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Abstract

With the birth of a child and the glance between their legs, the child's pathway is often pre-
defined from that moment. In the case of intersex children, this pathway is frequently marked
by discrimination, non-consensual medical interventions, and secrecy (von Lisdonk, 2014).
This research explores the struggles and experiences of intersex individuals in Germany and
the Netherlands, focusing on advocacy campaigns. By using a decolonial lens, this research
examines how intersex activism challenges colonial and heteronormative structures that, to this
day, still impact, marginalise and, dehumanise intersex individuals. By focusing on Germany
and the Netherlands, this research questions Europe’s position as the centre of colonial thought
and practice, illustrating how colonial legacies continue to shape societal norms, affecting the
lives of intersex individuals (Adamson, 2022; Ndlovu-Gasheni, 2012). Two different
qualitative research methods are used, in-depth interviews and a critical discourse analysis of
advocacy documents. While the interviews identify more personal experiences, the discourse
analysis gives more insights into key strategies employed by activists (Hennink et al., 2020;
Locke, 2004).

The findings reveal, there is a differentiation of emotional and societal struggles for intersex
individuals. While societal struggles encompass the lack of legal recognition or non-consensual
medical interventions, emotional struggles touch upon topics of guilt, dynamics of community
feeling, and coping mechanisms. A human rights lens is the most frequently used framing,
while there is little to no usage of a solely medical lens. A big focus of responsibility is thereby
laying upon legal advancements, collaborative educational approaches between activists and
the medical sector, and community-building efforts rather than confrontational strategies.
Intersex individuals in Germany and the Netherlands face different kinds of struggles that are
defined by societal power structures. They strategies through legal, educational, visibility and
community-building efforts, focusing on human rights to challenge these structures, enhance

agency, and facilitate access to developmental services.
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1. Introduction

"Is it a boy or a girl?" This question typically asked with high expectations at the birth of a
child, carries a deeper, more complex significance for intersex children and their families. In
many cultures, the moment of birth, defined by the sex binary, shapes one’s identity and life
path in many ways (von Lisodonk, 2014, p.15; Karkazis, 2008). However, 1 in 90 individuals
of the population is born with features not fitting the typical definitions of male or female
bodies (StitchingOpenMind, 2023; Zelayandia-Gonzalez, 2023). The question about a child’s
gender does not just reflect curiosity but predicts a journey through societal misunderstanding,
medical intervention, and often, discrimination (Wolff, Rubin & Lock Swarr, 2022). Notable
is that in Germany, the uncertainty of an intersex child's sex characteristics is considered
enough reason to perform an abortion up to the 8th month of pregnancy. This happens while
findings show that only little intersex variations present health risks (von Molitor, 2015). This
underscores the biases and challenges faced by those who differ from binary norms, and the

need for advocacy (Carpenter, 2018).

Problem statement and knowledge gap

In recent years, mostly in Europe, the discourse surrounding gender diversity and intersex
rights has increasingly found its place within broader societal, medical, legal, and political
conversations. Many intersex advocates across Europe have successfully highlighted the
troubles of intersex individuals to major international organisations, including the United
Nations and the European Agency for Fundamental Rights. These influential institutions have
recognised and publicly addressed the obstacles that intersex individuals encounter. While
certain nations have made noticeable progress in revising their policies to better protect intersex
rights, a significant number of countries still fall short of acknowledging and addressing the
human rights issues associated with being intersex (Paternotte, Hablous & Kraus, 2022).
Regardless of this development, there is a gap in the acceptance of other minority groups and
individuals with intersex variations (Walker, 2022). This is visible in the continuous execution
of medical interventions on intersex children, despite new guidelines being introduced stating
that interventions should be avoided until the children themselves can make informed choices
(Crocetti, 2019 as cited in Walker, 2022). Additionally, intersex is being picked up under the
term of LGBTQIA+ issues, and instrumentalised by right-wing conservatives to serve the

purpose of upholding the status quo (Roth, 2015; Warsi & Hastings, 2022; Schotel, 2023).



While there is substantial research on the medical aspects of intersex issues, there is
comparatively little research on activism and advocacy. Specifically, the intersection of
intersex activism with decolonial theory remains often unexplored (Carpenter, 2016; Rubin,
2015). This research will focus on the struggles and activism of intersex individuals in the
Western contexts of Germany and the Netherlands, examining how these intersect with
decolonial theory, and therefore, with questions of binary norms, agency and how to move
forward in a global context. Germany and the Netherlands are often viewed as progressive and
sophisticated countries regarding topics like human rights, gender, and sexuality. However,
this research will explore the paradox of their progressive reputations versus the lived realities
of intersex individuals, revealing the nuances and complexities of these societies (Schotel,
2023). This will be reached by applying a decolonial lens to the analysis, taking inspiration
from Ndlovu-Gasheni (2012), who identifies the “control of gender and sexuality” as one of
the four colonial matrices of power (the others being: control of economy, control of authority,
and control of subjectivity and knowledge) (2012, p.49). Moreover, this research aims to bridge
the gap to understand how decolonial theory applies to specific Western countries. It will
examine how these efforts contribute to a global decolonial perspective (Rubin, 2015;
Boellstorff et al., 2014). Furthermore, the particular strategies the advocacy campaigns use are
yet, in many cases unknown in Europe (Crocetti et al., 2020a). By examining advocacy
campaigns for intersex rights, this research will explore their strategies, challenges, and
impacts. In doing so, it aims to understand how intersex individuals enhance agency and how
their access to developmental services is facilitated, contributing to a deeper understanding of

the intersection between intersex issues and decoloniality.

Development and Scientific Relevance

The predominant societal response to intersex individuals has been to medicalise and
pathologise them, often leading to surgical and hormonal interventions aimed at “fixing” a
child rather than allowing them to live outside the gender binary (Carpenter, 2018, p.488;
Walker, 2022). Based on this, Walker (2022) poses the question of why there hasn’t been more
progress in accepting intersex bodies and diversity. By employing a decoloniality lens, this
research seeks to understand the structural oppressions rooted in colonial legacies that impact
gender, authority, knowledge, and intersubjectivity (Adamson, 2022). To show the
developmental relevance, it is critical to question the human rights violations and oppressive

structures that intersex individuals have to fight with. The historical impact of colonialism has



ingrained structures of patriarchy, heteronormativity, and a gender binary system, reinforcing
current social inequalities (Adamson, 2022). Intersex individuals, by their very existence,
highlight these systemic issues and are to this day one of the most impacted groups, facing
stigmatisation, and discrimination (Adamson, 2022; Wolff, Rubin & Lock Swarr, 2022).
Zelayandia-Gonzalez (2023) states that the norms and structures that arise from colonial
legacies often marginalise those who do not conform, making the visibility and advocacy for
intersex rights crucial. This shows the scientific relevance of this work, as it contends that the
advocacy campaigns for intersex rights are not merely about recognition and rights, but also

about challenging and deconstructing colonial frameworks that perpetuate social inequalities.

Research questions and objectives

This study emerges from recognising the unique struggles faced by intersex individuals,
particularly in the Netherlands and Germany. Being from Germany, studying in the
Netherlands, and considering myself part of the LGBTQIA+ community, this topic gains
particular importance to me. This thesis aims to understand the experiences and struggles of
intersex individuals, highlight the advocacy campaigns that strive for their rights, and examine
how these campaigns challenge existing norms, and foster societal change. Through this
exploration, this thesis aims to contribute to the discourse on human rights, advocating for a
reevaluation of normative assumptions that control the understanding of sex and gender in both
medical and societal contexts. In addition, understanding the role of agency and subjectivity to
move forward. This results in the following leading research question: “What are the struggles
and experiences of intersex people in Germany and the Netherlands, and how do they strategise
and campaign to change society?” To answer this main question, several sub-questions have

been formulated:

1) What struggles and experiences are intersex individuals currently facing in the Netherlands
and Germany?

2) What advocacy campaigns are currently taking place in the Netherlands and Germany for
intersex rights, and what are their strategies to change society?

3) How do advocacy campaigns for intersex rights in the Netherlands and Germany enhance
the agency and voice of intersex people?

4) How do these campaigns impact access to developmental services and contribute to broader

societal change?



While decoloniality and decolonising society, is a theoretical approach this research uses, the
interviews have shown that this terminology is not used by activists and intersex individuals
themselves. Based on this knowledge, the research question was formulated differently, and
the word “change” is used. Nevertheless, the research still follows the developmental potential
of researching decolonial attempts in progressive perceived countries.

This defines the research objectives that are formulated to address the leading research
question. The study aims to understand the struggles and experiences of intersex individuals in
Germany and the Netherlands, delving into how societal norms and medical practices shape
their lives, laying a basis for the research (Sub-question 1). Secondly, the study seeks to map
the landscape of advocacy campaigns currently active in these countries. This involves
identifying key actors, topics, and strategies in the fight for intersex rights and how these
campaigns aim to challenge societal norms and structures. Doing so could potentially
contribute to a broader project of decolonising society and transforming existing power
dynamics and oppressive structures (Sub-question 2). Thirdly, the research examines the ways
through which advocacy campaigns enhance agency and voice for intersex individuals (Sub-
question 3). Lastly, the study aims to understand how advocacy efforts negotiate access to
developmental services for intersex people. This involves investigating the impact of these
campaigns on securing medical care, legal recognition, and social acceptance, and how these

efforts contribute to the broader goal of decolonising society individuals (Sub-question 4).

Outline of the thesis

In the following the theoretical framework and literature review will discuss the main concepts

and theories, providing an overview of the current knowledge of the topic. This will be

followed by the conceptual framework, where the main concepts will be elaborated upon,

moving from identifying the problem to highlighting the knowledge gap, and explaining how
these concepts are applied in the research. Successive to this, is the methodology which gives

an overview of the methods used, as well as central variables and their operationalisation, and

a short reflection on limitations and the positionality of the author. The contextual geographical

framework will give an understanding of the current state of the art in the Netherlands and
Germany. After this, the findings from the in-depth interviews and the critical discourse

analysis will be explained, followed by a discussion and conclusion answering the leading

research questions.
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2. Theoretical framework and literature review

Intersex & Norms

Intersex is an umbrella term for individuals born with physical traits that do not conform to
typical societal expectations of male or female bodies. While it often gets considered a medical
emergency, intersex traits and bodies are healthy variations of human sex characteristics (OII
Europe, 2019; Davis 2015). These variations of bodily sex are diverse including the
organisation of sex chromosomes, gonadal differences, genital internal and external
morphology, hormonal differences, and pubertal sex characteristics such as breasts and facial
hair (Greenberg, 1999). Intersex individuals often face the pathologisation of their bodies,
meaning they are frequently subject to surgical or medical treatments and diagnosis (OII
Europe, 2019).

