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Navigating the complexities of adult healthcare for 
individuals with variations of sex characteristics: from 
paediatric emergencies to a sense of abandonment

Daniela Crocettia,b , Adeline Berrya and Surya Monroa

aSchool of Human & Health Sciences, University of Huddersfield, Huddersfield, UK; bsubsequently 
Independent Researcher, Intersexesiste NGO, Bologna, Italy

ABSTRACT
Intersex people and those with variations of sex characteristics face 
significant health and social issues. This paper analyses the com-
plexities of adult healthcare for this diverse population, including 
the root causes of deficiencies in care provision. Many minors with 
variations of sex characteristics are subjected to irreversible, 
non-consensual medical interventions, which can have negative 
effects on their health and wellbeing as adults. This ‘emergency’ 
approach to intersex paediatric healthcare has been challenged 
since the 1990s, but there is still a lack of understanding about 
how the paradigm affects adult care. This paper aims to raise 
awareness of the health challenges faced by adults with variations 
of sex characteristics. It identifies themes related to the challenges 
associated with accessing appropriate adult care, including the 
repercussions of childhood treatment, the lack of transitional ser-
vices and psychological support, the limited general medical knowl-
edge about variations of sex characteristics, and the reluctance to 
access services due to fear of stigma or past medical trauma. The 
paper indicates the need for more attention to intersex people’s 
health needs as adults, moving away from attempts to ‘fix’ them 
as minors towards approaches which consider and provide for their 
diverse healthcare needs in a broader temporal context.

Introduction

Since the first public protests in the USA in the 1990s, the medical treatment of 
children with variations of sex characteristics (VSC) has been a source of ethical 
debate. The Intersex Society of North America (ISNA) and variation-specific support 
groups emerged during this period to advocate for the rights of intersex individuals 
(Chase 1998). One of the main criticisms of medical treatment has focused on the 
irreversible bodily modifications, such as genital surgery, performed on children who 
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cannot provide direct consent. In response, human rights lobbying has reframed these 
issues as violations of universal rights, such as autonomy and bodily integrity (Carpenter 
2016; Ghattas 2019; Crocetti et  al. 2020a). Despite the fact that healthcare professionals 
treating minors may consider the needs of the future adult, this is not always evident, 
and there is significantly less medical literature about adult care for people with 
variation of sex characteristics.

This paper explores the connection between deficits in adult healthcare for indi-
viduals with variations of sex characteristics and the ‘emergency paradigm’ in which 
the birth of intersex infants is treated as a medical emergency, even when there is 
no risk to life (Davis and Murphy 2013). The erasure of intersex traits in childhood is 
compounded by a lack of appropriate adult services. The US activist Kimberly Zieselman 
has written: ‘just because we want doctors to delay unnecessary surgery on children 
doesn’t mean we don’t want more specialised intersex care. On the contrary, we’re 
desperate for it’ (2017; n.p.). Intersex activist calls to demedicalise variations of sex 
characteristics involve reducing the medical attention given to socially constructed 
categories of genital form and gender presentation, but also increasing data-driven 
attention to health issues (see Eve et  al. 2017, 5), such as endocrinological, cardiac, 
skeletal or mental health issues (see Monro et  al. 2017).

Adults with variations of sex characteristics may face numerous challenges as they 
navigate adulthood, including the long-term effects of paediatric medical interventions 
and lack of specialised adult care. There is a significant body of literature that doc-
uments the potential negative impact of childhood genital surgery (Minto et  al. 2003; 
Diamond and Jameson 2014; Davis 2015; Carpenter 2016; Ferrara and Casper 2018), 
as well as other aspects of childhood medical treatment such as unrequested hormone 
therapies, stigmatising and invasive genital examinations, lack of full disclosure, and 
exclusion from decision-making processes during childhood (Creighton et  al. 2009; 
Davis 2015). Recent large-scale studies conducted in the USA (Rosenwohl-Mack et  al. 
2020), Europe (Nordenström et  al. 2018) and Australia (Jones et  al. 2016) have found 
high levels of mental distress in adulthood and difficulty accessing healthcare.

