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Keywords:
 Objectives:: The diagnosis of intersex or variations of sex characteristics (VSC) often has a big impact on families who
fear social stigmatization. Research has shown that intersex populations often experience important health disparities
and that poor mental health and daily function are common among youth with VSC. The present study aimed to ex-
plore what healthcare professionals of adolescents and young adults (AYA) with VSC find important in terms of care
to this group of patients.
Methods:: Semi-structured interviews were conducted with Swiss healthcare providers involved in the care of youth
born with an intersex variation. The qualitative data were analyzed using reflexive thematic analysis.
Results::Analysis resulted in sixmajor themes: (1)With regard to patients’ and families lived experiences, interviewees
reported that fertility was as amajor issue for parents but not for intersex youth as theywere said to live in themoment.
(2) Respondents considered various forms of psycho-social care (professional support, peer support and informal sup-
port from family and friends) to be of fundamental importance for their patients, but many of them seemed critical
about support from advocacy groups and activists. All healthcare providers reported significant gaps in (3) the transi-
tion process and (4) the establishment of multidisciplinary care teams due to structural, provider- and patient-related
barriers. (5) Participants were in favor of a more holistic and patient-centred care approach and (6) were critical about
the medicalized use of DSD (disorder of sex development) with patients and families.
Conclusion:: These findings suggest that although clinicians work hard to implement a holistic approach to care, their
intentions are often undercut by a desire to hold a position of medical control. Healthcare professionals need to come
to see medical uncertainty not only as a threat but also as an opportunity.
Intersex
DSD
Medicalization
Psycho-social care
Transition care
Qualitative research
1. Introduction

Individuals born with variations of sex characteristics (VSC) are persons
inwhom the development of chromosomal, gonadal or anatomical sex does
not match the binary male-female model [1]. Since the Chicago Consensus
Statement of 2006 [1] the diagnostic term for these conditions is DSD,
which stands for disorders of sex development. The acronym, although
widely adopted by health professionals [2,3] has been met with criticism
by affected persons, parents and support groups who consider the first
part of the abbreviation – disorders – as deeply problematic and stigmatiz-
ing and prefer to use terms such as intersex, VSC, differences of sex develop-
ment, refer to diagnostic categories (e.g. CAH, CAIS etc.) or rely on more
descriptive terms of how bodies work or look like [4–7].

According to Belgian gynecologist Petra De Sutter [8], word choice is
not a trivial matter, but has a significant impact upon reality. That
, disorder (or difference) of sex develo
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terminology might influence medical decision-making and care is testified
by the study of Streuli and colleagues [9] which shows that parental deci-
sions regarding early genital cosmetic surgeries are greatly influenced by
the type of counseling – medicalized or de-medicalized – families receive
from medical providers. Likewise, the findings of the study by Johnson
and colleagues [4] suggest that care providers’ use of theDSD nomenclature
might negatively affect intersex persons’ healthcare utilization and partici-
pation in research. Similarly, themixedmethods study of Callens et. al. [10]
demonstrates how important it is for healthcare providers to use a shame-
free vocabulary about sex, bodily variation and pleasure in order to im-
prove the sexual wellbeing of intersex youth.

The 2006 DSD consensus statement (and in its update of 2016) and its dis-
cussions on language and terminology were closely connected to those on
medical management and care [1,11]. In fact, apart from the introduction of
the broad term DSD, the major recommendations of the consensus included
pment; HCP, healthcare professional(s); MDT, multidisciplinary team; VSC, variation of sex
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(1) the deferral of cosmetic procedures until the age of informed consent, (2)
open and ongoing communication with families, (3) shared decision-making
and (4) long-term multidisciplinary care, including psycho-social support for
both patients and parents. Despite this ideal of goodmedical care, the question
remains to what extent this new medical narrative has been put into practice.
Existing empirical evidence shows that in most countries the medical commu-
nity has been rather hesitant to institute full deferral of elective surgeries
because it is believed to challenge parents decision-making power [12–14].
For this reason, advocacy groups argue that the consensus statement has failed
to defend intersex persons’ right to physical integrity and self-determination.
Despite important human rights advances, themain focus still lies on reaching
the correct diagnosis to reduce uncertainty about optimal treatment rather
than in protecting being intersex as a human variation of sexed embodiment
[15]. There remains thus a huge gapbetween the rhetoric of change and actual
clinical practice [16]. Furthermore, regardless of the focus on patient involve-
ment and individualization of care, medical practices continue to be parent-
rather than patient-centered [17] and the implementation of functional multi-
disciplinary teams remains difficult [18]. Finally, despite increasing calls for
adequate counselling, there is still much room for improvement both in
terms of the quantity (i.e. availability) and quality (i.e. experts) of sustained
psycho-social support for both patients and their families throughout the life-
course [19,20].

The diagnosis of VSC often has a big impact on families who fear nega-
tive reactions and social stigmatization. Research has further shown that in-
tersex populations often experience important health disparities and that
poor mental health and daily function are common among youth with
VSC [21]. Holistic support is of prime importance to foster self-acceptance
and empowerment, especially during adolescence and young adulthood
due to crucial physical, cognitive and emotional changes that characterize
this developmental period. However, within the context of VSC, most sup-
port services are targeted towards parents of intersex children with the re-
sult that the needs of adolescents and adults are often overlooked [22].

The present article aims to contribute to the improvement of support
services for adolescents and young adults (AYA), aged 15-29, with VSC in
Switzerland. Under influence of TheNational Advisory Commission on Bio-
medical Ethics (NCE 2012) and activist organizations (e.g. InterAction and
Zwischengeschlecht, Swiss healthcare professionals seem to be more sup-
portive of non-interventionist pathways but currently no specific clinical
or legal guidelines exist to prohibit irreversible and unnecessary medical
treatments [23].

An important step towards the sustainable development of holistic care
for intersex youth consists in taking into account the viewpoint of both pa-
tients and providers in order to meet their needs, values and preferences
and overcome potential differences in expectations. Here we focus on
healthcare professionals, data on the perspective of AYA with VSC have
been published elsewhere [24]. Particularly, we aimed to explore
healthcare providers’ (1) awareness of AYA’s support needs, (2) their atti-
tudes towards available (professional and informal) support models, (3)
their beliefs regarding barriers to implement holistic care, as well as (4)
their recommendations for improvement. To our knowledge, our paper re-
ports the first findings from qualitative HCP interviews in the Swiss
healthcare setting on this topic.
2. Theoretical framework

In line with standpoint epistemology [25], this study will take into
account the researcher’s positionality and its impact on the research topic,
the research participants and the overall research process. Both authors
are intersex allies, but do not identify as intersex themselves. The last
author has a background in philosophy and bioethics but has a no medical
expertise. The first author possesses a strong scientific andmedical literacy,
but does not yet hold a leading position in a medical institution. Hence,
both authors are, to a certain extent, outsiders to themedical establishment.
Still, the interview study was set up in the conviction that young intersex
adults’ quality of care and wellbeing can only be improved by fostering
2

an interdisciplinary dialogue between scholars in the humanities and pro-
fessionals in the field of medicine.