This medicalisation of intersex bodies contributes to significant human rights violations and
has profound implications for the well-being of intersex individuals (Karkazis, 2008). Most
medical interventions are conducted without personal, prior, and fully informed consent. These
interventions violate their bodily integrity and often result in psychological trauma. Further,
intersex individuals face being made invisible, stigma, structural and verbal discrimination, and
a lack of access to relevant medical care. Additionally, they often struggle with the lack of legal
recognition of their intersex status. Addressing these issues requires a shift towards respecting
bodily integrity, informed consent, and the legal and social recognition of intersex individuals

(OII Europe, 2019; Davis, 2015).

Historically, Karkazis (2008) shows that the discourse on sex differences prior to the modern
period differed significantly from the contemporary one. While medical interest was present,
the topic did not dominate legal or political discussions and only got associated with sexual
ambiguity in the 16th century (Daston & Park, 1995). An increasing awareness only set in,
when there was a growing concern about the relationship between bodies, gender, and desire,
where “hermaphrodites and homosexuals™ interfered with the clear distinction of male and
female (Karkazis, 2008, p. 40). Since 1950 intersex individuals have been subject to non-

consensual cosmetic genital surgery to fit them into the typical classification (Karkazis, 2008).

The described medicalisation of intersex individuals is rooted in norms that enforce binary

concepts of sex and gender. Norms are shared expectations and rules that guide behavior within
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society (Cislaghi & Heise, 2020). They are embedded in cultural practices and institutional
structures, influencing how individuals and groups are perceived and treated. Butler (1990)
argues that these norms, which influence how sex and gender are regulated, are socially
constructed, and perpetuated through various institutions, including medicine. In the context of
intersex individuals, these norms manifest as heteronormativity and the binary model. The
binary model dictates what so-called normal male and female bodily characteristics should look
like, which traits they should possess, and the parameters of acceptable behaviour for men and

women (Karkazis, 2008).

Decoloniality & the colonial gender system

In 1990, Anibal Quijano introduced the concept of coloniality/decoloniality, marking a crucial
moment with the end of the Cold War and the rise of neoliberalism (Mignolo & Walsh, 2018).
Decoloniality emerges from the recognition that the global power system is asymmetrical,
upheld by structures of colonial power (Ndlovu-Gatsheni, 2013). It revolves around three key
concepts. The first is the coloniality of power, revealing the origins of the current global power
structure. It emphasises how modernity brought progress to the Euro-American world while
imposing imperialism on the non-Euro-American world (Ndlovu-Gatsheni, 2013). The second
concept, the coloniality of knowledge, scrutinises who generates knowledge and for what
purpose, exposing epistemological issues. It shows how knowledge has been used to support
imperialism and colonialism with a Euro-American-centric perspective (Ndlovu-Gatsheni,
2013). The third concept, the coloniality of being, questions how “whiteness” gained
ontological significance over “blackness” (Ndlovu-Gatsheni, 2013, p. 12).

Decoloniality is often operationalised in studies on the “colonial matrices of power”, in terms
of four levels: economic control through dispossession and military superiority (control of the
economy), control of authority, control of gender and sexuality based on Western ideals, and
control of subjectivity and knowledge by epistemologically framing African subjectivity as
inferior and by implication, Western subjectivity as superior (Ndlovu-Gatsheni, 2012, p.49).
This concept - especially the colonial matrices of power that focus on the control of gender and
sexuality - provides a lens to understand global power dynamics through these matrices, and
how it perpetuates colonial dynamics in development and society (Ndlovu-Gatsheni, 2012).
And therefore, how groups like intersex individuals are impacted. This underlines the
importance of the geographical context of this work, marking Europe as the heart of colonial

thinking (Adamson, 2022).
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An analysis of the coloniality of gender is understanding the process of how the Western
European heteronormative gender system, differentiates between the “civilized” and the “not-
civilized” (Lugones, 2010, p. 743 & 753). In this context, the bourgeois white European man,
“a being of civilization, heterosexual, Christian” (Lugones, 2010, p.743), was considered the
norm. The categorisation led to a further differentiation, where being recognised in one gender
and following the gender roles, if women or men, meant being human while being classified
as non-gendered, positioned one as being more exploitable (Lugones, 2010). As Mendoza
(2016, p. 18 as cited in Adamson, 2022) notes, the coloniality of gender shows Euromodern
gender categorisation as a “dehumanizing practice” that survived colonisation. In this context,
intersex struggles can be seen as resistance to the colonial matrices of power. A decolonial
answer to restoring the lost humanity and intersubjective agency to those most dehumanised,

thus intersex individuals (Adamson, 2022).

Subjectivity & Agency

Subjectivity challenges the perception that all individuals are entirely separate entities, but
rather suggests that all lives inevitably involve other people. Thus, Mansfield proposes that the
subject is always connected to something beyond itself, operating at intersections of shared
principles (Mansfield, 2000).

The connection to agency can be made by looking at a general perception of agency in feminist
theory. Often it is referred to as the capacity and ability of individuals to “have some kind of
transforming effect or impact” (McNay, 2016, p.39). Hence, explaining agency as intentional
actors, who do something on purpose and obtain with that said exercised agency (Buffington,
2007). However, this oversimplifies the process of agency, while downplaying the central role
of culture and social structures that shape and constrain interactions (van Young, 2001). If
negating the role of culture in relation to intentions and purposeful actions, the question has to
be raised what this means in this context for women or anyone considered deviant such as

intersex individuals (Johnson, 2003 cited in Buffington, 2007).

Butler’s (1997) work connects subjectivity and agency to the constructs of sex and gender,
offering a framework for intersex struggles and agency. Firstly, any form of agency a person
exercises is shaped by social and cultural norms — so-called discourses - that direct how they

become recognised subjects within their culture. Butler also recognises that subjectivity is
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intertwined with sexing and gendering. The consequence for intersex individuals is that their
subjectivity is continuously negotiated within the constraints of societal expectations about sex
and gender (McQueen, 2015).

Further, asking intersex individuals to conform to traditional male or female categories. These
practices highlight the limitations imposed on intersex individuals' agency, as their bodies and
identities are subject to external control and definition (Crocetti et al., 2020b).

However, this doesn't negate their agency but rather situates it within a context of subjection.
Intersex individuals may find ways to navigate, resist, or even comply with these norms in
ways that reflect their agency. For instance, some intersex individuals might choose to undergo
medical procedures to align their bodies with societal expectations as a means of mitigating
harm or achieving personal comfort. This choice, while appearing to conform to normative
pressures, can still be an expression of agency, reflecting a strategic decision to navigate a
challenging social environment. Others might actively resist medicalisation and advocate for
bodily autonomy and the recognition of intersex rights, thereby exercising agency through

resistance (Crocetti et al., 2020b)

Activism and Advocacy

Activism is “the capacity for people to act and respond to sociocultural forces in ways that
contribute to collective well-being” (Ginwright, 2010, p.85). The role of intersex activism is
considered a critical force for challenging and transforming sociocultural norms and policies
that marginalise intersex individuals, emphasising its aim for the protection of physical
integrity, and the de-normalisation of the gender binary system (Davis, 2015; von Wahl, 2019).
Historically, 1990 marked the beginning of a significant rise in voices on the consequences of
medical treatments, such as shame and secrecy. Davis (2015) describes it as people with similar
experiences being brought together, which positions them to bring change at different levels of
action. Davis differentiates between three levels: the “institutional, individual and interactional
levels of gender structure” (2015, p.28). He highlights the institutional level as one of the most
impactful ones with medical professionals, and family being located there, who support and
enforce ideas about gender. Hence, this also being the level at which organisations operate to

reach social change, and change in medical care (Davis, 2015).

Crocetti et al. (2020a) underline the differences in perspectives and approaches based on
different groups e.g. self-advocacy groups or parent-led organisations. The style of activistic

actions can vary significantly, characterised by factors like the composition of the group, the
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relation to allies, or objectives (Crocetti et al., 2020a). The form of activist actions surrounding
intersex rights claims can be sorted into different forms such as “public facing-actions” (e.g.
protests and awareness campaigns), or closed groups that offer peer support and “negotiate the

role of the ‘patient expert” (Crocetti et al. 2020a, p. 946).

As a subset of activism, advocacy further reflects on which objectives and framing are used
within activism. Advocacy campaigns are efforts aimed at educating society, as well as the
legal and medical sectors. Their impacts can influence public policy, societal attitudes, and
legal frameworks to promote intersex rights (Greenberg, 2006; Davis, 2015). Bauer et al.
(2019) give the example of using long-term data, working with the medical sector, and pushing
for a “medical self-reform”, or following the approach of criminalising “non-consensual

unnecessary practices” (p.1).

The existing developments in intersex activism

Historically, Bauer et al. (2019) reflect that the human rights lobbying strategy has grown for
intersex activists in Europe since 2008, speaking of a refocusing of tactics to legal objectives
including criminalisation (Crocetti et al. 2020a, p. 946). An example of the first attempt at
human rights framing is intersex activists drawing parallels between Female Genital Mutilation
(FGM) and Intersex Genital Mutilation (IGM), highlighting the similarities in how both
practices aim to eliminate bodily and gender differences to fit within cis-gendered, heterosexual
norms. This analogy underscores how Western medical practices perpetuate violence against

intersex bodies under the disguise of normalisation (Adamson, 2022; Rubin, 2015).

Davis (2015) who focused on the advocacy efforts in the US further analysed a shift from
“confrontational mobilisation strategies” such as public protests to “unobtrusive mobilisation
strategies” or collaborative approaches, working with medical and all other stakeholders to
promote change and offer resources to intersex individuals and families (Davis, 2015, p.49-
50). The latter strategy can be again separated into two categories “discursive politics” and
“occupy and indoctrinate” tactics (Davis, 2015, p.49). While “discursive politics” has the goal
of political change through talking and the production of symbolic materials about the stories
of victims (Schmitt and Martin, 1999, p. 369 cited as in Davis, 2015, p. 49-50). The tactics of
“Occupy and indoctrinate”, do not publicly challenge binary norms but spread stories of

experiences and trauma of intersex individuals to have an impact (Davis, 2015, p.49-50).
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Generally, there are critical voices on the collaboration of activist groups with the medical

sector due to the history and usage of outdated terminology (Davis, 2015).