The transition from paediatric to adult care can be challenging for individuals with 
chronic diseases, as noted by Colver et  al. (2020). However, this process can be even 
more complex in cases where the paediatric care provided was unnecessary, 
non-consensual, non-informed, stigmatising or traumatic. It is important to acknowl-
edge that the categorisation of intersex and variations of sex characteristics as ‘diseases’ 
is a contested issue, as pointed out by Reis (2007) and Carpenter (2018a). While 
variations of sex characteristics are congenital and some may be associated with 
health concerns (such as salt-wasting in some individuals with Congenital Adrenal 
Hyperplasia) many intersex bodies are healthy and represent natural variations of 
physical form. As Kimberly Zieselman implies earlier, all bodies require medical atten-
tion and care as they age, and it is essential that the planning and delivery of such 
care reflects variations in biological attributes that may be relevant to that care.

Variations of sex characteristics encompass a broad range of physical differences, 
and healthcare options for adults with these variations are unevenly distributed. 
Currently, little is known about the health concerns that most adults with variations 
of sex characteristics face, which is a persistent issue for variation-specific health 
activists (see Crocetti, Monro, and Yeadon‐Lee 2021). Furthermore, the need for adult 
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care, including endocrinological and psychological support, can be a direct conse-
quence of earlier paediatric medical interventions, such as genital surgery and gona-
dectomy. As a result, some scholars argue that the majority of medical attention to 
variations of sex characteristics represents a temporal solution (Danon 2018; Griffiths 
2021), and ignores the emergent body (Garland and Travis 2020). By focusing primarily 
on the child, healthcare professionals may overlook the healthcare needs of adults. 
The lack of adequate or appropriate adult care is a recurring theme in the literature 
and interviews analysed in this paper.

This paper begins by providing an overview of variations of sex characteristics and 
how medical attention tends to focus on childhood. Next, we present a secondary 
analysis of qualitative data, building on themes identified in the adult health literature 
(Berry and Monro 2022). We develop two main themes, focusing first on the long-term 
impact of childhood medical treatment and then on the challenges associated with 
accessing appropriate adult care. Our analysis highlights the perspectives of activists, 
health advocates and medical allies, identifying several sub-themes. We conclude by 
offering some insights into future patient-driven adult care.

Background

The term Variations of Sex Characteristics is employed strategically in human rights 
advocacy to establish ‘sex characteristics’ as a potentially legally protected category 
that can only be modified with the individual’s consent, rather than that of their legal 
guardians. Carpenter (2021, 522) observes that the use of ‘sex characteristics’ can be 
advantageous in framing rights for non-normative bodies rather than non-normative 
identities. This approach allows for the protection of individuals with diverse sex 
characteristics, regardless of their gender identity or sexual orientation, and empha-
sises the importance of informed consent and bodily autonomy.

It is important to note that there is ongoing debate in the field regarding termi-
nology and the boundaries of the umbrella terms used by different stakeholders. 
Griffiths (2018) highlights the fluid boundaries of what is encompassed under the 
medical umbrella of Intersex, DSD (Disorders of Sex Development), and dsd (differ-
ences of sex development). Some variation-focused associations and medical profes-
sionals dispute the inclusion of variations such as Hypospadias, Klinefelter Syndrome 
(KS), Turner’s Syndrome (TS), and Congenital Adrenal Hyperplasia (CAH) as part of the 
intersex umbrella, while they may be included under DSD/dsd. Nevertheless, minors 
with these variations often face contested childhood treatment decisions regarding 
bodily autonomy, and foetuses with these variations may be subject to eugenic 
abortion. Moreover, adults with these and other variations may have health concerns 
that require attention.

The medical practice of altering the bodies of children with variations of sex char-
acteristics was consolidated in the 1950s, when John Money’s Optimal Gender of 
Rearing (OGR) model was established (Karkazis 2008). Critics argue that this model 
is based on the flawed assumption that healthy psychosexual development depends 
on the appearance of the genitals, leading to medically unnecessary and harmful 
interventions on minors (Diamond and Sigmundson 1997). Despite revisions to 
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protocols in 2006 that intended to shifted the focus to ‘patient centred care’ (Lee 
et  al. 2006), there is still a lack of non-surgical paediatric protocols (Liao, Wood, and 
Creighton 2015), psychological support for families (Ernst et  al. 2018), transitional 
services (Liao et  al. 2010; Crouch and Creighton 2014), and adult health research 
(Cools et  al. 2018). Definitions of what is considered a ‘necessary’ intervention in 
childhood remain contested, and there is little medical consensus about it (Hegarty 
et  al. 2021). Doctors may still confuse physical sex with social gender and sexuality 
(Prandelli and Testoni 2021), or confuse the request for a third legal gender with 
requests for bodily autonomy (Crocetti, Monro and Yeadon-Lee 2021, 167, 178–9). 
However, there are some paediatric teams committed to postponing irreversible 
treatment until the intersex individual can be involved (Knight 2020; Crocetti, Monro, 
and Yeadon‐Lee 2021).

