced by this community and the lack of awareness within 

the healthcare system (Jones et al., 2015; Riggs & Due, 2013). Many TGD people have a 

strong and justified fear of mistreatment and may avoid services as a result. The paucity 

of research addressing this issue is a further exacerbation, as even gender affirmation 

specialists may find themselves unable to make evidence-based decisions or enact change 

due to the lack of data. Additionally, population-based research and registries do not 

include information on diverse genders. Subsequently there is a lack of consideration in 

policies and allocation of resources (Ansara, 2016). This chapter will outline a national 

Australian study of TGD people to explore their experiences of accessing health and 

cancer care, providing background, methodology, results, discussion, conclusion and 

recommendations. 

 

7.1 Social, health and accessing care experiences of TGD Australians  

Australian research has established that TGD people experience a variety of adverse 

circumstances due to social marginalization and stigmatization. For example, TGD 

Australians are generally well-educated, yet this is not reflected in their income or 

employment rates, with significantly lower income and levels of employment than both 

the general and sexually diverse populations (Boza & Nicholson Perry, 2014; Jones et al., 
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2015; Hyde et al., 2014). They are also at a greater risk of homelessness, frequently 

encounter familial rejection, and are likely to be socially isolated, especially if they live 

outside of a metropolitan area (Jones et al., 2015; McNair et al., 2017; Riggs et al., 2015). 

Up to 87.4% of TGD Australians have been reported to have experienced discrimination 

based on their gender (Couch et al., 2007). Areas of discrimination include 

social/community, employment, economic and family, and may be in the form of verbal, 

written, physical, sexual, or exclusory actions (Beyond Blue, 2012). A range of lifestyle 

behaviours that may influence cancer risk have also been found in relatively high rates 

including: smoking, alcohol abuse, and limiting exercise due to discomfort (intense 

exercising may be dangerous for people who use chest binders) (Boza & Nicholson Perry, 

2014; Hyde et al., 2014; Smith et al., 2014). High rates of poor mental health have been 

documented, with depression found to be up to four times that of the general population 

(Hyde et al., 2014). Arguably, the three main factors that determine mental health for 

TGD Australians are discrimination, access to gender affirming technologies, and 

social/familial support (Riggs et al., 2015).  

 Documentation is another issue that may have wide-ranging effects on TGD 

Australians’ lives. The process of changing one’s identifying documents may be a vital 

step in recognition of their gender (Hyde et al., 2014; Jones et al., 2015). In Australia, 

different identity documents may be under Commonwealth or state/territory legislation, 

meaning there are varying requirements, some of which have an unreasonably high 

burden of proof (e.g. the requirement to have had gender affirming surgery to change 

one’s birth certificate) (GLBTI Health & Wellbeing Ministerial Advisory Committee, 

2014). Many in the TGD community report being unable to change some or all of their 

documentation as a result (Hyde et al., 2014). Inability to change documentation may 

expose them to discrimination and lead to poorer health and wellbeing. 
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Another factor to consider in relation to the diversity and health of TGD 

Australians is intersectionality, particularly as it relates to being Aboriginal or Torres 

Strait Islander. The indigenous community of Australia have experienced much trauma 

and adversity since colonization began in 1788, including loss of life to infectious disease, 

violence, forced relocation, and breakdowns in family and community due to the 

government-sanctioned removal of children from their parents (known as the ‘Stolen 

Generation’) (Kerry, 2014). Aboriginal and Torres Strait Islander people suffer 

considerable disadvantage and, as a result, poorer physical and mental health, with a life 

expectancy ten years less than the general Australian population (Australian Institute of 

Health & Welfare, 2018). Sistergirl and brotherboy are indigenous Australian terms for 

two distinct gender identifications – although the terms are not equivalent, sistergirl aligns 

with trans woman, and brotherboy with trans man (Kerry, 2014). In a traditional 

community, sistergirls, brotherboys and other gender diverse Aboriginal and Torres Strait 

Islander people may be forced out or live with exclusion, unable to participate in 

important gender-based rituals such as men’s business or women’s business, which may 

have profound repercussions for their health and wellbeing (Toone, 2015). A striking 

example of the potential issues inherent in traditional communities is that if a sistergirl 

has previously participated in men’s business, she may be subject to tribal punishment 

after gender affirmation, as it is against tribal law for a woman to know men’s business 

(Hyde et al., 2014). Aboriginal and Torres Strait Islander TGD people may face 

significant challenges to their health and wellbeing, and cultural difference may 

complicate healthcare access. Whilst efforts were made throughout the study to encourage 

participation of Aboriginal and Torres Strait Islander TGD people, unfortunately there 

was not a sufficient proportion of the sample to run statistical tests for comparison. This 

reflects the difficulties in recruiting a culturally diverse sample on a limited timeline and 

budget. 
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Australia is fortunate to have a healthcare system that is one of the most 

accessible, affordable and comprehensive in the world (Lowe & Cristofis, 2017). A 

complicated combination of both public and private, the system includes national subsidy 

schemes for medical procedures (Medicare Benefits Schedule), medications 

(Pharmaceutical Benefits Scheme), and private health insurance (Australian Government 

Rebate on Private Health Insurance) (Lowe & Cristofis, 2017). For TGD people, access to 

subsidies may be limited due to these being ‘gendered’, and the fact that some gender 

affirming surgeries are either partly or wholly labelled as ‘cosmetic’ (GLBTI Health & 

Wellbeing Ministerial Advisory Committee, 2014). Additionally, gatekeeping by 

healthcare professionals, particularly psychiatrists, is a stressful process for many TGD 

people and is another barrier to accessing gender affirming care (Ho & Mussap, 2017). 

Gatekeeping may relate to hormones and/or surgery, and involves the healthcare 

professional assessing the individual to see if they meet the criteria for the interventions 

sought with the goal being to obtain the ‘letter’ of approval so they may proceed with 

gender affirming care (Ho & Mussap, 2017). Australia is a sparsely populated country, 

with most of its’ population living in two highly urbanised coastal areas that are widely 

separated (Australian Bureau of Statistics, 2012). Access to healthcare services are 

especially a problem for those who live rurally/remotely, with increased travel, 

accommodation and financial burdens (GLBTI Health and Wellbeing Ministerial 

Advisory Committee, 2014). 

Australian research has found a lack of TGD sensitive services, inadequate 

knowledge on the part of healthcare professionals, problems with access, and a high 

frequency of bad experiences which result in the avoidance of healthcare and poor mental 

health (Couch et al., 2007; Hyde et al., 2014; McLean, 2011; Riggs & Due, 2013; Strauss 

et al., 2017). The characteristics of bad experiences for TGD Australians include; lack of 

respect; expressions of hostility, surprise, discomfort, contempt, and disgust; prejudicial 
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attitudes; misgendering language; the patient having to educate the healthcare 

professional; refusal of services; and feeling pathologized (Ho & Mussap, 2016; Jones et 

al., 2015; McLean, 2011; Riggs & Due, 2013). Couch et al. (2007) found that many TGD 

people are not fully expressing themselves in healthcare, and Smith et al. (2014) reported 

that only 6% of their participants who experienced mistreatment had made a complaint 

about it. Due to the negative experiences of themselves and others in their community, 

many are understandably reluctant to access services or disclose their gender, which 

results in unmet needs and the potential to miss serious illnesses or care requirements. 

Cancer care itself may be especially difficult due to the gendered nature of many common 

types (e.g. breast and prostate) (Kerr and Jones, 2017). 

In their important role for primary healthcare, general practitioners (GPs) are often 

the first point of contact when engaging with health services. GPs provide ongoing 

support and care, make referrals to more specialised care (and may be seen as 

‘gatekeepers’ for this reason), and coordinate the care of their patients (Strauss et al., 

2017). GPs are the most common healthcare professional for people to access in relation 

to their gender, and an individual’s health needs are more likely to be met if they have a 

good, regular general practitioner (Hyde et al., 2014; Strauss et al., 2017). In 2014, Hyde 

et. al. found that only half of their TGD participants that had a regular GP met the criteria 

for a good doctor-patient relationship. TGD people may have varied experiences with 

general practitioners due to the heterogeneity of the different clinician’s knowledge and 

attitudes. 

In terms of access to healthcare, it has been found that TGD Australians do not 

feel that they are having their health needs met (Hyde et al., 2014). Both the government 

and private sectors are seen to be inadequate to meet the needs of this population, under-

funded, and not coping with the demand for gender affirmative care which results in long 

waiting periods for many individuals (Hyde et al., 2014). Ideally, an individual should be 
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able to choose who provides their healthcare, but currently there are insufficient services 

for this to be the case for most TGD Australians. 

The overarching aims of this study were to explore the experiences of TGD people 

in health and cancer care, including factors that prevent or promote access. Specific 

research questions include ‘is having unmet healthcare needs associated with more 

barriers to care?’ and which factors may predict barriers to care. The next section details 

methodology, including survey design, recruitment and administration. 

 

7.2 Study methodology and design 

This study used a community-based participatory research design to conduct an online 

survey (Adams et al., 2017; Hacker, 2017). The community was consulted and involved 

throughout including during the survey design, recruitment, analysis and reporting. 

Additionally, key informant interviews were conducted with TGD community members 

and professionals that had relevant knowledge to guide development of the research (for 

further detail see Kerr, Fisher & Jones, 2019). 

 

Participants and Procedure 

A convenience sample was recruited through paid online Facebook advertising and TGD 

community promotion (generating a snowball sample). A total of 854 surveys were saved, 

one third of which were incomplete surveys. Data cleaning removed 21 responses which 

were illegitimate (e.g. mischievous responders), leaving 537 participants. Average 

completion time for the survey was 22 minutes. The mean age of participants was 26.64 

(SD = 10.93, range 18-79). Participants’ genders were 22.7% (n=122) trans women, 

33.0% (n=177) trans men and 44.3% (n=238) gender diverse people. For sex assigned at 

birth, 70.9% (n=381) were female and 26.6% (n=143) male, with 2.4% (n=13) choosing 

not to disclose. Of the sample, 6.3% (n=26) reported that they were Aboriginal or Torres 

Strait Islander. More participant socio-demographics are detailed in the results section. 
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Measures 

The survey covered four areas: socio-demographics, gender affirmation, accessing 

healthcare, and cancer awareness and care. Questions were forced-choice, containing 

‘prefer not to answer’ options, and there were text boxes at many points to provide 

qualitative comments. The number of questions asked of each participant varied as some 

sections were open only to people who had specific body organs (e.g. a cervix). To allow 

for comparisons with the general Australian population and international TGD 

communities measures were taken from the 2016 Australian Census, the Australian 

Bureau of Statistics Survey of Healthcare, the Cancer Awareness Measure and other TGD 

research (e.g. experiences of discrimination from the Canadian Trans PULSE study and 

bad experiences in healthcare from the 2015 U.S. Transgender Survey).  

 The Kessler 6 (K6) uses six items to assess levels of general psychological distress 

(Kessler et al., 2002). Feelings of nervousness, hopelessness, restlessness, depression, 

effort and worthlessness in the past 30 days are rated on a five-point Likert scale from 

‘none of the time’ to ‘all of the time’ (Kessler et al., 2002). Scores range from 0-24, with 

a score over 13 being indicative of probable mental illness (Kessler et al., 2002). The 

Kessler 6 is a reliable tool for measuring psychological distress.  

 Barriers to care were measured using seven out of ten items from the ‘Barriers to 

Help Seeking’ section of the Cancer Awareness Measure (Stubbings et al., 2009). Added 

to these seven items were two items developed by the team that are specific to TGD 

Australians (‘fear of mistreatment’ and ‘unable to find a doctor I am comfortable with’). 

The question was ‘do any of the following things stop you from going to the doctor?’, 

with potential answers being ‘no’, ‘sometimes’ and ‘often’. A Barriers to Care Score was 

created summing the nine items, with scores ranging from 0-18. The Barriers to Care 

Score is a key measure for analyses in this chapter. 
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Analysis 

SPSS V25 was used to analyse the data. Descriptive statistics were run for selected key 

socio-demographics, gender affirmation, access to healthcare, and cancer care and 

awareness. Researchers then wanted to answer the question ‘is having unmet healthcare 

needs associated with more barriers to care?’ A t-test was run to compare the Barriers to 

Care Score between the two groups of those who reported having an unmet healthcare 

need and those who did not. Additionally, researchers wanted to know what factors 

influenced Barriers to Care Scores. For this reason, a standard multiple regression was 

conducted to see if the five measures of age, sex assigned at birth, income, K6 score, and 

number of bad experiences in healthcare predicted Barriers to Care Scores, how much 

variance could be explained by these factors, and which of these factors is the best at 

predicting barriers to care. 

 

7.3 Results: sociodemographics, barriers to care and healthcare experiences 

Descriptive frequencies 

Table 7.1-7.5 displays descriptive results for socio-demographic characteristics, health, 

psychological distress, gender affirmation, barriers to care, experiences of participants 

accessing healthcare, and cancer care and awareness. The majority of participants were 

trans men or non-binary, under the age of 25, single, had very low income, and identified 

as pansexual and/or bisexual. Most participants rated their health as either fair or good, 

reported high levels of psychological distress, experienced multiple forms of 

discrimination, had not been able to change all of their identifying documents, and 

attended a doctor for gender affirmation in the last 12 months. The mean for the K6 score 

was 12.53. The most common barriers to care were too many other things to worry about, 

inability to find a doctor they are comfortable with, being too busy, and fear of 

mistreatment. The mean for the Barriers to Care Score was 6.62. In terms of healthcare 

experiences, most participants reported that they had an unmet healthcare need (mostly 
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due to cost and fear of mistreatment), were very uncomfortable discussing their needs 

with a healthcare provider that they do not know, only disclosed their gender to a 

healthcare provider if they had to, and have had to teach a healthcare worker (HCW) 

about TGD people to get appropriate care. Cancer awareness was generally low to 

moderate, with the majority of participants reporting that a HCW had not discussed 

cancer topics with them. 

 

Tests of the research questions 

An independent-samples t-test was conducted to compare the Barriers to Care Score for 

those who reported ever having an unmet healthcare need (58.8%, n=300) and those who 

did not (41.2%, n=210). Participants who ever had an unmet healthcare need reported 

significantly more barriers to care (Mean = 7.69) than those who indicated they did not 

have an unmet healthcare need (Mean = 4.98). 

Standard multiple regression was used to assess whether age, sex assigned at birth, 

income (dichotomous, ≤$37,000 and $37,001+), K6 score, and bad experiences in 

healthcare predict the Barriers to Care Score. The variance explained by this model was 

32.7%, meaning that almost a third of Barriers to Care are explained by these five factors. 

Four variables were statistically significant, with the K6 score being of highest 

significance, followed by bad experiences in healthcare, age, and sex assigned at birth. 

Income was not statistically significant. Higher Barriers to Care Scores were predicted by 

higher psychological distress, more bad experiences in healthcare, being younger, and 

assigned female at birth. 
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Table 7.1: Sociodemographic characteristics of the sample. 

 n % 

Gender   

    Woman 31 5.8 

    Man 26 4.8 

    Trans woman 90 16.8 

    Trans man 146 27.2 

    Genderqueer 32 6.0 

    Non-binary 142 26.4 

    Gender-fluid     29 5.4 

    Agender 11 2.0 

    Something else 30 5.6 

Age   

    18-24 326 60.7 

    25-34 110 20.5 

    35-44 59 11.0 

    45+ 42 7.8 

Relationship Status   

    Single and not dating 210 39.7 

    Single and dating 61 11.5 

    Partnered, not living together 209 20.6 

    Partnered, living together 131 24.8 

    Polyamorous/open relationship 18 3.4 

Individual Income before Tax (AUD)   

    $0-$18,200 282 57.6 

    $18,201-$37,000 89 18.2 

    $37,001-$87,000 91 18.6 

    $87,001-$180,000 28 5.7 

Sexuality (multiple response answer)   

    Heterosexual 40 9.4 

    Gay 61 14.4 

    Bisexual 129 30.4 

    Lesbian 61 14.4 

    Pansexual 150 35.4 
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 n % 

    Queer 44 10.4 

    Asexual 89 21.0 

Experienced Homelessness 130 31.3 

Disclosed an Area of Neurodiversity 152 38.0 

Disclosed a Disability 103 25.8 

Engagement with the TGD Community   

    Never, rarely or yearly 144 34.4 

    Monthly 56 13.4 

    Daily or weekly 219 52.3 

 

 

Table 7.2: Health, psychological distress and gender affirmation 

 n % 

Self-reported Health   

    Poor 68 12.7 

    Fair 176 32.8 

    Good 178 33.2 

    Very good 96 17.9 

    Excellent 18 3.4 

K6 Dichotomous   

    High levels of psychological distress 280 52.2 

    Low levels of psychological distress 256 47.8 

Experiences of Discrimination   

    Silent harassment 455 84.7 

    Verbal harassment 382 71.1 

    Physical intimidation and threats 199 37.1 

    Physical violence 105 19.6 

    Sexual harassment 232 43.2 

    Sexual Assault 155 28.9 

    None of the above 47 8.8 

Changing Identity Documents   

    Do not want to 72 13.7 

    Have not but plan to in future 196 37.4 
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 n % 

    Unable to 82 15.6 

    Able to change some 120 22.9 

    Changed all documentation 54 10.3 

Hormone Use   

    Never taken hormones 247 46.7 

    Previously on hormones 18 3.4 

    Currently on hormones 244 46.1 

    On hormones for medical reasons 20 3.8 

Had Surgery 115 21.9 

Seen a Doctor for Gender Affirmation in the Last 12 

Months 

303 56.6 

Inability to Access Gender Affirming Care (last 12 

months)* 

181 43.2 

*Excludes those not desiring access to gender affirming care. 

 

Table 7.3: Barriers to care. 

 No Sometimes Often 

 n % n % n % 

Fear of mistreatment 219 41.2 235 44.3 77 14.5 

Unable to find doctor I’m comfortable 

with 
165 31.1 220 41.5 145 27.4 

I find my doctor difficult to talk to 245 46.0 204 38.3 84 15.8 

Difficult to make an appointment 239 45.2 176 33.3 114 21.6 

I am too busy 215 40.4 203 38.2 114 21.4 

I do not have money to see the doctor 263 49.3 166 31.1 104 19.5 

Too many other things to worry about 156 29.3 240 45.1 136 25.6 

Difficult to arrange transport to the 

doctor 
329 61.6 135 25.3 70 13.1 

Worrying about what the doctor might 

find 
296 55.3 161 30.1 78 14.6 
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Table 7.4: Healthcare experiences. 

 n % 

Unmet Healthcare Need (ever)  300 58.8 

Unmet Healthcare Need (last 12 months) 242 47.5 

Reasons for Unmet Healthcare Needs*   

    Financial cost 138 46.0 

    Fear of disrespect/mistreatment 133 44.3 

    Could not get an appointment 105 35.0 

    No nearby services 46 15.3 

    Refused services due to being TGD 24 8.0 

Comfort Discussing Needs with a Healthcare Provider They Do Not 

Know 

  

    Very uncomfortable 237 44.5 

    Uncomfortable 196 36.8 

    Comfortable 87 16.4 

    Very Comfortable 12 2.3 

Information Needs Related to Care**   

    Have not received enough information 137 36.8 

    Have received enough information 235 63.2 

Did Not Have a Healthcare Provider with a Good Understanding of 

Their Needs, Preferences (last 12 months)*** 

129 26.9 

Multiple Attempts to Access Appropriate Healthcare (last 12 months)   

    Sometimes 225 44.6 

    Often 73 14.5 

Worsening Health due to the Length of Time Taken to get 

Appropriate Care 

  

    Sometimes 166 32.7 

    Often 62 12.2 

Needed Emergency Care but Avoided Attending the Emergency 

Department because they were Trans or Gender Diverse 

144 41.3 

Disclosing Gender to Healthcare Workers   

    Never 65 12.2 

    Only if I have to 225 42.4 

    Sometimes 110 20.7 
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 n % 

    Always 66 12.4 

    I do not have a choice (documentation shows this) 65 12.2 

Never had a HCW know they were TGD and treat them with respect 133 26.5 

Had to teach HCW about TGD people so they could get appropriate 

care 

279 55.6 

HCW refused to give them gender affirming care 115 23.0 

HCW refused to give them general healthcare 106 20.7 

HCW asked them unnecessary/invasive questions related to being 

TGD not related to the reason for their visit 

194 37.7 

HCW has used harsh or abusive language when treating them 80 15.4 

HCW was physically rough or abusive when treating them 30 5.7 

Experienced verbal harassment in a healthcare setting 74 14.2 

Have been physically attacked in a healthcare setting 12 2.3 

Experienced unwanted sexual contact in a healthcare setting 30 5.7 

*Percentages based on those who reported having an unmet healthcare need. 

**Excludes those who had no information needs. 

***Excludes those who had no healthcare needs. 
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Table 7.5: Cancer care and awareness. 

 n % 

How soon would you see a HCW if you had a cancer symptom   

    I would not make an appointment 41 9.8 

    Within a year 31 7.4 

    Within a few months 86 20.6 

    Within a month 76 18.2 

    Within a week 46 11.0 

    As soon as possible 138 33.0 

HCW has not discussed cancer topics with them 260 60.5 

HCW recommendation of cervical screening*   

    Never 155 56.8 

    Once 69 25.3 

    Often  49 17.9 

Accessed cervical screening*   

    Never 163 58.7 

    Once or rarely   

    Regularly 43 15.8 

Cancer Awareness Items (frequencies for correct responses)   

    Hormones can affect everyone’s cancer risk (true). 191 44.6 

    The risk of getting cancer does not increase with age (false). 324 75.5 

    It is not necessary to have screening for cervical cancer if someone with a 

cervix has never been sexually active in any way (true). 

42 9.8 

    The Australian cervical cancer screening program has recently changed 

(true). 

143 33.4 

    People who are assigned male at birth cannot develop breast cancer (false). 392 91.8 

    People do not have any risk of developing breast cancer if they have had a  

    mastectomy (false). 

263 61.7 

    People with breasts/chest tissue between the ages of 50 and 74 should have a  

    mammogram once every two years (true). 

314 73.4 

    Australia has a nation-wide breast cancer screening program (true). 286 66.8 

    Australia has a nation-wide prostate cancer screening program (false). 19 4.4 

    Australia has a nation-wide bowel screening program (true). 220 51.4 

*Note: Excludes people who do not have a cervix. 
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7.4 Discussion 

This chapter has presented a snapshot of TGD Australians accessing health and cancer 

care, including analyses around barriers to care. The data builds on findings from 

previous Australian research, whilst shedding further light on the issues facing TGD 

people accessing care. As the study shows, Australia has a diverse TGD community, who 

have various genders (many of which are outside of the binary), many sexual identities, 

and different backgrounds. The sample was overall young, and many are engaging 

frequently with others in the TGD population, indicating a strong and evolving 

community who potentially feel safer to be visible. These are aspects of our participants 

that are heartening, and offer much for empowerment into the future, however, social 

stigma and marginalization clearly remain a significant and pressing issue. Of note, and 

consistent with previous research, our participants had low incomes, high rates of having 

experienced homelessness, and multiple experiences of discrimination and assault (Hyde 

et al., 2014). The follow-on from this is high levels of psychological distress and poorer 

health when compared with the general Australian population. Over half (52.2%) of the 

sample fell into the range of ‘probable serious mental illness’ using the Kessler 6, 

whereas Australian data using the Kessler 10 shows that 11.7% of the general Australian 

population fall into this category (Australian Bureau of Statistics, 2015). Very few people 

(3.4%) in our sample reported ‘excellent’ health – this is much lower than the general 

Australian population, of which 20% have been found to rate they health as excellent 

(Australian Bureau of Statistics, 2015).  