An interesting connection to look at is between LGBTQIA+ activistic efforts and intersex
activism. While Greenberg (2006) underlines that feminist, intersex and LGBTQIA+
organisations must combine their efforts to end norms based on sex and gender roles and that
their oppressions stem from the same cultural definitions, and sex categories in identity and
autonomy, Bauer et al. (2019, p. 29) has a more critical assessment. The authors argue that
there are risks of “appropriation and issue deflection”, regardless of their shared stance on
human rights violations. Further, LGBTQIA+ groups struggle with the direct representation of

the “I”, and connected medical experiences.
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2.1 Conceptual framework

The conceptual framework of this research will discuss the interplay between several key
variables, using specific conceptual tools. The choice of these tools is informed by their
relevance to shed light on the complexities of intersex experiences and strategies to change and

in broader terms decolonise society.

Decoloniality and colonial matrices of power

Decoloniality will be used to understand the experiences of intersex people in Germany and
the Netherlands as a marginalised group, which is to this day still one of the most impacted
ones by colonial influences. Decoloniality helps to see how colonial power structures have
imposed binary gender norms and have been marginalising and pathologising intersex bodies
over centuries (Adamson, 2022). This will be reached by utilising the colonial matrices of
power by Ndlovu-Gatsheni (2012), especially the matrice of gender and sexuality. This helps
to understand how colonialism structured society to ensure the superiority of the Global North
using the matrices of power. In this case, e.g. the “re-imagination of family in Western
bourgeois terms” or the introduction of “Western-centric education” gives a broader
understanding of possible influences and how to dismantle these - or to put it differently find

strategies how to decolonise society (2012, p. 49).

Agency

Regaining agency is both a goal of decoloniality and a tool to decolonise society. According to
Lugones, decoloniality offers the possibility of restoring humanity and intersubjective agency
to those most dehumanised by the coloniality of gender (Lugones, 2003 as cited in Adamson,
2022, p.309). Understanding agency and subjectivity in relation to sex and gender, especially
for intersex individuals, involves recognising the influences of societal norms, as described
above by Butler (1997). Thus, reflecting on the question under which conditions intersex
people can claim their identities and make choices, whether those choices are compliance with
or resistance to normative sex and gender pressures. Additionally, the work will explore how
intersex individuals enhance their agency within these constrained environments, focusing on
strategies, how they navigate medical and legal systems, advocate for their rights, and build

supportive communities (Crocetti et al., 2020b).
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Activism and Advocacy

Activism and advocacy play a central role in this work, as the efforts play a central role in
enhancing their agency. Activism and advocacy will be analysed to understand their role in
challenging societal norms and reaching more rights and visibility of intersex people. The
framework will classify different acts of activism, exploring their objectives, participants, and
potential impacts. Understanding how these campaigns are built up involves exploring the
language and narratives they use, the strategies they follow to engage the public, and how they
frame intersex issues. This approach will also consider the challenges these campaigns face,
including resistance from legal, medical, and social systems, in the pursuit of intersex rights

and autonomy.

Critical Discourse Analysis and Framing

Critical Discourse analysis (CDA) offers a powerful tool to uncover underlying power
dynamics, or ideologies that are embedded in the discourse surrounding intersex issues
(Huckin, 1997; Philippou, 2019). Particularly within the realm of visibility and awareness,
CDA can be a tool for understanding how experiences and challenges are communicated
(Motschenbacher & Stegu, 2013). Framing can be understood as various elements that are
highlighted and given one universal set of meanings. Framing can also change how objects are
perceived or understood relating to other elements or the actor (Snow, Vliegenthart, Ketelaars,
2019). Incorporating the CDA is central to analysing how intersex advocacy campaigns are
framed and their impact on public discourse and perception.

This work tries, by connecting CDA with the concept of agency, to understand how intersex
individuals navigate, resist, and comply with societal norms, and how their actions and choices
reflect their agency within the constraints of these norms, e.g. in the usage of language. This
allows for a deeper exploration of the interplay between discourse, power, and agency in the

context of intersex activism (Bernard & Ryan, 2010; Philippou, 2019; Crocetti et al., 2020b).
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Oppressive colonial structures

Gender binary system
Heteronormativity

Intersex experiences

Medical challenges
Socio-cultural issues

Advocacy campaigns Activism

Strategies to decolonise Raising awareness
society Mobilising support

Agency Access to
Empowerment developmental
Voice services

Figure 1 Conceptual framework model, own design
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3. Methodology

This section will discuss the methodology used to answer the main research question “What
are the struggles and experiences of intersex people in Germany and the Netherlands, and how
do they strategise and campaign to change society?” First, research methods will be explained
and justified. Second, the operationalisation of all elements of the conceptual framework will
be discussed. This is followed by a description of the data collection and analysis process.

Lastly, the positionality of the researcher is reflected upon.

3.1 Methods and Justification

In this research two qualitative methods are used, in-depth interviews and a critical discourse
analysis. Employing the method of in-depth interviews is central to capturing diverse narratives
and voices. This allows for the exploration of personal experiences, and identifying beliefs, or
driving forces behind certain behaviours (Hennink et al., 2020). Another objective of utilising
this method is to discover an individual's subjectivity, so factors like identity, that shape a
narrative (Wengraf, 2001). Given that intersex is a delicate topic that demands high levels of
privacy, in-depth interviews are particularly suitable (Hennink et al., 2020).

While in-depth interviews provide more personal insights, the second method will try to
complement the results of the interviews and tie the findings together by analysing texts to
understand the social reality around intersex, and how their struggles are made visible. The
discourse analysis aims to critically reflect on the discourses that shape our understanding of
social reality, which is often evident in the way language is used. This provides the work with
more depth and context of strategies, and framing (Huckin, 1997; Hennink et al., 2020). Lastly,
observations which were made during the conduction phase provide context to the social
settings, and values, providing a better understanding of the findings (Hennink et al., 2020).

Table 1 describes the used methods, their goals, and which sub-questions they answered.

Table I Research methods and their corresponding goals and sub-questions

Main research method Goal Question

Gathering struggles and
experiences of intersex
people

In-depth interviews Sub-question 1

In-depth interviews / Critical
reading / Observations

Identifying advocacy
campaigns and strategies

Sub-question 2
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In-depth interviews / Critical
reading

Understanding how agency
and voice is enhanced for
intersex people

Sub-question 3

In-depth interviews / Critical
reading

Recognise the impact of

advocacy campaigns on

access to developmental
services

Sub-question 4

3.2 Operationalisation of the Concepts

The operationalisation of the main concepts involves defining observable variables or

indicators that capture the key elements in the research context (Hennink et al., 2020).

Activism can be differentiated in its form, the level and style of action, participants or

stakeholders, and objectives (Crocetti et al., 2020a). While advocacy campaigns are a subset

of activism, a specific focus is laid upon the measurable dimensions, further specified in Table

2. For this research, four main categories of intersex activism were worked out by the

researcher to organise various topical aspects, based on comparable dimensions of activism in

the literature (Feder, 2021; Jenzen & Lewin, 2022; Scheadler et al., 2023; Wiesner, 2012). Each

category addresses a different aspect of intersex activism, see Figure 2. The categories were

used to work out the interview guide, and analytic document, and to later structure findings.

‘ Legal and policy efforts ‘

Ensures that intersex rights
are recognised and upheld
within legal frameworks

Policy discussions,
monitoring of implementation
of laws and enforcement

Bring intersex struggles into
public discourse, normalise
topic & challenge harmful
stereotypes

Art exhibitions, protesting,
Media campaigns

Public Awareness
efforts

‘ Educational efforts

Aims to inform and educate
various audiences to reduce
stigma and misinformation

Workshops, trainings,
development of educational
material

Direct support & network to
intersex individuals and
family, fostering personal and
collective agency

Peer support groups,
counseling, leisure activities

Community and
empowerment efforts

Figure 2 Operationalisation of intersex activism
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Agency is a complex construct, as discussed in the literature. Based on this the
operationalisation is trying to cover many of these aspects, see Table 2.

Developmental services are a range of medical, psychological, social, and legal services aimed
at supporting intersex people across various stages of their lives. Possible providers of these
services are medical professionals (e.g. psychologists), counsellors, social workers, legal

professionals, or peers (Lampalzer et al., 2021).

Table 2 Operationalisation of main concepts

Concept Definition / Examples
Operationalisation
Human rights framing
Advocacy .
campaigns Target groups, Objectives and Lobbying of medical institutions,

(Crocetti et al.,
2020a; Davis, 2015)

goals, strategies, framing,
impacts

collaboration with legal experts,
forming coalitions with self-
advocacy groups

Agency
(Crocetti et al.,
2020b; Scheadler et

Agency involves not just acts
of resistance but also subtle
forms of navigation within

Compliance, Participation,
Resistance

al. 2023) existing power structures
Access to Present and reachable, covered
developmental Availability, affordability, by insurance, free from
services acceptability, appropriateness, discrimination, evident-based,
(Lampalzer et al., informed access consent-based, tailored to
2021). specific needs

3.3 Data Collection

3.3.1 In-depth interviews

In total 14 in-depth interviews were conducted from February 2024 to the end of May 2024 in

the Netherlands and Germany. The duration of the interviews ranged from 60 to 120 minutes.

Search criteria participants and sampling

A purposive sampling method was used. This involved intentionally choosing participants who
possess specific traits crucial to the research, as the qualitative method aims for an in-depth,
contextual understanding of intersex experiences (Hennink et al., 2020). Following an

inductive approach to the sampling allowed for a flexible process to ensure the topic’s diversity
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is adequately represented, refining the sample step by step (Hennink et al., 2020). This
approach resulted in a smaller, yet more focused sample size of 14 participants. The

interviewees are further described in Fehler! Verweisquelle konnte nicht gefunden werden..

The setting and structure of the interview

The interviews were conducted in individual settings, due to the sensitivity of the topic, mainly
in places where interviewees felt safe. The interviews were semi-structured, meaning there was
a predefined set of questions, based on the interviewee’s background and expertise.
Nevertheless, the format allowed for flexibility and open-ended exploration of the interviewee's
responses (Hennink et al., 2020). A more detailed structure of the interviews (C), the interview

guide and the ethical consent form (A and B), can be found in the Appendix.

Codes

The transcribed and anonymised interviews were coded. Hennink et al. (2020) describe codes
“as issues, topics or concepts that are present in data” (p.323). Firstly, deductive worked-out
codes were used, which are based on the theoretical concepts described in section 2 in the

theoretical framework, see Table 3.