According to Iain Morland (2009), medical bodily modifications in childhood persist 
in the psyche and body of adults with variations of sex characteristics. Although 
surgery on minors may seem future-oriented (Griffiths 2021, 514), it limits future 
choices in consequence can negatively impact adult care. Recent publications have 
shed light on issues such as deficits in adult care (Reis and McCarthy 2016; Zieselman 
2017; Carpenter 2018b; Hiort et  al. 2019; Zeeman and Aranda 2020), older people’s 
sexual rights (Latham and Holmes 2017), and how to strengthen health systems to 
care for people with variations of sex characteristics across services (Grimstad et  al. 
2021). Medical care for individuals with variations of sex characteristics still appears 
to require a temporal shift from current treatment norms that focus primarily on the 
child. Advocates and medical allies suggest a non-surgical, proactive paediatric model 
that supports families and ensures the overall body health of future adults (Magritte 
et  al. 2022).

Methods

The discussion presented in this paper is based on a secondary thematic analysis 
(Braun and Clarke 2014) of multi-method research conducted in 2016-2019 during 
the EU funded European Intersex Citizenship (EUICIT) project and an in-depth literature 
review focused on adult health (see Berry and Monro 2022) conducted between 2021 
and 2022 as part of the ESR1 research project, Intersex: New Interdisciplinary 
Approaches (INIA; 2020-2024), EU funded international training network. The paper 
is the result of a collaborative discussion between the three authors, an intersex 
scholar (AB) and two endosex scholars (DC and SM. AB’s perspective is particularly 
valuable, as they bring insights based on their positionality as an older intersex per-
son. In addition, Authors DC and SM have significant experience in social scholarship 
and advocacy related to intersex issues.

The INIA research project led by AB, ESR1 - Older Intersex People, employed a 
multi-method approach to address the challenges faced by intersex individuals aged 
50 and above. Adopting a pan-European perspective, the project examined the unique 
issues faced by this often-overlooked group. This paper draws on the literature review 
from this ongoing project.

The EUICIT project involved qualitative and participant action research in Italy, 
Switzerland, and the UK by authors DC and SM These countries were chosen due to 
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differences in healthcare structures, types of activism, and national debates regarding 
gender. The research team collected empirical data through 40 interviews in 2017 
with intersex activists, patient association members, policy makers, and medical pro-
fessionals (15 in Italy, 19 in the UK, and 6 in Switzerland). All participants were 
informed about the project’s aim of investigating perspectives on intersex rights and 
the data was anonymised unless participants specifically requested to be named. Both 
research projects adhered to strict ethical guidelines that met both EU and national 
legal and ethics requirements and were approved by the University of Huddersfield 
Ethics Board.

Findings

From a sense of abandonment to a nightmare. Accessing healthcare as an 
adult with a variations of sex characteristics

‘One reaches adulthood and there’s a bit of a feeling of abandonment.’ (Alice AISIA-Italy 2017)

The healthcare experiences of adults with variations of sex characteristics are shaped 
by various factors. Individuals may experience health problems that are related to 
their variation, or that are caused by childhood medical treatments themselves. They 
may also receive inadequate care due to ignorance or stigmatising approaches. In 
this section of the paper, we focus on the sub-themes developed from our research 
related to the consequences of childhood treatment, the lack of transitional services 
and psychological support, the limited understanding of variation of sex characteristics 
among healthcare providers, challenges with accessing healthcare services, intersec-
tional issues, and difficulties related to stigmatisation.