 Neurodiversity was reported by well over a third of the sample, with other 

research supporting a relatively high rate of neurodiversity for TGD people (Strauss et al., 

2017). This is significant for healthcare providers to note, as navigating healthcare may be 

difficult for people who are neurodiverse, with many healthcare professionals lacking 

knowledge and awareness of appropriate care (Lehmann & Leavey, 2017). Further to this, 

experiences of physical and sexual assault are not uncommon, meaning that TGD people 
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are more likely to have trauma histories. In addition to care that is inclusive for people 

who are neurodiverse, trauma-informed care is an important step in making services 

sensitive to TGD people’s needs. This involves sensitive screening for a trauma history, 

developing trusting relationships, minimising distress and maximising autonomy (Reeves, 

2015). Extending this person-centered care also means addressing an individual’s body 

discomfort, and healthcare providers having an awareness of how and when to ask the 

right questions about sex organs (without being unnecessarily invasive), which is 

especially important given that most TGD people do not always disclose their gender to 

healthcare workers. 

 Given that in Australia the legislation related to various identifying documents 

may be under state/territory or federal government administration, and the requirements 

therefore are not consistent, it is unsurprising that the data shows difficulty changing 

documentation. There is diversity in how TGD people choose to medically affirm their 

gender, with many choosing to use hormones, however, rates of surgery appear to be 

relatively low. Partly this is likely due to the young age of our cohort, but in addition to 

this surgery in Australia is limited and difficult to access (GLBTI Health and Wellbeing 

Ministerial Advisory Committee, 2014). Many (43.2%) of our participants reported that 

there was a time in the last year they wanted to access gender affirmation but were unable 

to. This provides further evidence that there are not enough services to meet current 

demands. 

 Almost half of our participants said that there was a time they needed healthcare 

in the past year but did not receive it, which is twice that seen in the general Australian 

population (Australian Bureau of Statistics, 2017). That many say that this is because of 

cost shows there is still a financial burden associated with accessing healthcare, despite 

coverage for many aspects of this in Australia. This financial cost could relate to getting 

time off work and travel and may also be associated with the fact that many gender 
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affirmation specialists are within the private health system. Significantly, 44.3% said they 

had an unmet healthcare need because they were afraid, they would be disrespected or 

mistreated, which fits with the high rate of bad experiences in healthcare. Unsurprisingly, 

few people are comfortable discussing their needs with healthcare workers that they do 

not know. Over a quarter of participants reported not receiving enough information about 

their care in the last year, which is more than three times that found in the general 

Australian population (Australian Bureau of Statistics, 2017). Additionally, just under a 

quarter said that they did not have a healthcare provider with a good understanding of 

their needs – considerably higher than the 9% found in the general Australian population 

(Australian Bureau of Statistics, 2017). The survey results consistently demonstrate that 

healthcare services and workers are not equitable for TGD people. 

There were a range of bad experiences reported by our participants. Over a quarter 

had never had a healthcare provider know they were TGD and treat them with respect. 

Over half have had to educate their healthcare provider, almost a quarter have been 

refused gender affirming care, one fifth have been refused general healthcare, and over a 

third have had a healthcare provider ask unnecessary questions about their gender 

unrelated to their visit. In this context, there is complete legitimacy to TGD people’s fears 

of mistreatment. This also reflects the lack of knowledge on the part of healthcare 

workers and indicates a need for further training. 

 The analyses around barriers to care show that there are numerous things 

preventing TGD people from accessing care. Seven out of nine of the barriers had over 

half of participants report that these items either ‘sometimes’ or ‘often’ stopped them 

from going to the doctor. The items with the most people indicating they ‘sometimes’ or 

‘often’ stopped them from going to the doctor were as follows: ‘too many other things to 

worry about’ (70.7%); ‘unable to find a doctor I am comfortable with’ (68.9%); ‘I am too 

busy’ (59.6%); ‘fear of mistreatment’ (58.8%); ‘difficult to make an appointment’ 
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(54.8%); ‘I find my doctor difficult to talk to’ (54.0%); and ‘I do not have money to see 

the doctor’ (50.7%). TGD people have multiple stressors in their lives, including low 

income and experiences of discrimination, and it is therefore unlikely that making an 

appointment to see the doctor takes priority. Additionally, their bad experiences as 

detailed above are affecting their access because they are fearful of what they will 

encounter in a healthcare setting. As the t-test showed, having more barriers to care is 

associated with unmet healthcare needs.  

 Approximately one out of six participants reported that they either would not 

make an appointment or would delay this up to a year if they had a symptom, they 

thought was a sign of cancer. That the problems accessing healthcare result in a such a 

serious outcome shows how fearful TGD people are of healthcare environments. 

Delaying seeking medical attention this long for a cancer symptom is likely to result in 

higher morbidity and mortality for this community. Other issues in relation to cancer care 

are that healthcare providers are not discussing the topic with TGD people, and as shown 

by the generally low awareness levels (Table 7.4), general awareness campaigns do not 

reach TGD people. There is a need for more focused attention in this area; the TGD 

population should be a priority group for cancer organisations and specific awareness 

campaigns should be designed for them. 

 In terms of people with a cervix, the results show that healthcare providers are not 

recommending cervical screening to them – over half said this had never happened, and a 

further quarter said this had happened only once. Partly this can be attributed to the young 

age of the sample (in Australia guidelines state for cervical screening to begin at age 21), 

but also it is likely that healthcare providers are making assumptions based on TGD 

people’s appearances, not asking the right questions and TGD people are hesitant to 

disclose information about their bodies. A small percentage of TGD people with a cervix 

reported being regular screeners and over half that they had never had cervical screening. 
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Cervical cancer is an extremely preventable disease with screening, and moreover, the 

biggest risk for developing this is not attending screening (Johnson et al., 2016).  

Healthcare providers and cancer screening awareness campaigns need to be actively 

including TGD people with a cervix, ensuring that they know that this screening is 

relevant and important for them. 

 The findings from the standard multiple regression indicate that, taken together, 

higher levels of psychological distress, bad experiences in healthcare, younger age and 

being assigned female at birth significantly predict barriers to care. Research that has 

examined TGD people delaying care because of fear of mistreatment has found that this 

results in poorer mental health (Seelman et al., 2017). It is unsurprising that having bad 

experiences within healthcare is a significant predictor for increased barriers to care, as 

TGD Australians expectations are likely to be based on their own and others everyday 

lived experience. There is the potential that as one grows older they have had more time 

to find a sensitive healthcare provider, thus they have fewer barriers; and that people who 

were assigned female at birth may find the prospect of accessing care difficult due to the 

body organs they have and that certain procedures (e.g. cervical screening) are especially 

invasive and uncomfortable for them. Income was not a significant predictor for barriers 

to care, which may reflect the fact that Australia’s health system is largely affordable. As 

the data demonstrate, accessing health and cancer care as a TGD person can be very 

problematic. 

 

7.5 Conclusion & recommendations 

The TGD community in Australia is diverse, evolving and strong. However, there is 

ongoing social marginalisation, stigma and experiences of violence, and much work to be 

done to improve the situation. Throughout the findings from this survey there are 

numerous, wide-ranging examples of problems related to accessing health and cancer 

care. There is a critical need for widespread training and education of people working 
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within the healthcare system, and patient-centered care that is appropriate for people with 

neurodiversity and trauma histories. Enhanced coverage and accessibility is needed for 

gender affirmation services, which are currently insufficient to meet demand. Health and 

cancer care must make the TGD population a priority group, and population-based data 

collection needs to change in order to get a better picture on what is happening for this 

community. The dis-ease of access is in need of comprehensive treatment. 

Recommendations are as follows: 

1. The data strongly support a person-centered approach to health and cancer care for 

TGD individuals, which considers gender, bodies, neurodiversity and trauma 

histories. Healthcare workers need to be initiating the relevant conversations in a 

sensitive manner and tailoring their care appropriately. 

2. There is a need for widespread training and education, including in pre-vocational 

courses for medicine, nursing, and allied health. 

3. Health and cancer policies should make TGD people a priority population. 

4. Changes need to be made regarding the ways in which population-based research 

and registries collect gender/sex information. 

5. Gender affirmation services need increased funding to ensure accessibility. 

6. There is a need for general cancer awareness campaigns to be more inclusive of 

TGD people and also a need for specific TGD campaigns. 

7. Health and cancer care need to make partnerships with the TGD community to 

develop guidelines and interventions to improve care. 
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8. Improving cervical screening in trans and gender diverse people 

This chapter presents the paper ‘Improving cervical screening in trans and gender diverse 

people’ as published in Cancer Nursing. Alongside community reference group 

recommendations and the roundtable discussion, the findings from the survey and key 

informant interviews demonstrated the importance of addressing cervical screening. 

Further, cervical screening is a national program in Australia that a large number of the 

population (i.e. those with a cervix aged between 25-74) are recommended to participate 

in. This article answered research questions 2 and 3, whilst also including some findings 

directed at research question 1. There is considerable under-attendance to cervical 

screening for TGD Australians, and this article directed at healthcare providers could 

have a significant effect on improving this oversight. As the analyses in this manuscript 

show, healthcare providers may be both a major barrier to cervical screening and a key 

factor in improving the TGD community’s screening rates.  
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Improving cervical screening in trans and gender diverse people 

Lucille Kerr, Christopher M. Fisher, and Tiffany Jones. 

 

8.0 Abstract 

Background: Trans and gender-diverse people with a cervix experience difficulties 

accessing cervical cancer screening because of structural, interpersonal, and individual 

barriers. Objective: The aim of this study was to explore issues with cervical cancer 

screening participation, awareness, and healthcare provider recommendation for trans and 

gender-diverse people. Methods: A national Australian survey was conducted in 2018 to 

2019. Participants included 196 trans and gender-diverse people with a cervix. Data were 

analyzed using descriptive and multiple regression analyses. Two awareness items related 

to cervical cancer screening, healthcare provider recommendation, and cervical cancer 

screening participation were assessed. Four variables associated with cervical cancer 

screening were included in the regression: age, healthcare provider recommendation, like 

for body, and gender. Results: The sample was young; half (52.6%) were aged 20 to 24 

years. Almost half (44.6%) had never had a healthcare provider recommend cervical 

cancer screening to them. Around half (48.0%) had never participated, with 21.9% 

reporting that they are regular screeners. More than a quarter (27.5%) of people who had 

screening had an abnormal result. The most common reasons for not participating in 

screening were that it is emotionally traumatic for them (55.3%) and inability to find a 

healthcare provider with whom they are comfortable (38.3%). Conclusions: Trans and 

gender-diverse Australians with a cervix are unlikely to be regular participants in cervical 

cancer screening. To continue reducing cervical cancer rates, healthcare providers must 
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address underscreening in this community. Implications for Practice: Gender diversity 

training needs to be provided to healthcare providers. In addition, healthcare providers 

need to promote participation in cervical screening in this trans and gender-diverse 

community.  

 

8.1 Introduction 

Cervical cancer is an issue healthcare researchers and practitioners are seeking to address 

globally; the Australian Institute of Health and Welfare (AIHW) has predicted that 

Australia will become the first country in the world to eliminate cervical cancer (AIHW, 

2019). This is due to the ongoing success of the National Cervical Screening Program 

(NCSP), introduced in 1991, and 2 additional important developments—human 

papillomavirus (HPV) vaccination and renewal of the program, which included the 

change in the primary method of screening from the Papanicolaou test to HPV testing 

(AIHW, 2019). Globally, cervical cancer is the fourth most commonly diagnosed cancer 

in women and is higher in countries without screening (AIHW,2019). In Australia, it is 

the 14th most commonly diagnosed cancer in women, demonstrating the strong effect of 

screening and vaccination (AIHW, 2019). The most significant risk factor for developing 

cervical cancer in developed countries is being underscreened or neverscreened (Saville et 

al., 2018). Australia has much to celebrate in terms of the NCSP, but issues exist for a 

selection of minority populations who are underscreened, including Aboriginal and Torres 

Strait Islanders, the socioeconomically disadvantaged, and those living remotely (Saville 

et al., 2018).  

There is emerging concern regarding the cervical cancer screening rates of the 

trans and gender-diverse (TGD) community (Potter et al., 2015). This population includes 

a diverse range of people who have genders that do not align with their sex assigned at 

birth and/or are outside of the binary man/woman (World Professional Association for 

Transgender Health, 2011). Although the Australian Government does not collect data on 
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how many people identify as TGD, international estimates suggest that they comprise 

0.1% to 0.7% of the population (Collin et al., 2016). Most trans men have a cervix, with 

Australian research reporting a hysterectomy rate of approximately 14% (Hyde et al., 

2014). Internationally, it has been documented that trans men and other people with 

diverse genders have lower participation rates in cervical cancer screening (Kiran et al., 

2019; Tabaac et al., 2018). Furthermore, there seems to be higher rates of inadequate and 

abnormal tests for trans men and gender-diverse people with a cervix (Adkins et al., 2018; 

Peitzmeier et al., 2014). Within Australia, research has found that TGD people avoid 

healthcare because of insensitive services, inadequate knowledge of providers, access and 

safe disclosure barriers, and bad experiences (Jones et al., 2015), although little is known 

about their cervical cancer screening practices and experiences. Research from Canada 

and the United States has found lower cervical cancer screening rates for their TGD 

populations (Kiran et al., 2019; Peitzmeier et al., 2014; Scheim & Bauer, 2013). Reported 

barriers to screening for trans men and gender-diverse people include gender dysphoria, 

history of sexual trauma, pain, bad experiences in healthcare, discomfort disclosing their 

gender, misconceptions regarding HPV transmission, and lack of social support and 

financial resources. (Agenor et al., 3026; Peitzmeier et al., 2014; Semlyen & 

Kunasegaran, 2016; Unger, 2015) The study was conducted because of a lack of evidence 

in Australian and international contexts that addresses concerns of TGD people accessing 

cervical cancer screening.  

This report is from a national study on health and cancer care for TGD 

Australians. The aims were to examine TGD persons' cervical cancer screening 

participation and potential barriers, levels of awareness related to cervical cancer 

screening, and healthcare provider recommendation for the screening. 
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8.2 Methods  

This study used principles derived from community-based participatory research to 

conduct an online survey in 2018 to 2019. The TGD community was consulted and 

involved throughout including during the survey design, recruitment, analysis, and 

reporting, and key informant interviews were conducted to guide research development—

and information on themes and sensitive language use were derived from community 

expert representatives (Kerr, Fisher & Jones, 2019). 

 

Participants and Procedure  

The study received ethics approval from a university-based ethics committee. Inclusion 

criteria for the survey were as follows: being older than 18 years, Australian residency, 

and self-identification as TGD. The convenience sample was recruited through paid 

online Facebook advertising and TGD community promotion (generating a snowball 

sample). The anonymous questionnaire was provided in a secure online format. The entry 

page to the survey included the information sheet and a tickbox for participants to 

indicate that they consented to participate. A total of 854 surveys were saved, one-third of 

which were incomplete surveys. Data cleaning removed 21 responses that were 

illegitimate (mischievous responders), leaving 537 participants.  

The total number of survey participants included in the current analysis is 196 

because these participants self-disclosed that they had a cervix in a survey question that 

asked participants to indicate which body parts they had, were of an eligible age for 

screening, and completed the cervical cancer screening section. Eighteen- and nineteen-

year-olds have been excluded from analysis given that data collection finished slightly 

more than 1 year after the changes to the NCSP that raised the recommended 

commencement age for cervical cancer screening from 18 to 25 years.  
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Measures  

The survey covered 4 areas—sociodemographics, gender affirmation, accessing 

healthcare, and cancer-related awareness and care. To allow for comparisons with the 

general Australian population and international TGD communities, measures were taken 

from the 2016 Australian Census (Australian Bureau of Statistics, 2018), the Australian 

Bureau of Statistics Survey of Healthcare (Australian Bureau of Statistics, 2017), the 

Cancer Awareness Measure (Stubbings et al., 2009), and other large-scale TGD research 

in the United States and Canada (Bauer & Scheim, 2015; James et al., 2016). Gender was 

self-nominated from a list of choices, which were based on community consultation and 

included a text box for self-definition. Two awareness items on cervical cancer screening 

were included, with potential responses being “true,” “false,” and “I do not know” (the 

final option was recorded as incorrect). These were as follows: “it is not necessary to have 

screening for cervical cancer if someone with a cervix has never been sexually active in 

any way” and “the Australian cervical cancer screening program has recently changed.” 

Concern for developing cervical cancer was measured using a Likert scale ranging from 

no concern to extremely concerned. Participants were also asked whether their HCP 

provided information on cervical cancer screening to them or recommended it. Finally, a 

series of questions were asked on participation in cervical cancer screening, having had 

an abnormal result, and reasons for never having participated in cervical cancer screening. 

 

Analysis  

SPSS V25 was used to analyze the data. Descriptive statistics were run for selected key 

sociodemographics, gender affirmation, access to healthcare, cancer care, and cervical 

cancer screening— frequencies are presented with the number and percentage. 

Researchers wanted to know whether the factors of healthcare provider input and personal 

attributes, such as age, dysphoria, and gender, influenced participation in cervical cancer 
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screening and to what degree. These were chosen on the basis of previous barriers 

reported in the literature. For this reason, a standard multiple regression was conducted to 

see whether the 4 measures of age, healthcare provider recommendation, like for body (as 

a measure of dysphoria), and gender predicted participation in cervical cancer screening. 

Further analysis considered how much variance could be explained by these factors and 

which of these factors is the best at predicting participation in cervical cancer screening. 

 

8.3 Results  

The mean (SD) age of participants was 26.71 (7.22) years (range, 20-53 years). Of the 

sample, 38.8% were trans men (n = 76) and 61.2% gender diverse (n = 120). The most 

common gender aside from trans men was nonbinary, which made up 38.3% of the 

sample (n = 75), followed by genderqueer (10.2%, n = 20) and genderfluid (5.1%, n = 

10). Other self-descriptions included T1 T2 agender, butch, and third gender. Tables 8.1 

and 8.2 detail the characteristics of the sample and answers to cervical cancer screening 

questions. The sample is overall young, with more than half (n = 103, 52.6%) being 

between 20 and 24 years, just old enough to potentially have received a cervical cancer 

screening recommendation before changes in guidelines. Half are in the lowest income 

bracket (AUD $0-$18 200) (n = 94, 50.5%). Homelessness had been experienced by one-

third of participants (n = 70, 36.5%), and neurodiversity (eg, autism) was disclosed by 

41.5% (n = 76). Two-thirds of the sample had strong or moderate dislike for their body.  
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Table 8.1: Characteristics of the sample (n=196). 

 n % 

Age   

    20-24 103 52.6 

    25-34 62 31.6 

    35+ 31 15.9 

Remoteness classification   

    Major city 158 81.0 

    Inner regional 28 14.4 

    Outer regional 9 4.6 

Individual Income before Tax (AUD)   

    $0-$18,200 94 50.5 

    $18,201-$37,000 39 21.0 

    $37,001-$87,000 43 23.1 

    $87,001-$180,000 10 5.4 

Experienced Homelessness 70 36.5 

Disclosed an Area of Neurodiversity 76 41.5 

Disclosed a Disability 66 36.3 

Like for own body   

    Strongly dislike 57 29.1 

    Moderately dislike 75 38.3 

    I feel neutral towards my body 27 13.8 

    Moderately like 21 12.2 

    Strongly like 13 6.6 

Disclosure of gender to healthcare providers   

    Never 29 14.9 

    Only if I have to 81 41.8 

    Sometimes 48 24.7 

    Always 18 9.3 

    I have no choice as my documentation shows this information 18 9.3 

 

In terms of cervical cancer screening, most people did not correctly answer the 

cervical cancer screening awareness items, with only 14.8% correctly answering that 
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someone who has not been sexually active does not need to participate and half (51.5%) 

correctly identifying that the program had recently changed. Two-thirds of participants 

(66.8%) had no or little concern of developing cervical cancer, and 44.6% had never had 

an HCP recommend cervical cancer screening to them, although all could have potentially 

received a recommended screening before guideline changes. Almost half (48.0%) have 

never had cervical cancer screening, with only 21.9% reporting that they are regular 

screeners. After excluding those aged 23 years and younger because of the likelihood they 

had only been screened once, a quarter had never been screened (26.9%), and just more 

than a third reported they were regular screeners (36.1%). More than a quarter (27.5%) of 

people who have participated in screening have had an abnormal result. People who had 

not participated in screening were asked why, with the most common reasons being that it 

is emotionally traumatic (55.3%) and inability to find an HCP with whom they are 

comfortable (38.3%).  

Standard multiple regression was used to assess whether age, healthcare provider 

recommendation, like for body (as a measure of dysphoria), and gender (trans man 

compared with gender diverse) predict participation in cervical cancer screening. The 

variance explained by this model was 44.0%, F4,190 = 37.27, P < .001. All 4 variables 

were statistically significant, with older participants more likely to be regular screeners (β 

= 0.39, P < .001), followed by those who received a healthcare provider recommendation 

for screening (β = 0.29, P < .001), those who had greater like for their body (β = 0.18, P = 

.002), and those identifying as gender diverse (β = 0.18, P = .002). 
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Table 8.2: Cancer care, awareness and cervical screening. 

 n % 

Cervical cancer screening awareness items (correct responses)   

    It is not necessary to have screening for cervical cancer if someone     

    with a cervix has never been sexually active in any way (true). 

29 14.8 

    The Australian cervical cancer screening program has recently  

    changed (true). 

101 51.5 

Concern for developing cervical cancer      

    No concern 41 20.9 

    A little concern 90 45.9 

    Moderate concern 53 27.0 

    Extremely concerned 12 6.1 

Healthcare provider discussed/provided information on cervical 

cancer 

64 32.7 

Healthcare provider recommended cervical screening   

    Never 87 44.6 

    Once 59 30.3 

    Often 49 25.1 

Ever had cervical screening (all)   

    Never 94 48.0 

    Once/rarely 59 30.1 

    Regularly 43 21.9 

Ever had cervical screening (aged 24+, n=108)   

    Never 29 26.9 

    Once/rarely 40 37.0 

    Regularly 39 36.1 

Ever had an abnormal result* 28 27.5 

Reasons for never having attended cervical screening**   

    Physical pain 13 13.8 

    Have not had sex 29 30.9 

    Emotionally traumatic 52 55.3 

    Previous bad experiences 10 10.6 

    Inability to find healthcare provider that they are comfortable with 36 38.3 

*Percentage based on number of people who reported they had previously had cervical 

screening (n=102). 
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**Percentage based on number of people who reported that they had never attended 

cervical screening (n=94). 

 

8.4 Discussion  

Study findings indicate TGD persons with a cervix experience challenges accessing 

cervical cancer screening; most of the participants reported being either never-screened or 

underscreened. Our study participants reported high rates of being in a low-income 

bracket, having experienced homelessness, neurodiversity, and disability, which are 

consistent with previous Australian research (Jones et al., 2015; Strauss et al., 2017). 