Table 3 Deductive codes

Activism Challenges Strategies Other objectives
Advoc.acy Medical Community & Agency & voice
campaigns Empowerment

Main goals Political & Legal Knowledge & Trade-offs

Education
Framing Societal Legal & Policy Intersectionality
engagement
Positionality Norms Public awareness | Access dev. services

The deductive coding was followed by inductive coding. By active reading, critical thinking,
reflecting on data and context, comparing, and making connections, the inductive codes were
worked out (Hennink et al., 2020). In addition to the codes important information was noted
down. In Figure 3 examples are given of how the inductive codes were worked out. All

inductive codes can be found in Tables Fehler! Verweisquelle konnte nicht gefunden
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werden..Fehler! Verweisquelle konnte nicht gefunden werden.Fehler! Verweisquelle

konnte nicht gefunden werden..
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Text

Um like yeah when you’ve literally been told on
the street in my case, that they voted for Geert
Wilders because they are “against your
existence”.

Yes, but then in quotation marks there are men
in the women's toilet:” So the whole debate in
Germany has been about toilets since 2018,
when civil status was introduced diversely and
people are alre-aa;'-g-o.ing to the appropriate
toilets at this point in time and they're going to
these toilets because they have no alternative.

50 people in the Netherlands are X — we are
unsure what their legal form is — what happens
when a X person gets a baby or gets married —
there are a lot of questions!

In addition, for us, as a self-help group or
association, we are a bit open to diagnosis, there
are also self-representative groups that only
accept members with a certain diagnosis
because they have specialized in this diagnosis.
And that's not us, we think diversity is great, we
want to allow exchange between different
people. (...) These self-help groups and
associations that only specialize in a certain
diagnosis, they are pathologizing themselves to
a certain extent and we want to counteract this
pathologising.

The main problem, I would say, is still that
intersex is still seen very much in such a
medical context, so it is not seen as something
psychosocial, so to speak. There are people who
do not fit into these very narrowly defined
medical definitions of standard male female
bodies and that then immediately go to the
medical focus on it. And because medical focus
usually means that there are diagnoses and then
therapies and there is a need for correction.

Because you rarely get it in such a collected and
compact way and also this combination of what
kind of biological component do I have and
what does that mean for people, dealing with
infertility with operations with hormone
replacement therapy. What does it mean for
parents to feel guilt? Dealing with variance
accepting the body on the topic that no matter
what your diagnosis is, you always have to
come to terms with it somehow.

But I can't speak for this person, I want don’t
want to. I don't want to advocate genital surgery
that is done at the age of 5 before going to
school. I say: “Stop, this person can’t even
know how their own desires and their own
gender identity develop at some point.”

Memos

Rise of far-right conservative
parties and hate crime on the
street.

Focus on toilet / bathroom
discussion instead of more
substantial issues.

Legal form of intersex people
often a new field, with lots of
open questions

Tensions in intersex
community. Diversity vs
exclusivity & focus on
diagnosis

o\

Need for a diagnosis — therapy
and “correction”.

Intersex mainly seen in medical
context, within medical
definitions & standards of norm
male and female bodies.

What does it mean to be
intersex, and how do parents
maybe feel guilt in the process.
How is your coping process?

Potential Codes

Right-wing
ideologies

Discrimination

Sex segregation

Legal form

Internalised
oppression

Pathologizing

Coping

Surgical interventions without
consent, seen as problematic
due to young age & lacking
awareness of consequences.

Forced normalisation

~—

Medical violence

Figure 3 From text to code (inductive), own design (Hennink et al., 2020, p. 331)
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3.3.2 Critical Discourse Analysis

Search criteria and analysis

The selected documents, brochures and flyers were chosen based on different search criteria
including geographical, temporal, and topical relevance (Locke, 2004). Similar to the
interviews, the documents represent a range of perspectives within the intersex rights
movement, including medical, legal, and personal viewpoints. It is to be noted that a few of the
represented texts are funded by impactful organisations in intersex advocacy. Including these
sources was a central aspect of ensuring their representation in the work, as they haven’t been

represented in the interviews. All documents and authors are listed in Fehler! Verweisquelle

konnte nicht gefunden werden..

In total 10 documents, brochures, statements, and flyers were analysed. After the selection of
the data, contextual factors were questioned e.g. why it was published around a specific time,
or the context of the production. After a first scan, the first pages were read to determine the
purpose of the text, what the main topics were and which visibility/framing wanted to be
achieved e.g. human rights lens, or medical lens. Afterwards, the rest of the document was read
multiple times and more detailed topical points were worked out, which were partly determined
by the interview findings, and theories (Locke, 2004). A more detailed protocol of the analysis
can be found in Appendix E.

3.4 Positionality

Coming from Germany, a predominantly white, middle-class environment, I recognised that
my cultural context might limit my understanding of intersex issues in more diverse or less
privileged settings. Furthermore, as a member of the LGBTQIA+ community, my own
experiences with discrimination introduced potential emotional biases, particularly on topics
related to discrimination. Additionally, my personal experiences as a woman who does not
conform to traditional female norms influenced my understanding of gender-related issues.
These experiences helped me empathise with participants facing similar challenges but also
necessitated careful reflection to avoid projecting my experiences onto theirs. Initially, I
anticipated that my shared identity would facilitate trust with interviewees and improve access
to their insights. However, I realised that queer issues and intersex issues are not synonymous

and that there is a deeper heterogeneity in experiences and individuals. My positionality as an
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ally may have had consequences which are further explored in the observations section 5.2 of

the findings. Further limitations are discussed in the conclusion (see section 6).

4. Intersex in Germany and the Netherlands

The current state-of-art

Germany and the Netherlands are democracies located in Western Europe, known for their
liberal political values and high levels of development (IDEA, 2023). In recent years, both
countries have experienced right-wing conservative movements gaining traction, influencing
public discourse and policy. In Germany, the Alternative fiir Deutschland (AfD) has become a
prominent political force, while in the Netherlands, the Partij voor de Vrijheid (PVV) led by
Geert Wilders has been vocal against gender diversity policies (Openly, 2023). These
movements pose significant obstacles to intersex activism by promoting narratives that reject
non-binary and diverse gender identities and pose resistance to policies advocating for bodily
autonomy (Hechler, 2022). ILGA Europe reports “countless hateful statements this year” from
the “far-right AfD”, among other things making fun of gender diversity (ILGA Europe, 2024,
p.70).

In Germany, the main state organisation is a federalist system, where competencies are shared.
This means all 16 states have their own organisation in financing and distribution systems. This
has consequences on medical care, guidelines, and the financing and availability of self-help
groups (Bliimel et al., 2020).

As far as healthcare systems are concerned, both Germany and the Netherlands possess
sophisticated, decentralised healthcare systems characterised by a neo-liberal model of
insurance and healthcare provision (Bliimel et al., 2020; Kroneman et al. 2016). Despite their
progressive reputations, recent socio-political shifts have presented new challenges,
particularly for marginalised communities (Zeeman et al., 2019). The decentralised healthcare
system of both countries ensures that most citizens have access to healthcare, but it also
presents unique challenges for intersex people (Bliimel et al., 2020; Kroneman et al. 2016;
Zeeman et al., 2019). Both systems allow medical interventions on intersex infants which often
happen without consent and have been standard practice, reflecting an approach that prioritises
binary gender norms. A study in the Netherlands revealed that non-consensual surgeries on

intersex children are still occurring. In total 8461 surgical interventions - most of them
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medically non-necessary - took place between 2014 and 2020 (ILGA Europe, 2024; ILGA
Europe, 2023).

The push for bodily autonomy and the right to self-determination for intersex individuals
challenges these practices (LSVD, 2021). Current developments show that the UN Committee
on the Rights of the Child urged both the Netherlands and Germany to implement legislation
to safeguard intersex children. The laws are intended to prohibit non-emergency and non-
essential medical interventions on children with variants of gender development (ILGA
Europe, 2023). While in Germany such a law was passed in 2021 (LSVD, 2021), the reaction
of the Dutch Ministries was to explore the pros and cons of a ban on these non-consensual

treatments on intersex children (ILGA Europe, 2024).

Touching upon other central legal advancements, in Germany civil society advocated for new
legislation on legal gender recognition. In June 2023, a draft was introduced focusing primarily
on self-determination and addressing issues related to intersex, trans, and non-binary
parenthood. The draft also proposed financial compensation for trans and intersex individuals
harmed by previous laws (ILGA Europe, 2023). In early 2024, the German parliament passed
the law, while a similar draft was rejected by the parliament in the Netherlands
(bundesregierung.de, 2024; Die Tagespost, 2024).

Further data shows that in Germany there is a focus on the need for “procedural safeguards”
and “accountability mechanisms” for medical practitioners (ILGA Europe, 2023, p. 67). In the
Netherlands, the Dutch Professional Association for Psychiatrists issued an apology for the
harm caused to LGBTQIA+ clients by attempting to "cure" them, as they were previously
regarded as "disordered" (ILGA Europe, 2024, p. 111). Furthermore, intersex and trans
individuals in the Netherlands received compensation for medical interventions under the
“transgender law” between 1985 and 2014, which had consequences on their fertility and
bodily integrity (ILGA Europe, 2023, p. 105).

The COVID-19 pandemic has further complicated the socio-political landscape. In Germany
e.g. the halt of COVID-19 relief funds has strained the social sector, affecting support services
for marginalised groups, including intersex individuals. This financial strain has made it more
difficult for advocacy organisations to operate and push for necessary reforms (Interview 9,
own source).

Generally, there has been a stagnation of the positive perception of the LGBTQIA+ community
in public opinion, as well as a rise in bias-motivated violence, showing an increase in sexual

harassment, physical assault, and vandalism (ILGA Europe, 2023). Based on this knowledge,
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German civil society groups criticised the Democracy Promotion Act for its vague provisions
on future funding, its inadequate intersectional perspective, and its neglect of hate crimes
targeting LGBTQIA+ individuals (ILGA Europe, 2023).

Interestingly, when looking at German and Dutch efforts in other countries, it can be
highlighted that both Dutch and German-based donor organisations play a notable role in
promoting LGBTQIA+ rights abroad. These organisations often support initiatives that
advocate for the rights of sexual and gender minorities in developing countries. However, this
international advocacy can sometimes contrast with the domestic challenges faced by intersex
people in these donor countries, highlighting a disconnect between external and internal
policies (Holzhacker, 2007; Holzhacker, 2012).

A comparative analysis reveals that while intersex issues in regions like Latin America, Africa,
and Asia are often framed around "cultural beliefs" similar cultural dynamics are present within
Europe (Mestre, 2022, p.10). The decolonial lens shows that these issues are also racialised in
Europe, with cultural differences influencing the development discourse. Simplistic narratives
that blame cultural beliefs for intersex discrimination in developing countries ignore the

complex, racialised nature of these issues in developed nations as well (Rubin, 2017).
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5. Results

In the following, the findings of the two methods are discussed. Firstly, the insight of the in-
depth interviews will be laid out. Secondly, a discussion of the current advocacy campaigns

and their strategies will follow. Both chapters will reflect on the role of agency.