3. Methods

Thefindings for this paper come from a larger qualitative study that aimed
to gain data on what different stakeholders consider important regarding care
of AYAwith VSC. For this overall studyHCPs, parents and intersex youthwere
interviewed. The three participant groups were not correlated per set because
participating parents and healthcare providers were not necessarily the par-
ents or treating physicians of the recruitedAYA.Moreover, weweremainly in-
terested in stakeholders’ personal experiences and attitudes rather than in
establishing what “really” happened in caregiving relationships.

3.1. Participant selection and recruitment

Participant selectionwas based onHCPs’ involvement in the care for ad-
olescents and young adults (aged 15 and 29) with variations of sex charac-
teristics in Switzerland. No restriction was placed on the type of
specialization (e.g. endocrinology, urology, surgery, gynaecology etc.) or
on participants’ nationality. Candidates were identified based on their affil-
iation with the Swiss working group on DSD, by browsing the professional
pages of teams in DSD relevant departments of major Swiss university hos-
pitals and through snowballing. Eligible candidates were contacted individ-
ually via email by the research team. As this is a qualitative study, no
representative or randomly selected samples were pursued since that is nei-
ther necessary nor appropriate.

3.2. Ethics approval

A clarification of responsibility (jurisdictional inquiry) was submitted to
the leading ethics committee which stated that the research project falls
outside the scope of the Swiss Human Research Act given that no medical
datawere collected, but that the project fulfils the general ethical and scien-
tific standards for research with humans.

3.3. Data collection

A semi-structured interview guide was developed based on a close re-
view of the literature and on discussions with stakeholders from the 3
groups. To verify the adequacy of the interview guide, a pilot interview
was conducted which resulted in some minor adjustments. Questions fo-
cused on the common concerns of families and young persons across the
life cycle (as perceived by HCPs), on existing support services for youth,
on the challenges that healthcare professionals face when caring for inter-
sex youth and their families, on societal views of intersex and on conceptual
issues with regard to terminology.

The interviews took place in Switzerland between November 2018 and
May 2019. A few days before the interview took place, a study information
sheet was sent to the participants. Before the start of the actual interview,
the overall purpose of the study was explained once more and remaining
questions were addressed. Participants were also asked about their pre-
ferred terminology (e.g. DSD, variations of sex characteristics, intersex
etc.). All subsequent questions were customized based on this response.

The interviewswere conducted by the last author, a senior researcher in
bioethics with a solid experience in qualitative research. Before the start of
the interviews, written informed consent was provided. The interviews
lasted between 45 and 80 minutes. Except for one, all interviews were con-
ducted in person.

3.4. Data analysis

The interviewswere recorded upon consent and transcribed verbatim for
the qualitative analysis of the text. After accuracy check, the transcripts were
transferred into the qualitative analysis software MAXQDA to support data
analysis in a structured way. Reflexive thematic analysis [26] was chosen
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to analyze the empirical data and tofind patterns across the dataset. In afirst
step, transcripts were read several times to encourage data familiarization.
Then, the two authors coded the data based on a close line-by-line analysis
and examined the codes to identify potential themes. In order to reflect on
the data and to make sure that nothing had been overlooked, in a next
step, the two team members refined their respective categories and provi-
sional themes by discussing and checking them against the dataset. When
needed, sub-themes were added and similar ones were combined. In the
last step of the analysis, clear definitions and names for each theme were
generated.

4. Results

The semi-structured interviews were conducted with five healthcare
professionals (HCPs), including three endocrinologists, one paediatric sur-
geon and one urologist (who is also a surgeon). All participants are involved
in the care of AYA with a VSC. Most of them work in university hospitals.
Only one provider worked in the adult healthcare sector.

Analysis of the interviews resulted in six major themes: (1) AYA’s and
parents’ lived experience as perceived by HCPs; (2) the importance of psy-
cho-social care; (3) lost in transition; (4) interdisciplinarity, still a long way
to go; (5) towards a new care paradigm? (6) What’s in a name: HCPs’ view
on conceptual issues (See Tables 1–6).

4.1. AYA’s and parents’ lived experience as perceived by healthcare professionals

Although parents were believed to be worried about how to disclose their
child’s diagnosis to people in their surroundings, according to HCPs, parents’
main concerns regard their child’s future psycho-social and physical well-
being. All participants argued that the risk of infertility is an important source
of distress formost parents, often already at an early age. [1.1] Unlike for par-
ents, physicians don’t perceive fertility to be a major point of concern for
AYA. They seemed to attribute this to AYA’s focus on “living in themoment”.
[1.2] When probed about AYA’s questions and concerns about sexuality and
relationships, opinions differed among HCPs. Some reported that regarding
these topics, AYA with VSC are not that different from other AYA. Another
physician stressed the importance of asking very specific questions to AYA
and reported differences in sexual satisfaction among youth with VSC. [1.3]

Many participants argued that, like for other AYA, “not being different
or special” is a central issue for many of their patients. Adolescence and
young adulthood were said to be challenging transition moments for
youth in general, but HCPs believed that these challenges are often ampli-
fied for AYA with VSC due to their perceived bodily difference. [1.4]
Table 1
Lived experience of AYA and their parents as perceived by HCPs.

1 Lived experience of parents
Physician 4: They don't want the child to be stigmatized by society (…) “How can I deal with
family, aunts, grandparents (…)

Physician 1: B: The main concerns are associated with psychosocial development: “will they b
Physician 5: The most concerning question is always fertility (…) Even if the child is 2 or 3 y
2 Lived experience of AYA
Physician 2: the question of fertility by the patients does not come up (…) we speak about fe
something that they're very much interested in when they're adolescent. Maybe because the

Physician 4: children think in the moment and then if you tell them we can arrange this (…)
13-year-old girl fertility is far away.

3 AYA’s Sexual health issues
Physician 3: I would say they're not worried at all (…) I don't think they have more problems
these patients that didn't know, they have more problems than those who know

Physician 2: These concerns are not expressed spontaneously; you need to ask a little more. (
less concern about their sexual life and seem relatively satisfied. Women are much less satisfi
was successful, they feel a sort of shame.

4 Being different
Physician 5: They want to be and have a similar development like their peers. When their best
If the others already had their menarche, they want the menarche as well (…) That is a prob

Physician 4: I think the most difficult period is really puberty. Which can be already difficult
which they really realize that they might be different. Usually during puberty, you want to be
sometimes be a real challenge.