Such vulnerabilities are associated with the persistent stigma experienced by this 

population and have been found to limit access to healthcare in previous TGD research 

(White Hughto, Reisner & Pachankis, 2015). Furthermore, two-thirds (67.4%) reported 

that they either strongly or moderately disliked their body, and only 9.3% always 

disclosed their gender in healthcare interactions—both of which may contribute to 

underscreening.  

Cervical cancer screening awareness seems to be limited in the TGD community; 

half of our participants were unaware that the NCSP had changed. This is perhaps 

unsurprising given that only 32.7% of our sample indicated that an HCP had discussed 

cervical cancer with them, and 44.6% had never had an HCP recommend screening to 

them. Alarmingly, 48.0% of participants reported that they had never had a cervical 

cancer screening, with only 21.9% indicating that they considered themselves to be 

regular screeners. This is compared with national Australian data in 2018 that estimated 

54% of the eligible population participated in screening (AIHW, 2019). Given the 

reduced frequency with which people with a cervix are now recommended to screen, this 

may be more appealing to TGD people with a cervix and contribute to their participation. 

Healthcare providers need to be raising awareness in this community by engaging their 

patients in conversations about cervical cancer screening, and the NCSP should increase 

outreach to TGD populations.  
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Recently, in Australia, there have been 2 LGBTIQ-targeted campaigns formed 

from partnerships between Thorne Harbour Health (formerly the Victorian AIDS 

Council) and the Cancer Council Victorian (“Public Cervix Announcement,” 

cervicalscreening.org. au/LGBTIQ), and between the AIDS Council of NSW and the 

Cancer Institute New South Wales (“The Inner Circle,” theinnercircle.org.au). Such 

partnerships could be useful in outreach campaigns of awareness raising and service 

provision. In addition, the NCSP has begun to use inclusive language, specifically stating 

that anyone with a cervix may be eligible for screening, including people who identify as 

transgender. Inclusive health promotion is valuable and should be expanded in any areas 

that wish to increase cervical cancer screening participation in this community.  

An important finding is that one-quarter of our participants (27.5%) reported receiving an 

abnormal test result. Previous, although limited, research links abnormal results to 

exogenous testosterone use (Adkins et al., 2018). There is a significant lack of research on 

HPV prevalence in TGD people with a cervix. An Italian study found a high rate of 

detectable HPV DNA; however, the study was limited by a small sample and called for 

more research into this (Loverro et al., 2016). Both patients and providers may hold 

misconceptions regarding sexual behavior and HPV infection risk of TGD people with a 

cervix, who engage in a variety of sexual practices that may place them at risk of HPV 

acquisition (Beswick, Corkum & D’Souza, 2019; Brown et al., 2017). 

Results from the regression show that people are less likely to screen if they are 

younger, their HCP does not recommend it, and they dislike their body. Trans men were 

less likely to screen when compared with gender-diverse persons with a cervix. The most 

common reasons that participants gave for never screening were that they find it 

emotionally traumatic and they have been unable to find an HCP with whom they are 

comfortable. There is a significant rate for HCPs to engage their TGD patients with a 

cervix in screening, and international research confirms the importance of this as a 
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facilitating factor (Harb et al., 2019). Informative guidelines exist to aid this engagement 

effort, emphasizing communication, patient control, and methods to minimize distress 

(Potter et al., 2015). Trans and gender-diverse people with a cervix will have varying 

preferences regarding the procedure; therefore, the HCP must have a good understanding 

of the individual patient's needs and be educated on the general issues that TGD people 

face when accessing this. Mandatory TGD training for HCPs who conduct cervical cancer 

screening should be implemented across services. 

Given that many of the TGD participants in this study indicated that they did not 

participate in cervical cancer screening because they were unable to find an HCP with 

whom they were comfortable, the inclusion of a self-collection method in the NCSP may 

provide an acceptable option for these TGD individuals. Australian research has found 

self-collection to be effective at increasing participation (Saville et al. 2018). Several 

studies have been conducted in the United States on the preferences of transmasculine 

individuals with regard to this. Two studies reported between 57.1% and 90.3% of 

transmasculine people would prefer self-collection to provider collection (Mcdowell et 

al., 2017; Seay et al., 2017). The reasons for this included previous experiences of 

discrimination, the less invasive nature of the procedure, lower levels of gender 

discordance, and a greater sense of agency (Mcdowell et al., 2017; Seay et al., 2017).  

Importantly, the studies also highlighted that there were a variety of preferences for 

participants, including having a choice with regard to which cervical cancer screening 

method they wish to have. Research with underscreened populations has demonstrated 

that self-collection has high acceptability and will encourage greater participation in 

cervical cancer screening (Braz et al., 2017). If Australia is to be successful at eradicating 

cervical cancer, it is vital that underscreened populations' preferences for screening be 

considered.  
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Strengths and Limitations  

This study had several strengths and limitations. It is strengthened by the large, national 

sample of a minority population addressing meaningful ways to ensure cervical health 

screening. However, a limitation is that the wholly online nature of the survey resulted in 

a sample that is not representative. In addition, participants self-selected to participate, 

meaning that the study may contain a higher proportion of people who have had bad 

experiences. Furthermore, it is possible that, because participants self-reported screening 

frequency and actual observations of participation were not part of this study, findings 

only represent participant recall.  

 

8.5 Conclusion  

The results from this survey show that healthcare providers are perceived to be a key 

factor in improving TGD persons' cervical cancer screening rates. Importantly, healthcare 

providers internationally should be engaging their patients in meaningful conversations 

that raise awareness and enable participation. Education is needed for healthcare 

providers, so that they understand the issues that TGD persons face accessing cervical 

cancer screening (especially gender dysphoria and social marginalization). Furthermore, 

self-collection methods should be seriously considered for this community. Given the 

highly preventable nature of cervical cancer, it is vital that underscreened communities 

are specifically targeted in health promotion campaigns. 
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9. ‘I’m not from another planet’: the alienating cancer care experiences of trans and 

gender diverse people. 

This chapter presents the article ‘‘I’m not from another planet’: the alienating cancer care 

experiences of trans and gender diverse people’, as published in Cancer Nursing. The 

data used in this manuscript were main interviews with TGD people who had a diagnosis 

of cancer and was largely centred on answering research question 2 (with some 

considerations relating to questions 1 and 3). In line with the overall study aim to explore 

TGD people’s experiences of cancer care, this article explores the participants’ lived 

experiences. During preliminary reading and analysis, intersubjectivity was identified as a 

major theme in participants’ experiences, and, as such, the article focused on this theme. 

The aim was to develop a microethical understanding for cancer care providers to draw 

on when interacting with TGD patients. Importantly, the participants’ intersubjective 

experiences were largely characterised by alienation and invisibility. This shows the need 

for cancer care professionals to be engaging in active and empathic dialogue with TGD 

people, and that training is needed to increase understanding of the issues faced by this 

population. 
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‘I’m not from another planet’: the alienating cancer care experiences of trans and 

gender diverse people 

Lucille Kerr, Christopher M. Fisher, and Tiffany Jones. 

 

9.0 Abstract  

Background: There is little research that addresses the needs of trans and gender diverse 

people with cancer. Emerging evidence shows unique concerns, particularly in relation to 

gendered cancers such as breast and gynecological. Objective: The aim of this study was 

to explore the intersubjective experiences in cancer care of trans and gender-diverse 

people to inform a microethical approach to improving care for this community. Methods: 

Qualitative interviews (n = 12) were conducted with trans and gender-diverse people who 

had a diagnosis of cancer. Analysis was phenomenologically inspired and used Braun and 

Clarke’s inductive thematic methods. Results: The intersubjective experiences revealed 

that interactions were often characterized by a sense of alienation and invisibility. Six 

intertwined themes demonstrate the emergence of these feelings for the participants, these 

included Gender Stereotypes and Assumptions, Negation of Identity, Dismissed 

Concerns, Invisibility in the System, Alienation in Waiting Rooms and Support Groups, 

and Uniquely Gendered Bodies and Interactions. Conversely, 1 theme showed how 

participants could be made to feel connected and recognized—Affirming Experiences. 

Conclusions: The unique experiences of trans and gender-diverse people in cancer care 

shed light on the effect of gender biases and barriers to empathic care. Findings provide 

professionals with insights that can enhance their clinical practice through informing the 
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ways they provide care to people with diverse genders. Implications for Practice: Cancer 

care nurses should be reflecting on their own assumptions related to gender and engaging 

their patients in genuinely empathic communication. 

 

9.1 Introduction 

The term trans and gender diverse (TGD) is used to be broadly inclusive of people whose 

gender differs from their sex assigned at birth (ie, trans women were assigned male at 

birth and trans men assigned female at birth) or outside of the binary genders man-woman 

(eg, people who are nonbinary or genderqueer) and who are estimated to make up 0.1% to 

0.7% of the population (Collin et al., 2016). Research from around the world has 

documented the disparities that exist for TGD people in terms of health, wellbeing, and 

access to healthcare compared with the general population (Bauer & Scheim, 2015; Hyde 

et al., 2014; James et al., 2016; McNeil et al., 2012). Frequently stigmatized and 

discriminated against, it has been argued that the position of this community is one of 

invisibility, particularly in healthcare (Merryfeather & Bruce, 2014). 

In the context of cancer, there is limited research on the TGD community—most 

of which has been biomedical case studies (Watters et al., 2014). Recently, several studies 

have examined the epidemiology of cancer in TGD people, and although there appear to 

be no overall increased rates of cancer, they have found higher instances of cancers 

related to viruses (human papillomavirus and HIV) and tobacco use (Braun et al., 2017; 

Silverberg et al., 2017). There has been one study dedicated to the psychosocial aspects of 

TGD people with cancer, which found that their unique experiences of gendered bodies 

(e.g., discomfort or disassociation with body parts that are related to their sex assigned at 

birth) influenced their needs and their concerns were often not addressed in patient 

information (Taylor & Bryson, 2016). This study had 10 participants, all of whom who 

were assigned female at birth and had breast or gynecologic malignancies; thus. there 

remains a large gap in evidence on cancer care experiences of TGD persons.  
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Traditionally, the field of medical ethics or bioethics has focused on big dilemmas 

(eg, genetics, euthanasia) and unusual cases (eg, situations in which informed consent 

may have to be waived) (Komerasoff, 1995; Truog et al., 2015). There has been little 

focus dedicated to explicit discussion of what Komerasoff terms microethics 

(Komerasoff, 1995). Everyday clinical practice is made up of innumerable ethical 

decisions, from whether or not to spend an extra few minutes listening to the patient 

relating a story about their uncle to the manner in which healthcare professionals talk to 

patients (eg, use of eye contact and tone of voice) (Truog et al., 2015). Such relational 

judgments may be regarded as of little importance for consideration in ethical discussion; 

however, people who have cancer may place high significance on such infinitesimal 

aspects of care (Dresser, 2011). Although difficult to quantify, healthcare professionals’ 

expressed empathy for patients may increase satisfaction with care and adjustment to 

diagnosis while decreasing distress (Lelorain et al., 2012). However, empathy may be 

difficult for a healthcare professional to cultivate if there is a lack of knowledge of a 

patients’ needs, which may be especially an issue for TGD patients, for whom there is 

inadequate awareness of their needs and assumptions about gender (Merryfeather & 

Bruce, 2014). Given the importance of an empathic approach in cancer care and minimal 

evidence on TGD patient experiences, this study aims to explore the lived experiences of 

TGD people with cancer to inform the microethics of caring for this community. 

 

9.2 Methods  

Methodology on considering the methodology for researching TGD individuals’ 

experiences of having cancer, several things emerge as significant. First, a return to the 

lifeworld is warranted, given that as a group, TGD people have been historically silenced 

or invisible, indicating a need to return to their lived experience from their perspective 

(Namaste, 2000; Rubin, 2003). Second, numerous trans scholars have written on the 

importance of embodiment, and this theme is strongly present in trans narratives (Prosser, 
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1998; Rubin, 2003). Arguably, the biomedical, scientific approach that dominates in 

healthcare has led to a neglect of subjective embodiment— there is a focus on the 

pathological, physiological, technological, and procedural instead of illness as understood 

by the individual (Kestenbaum, 1982; Thomas, 2002; Thomas, 2005). To facilitate true 

healing and genuine care, there is a need for thoughtful consideration of the embodied, 

lived experience. Third, healthcare is an area where intersubjectivity and empathic 

engagement are of high importance, necessitating research that helps to inform a 

microethical approach. This study therefore aims to document the concrete reality of TGD 

people who have had a diagnosis of cancer, taking account of their subjective 

embodiment, to inform the microethical, intersubjective relationships of healthcare 

worker (HCW) and patient.  

Based on the above needs, a phenomenological orientation was chosen for the 

methodology of this qualitative study. Phenomenology, as founded by Edmund Husserl, 

has at its focus the phenomena of concrete, everyday, lived experience and has argued 

against scientism, reductionism, and objectivism (Zahavi, 2019a). Therefore, reality is not 

understood through the lens of natural science, as simple or basic (reducible), or 

independent of the experiencer (Zahavi, 2019a). This legitimizes research that explores 

things not captured by natural science—that is, much of human life in all its ambiguity 

(Zahavi & Martiny, 2019). From a phenomenological point of view, our existence is 

fundamentally corporeal, and we are both socially and culturally rooted (Zahavi, 2019a). 

Furthermore, being embodied is the primary condition for interacting with others (Zahavi, 

2019a). This view is complementary to transgender theory, which posits that the 

development of identity for TGD people is a complex interaction of embodiment, social 

factors, and the self that is integrated through lived experience (Nagoshi & Brzuzy, 2010).  
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Setting and Sample  

This study was part of a national Australian study and received ethics approval from a 

university’s Human Research Ethics Committee. Facebook advertising and snowball 

sampling were used for recruitment. Furthermore, posters were displayed in TGD 

specialist general practitioner clinics and an LGBTQ (lesbian, gay, bisexual, transgender, 

and queer) book shop, and the main researcher took part in an interview with a TGD radio 

program. The inclusion criteria were as follows: older than 18 years, Australian resident, 

identifies as trans or gender diverse, and has had a diagnosis of cancer. Twelve 

participants were recruited and interviewed. Interviews were conducted in person, over 

the phone, and via Skype. The age of participants ranged from 18 to 60. Participants’ 

genders included 4 trans men, 4 trans women, 3 nonbinary people, and 1 genderqueer 

person (participant characteristics, including age and diagnoses, are detailed in Table 9.1).  

 

Table 9.1: Participant characteristics. 

Name Gender Age Diagnosis 

Lily Trans woman 38 Testicular cancer 

Tom and Steven 

(support person) 
Trans man 60 Lung cancer and lymphoma 

Anna Trans woman 38 Melanoma 

Adam Trans man 53 BRCA mutation 

Rose Trans woman 47 Prostate cancer 

Sam Non-binary person 47 Breast cancer 

Ari Non-binary person 36 
Hereditary Paraganglioma-

Pheochromocytoma 

Alex Non-binary person 18 Hodgkin’s Lymphoma 

James Trans man 38 BCC skin cancer 

Marlena Trans woman 50 Bowel cancer 

Hunter Genderqueer person 53 
Skin cancers (BCC and melanoma) 

and small lymphocytic leukaemia 

Paul Trans man 26 Liver cancer (as an infant) 
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Procedures  

Twelve interviews were conducted, ranging from 44 143 minutes in length, with the 

average time being 76 minutes. The open-ended semistructured interviews were 

conducted by the first author (PhD candidate and specialist cancer nurse who has 

previously conducted qualitative interviews with TGD people) and included 3 broad 

questions: “What was your first experience of cancer care?” “If you think back over your 

experiences in cancer care, what is the most memorable or meaningful experience you 

had?” And “is there another experience you would like to discuss?” The interviewer 

asked additional questions for further detail and clarification. On the whole, the 

participants gave a large amount of information about their experiences, using the first 

question as a springboard to talk about their whole journey through cancer care. The 

interview questions were open to allow the participants to describe their experiences with 

little prompting from the interviewer.  

 

Analysis  

Decisions regarding methods of analysis were inspired by phenomenology; however, they 

may differ significantly from conventional phenomenological research. There is much 

debate regarding the place of phenomenological method in qualitative research (Zahavi, 

2019b). This study follows leading phenomenologist Zahavi’s recommendation not to use 

phenomenological methods in qualitative research (eg, the epoche which is often referred 

to as bracketing and reduction) as these methods have as their aim philosophical goals, 

and the aim of this research is not to develop a pure phenomenological description 

(Zahavi, 2019c). Rather, the goal of this study is to document the experiences of the TGD 

participants who have cancer within healthcare to inform the care of this population. 

Although not undertaking the epoche or reduction, care has been taken to adopt a 

phenomenological manner of thinking, which was described by Merleau-Ponty in his 
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preface to Phenomenology of Perception using words such as attentiveness and wonder 

(Merleau-Ponty, 1962).  The study is concerned with paying attention to what TGD 

individuals have to say about their lifeworlds, striving to understand what matters for 

them and the meaning that they give their experiences. The question at the forefront of 

this analysis was, “what it is like for a TGD person in cancer care?”  

Thematic analysis was chosen given its accessibility and flexibility and that it can 

be applied with a range of theoretical concepts (and is often coupled with 

phenomenology) (Braun & Clarke 2014; Clarke & Braun 2017). The first author 

transcribed the audio recordings then read, reread, and made preliminary notes. Based on 

these notes, the decision was made to focus the present analysis on an inductive (ie, 

datadriven) exploration of intersubjectivity, given this theme’s strong presence in all of 

the participants experiences. At this point, there was another reread of the transcripts and 

more notes taken, which were used to form initial codes. These codes were grouped into 

themes and reviewed. The 3 authors discussed every step of analysis and came to a 

consensus on themes. Other measures taken to ensure rigor and trustworthiness of the 

data included the use of a TGD community reference group and sending the transcripts to 

participants for checking. Although containing a small sample size, the study is 

strengthened by the in-depth nature and length of the interviews.  

 

9.2 Results  

Intersubjectivity, the sharing of the world with others, was the focus for this analysis 

given its clear significance in the TGD participants’ experiences of cancer care. This was 

particularly in terms of having their authentic selves (in)validated and their 

(dis)connectedness to others. What predominantly characterizes the interactions of TGD 

cancer survivors in this study are feelings of alienation and invisibility. Embodiment is 

also significant, which is unsurprising given it is a precondition of intersubjectivity and 

relates to having a body which is not perceived as normatively gendered. Six interwoven 
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themes reveal how feelings of alienation and invisibility emerge and establish themselves 

in interpersonal relations: Gender Stereotypes and Assumptions, Negation of Identity, 

Dismissed Concerns, Invisibility in the System, Alienation in Waiting Rooms and 

Support Groups, and Uniquely Gendered Bodies and Interactions. Finally, 1 theme 

captured the counterexamples to this—experiences where participants felt understood and 

welcomed—and this is the last theme, Affirming Experiences.  

 

Gender Stereotypes and Assumptions  

Participants expressed that in their interactions with HCWs, they commonly encountered 

adherence to gender stereotypes and assumptions based on these. Adam, a trans man with 

a BRCA gene mutation who had a prophylactic bilateral oophorectomy, spoke of the 

absurdity when he repeatedly experienced assumptions about his fertility wishes:  

Because I did not fit their strict gender criteria, they just simply did not know how 

to relate to me…I had this idea constantly pushed at me, if it’s genetic you will not 

be able to have children, and I’m like, “for Christ’s sake, I’m 48 years of age, I’m 

not going to bloody have kids, I do not even identify as female.” So everything that 

I dealt with from that genetic counselor to the social worker, the cancer care nurses, 

and then even up to the doctors, in that whole entire journey it was about fitting 

gender stereotypes…like that for women everything was about being able to give 

birth to babies and having had babies, and I did not need to know or want to know 

any of that. It was totally irrelevant to me.  

-Adam, trans man, BRCA gene mutation  

 

Adam’s experiences of gender stereotypes were pervasive, resulting in him feeling 

disrespected and dehumanized. Eventually, he decided to disengage from services 

permanently, as he related: 

They get me upstairs and they want to put me in a ward with 3 women. I just lost it. 

I said, “no bloody way am I going to be on this ward with 3 women. I need to be 

treated with a bit of dignity and respect in this matter,” and one of the nurses looked 

at me and said, “you were born a woman, you will behave like woman.” …I had 

this big burly bloody security guard turn up, poking his finger in my chest saying, 

“women do not behave like you.” …I canceled all my postoperative appointments, 

everything, never went back near them again. I just did not want to be anywhere 

near it again. For better, for worse, whatever, too bad. Even in the greater scheme 

of things, it’s now at the point where if I developed any form of symptoms of having 
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cancer in any of the remaining bits that are still left down there, I would not go near 

a doctor. I would not dare. It does not matter if it’s going to kill me. 

- Adam, trans man, BRCA gene mutation  

 

 

For Paul, who was treated for liver cancer as an infant and subsequently had 

follow-up throughout his childhood and adolescence, he gradually came to the knowledge 

that his gender differed from his sex assigned at birth while attending survivorship cancer 

care periodically. He discussed his growing awareness of his identity and how this was 

coupled with growing discomfort. Paul never disclosed this to his caring team, who he 

would put on a “character” for (e.g., making an effort to dress femininely):  

They would talk about how you are going to grow up so they would of course say 

what my future was as a young lady…when I realized I was trans, at that point 

everything, one made a lot more sense so I felt a lot of relief in that kind of way, 

but then it also made everything really hard, it made my interactions with the world 

kind of really hard because I did not tell anyone at that age, and particularly I felt 

that I could not tell these medical practitioners I’d known my whole life…. I felt 

very unsure how I would be perceived or taken seriously…when it came to those 

appointments, I would have to internalize a lot and just almost kind of like put on a 

character to kind of get through that…those interactions whenever I went to the 

hospital during that time were hurtful and kind of scary. 

- Paul, trans man, liver cancer  

 

Further to generalized gender assumptions, two participants mentioned issues with 

specialists who traditionally work with one gender. For Lily, a trans woman who had 

testicular cancer, she found her experiences with urologists somewhat confronting 

because “they deal with men all the time, so they had no bedside manner with me for a 

woman.” Rose, a trans woman who had prostate cancer, was taken aback when asked a 

question by her erectile dysfunction specialist:  

I went to an erectile dysfunction specialist, now he told me that he sees trans patients, but 

he asked me the most shocking question, I went there with my girlfriend and he was like, 

“so do you actually want to rehabilitate your penis?”…imagine if something was broken 

on your body and someone said, “well, do you actually want to fix it?” I was so shocked I 

had no answer…. That was just an immediate assumption on his part that I’m a trans 

woman, so I must hate my penis and want to chop it off, and that’s just not the case at all. 

- Rose, trans woman, prostate cancer  
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Overall, the participants expressed that gender stereotypes and assumptions left 

them feeling frustrated and vulnerable. The sense they had of being unacknowledged as 

individuals and treated as “other” because they did not fit into the dominant gender ideals 

held by society broadly are again reflected in the next theme, Negation of Identity.  