5.1 Struggles and experiences of intersex people

In examining the struggles and experiences of intersex people, a distinction can be made
between societal and emotional struggles. Societal struggles are defined by societal influences
on the intersex community, such as social dynamics, medical practices, and legal frameworks.
Emotional struggles refer to the inner complexities of intersex individuals, the experiences of
parents and within the community itself. It is important to note the interconnectedness of many
experiences, making a distinction between different sectors, norms, or societal and emotional
struggles difficult. However, for this analysis, an attempt will be made to differentiate these

aspects in the following findings.
5.1.1 Emotional Struggles

Impacts of secrecy and internalised oppression

“For me, that was the hardest part (...). That you're a kind of freak, that there is no one like
you. When people will know who you really are, they will run away, they will hunt you
somehow. And that’s the part where I get most angry about too because I was learnt from a
very small age through my parents, but it was actually a message from the hospital that: You
can'’t tell anyone, you cannot share or people will bully you.(...) And then at some point, it was
actually after therapy, I was 21 or 22. And I had to learn to see that in the last 20 years, [

)

started to see myself as this monster.” - Interview 14

M. shares these experiences when talking about the impacts of being told to keep secret about
being intersex, building up shame, and feeling like a “freak” for being considered different
from the medical standard. For M., this results in a fear of rejection and isolation if the intersex
status is “revealed”. For many intersex people, these fears are being reinforced from a young
age, by parents or medical instances, indicative of the societal norms that pathologise intersex

bodies and expectations regarding gender and bodily appearance. The psychological impacts

30



of this secrecy and expectations are profound and shown by the quote's need for deconstructing
internalised narratives. Agency, in this context, is reclaimed by therapy and self-reflection as
key components. Coming to terms with this can take big parts of the lives of intersex
individuals - which could explain why some are not engaged in activism. L. explains a similar

decision L. had to take, touching upon coping mechanisms and self-determination.

“I'm no longer a victim, I'm acting, and I don't want to be a victim anymore. This is the gain

we have when we go into activism.” - Interview 6

This quote shows the choice intersex individuals can make, and gain joy from deciding to not
be a victim of oppression and medicalisation anymore. While this is one path, other
interviewees brought up the aspects of internalised oppression, showing in questions like:
“Why doesn’t my period come? I am a woman.” Often combined with expectations of a
“normal family” with a husband, and many kids - then being confronted with the question of

infertility. Further displayed in this interview:

“We have people coming here, who just think something is different in my body and why isn't
my period coming now? (...) Because their first tendency is usually: ““Yes, but what can you do
now? Because I'm a woman or I'm a girl”. So, I think there's just an incredible amount of
inexperience and questions. People first have to be guided and first of all learn what's behind
it to be able to even think: OK, what does this mean for me? As a result, maybe that means that
they say: “I don't want to get into this binary system at all”, but that's a big swing. I don’t just
simply doesn't tell a fifteen-year-old girl that up until then was waiting for her dream prince

and dreams of a big family - Yes, then a world is collapsing.” - Interview 8

This data shows that these societal structures can lead to vulnerable feelings of inadequacy or
uncertainty about one's place in society, particularly if a person does not fit traditional gender
roles or expectations. This is also often very dependent on the values that were communicated

during childhood, and the environments a person moves in.
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Parents and family

“We are really simply fighting to get parents out of this idea that you could change the
underlying variants through surgery. They are then very upset because there is this perception
of: “Oh, you can operate on that. That's what we're doing now.” And we have to intervene and

say: ‘No, we’re not just going to do that.’ - Interview 8

This quote illustrates further what has been touched upon above. Family members of intersex
people can be one of the first institutions that question their existence before medical staff. The
quote shows some parent’s perception of the necessity of surgical interventions for intersex
children. The interviewee addresses the misconception that surgeries can "change the
underlying variants," showing the existing beliefs of parents that intersex variations are medical
conditions to be corrected rather than accepting natural human diversity. The interviewees
stated that this belief is deeply rooted in a medicalised view of intersex bodies, where non-
normative physical characteristics are seen as needing fixing. This can stem from expectations
and societal pressures to conform to binary gender norms and the fear of their child facing
stigma or discrimination. Parents may feel a sense of parental guilt, failure, or fear about their
child’s future, driving their initial wish towards surgical intervention, which is further shown

in this quote:

“And they have to face the very hard question, who do I tell? So it’s a swaddled baby, a
babysitter will be coming soon. I meant: keep it pragmatic: ‘Please clean this and that. That's
just what it looks like and there may be one more crack than usual.’ (...) Or ‘I have a clinic
appointment, what should I say then?’ (...) I'll say in a region where there is a solid AfD

election, and I can't completely dismiss this.” - Interview 11

It also shows the far-reaching impacts of the political landscape on the lives of people. The
mentioned pressure continues throughout the child's life. It was highlighted that parents need
to understand that they no matter if surgery or not should support their child emotionally,
physically, and socially. Based on the data, the participants often question parental authority,
and whether parents have the right to decide what is best for their child's life. Some
interviewees emphasised the importance of self-help and education within the family,
challenging the conventional idea of the family, as an institution for control of gender and

sexuality, and promoting a support system that embraces diversity and individuality.
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Self-Pathologisation and gatekeeping

“There are also self-advocacies that only accept members with a specific diagnosis because
they have specialised in this diagnosis. (...) That's where I would say: Yes, they are
pathologising themselves to a certain extent, and we want to counteract this pathologisation.”

- Interview 5

A struggle described by an interviewee is the differentiation within the intersex community
based on specific diagnoses, which can lead to self-pathologisation - reinforcing a medical
narrative for themselves. Some groups focus exclusively on particular diagnoses, while others
aim to celebrate the diversity within the community. This tension can further be detected in the
different approaches to representation and visibility within the intersex community. Some
individuals want to emphasise the sorrow and pain associated with being intersex, adopting a
victim role to highlight the struggles they face. In contrast, others focus on joy and hope,
rejecting the notion of being patients and instead embracing their intersex identity with pride.
M. explains it by using language as a tool: "Ik ben interseks.” (I am intersex) instead of “Ik heb
interseks.” (I have intersex), refusing the framing of “having a disorder”, but proudly “being”
intersex. This can be observed not only in the context of self-pathologising but in intersex

groups, as something called “gatekeeping”, illustrated in this quote:

“Gatekeeping simply means that when it comes to intersex, for example, there is a list in
medicine that is very limited to certain variants. And sometimes there's a bit of resonance in
the intersex community that says: ‘Ah, variant XY counts as being intersex but everything else
doesn’t.” But it isn'’t like that, the label ‘inter’ was created by the community in the first place
and was also reclaimed to empower us and promote more visibility. And it always resonates a
bit that diagnoses are then played out against each other within the community or people are
simply afraid to go to certain spaces because they think: ‘But maybe I don't belong here, maybe

I'm not intersex enough.’”- Interview 2

A notable issue is the gatekeeping and validation of intersex identities within intersex groups,
which often leads individuals to question their belonging and worthiness of being “intersex
enough”. Within the various realities of intersex individuals, managing diversity often involves
navigating the politics of differences among differences, where the question gets raised of

which differences are considered to matter more than other differences (Gunew, 1994). A
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similar dynamic can be detected in connection to the LGBTQIA+ community, discussed in

section 5.1.2.
5.1.2 Societal Struggles

Medical

The primary framing in which intersex topics are discussed often centres in the medical field
on diagnosis and the perceived need for therapies and corrective measures, leading to the
pathologisation of intersex bodies. This focus perpetuates the idea that intersex variations are
medical conditions that require fixing or correction. In this context, intersex is often talked
about as “disorder of sex development” (DSD) and intersex people are referred to as patients,

classifying them and their bodies, mostly against their perception, as medical emergencies.

Surgical interventions and consequences

“What always comes to mind is the operations have to stop, so that's something so frustrating
to see that despite all the positive changes, despite all the protective measures at the legal level
at the level of the medical societies and so on to see that the numbers just don't go down. (...)
There are some indications that this law does not offer the scope of protection that it should.”

- Interview 10

Despite the existence of surgical bans, surgical invasive procedures continue at significant
rates, with little to no decrease in numbers. This persistence highlights ongoing issues in the
effectiveness of the law highlighted in the quote. Critical voices argue that this law mainly
protects children who fall directly within the medical definition of intersex, while others closer
to the margins remain more vulnerable. When there is the question of surgery, the decision is
regulated by a multidisciplinary commission consisting of professionals from various fields.
This commission advises the parents, but a judge makes the final decision based on the given

recommendation.

“The surgical ban from 2021 has completely changed a legal norm in Germany. This is not
enough, it was a good start, but it doesn't include all children, but rather gives the medicine
the power to sort again: who is now intersex, who is DSD, who is differentiated enough to

undergo surgery under this protective framework against referring genital changes that are
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not medically necessary. I demand a ban on operations on the genitals of all children.” -

Interview 6

The question of the effectiveness of the law also raises the concern of values, on which
decisions are made. Within the judicial and medical context, a lot of power is distributed
between doctors and judges, who can make the final decisions to proceed or stop surgeries. The
power distribution reflects where state and medical authorities exert control over bodies to
enforce normative standards. In practice, this power can lead to continued pathologisation,
inconsistent legal protection, or a decrease of trust in efforts between intersex individuals and

the medical community.

“We had the topic of ‘surgery regret’ (...) And well, people are coming to terms with what was
decided and I think they can also grow up with the confidence that their genitals look different
and that that's okay. If they experience this in the family, then that's okay. And on the other
hand, I know from our consultation hours,I think of a person who is already an adult and says

clearly: Looking back, I wish they hadn't had done the operation.” - Interview 11

The interviewees speak of far-reaching effects, impacting both physical health and emotional
well-being. While the consequences of surgeries are discussed within intersex advocacy circles,
there is often too little awareness among the broader society, including parents. Peer
consultations highlight the need for greater awareness of potential outcomes to enable agency
for intersex individuals. While there can be feelings of “surgery regret”, where the long-term
consequences of these interventions become apparent, others cope with the decision that has

been made.