Childhood medical interventions can have a range of long-term impacts, with 
potential health problems arising from the treatments received during infancy. 
According to research participant Jay Hayes-Light, Director of the UK Intersex 
Association, many intersex individuals have no health problems besides the health 
issues they inherited from paediatric interventions (2017 interview). As noted by Italian 
activist Sabina Zagari OII-IT in 2017: ‘In my case, having my gonads removed created 
a series of problems for me.’ Early gonadectomy is a controversial practice due to 
historical misrepresentation of cancer risks, necessitating lifelong hormone therapy 
(Bertelloni et  al. 2013).

Genital surgery performed during childhood may also require repeat interventions 
or result in chronic infections and complications (Griffiths 2021). Our research find-
ings emphasise the importance of considering the emergent body (Garland and 
Travis 2020). For instance, one contributor to the EUICIT project stated that ‘ultimately 
that little bundle isn’t going to be little very long’, highlighting the importance of 
fostering future independence and health (Ellie Founder member of dsdfamilies 
speaking in private capacity, UK 2017). A research paper from dsd-LIFE1 found that 
adults who had undergone early genital surgery reported poor levels of satisfaction 
and recommended that constructive genital surgery should be minimised and per-
formed mainly in adolescence or adulthood with the patient’s consent (Köhler et  al. 
2012, 577). Studies clearly indicate the associated trauma and need for dedicated 
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adult psychological support (Rosenwohl-Mack et  al. 2020; Nordenström et  al. 2018; 
Jones et  al. 2016). The human rights model also suggests that surgical timing and 
consent should not be determined solely by outcome data, but by ethical principles 
such as concern for bodily integrity and autonomy.

The transition of teenagers with chronic health conditions into adulthood is increas-
ingly being addressed by healthcare providers across all fields (Colver et  al. 2020). 
However, issues arising from situations where aspects of paediatric healthcare were 
concealed from the individual, were unnecessary, and/or perceived as traumatic, are 
often overlooked. These issues are particularly pertinent to young adults with varia-
tions of sex characteristics, who additionally face a lack of transitional services (Crouch 
and Creighton 2014; Sanders et  al. 2022). A recent scoping review of literature related 
to intersex multidisciplinary teams (Gramc et  al. 2021) found a dearth of focus on 
adolescents, with none of the papers referring to adult care or transitioning care from 
adolescence to adulthood. According to authors, Gleeson and Wisniewski (2014, 136), 
‘there is evidence that we are failing to transition young people with DSD safely, 
resulting in them getting lost to follow-up and not receiving appropriate care in 
adulthood’.

During the EUICIT study, participants reported a lack of mental health support for 
families, transitioning teenagers, and adults. As mentioned earlier, large-scale studies 
have indicated high levels of mental stress among people with variations of sex 
characteristics (Nordenström et al. 2018; Rosenwohl-Mack et al. 2020), including trauma 
related to childhood interventions (Jones et  al. 2016). According to an Italian activist, 
‘the national health service is by no means ready to repair the damage it has caused’ 
(Sabina Zagari OII-IT 2017), and does not offer informed psychological support services 
for people with variations of sex characteristics. One UK participant emphasised the 
need for peer-support as well, stating that ‘no child is going to…sit in a clinical room 
with an esteemed regarded medical practitioner…and tell them that everything that 
they did was wrong’ (Holly Greenberry Intersex UK 2017).

A lack of specialised services and research can make individuals who require care 
feel abandoned as adults. A recurring theme for the Italian AIS group, AISIA, has been 
the scarcity of knowledgeable endocrinologists, with some people remaining in pae-
diatric care even in adulthood. As noted by one AISIA member regarding adult services, 
there is a ‘feeling of emptiness […] Unfortunately, most of the professionals we come 
into contact with are predominantly paediatric endocrinologists’ (Alice AISIA Italy 
2017). Another AISIA member shared her experience of seeking advice about changing 
hormone therapy as she got older, where a team of adult endocrinologists had told 
her that she knew more about what to do for her hormone therapy than they did 
(Claudia AISIA Italy 2017).

Our data highlights an issue whereby healthcare practitioners’ lack of understand-
ing about variations of sex characteristics, including confusion with sexuality or 
gender identity, can also result in difficulties accessing general healthcare. This is 
also supported by existing literature, such as a study in which 28% of participants 
faced challenges while trying to access specialist care (Thyen et  al. 2018). A study 
by Prandelli and Testoni (2021) revealed that Italian healthcare professionals showed 
significant ignorance and confusion about intersex, often mistaking bodily variations 
for sexual orientation or gender identity. Specialised medical practitioners also 
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reported instances where parents refused to delay surgery, fearing their children 
would become homosexual or trans (Crocetti et  al. 2020b). Paul D from KSA-UK 
emphasised ‘there is still a huge amount of ignorance, amongst GPs in particular’ 
(2017 interview).