 

Negation of Identity  

Participants described experiences in which HCWs spoke of their TGD identity as 

irrelevant or insignificant, deliberately misgendered them, and refused treatment on the 

basis of them being TGD. Descriptions from participants emphasized alienating 

experiences of invalidation, identity erasure, and being treated as “a situation” or a 

member of a group too difficult to care for. Marlena, a trans woman who had bowel 

cancer requiring radiation, surgery, and chemotherapy, found it strange when the 

oncologist heading her care team explicitly stated he did not want to talk about her being 

trans:  

The chemo oncologist took charge of my case and they worked on a plan, he got 

me in, spoke about options, and it was interesting because his first comment to me 

was “I know you are trans, we do not need to discuss that from here on in,” so the 

idea of being trans was never discussed from that moment on, which I thought, “oh, 

that’s a bit odd.”  

- Marlena, trans woman, bowel cancer  

 

Adam described his experiences of cancer care professionals negating his identity, 

objectifying him on the basis that he had female organs. This seriously affected his mental 

health:  

It was like me as a person, and the fact that I identified as trans and I was presenting as a 

trans man, I was being treated, “that does not all matter, it’s the fact you have got these 

female reproductive organs.” …It got to the point where I was almost suicidal because I 

just felt so psychologically degraded and so disrespected as a person. 

-  Adam, trans man, BRCA gene mutation  
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Rose had a similar experience. She felt her treating team were ignoring her gender 

affirmation needs, which resulted in heightened distress for her:  

They just would not listen to me in any way, any mention of the word trans was like a 

film would go over their eyes and they could not hear it, it was just no listening to 

anything to do with it, to them it was just completely irrelevant, and I understand they 

have got a priority and they have got a specialist field, but my psychology was in a 

complete mess. 

- Rose, trans woman, prostate cancer  

 

Marlena discussed her interactions with her radiation oncologist, who she had 

made an effort to explain her identity to. Marlena said he subsequently misgendered her:  

I had an issue with [the radiation oncologist] because he called in his nurse to 

arrange appointment times for me to come in…and in front of the nurse, he referred 

to me as “he” and said, “he needs an appointment,” he, he, he, he, he, and I’ve just 

explained to this doctor that I’m a postoperative trans woman, and he knew my 

name, but he chose to call me “he.” 

- Marlena, trans woman, bowel cancer  

 

Two participants spoke of being refused treatment. James, a trans man who had a 

basal cell carcinoma skin cancer, spoke about how his social worker had to contact over a 

dozen doctor’s clinics to find someone who would take James as a patient— responses to 

the social worker’s requests included “we do not treat people like that”and “[this clinic] 

does not deal with situations like that.” Rose also described her confusion at being refused 

care:  

I’ve been refused treatment by 2 doctors this year, and I said to 1 doctor, “you just 

told me to go to someone else,” and he said, “I do not treat your kind, I do not 

know anything about you,” and I wasn’t asking him for any medication for being 

trans, he was actually supposed to be arranging a colonoscopy for cancer. I said to 

him, “what are you talking about? I’ve got the same organs as everyone else. My 

blood’s red, I’m not from another planet.” 

- Rose, trans woman, prostate cancer  

 

Two nonbinary participants, Ari and Alex, discussed self-negation of identity—that is, 

they both made conscious decisions to not disclose their genders. For Alex, who had 
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Hodgkin’s lymphoma as an adolescent, they said they were “too scared” and that they felt 

they “did not have a choice.” Ari, a nonbinary person who has hereditary paraganglioma-

pheochromocytoma syndrome, expanded on this fear:  

One of the reasons I do not disclose my gender in medical scenarios is because I then 

worry I will get worse medical care because of it, or that I will be deliberately neglected 

or that something will be missed or somehow my case will not be taken as seriously. 

- Ari, nonbinary person, hereditary paraganglioma-pheochromocytoma syndrome  

 

Our participants’ experiences of having their identity negated demonstrate how 

significantly this can affect levels of distress. To have who you are denied and ignored 

resulted in alienation and feelings of invisibility. The dismissive attitude taken to the 

participants continues into the next theme, which describes how their individual concerns 

were often not given serious consideration.  

 

Dismissed Concerns  

Participants described experiences in which their needs were dismissed by HCWs, and 

others made statements relating to a lack of person-centered care; for example, Adam said 

he felt like a “piece of meat in a factory.” The ways that these played out and the follow-

on effects varied from relatively minor discomfort to an actual threat to life, as Tom 

described his experience:  

Tom: I said to the nurse, you know, “can you shut the blinds?” and she said, 

“never you mind about the blinds, I’ll get this done.”  

Steven: She said, “it’s all okay, I do not mind, I’ve seen everything,” and she was 

so accepting that she did not understand that anyone else might not be.  

Tom: So she stripped me naked and scrubbed me in public, and these people here 

were taking photos and posting them on the Internet…and every time there was no 

one around, either the father or the son would come in and threaten my life and 

say I was a waste of space and they were going to kill me and they were just 

waiting for the time. I kept trying to relay to the nurses and the doctors that my 

life was being threatened and they thought I was hallucinating… So, they ignored 

me, and then eventually the dude come with an ax… It was for the sake of a nurse 

who stopped him, she just said to him, “you cannot bring that in here.” 

- Tom, trans man, lung cancer and lymphoma and his support, Steven  
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Tom’s experience is extreme and shows the seriousness for TGD people of 

transphobia. The nurse who bathed him was dismissive but, as Steven points out, was not 

herself prejudiced. Evident in the story was general invalidation from healthcare 

professionals, who did not take any action when Tom voiced his concerns.  

The lack of attention to the needs of TGD people was further discussed by 

Marlena. She spoke of her concerns as a postoperative trans woman being dismissed by 

her radiation oncologist, the lack of person-centered care, and how she was devastated by 

this:  

When I spoke to the radiation oncologist…I made a point of saying to him, “I want 

you to understand that I’m a post-operative trans woman, therefore I’ve had genital 

surgery so I am very much concerned about what goes on down there,”and his 

response to me was,“no need to worry, you may suffer some dryness,” and I 

thought, “okay, well that’s fine”… So I did the radiation and all throughout this 

time I was continuing to dilate…and then as the months drift on it starts to get more 

and more difficult to dilate… over a period of time, I stopped being able to dilate 

and there was nothing I could do about it, so I had a check-up with the radiation 

oncologist, and I said to him, “look, I’m having problems down below, I’m not able 

to dilate now… I’ve closed up, you have welded me shut,”and he said to me, “I 

saved your life, what more do you want?” How do you respond to that? Okay, yeah, 

on one hand you have got a point, but you had no concern or care for me as a person, 

your only concern was that tiny little tumor, whatever happened from that, “bugger 

it, I do not care.” I was devastated by that. 

- Marlena, trans woman, bowel cancer  

 

Another area in which the unique needs of TGD people were ignored was in relation 

to gender-affirming hormones. Steven, in his role as support person for Tom, related a 

conversation he had with a pharmacist. The pharmacist disregarded Tom’s need for 

testosterone:  

We had the head pharmacist up at the bed…we’d just been admitted, so,“no 

testosterone on the list?”and she said,“oh, we only provide life-saving 

medication”…then I said, “if a lady has had a hysterectomy, do you provide her 

HRT?” “Well of course, that would be different,” she says, and I say “well, he 

has,” just rubbing salt in the wound, and she says, “what?” and I say, “he has.” 

“What?” “He has had a hysterectomy,” and she said, “well, that’s not my 

business,” and off she went. 

- Steven, trans man, support person for Tom, trans man, lung cancer and lymphoma 
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Rose emotively described her experience of detransitioning because she could not 

obtain a prescription for her feminizing hormones. This had a strong effect on her psyche:  

I actually detransitioned after I was diagnosed. No doctor would touch me, no 

doctor would treat me… I understand saving my life becomes a higher priority, 

but for me, waking up every morning and seeing myself turn back into a man 

while I’m facing cancer was devastating… Getting up in the morning, I still 

remember looking at my face every day in the mirror, watching my adipose fat 

distribution slowly dissipate, that was the worst experience of my life… 

Obviously, cancer is more important, you are not going to argue that, you want to 

live. I cannot say, “stop that, I just want to grow boobs,” you are obviously not 

going to say that, but it does not mean you should not grasp other issues just 

because you have got this one issue. 

- Rose, trans woman, prostate cancer  

 

Dismissed concerns meant that our participants felt like their needs did not matter 

to others. Such a devaluation of the unique concerns of TGD patients led to feelings of 

being unseen and unheard, similar in nature to the emotions produced by the negation of 

identity.  

 

Invisibility in the System  

Discussion on invisibility in the system included the lack of awareness of TGD concerns 

and systems that do not allow for sensitive collection of patient information. Lack of 

awareness was especially prominent for nonbinary people, who like Ari felt their gender 

was “just this invisible thing, anyone that does not identify as male or female just does not 

kind of exist.”  

Many healthcare systems do not have ways to record preferred names or diverse 

genders. After being identified by his previous female name, Adam told the receptionist 

that his preferred name was Adam, to which she responded, “we cannot put that into the 

system.” Anna, a trans woman who had melanoma, was given a male title with her legally 

changed female name on pathology tests (ie, “Mr Anna”). Rose said that despite a legal 

name change, her name had not been changed within the Medicare database, and her 
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paperwork therefore had her male name. Paul, who had not had his name legally changed, 

spoke of the difficulty attending services when his documented name and sex did not 

match with his physical presentation:  

I do not have legal information changed so that makes it very difficult because 

they would see me as one thing on the paper and then look at me and they are like, 

“oh, that does not quite match up,” which is mirrored in many aspects of my life 

where people are like, “are you sure you are this person?” and it’s very frustrating. 

- Paul, trans man, liver cancer  

 

Steven, the support person of Tom, found that the system was unable to recognize 

his relationship to Tom. He was both caregiver and “extended brother”:  

They do not have any way to record family, they do not know who I am and they 

do not cope with it…and you can tell them in the system, “call my number for this,” 

50% of the time they will, 50% of the time they will not… They’re okay with gay, 

if you are a couple, yeah, yeah, that’s all fine, but if you are like an extended 

brother…there’s no way to describe your relationship, there’s no category for it, so 

it’s just not seen, and we are ignored again. 

- Steven, trans man, support person for Tom, trans man, lung cancer and lymphoma  

 

Ultimately, the invisibility in the system reflects the general situation of TGD 

people in cancer care. As our participants show through these interconnected themes, 

there are little awareness and understanding of TGD people, and as a result, it is 

unsurprising that the system is not inclusive of this community.  

 

Alienation in Waiting Rooms and Support Groups  

Participants talked about their discomfort in being conspicuous in waiting rooms and not 

benefitting from support groups because of disconnectedness. Sticking out in waiting 

rooms was described by three participants - two trans men in relation to gendered services 

and one genderqueer person because of their presentation. Adam talked about his 

discomfort within gynecological services as follows:  

I felt like I stuck out like dog’s balls, sitting in that waiting room, because at that 

stage, even though I was still technically a female, I was an extremely butch one 
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that was at the very beginnings of a male transition…. I do remember that, sitting 

down in this waiting room full of all these women…as well as babies, and I just felt 

so out of place, that I should not have been there, it just felt so uncomfortable. 

- Adam, trans man, BRCA gene mutation  

 

Similarly, Paul discussed his trepidation related to being the only man in a 

gynecological clinic. It resulted in him not attending an appointment:  

After coming out as trans, I have not wanted to go into a specified place for 

screening for that exact reason of being the only man in a female’s ward… I had an 

appointment with [a hospital] up here for the gynecology department and I could 

not bring myself to go because I knew I would stick out so much, so I never went 

because I was too scared to be that person. I did not want to be looked at by all the 

other women in the waiting room and so I did not go. 

- Paul, trans man, liver cancer  

 

Hunter, a genderqueer person, had multiple skin cancers and small lymphocytic 

leukemia. They spoke of their experiences of waiting rooms:  

The worst thing is sitting in the waiting room with everyone else because that’s 

probably, they are harsher than some of the doctors, really… The problem is if we 

are all sitting in a room all facing each other, some of us stand out more than others 

so you walk into a whole lot of people, say there’s 30 people sitting in chairs and 

I’m walking in, it’s like, “yeah, yeah hi all,” you know, and that’s not just me, that’s 

for other people who may stand out also. 

- Hunter, genderqueer, multiple skin cancers and small lymphocytic leukemia  

 

Support groups were mentioned by several participants. Tom stated that “there’s 

just nothing to meet up about,” which was echoed by Sam, a nonbinary person who had 

breast cancer, who attended a support group but found the alienation challenging:  

I tried group therapy at [a cancer organization], and it was good but I just felt like 

it was really straight and I did not feel like I was part of it because nobody was 

queer… I just did not feel a kind of connection… I found it really challenging. I did 

not actually go to any more groups because I just felt like I kind of stuck out like 

dog’s balls. 

- Sam, non-binary person, breast cancer 
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In terms of supports, it was not only groups but also the cancer services 

themselves that were seen to be noninclusive. Tom spoke of his experience losing his 

beard during chemotherapy and the lack of support services that would be able to help to 

alleviate his distress:  

I had a full beard and hair on my head, and it fell out within a week, and to a trans 

man your beard is all, and I’m known for my beards, and there’s no counseling, 

there’s nobody out there that could possibly counsel me on how I feel about that 

loss, and will it grow back, and the anxiety will it grow back, and what I look and 

see in the mirror now. 

- Tom, trans man, lung cancer and lymphoma  

 

Adam also spoke of the difficulties inherent in the lack of support services. He 

described the emotional toll of navigating gendered services alone:  

I had to have the resilience and the capacity and the resources and the ability to be 

able to manage that and deal with that on my own, which was excruciatingly 

challenging because having to engage for so long in a female-oriented cancer 

service when I did not see myself as female even though I had those bits, having to 

engage in that system for so long, it was harsh—physically, psychologically, 

everything. 

- Adam, trans man, BRCA gene mutation  

 

This theme echoes much of the sentiments of the previous themes. Because of 

gender assumptions, the participants experienced strong discomfort attending particular 

services. They again felt like their concerns were not considered important by cancer care 

professionals—with support services lacking, the system was seen as ignoring this 

community.  

 

Uniquely Gendered Bodies and Interactions  

In terms of uniquely gendered bodies and interactions, participants talked about the 

anxiety of undressing for healthcare procedures and the assumptions associated with how 

they present themselves. Paul discussed the fact that he felt “hyperaware” of his body 
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during scans, which caused distress. Anna described the anxiety associated with her skin 

checks as follows:  

When I go for my skin checks, you kind of basically get down to your undies and 

you kind of sit there and the doctor goes all around you, and I do get a little bit self-

conscious about that just because, like you know the old saying, “oh they are just 

doctors, they have seen everything, you do not have anything I have not seen 

before,” my body is a little bit more unique than that sort of adage was probably 

designed for, so I kind of get a little bit anxious. 

- Anna, trans woman, melanoma  

 

Hunter also talked of their anxiety as a genderqueer person attending skin checks. 

The interactions were unpredictable:  

The worst part of the melanoma is taking your clothes off all the time, because in 

the public health system, whichever doctor I’m going to get changes every time, 

and I always just have a little bit of anxiety because I never know who’s going to 

be on the other end, you know, I’ve got a lot of tattoos and I look the way I look…for 

me it’s like walking into a woman’s toilet, very problematic… I wish that I could 

predict that it was going to go lovely for me each time, I wish there was never this 

smidgeon of anxiety, “oh fuck, I’ve got to take my clothes off today.” I wish I could 

guarantee, a bit like if you buy a bottle of milk you know there’s milk in the milk. I 

wish it was a bit more predictable in that sense. It’s not the anxiety that they’ll find 

a cancer or that they’ll have to cut, it’s the anxiety of, “will you be nice?” 

- Hunter, genderqueer, multiple skin cancers and small lymphocytic leukemia 

 

Hunter also spoke of an occasion where they felt the surgeon made an assumption 

based on their presentation. The surgeon treated them differently:  

I went in with my partner, they are just going to cut this thing out, no drama, and I 

came out and I had a whole chunk out of my lip and my chin. Now that for me is, if 

you want to talk about the slightly phobic experience of “you look like this so you 

will not mind.” I do not know what to make of that, but it did not go how any of my 

experiences had gone with [my previous doctor]…this new surgeon did this 

business and I’m telling you I came out and my partner was just like,“geez, what 

the fuck?”really there was no other way to say it, and I would never go back to him. 

It was not because the cut did not need to happen or anything like that, but I was 

treated in a particular way that I go, “hmm, if I was some pretty woman who’d come 

in here, maybe he would have communicated that all a bit differently.” 

- Hunter, genderqueer, multiple skin cancers and small lymphocytic leukemia  

This theme demonstrates the implications of being seen and treated as different on 

embodiment. The participants internalized feelings of being “other” and nonnormative, 
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which resulted in anxiety when it came to interactions involving the examination of their 

physical selves. Evident in Hunter’s experiences are that some cancer care professionals 

can and do hold biases based on appearance that influence the level of consideration they 

have for their patients.  

 

Affirming Experiences  

This final theme explores some of the ways that feelings of alienation and invisibility may 

be transformed into those of connectedness and recognition. The affirming experiences 

that participants described were characterized by person-centeredness (especially 

empathy, good communication, and being correctly gendered) and connections to the 

LGBTQ community. Person-centeredness could be relatively simple, such as James 

praising the fact that the treating clinic wrote down his pronouns and used them. Sam 

spoke of their experiences with the surgeon who performed their mastectomy and 

highlighted the person-centered treatment they received:  

When I went to see the surgeon I knew straight away that she was absolutely okay 

with my sexuality…her main concern was making sure that I was okay, but she did 

not make any decisions for me, whatever decisions I made were going to be my 

decision… So basically, a couple of weeks later, I had to pretty much decide what 

I was going to do and all that way along I said to her, “I identify as nonbinary, I’ve 

always felt like I was in the wrong body… I want you to understand, it’s really 

important, that I never want them back, I want to have a flat chest,”… and she was 

really amazing, all along the way she was really accepting. 

- Sam, non-binary person, breast cancer  

 

Adam also spoke of his experiences with his doctor. The doctor displayed 

sensitive understanding of his needs and affirmed his gender:  

[My doctor] did not bat an eyelid to the fact that I was trans, she just said to me, “I 

will ask you this question because it’s part of collective trans health,”she said,“do 

you engage with your previous gender-identified preventative screening,”like Pap 

smears. So the way she worded it was so sensitive…it wasn’t forcing ideas upon 

me, she just wanted to know did I engage with that, there was no judgments, no 

“you have got to have it done, you should be having it done.” She said to me, “and 

you have had discussions in the past about the reasons why you should or should 

not be engaging?” and I said, “yes” and she said, “okay.” That’s all she said about 
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it, and left it alone… I am affirmed as a male, I am seen as a male, I am treated as a 

male, and I’m treated with that respect. 

- Adam, trans man, BRCA gene mutation  

 

In terms of connections to the LGBTQ community, Sam spoke highly of their 

experiences with LGBTQ-specific mammogram services and the mere mention that his 

surgeon had a trans friend was reassuring to James. For Alex, a nurse who was part of the 

LGBTQ community made them feel safe:  

There was actually a nurse, on the night I was diagnosed, when I was rushed to ED, 

he wasn’t my nurse, but he saw my rainbow teddy bear and he was gay, well is gay, 

and he’s come in and chat to me and talked to me, and he said how lovely it is that 

kids these days can be open about being LGBT+ and it was just so lovely, it really 

made my night, I was like, “okay, I feel safe here, it’s okay to be open about that 

here.” 

- Alex, non-binary person, Hodgkin’s lymphoma  

 

Anna discussed how she felt lucky to be living in a particular area of a city:  

So the surgery was actually in [a suburb], I do not know if you know much about 

[this city], but [this suburb] is pretty much the LGBTI capital of Australia…when I 

thought of doing this, I began to realize how seemingly inconsequential my trans 

identity was in terms of my treatment, it was really a nonissue and it was probably 

largely because of the area I was in… I was able to focus just on the cancer, not 

being discriminated against. 

- Anna, trans woman, melanoma  

 

This theme shows that although there may be large-scale issues with systems not 

addressing the needs of the TGD community, at an individual level, there is much that a 

cancer care clinician can do in any immediate situation to alleviate distressing feelings of 

otherness for TGD people. Participants gave examples of healthcare professionals 

empathically listening and attending to their needs, thus making them feel valued and 

affirmed.  
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9.3 Discussion  

This article presents the findings from an analysis of interviews with TGD people with 

cancer, which was focused on intersubjectivity. Alienation and invisibility were strongly 

evident in the participants’ lived experiences of gender biases, having their identities 

negated, concerns dismissed, being unrecognized or misrecognized in the system, feeling 

out of place in waiting rooms and support groups because of their differences, and their 

anxiety of how their body will be perceived or treated. This is in keeping with the only 

other study on the psychosocial experiences of TGD people with cancer (Taylor & 

Bryson, 2016). Conversely, participants felt comfortable and affirmed when they were 

provided with person-centered care that was understanding of their needs and when they 

came across LGBTQ connections, which dispelled their otherness.  

The findings help to inform a microethical understanding which cancer care 

professionals may draw on to inform their work with TGD people with cancer. First, 

gendered assumptions must be reflected on. For example, it may be taken for granted that 

after a mastectomy, there will be a desire for reconstructive surgery. This has been shown 

here and elsewhere to not necessarily be the case for TGD people (Taylor & Bryson, 

2016), who may consider removal of breast tissue to be a much wanted and gender-

affirming procedure. Setting aside their gendered assumptions, healthcare professionals 

should engage in open-minded dialogue with their patients as to their needs, which may 

be highly unique and heretofore unencountered by the professional.  

As the trans scholar Prosser has argued, having one’s gender affirmed is a 

profound experience that is backed by a social drive (Prosser, 1998). At the other end of 

experiences, TGD people’s feelings of being rendered invisible have been described as an 

incredibly painful experience (Merryfeather & Bruce, 2014). From the participants’ 

collective experiences of having their identities invalidated by people and systems and 

their concerns ignored, there is a clear need for healthcare professionals to engage in 

genuinely empathic communication that validates the trans and gender-diverse people’s 
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authentic selves and needs. Their identities should never be considered irrelevant by 

healthcare professionals, unless the patient expresses this clearly, and efforts should be 

made to consistently and correctly gender TGD patients.  

Participants expressed that they felt increased comfort when in spaces which were 

TGD-friendly or they connected with someone from the community. It is recommended 

that TGD training is completed by health and cancer care organizations, after which 

recognized signs and symbols should be displayed. In terms of supports, groups that are 

TGD-specific should be established where possible. Further, healthcare systems need to 

be collecting the relevant data on gender, names, pronouns, and significant persons in the 

lives of TGD people.  

Fundamentally, what is needed to improve the experiences of TGD people with 

cancer, is empathic, person-centered care with an understanding of the issues that this 

minority population faces. This study provides a starting point to expand the empathic 

imagination of clinicians, however, in practice, it is necessary to have ongoing, genuine, 

and open dialogue with each unique individual to understand their needs and validate 

their identity.  

 

9.4 Conclusion  

The TGD people in this study gave numerous examples of how they felt disconnected and 

unrecognized when navigating cancer care. This alienation and invisibility must be 

addressed by cancer care professionals in the ways that they engage with the TGD 

community. Empathic communication is needed, informed by the understanding and 

awareness that comes from implementing training in services.  
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10. Alleviating gender dysphoria: a qualitative study of perspectives of trans and 

gender diverse people 

The final paper which is presented in this chapter is titled ‘Alleviating gender dysphoria: 

a qualitative study of perspectives of trans and gender diverse people’, which has been 

accepted for publication in Journal of Health Services Research and Policy. This 

manuscript uses data from the survey to develop an analytical framework for use across 

various services and within research, therefore answering research questions 1 and 3. 