Forced normalisation
“And also gender norms - a boy who has to be able to pee standing up - that's often the topic,
no joke. And norms, I would say that breaking down norms is always an issue when working

with variants of gender development.” - Interview 11

The objective of forced normalisation is to conform intersex bodies to medical and societal
norms. An interviewee from the medical sector specifies that these norms often involve tightly
defined criteria for what constitutes a “normal” body. This includes differences in

chromosomes or the look of genitalia e.g. the length of the urethra and where the urethral
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opening is. When a child is considered biologically more male, but there are indicators like the
opening of the urethra being closer to the back than in the front of the penis, medically it is
considered a “reduced masculinisation”. This can be a deciding factor in the decision for or
against a surgery. This drive to normalise or fix intersex bodies degrades their natural
variations, imposing harmful standards that do not account for the diversity of human biology

and recreate gender norms.

Medical violence and Quality of care

“In medicine, I always notice privately that there is a lot of ignorance and that people who are
intersex don't get the hormone therapy that would be good for them. But that's how it works
out it’s purely based on the gender that was assigned at birth and that is then assumed.” -

Interview 2

A major point of criticism within the medical field is the lack of quality in care and the

diagnostic process. An intersex interviewee shows up what is missing:

“What I also wish for is that this will be the norm, coming into the treatment room and then
simply being asked: ‘What kind of treatment do you want? Or what is good for your body?
What kind of experiences have you had?’ And not that what is supposedly good for us is simply

decided over our heads.” - Interview 2

The treatment context often utilises a reductionist approach, where the focus is mainly on the
appearance of their genitalia and the categorisation into syndromes. This fixation is connected
to administrative processes and the assignment of gender, which can overshadow the
individual's identity and personal experiences. This is closely tied to a significant lack of
validation for intersex individuals' knowledge of their bodies and their gender perceptions.
Treatment decisions, such as hormonal interventions, are then made externally without any
consideration of the person’s perspective. This approach fails to acknowledge that bodies are
unique.

Experiencing daily discrimination and often not being taken seriously or not recognised in their
identity, in not conforming to binary gender categories, can lead to suicidal thoughts, or not
seeking medical care. An interviewee clarifies that boundary-overstepping treatment can be

life-threatening, and an example of inclusive measures.
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“For example, as a person who coordinates a consultation hour, how can I deal with the fact
that I call people by their first and last name instead of Ms. or Mr. And that's really good and
free and we need something like that more and systematically in training courses. Because it

also saves lives, to put it briefly.” - Interview 11

Legal & Policy

Legal discrimination & Outdated laws

The interviewees show that the legal recognition of individuals outside the male and female
binary in Germany is a recent development. This resonates in that many legal frameworks,
including anti-discrimination laws, are often formulated in a binary manner, such as promoting
"equal opportunities for women and men". This binary structure can lead to legal discrimination
against intersex individuals. An example given by an interviewee is one in which an employer
may be sued if they deny customer interaction based on an employee's gender. While legal
categories mostly struggle to incorporate all human differences, there is significant potential to
revise these frameworks to better accommodate and respect the diversity of human gender

identities. This would also have an impact on other aspects like compensation:

“According to a report by a UN panel of experts, these genital operations at German university
hospitals are a violation of CAT, i.e. the “Convention Against Torture”. In 2010 we were
proven right. All 8 cases have been recognised as cases of inhumane treatment within the
meaning of the UN Convention on the Rights of Torture. The sad thing is that to date not one

case has been compensated.” - Interview 6

Despite the recognition of the trauma and harm caused by non-consensual medical
interventions, intersex individuals often face significant barriers to obtaining compensation.
While there are instances where lawsuits are filed for the removal of functioning gonads,
compensation payments are unusual, even when being recognised as a victim of torture. The
lack of compensation reflects broader issues within the legal system that fail to address the

injustices faced by intersex individuals.
Rise of far-right

“The discourse surrounding gender is becoming extremely polarised at the moment.

Unfortunately, this has just become a bit of a scapegoat because of right-wing positioning. (...)
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And also the topic of gender, the negative emotions are really being created and that's the

problem always that this also affects intersex people.” - Interview 4

The increase in conservative opinions in public discourse, as well as discrimination, has led to
a heightened "fear of being out" reduced media presence, and greater invisibility for intersex
individuals. Interviewees warn that the topic of intersex rights is often instrumentalised by
conservative groups to maintain the status quo. This works by leveraging fear to support their
agendas, spreading misinformation, and creating a climate of censorship around the use of
gender-neutral language. They argue that traditional language is being banned which feeds
fears about the collapsing of societal norms.

In their opposition to gender diversity, conservatives often dismiss the existence of intersex
individuals. With “normal”, right-wing voices mean heteronormativity and related sexual
desires, and the supposedly natural order of man and woman who are the basis of reproduction
(Habarth, 2008). They fire up fears about the destruction of the traditional family structure,

reinforcing outdated gender roles.

Issue of refugees and migrants
“And when it comes to culture, we have several patients from Arabic cultures. And that's where
this taboo kicks in, so incredibly much. I think that it is sometimes a reason to flee and yes, this

turns the entire family inside out.” - Interview 11

The deep-reaching impacts of being intersex or having an intersex child are clear when the
topic of migration is brought up. Significant gaps are revealed in the current framework that
recognises reasons for seeking asylum. L. specifies that while some LGBTQIA+ reasons are
acknowledged, intersex reasons to flee are further overlooked. By linking it to a development
perspective L. further highlights a critical intersection of cultural practices, human rights, and
migration. Furthermore, the need to expand human rights frameworks to include intersex
individuals and migration policies to reflect on the complex realities faced by cultural pressure.
Additionally, culture was spoken about in the context of caregiving. An example was proposed
by an interviewee that when people from different countries work in caregiving roles, they
bring their cultural values and perspectives. This can significantly influence how they interact
with and treat intersex individuals. The interviewee mentioned this with a hint of concern, to
which values are then going to be more important, and that despite cultural differences, it is

essential to foster an environment that respects and affirms their identities.
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Social struggles & connection to other groups

“As soon as a child with a diagnosis of variant gender development enters the room, the topic
of gender norms is there: ‘(...) He is a boy and he loves playing with excavators and the child

29

was a boy from the start’” - Interview 11
The discussion on societal issues is shaped by gender norms, as displayed in the quote. Other
topics are the binary system and heteronormativity, as they dominate the main discourse of

intersex topics, displayed in the following section.

Sex segregation

“Yes, but then in quotation marks there are men in the women's toilet” So the whole debate in
Germany has been about toilets since 2018 when the civil status diverse was introduced. This
is a situation that I don’t understand, so I'm starting to lack patience in debates like this
because I have to keep saying that these people are already going to the appropriate toilets at
this point in time and they're going to these toilets because they have no alternative.” -

Interview 5

This concern reflects on the misunderstanding of sex segregation, building upon hypothetical
fears rather than lived realities. The frustration of the interviewee stems from needing to justify
a matter of basic rights and dignity, such as using a toilet, and the discussion being defined by
a lack of alternatives for impacted persons. The broader implications of this debate touch upon
the challenges of acceptance and accommodation for intersex individuals within public spaces
which are structured around the binary gender system. Other impacted social sectors with
similar discussions are the military, or sports where intersex athletes are banned from sports

events.

Lack of representation

“The idea is not just a medical construct but when people hear about this topic for the first
time, it is blatantly exoticised. Then they have very exotic ideas: how bad these people must
look and they can't even imagine it. And then you can see on the posters that they just look like

your neighbours.” - Interview 10
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Intersex individuals frequently confront stereotypes that paint them as exotic or abnormal,
leading to frequent discrimination. Interviewees mention misgendering or constant questions
about the looks of their genitalia, asking for greater awareness and sensitivity in societal
interactions. To tackle these stereotypes, interviewees mark the lack of representation in
political bodies, the cultural sector, or sports. Without representation, the unique needs and
perspectives of intersex individuals are often overlooked e.g. in policy-making processes.

Further, there is a strong call for introducing education about intersex variations from an early
age, starting in kindergarten and continuing through elementary school. Integrating accurate
information about intersex into curricula and promoting diverse representations in educational

materials can help challenge the male and female binary.

Relationship with the queer community

The relationship of the queer community and the intersex community is seen as complex.
Generally, it is recognised among the interviewees that the queer community has fostered
greater acceptance and inclusivity for intersex individuals. While the intersex and queer
communities share common ground on issues such as discrimination and challenging
normative structures and the gender binary system, tensions exist as well. Not all intersex
individuals identify with the queer community or feel the desire to contest societal norms but
are rather living within them. They argue that LGBTQIA+ topics are not the foremost concern
when dealing with the significant impact of an intersex diagnosis on their lives. Further, the
queer community is often criticised for not adequately addressing intersex issues, highlighting
the ongoing politics of difference. Furthermore, a close association can lead to the erasure of

intersex-specific concerns.
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5.2 How do they strategise and campaign to change society?

In the following analysis of interviews, and the critical reading findings, the focus shifts from
struggles and experiences to how advocacy efforts highlight these. This section examines how
advocacy campaigns make intersex challenges visible, enhance agency and facilitate access to
developmental services. The diversity campaigning needs to touch upon is shown in this quote

with the former political queer spokesperson of the green party, B.:

“Questions were asked: What do you do in more rural parts of Germany? Then you also have
to give workshops to children and youth workers to educate them and spread knowledge.
(..)Also which educational material do I use - which topical focus do I set? Are there books

that show pupils’ gender diversity? And how do we finance it?” - Interview 9

The diverse range of advocacy campaigns, which gained momentum over the last years, is
often a multifaceted combination of different approaches within an activist group, reaching
from direct action to policy dialogues, and focus to general reach campaigning. In the

following, the campaigns are further discussed.