3

4.2. The importance of psycho-social care

Overall, all respondents considered psycho-social care to be of funda-
mental importance to allow patients and parents to come to terms with
the challenges related to their lived experiences. Throughout the inter-
views, HCPs mentioned three forms of support: professional support; peer
support; and informal support from family and friends and from advocacy
groups and activists. Overall, most participants were supportive of psy-
cho-social care, but tended to be critical about the support provided by ad-
vocacy groups and activists. This might explain why HCPs tried to set up
referral practices for both professional and peer support, but were much
more reluctant to inform or refer their patients to intersex support groups.
In what follows, we discuss all three forms of support with view to our
interviews.
4.2.1. Professional support
Care providers stated that professional psycho-social support from ex-

perts is of crucial importance to enable their patients to process what has
happened to them in the past (i.e. surgery) or to better understand what
their diagnosis means and implies. Many of them also argued that this
kind of support underlines the importance of interprofessional teamwork.
[2.1]

Given the importance of psycho-social care, participants really tried to
refer their patients to the psychologist for support. Still, they listed a series
of important challenges - both structural and patient-related – that compli-
cated this referral. One significant barrier identified by our participantswas
the lack of funding on the part of the hospital to employ a mental health
specialist. Concretely this means that the psychologist is not an integral
part of the medical team, but somebody external. As a result, patients and
families need to set up additional appointments in order to receive this
kind of support. Some HCPs argued that this constituted a major obstacle
for two reasons. First, often patients feel somehow ashamed to go to the
psychologist and secondly it is time-consuming. [2.1]
4.2.2. Peer support
Physicians strongly supported the concept of peer support as only AYA

with VSC (and their families) can really capture the challenges and needs
that their patients face. Support among AYA with VSC such as sharing
their own experiences, ways of processing and coping strategies can be
empowering. HCPs cannot provide this type of support, so it’s important
to set up peer contacts. They further acknowledged the importance of
integrating the patient perspective into their care approach. [2.2]
the people that take care of my child and the naps and without saying anything?” The

e able to have a partner, a family, yeah, how will their life be changed by this diagnosis?”
ears old I have to talk about fertility (…) Next, growing is a quite important subject.

rtility when they're about ten, twelve years old, but they really do not get it (…) It's not
y have other problems.
then for the moment it’s okay. As I said, it's not fertility which is a big thing, even for a

than other adolescents. They have problems when they don't know what happens (…) So

…) It is different, I think, compared to the rest of the population. Men with DSD express
ed, their sexual life is more problematic, because of anatomical reasons. But even if repair

friend is starting their breast development, they want to start breast development as well.
lem when they are 14, 15 years old.
for other children and in these children it's extremely difficult (…) it is the latest point in
like all the others. You have the same clothes etc. You don't want to be different. This can



Table 2
The importance of psycho-social care.

1.Professional support
Understanding diagnosis Physician 2: there are patients, they had a diagnosis, but they didn't understand the diagnosis (…) You have people of my age, who never had

an explanation or an explanation they could understand (…) So they need support to understand what they have. So I think for adults and
adolescents the psychologists and psychiatrists are the best, but psychologists mostly (…) if we go back to the older days, when physicians
thought they could do everything by themselves and that's not possible. So you need to send people to experts.

Challenges to psychological support Physician 5: It would be easier for patients to accept psychological help if we had a person in our team and she or he would come with me to
the consultation and they [the patients] would know her and perhaps 2 or 3 consultations later there is a relationship (…) Our patients need to
go on a separate date and they do not want that (…) Most of them they do not want any psychological help because first they do not want to
admit that they are different and second, I have the impression they have so many dates with school with friends, with our department, that
they do not want to have more appointments with doctors.
Physician 4: This is still the image: "Well I don't have a psychiatric disease, so why do I need this?" That's the same in children with diabetes. We
always say: "Well, but you have a chronic condition. And chronic usually means that there is no healing, there might be a very good treatment
and part (emphasis) of this treatment is this psychological coaching, especially around puberty." (…)

2 Peer support
Sharing lived-experiences Physician 2: There are things and problems that do not seem so important to us; for example, the voice. Have you ever thought of a person who

has a deep voice because they were exposed to androgens during development, but they are women? So they pick up the telephone and they're
mistaken for a man. (…) These are things that we don't consider because we are concentrated on other things, but they're everyday things, you
don't expose your genitals usually every day to everybody. But you expose yourself with your face and your voice. We should look at this and see
what sort of discomfort these people face (…) we can learn so much from these people and then change (…) the patient knows much better

Challenges to peer-matching Physician 5: Sometimes patients ask us and then we ask patients where we think they would fit together. (…) It's our job (…) It would be very
helpful if we had for example 2 or 3 parents or 2 or 3 patients from about the age of 16, 17, 18 who say: "Okay, I'm a kind of peer-parent or
peer-patient. You can always contact me if you have a patient with my disorder. I can I can help them; I can guide them."
Physician 1:We are trying to connect families, but this is of course very difficult. There are a lot of ethical questions. (…) I think that something
like that [network] is missing in Switzerland and we would like to support the formation of groups because I think this is very important that
parents can talk to other parents and not only to professionals.
Physician 5: It’s always difficult for us because we do not have so many patients in our department. [Name of Swiss city] is a small city, it's not
like Berlin or Paris or New York (…) and then it has to fit for example a Mosaic Turner with spontaneous puberty is something so different than
a Turner patient without puberty. Sometimes it's already a problem for them if they are living for example in [Name of Swiss city] and the other
patient in [Name of other Swiss city]. Then the distance is too far (…) That is the “Kantonsgeist". They always stay in their Kanton (…) and then
you have the French speaking patient who does not want to or cannot talk to the German speaking one and so on.

3. Informal support
The role of parents Physician 3: [the role of parents?]. Understanding, helping, be patient, explain, I think we have an important role informing the parents, so

they know what to do and what to say.
Physician 2: the parents need to be helped by us from the beginning to accept the child (…) they need to work on themselves, but I think one of
our roles is the bonding process (…) I think we need to help them and show them that the child is normal. So the role of the parents is support.

The perceived role of advocacy groups
and activists

Physician 1: I still remember when I was a young resident that it was the surgeon who talked to the parents and made decisions with the
parents (…) They didn’t know at that time how to work with the parents and to support them so they could really make informed decisions. I
think that these activist groups maybe twenty years ago or even more played a very important role to change that way of thinking in the medical
community.
Physician 4: I think they are not that important anymore (…) they had more importance in the older days but nowadays with the internet
people who want information they get it. They don't need the groups.
Physician 2: It is extremely important for certain people. It opens their eyes to know that they're not alone. There are very practical things that
we don't think about, but the families go through. Change of sex assignment, bureaucratical, practical stuff, infections after operations (…) for
some people I think it's very important, because they share experiences. So I think it's extremely important, if they don't get extreme. If they get
extreme, then it's detrimental for everybody because we are not the enemy.