Although not all TGD people experience significant levels of dysphoria, a considerable 

portion do at some point. For some, this can be debilitating and act as a barrier to 

accessing services. Further, whilst the official DSM diagnosis of ‘gender dysphoria’ is 

pathologising, this term is also used by TGD communities. The framework developed in 

this paper can be used by services and in research to assess organisations and alleviate 

dysphoria through addressing the context of the experience and factors within the service 

environment and systems. 
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Alleviating gender dysphoria: a qualitative study of perspectives of trans and gender 

diverse people 

As accepted for publication in: Journal of Health Services Research and Policy 

Lucille Kerr, Tiffany Jones, and Christopher M. Fisher. 

 

10.0 Abstract  

Objectives: This study seeks to explore perspectives of trans and gender diverse (TGD) 

people of ways to alleviate gender dysphoria in service provision and to develop a 

framework for application in health and other areas that can be used by researchers and 

service providers to design study protocols, assess organisations and enhance everyday 

practice in ways that are sensitive to TGD people’s experiences. Methods: Data from a 

national Australian survey on TGD people conducted in 2018-2019 (n=340) were used to 

develop a framework for alleviating dysphoria. Participants were asked an open-ended 

question on ways that body discomfort could be minimised in clinical encounters. 

Inductive thematic analysis was used to develop themes true to participant sentiment, and 

these themes formed the basis of the framework. Results: The sample was overall young, 

with 60.6% being aged 18-24, and a strong representation of gender diverse people 

(42.6%). The most important theme for participants was the context of the experience, 

which included the subthemes of the interpersonal qualities of service providers, language 

and pronouns, and practical aspects. Aspects of systems were also important, with 

education and awareness being particularly emphasised, followed by inclusive 

environments. Access to gender affirming medical and surgical procedures was rarely 

mentioned (2.6%). A minority of participants indicated that there was nothing that could 

be done to alleviate their gender dysphoria (4.4%). Conclusions: The study proposes a 

framework that can help facilitate assessment of a service’s current practices, inform a 

practitioner’s daily practice and be used by researchers to appropriately design studies. Of 



 

323 
 

note, the most important areas to address centre on the context of the immediate 

experience which may be influenced through systems-level characteristics. 

 

10.1 Introduction 

Health and wellbeing issues of the trans and gender diverse (TGD) population have 

gained increasing attention within research alongside growing societal awareness and 

acceptance of gender diversity. TGD people are defined as those whose gender does not 

align with their sex assigned at birth and people who identify with a gender outside of the 

binary of man/woman (World Professional Association for Transgender Health, 2011).  

As a community, TGD people are estimated to make up 0.1-0.7% of the population 

globally (Collin et al., 2016). International research has documented consistently that 

TGD people experience disparities in their health and wellbeing and many barriers when 

accessing health care when compared to general populations (Burgwal et al., 2019; 

European Union Agency for Fundamental Rights, 2020; James et al., 2016; Kerr, Fisher 

& Jones, 2019; Ross, Law & Bell, 2016). They are at greater risk of homelessness and 

low income, and rates of depression and anxiety can be up to six times that of the general 

population (Hyde et al., 2014; Jones et al., 2015). The majority of TGD people experience 

discrimination and harassment based on their gender, including verbal, written, physical, 

sexual and exclusory actions (Kerr, Fisher & Jones, 2019; James et al., 2016). This stems 

from the dominant societal view of gender which is viewed as binary and, more broadly, a 

limited understanding of gender diversity (Winter et al., 2016). 

 In order to affirm their gender, many TGD individuals seek health care for 

medical and/or surgical therapies, but they are commonly experiencing poor quality 

treatment and care (James et al., 2016; Jones et al., 2015). Many TGD individuals 

experience ‘gender dysphoria’ (Fisk 1974), that is discomfort that is associated with one’s 

body or the way other people perceive one’s gender identity, whether at a social, physical 

or emotional level (Lilit et al., 2017). Although contentious as it is seen to medicalise and 
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pathologise diversity, the term is broadly accepted within the TGD community (Johnson 

2019). There are varying degrees to which TGD people experience gender dysphoria, 

which can be a source of significant distress for many in the community (Johnson 2019). 

Management of gender dysphoria includes a range of measures, from medical and 

surgical care, psychotherapy, change in gender role or expression, to changing legal 

documents (WPATH 2011). 

Gender dysphoria may be especially overwhelming in a health care setting during 

invasive procedures or settings that are highly gendered (e.g. cervical cancer screening) 

(Peitzmeier et al., 2017). But while there are guidelines related to gynaecologic and 

cervical screening for TGD (Eckstrand & Ehrenfeld, 2016; Patel et al., 2019; Potter et al., 

2015), those targeting frontline health care staff on best practices for affirmative care of 

TGD people, and legal guidelines for TGD-affirming hospital policies (Lambda Legal, 

2016; National LGBT Health Education Center, 2016), they insufficiently address TGD 

people’s perspectives on ways to alleviate dysphoria in clinical encounters that may 

trigger dysphoric distress. This study seeks to contribute to filling this gap. Specifically, it 

presents findings from a national Australian survey, which we use to develop an 

analytical framework for alleviating gender dysphoria across multiple settings, both 

clinical and in research. 

 

10.2 Methods 

This study draws on data from a national Australian online survey of TGD people aged 

over 18. The survey was designed with input from TGD community members and based 

on results from key informant interviews. It was an anonymous questionnaire, provided in 

a secure online format using Qualtrics, and included sections on general demographics, 

health care experiences, gender affirmation, and cancer care. Recruitment used online 

Facebook advertising, with TGD organisations also sharing the post among the 

community, thus generating a convenience sample. The survey was launched on 5 
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September 2018 and the final completed response submitted on 21 January 2019. Average 

completion time was 22 minutes. Questionnaires were automatically saved on completion 

or timing out, with 854 being saved. Approximately one third were incomplete, and data 

cleaning removed 21 respondents were illegitimate, leaving a total of 537 participants.  

We here focus on the answers from participants to the open-ended question ‘what do you 

think could be done in health care to minimise the body discomfort (dysphoria) that may 

be felt during certain procedures (e.g. ones that involve genitals)?’ (n=340), which was 

included in the section on health care experiences. The data was analysed thematically, 

following steps outlined by Clark and Braun (2017). Using NVIVO 12, the first author 

analysed the survey data inductively to allow for the emergence of themes which were 

true to the participant’s sentiments. The first phase involved reading and making notes on 

the data. In the second stage, preliminary codes were generated, and the data were coded 

according to these. In the final stage, codes were grouped into themes and these were 

refined. During all phases, the research team discussed all coding and thematic decisions. 

Ethics review: The study was approved by La Trobe University’s Human Research Ethics 

Committee, (HEC18034 and HEC18341). 

 

10.3 Results 

A total of 537 individuals responded to the survey of whom 340 (63.3%) reported the 

factors that they felt most influenced their experience of dysphoria during invasive 

procedures. The participants were young overall, with 60.6% (n=206) aged 18-24 Gender 

diverse participants made up 42.6% of the sample (including non-binary, genderqueer, 

agender, and a variety of other identifications), trans men 37.6% and trans women 19.7%. 

Around three quarters were assigned female at birth, and the majority reported to be low-

income earners (AUD 0-37,000 individual income per annum before tax, 76.1%). There 

were no notable differences in age, gender, sex assigned at birth or income between 

overall survey participants and those who responded to the question on the role of health 
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care in reducing body discomfort during certain procedures (Table 10.1). As Australia 

does not collect population-level data on diverse genders, it is not possible to compare the 

characteristics of the survey participants with those of TGD Australians broadly.  

 

Table 10.1: Socio-demographics of survey participants. 

 n % 

Age   

    18-24 206 60.6 

    25-34 75 22.1 

    35-44 38 11.2 

    45+ 21 6.2 

Gender   

    Trans Man 128 37.6 

    Trans Woman 67 19.7 

    Gender Diverse 145 42.6 

Sex assigned at birth   

    Female 252 74.1 

    Male 79 23.2 

    Prefer not to answer 9 2.6 

Income   

    $0-$37,000 236 76.1 

    $37,001+ 74 23.9 

 

The most important theme to survey participants in their response to the question 

on alleviation of dysphoria in health care concerned the context of the experience 

(72.4%), including the interpersonal qualities of service providers (35.3%), language and 

pronouns (32.6%), and practical aspects (31.8%). Factors associated with systems were 

also important to survey participants (24.4%), especially education and awareness 

(21.8%), and to a lesser extent creating welcoming and inclusive environments (7.1%), 

and access to gender affirmation (2.6%). Notably, almost one out of ten survey 
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participants (9.4%) were unsure, and 4.4% said that there was nothing that could be done 

to help to alleviate dysphoria. Table 10.2 summarises the themes.  

 

Table 10.2: Themes from survey participants. 

Theme Subtheme n % 

Context of the Experience  246 72.4 

 Interpersonal Qualities of Healthcare Workers  120 35.3 

 Language and Pronouns 111 32.6 

 Practical 108 31.8 

Systems  83 24.4 

 Education and Awareness 74 21.8 

 
Creating Welcoming and Inclusive 

Environments 
24 7.1 

 Access to Gender Affirmation 9 2.6 

Unsure  32 9.4 

Nothing  15 4.4 

 

Context of the experience 

Interpersonal qualities of service providers 

Over a third of survey participants talked about the various interpersonal qualities of 

service providers that would help to mitigate feelings of dysphoria. This was described as 

“bedside manner”, composed of good communication, respect, trust, understanding and 

professionalism. Especially with regards to communication, it was seen to be important 

that service users are well prepared and educated for procedures and what will happen 

during them. It was expected that a competent practitioner or researcher will ask the right 

questions (e.g. using sensitive and appropriate language that matches the individual’s 

experience) and not irrelevant or invasive ones. Participants emphasised the need for the 

practitioner to communicate safety and engage in active discussion. In terms of 

performing the procedure, participants stated that they valued confidence, calmness and 

efficiency. 
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Many participants talked about other characteristics of service providers that 

influenced the interaction and would help to minimise dysphoria, including: empathy, 

open-mindedness, humanity, supportiveness, reassurance, sensitivity, gentleness and 

appropriateness. As one participant said, they would find invasive procedures easier if 

people were “less arseholes”. Further, service providers affirming the patient’s gender, 

not treating them differently and not making assumptions were all valued. 

 

As long as the doctor is understanding and professional then I feel respected 

and can cope with any discomfort. 

- Survey Participant 

 

Understanding and respect shown by the people carrying out the procedures. 

- Survey Participant 

 

Asking or listening to patients in terms of what language they’re comfortable 

depending on the specificity of their situation. Acknowledging their discomfort 

and validating it, not alienating them because of it. 

- Survey Participant 

 

Language and pronouns 

Almost a third of survey participants acknowledged that language and pronouns were a 

significant part of lessening dysphoria, as certain terms can trigger feelings of discomfort. 

Being affirming of the patient’s gender, through the use of pronouns, names, and the 

terms for their body that the individual uses was seen to be particularly important as was 

asking questions using the right language, providing appropriate options to questions and, 

where relevant, addressing participants with the correct pronouns: 

Open conversation about preferred pronouns so that the discomfort of being 

misgendered is at least somewhat alleviated. ask which terms individuals prefer 

when referring to particular body parts, and how much communication is 

maintained throughout the procedure. 

- Survey Participant 
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Ask the patient I if they have preferred replacements names for particular 

anatomical structures. Refer to the patient with their preferred pronouns and 

don’t compare body parts to the sex (I.e “this is normal for most females”). 

- Survey Participant 
 

 

Another prominent topic related to language among survey participants was the use of 

non-gendered language. This included the de-gendering of genitals (e.g. avoiding 

gendered anatomy terms such as breasts), not basing language on genitals, using the 

phrase “people with a [body part]” as opposed to “men/women”, not referring to the 

patient’s birth sex and using generally neutral or agendered language (such as genitals). It 

was also seen as important that the procedure itself was not gendered (e.g. cervical 

screening being for women), as was not comparing body parts to the patient’s sex 

assigned at birth and use of the word normal. Language that is medical, scientific or 

clinical was acceptable to many, and other participants talked about sensitivity to the 

vocabulary used and using gentle terminology.    

Practical aspects of the context of the procedure 

Almost a third of survey participants identified practical aspects of the context of the 

procedure as important, including patient control, privacy and a diverse range of other 

suggestions. Person-centred care in which the patient’s individual needs are supported 

and respected and enhanced control given to the patient was seen to be key. This included 

comments about guiding one’s own care; the ability to say stop or that they need a break; 

informed consent; being offered options; the ability to choose a doctor of the same gender 

or who is TGD knowledgeable; and tailoring procedures to the individual. Such practical 

concerns extended to research and were seen to be important considerations in ethics 

applications. All of these were seen to depend on ongoing open dialogue between service 

provider/researcher and patient/participant and connecting with the community to build 
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trust. Participants emphasised that as this was individual and varied and reinforced the 

necessity for empathy: 

 

Letting the patient guide their own care, allowing then to feel comfortable to 

say stop if they need to, or to ask the dr to stand by the side of the bed etc. 

- Survey Participant 

 

Talk to the patient? It’s all individual. And also make sure they trust the 

doctor/nurse or get someone they trust so the patient is comfortable. 

- Survey Participant 

 

Privacy and discretion were also prominent topics among survey participants. This 

included having a cover over any sensitive area so that the patient is unable to see, 

immediate covering up over the area, no mirrors and having the least amount of people 

involved as possible. Other practical aspects that participants mentioned were the 

provision of tissues; the ability to wear comfortable clothes; warm hands; careful and 

precise touching; having a support person present; sensory distractions; sedation; the 

availability of self-examination; and providing support numbers. 

 

Allow people to wear clothes they feel comfortable in, respect people's choices 

to have or not have a third party present during physical examinations. 

- Survey Participant 

 

Systems 

Education and awareness 

Over one fifth of survey participants saw education and awareness as necessary, which 

was seen to be important mostly in relation to health care workers but also related to the 

TGD community and administrative staff, in particular around: general TGD issues 

(including specific healthcare issues such as hormones); dysphoria and the associated 

discomfort; language; general sensitivity; and addressing misconceptions. Suggested 

educational approaches included: posters; pamphlets; training/workshops; courses; 
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education at university; continuing professional development programs; resources; and 

broadly connecting with the community. Participants also mentioned the need for more 

research and further specialisation.  

 

Doctors, specifically GPs need to learn more about trans health, a lot of doctors 

have misconception and misinformation about how trans medicine works. 

- Survey Participant 

 

Teach doctors that it's a serious issue, make them understand that some people 

need patience and/or coaching to help them through certain procedures that may 

trigger dysphoria. 

- Survey Participant 

 

I think a basic level of training in gender issues would have helpful for all 

medical professionals. Those that I have encountered seem to be completely 

inexperienced or highly experienced with no inbetween. 

- Survey Participant 

 

Creating welcoming and inclusive environments 

Under a tenth of survey participants mentioned other aspects of the service system that 

could be addressed to create a welcome and inclusive environment. These included: 

collecting individual’s preferences in forms and/or databases; de-gendering services; and 

having an online list of TGD-friendly practitioners. Participants especially wanted spaces 

that felt safe. 

 

GP and medical centres sign up on a website as trans friendly. 

- Survey participant 

 

On patient information forms have a box for biological sex and one for gender identity. 

Have the option for people to write down their identity, pronouns, and preferred name. 

- Survey participant 

 

To avoid unnecessarily gender exclusive language in tbe administration of health care 

facilities (for example signage or mail referring to patients as ladies only, for 

mammogram, or pap test). 

- Survey participant 

 

I would like to be able to get reproductive checks without going to a clinic for women. 

- Survey participant 

 



 

332 
 

 

Access to gender affirmation 

Only nine survey participants (2.6%) commented on gender affirmation procedures. This 

may suggest that although having gender affirming surgery was significant for many 

people who are TGD, it may not be at the forefront of their mind when thinking about 

having an invasive procedure, which may produce feelings of dysphoria. Comments 

included: that if they had access to surgery they would not have any dysphoria; the need 

for better funding and shorter waiting times; and that people who have had surgery do not 

find the question relevant. One participant stated, “I’ll die before I get anything checked,” 

and that they wanted “everything ripped out or off.” 

 

I would as a transgender person have far less dysphoria if I had access to 

medical procedures that would help eliminate this dysphoria, I can’t afford and 

won't be able to for a long time SRS [sex reassignment surgery] or any other 

that would allow me to feel comfortable in any space. 

- Survey Participant 

 

I've had SRS, so not sure what you mean by this question. 

- Survey Participant 

 

 

Other comments 

Other comments related to a personal experience and the lack of relevance of the question 

to them personally (either because they did not experience dysphoria or have had surgery 

that alleviated it). Importantly, 4.4% of survey participants believed that there was 

nothing that would be effective in minimising dysphoria. 

 

A proposed framework for alleviating dysphoria 

Informed by the themes identified in this study, we developed a framework for alleviating 

dysphoria, which we propose can be used by researchers (e.g. sociology, gender studies, 

public health, education) to help inform research study design; health care providers to 
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help inform their organisational approaches and professionals in everyday practice (e.g. 

health care workers, teachers, social workers) (Figure 1). 

 

Figure 10.1: Alleviating dysphoria framework. 

 

 

The framework proposes how the different themes identified in the study might 

interact and lead to alleviating dysphoria, with the context of the experience influenced by 

how the professional interacts with the TGD person, the language used, and how practical 

aspects during the interaction are being managed. These factors sit within the wider 

service system, which can enhance (or reduce) the experience, especially through the 

provision of appropriate education and training, environments and wider system-level 

influences on access to gender affirmation (e.g., access to paid interventions, ability to 

legally change documents). 

Study participants had a clear view of how dysphoria could be alleviated for them 

and we have translated these suggestions into a series of questions that can guide research 

and practice enquiry on alleviating dysphoria, such as through building rapport and trust 

through ways that dialogue is established and maintained (Table 10.3). 
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Table 10.3: The cross-service gender dysphoria alleviation research framework. 

Factors that Influence felt 

Dysphoria within Services 
 Service Research and Practice Question Areas 

Context of the experience: 
 

 

Interpersonal qualities of 

workers 

 

Are the service provider/s and professional/s building 

rapport and trust with transgender and gender diverse 

(TGD) service users through open and active dialogue? 

To what level? How/ how not? Why/ why not? How can 

any problems in this area be mediated? 

 

Are the service provider/s and professional/s building 

rapport and trust with transgender and gender diverse 

(TGD) service users through empathic dialogue? To what 

level? How/ how not? Why/ why not? How can any 

problems in this area be mediated? 

 

Are the service provider/s and professional/s showing 

respect to the TGD service users? To what level? How/ 

how not? Why/ why not? How can any problems in this 

area be mediated? 

 

Are the service provider/s and professional/s reporting or 

showing understanding of TGD service users? To what 

level? How/ how not? Why/ why not? How can any 

problems in this area be mediated? 

 

Are the service provider/s and professional/s preparing the 

TGD individual for what to expect in a service situation? 

To what level? How/ how not? Why/ why not? How can 

any problems in this area be mediated? 

 

Are the service provider/s and professional/s asking the 

right questions around TGD service use and needs? To 
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what level? How/ how not? Why/ why not? How can any 

problems in this area be mediated? 

 

Are the service provider/s and professional/s supportive 

and affirming of the genders of TGD individuals? 

 

Are the service provider/s and professional/s confident 

interacting with TGD people? 

 

What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 

 

Language and pronouns 

 

Are the service provider/s and professional/s general using 

de-gendered language with service users broadly? To 

what level across written, spoken and other forms of 

communication such as online? How/ how not? Why/ why 

not? How can any problems in this area be mediated? 

 

Are the service provider/s and professional/s using the 

correct terminologies around sex/ gender differentiation, 

TGD people and gender affirmation? To what level across 

written, spoken and other forms of communication such as 

online? How/ how not? Why/ why not? How can any 

problems in this area be mediated? 

 

Are the service provider/s and professional/s using 

sensitivity around the broad range in personal pronouns 

TGD service users may prefer? To what level across 

written, spoken and other forms of communication such as 

online? How/ how not? Why/ why not? How can any 

problems in this area be mediated? 
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What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 

 

Practical 

Are the service provider/s and professional/s ensuring the 

TGD service users are given an appropriate level of 

control over the experience? How/ how not? Why/ why 

not? To what level is control in the service practice 

potentially problematic and what might affect this? How 

can any problems in this area be mediated? 

 

Are the service provider/s and professional/s ensuring the 

TGD service users are given an appropriate level of 

privacy and discretion? How/ how not? Why/ why not? 

To what level is privacy and discretion in the service 

practice potentially problematic and what might affect 

this? How can any problems in this area be mediated? 

 

Are there service processes that can be varied to fit the 

TGD service user’ needs? Are the service provider/s and 

professional/s ensuring they are attuned to their TGD 

service users’ needs? How/ how not? Why/ why not? To 

what level is control in the service practice is this 

important or problematic? How can any problems in this 

area be mediated? 

 

What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 
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Systems 

 
 

Education and awareness  

 

Are service providers conducting in-service training or 

education on TGD issues? If training is occurring, how 

often and what topics are covered? If not, why? How 

could training be implemented? 

 

Are services providers reaching out to the TGD 

community with educational material specific to them? 

Are TGD concerns included in educational material? If 

not, why? How could resources be reviewed/adapted to be 

more inclusive? 

 

Are there resources that professionals can access to guide 

them in issues concerning TGD people? If not, why? How 

and where could services provide such resources? 

 

What level of involvement with the TGD community does 

the service have to facilitate education and inclusion? Are 

there any specific partnerships? If not, why? How could 

the service make such partnerships? 

 

What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 

Creating welcoming and 

inclusive environments 

 

To what extent are services gendered or segregated by 

gender? Does advertising make reference exclusively to 

one gender? Are TGD people included? How could any 

problems in this area be mediated? 

 

Do services collect information in patient forms or within 

databases on individuals’ genders, pronouns and 
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preferences? If so, how? If not, why? How could any 

problems in this area be mediated? 

 

What visual indicators does the service have of inclusion 

(e.g. symbols or posters)? 

 

Is the service on a TGD-friendly online list? Do they 

make mention of this on their own website? 

 

What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 

 

Access to gender affirmation 

Does the service have any involvement with gender 

affirming care or referral to these services? Is there 

capacity to create this? Is there any scope for advocacy in 

the area of gender affirmation (e.g. increased funding)? 

 

What ongoing measures and processes of evaluation are in 

place for these areas? How does/ can reporting occur? 

How community and key stakeholders be represented in 

processes for ensuring any revisions needed? 

 

10.4 Discussion 

This study presented perspectives from a sample of TGD Australians on factors that they 

feel are most important in alleviating dysphoria within services. Interpersonal qualities of 

the professional involved, language used and practical aspects were rated as of key 

importance affecting the immediate experience. This observation is perhaps unsurprising 

given that definitions of gender dysphoria include the discomfort that an individual feels 

related to other people’s perceptions. Dysphoria may thus be a highly social, 

intersubjective experience induced by interacting with others. Research from other fields 
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supports these findings. A study of school experiences of Australian TGD students found 

poor outcomes such as school dropout to be associated with lack of teacher support and 

teachers inappropriately identifying TGD students (that is, the interpersonal qualities of 

professionals and language use) (Jones et al., 2016). The requirement of wearing school 

uniforms also affected students’ experiences (i.e. a practical aspect) (Jones et al., 2016). 