5.2.1 Target groups, strategies, and framing

A recurring theme in the interviews is the question of responsibility. In the medical sector, the
responsibility is seen mainly with the health ministry to create binding guidelines and policies.
When talking about societal struggles and discrimination, the responsibility is considered to lie
with everyone in recognising gender diversity. The location of responsibility gives information
on the target groups and goals of advocacy campaigns. This is illustrated in the quote of L.

when asking about L.’s activistic focus:

“In recent years I have focused a lot on legal things because I believe it is a very sharp sword

and law covers a broader field than medicine.” - Interview 6
The connection between the medical and legal sectors is complex. While some interviewees

believe that laws are the beginning of change, others see laws only as a codifying behaviour

that is already accepted and want to relocate the focus to targeting medical professionals.
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Generally, different approaches to advocacy are shaped by whether strategies are collaborative
or confrontational (Davis, 2015). The mainly implicated collaborative strategies involve
working with institutions to effect change, while the less used confrontational strategies
challenge and resist existing power structures. Especially in the medical sector, the biggest
tension between these strategies can be detected. An interviewee from a specialised centre for

intersex individuals specifies:

“Yes, so there is an exchange with intersex organisations. You have to say that it has grown
over many years and it had to grow. And it wasn't always easy at the beginning because there
were fears of contact on both sides, of course, you will also know that there are activist groups
for which everything that has anything to do with medicine is called: Nazi medicine and

mutilators. And those would not be willing to enter the discussion.” - Interview 8

While some organisations don’t want to cooperate with the medical sector at all calling them
in general “mutilators”. Others base their efforts on collaborative grounds to achieve

improvements. Activist L. specifies:

“We also always try to engage with the medical networks. This contact is part of our strategy
not to cut off these lines completely, but to always try to stay there in the system in order to

reach those who are important to us.” - Interview 6

Hence, this raises the question - as medicine is normally seen as the main domain of intersex
struggles — why there are more efforts directed towards the legal domain? Findings show that
the medical sector is often only targeted with educational and collaborative efforts, possibly

aiming for medical self-reform described in the theoretical part by Bauer et al. (2019, p.1).

Interviewees mostly mentioned working together with politicians, or medical experts, aiming
for introducing new terms, and political or legal negotiation. Further goals are building a

network or sharing information and knowledge.

Insights of the Critical Discourse Analysis

The critical discourse analysis gives more insights into the framing used by advocacy efforts
as well as the language used, which has ultimately influenced on discourse and reality

surrounding intersex topics.
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The primary framing used in the documents is a human rights approach, emphasising several
key aspects. This includes a strong focus on discrimination and the heightened vulnerability of
intersex individuals, which underscores the urgency of addressing these issues. The documents
are evidence-based, incorporating documented experiences, personal accounts, and shadow
reports to substantiate their claims (OIl Europe, 2021). Major themes include dignity and
recognition, social acceptance and visibility, promotion of self-determination, and legal
protections. Additionally, there is a significant emphasis on visibility and destigmatisation,
along with a critical view of the medicalisation of intersex bodies. Looking at the rhetoric used,
in a statement by OII Europe on the “Victim’s Right Directive” intersex individuals are
immediately put as a high-risk group for gender-based and domestic violence, setting urgency
and concern to this topic. Terms like “non-vital intervention” (p.7), “without the person’s own
wish ”(p.8) emphasise the non-consensual nature of IGM. The inclusion of extreme examples,
such as rape by medical doctors, underscores the severity of the violations faced by intersex

individuals (p.3) (OII Europe, 2021).

The second framing detected is based on awareness, visibility, and knowledge as
empowerment. The texts are mainly narratives navigated by intersex voices and perspectives.
The texts foreground the voices of intersex individuals, highlighting their agency in recounting
their experiences and advocating for their rights. Visibility is framed as a tool to demand
societal change. The authors call for a shift in how society and the medical community view
and treat intersex bodies, pushing for acceptance and informed consent. The framing avoids
medical terms, focusing instead on personal experiences and social implications. There is often
no mention of any positive outcomes of experiences, which may exist but are not included to
avoid undermining the overall critical perspective (Kromminga & Ghattas, 2019). This
approach emphasises the human cost of medical interventions and aims to foster empathy and

understanding among the broader public.

The less used medical framing highlights a possible shift towards recognising intersex issues
as social and human rights concerns (Bauer et al., 2019). A critical voice, such as the AGS
parent initiative, which wasn't represented in the interviews, still views intersex issues strictly
as a medical problem, classifying bodies within the gender binary (AGS, 2017). More
progressive medical framing questions the values of medical staff and promotes respect and

understanding while underlining the importance of peer support (TransInterQueer, 2020).
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5.2.2 The four main campaigning efforts

Based on the categorisation of activism (see Figure 2), and the findings of the interviews, four
categories were worked out to differentiate between different advocacy efforts and their impact

on enhancing agency, and access to developmental services.

Visibility and Awareness efforts

These efforts are aimed at raising awareness and visibility about intersex issues. They range
from participating in pride parades and commemorating Intersex Awareness Day and Intersex
Day of Remembrance. Other strategies are podium discussions, information stands, organised
poster or portrait campaigns, and appearances in media like newspapers, TV, documentaries,
podcasts, or art exhibitions.

These efforts are mostly direct action, which follows a confrontational strategy (Davis, 2015),
creating “a first personal experience with intersex people” by confronting people on the open
street, with the term who might have never heard about this before. The campaigns serve not
just to educate the broader public but to make intersex identities more approachable and
understood, breaking down barriers of stereotypes and prejudice by “giving them a face” (own
data). By creating a counter-narrative, an alternative to the narrative of cis-heteronormativity
is given to the intersex community.

Interviewees underline by providing this form of knowledge, and representation, the possibility
is given to intersex individuals to reclaim and lead their discourse. Further, giving them direct
control over how their narratives are shared and issues are presented, challenging the erasure

as a marginalised group.

Observations

Fitting with these findings are possible unintended consequences of increased visibility.
Interviewees explain it as a silver lining between representation and being on display. The
social climate further complicates advocacy, with hate comments on social media posing a
threat to emotional well-being and privacy. Moreover, capacity plays a crucial role, as
advocacy efforts require emotional energy, temporal, and monetary resources, leading to
potential burnout.

The observations support these perceived dynamics. Due to the sensitivity of the topic, the
positionality of the researchers was questioned on the purpose of the research. Hence, there

was and is a high awareness of the risk of becoming part of a “political project’ that isn’t one

44



of the intersex community with the consequence of not being able to navigate the narrative.
Further, they need to defend themselves from dominant and upcoming discourses around the
body, sex, and sexuality to prevent being made invisible. This makes it more clear how complex
the concept of agency is, underlining that the act of compliance within power structures can be

seen as agency as well.

Community Support and Empowerment

“Yeah. I went to the peer group when [ was 11 and it helped me a lot. I think it is the reason
why I survived puberty because I felt alone. But I knew there was this group that I saw 3 times

a year where I could feel completely liberated and free and express everything.” - Interview

14

This quote highlights the importance of self-help as a valuable source for creating safer spaces
for intersex individuals to share their experiences and receive guidance. This can help them
free themselves from above above-discussed internalised oppression, fostering a sense of
agency (Crocetti et al., 2020b). Under these efforts fall (peer-)counselling and organised
community meetings. These efforts are mainly organised by self-advocacy organisations that
offer intersex individuals and their families a platform for mutual support, and offer an

alternative to the narratives of secrecy and shame, represented in the following quote:

“I got to activism because of a realisation, as I was informed very late, that I had a
gonadectomy without my free, informed consent - that made me resistant. [ used to see this as
an individual fate, which could have been prevented. And it was only through contact with self-
help, that I realised that the whole thing was structurally based, that it represented structural

violence.” — Interview 6

The focus on structural violence connects to the topic of changing society, as intersex
individuals as marginalised groups create their own spaces and narratives to counteract current
oppressive structures. Close to these efforts are also community and leisure activities, which
go beyond the more formalised efforts, but play a vital role in normalising intersex identities
within society. These events strengthen community bonds and emphasise that intersex
individuals partake in societal activities (e.g. a book club), additionally challenging the notion

of otherness. As shown in this quote:
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“Yes, I always find it amazing at meetings that there are very openly queer people exchanging
ideas with people who live married in a single-family house in the village and lead a very
ordinary life and yet they still have something in common topic of conversation. I think that's

super fascinating.” - Interview 5

Touching upon the access to developmental services these meetings are central for networking

and referrals, connecting intersex individuals with specialised services and support groups.

Legislative and Policy Efforts

These efforts mainly focus on influencing policy and legislation. Efforts around the Self-
Determination Act (Selbstbestimmungsgesetz) in Germany exemplify this, seeking to replace
outdated laws, their outdated terms and language, and facilitate easier legal recognition for
intersex and trans individuals. These campaigns underscore the role of legal frameworks in
affirming the rights, dignity, and bodily autonomy of intersex people, advocating for crucial
changes like the prohibition of non-consensual medical interventions on intersex children.
These efforts primarily involve collaboration with politicians and legal institutions, targeting
indirect rather than immediate impacts. This process can be long, often requiring efforts to
identify supportive politicians and engage in lobbying activities. Unlike scenarios where
politicians proactively engage with self-advocacy groups, these efforts often necessitate
proactive outreach and advocacy from the groups themselves.

This is further specified in efforts from intersex people themselves to revise legislative
proposals that affect the intersex community. Additionally, engaging in panel discussions and
public forums to discuss the impacts of new laws and legislative changes on intersex
individuals, provides a platform to voice concerns and push for beneficial legal frameworks.
Legal recognition is crucial for intersex individuals to access various services and rights,

including healthcare, education, and employment, without facing bureaucratic hurdles.

Educational Efforts and Knowledge

The educational efforts are directed at different target groups, such as universities, schools,
social workers, administrative staff, midwives, kindergartners, allies, or medical staff,
depending on the target group the topics of workshops, or training change. An interviewee who

gives workshops, explains that this can range from explaining the basis of what intersex is (e.g.
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case studies), to administrative knowledge on gender entries and civil status law. This
underlines the need for systematic efforts in many sectors of society.

The educational efforts include the development and distribution of educational materials, the
development of quality measures or guidelines, and the conducting of workshops. Working on
these efforts together with intersex individuals ensures respectful practices based on the
knowledge of intersex people themselves. These initiatives aim to highlight autonomy, inform
best practices, and advocate for the respect and rights of intersex individuals.

However, this education should also be directed at intersex individuals themselves. An intersex
interviewee recognises knowledge as one of the most powerful tools for agency. Providing
intersex people with knowledge of their bodies and situations provides them with a crucial tool
in combating feelings of secrecy. The interviewees underline that this allows individuals to
challenge misconceptions, and with more knowledge on rights and available services make

informed decisions easier.
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6. Discussion and Conclusion

This research aimed to explore the struggles and experiences of intersex individuals in
Germany and the Netherlands. This included examining how advocacy campaigns enhance
agency and voice, and their impact on facilitating access to developmental services. Thus,
contributing to a deeper understanding of the intersection between intersex issues, gender and
decoloniality.

Circling back to the stated problem statement, intersex struggles are still not highlighted and
worked on enough to offer sufficient protection and basic human rights to intersex individuals.
To this day there is the continuous execution of medical interventions, despite new laws that
try to prohibit these. Furthermore, intersex individuals face daily discrimination, and recently
gained the role of a scapegoat for far-right opinions, as shown in the results section 5.1. In this
work, the findings highlight these struggles and experiences, while gaining knowledge on how
to move forward through activism and advocacy.