HCPs attitude towards advocacy groups
and activists

Physician 1: I think this [LGBTQIA+ support groups] would be probably too confusing. That would be my impression for the parents. Imagine
you have a new-born baby and then you go to these groups where there is such a wide spectrum of ideas. I do not know, I don’t think that this is
helpful in this special situation, of course later on, with teenagers, it is their choice to get involved with these groups, that is absolutely fine.
Physician 5: For some groups there's only white and black and there's no grey. (…) So of course I understand that their suffering and they don't
want anyone else to suffer like them. But sometimes they do not understand that their way is not necessarily the way of others and times have
changed (…) but actually this is only my private opinion because I have had no personal contact with these groups (…) Perhaps we have to
change our mind as well and ask these things to our patients as well; if they need such a group or if they want to have contact with such a group,
if they already had contact with them (…) What I say to them in these 30 minutes of consultation is mostly lost the moment they leave me. Not
everything, but a lot of it at least. But when they look this YouTube videos and films … you can convey so much more information than in a
consultation (…) They do not ask me where to go, they know much better than me. I can ask them perhaps.

1 Switzerland is a federal state composed of 26 states, or cantons, which together form “the
Confederation”. The cantons, as states within the State, have considerable legal and political
sovereignty.
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Although many participants recognized the fundamental role of peer-
support for the wellbeing of their patients, they found it very challenging
to set up this type of support. They argued that the organization of peer-sup-
port heavily depends on the willingness of the physician and on the avail-
ability of other AYA and their families who offer themselves as
volunteers. They further referred to some important ethical barriers, such
as privacy and confidentiality. [2.2]

Some physicians also believed that the rather small number of patients
with VSC and the rarity of these variations made it difficult to match AYA
with the same condition. Although Switzerland is a relatively small coun-
try, they argued that the geographical dispersion of AYAwith VSC, together
with the different language communities constituted considerable practical
obstacles for their patients, something they attributed to the typical Swiss
4

cantonal1 mindset. Only one physician considered the possibility of peer
support online, but was unaware of any sites or online communities herself
[2.4].

4.2.3. Informal support

Family, and in particular parentswere seen as themain source of informal
support by most physicians. The HCPs saw it as their role to support parents
by enabling them to bond with their children, and by providing information



Table 3
Lost in transition.

1. Lack in continuity of care
Physician 2: There is absolutely, as far as I know, no transition and no adult endocrinologist
who wants to take these patients. That's very difficult, so they get lost.
Physician 3: I think that we have to find the right people who are ready to help these young adults. (…) Psychologists and nurses are very important.
And I think these two persons should be the red line between childhood and adulthood.

2. Physician related barriers
Lack of expertise Physician 1: I think it could be improved so that also the adult endocrinologist is a specialist in DSD and not just somebody who treats 99% diabetes

patients or whatever and has only one patient with DSD.
Physician 4: sometimes it's not that easy to find the right partner. Especially for Turner women, for example. For a long period, it was always the
gynecologist which we thought to be the most important one, but this was shown not to be true (…) nowadays we know that Turner women need a
cardiologist because you have to check the blood pressure, so the cardiologist is much more important than the gynecologist.

Discomfort Physician 2: They [physicians] are at unease with regard to the rareness of these diseases, if you want to call it this way, I think there might be a
problem because nobody is specialized in that. (…) it's the complexity and the social impact of these diseases that sort of scares some of the colleagues.
These are conditions that need multidisciplinarity (…) They also raise ethical concerns (…) then you have certain cultural aspects, let's face it, I mean,
sex is a complex issue.
Physician 4: The gynecologists are not that much interested in this replacement therapy (…), it's more interesting in puberty where you have to adapt
always to age, to the weight of the children. In adult medicine it's not like that.

3. Patient related barriers
Timing of transition Physician 4: you have to plan the transition. It's what we do in our hospital this is somewhere between 16 and 20. So we have 4 years the time and I

mean there are patients where we can feel that with 16 they don't want to sit with other children anymore in the waiting room and then you do it
earlier. And other ones who are very happy and then you do it until they're 20.

Past medical experiences Physician 2: adolescents, you know, they are complicated (…) But for DSD, I see, there are [other] difficulties. Maybe the patients also are not, you
know, very much, they don't want to see doctors (…) the people of my age they were, you know, examined every six months (…) It's very, very pained
(…) nobody wanted it, at that time we thought this was the right thing to do. There was no bad intention, so we were convinced that that was the right
thing to do, and now we are convinced we should do it better.

4. Structural barriers
System differences and financial
barriers

Physician 2: They don't bring any money. I mean after the operation is done, the rest is just on us. (…) a cantonal problem? It always is (laughs), I
mean, it's an additional element that makes it difficult (…) I don't think every university hospital should have adult endocrinologists taking care of DSD
patients. But we should have one or two (…) the focus is only on the pediatric patients, we sort of forget the rest.
Physician 5: for all chronic patients to leave the pediatric department [is challenging] because we handle our patients totally different than the adult
doctors. For us it's we have to organize everything, if they don't come to us, we call them and if they need anything we write letters or we send them
prescriptions and so on. In the adult department it's so different. They have to call and if they miss an appointment they have to look for the next
appointment. (…) in our department at the beginning at least parents are quite important (…) And in the adult department parents they don't play any
role anymore.
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to them. [2.3]. Participants were much more divided about support from ad-
vocacy groups and activists. SomeHCPs believed that the role of these groups
is relegated to the past: although they brought about an important shift in the
medical management of VSC, they are no longer beneficial today. Other phy-
sicians thought they could still be important in terms of support and aware-
ness raising as long as they do not become “extreme”. Some HCPs seemed
to regret the hostility of some activists towards HCPs. [2.4]

A few respondents also expressed concern about the fact that some of
these groups do not focus only on intersex but cover LGBTQIA+ issues in
general . They argued that this risks to be confusing, especially for parents.
Table 4
Interdisciplinarity, still a long way to go.

1 The need for improvement
Physician 4: I think, especially in a small country like Switzerland, we should collaborate mor
experience always remains limited (…).

Physician 2: I don't look at patients alone. It's really a teamwork and that is the best you can d
(…) these patients are a little complex, they are anatomically complex and they're psycholog
they're not experts. Nobody really, so it's a pediatric thing, the multidisciplinarity.