Another issue is that, as previous studies indicate (Crocetti 2013; McPhail and Fulop 
2016), individuals with variations of sex characteristics may avoid seeking medical 
care. A recent study in the Republic of Ireland found that many participants were 
reluctant to engage with medical practitioners, even for routine check-ups (Ní 
Mhuirthile et  al. 2022). The EUICIT study and the literature review indicated that this 
reluctance may stem from childhood medical trauma as well as stigmatising experi-
ences where people’s sex character variations were inappropriately addressed. For 
example, the independent UK intersex activist Valentino Vecchietti stated ‘I hate 
hospitals, its uncomfortable, its nasty, it’s not nice being examined’ (2017 interview), 
citing the complication of explaining their physiology and medical needs to healthcare 
providers who may not understand intersex variations. Our research and other studies 
have identified a recurring theme of fear among individuals with variations of sex 
characteristics of being stigmatised or receiving inappropriate care. This fear is exem-
plified by an Italian activist who avoided seeking general medical care due to negative 
past experiences. According to Alessandro Comeni OII-Italy, ‘accessing the health 
system is a nightmare for intersex people […] When it is not about my shoulder for 
example, but about my genital system […] I often decide not to go’ (2017 interview).

A further issue concerns intersectional dynamics, as seen in Ní Mhuirthile and 
colleagues study where one participant reported being denied care when they were 
suicidal because they were intersex and trans (2022, 157). Medical specialists have 
suggested that intersex individuals may be more likely to request legal gender change 
as adults than endosex individuals (Callens et  al. 2016; Cools et  al. 2018). However, 
intersex individuals who seek legal gender change may face complex challenges when 
accessing medical care as adults. These challenges include negotiating irreversible 
medical interventions they may have undergone, and the common barriers experi-
enced by transgender individuals in accessing healthcare (Warner and Mehta 2021).

Finally, appropriate medical services become less available as people age, as discussed 
by the Italian activist Claudia of AISIA (2017 interview). This problem is also documented 
in the literature, for example, a participant in an Australian narrative project expressed 
worry about potential discrimination in assisted living facilities as an ageing intersex 
person, stating: ‘As an ageing intersex person, if I end up in a position where I’m 
showered by somebody else and my body is in its naked state, a visibly different body, 
I think how is that going to play out?’ (Latham and Barrett 2015, 21).

Inadequate or inappropriate adult care issues are further exacerbated by the fact 
that care and research remain primarily focused on paediatric services, which we will 
discuss further in the next section.

A lack of attention to temporality: data and dedicated services

‘So, we need a health service that sees us in a temporal sense and sees us with variation 
and allows for that.’ (Valentino Vecchietti independent intersex rights activist and academic 
UK 2017)



8 D. CROCETTI ET AL.

The lack of long-term health data on variations of sex characteristics is a recurring 
concern among activists, variation-specific health advocates, and medical practitioners 
alike. This leads to inadequate dedicated adult services and insufficient medical edu-
cation on intersex health matters (Liang et  al. 2017; DeVita, Bishop, and Plankey 2018). 
While there has been a significant professionalisation of paediatric care in this field, 
including the mandate to create multidisciplinary teams in the 2006 guidelines (Lee 
et  al. 2006), there has been a notable lack of similar attention to adult services (Gramc 
et  al. 2021). The updated international best practice statement highlights a significant 
lack of data concerning surgical timing and consent, gender assignment, and fertility 
(Lee et  al. 2016). Medical experts have consistently called for the collection of further 
data regarding paediatric surgical outcomes (Lee et  al. 2012), yet some argue that 
‘repeated systematic reviews of evidence have found no quality data confirming their 
safety and benefits for each affected child’ (Zillén, Garland, and Slokenberga 2017, 
40). The uncertainties in the field only partially explain why few non-surgical options 
are available to parents, as noted by Liao, Wood, and Creighton (2015). One recent 
preliminary study on surgical deferment, conducted by Bougnères et  al. (2017), 
reported positive results, while another study (Fisher et  al. 2022) found that over one 
third of caregivers regretted giving permission for surgery.