The work researches the given objectives in the Western contexts of Germany and the
Netherlands, examining how the existing power structures intersect with decolonial theory.
Through the adaption of a decolonial lens, taking inspiration from Ndlovu-Gasheni (2012),
who identifies the “control of gender and sexuality” as one of the four colonial matrices of
power (2012, p.49), the study reveals critical insights into present colonial structures, their
ongoing impacts on marginalised groups like intersex individuals and how to change these.
Therefore, questions of binary norms, heteronormativity and how to better the living quality,
medical care and legal protection of intersex individuals were posed in the conduction of this
work. This chapter aims to connect the insights which have been gained so far and to place the
stories of intersex individuals in the broader societal and literary context.

Hence, answering the main research question, which was posed in the introduction: “What are
the struggles and experiences of intersex people in Germany and the Netherlands, and how do
they strategise and campaign to change society?” The given four sub-questions were already

discussed in sections 5.1 and 5.2.

Experiences and struggles of intersex people

To summarise the major findings, firstly the struggles of intersex individuals can be categorised
into emotional and societal categories. Societal struggles often involve the lack of legal
recognition, which in turn affects their access to basic services, such as healthcare, problems

with sex segregation leading to exclusion, and ongoing non-consensual medical interventions
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(see section 5.1.2). In contrast, emotional struggles encompass feelings of guilt, oppression,

dynamics within the community, and coping mechanisms. These emotional aspects are crucial,
as they impact the overall well-being and sense of agency of intersex individuals (see 5.1.1).
The differentiation between these experiences highlights the variety of challenges intersex
individuals face to this day. Societal struggles demand an approach of systemic change, to
tackle non-consensual medical interventions or the issue of legal protection. By interviewing
intersex individuals, this research received insights on various topics, discussing their
importance, and necessity to work upon them. This knowledge can have major influences on
dismantling oppressive systems and recognising diverse intersex realities.

Emotional struggles, on the other hand, are mostly personal and touch upon coping
mechanisms, community dynamics, trauma responses or feelings of guilt. Further, reflecting
on internalised oppression or psychological impacts of living within power structures that fail
to accept intersex bodies. Hence, these struggles are also affected by societal attitudes and the
treatment of intersex individuals, which can be impacted by colonial norms (Adamson, 2022;
Ndlovu-Gatsheni, 2012).

Generally, it is a central aspect of this work to gain knowledge on these struggles to use them
as a basis on how to move forward. This bottom-up approach highlights the importance of the
complex understanding of how to approach advocacy and its central role in reclaiming agency
(see conceptual framework Figure 1). The significance of these findings shows the potential to

inform activism and drive systemic change.

Advocacy campaigning and its impact on developmental services

The second part of the main research question will be answered in the following. Generally,
the advocacy efforts can be sorted into four broader categories, which combine different
strategies under one topical roof. These four categories are Educational efforts and Knowledge,
Legislative and Policy efforts, Visibility and Awareness efforts, and Community Support and
Empowerment efforts.

As educational efforts are being directed at various target groups, they aim to inform best
practices in these sectors. These mainly collaborative efforts ensure an increase of knowledge
on intersex struggles, better-informed guidelines, and more recognition of systemic power
imbalances. Hence, building a basis for respectful treatment of intersex individuals in all stages
of their lives. This connects to a similar finding of Bauer et al. (2019), who report more efforts

towards a self-reform of the medical sector based on higher knowledge. Additionally,
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providing knowledge to intersex people about their bodies, rights and available services is a
central tool in enhancing agency, combating oppression, and making informed decisions.
Legislative and policy efforts are mainly lobbying efforts directed at politicians and legal
experts, asking for lasting systemic change in laws, going beyond immediate impact. Thus,
touching upon legislative change, replacing outdated laws or terminology, which wants to
create a political and legal environment, that recognises the identities of intersex individuals.
Community building and empowerment efforts are from intersex individuals for the intersex
community to create safer spaces and offer room to share experiences. The normalisation of
intersex topics and their existence in society is another goal, as well as providing networking
and referral options to intersex individuals. These findings back up Crocetti et al.’s (2020a)
results on an increase in peer support and the role of patient experts as trends in advocacy.
Public awareness and visibility efforts, give next to creating a counter-narrative to
heteronormativity and challenging stereotypes, the opportunity for intersex individuals to share
experiences. This not only gives intersex individuals a face but also allows them to reclaim
control over upcoming discourses. By creating visibility normative structures are questioned,
and the broader society is educated. This effort is similar to what has been categorised as

“discursive politics” by Davis — sharing materials to inform the broader society (2015, p. 49).

When focusing more on strategies and framing, the Critical Discourse Analysis shows that the
most frequently employed framing in advocacy campaigns is a human rights perspective, with
little reliance on a solely medical viewpoint. Underscoring the perceived trend towards a
mainly Human Rights Framing (Bauer et al., 2019). This human rights approach, detected in
the data, emphasises legal advancements and collaborative educational initiatives between
activists and the medical sector, alongside community-building efforts rather than
confrontational strategies. This highlights a shift towards more integrative and less antagonistic
methods of advocacy, fostering a cooperative environment for change. The campaigns are
challenging norms and advocating for a more inclusive and equal society aligning with the
theoretical approach of this work.

By improving access to developmental services, advocacy efforts empower intersex individuals
with education and resources, enabling self-determination and agency. This can be seen as a
part of the exercise of providing intersex individuals with basic human rights. Through these
actions, advocacy campaigns disrupt traditional power dynamics, and create a more equal

society, thereby changing societal structures and norms.
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The role of agency

As displayed in the conceptual framework (see section 2.1), a decolonial approach to restoring
humanity for intersex individuals is giving back or enhancing agency (Lugones, 2003 as cited
in Adamson, 2022). While the findings partly indicate agency as resistance, speaking up,
demonstrating or negotiating, there is also the possibility of performing agency in forms of
conformity. The findings suggest that agency should not be viewed solely through the lens of
defining resistance as agency, but see compliance as a not solely passive response but an active
strategy that underscores the complexity of self-determination. This calls for a critical
examination of what exercising agency means. By acknowledging this diversity, the research
underscores the importance of also including the less visible, yet equally deliberate, choices
individuals make as agency. This perspective not only enriches the comprehension of agency
but also respects the different strategies people employ to navigate their social realities.
Advocacy efforts further have an impact by directly enhancing agency. The data shows a
principle of "talking with, not about" intersex people emphasises the necessity of open
dialogues, positioning intersex individuals not merely as subjects of discussion or within a
victim role but as active architects of the norms that affect their lives (see part 5.2.2). This
approach not only recognises but also amplifies the voices and experiences of intersex
individuals, ensuring their participation is both meaningful and impactful to challenge
normative structures.

Self-advocacy emerges as a powerful tool in this context, empowering intersex individuals to
directly influence societal norms and policies that impact them. By actively participating in
advocacy efforts and community events, intersex individuals gain agency, moving beyond
passive roles to become key stakeholders in the discourse around intersex rights and the

redistribution of power dynamics.

Limitations and Recommendations

To further reflect on the limitations of this study, there was a bias in the selection of respondents
described in the following. A point of criticism is that in-depth interviews have been held with
too few intersex respondents who are not active in activism or self-advocacy groups. This could
mean that the majority of intersex experiences and views shared are more politically and
socially engaged, with an overall emphasis on advocacy issues, overlooking more daily
discriminations, experiences and needs. This also includes the perspectives of families, partners

and parents. Due to constraints of time and resources, the aspect of intersectionality could not
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be further analysed and had to be left out of consideration in the theoretical thought process,
and the findings. For further research, it is central to explore how intersex experiences intersect
with other identities, such as disability, age, or race. Thus, providing a deeper understanding

of the challenges and informing more inclusive advocacy strategies.

The following will provide a critical reflection of the results and their limitations in relation to
the field of Development Studies. As seen in Germany and the Netherlands, this topic and
framework have quite a potential, but critical reflection arises in the international context.
Firstly, the concept of decoloniality may not be universally applicable to other countries, due
to cultural, historical, and socio-political factors. What might be perceived or exercised as
agency and empowerment in Germany and the Netherlands won’t resonate in other countries.
Consequently, risking imposing Western-centric frameworks of agency onto other contexts,

paradoxically risking a new form of colonialism.

These insights inform suggestions for future research. Generally, this is a major research area,
which not yet has received attention under the label of human rights in the Developmental
sector. Future research could explore the transferability of these strategies and further
investigate the role of agency in different cultural contexts. Opening a field for future research
to explore how agency is understood and manifested in different cultural settings in the context
of intersex activism. Investigating the interplay between local traditions, colonial histories, and
modern advocacy efforts could provide deeper insights into the global movement for intersex
rights. Another possible recommendation would be to implement a longitudinal research design
instead of an explorative research design. This could provide a better understanding of the
impacts of long-term advocacy efforts, providing valuable data for possible direct guidance

material to inform better policies and practices.

How to move forward?

This research aimed to explore the struggles and experiences of intersex individuals in
Germany and the Netherlands, examining how advocacy campaigns enhance agency, and their
impact on facilitating access to developmental services. The findings reveal ongoing struggles

and a diversity of experiences, which are captured in various advocacy efforts.

When reflecting on the posed question at the beginning of the work: “Is it a boy or a girl?”, the

new knowledge gained reveals an even more critical intersection of societal expectations and
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lived realities of intersex individuals (von Lisodonk, 2014, p.15). Beyond the current colonial
dynamics of the “re-imagination of Western family” or “dehumanizing” the non-gendered —
this work helps open up a space to think beyond those binaries, for people to unfold their
identities while advocating for having basic human rights (Mendoza, 2016, p.18 as cited in
Adamson, 2022; Ndlovu-Gatsheni, 2012, p.49). The findings underscore the importance of
change to tackle binary norms, heteronormativity, and ensure legal protection and better living

conditions for intersex individuals.

In conclusion, this study underscores the importance of advocacy campaigns in moving
forward, highlighting both the achievements and ongoing challenges of the intersex
community. By framing intersex issues within a human rights context and promoting
collaborative efforts, these campaigns are playing a crucial role in decolonising societal norms
and enhancing the agency of intersex individuals. This research contributes to a broader
understanding of the multifaceted nature of intersex activism, paving the way for future studies

to build on these findings and further the cause of intersex rights worldwide.
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Appendix

Due to the protection of the personal information of the participants, the transcripts, interview
guides, and summaries can only be accessed after contacting the main researcher. Please reach

out to leonie.k.fischer@gmx.net

Also, reach out for more information on the coding process, the rationale of the document

choice, and the overview of used documents.
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