Physician 1: One thing that is missing in Switzerland is a Swiss network that helps profession
experience of the healthcare professionals involved, so if there is a psychologist who sees on
these families. So, we try, we are working on this to create a Swiss network so we can at lea

2 Different mind-sets
Physician 3: It is difficult to understand really how it [MDT]works and how it should work W
of the group but nobody calls her (…) it's our fault (…) It's a problem of organization or a pr
not? I think it's highly important. Why didn't I do that more often? I don't know.

Physician 2: you have to defend the phenotype and the psychologists say that this procedure
little bit irritated by this sort of questions because we just wanted to work (…) in the beginn
was coming up with these ethical questions and then we were like: what is this? (…) I mean
pfff (laughing) now he needs to be there.

3 Structural barriers
Physician 5: I talk more about future problems for example: "What are your fears?" and "Wha
more open for that but not enough (…) I know where I need help and it's sometimes difficul
(…) for me and for my patients (…) It's just a question of money.

Physician 1: in Switzerland, in many hospitals people are afraid that they lose patients, and t
center. So, there are a lot of political issues behind it and maybe the ego of people, (…) but th
to not allow smaller hospitals anymore to do the management of complex DSD cases.
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One participant acknowledged that she does not really know these groups
on a more personal basis and admitted that she does not ask her patients
whether they would like to establish contact with them or maybe have al-
ready done so. None of the interviewees seemed to refer their patients to
these groups. [2.4]

4.3. Lost in transition

Adolescence and young adulthood are a time of significant developmen-
tal transition and have an important impact on psycho-social wellbeing.
e because everybody has some of these patients but nobody has a lot of them and of course

o for us and for the patients (…) the multidisciplinary team is actually a pediatric creation
ically complex; it's ethically complex (…) most colleagues do not like these sorrow things,

als in the widest sense (…). The quality of care that is provided also depends on the
e DSD patient per year, I do not think he or she is qualified to really give good support to
st exchange ideas, maybe discuss cases etc.

ell here we try (…) the ethicist. I think we should ask her more often (…) she is a member
oblem of willingness, you know? Do we want that or not? Do we think it's important or

could have traumatic effects. You know that's a different point of view. Some of us were a
ing of our history as a multidisciplinary team (…) it was 2012 or 2011 (…) he [ethicist]
, it's absolutely essential that he dared to speak out, but in the beginning it was a sort of,

t are the different possibilities for example for fertility preservation or counselling." I'm
t to get help (…) I always say: "I'm not a psychologist." (…) I do not get the support I want

hat they are not as important anymore when they send more complex cases to a bigger
at is going to take another few years until that will be implemented from the political side



Table 5
Towards a new care paradigm?

1. Past vs. present practice
Attitudes towards early surgical
intervention

Physician 3: What are the real indications?" [to operate] Really, there aren’t any. So they say: "There can be complications if we don't operate."
Wrong. "It's easier, when the child is small." Wrong. (…) when there's no indication, you have to get the consent of the child, before operating, I
wouldn't do any operation otherwise. (…) It's very strange to see that DSD is the only field and subject where parents or patients are angry with the
doctors.
Physician 1: being a surgeon of course I am not against surgery (laughs) but it should happen within this whole setting of support from many sides
and if then the whole group and the parents decide that in this particular child and in this particular situation it is good to do a surgery early in life,
then I am happy to do that. But, I do not want to be the person telling the parents you have to do that otherwise your child will be unhappy for the rest
of his or her life.

Regret about practice in the past Physician 3: From 91 to now, my care practice has changed, drastically (…) I started to read about ethics, about patient outcomes, about behavior
and, well I mean for me it was more and more clear, that we should be very careful about this (…) are we really doing the right thing? It was 99 (…)
for two girls I have made vaginas when they were 9 or 10, it was a big mistake, I wouldn't do that again.

2. Perceived challenges and recommendations
Supporting parents Physician 2: So for me, when I talk about variations of sex development, I try to mitigate the idea of differences or of diseases because it's a very

difficult and complex situation. (…) if the parents do not accept the child, everything is much more difficult. So acceptance and bonding are
absolutely necessary. That's why I try to be as moderate as possible.
Physician 1: The “typical” parents come to me, the surgeon, and say: if you can do something to make my child look normal, then please do it. You
understand what I mean? Our job is to make them really understand what they decide and why and this is sometimes very challenging (...) everybody
wants to be perfect (…) and then of course these parents want the perfect child.
Physician 3: We try to explain that this difference doesn't mean much (…) I think it's important to that they know that we will do the surgery if the
child is really bothered with the “problem”, - you shouldn't call it a problem when talking to intersex people. If the child has really problems with that
we will do it earlier. If there is any complication, we will do it earlier. When they hear that (…) probably they they're more at ease and they accept
that.

Correct diagnosis Physician 1: the most challenging is still to make a correct diagnosis in the beginning. I think that once you have that, then in, I do not know, 75-80%
of the cases, you somehow know what to expect, and how to talk to the parents, how to explain them (…) the clearer the diagnosis is the more we can
know about the future and can therefore inform the patient and the parent, what to expect and how to deal with it (…).

Role of the surgeon Physician 3: Why do we have a surgeon in the team if the surgeon does not operate? If you have a surgeon in the team it means that the child will get
an operation, sooner or later. Maybe it's a mistake to have a surgeon in a team. If anyone would say: "We will not operate on your child." Why are you
here? I don't know. Maybe it's a mistake (…) I think for the moment it is important the surgeon says, you do not need an operation.

Societal views Physician 1: The other challenge of course is society. I mean, in theory it sounds wonderful, everybody can grow up as he or she or whatever she/he
(…) whatever that sounds in theory wonderful and of course I would support that, but that is not reality (…) generally speaking, people have
problems accepting that, really, as I said in theory it is nice, but how would the other children accept a child who does not know which toilet to use, in
schools, etc. (…) then of course for families that choose to go this way, to leave it open, then they need a lot of support to allow the children to grow
up without stigmatization. We see so many different parents from different parts of society, if you have an “intellectual” family who is capable of
thinking about all the consequences and about how to provide support, but it is completely different in the case of a family where we really have to
struggle to inform the parents and to make them understand.
Physician 4: you have the whole spectrum, the broadness … well there are intellectual people who (…) try to understand why and what happens
and things like that. And well, on to the hand people who think: we don't have to touch anything. This is god's will and..."
Physician 2: you know how multicultural we are and maybe there are situations in which the parents might push for a certain gender or sex, because
it's socially better than being a woman, and there we need to be a little careful with that.

Awareness raising Physician 3: School, of course, if the peers know what it is about and what this difference means, it would be much easier. (…) but this is a problem,
schools, X (Name of a Swiss philosopher) tried to give lectures in the schools at the age of 16, 18, which is good, about intersex and what is intersex
and not only about sexual education (…) here at least they have a lot of problems with sexual education and a lot of parents don't want that at all. (…)
She organized these courses for 1 or 2 years and after a certain time, she had to stop.