According to a recent clinical consensus statement on DSDs (Cools et  al. 2018), 
adults with variations of sex characteristics often have unanswered health-related 
questions and there is a lack of evidence about how these variations evolve in later 
life. This highlights the need for more data on the health problems that may be 
associated with variations of sex characteristics. Older activists with chromosomal 
variations have reported being told that they would not live past 40 (Crocetti 2013), 
which underscores the need for further research on the health outcomes. Members 
of AISIA have participated in research projects aimed at providing information on 
bone density and cardiac health at a paediatric centre, but these projects have not 
yielded health recommendations (2017 interviews).

Uncertainties are common for adults with variation of sex characteristics. For example, 
the dsd-LIFE study, which included a large-scale European cohort, found that while 80% 
of participants were satisfied with their hormone therapies, many were also concerned 
about, or experienced, side effects (Nordenström et  al. 2018). The EUICIT data also 
highlights these issues, for example, one activist reported feeling pressured to make 
important therapeutic decisions alone, weighing the risks and benefits of oestrogen 
therapy, including bone density, depression, energy levels and libido (Claudia AISIA Italy 
2017). The participants who identified as female in the EUICIT study also raised concerns 
about the insufficient focus on energy levels and libido. Additionally, XXY activists have 
criticised the disproportionate medical attention given to enhancing masculine traits 
like libido, which has resulted in neglect for other health concerns (Crocetti 2013). 
Discrepancies in medical consideration of what sexual activity and satisfaction looks like 
for people classified as either male or female have also been documented in this area 
(Karkazis 2008; Crocetti 2013). Furthermore, reproductive options are under-researched, 
even for individuals who have not been sterilised by paediatric treatment.

The issue of uncertainty is especially significant for older individuals with variations 
of sex characteristics. For instance, a participant in Latham and Barrett’s Australian 
narrative research stated, ‘I have no idea, and health professionals have no idea, what 
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the long-term effects of hormone replacement are. They seem to have no interest in 
finding out’ (Latham and Barrett 2015, 19). Our own research findings also suggest 
that uncertainties and anxieties are prevalent among individuals with variation of sex 
characteristics. For instance, Valentino Vecchietti (independent UK intersex rights 
activist and academic, 2017) expressed concerns about the long-term health effects 
of pharmacological treatment, stating: ‘I know that some of the medications have 
long term health effect problems […] bone integrity and things’. They also noted that 
the lack of clarity and guidance for their healthcare was scary and unsettling.

Given the insufficient data and healthcare provision in the field of variations of 
sex characteristics, findings from EUICIT reveal that patient groups and informal net-
works often rely on community-based or ‘crowd-sourced’ care information. Within 
these networks, individuals with variations of sex characteristics share information 
about various healthcare concerns, either privately or online, in order to address the 
gaps they encounter in adult services and health data. As one member of AISIA 
explained, many members ask each other for information about hormone therapy 
side effects, types and dosages, but ‘these are not structured research projects […] 
they consist of comparisons between individual experiences’ (Alice AISIA Italy 2017). 
This experience is also reflected in the UK, where activists report that variation-specific 
groups create unofficial databases of endocrinological experiences, often referring to 
one another after not receiving sufficient information from healthcare providers. 
Despite years of activism and advocacy by both activists and patient groups, this 
valuable input has not been fully integrated into medical practice. However, the recent 
large-scale studies mentioned in the introduction did include advocates and activists 
in research design and implementation (USA, Rosenwohl-Mack et  al. 2020), variation 
specific health-advocates in initial recruitment (dsd-life, Europe, Nordenström et  al. 
2018), and advocates and activists in research design and implementation (Australia, 
Jones et  al. 2016). The collaboration between medical allies, activists, and health 
advocates in the US study is particularly encouraging as it yields data that is consid-
ered valid by the medical community while being ‘led by community input’ as indi-
cated in the Darlington Statement (Eve et  al. 2017, 5).