Research on trans women detained in male correctional facilities highlighted low quality 

interactions and inappropriate use of language (Clark, White Hughto & Pachankis, 2017; 

White Hughto et al., 2018). 

In terms of the overarching theme of ‘systems’, the most important characteristic 

appears to be the implementation of training and education as a means to improve the 

interpersonal qualities of health care workers relating to TGD people, their use of 

language, how they approach practical aspects in immediate situations and help to create 

welcoming and inclusive environments. The need for education and training to improve 

services has been highlighted in other studies of TGD health and wellbeing (Dubin et al., 

2018; White Hughto, Reisner & Pachankis, 2015), and while considered contentious in 

schools (Law, 2017) and policing (Miles-Johnson, 2016), education and training was 

found to be acceptable and feasible in areas such as the military and within prisons 

(Shrader et al., 2017; White Hughto & Clark, 2019). In order to advance education and 

training it will be important to involve the TGD community in its development and 

delivery. 

Creating welcoming and inclusive environments has been addressed in several 

informative guidelines, such as that developed by the National LGBT Health Education 

Center (2016) in the United States, although these are not specifically related to 

alleviating dysphoria. Participants in our study highlighted the need for the de-gendering 

of services. Services may differ in the ways and level of gender segregation, ranging from 

issues such as bathrooms to entire facilities that are structured based on gender, for 
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example prisons for men and prisons for women. Creating a welcoming and inclusive 

environment could involve a simple change of displaying information/posters that 

demonstrate inclusivity and safety, which must be backed by adequate training of staff. 

It is important to highlight that while much literature on gender dysphoria focuses 

on the role of medical gender affirmation in alleviating dysphoric distress, in our study 

this was not seen to be as important as the context of the experience. This suggests that 

although the body is obviously a major part of experiences of gender dysphoria, concerns 

regarding social relations may be of higher concern. Various environments beyond health 

care may be involved in or have capacity to be of aid in the area of gender affirming 

medical care (e.g. schools may have a nurse or counsellor who can be of assistance at 

facilitating this, correctional facilities have health care on site). Assessing this area is 

important, as it is possible for some TGD people that gender dysphoria can be totally 

alleviated through gender affirming medical care. 

We found high-level organisational structures to be important as well, such as 

through the creation of policies and programmes for change, which will ultimately affect 

an individual’s experience of dysphoria. For example, appropriate legal recognition of 

gender by governments can influence the context of experiences and changes to health 

care can improve access to gender affirmation medical care.  

We propose a framework that may help health and other services to identify key 

gaps in service provision and help inform quality improvement strategies. It can also help 

inform research on dysphoria. We further propose a range of questions that can be used in 

this context to overcome heteronormativity and cisnormativity in services. However, we 

are aware that prejudices cannot be changed by providing such information alone. Such a 

model would be most successfully implemented in practice on a large scale if it were 

reflected and applied in higher education and industry training programmes; and if 
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legislation better underscored a requirement of non-discrimination policies for all services 

and professionals (without exemptions on religious grounds). 

The study showed the importance of the inclusion of TGD people in the 

development of research frameworks on gender dysphoria alleviation. The two important 

areas of consideration are the context of the experience and characteristics of systems. 

The proposed framework can facilitate assessment of a service’s current practices that 

identifies important areas in need of change, inform a practitioner’s daily practice and be 

used by researchers for appropriate design of studies and further investigation of 

experiences of dysphoria within services 
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11. Conclusions 

11.1 Introduction 

The study reported on in this thesis aimed to explore TGD Australians experiences in 

health and cancer care using community-based approaches, focusing particularly on 

barriers and facilitators to access. The six publication pieces have had, as their goal, to 

improve knowledge and understanding amongst healthcare professionals and TGD 

communities, and thus to improve access to care. This chapter will examine the key 

findings of the research in the context of the scant existing literature and outline the 

implications for practice. 

 The first section details the important characteristics of the TGD population that 

health and cancer care providers need to be aware of in order to best serve these 

communities (research question 1), including socio-demographic and gender affirmation 

data. Following this, the second section explores the experiences of TGD Australians 

within cancer care (research question 2), with two subsections: screening and the 

experiences of TGD people diagnosed with cancer. The third and fourth sections answer 

research question 3 by presenting the factors that prevent and promote access to care. The 

fifth section details the implications of these key findings for: TGD communities; health 

and cancer care professionals; health and cancer care services and systems; the 

government; and researchers/theory. Finally, the last section closes with some concluding 

remarks. 

 

11.2 Important characteristics of the TGD population relevant to health and cancer 

care providers 

It is important for health and cancer care providers to consider the varied characteristics 

of the TGD population: TGD communities in Australia are highly diverse, experience 

many adverse social conditions, and have unique ways in which they may choose to 
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affirm their genders. The diversity cuts across many areas; the TGD population has 

unique intersectionalities, which include the ways they express their genders and 

sexualities, their neurodiversity, and a selection of their other sociodemographics may 

differ from that generally seen in the general Australian population. That they experience 

discrimination which affects their societal position is well established and important to re-

emphasise; whilst progress is being made on acceptance, socioeconomic conditions for 

TGD communities remain problematic with things such as lower income and higher rates 

of homelessness. Finally, in the context of health and cancer care, it is important for 

providers to be aware of the practices that TGD people may engage in to affirm their 

genders – some of which may be in legal documentation, medical or surgical spheres. 

Significantly, for the survey sample, it was overall young, with most participants 

being between the ages 18-24 (60.7%). This is likely to reflect the changes in the degree 

to which gender diversity is accepted within Australian society, with younger people 

feeling relatively safer to identify as TGD, and also that the recruitment was through 

Facebook advertising, which is likely to yield a young sample (Cheung et al., 2020; 

Vitak, 2017). Further, most of the sample was gender diverse – covering those who 

identified as genderqueer, non-binary, gender fluid, and various other genders. Recent 

research has documented the increases in people identifying outside of the binary, which 

may be due to changing views on gender in Western societies and increasing 

acknowledgement that gender is fluid (Cheung et al., 2020). Importantly, these factors 

demonstrate the ever-evolving nature of the TGD population.  

A higher proportion of our sample reported living in major cities when compared 

with the general Australian population, a trend found in other research and this may be 

due to less social acceptance and inclusive service availability rurally/remotely (Callander 

et al., 2019). In terms of religion and spirituality, over half of the sample reported that 

they were non-religious (54.7%), which is close to double that of the general Australian 
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population (Australian Bureau of Statistics, 2018). The most common spiritual or 

religious beliefs reported were agnosticism (20.1%) and paganism (7.6%). Previous 

research has found higher rates of non-religiosity in trans men (86%) (Jones, del pozo de 

Bolger, Dune, Lykins, & Hawkes, 2015), and that TGD people may be less likely to 

engage with formal religious organisations due to discrimination (Gahan, 2013). Studies 

with general populations have found younger people are moving away from mainstream 

religions, with paganism, Satanism and other alternative religious views becoming more 

popular (Cusack, 2011). A recent Australian study of secondary students found that 

62.5% of participants reported they followed no religion (Fisher et al., 2019). The 

changing nature of religious belief is reflected in the present sample. 

Sexuality as reported by participants was diverse (participants could indicate more 

than one). The top three sexualities were pansexual (35.4%), bisexual (30.4%), and 

asexual (21.0%). Gay and lesbian were equally common (14.4%), and one out of ten 

participants indicated that they were queer (10.4%). Only 9.4% indicated that they were 

heterosexual. Increasing rates of being attracted to multiple genders has been found in 

other recent Australian TGD research; however, our sample had a higher proportion of 

people reporting asexuality (21.0% compared with 7.9%) (Callander et al., 2019). The 

proportion of participants who were in a de facto relationship was similar to that found in 

the general Australian population; however, marriage rates were considerably lower 

(6.8% compared with 48.1%) (Australian Bureau of Statistics, 2018). This is mirrored in 

other Australian TGD research (Callander et al., 2019), and is likely due to the young 

sample and recent introduction of marriage equality. 

 Neurodiversity was reported by 38.0% of participants (most commonly autism 

spectrum or ADHD). In a recent survey of TGD youth, 22.5% had a diagnosis of autism 

spectrum disorder (ASD), and 35.2% scored within a range that would indicate the need 

for further diagnostic testing for ASD (Strauss et al., 2017). Cheung et al. (2018) found 
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lower rates of ASD (4.8%) and ADHD (4.3%) in a clinical sample of TGD adults, but 

these rates are still increased compared to the age-matched general population. There is 

currently no established link between gender dysphoria and ASD, with this issue being 

contentious in the literature (van Der Miesen, Cohen-Kettenis, & de Vries, 2018).  

 A quarter of participants (25.8%) disclosed that they had a disability, which is 

higher than the rate of disability in the Australian general population (18%) (Australian 

Institute of Health and Welfare, 2013). Disabilities reported were diverse, with mental 

illness commonly being reported. Also reported were physical disabilities – chronic pain, 

hearing impairment, fibromyalgia. The higher rate of disability may be due to TGD 

people with disabilities being more motivated to participate in a health survey.  

 In terms of socioeconomic status, the individual incomes of our participants were 

overall very low, with over half (57.6%) reporting that they were in the lowest bracket. 

This is higher than previous Australian TGD research has found (45.1%) (Hyde et al., 

2014), which may be related to our sample being young and a high proportion of students 

(44.4%). The gap between the percentage of Australia’s general population in this bracket 

and our sample is even larger (19.1% versus 57.6%) (Australian Tax Office, 2019). 

However, education levels trend in the other direction, with TGD participants in our study 

reporting a higher rate of bachelor’s degrees or above when compared with Census data 

(30% v 22%) (Australian Bureau of Statistics, 2018). The trend of low income/high 

educational attainment is unsurprising -- 41.9% of TGD young people report experiencing 

employment issues (Strauss et al., 2017).   

 A large majority (91.2%) of our participants had experienced at least one of the 

following types of discrimination or assault: silent harassment (84.7%), verbal harassment 

(71.1%), sexual harassment (43.2%), physical intimidation and threats (37.1%), sexual 

assault (28.9%), and physical violence (19.6%) – in keeping with previous Australian 

research (Hyde et al., 2014). Callander et al. (2019) in their survey on the sexual health of 
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TGD Australians found that 53.2% of their participants had experienced sexual violence 

or coercion – a rate approximately four times that of the general population. As this data 

shows, there remains much to be done in terms of social acceptance of TGD Australians. 

 Self-rated health as reported by participants was low when compared with AIHW 

data on the general Australian population – 12.7% poor (4% nationally), 32.8% fair (10% 

nationally), 33.2% good (29% nationally), 17.9% very good (37% nationally) and 3.4% 

excellent (20% nationally) (Australian Institute of Health and Welfare, 2018a). The 

Kessler 6 scores of our participants indicated that over half (52.2%) of the sample were 

experiencing high levels of distress in the previous month – data for the general 

Australian population that has used the Kessler 10 measurement has reported a rate of 

11.7% (Australian Bureau of Statistics, 2015). Comparably, 76.4% of TGD youth in 

Trans Pathways had moderate to severe depressive symptoms (this was not measured 

with K6 or K10), which they found was approximately ten times that of the general 

population (Strauss et al., 2017). Mental and physical health are affected by many things 

– including discrimination and a variety of other social conditions, such as barriers to 

healthcare. 

 Social support can greatly influence mental health and wellbeing, with research 

finding that connectivity to other TGD people lowers suicidality, acts as a buffer against 

societal discrimination, and increases comfort (Bockting, Miner, Romine, Hamilton, & 

Coleman, 2013; del pozo de Bolger, Jones, Dunstan, & Lykins, 2014; Smith et al., 2014; 

Testa, Jimenez, & Rankin, 2014). The most commonly reported source of emotional 

support for participants was friends (74.5%) followed by mental health professional 

(57.4%), partner (55.3%) and family of choice (52.7%), with 7.1% of participants 

indicating that they had no one to turn to. The most common practical supports were 

family (57.7%), friends (55.5%), healthcare professional (53.4%) and family of choice 

(46.7%), with 5.0% of participants reporting no one. Finally, the most common 
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informational support was from the TGD community (67.8%) followed by the LGBTIQ 

community (60.3%), healthcare professional (57.5%), and mental health professional 

(49.9%), with 5.6% of participants saying no one. Around half of the sample engaged 

with the TGD community on a daily or weekly basis (52.2%). This was mostly through 

the Internet (71.6%), friends (65.4%), and Facebook (57.5%). Previous research has 

documented that TGD people rely heavily on TGD peers as the best source of 

information, particularly through online connections (Adkins, Masters, Shumer, & Selkie, 

2018; Pohjanen & Kortelainen, 2016; Selkie, Adkins, Masters, Bajpai, & Shumer, 2020), 

and that internet activism can significantly lower suicidality, especially for TGD 

adolescents (Jones et al., 2016). 

There are a variety of ways that people affirm their gender, which were 

investigated in the survey, and align with transgender theory as described in chapter 3. 

That is, gender is a mixture of embodiment, self and society, and comes together fluidly 

in the context of an individual’s lived experience. Starting with documentation, trans 

women were most likely to have changed all of their documentation (22.3%), followed by 

trans men (11.9%). Gender diverse people were unlikely to have done this (2.7%). 

Previous Australian TGD research found that 21.1% of their participants had changed all 

their documentation; however, this sample contained fewer gender diverse people than 

the present study (24.5% compared to 44.3%) (Hyde et al., 2014). These results more 

closely resemble a study of 189 TGD students (average age 19) experiences of changing 

documentation, with noted barriers being: their youth; perceived inexperience; and 

parental disapproval (Smith et al., 2014). 

 Hormonal use was diverse, with just under half of the sample currently taking 

hormones. A similar proportion had never taken hormones, with gender diverse people 

being most likely to report this (74.0%). TranZnation found that in 73% of their 

participants had used hormones (Couch et al., 2007). This trend is likely to reflect the 
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changing ways in which gender diversity is accepted and expressed, with increasing 

numbers of people having non-binary genders, as discussed above (Cheung et al., 2020). 

Far higher proportions of trans women (76.9%) and trans men (62.1%) reported that they 

were currently taking hormones. However, for trans men this is fewer than the 87% 

reported in previous research (Jones et al., 2015). Gender diverse people reported that 

they had taken all of the listed hormones, excluding puberty blockers, at varying rates – 

demonstrating the diversity and fluidity in the ways that hormones may aid their gender 

affirmation. Most people who had taken hormones reported starting them between the 

ages of 18-24 (54.3%), followed by 25-34 (23.0%). A very small minority began 

hormones in adolescence (ages 12-17, 1.5%). The vast majority only obtained their 

hormones from a healthcare provider (95.7%); however, trans women were the most 

likely to report that they obtain their hormones elsewhere (9.4%). This shows the range of 

ways that TGD people use (or do not use) hormones. 

 Most of the participants in this survey had not had any form of surgery. Trans men 

were the most likely to have had surgery (28.4%), followed by trans women (27.3%), and 

lastly gender diverse people (14.1%). The most common surgeries were mastectomy in 

trans men (23.9%) and gender diverse people assigned female at birth (8.6%), and 

orchidectomy (20.7%) and vaginoplasty for trans women (17.7%). A small number of 

trans men reported having had a hysterectomy (6.8%), and only two had phalloplasty 

(1.1%), with one trans man having had metoidioplasty (0.6% of trans men). The latter two 

procedures have been largely inaccessible in Australia (GLBTI Health and Wellbeing 

Ministerial Advisory Committee, 2014). Previous Australian research with trans men 

found higher rates of surgery (Jones et al., 2015), potentially a reflection of the young age 

of the sample in this study. 

 Doctors are an integral part of achieving medical and surgical gender affirmation 

for many TGD people. In the year preceding the survey, roughly the same proportion of 
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trans women (77.7%) and trans men (78.4%) had seen a doctor for gender affirmation, 

whereas only 29.8% of gender diverse people had done so. Gender diverse people were 

most likely to report that they did not need a doctor to affirm their gender (29.8%). 

Further, during this period, 43.2% of those wishing to access a doctor for gender 

affirming care were unable to. Although most participants reported that the distance they 

had to travel to see a doctor for gender affirming care was relatively small, one in ten 

participants reported that they had to fly to another city or state. Further, one in ten trans 

women had flown to another country. This is demonstrative of the limited gender 

affirming services within Australia. 

As a practice, chest binding has received little attention in the literature (Jarrett, 

Corbet, Gardner, Weinand, & Peitzmeier, 2018; Peitzmeier, Gardner, Weinard, Corbet, & 

Acevado, 2017). Binding of chest tissue was extremely common amongst trans men 

(94.3%), and gender diverse people (75.8%), a similar finding to previous Australian 

research (Jones et al., 2015). A few trans women also practised chest binding due to 

unaccepting partners – a novel finding that has not been reported elsewhere, as it has been 

assumed that only TGD people assigned female at birth would bind their chests.  

 Gender dysphoria, although not experienced by every individual within the TGD 

population, is a significant and distressing experience for many within this population. 

Most participants either moderately (37.2%) or strongly (31.9%) disliked their body. A 

recent study of Australian TGD youth has found that 93.8% experience dysphoria 

(Strauss et al., 2017). As a prominent issue for many TGD people, and potential barrier to 

accessing healthcare, dysphoria was a focus of the final manuscript which developed a 

framework for alleviating dysphoria in services (chapter 10). 

 Being or feeling easily identifiable as TGD may expose an individual to increased 

discrimination and distress. Based on presentation, participants believed that other people 

could identify them as TGD ‘sometimes’ (31.8%), followed by ‘rarely’ (21.1%), and most 
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of the time (18.2%). Only 3.8% of participants thought that other people could ‘always’ 

identify them as TGD based on their presentation. Trans men were the most likely group 

to report ‘never’ (24.1%) and ‘rarely’ (25.5%), and trans women were the most likely 

gender to indicate ‘most of the time’ (20.4%), ‘always’ (7.1%) and that they didn’t know 

(14.3%) – a pattern evident in an American TGD study (James et al., 2016). This is likely 

to be reflective of the changes that occur during puberty and those that can be induced by 

gender affirming hormones. Testosterone is effective at lowering voice tone and for 

growing facial hair, two things that are masculine norms in society; however, the 

developments that occur during puberty as a result of endogenous testosterone (voice 

lowering, body shape) are difficult to alter. 

 As demonstrated in this section, the TGD population are highly diverse and have 

increased vulnerabilities due to pervasive stigma and discrimination. This is an important 

starting point to understanding these communities and their experiences within health and 

cancer care. 

 

11.3 Experiences in cancer care 

This section will explore the experiences of TGD people within cancer care, with two 

main foci: screening and the lived experience of those diagnosed with cancer. In 

beginning this section, it is worth noting that when asked within what timeframe they 

would make an appointment to see a healthcare profession if they had a cancer symptom, 

participants reported a variety of delays in high rates – 38.8% ‘within a month’/‘within a 

few months’ and 17.2% ‘within a year’/‘wouldn’t make an appointment’. In the context 

of cancer care, delayed help can drastically change the course of an illness, potentially 

resulting in metastatic and incurable disease. The theme of delaying care due to the 

problems with healthcare access (especially fear of and actual mistreatment) will be 

carried through the remainder of this chapter. 
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11.3.1 Screening 

International research has established that TGD people underutilise various types of 

screening including cervical, breast, and bowel (Kiran et al., 2019; Narayan, Lebron-

Zapata, & Morris, 2017; Nelson, 2019; Peitzmeier, Khullar, Reisner, & Potter, 2014; 

Robertson-Bazzi, Whorms, King, & Potter, 2015; Scheim & Bauer, 2013). This has been 

described as a ‘cancer screening crisis’ for TGD communities (Nelson, 2019). The survey 

findings build on this small body of research and provide some additional unique details – 

particularly in relation to self-checking breast/chest tissue, levels of concern for 

developing breast, cervical and prostate cancers, and finer detail on cervical screening. 

In terms of breast cancer concern, most participants with significant breast/chest 

tissue indicated that they had little (49.5%) or moderate (32.5%) concern of developing 

the disease. There are many factors that may contribute to an individual’s concern of 

developing cancer, including family history and cancer awareness, and it has been found 

that people in higher income countries report lower concern (Union for International 

Cancer Control, 2020). The most reported frequency of self-checking breast/chest tissue 

was ‘rarely’ (37.2%). Trans men were the most likely to report that they never checked 

(23.3%) and trans women were the most likely to report checking once a week or monthly 

(41.3%). Research with a sample of the general population of Australian cis women 

reported that approximately half perform self-examinations on a monthly basis (Leung, 

McKenzie, Martin, Dobson, & McLaughlin, 2014). All of our participants indicated that 

they self-checked less frequently compared to the abovementioned findings. In relation to 

self-checking, the majority of participants were slightly/fairly confident they would notice 

a change (59.6%). Reflecting the trend in the frequency of self-checking, trans women 

were the most likely to report that they were very confident they would notice a change 

(17.3%). It is likely that gender dysphoria is acting as a barrier to breast/chest checking.  



 

355 
 

The questions relating to prostate screening had too few participants old enough 

for this to be relevant to them; therefore those statistics will not be discussed here. 

However, one question relating to concern of developing prostate cancer contains an 

interesting finding – the majority of TGD people with a prostate have little (54.9%) 

concern. The rate of prostate cancer in men is higher than the rate of breast cancer in 

women – with an estimated one in seven Australian males to have this in their lifetime 

(Cancer Australia, 2016) – that TGD people with a prostate are unconcerned about 

developing this may be in part due to disidentification from ‘men’s health’ issues. 

Cervical screening was identified as a priority area for a publication (chapter 8) 

based on: community feedback; roundtable discussion of the monograph; the literature 

review which identified no Australian research on the topic dedicated solely to TGD 

communities; international research highlighting this as a problematic area for TGD 

individuals; the survey results which clearly identified under-screening and multiple 

barriers; that the National Cervical Screening Program (NCSP) is recommended for a 

significant sub-population of TGD people (i.e. those with a cervix); and a peer-reviewed 

paper could have a considerable influence on HCP knowledge and practice. Included in 

this paper were items from the survey that related to cervical screening and a selection of 

sociodemographics. 

 Significantly, and most prominently, the analysis confirms that TGD Australians 

with a cervix are under-screened. Almost half (48.0%) had never been screened, and only 

one fifth (21.9%) considered themselves to be regular screeners. The barriers to cervical 

screening exist both at an individual level and relate to healthcare providers. Age was the 

most significant factor in the regression, with those that are younger more likely to have 

never screened. Added to this, participants who indicated that they had never participated 

in screening reported that finding the procedure emotionally traumatic (55.3%) was the 

most common reason they had not screened. Although many women may experience 
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some level of nervousness, apprehension and embarrassment related to the procedure, few 

experience significant levels of distress (Armstrong, 2007). Another important finding is 

that a quarter (27.5%) of the sample reported that they had received an abnormal test 

result compared to roughly 8% of the general Australian population (Australian Institute 

of Health and Welfare, 2018b). This is in keeping with limited American research that has 

linked testosterone use to abnormal Pap tests (Adkins et al., 2017). 