Societal openness towards
difference

Physician 2: I think the situation is much better nowadays. I mean there's much more acceptance. It's not yet, complete, but there is more
acceptance, if a boy sits to pee it's actually better (…) so it's something that is much more accepted. So I don't see special concerns.

Critical self-reflection Physician 3: [some of the most challenging aspects is] trying to be sure for myself that it's not a medical problem. It's difficult. I still believe it is and
these adolescents don't want to hear that. They don't want to hear that they're patients, they don't want to hear that they're sick, they don't want even
to hear that they have a difference and sometimes it's not very easy.
Physician 4: I just don't know whether parents have the right to tell us: "Well we would prefer that the child is just neutral (…) I have a little bit a
problem with this neutral stage for over 15 years. I mean, there is a certain time where you have to know whether you use this or that toilet and
whether you take the shower at school with these or that children (…) I'm not sure whether I'm tolerant enough for the third sex. I think this third sex
is just not accepted (…) (…) But I'm fully aware that there are other opinions which are also, which are valid (…).
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However, in the case of AYAwith VSC this period is also characterized by a
transitioning from paediatric to adult healthcare services. All HCPs re-
ported significant gaps in the transition process. Nurses and psychologists
were sometimes indicated as the ideal bridge figures to facilitate the transi-
tion process. Next to structural barriers, perceived challenges were both
provider- and patient-related. [3.0]

Participants often emphasized that DSD is an umbrella term for a wide
spectrum of variations and that this diversity is fraught with multiple chal-
lenges. For example, due to small patient numbers, healthcare professionals
in adult healthcare often lack medical specialization. Moreover, it is not al-
ways easy to identify who should take over the care of these patients during
transition because over the course of time and depending on the condition,
one type of providermight becomemore important than others. [3.1] Some
respondents believed that the complexity of these conditions scares many
of their colleagues off. Next to this discomfort, some HCPs also argued
that physicians are often not interested in adult patients with VSC as they,
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compared to children, aren’t challenging from a medical point of view.
[3.1]

Next to physician-related obstacles, participants also pointed to patient-
related factors that complicated the transition process. First of all, chrono-
logical age was not considered to be a good indicator to start the transition.
HCPs said it was important to adapt the process to the individual patient’s
needs. [3.2] Some physicians also argued that adult patients are often reluc-
tant to continue seeing medical providers due to traumatic experiences in
the past. [3.2]

Finally, HCPs also listed several structural barriers. For example, adult
patients with VSC were said not to be very profitable. On the other hand,
transition was rendered difficult due to geographical dispersion and the
need to organize the transition across Swiss cantons. Finally, one partici-
pant argued that the system differences between the pediatric and the
adult healthcare setting are huge and render the transition process more
challenging for their patients. [3.3]



Table 6
What’s in a name – HCPs’ view on conceptual issues.

1. DSD as an umbrella term
Physician 4: for me it's not so bad because it's so broad; maybe it's too broad. When we formed these DSD study groups with Swiss paediatric endocrinologists, well in the beginning we
were not sure whether we should include Turner patients, Klinefelter patients (…) I it's broad, so it's okay but it doesn't tell you a lot. I mean if you say: "I'm doing a study with DSD
patients." It is such a difference whether you speak about Klinefelter, Turner, even within CAH it's such a big spectrum.

Physician 5: I have a problem with this classification (…) hypospadias for example (…) it's so different from for example Turner syndrome or Klinefelter syndrome (…) I'm not very
happy that this is all DSD (…) and you emphasize with DSD always this sexual part [genitals] (…) but there is the brain as well and the attitude and the feelings of a patient.

2 Word-choice with AYA and families
Physician 3:With the families (…) I never use disorder and I have never used it (…) Disorder is out of my vocabulary. So what I use with the parents is variation of sex development and
we use this in the department (…) I think it's important not take on this term of disorder because it is stigmatizing and it means that you have to treat them.

Physician 1: for me it made absolutely sense to stop this terminology intersex because it has been connected to disease and to not very nice words. So we started using DSD in the sense
of disorder some time ago, but we changed, or me personally, I have changed to difference (…) because not all differences are pathological, that means that it is a disease that has to
be treated. In many situations it is just a difference.

Physician 2: The word intersex might be used on purpose by certain patients who like to identify themselves as individuals. But I don't use it, so if the patient spontaneously calls
themselves intersex, so I'll play with it, but I don't use it spontaneously, I don't like the word at all. But there are patients who really like to place themselves in between.

3 Avoiding labels
Physician 2: I tend not to use any label because it doesn't really help. So I don't use any label even when I talk to parents, I try to stress the fact that the child is okay. (…) for the
scientific part, you need to use labels. So I do use differences of sex development which allows me not to change the acronym, or variants or variations (…).
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4.4. Interdisciplinarity, still a long way to go

The challenges with the transition from paediatric to adult
healthcare services shows how important interdisciplinarity really is.
All participants argued that multidisciplinary teams (MDT) are essential
in the care of intersex patients given the complexity and the rarity of
these conditions. Still, they believed that there was still much room
for improvement.

Some argued that gaps in multidisciplinary care are more outspoken in
smaller centers andwithin adult healthcare settings. To address these short-
comings, a national network should be established which, according to the
participants, is currently missing in Switzerland. One physician expressed
the wish for more international exchange in order to provide the highest
quality of care to her patients. [4.1]

The respondents identified various barriers to the implementation
of MDT and the creation of a network within Switzerland. A first im-
portant perceived obstacle was related to the often closed mindset of
HCPs. Participants admitted how demanding it was for them to chal-
lenge their perspectives and to listen and integrate the viewpoint
from other professionals, in particular then from psychologists and
ethicists. [4.2]

The failure to recognize psychologists and ethicists as essential mem-
bers of MDT was according to one of our participants not just the fault of
physicians, but part of a deeper, structural problem. Recognizing her own
limits, she actively sought for support to care for her patients, but money
was time and again a stumbling block. [4.3]

Another important structural challenge to the creation of multidisciplin-
ary collaboration seemed to be hospital funding. Various participants re-
ported that among physicians there is often a certain reluctance to
collaborate with HCPs from other hospitals out of fear of losing patients.
This seemed especially to be the case for those working in smaller centers
with less experience with VSC.

According to our respondents the importance of multidisciplinary col-
laboration in the care of intersex persons was closely connected to the
shift in the medical management of VSC from a purely somatic to a more
holistic and patient-centred care approach.

4.5. Towards a new care paradigm?

According to our respondents the importance of multidisciplinary
collaboration in the care of intersex persons was closely connected to the
shift in the medical management of VSC from a purely somatic to a more
holistic and patient-centred care approach.