Conclusion

This paper has analysed the ways in which the over-medicalised paediatric care of 
intersex people contrasts with a lack of appropriate healthcare for adults with varia-
tions of sex characteristics. This dynamic has its roots in the emergency paradigm 
that characterised the protocol developed in the 1950s, which sought to eliminate 
evidence of variations of sex characteristics in infants, due to cultural fears about 
gender and sex diversity, and related practices of secrecy.

Importantly, however, excessive physical interventions in childhood can lead to a 
range of physical and mental health problems that can last a lifetime (Morland 2009; 
Griffiths 2021). This pattern of long-term negative health impacts stands in stark contrast 
to the efforts of clinicians to ‘fix’ variations of sex characteristics at an early point in 
childhood. Current lack of provision in specialised adult care implies the assumption 
that this ‘fix’ will eliminate the need for further care for people with variations of sex 
characteristics, whereas in reality, care needs can be complex and multifaceted.
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The lack of adequate or appropriate adult care is a recurring theme in the literature 
and interviews analysed in this paper. We explore the connection between deficits 
in adult healthcare for individuals with variations of sex characteristics and the view 
that the birth of intersex infants should be treated as a medical emergency, even 
when there is no risk to life. The erasure of intersex traits in childhood is compounded 
by a lack of appropriate adult services. This paper highlights the perspectives of 
activists, health advocates and medical allies, identifying several sub-themes related 
to the long-term impact of childhood medical treatment and the challenges associated 
with accessing appropriate adult care.

The authors acknowledge the limitations in terms of the paper’s small dataset (40 
interviews drawn from three European countries) and its focus, which is primarily on 
the Global North. It does not aim to be representative of all healthcare situations for 
minors and adults with variations of sex characteristics. Rather, we hope to provoke 
discussion about the complexities of adult intersex people’s healthcare, to draw 
attention to the current severe deficits in care, and to point out a core problem 
regarding the temporally situated ‘fixing’ and ‘emergency’ paradigms of intersex health-
care that remain dominant in many countries today.

We build on existing literature regarding the temporal disparity concerning medical 
interventions, notably Danon’s (2018) emphasis on the significance of temporality in 
understanding the healthcare needs of intersex individuals, as well as Garland and 
Travis (2020) exploration of emergent body rights issues. Addressing temporality 
allowed us to delve further into the consequences of the emergency approach. These 
include practical difficulties with the lack of transitional care for individuals reaching 
adulthood, feelings of anxiety and uncertainty, inadequate specialised and general 
healthcare services for adults with variations of sex characteristics, and lack of data 
about adult intersex people’s healthcare, especially the long-term effects of interven-
tions on minors. Research participants also highlighted the effects of stigmatisation, 
which is also linked to the fallout from the emergency model, fostering cultures of 
secrecy. As a result, some individuals avoid healthcare altogether due to discriminatory 
experiences, or resort to do it yourself approaches. The emergency paradigm in 
childhood may also lead to some intersex people being assigned to a gender that 
they subsequently need to change, adding a temporal dimension to their lives in 
which they are forced to confront both transgender and intersex discrimination in 
healthcare settings (Ní Mhuirthile et  al. 2022).

Our paper is situated in the context of activist demands to halt unnecessary medical 
interventions on minors who are too young to consent (Chase 1998). Despite these 
demands, parents continue to be offered insufficient non-surgical alternatives and 
support services (see Liao, Wood, and Creighton 2015). Our research highlights the 
detrimental impact of concentrating care and research in the field of paediatrics, 
including not just the continued perpetration of interventions that are often harmful, 
but also neglect of transitional and adult care. More broadly, there is a pressing need 
to shift away from a focus on early interventions and instead adopt an approach that 
takes into account intersex people’s lives over time. As one aspect of medical reform, 
better use can be made of the resources and knowledge that intersex activists and 
advocates have developed. A possible solution is to prioritise the health needs and 
requests of individuals by involving intersex people directly in health research design 
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and implementation (in a manner that is properly acknowledged and renumerated) 
as part of a broader cultural shift towards the democratisation of healthcare.

Note

	 1.	 dsd-LIFE was a EU funded medical research project conducted in 14 European medical 
centres across France, Germany, the Netherlands, Poland, Sweden and the UK between 
2012-2017 “with the purpose to improve clinical care in individuals with differences of 
sex development (intersex conditions)” https://www.dsd-life.eu/about-dsd-life/index.html
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