 

11.3.2 Experiences of TGD people diagnosed with cancer 

In-depth interviews were conducted to get a deeper sense of the experiences of TGD 

people within cancer care (chapter 9). The analysis for the manuscript was developed 

around intersubjective experiences specifically given the predominance of these in the 

data and aimed to inform a microethical understanding to improve clinician’s sensitivity 

in practice. The major findings of the paper centre on invisibility and alienation. Broadly, 

the themes of invisibility and alienation reflect what has been postulated by trans 

academics; for example, Namaste (2000) argues that erasure of TGD people occurs 

because of multiple relations and functions which occur inter-institutionally. Further, 

Merryfeather and Bruce (2014) have identified the invisibility of TGD people within 

healthcare and nursing literature, relating this to the dominant discourse on the gender 

binary, and Bauer et al. (2009) have identified informational and institutional erasures in 

healthcare. In the analysis, six inter-related themes were established that show TGD 

people’s intersubjective experiences of alienation and invisibility: Gender Stereotypes and 

Assumptions; Negation of Identity; Dismissed Concerns; Invisibility in the System; 

Alienation in Waiting Rooms and Support Groups; and Uniquely Gendered Bodies and 

Interactions. Further, a counter-theme demonstrated the opposite: Affirming Experiences. 

As a determinant of health outcomes, patient--provider interactions have been 

examined by sociologists to find potential root causes of disparities (Bury, 2013; 
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Nettleton, 2013). Two illustrative examples will be given here – that of socioeconomic 

status (SES) and gender. Research has found that people who are of a low SES experience 

a variety of disparities in terms of health and illness; however, it is only more recently 

that this has been specifically connected with patient--provider interactions (Arpey, 

Gaglioti, & Rosenbaum, 2017). It has been found that healthcare providers have a set of 

perceptions that affect their clinical decisions when caring for people of low SES, 

including that they believe they possess lowers levels of intelligence, independence, 

rationality, and responsibility (Arpey et al., 2017). As a result, people who are of low SES 

have lower levels of trust, confidence, and satisfaction with their care, acknowledging that 

it is often inferior (Arpey et al., 2017). They are then less likely to disclose their problems 

and more likely to delay treatment (Arpey et al., 2017). The evidence that provider biases 

influence health outcomes extends to gender – for example, men are less likely to be 

diagnosed with depression due to masculine stereotypes (Govender & Penn-Kekana, 

2008). Arguably, such problems require societal-level interventions for change to occur. 

Many factors may be at play within TGD people’s experiences of patient--

provider interactions in cancer care: gender normativity is embedded within healthcare 

(Eliason & Dibble, 2015); the biases of healthcare workers toward TGD people which 

may occur due to broad social stigma, cisgenderism and/or biomedical pathologisation 

(Ansara, 2012; Denny, 2002); the ‘sick role’ of the cancer patient is one of passivity 

(Haigh, 1993); and providers have little confidence caring for TGD people due to a lack 

of knowledge (Chan, Skocylas, & Safer, 2016). 

Philosophers of medicine have critiqued the concept of ‘normal’ which is common 

throughout health practice (Canguilhem, 1978; Meacham, 2015; Sholl, 2017). Within 

biomedicine, the idea of what constitutes ‘normal’ has been taken variously to mean: the 

most frequently observed; the average or mathematical mean; the typical or that which is 

representative of a group; and optimal functioning or free of defect (Canguilhem, 1978; 
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Meacham, 2015; Sholl, 2017). In everyday usage, normal may draw on these various 

meanings used in the medical sphere, and comes within connotations of what is both 

expected and good (Meacham, 2015). In healthcare, normalisation practices are 

widespread, and the concept has a privileged position in defining what constitutes the 

pathological – that is, anything outside of normal limits or standards is abnormal and 

potentially requires an intervention to alter it. Further, and as reflected in sociological 

discourses on medicalisation, such normal/pathological claims by biomedicine may 

reflect social or political values rather than actual illness (Nettleton, 2013; Sholl, 2017).  

As argued by Canguilhem (1978), ‘normality’ should actually be concerned about 

the specific context of the individual and their environment. What follows is that some of 

the most effective interventions to address health problems may be changing the 

environment as opposed to changing something within the individual (Sholl, 2017). Of 

import to the present discussion, biomedical understandings of what is ‘normal’ for 

gender include that it is binary and associated with one’s sex assigned at birth. TGD 

individuals are thus seen as abnormal and stigmatised. 

 The topic of gender norms within cancer care has seen some significant feminist 

work relating to breast cancer (DeShazer, 2013; Jain, 2007; Kerr, Ross, Jacques, & 

Cunningham-Burley, 2018; Waples, 2013). Importantly, these have questioned dominant 

biomedical and cosmetic approaches to these highly gendered areas, particularly in 

relation to prostheses, which Audre Lorde, the foremother of this area, most passionately 

critiqued from personal experience (DeShazer, 2013; Waples, 2013). Feminists exploring 

this topic argue that cancer survivor identity is erased and individual experience and 

preferences ignored through image-driven cancer ‘support’ networks and the drive to 

appear ‘normal’ (Cobb & Starr, 2012; Crompvoets, 2012; Hansen, 2007; Kendrick, 2008; 

Waples, 2013). Other research exists which uncritically uses gender norms; for example, 

Sharpley, Bitsika, and Denham (2014) examine ‘loss of masculinity’ in heterosexual men 
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with prostate cancer – loss of masculinity in this context is assumed from the outset to 

occur with treatment side-effects related to sexuality and to be inherently bad.  

Notably, work on gender and healthcare broadly has highlighted that gender bias 

is deeply embedded within healthcare systems (Kuhlmann & Annandale, 2012). As in 

Bryson et al. (2018), LGBTQ cancer patients gave examples of healthcare providers 

struggling to understand and accept their treatment decisions which were outside of 

gender normative expectations. Further, such entrenchment of gender norms meant that 

LGBTQ cancer patients had limited access to relevant information (Taylor et al., 2019). 

Gender norms and assumptions as experienced by our TGD participants affected them to 

varying degrees, from frustration through to disengagement from services. These 

findings, coupled with ongoing feminist critique, demonstrate a clear need for cancer 

services and healthcare providers to be examining and altering the gendered assumptions 

underlying their practice, and educating themselves on the relevant TGD issues. There is 

a need for biomedicine to shed the traditional normalisation they have employed and 

reconceptualise normality to focus on individuals who are inseparable from their 

environment. ‘Normal’ in this sense is what is normal for the unique individual in their 

specific situation and need not conform to a pre-defined standard. 

 In a systematic review of TGD experiences in healthcare, Heng, Heal, Banks, and 

Preston (2018) identify issues from the literature which the in-depth interview analysis 

further confirms and situates specifically within a cancer care context. The themes of 

Negation of Identity and Dismissed Concerns experienced by our participants is also 

experienced in general healthcare. Healthcare providers may regard TGD identities as 

unimportant due to gender biases as above, or because they do not make up a large 

population (Heng et al., 2018). Many TGD people have experiences of healthcare 

providers misgendering them (Heng et al., 2018), and this has been associated with 

increased distress (McLemore, 2018). Misgendering acts a form of social exclusion, 
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positions TGD people as abnormal, and acts to produce and reinforce binary gender 

norms (Ansara, 2012; Ansara & Hegarty, 2014). Refusals of treatment are consistent with 

the above survey responses, and have also been previously documented (Kosenko, 

Rintamaki, Raney, & Maness, 2013). Lack of inclusion in policy and problems with data 

collection exists across healthcare (Ansara, 2016; Heng et al., 2018). All of this creates 

feelings of invisibility and alienation. 

As explored in the theme Affirming Experiences, person-centredness that is built 

from empathic, open dialogue, and creating TGD-friendly services is necessary to counter 

invisibility and alienation. It has been highlighted in previous research with TGD 

populations that conveyance of respect and understanding on the part of providers is 

important to improve TGD people’s healthcare experiences (Ross, Law, & Bell, 2016). 

To address the disparities that the TGD population experiences in health and cancer care, 

widespread education is necessary to address the problems relating to gender norms and 

within patient--provider interactions. 

 

11.4 Factors that prevent access 

Throughout the data collected, a consistent picture emerged of the various and many 

barriers to health and cancer care that have been broadly grouped as follows: lack of 

awareness; social conditions; and problems within healthcare. Lack of awareness of 

cancer-related issues for TGD communities was identified as a prominent issue by key 

informants at the start – both on the part of healthcare workers and TGD individuals. In 

the context of the lack of research on cancer and the TGD people (Watters, Harsh, & 

Corbett, 2014), this is unsurprising. Further, issues regarding the limited awareness of 

TGD issues and gendered assumptions of healthcare providers have been well-

documented (Chan et al., 2016; Edmiston et al., 2016; Johnston & Shearer, 2017; Shetty 

et al., 2016; White Hughto, Reisner, & Pachankis, 2015).  
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 Data from the survey continues with this thread. For example, TGD participants 

reported that they did not receive enough information about their care and treatment in the 

last twelve months at a rate about three times that of the general population (Australian 

Bureau of Statistics, 2017). Similarly, approximately a quarter (24.5%) did not have a 

health professional who had a good understanding of their needs within the last year, 

compared to just 9% of Australians who experience this (Australian Bureau of Statistics, 

2017), and only a third of participants’ usual GPs/places of care were knowledgeable/very 

knowledgeable about TGD needs. Over half of the survey participants reported that they 

have had to educate their HCP. This is demonstrative of the deficits in awareness of 

HCPs. Given the role of HCPs in educating their patients on health issues, this may also 

contribute to a lack of health knowledge in TGD communities. 

 As explored in the manuscript on cervical cancer screening (chapter 8), HCPs can 

have a significant influence on TGD people’s participation. With high levels of under-

attendance, a regression confirmed that those who had a recommendation from their HCP 

are more likely to be regular screeners. Unfortunately, almost half of the survey 

participants who were eligible for cervical cancer screening had never received a 

recommendation. International research confirms the importance of HCP facilitating 

participation in cervical screening for TGD people (Harb, Pass, De Soriano, Zwick, & 

Gilbert, 2019). Again, this finding shows that HCPs need to be engaging their patients in 

person-centred dialogue to improve outcomes for TGD people. 

 Although there is a lack of comparable data, across the cancer risk and screening 

knowledge items there were mixed levels of awareness, with many questions having high 

rates of ‘I don’t know’ responses. It is likely that there are several contributing factors to 

the lack of awareness including: HCPs not having the necessary conversations with TGD 

patients (as above); health promotion around some cancer topics (e.g. breast, 

gynaecological, and prostate cancers) are directed at cis people; and TGD individuals may 
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not be identifying this as relevant to them, particularly as there is extremely limited health 

promotion that is inclusive of them. 

Well established, both within Australia and internationally, are the detrimental 

societal conditions that affect TGD people and their immediate day-to-day living, 

attributable to social marginalisation and discrimination (Bauer & Scheim, 2015; Hyde et 

al., 2014; James et al., 2016; McNair, Andrews, Parkinson, & Dempsey, 2017; McNeil, 

Bailey, Ellis, Morton, & Regan, 2012; Strauss et al., 2017). With such pressing concerns 

as low income and safe housing, it is understandable that TGD individuals are not 

dedicating time and effort to thinking about cancer. Further, such things may act as major 

barriers to accessing healthcare; for example, of the survey respondents reporting that 

they had an unmet need for healthcare in the previous year, almost half reported that this 

was due to financial cost, and the most common barrier to seeking care was ‘too many 

other things to worry about’ (70.7%). In a study in the United Kingdom using the Cancer 

Awareness Measure, only 14.6% of people reported that ‘too many other things to worry 

about’ stopped them from attending the doctors (Cancer Research UK, 2016). There are 

many broader social determinants that TGD people may need to focus on, which may 

leave them little opportunity to consider cancer. 

 Social stigmatisation experienced by TGD people extends into healthcare, which 

results in TGD communities feeling fear and apprehension when accessing services. Most 

importantly, interactions in healthcare were a strong deterrent for TGD people to access 

care. Of the problems identified, language and communication were prominent, and 

outright prejudice and discrimination were also issues. The regression on Barriers to Care 

(see Chapter 7) confirmed that having had more bad experiences within healthcare is 

associated with reporting more barriers to care. Reported bad experiences within 

healthcare were relatively common, and largely consistent with the U.S. research from 

which the survey measurement was taken (James et al., 2016). Almost a quarter (23.0%) 
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have been refused gender affirming care, 20.7% have been refused general healthcare, 

37.7% have been asked invasive/inappropriate questions by healthcare providers, 15.4% 

have had a healthcare provider use harsh or abusive language, and 5.7% have had a 

healthcare provider be physically rough when treating them.  

Almost half of the sample (47.5%) reported that they had an unmet healthcare 

need in the past year: double that of the general Australian population (Australian Bureau 

of Statistics, 2017). Close to half of those reporting this need indicated it was fear of 

mistreatment that stopped them from accessing healthcare. After excluding people who 

have never needed emergency care, 41.3% of participants had avoided attending the 

emergency department because they were TGD – Bauer, Scheim, Deutsch, and 

Massarella (2014) had similar findings in Canada. American research has documented 

anticipatory anxiety associated with discrimination results in poorer mental and physical 

health and wellbeing for TGD individuals (Kristie, Matthew, Rebecca, Marik, & 

Leonardo, 2017). This barrier to seeking help is of international significance and exists 

across health services. 

Most of the participants indicated that they had one or more usual GP/s or place/s 

of care (86.6%), compared to a survey of Australians aged over 45 (98%)  (Australian 

Bureau of Statistics, 2017). Just over half (57.7%) of participants were comfortable/very 

comfortable discussing their needs as a TGD person with their usual GP/place of care. 

Within the general Australian population, 80% are either comfortable or very comfortable 

discussing their personal needs with their GP (Australian Bureau of Statistics, 2017). 

When it came to discussing their needs as a TGD person with a healthcare provider they 

did not know, the majority were uncomfortable/very uncomfortable (81.3%). With lower 

levels of usual GPs/places of care and higher levels of discomfort discussing their needs 

when compared with the general Australian population, TGD individuals are likely to 

experience inferior care. 
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 In terms of disclosure of gender in a healthcare setting, there were some 

significant gender differences. Gender diverse people were the most likely to report that 

they never disclosed (22.5%), compared with 5.2% of trans men and 2.5% of trans 

women. Trans women were the most likely to report that they always disclosed (24.6%), 

compared to 9.2% of trans men and 8.5% of gender diverse people. Overall, one in eight 

participants never disclosed (12.2%), and most commonly did so only if they had to 

(42.4%). This is largely in keeping with previous Australian research (Hyde et al., 2014; 

Jones et al., 2015; Smith et al., 2014), and shows the fear TGD people have in being open 

about themselves. 

 The Alleviating Dysphoria Framework (chapter 10) provides further detail on the 

barriers to appropriate care in terms of gender dysphoria from the perspectives of the 

survey participants. As established in previous research, gender affirmation and dysphoria 

can contribute significantly to risk behaviour (Sevelius, 2013). Well over half of the 

survey participants believed the discomfort associated with dypshoria important enough 

to detail their response to an open-ended question about minimising it in clinical 

encounters. Such discomfort is likely to contribute to issues concerning cancer 

prevention, diagnosis and care, which was highlighted in the interviews with participants 

who had a diagnosis of cancer (chapter 9). There is a need for enhanced gender 

affirmation in health and cancer care to address the disparities of these communities. 

Other barriers in health and cancer care related to the system broadly being ill-

equipped to provide appropriate care for TGD people, the lack of inclusive policies and 

data collection (e.g. intake forms and databases), and that health promotion from cancer 

organisations privileges heterosexual and cisgendered perspectives. Due to dominant 

understandings of gender that write-out transgender narratives, cultural competency, 

inclusivity, and adequate policies are lacking. 
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11.5 Factors that promote access 

The various factors that TGD participants identified to promote access largely mirrored 

barriers to care. Most prominently, the necessity for training and education was 

consistently highlighted throughout the data, particularly to address the barriers of HCP 

lack of awareness and issues with interactions in the health system. Survey participants 

confirmed this through their response to the question on what would help them access 

cancer care – the highest ranked response was ‘healthcare workers being trained in TGD 

needs’. As presented in the final manuscript (chapter 10), training and education needs to 

occur in-service, cover a variety of topics, provide resources for professionals, and 

involve TGD communities. The need for training and education has been repeatedly 

advised in the literature (Banerjee, Walters, Staley, Alexander, & Parker, 2018; Chan et 

al., 2016; Dickey, 2017; Dubin et al., 2018), and this finding is of particular significance 

as it comes from the perspective of TGD individuals.  

 Following on from training and education, it was evident throughout the data that 

healthcare providers (HCPs) play a crucial role in facilitating access to care for TGD 

individuals, and improvements in patient--provider interactions may greatly improve 

health outcomes. As discussed above, interpersonal experiences within healthcare are 

problematic. HCPs must be educating themselves and engaging their TGD patients in 

open and sensitive dialogue which is person-focused. TGD communities, although less 

likely to have regular GPs/places of care, have a higher rate of engagement with health 

services. For example, in the survey, only 6% indicated that they had not seen a GP in the 

previous 12 months – a figure that is 10% lower than that found in the general Australian 

population (Australian Bureau of Statistics, 2017). Thus there is much scope for HCPs to 

form trusting and respectful relationships that foster ongoing engagement in care for TGD 

people. 
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 The Alleviating Dysphoria Framework (chapter 10) provides further detail on this 

point to aid healthcare services and professionals. Drawing on the views of TGD 

participants, the Framework emphasises that the context of the immediate experience and 

elements in systems require attention to alleviate dysphoric experiences. Similar practical 

guidelines for gynaecologic examinations in TGD people exist (Potter et al., 2015), and 

there are also best practices for affirmative care for front-line staff (National LGBT 

Health Education Center, 2016). The Framework adds to these and can be used across 

diverse services and research to enhance gender affirmation, thus removing the barrier of 

dysphoria to accessing services. 

 Also important from the perspective of our TGD participants in terms of what 

would help them to access cancer care was welcoming services that specifically address 

TGD concerns, which was ranked second highest. Throughout the analyses for the 

manuscripts, it was repeatedly identified that the following was needed: policies with 

enhanced inclusivity; healthcare partnerships with TGD organisations; improved data 

collection in systems; a directory or list of organisations that are safe/inclusive for TGD 

people; and further research. Guidance on the improvement of healthcare for TGD 

communities has been provided by previous Australian research (Hyde et al., 2014; Jones 

et al., 2015), with this study demonstrating that these are applicable to cancer care. 

 The third highest ranked response that would help TGD survey participants access 

cancer care was cancer awareness campaigns specific to TGD people. Further, 

participants provided some guidance on their preferences in response to an open-ended 

question on what they wanted to know more about in relation to cancer. Participants 

clearly expressed the desire to know more about cancer information specific to TGD 

experiences, risks, prevention, screening, diagnosis, services and signs and symptoms. 

The TGD participants in this study demonstrated that they want services to be actively 

engaging with them, thereby showing their receptiveness to appropriate health promotion. 
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11.6 Implications and recommendations 

11.6.1 For the TGD communities 

TGD communities have a history of strong activism which continues to this day (Jones & 

Hillier, 2013). Although it should not fall on them to improve healthcare services, they 

can use the findings to advocate for change. Further, it may be useful for TGD 

community groups to consider the findings in light of potential health promotion. Gaps in 

cancer risk and screening awareness identified in the course of this study could be 

focused on in community-disseminated information. 

 

11.6.2 For health and cancer care workers 

Health and cancer care workers have an ethical obligation to provide care to TGD 

individuals that is sensitive and appropriate. In order to deliver such care, there is a need 

to cultivate understanding and empathy for TGD people. Providers need to avoid care that 

relies on normalising and pathologising processes and move to person-centred 

partnerships with their patients. It is important for health and cancer care workers to 

engage in open and active dialogue, considering the diverse intersectionalities of their 

patients. 

 

11.6.3 For services and systems 

Services and systems need to review policies that exist and enhance inclusivity, create 

welcoming environments, and improve their gender data collection on intake forms and 

within databases. As shown previously, TGD people may have low levels of awareness 

relating to cancer issues – health promotion is needed to address the specific deficits in 

awareness identified in this study (e.g. especially relating to cervical screening). There is 
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a need for general health promotion to be less exclusionary of gender diversity, and a 

need for TGD-specific campaigns. 

 

11.6.4 For government 

The Australian Government holds a primary position in affecting change for TGD 

communities. Increased societal acceptance of gender diversity may be mediated by the 

government through high-level policy and allocation of resources within healthcare and 

research. There is a need for the Australian Bureau of Statistics to develop a standard for 

the collection of gender information which can be used widely throughout health and 

cancer care services and in research.  

 

11.6.5 For research and theory 

Biomedical research needs to address the gap that exists in large-scale prospective studies 

on cancer risk, incidence and outcomes in the TGD population. General sociological 

cancer research that considers gender must be expanded to include diverse genders and 

reconceptualise the binary approach. Research in a variety of areas could apply the 

Alleviating Dysphoria Framework to assess service provision. Biomedical understandings 

of the ‘normal’ must be re-evaluated – what is normal should be considered in the context 

of an individual’s lived experience and not in reference to rigid preconceived standards. 

 

11.7 Conclusion 

There can be no doubt that the current state of health and cancer care for TGD Australians 

is malignant. The varied and intersecting issues for these communities are marginalised, 

and despite evolving ideas around gender diversity in Western cultures, much remains to 

be done at a social level to change harmful norms and expand our notions of gender. The 

cure for the malignancy is simple yet paradoxically difficult to achieve given the 
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entrenched nature of the gender binary. Reconceptualising gender in cancer care to shed 

assumptions that stem from what is thought of as ‘normal’ requires a cultural shift, which 

may take considerable time. Variety is natural, gender diversity is normal – when this is 

broadly accepted at a societal level, problems associated with stigmatisation will largely 

cease, and the benefits for everyone will be clear, throughout health and cancer care and 

beyond. 
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Appendix 1: Survey instrument 

 

Section One - About You 

 

This section asks some basic questions about you. We are asking these questions because 

we want to be able to describe to healthcare providers the many things that they need to 

be aware of in order to best care for trans and gender diverse people. Please note there 

will be more questions about you and what makes you unique near the end.  

 

As a reminder, none of your answers in this survey will be able to be linked back to you. 

All of your information will remain completely anonymous. 

 

 

Q1 What is your age? 

 

Q2 Which state or territory do you live in? 

o Australian Capital Territory   

o New South Wales   

o Northern Territory   

o South Australia    

o South Australia    

o Tasmania   

o Victoria  

o Western Australia  

 

Q3 What is your postcode? 