4.5.1. Past vs present medical practice
All participants agreed that the medical care of patients has changed

drastically compared to the past and most of them seemed to welcome
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this change, in particular the tendency to postpone elective surgery until
the child is old enough to participate in shared-decision-making. A few
HCPs were more supportive of surgery but only if the decision was taken
in collaboration with the entire treatment team and the parents. Partici-
pants argued they would never take such a decision on their own. [5.1]
HCPs with long-term experience in VSC also addressed the change in
their own care practices and some felt guilty about past actions. [5.1]
4.5.2. Perceived challenges and recommendations
Several participants reported that parents are often in favour of early

surgical interventions. Anticipated social stigma was considered a
major obstacle to deferring elective surgery together with families’ cul-
tural and religious background [5.2]. To combat stigma, many physi-
cians considered it important to raise more awareness and openness
towards intersex in society. Schools were often seen as critical venues
for understanding and practicing tolerance. Still, one participant argued
that education about sex, gender and sexuality is often met with a lot of
objection from parents and thus difficult to implement. [5.2] One par-
ticipant argued that concern for anticipated societal stigma is often
misplaced and that children are much more tolerant toward diversity
than adults think. [5.2]. It was rather parents’ obsession with “normal-
ity” that according to our participants lead to the decision of early sur-
gery. They reported, in fact, that parents often ask HCPs to do
everything to ensure that their child looks “normal”. Participants men-
tioned various strategies that they had used to challenge parents’ rea-
soning process. First, they try to make parents reflect on what “being
normal” really means. For this reason, when talking with families,
they prefer to use the word variation rather than difference in order
not to set the child apart from other children without VSC. Second,
they also reported that they try to re-assure parents that if they or
their child would encounter problems in the future, they can always
come back to their initial decision and start treatment or have surgery.
[5.2] Another important strategy used by HCPS to combat parents’ pref-
erence for early interventions was related to diagnostics. Some partici-
pants in fact believed that finding an accurate diagnosis which is
made in a timely manner is crucial to provide the best possible care as
it allows HCPs to somehow predict the future and thus provide families
the best possible care. [5.2] One participant even considered the option
of not including the surgeon in multidisciplinary consultations, but
feared that this could be counterproductive as parents often seem to
consider surgeons to be the most authoritative HCP when it comes to
the decision to have a surgical intervention or not. [5.2]

Despite their attempts to discourage parents to choose for early surgery,
someHCPS argued that the decision “not to operate”was only possible for a
certain type of family inwhich parents are highly educated and receive a lot
of support from their surroundings to counter social stigma. HCPs observed
this fear of future potential prejudice, stigma, and discrimination not only
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in parents, but also in themselves. Some were very open about their own
values and assumptions on sex, gender and sexuality and on how they
might impact the care of their patients. One participant described his own
difficulty of not considering VSC as a medical condition. Another physician
admitted his struggle with accepting non-binary gender categories. [5.2]

4.6. What’s in a name

The shift in the medical management of intersex has gone hand in hand
with an important change of terminology. All care providers agreed that the
term DSD is very broad.

Some saw advantages inworking with a term that is not too narrow, but
at the same time they all felt that the term risks losing meaning as in their
experience the diagnoses are so different that it is hard to make general
statements. [6.1]

All participants agreed that it was important to avoid the word “disor-
der” with patients and families as they considered it stigmatizing and pa-
thologizing. Some HCPs preferred the term “variation”, others used also
“difference” or their respective acronyms, also when talking with col-
leagues. None of the physicians seemed to use the word intersex, but they
recognized that their patients might identify with this term and they
respected that. [6.2]

One respondent preferred to avoid labelling altogether, and only used
labels at scientific gatherings or in academic publications. [6.3]

5. Discussion

The Consensus Statement and its update [1,11] have called for the inte-
gration of psycho-social support in the care of intersex persons. Research,
however, has revealed an important gap between these intentions and
available mental health services for children and adults with VSC and
their families [19,20]. The present study offers an important contribution
to the existing literature on support services by examining the perspective
of HCPswho care for intersex youth in Switzerland. Our study results reveal
a certain discrepancy between participants’ willingness to shift toward a
more holistic paradigm of care (including also psychosocial care) and the
unconscious tendency to both medicalize and de-medicalize youth with
VSC; a propensity that undermines a more holistic approach to care. In
the following, we discuss this apparent contradiction in relation to HCP’s
difficulty inmanagingmedical uncertainty and raise concern about the cur-
rent rhetoric of changed clinical practice.

Medicalization is often defined as the process by which some aspects
of human life that were not considered pathological, are turned into
medical problems [27]. Medicalization is generally considered to have
widespread negative effects, certainly within the context of VSC, given
the long-term history of irreversible normalizing medical interventions on
intersex bodies.

De-medicalization is commonly described as the mere opposite of med-
icalization, but is often left undertheorized. Moreover, research increas-
ingly shows that medicalization and de-medicalization can operate at the
same time [28,29]. Our present research seems to support this finding
and to illustrate that both of these processes might have negative implica-
tions for intersex youth.

In line with the Consensus, our study participants seemed very support-
ive towards the importance of open and on-going communication with pa-
tients and their families, multidisciplinary care teams, psycho-social
support and the deferral of aesthetic surgeries until the age of informed con-
sent. Those with longer work-experience often looked back critically at
their own actions. These regrets focused mainly on early, irreversible,
non-therapeutic surgeries and internal power hierarchies among different
healthcare provider types. Moreover, out of concern that it might patholo-
gize, participants tended to avoid the acronym DSD when talking with pa-
tients and their families. Thus, contrary to the Consensus, they seemed
quite conscious of the stigmatizing effect of language. In fact, in their com-
munication with families, some healthcare professionals encouraged par-
ents to critically reflect on their pursuit of a “normal” child.
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At the same time, participants appeared to be well aware of the difficulty
of implementing a holistic and de-medicalized model to care and reported
multiple barriers of different nature, including structural (e.g. lack of funding
and staff, hospital culture), and societal (e.g. binary sex/gender categories,
stigma) obstacles together with physician (e.g. lack of specialization; lack of
interest) and patient/parent-related (e.g. lack of time, anticipated stigma)
ones. To address some of these barriers, HCPs advocated for specializedmed-
ical training, awareness raising in schools and society at large.

Many of the reported barriers seem to be amplified in the case of AYA
with VSC, a group with intrinsic physical, cognitive, and emotional devel-
opmental specificities. In fact, various participants reported on the difficul-
ties in organizing the transfer of their AYA patients to adult providers. This
finding is in linewith other research that shows that transitional care for in-
tersex youth – like for other AYAwith chronic health conditions – often fails
due to the absence of specialized AYA care centres in smaller countries, the
systemdifferences between paediatric and adult healthcare settings and the
fact that physicians caring for adults lack adequate preparation in AYA
healthcare [30,31]. This might explain why our sample included only one
adult-care provider with expertise in VSC and why this physician expressed
great concern about their colleagues’ reluctance to engage with intersex pa-
tients because of the social and ethical complexities surrounding these var-
iations.

At the same time, the assertion – made by many of our child-care pro-
viders – that intersex youth are not that different from other AYA with re-
gard to questions and concerns about sexuality and relationships might be
problematic as well because in their desire to de-medicalize, they might
actually overlook the real-life concerns of their patients. Research
[10,15,32,33] in fact suggests that, contrary to what many of our partici-
pants argued, sexual health and fertility are often major issues for young
people with VSC. Underestimating these needs might have a negative im-
pact on the doctor-patient relationship and further complicate the transi-
tion process [10]. Furthermore, as suggested by previous research
[32,34,35] MDT members should promote patient’s sexual agency by ex-
plicitly challenging social norms regarding the body and what is “normal”
sex. However, this is only possible if they are consciously aware of their
patients’ concerns.

Psycho-social care is crucial to attend to the unique needs of AYA with
VSC [35]. The importance of mental health services was recognized by
our participants, but they listed a series of important challenges to their
proper implementation, including the lack of MDT in adult care settings.
This is consistent with the findings of other studies that show that psy-
cho-social care is mainly provided to parents and that the availability of
specialised staff is more advanced in paediatrics than in adult care [21].
As a result, AYAwith VSC risk experiencing discrimination during consulta-
tions and this in turn might lead to dropout from care especially during the
transition period [36].

Peer-support can be an important alley for intersex youth to validate
their experiences and overcome feelings of social isolation. Although in
principle many respondents seemed to value the role of peer-support in
the empowerment of their patients, in practice they found it challenging
to organize this peer-matching. They were for example concerned about
privacy and confidentiality issues and time management. However, it
would be sufficient to ask families and AYA’s whether they agree to share
their contact details with other patients and be willing to provide advice
to peers. Besides structural and ethical reasons, this hesitancy about peer-
matching was often motivated by the observation that every situation is
too particular and individual to allow people to connect. Fear of adverse
outcomes in the case of peer-matching can also be found in the oncology
context [37] and highlights healthcare professionals’ inability to accept un-
certainty. Careful peer-matching, i.e. matching based on same diagnosis,
treatment, age, etc., is, to a certain extent an expression of providers’ desire
for medical control and thus a form of re-medicalization which risks to de-
prive AYA from a unique source of support as the “perfect” match rarely
exists. Studies with intersex AYA show that they themselves favour low-
threshold peer support and counter the importance of the sameVSC diagno-
sis [24]. Many of the barriers cited by our participants were thus more
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perceived than real. Surprisingly, only one participant considered the
option of online peer support communities. They admitted to be rather ig-
norant about specific sites or social media channels for peer support. Due
to this unfamiliarity, HCPs risk missing out on important opportunities to
provide AYA tailored support.

Intolerance towards uncertainty could also be scrutinized in participants’
emphasis on the importance of providing a prompt and accurate diagnosis of
the underlying cause of VSC in order to improve counselling and guide deci-
sion-making. The development of new diagnostic tools has optimized diag-
nostics to a major extent, but has also created new medicalized categories,
grounded in genetics, that seem to allow for objective treatment decisions.
As such, the focus on diagnosis tends to favour action over deferral of correc-
tional surgeries and thus risks to harm intersex individuals. This might ex-
plain why despite increased scepticism, in many countries such surgeries
continue to be performed [12,18]. More work is needed to help physicians
cope with medical uncertainty and discuss it with patients and families as
disclosure of uncertainty is essential for true shared decision-making and pa-
tient-centred care [38–41]. However, this requires a change, not only in the
culture of medical practice, but also in that of medical education where the
overriding focus – as shown by our results – still seems to lie on curing uncer-
tainty rather than accepting it [42].

The wish to hold a position of medical control was also reflected in
the sceptical attitude of most participants with regard to the function
of support and advocacy groups in the care of intersex persons. Al-
though it would be highly beneficial for intersex youth if non-medical
perspectives would be taken into account, at present non-medical part-
ners are hardly included in the MDT [20,21]. Likewise, in line with
other studies [18] our results suggest that the representation within
the MDT of different types of care professionals (e.g. social workers,
psychologists and ethicist) is not yet a reality in many Swiss hospitals.
Endocrinologists and surgeons are often still the key caregivers. Such
a one-side clinical perspective within MDT, however, can reinforce
the risk of re-medicalization of intersex bodies, with this difference
that decisions in favour of early surgery have greater justificatory
power compared to the past since they have been taken not by one,
but by multiple providers [8]. We should not forget in fact that clini-
cians’ definition of the “medically necessary”might be grounded in (im-
plicit) normative understandings of sex and gender [43]. Hence the
establishment of a MDT is no guarantee for the postponement of early
elective interventions. Deeper structural changes to the hospital culture
might be required for this, although maybe nobody would go so far as
one of our participants who argued provocatively for the exclusion of
surgeons from the MDT.

Finally, the claimmade by someHCPs that intersex advocacy and activ-
ist groups have somehow lost their reason for existing because of changed
medical care is deeply worrisome given the substantial gap between the
post-consensus rhetoric of change and actual clinical practice.

6. Limitations

Our results are not generalizable to all healthcare professionals caring
for AYA with VSC. The modest sample size, the specific Swiss context and
the absence of gynecologists, psychologists and psychiatrists in our sample
render such a generalization impossible. Our difficulty in recruiting mental
health professionals indicates their lack of involvement in the care of per-
sons with VSC.

7. Conclusion

Our study captures unique insights into the attitudes of clinical pro-
viders with regard to existing support services for intersex youth in Switzer-
land. The results of our study provide additional, empirically supported
input to improve the care of AYA with VSC. Swiss HCPs involved in the
care of AYA with VSC worked to implement a holistic approach to care,
but their intentions were often undercut by processes of de- and re-medical-
ization. Our findings suggest that HCPS need to come to see medical
9

uncertainty not only as a threat but also as an opportunity. Accepting uncer-
tainty means taking on a stance of self-doubt which in turn might lead to
more openness to collaborate with non-clinical partners and advocacy
groups, promote low-threshold peer-support and engage in shared deci-
sion-making with patients and families. These changes can be supported
by specific training in the medical context as well as opportunities for
self-reflection. Besides that, structural changes in hospitals are needed to
implement the intended psycho-social care approach for AYAwith VSC. Fi-
nally, it would be extremely valuable to conduct this research in other
healthcare settings and to involve more and different types of HCPs.
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