 

Q4 What is your gender? 

o Woman    

o Man   

o Trans Woman    

o Trans Man   

o Sistergirl    

o Brotherboy   

o Genderqueer   

o Non-binary   

o Gender-fluid   

o Something else (please describe)   

 

Q5 What pronouns do you use, if any? (You can tick multiple boxes) 

o She/Her/Hers   

o He/Him/His   

o They/Them/Theirs   

o Zie/Hir/Hirs   

o I don't use pronouns   

o I don't mind   

o Something else (please describe)  

 

Q6 What was the sex assigned to you at birth? 

o Female   

o Male    

o Prefer not to answer  
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Q7 What is your current relationship status? 

o Single and not dating   

o Single and dating   

o Partnered, not living together  

o Partnered, living together   

o Something else (please describe)  

 

Q8 What is your legal marital status? (Tick all that apply) 

o Never married   

o Separated   

o Divorced    

o Widowed    

o Married    

o De facto   

 

Q9` What is your highest level of education completed? 

o Did not complete high school   

o Completed high school   

o Certificate I-IV   

o TAFE/trade school   

o Diploma/associate degree    

o Bachelor degree   

o Graduate certificate   

o Master's degree   

o Doctoral Degree   

 

Q10 What is your individual income before tax? 

o $0 - $18,200   

o $18,201 - $37,000   

o $37,001 - $87,000    

o $87,001 - $180,000   

o $180,001+   

o Prefer not to answer   

 

Q11 What is your current living arrangement? 

o I live alone   

o I live with my partner/s   

o I live with one or more family members who are not dependent on me    

o I live with one or more family members who are dependent on me   

o I live with one or more people who are unrelated to me   

o Something else (please describe)  
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Q12 Who do you mainly turn to for emotional, practical and informational support? 

(Please tick boxes next to each answer for which type of support - you can tick multiple 

boxes) 

 Emotional Support  Practical Support 
Informational 

Support 

Friend/s   o  o  o  

Partner/s   o  o  o  

Family   o  o  o  

Family of choice   o  o  o  

Trans and gender 

diverse community 
o  o  o  

LGBTIQ 

Community  
o  o  o  

Neighbour   o  o  o  

Mental health 

professional  
o  o  o  

Healthcare 

Professional  
o  o  o  

Religious Provider   o  o  o  

No one  o  o  o  

Someone else 

(please describe)  
o  o  o  

 

 

Q13 Have you ever experienced the following because of your gender expression? 

(Please check all that apply) 

o Silent harassment (e.g. being stared at or whispered about)   

o Verbal harassment   

o Physical intimidation and threats  

o Physical violence (e.g. being hit, kicked or punched)   

o Sexual harassment (e.g. cat calling)   

o Sexual assault (e.g. unwanted sexual touching or sexual activity   

o None of the above   

 

Q13a You indicated that you have experienced silent harassment - have you experienced 

this in the last 12 months? 

o Yes   

o No    

 

Q13b You indicated that you have experienced verbal harassment - have you experienced 

this in the last 12 months? 

o Yes   

o No   
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Q13c You indicated that you have experienced physical intimidation and threats - have 

you experienced this in the last 12 months? 

o Yes    

o No    

 

Q13d You indicated that you have experienced physical violence - have you experienced 

this in the last 12 months? 

o Yes   

o No    

 

Q13e You indicated that you have experienced sexual harassment - have you experienced 

this in the last 12 months? 

o Yes   

o No   

 

Q13f You indicated that you have experienced sexual assault - have you experienced this 

in the last 12 months? 

o Yes   

o No   

 

 

Section Two - Accessing Healthcare 

This section asks about your access to healthcare and factors that may affect this. We are 

asking these questions so that we can gather information to help improve services for 

trans and gender diverse individuals. 

 

 

Q1 In general, would you say your health is...? 

o Excellent   

o Very Good   

o Good   

o Fair   

o Poor   

 

 

Q2 Do you have any of the following? (Tick all that apply) 

o Private health insurance   

o A health care card   

o Pensioner's Concession Card    

o Something else that gives me discounted healthcare (please describe) 

o None of the above   

 

 

Q3 In the last 12 months, how many times did you see a GP for your own health? 

 

Q4 Was there ever a time that you felt you needed healthcare but didn't receive it? 

o Yes    

o No  
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Q4a You indicated that you didn't receive healthcare when you felt you needed it - has 

this happened in the last 12 months? 

o Yes   

o No   

 

Q4b You indicated that you didn't receive healthcare when you felt you needed it - what 

were all the reasons for this? (Tick all that apply) 

o Financial cost   

o I thought I would be disrespected or mistreated   

o I could not get an appointment when I needed one    

o There are no services nearby   

o I was refused services because I was trans or gender diverse    

o Something else (please describe)   

 

Q5 Do you have a usual general practitioner (GP) or place of care? 

o Yes   

o Yes, I have two or more  

o No   

 

Q5a You indicated that you have usual GP/s or place/s of care - are they LGBTI friendly 

or trained? 

o Yes   

o No    

o I don't know    

o A mixture (please describe)  

 

Q5b How knowledgeable are your usual GP/s or place/s of care about trans and gender 

diverse needs? 

o Very knowledgeable  

o Knowledgeable   

o Somewhat knowledgeable    

o Not knowledgeable at all    

o A mixture (please describe)  

 

Q5c How comfortable are you discussing your needs as a trans or gender diverse person 

with your usual GP/s or place/s of care? 

o Very uncomfortable   

o Uncomfortable   

o Comfortable   

o Very comfortable   

o A mixture (please describe)    

 

Q6 How comfortable are you discussing your needs as a trans or gender diverse person 

with a doctor or healthcare provider that you do not know? 

o Very uncomfortable   

o Uncomfortable   

o Comfortable   

o Very comfortable   
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Q7 In the last 12 months, have you seen any doctors for your gender affirmation? (This 

can include getting access to hormones, monitoring for hormones, appointments related to 

surgery, et cetera) 

o Yes   

o No   

o I do not require a doctor to affirm my gender.   

 

Q7a You indicated that you have seen a doctor for gender affirmation - how many times 

in the last 12 months have you done this? 

 

Q7b After the last time you saw a doctor for your gender affirmation, did your usual GP 

or healthcare provider seem informed about your gender affirming care? 

o My usual GP or healthcare provider was the one who provided gender affirming 

care.   

o Yes   

o No   

o I don't know   

o I don't have a usual GP or healthcare provider   

 

Q8 In the last 12 months, was there a time that you needed to see a doctor that specialises 

in gender affirming care but have been unable to access this? 

o Yes   

o No   

o I didn't need to access gender affirming care  

  

Q9 Whilst living in Australia, what is the furthest distance you have ever travelled for 

gender affirming care? 

o Within my city or town   

o Driving to another city (please specify distance by car in hours/mins)   

o Flying to another city or state    

o I have had to travel to another country   

o I have never had gender affirming care   

 

Q10 Whilst living in Australia, what is the further distance you have travelled most 

recently for gender affirming care? 

o Within my city or town   

o Driving to another city (please specify distance by car in hours/mins)   

o Flying to another city or state   

o I have had to travel to another country   

o I have never had gender affirming care   

 

Q11 Overall, in the last 12 months, did you receive enough information about your care 

and treatment? 

o Yes   

o No   

o I didn't need information about care or treatment  

 

Q12 In the last 12 months, was there a health professional who had a good understanding 

of your health, healthcare needs and preferences? 

o Yes   

o No    

o I didn't have any healthcare needs or preferences   
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Q13 In the last 12 months, have you had to make several attempts to get the healthcare 

you needed because of the difficulties you encountered? 

o Never    

o Sometimes   

o Often   

 

Q14 In the last 12 months did a health problem ever become more serious because it took 

a long time to get appropriate healthcare? 

o Never    

o Sometimes   

o Often   

 

Q15 Have you ever avoided going to the emergency department when you needed care 

because you were trans or gender diverse? 

o Yes    

o No   

o I have never needed emergency care  

 

Q16 Do any of the following things stop you from going to the doctor? 

 Yes - often Yes - sometimes No 

Fear of mistreatment   o  o  o  

Unable to find a 

doctor I am 

comfortable with  

o  o  o  

I find my doctor 

difficult to talk to   
o  o  o  

Difficult to make an 

appointment   
o  o  o  

I am too busy   o  o  o  

I do not have money 

to see the doctor   
o  o  o  

Too many other 

things to worry 

about  

o  o  o  

Difficult to arrange 

transport to the 

doctor   

o  o  o  

Worrying about 

what the doctor 

might find  

o  o  o  

Something else 

(please describe)  
o  o  o  

 

Q17 Have you ever had any of these things happen to you, as a trans or gender diverse 

person, when you went to see a doctor or other healthcare provider? 
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Yes - this 

happened within 

the last 12 months  

Yes - this 

happened more 

than 12 months 

ago  

No - this has never 

happened to me  

My doctor or 

healthcare provider 

knew I was trans and 

treated me with 

respect  

o  o  o  

I had to teach my 

doctor or healthcare 

provider about trans 

or gender diverse 

people so that I could 

get appropriate care  

o  o  o  

A doctor or 

healthcare provider 

refused to give me 

gender affirming care 

o  o  o  

A doctor or 

healthcare provider 

refused to give me 

other healthcare  

o  o  o  

A doctor or 

healthcare provider 

asked me 

unnecessary/invasive 

questions about my 

trans status that were 

not related to the 

reason for my visit  

o  o  o  

A doctor or 

healthcare provider 

used harsh or abusive 

language when 

treating me   

o  o  o  

A doctor or other 

healthcare provider 

was physically rough 

or abusive when 

treating me   

o  o  o  

I was verbally 

harassed in a 

healthcare setting   

o  o  o  

I was physically 

attacked by someone 
o  o  o  
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during my visit in a 

healthcare setting   

I experienced 

unwanted sexual 

contact in a 

healthcare setting  

o  o  o  

 

Q18 Do you disclose your gender to healthcare providers? 

o Never    

o Only if I have to   

o Sometimes   

o Always   

o I do not have a choice as my documentation shows this information   

 

Q19 What do you think could be done in healthcare to minimise the body discomfort 

(dysphoria) that may be felt during certain procedures (e.g. ones that involve genitals)? 

 

 

Section Three - Gender Affirmation 

This section asks about the things you have done to affirm your gender. We are asking 

these questions because we would like to know about the unique factors that some 

healthcare professionals should be aware of and sensitive to when caring for you. Please 

note that this section asks about surgery and body organs. 

 

Q1 Have you changed your gender on your documentation (e.g. passport, driver's license, 

birth certificate)? 

o No, I do not want to   

o No, but I plan to in future   

o No, I have been unable to   

o Yes, I have been able to change some but unable to change others  

o Yes, I have changed all of my documentation   

 

Q2 Are you currently or have you ever used gender affirming hormones? 

Never taken hormones   

o Previously taken hormones for less than one year   

o Previously taken hormones between 1-5 years    

o Previously taken hormones for more than 5 years    

o Currently on hormones for less than one year    

o Currently on hormones between 1-5 years    

o Currently on hormone for more than 5 years   

o Please specify if these are for medical reasons (e.g. Polycystic Ovary Syndrome)  

 

Q2a Please indicate which hormones you take or have taken. (You can tick more than 

one) 

o Oestrogen/estradiol   

o Testosterone   

o Spironolactone   

o Cyproterone acetate   

o Progestin   

o Puberty blockers    

o I don't know   
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o Something else (please describe)   

 

Q2b What form are or were these hormones in? (You can tick more than one) 

o Pills/tablets   

o Patches   

o Injections   

o Cream/Gel   

 

Q2c At what age did you first start taking hormones to affirm your gender? 

 

Q2d Where do you currently get your hormones? 

o I only get my hormones from a healthcare provider   

o In addition to my health provider, I also get hormones from friends, online or 

other sources    

o I only get hormones from friends, online, or other sources   

 

Q3 Please indicate if you have had any of the following surgeries and at what age. (You 

can tick more than one box) 

o I have not had any surgery   

o Mastectomy (removal of chest tissue/breasts)  

o Chest reconstruction   

o Breast implants   

o Vaginoplasty (bottom surgery for trans women)   

o Hysterectomy (removal of the uterus, including the cervix)   

o Supracervical hysterectomy (removal of the uterus but the cervix remains in place)   

o Bilateral oophorectomy (removal of the ovaries)   

o Orchidectomy (removal of testicles)  

o Penectomy (removal of penis)   

o Phalloplasty (bottom surgery for trans men)   

o Metoidioplasty (bottom surgery for trans men involving the clitoris)  

o Something else (please describe)  

o Prefer not to answer  

 

Q4 Please indicate which of the following body organs you have: (We are asking this 

question as it is relevant to some health and cancer care, and it helps us to tailor the 

survey to be applicable to you) 

o Significant breast or chest tissue   

o Prostate   

o Vagina   

o Ovaries   

o Uterus   

o Cervix   

o Testicles   

o Unsure (please describe)  

o Prefer not to answer   

 

Q5 Can you please list any terms that you use for your body that you think healthcare 

providers should be aware of? 

 

Q6 Currently, how strongly do you like or dislike your body? (We are asking this 

question because we think that some healthcare providers need to be aware of this in 

order to provide sensitive care) 
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o Strongly like   

o Moderately like   

o I feel neutral towards my body   

o Moderately dislike   

o Strongly dislike   

o Prefer not to answer   

 

Q7 Please indicate whether you have ever practiced any of the following: (Please note 

that the following things are actions that may cause physical changes to your body 

tissues) 

o Chest binding  

o Tucking of testicles (pushing testicles inside your body)  

o Silicone injections (please state where in your body you have had these)  

o Something else that you think might be relevant   

 

Section Four - Your Expectations and Experiences with Cancer Screening and Care 

 

This section asks about your expectations and experiences with cancer screening and 

care. Similarly to the section on healthcare, we are asking these questions so that we can 

gather information to help improve services for trans and gender diverse individuals. 

Please note that questions about cervical, breast/chest, and prostate screening should 

come up for you based on your previous answer to the question about what body organs 

you have. 

 

By 'cancer care' we mean any service associated with cancer - including prevention, 

screening, diagnosis, treatment, and survivorship services. 

 

 

Q1 What things might help you in accessing cancer care? (Please rank in order of 

importance - 1 being most important and 6 being least important) 

______ Cancer awareness campaigns specific to trans and gender diverse people 

______ General awareness campaigns for cancer  

______ Encouragement from family or friends  

______ Doctor's suggestion  

______ Welcoming services that specifically address trans and gender diverse concerns  

______ Healthcare workers that are trained in trans and gender diverse needs  

 

Q2 Are there other things that might help you to access cancer care? 

 

Q3 What things might stop you from accessing cancer care? (Please rank in order of 

importance - 1 being most important and 6 being least important) 

______ General cancer awareness campaigns that do not address my concerns  

______ I am not comfortable having a healthcare provider look at or touch my body  

______ Healthcare workers that lack knowledge of trans and gender diverse needs  

______ Previous bad experiences  

______ This is not my priority  

______ I don't think I need to  

 

Q4 Are there other things that might stop you from accessing cancer care? 
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Q5 What do you think should change in cancer care in order to better meet the needs of 

trans and gender diverse people? (Please rate from 1-6 - 1 being most important and 6 

being least important) 

______ Training and education  

______ Inclusive policies 

______ Partnerships with trans and gender diverse community organisations  

______ Research  

______ Changes to the ways healthcare systems collect information (e.g. when a form 

asks for gender)  

______ A directory or list of organisations that are safe and inclusive for trans and gender 

diverse people  

 

Q6 Are there other things you think should change in cancer care? 

 

Q7 Is there anything you would like to briefly describe about yourself and your life at the 

moment that is relevant to cancer care and your needs in this area? 

o Yes  

o No   

 

Q8 Do you have a family history of cancer, please indicate which type/s? 

o No   

o Bowel   

o Breast    

o Gynaecological (e.g. ovaries, uterus, cervix)   

o Prostate   

o I don't know   

o Something else (please describe)   

 

Q9 Do you have a personal history of cancer, please indicate which type/s? 

o No   

o Bowel    

o Breast   

o Lung   

o Melanoma   

o Ovarian   

o Prostate   

o Something else (please describe)  

 

Q10 Can you please indicate which of the following screening services you have had (tick 

all that apply): 

o Mammogram (x-ray of the breast or chest tissue)   

o Self-checked breasts or chest tissue   

o Healthcare provider checked breasts or chest tissue   

o Cervical screening (e.g. Pap test)   

o Prostate check via anus (digital rectal exam)   

o Prostate check via vagina   

o Blood test for prostate cancer (Prostate-Specific Antigen (PSA) test)    

o Bowel cancer test self-collected at home   

o Colonoscopy for bowel cancer   

o Other (please specify)  
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Q11 If you had a symptom you thought might be a sign of cancer, how soon would you 

contact your healthcare provider to make an appointment to discuss it? 

o As soon as possible   

o Within a week   

o Within a month  

o Within a few months   

o Within a year   

o I wouldn't make an appointment   

 

Q12 Have you ever completed an HPV vaccination series? (HPV is the virus that causes 

most cases of cervical cancer) 

o Yes   

o No    

o I don't know   

o Partially completed  

 

Q13 Can you please indicate whether you believe the following statements to be true or 

false? 

 True False I don't know 

Hormones can affect 

everyone's cancer 

risk  

o  o  o  

The risk of getting 

cancer does not 

increase with age  

o  o  o  

It is not necessary to 

have screening for 

cervical cancer if 

someone with a 

cervix has never 

been sexually active 

in any way (by 

sexually active we 

mean vaginal sex, 

anal sex, oral sex, or 

touching your 

partner intimately)  

o  o  o  

The Australian 

cervical cancer 

screening program 

has recently changed  

o  o  o  

People who are 

assigned male at 

birth cannot develop 

breast cancer  

o  o  o  

People do not have 

any risk of 

developing breast 

o  o  o  



 

431 
 

cancer if they have 

had a mastectomy 

(removal of 

chest/breast tissue)  

People with 

breasts/chest tissue 

between the ages of 

50 and 74 should 

have a mammogram 

(an x-ray of the 

breast/chest tissue) 

once every two 

years.  

o  o  o  

Australia has a 

nationwide breast 

cancer screening 

program 

o  o  o  

Australia has a 

nationwide prostate 

cancer screening 

program  

o  o  o  

Australia has a 

nationwide bowel 

cancer screening 

program   

o  o  o  

 

 

Q14 Have any of your healthcare professionals ever discussed or provided information on 

the following? (Tick all that apply) 

o Breast cancer   

o Bowel cancer   

o Cervical cancer   

o Prostate cancer    

o Ovarian cancer    

o Testicular cancer   

o Meningiomas   

o Prolactinomas   

o Other relevant cancer information (please describe)  

 

Q15 Can you please briefly describe what you would like to know more about in relation 

to cancer (e.g. screening, prevention, risks, specific cancers)? 

 

Section Four (a) - Cervical Screening 

Q1 You previously indicated that you have a cervix - what is your level of concern for 

developing cervical cancer? 

o No concern   

o Little concern   

o Moderate concern   

o Extremely concerned   
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Q2 Have you ever had a Pap test or cervical screening? 

o Never had cervical screening   

o Yes - once or rarely   

o Yes - regularly   

o Prefer not to answer    

 

Q3 Has a healthcare provider ever recommended to you that you have cervical screening? 

o Never   

o Once   

o Often   

 

Q3a Have you ever had an abnormal Pap test or cervical screening result? 

o Yes   

o No   

o I don't know  

 

Q3b Is there anything you would like to say about your experience of cervical screening? 

 

Q3c Can you please tell us why you have never attended cervical screening? (You can 

tick more than one box) 

o Physical pain   

o I have never been sexually active in any way    

o I find it emotionally traumatic   

o I have had previous bad experiences in healthcare    

o I am not comfortable with healthcare professionals    

o A different reason or any comments you would like to make  

 

Section Four (b) - Breast/Chest Screening 

 

Q1 You previously indicated that you have a significant amount of breast or chest tissue 

and/or that you have had some form of breast/chest screening (e.g. self-check or 

mammography). What is your level of concern for developing breast cancer? 

o No concern 

o Little concern 

o Moderately concerned 

o Extremely concerned   

 

Q2 How often do you self-check your breast/chest tissue? 

o Never   

o Rarely   

o At least once every six months    

o At least once a month   

o At least once a week   

 

Q3 Are you confident you would notice a change in your breast/chest tissue? 

o Not at all confident   

o Slightly confident   

o Fairly confident    

o Very confident   

o I don't know   
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Q4 Have you ever been for a mammogram (x-ray of the breast/chest tissue)? 

o Never   

o Yes - once or rarely   

o Yes - regularly   

 

Q5 Has a healthcare provider recommended to you that you have cancer screening for 

your breast or chest tissue? 

o Never   

o Yes - once   

o Yes - often   

 

Q6 Is there anything you would like to say about your experience of mammography? 

 

Q7 Can you please describe briefly why you have never been for a mammogram? 

 

Section Four (c) - Prostate Screening 

 

Q1 What is your level of concern for developing prostate cancer? 

o No concern   

o Little concern   

o moderate concern   

o Extremely concerned   

 

Q2 Has a healthcare provider recommended to you that you have a prostate check? 

o Never   

o Yes - once   

o Yes - often   

 

Q3 Have you ever been checked for prostate cancer (including blood tests)? 

o No   

o Yes - once or rarely   

o Yes - regularly  

 

Q4 Is there anything you would like to say about your experience of prostate screening? 

 

Section Five - More About You 

This section asks more questions about you. We're asking these questions so that health 

and cancer care providers can be aware of the various unique and special qualities of the 

trans and gender diverse community, so that they can better serve each individual. 

 

Q1 How would you describe your gender expression? (You can tick more than one 

answer) 

o Feminine   

o Masculine   

o Non-binary  

o Androgynous   

o Genderqueer   

o Femme   

o Butch    

o Something else (please describe)  
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Q2 When people meet me for the first time, they can tell I'm trans or gender diverse by 

my presentation...? 

o Always   

o Most of the time    

o Sometimes   

o Rarely   

o Never   

o I don't know  

 

 

Q3 Have you been medically diagnosed with an intersex variation? 

o Yes (please describe)   

o No   

o Prefer not to answer    

 

Q4 How would you describe your sexuality? 

o Heterosexual   

o Gay   

o Bisexual    

o Lesbian    

o Pansexual    

o Asexual   

o Something else (please describe) 

 

Q5 Are you Aboriginal or Torres Strait Islander? 

o Yes 

o No   

 

Q6 Were you born in Australia? 

o Yes   

o No (please say which country you were born in)   

 

Q7 Do you speak a language other than English at home? 

o Yes (please say which language is spoken)  

o No   

 

Q8 What are your religious/spiritual views? 

o Agnostic   

o Anglican (Church of England)    

o Baptist  

o Buddhist   

o Catholic   

o Greek Orthodox    

o Hinduism   

o Islam   

o Judaism    

o Presbyterian   

o No religion    

o Uniting church    

o Something else (please describe) 
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Q9 Have you ever experienced homelessness? (This includes things such as staying in a 

shelter, staying with friends or family for a short time or living on the street or out of a 

car) 

o Yes   

o No   

 

Q10 Would you like to disclose any areas of neurodiversity (for example autism)? 

o Yes (please describe) 

o No  

 

Q11 Would you like to disclose any areas of disability? 

o Yes (please describe)  

o No 

 

Q12 Are you currently studying? 

o No   

o Yes - full time    

o Yes - part time   

 

Q13 How often do you engage with the trans and gender diverse community? 

o Daily   

o Weekly    

o Monthly   

o Yearly    

o Rarely    

o Never  

 

Q14 Please indicate the way/s that you mostly engage with the trans and gender diverse 

community (you can tick more than one) 

o Friends   

o Facebook   

o Online   

o Phone apps   

o Support groups   

o Events   

o Something else (please describe) 

 

Thank you very much for taking the time to complete this survey! 

 

Q15 Are there any additional comments and/or suggestions you would like to make about 

cancer screening and/or care for trans and gender diverse people? 


