European Child & Adolescent Psychiatry (2023) 32:2343-2361
https://doi.org/10.1007/500787-022-02076-6

ORIGINAL CONTRIBUTION q

Check for
updates

Medical decision-making competence regarding puberty
suppression: perceptions of transgender adolescents, their parents
and clinicians

Lieke Josephina Jeanne Johanna Vrouenraets'2® - Annelou L. C. de Vries>** - Marijn Arnoldussen® -
Sabine E. Hannema®® . Ramén J. L. Lindauer’ - Martine C. de Vries*® - Irma M. Hein’

Received: 29 January 2022 / Accepted: 31 August 2022 / Published online: 17 September 2022
© The Author(s) 2022

Abstract

According to international transgender care guidelines, transgender adolescents should have medical decision-making com-
petence (MDC) to start puberty suppression (PS) and halt endogenous pubertal development. However, MDC is a debated
concept in adolescent transgender care and little is known about the transgender adolescents’, their parents’, and clini-
cians’ perspectives on this. Increasing our understanding of these perspectives can improve transgender adolescent care.
A qualitative interview study with adolescents attending two Dutch gender identity clinics (eight transgender adolescents
who proceeded to gender-affirming hormones after PS, and six adolescents who discontinued PS) and 12 of their parents,
and focus groups with ten clinicians was conducted. From thematic analysis, three themes emerged regarding transgender
adolescents’ MDC to start PS: (1) challenges when assessing MDC, (2) aspects that are considered when assessing MDC,
and (3) MDC’s relevance. The four criteria one needs to fulfill to have MDC—understanding, appreciating, reasoning, com-
municating a choice—were all, to a greater or lesser extent, mentioned by most participants, just as MDC being relative to a
specific decision and context. Interestingly, most adolescents, parents and clinicians find understanding and appreciating PS
and its consequences important for MDC. Nevertheless, most state that the adolescents did not fully understand and appre-
ciate PS and its consequences, but were nonetheless able to decide about PS. Parents’ support of their child was considered
essential in the decision-making process. Clinicians find MDC difficult to assess and put into practice in a uniform way.
Dissemination of knowledge about MDC to start PS would help to adequately support adolescents, parents and clinicians
in the decision-making process.
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Table 1 Diagnostic criteria for treatment with puberty suppression for adolescents

Adolescents are eligible for treatment with puberty suppression if:

The adolescent has demonstrated an intense and long-lasting pattern of gender dysphoria or gender nonconformity (whether expressed or sup-

pressed)
The gender dysphoria emerged or worsened with puberty’s onset

Any concurrent psychological, social, and/or medical issues that could interfere with the treatment (for example, that may compromise compli-
ance with the treatment) have been addressed, such that the functioning and situation of the adolescent are stable enough to start the treatment

The adolescent is having sufficient mental capacity to give informed consent to the treatment

The adolescent and/or parent(s)/other caretaker(s) (depending on the adolescent’s age and local laws) has/have given informed consent after
being informed about the effects of the treatment and fertility preservation options

The parent(s)/other caretaker(s) is/are involved and supporting the adolescent throughout the treatment process

A pediatric endocrinologist or other clinician with experience in the assessment of puberty agrees with the indication of the health care provider

to start puberty suppressing treatment
The adolescent’s puberty has started (Tanner stage > G2/B2)

The adolescent has no medical contraindications to treatment with puberty suppression

Introduction

The World Professional Association for Transgender Health
(WPATH) Standards of Care (7th version) and the Endo-
crine Society Guideline on transgender care for children and
adolescents recommend treatment with puberty suppression
(PS; using Gonadotropin-Releasing Hormone (GnRH) ago-
nists) provided that certain criteria are fulfilled' (see for a
complete overview of all diagnostic criteria for PS Table 1)
[1, 2]. It is recommended to start PS when, among other
criteria, adolescents suffer from an intense and long-lasting
pattern of gender dysphoria/gender incongruence and after
they first exhibit physical changes of puberty (at least Tanner
stage 2). The aim of using PS in this context is to suppress,
in a reversible manner, further development of secondary
sex characteristics to allow the adolescent more time and
rest to explore their gender before decisions are made on
gender-affirming hormones (GAH) with more irreversible
effects. Besides, it prevents psychological distress associ-
ated with the undesired endogenous pubertal development,
as several adolescents stated in an interview study regarding
the function of PS [3]. In addition, the physical outcome may
be more satisfactory when using PS in the early stages of
puberty because some surgeries, such as mastectomy, may
then not be necessary or less invasive (i.e. periareolar rather
than inframammary approach) because the development of
secondary sex characteristics is prevented [4]. Currently,
the evidence base for the positive implications of treat-
ment is still limited and treatment teams applying PS may

! According to the WPATH Standards of Care and the Endocrine
Society Guideline, transgender adolescents undergo a diagnostic tra-
jectory with a mental health care provider over a longer period of
time in order to assess eligibility for PS, discusses the benefits and
potential risks of treatment, and be able to make a shared decision in
a multidisciplinary team (adolescent, parents, health care providers).
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experience feelings of unease [5]. Their concerns regard the
lack of data on its impact on physical, psychosocial, and cog-
nitive development in the long-term, and the consequences
for fertility [6, 7]. In an interview study, clinicians report
worries about the risk of regret and the lack of long-term
data on possible side effects of PS [5]. Transgender adoles-
cents themselves express some hesitations to start treatment
with PS too, e.g. about the ability of adolescents to make
informed decisions regarding medical treatment at the age
of 12 or younger [8]. Research shows that transgender peo-
ple, after sex reassignment, have significantly higher risks
for suicidal behaviour, psychiatric morbidity, and mortality
compared to the general population [9, 10]. Nevertheless, it
is unknown whether these results are the same for transgen-
der people who started treatment with PS in the early stages
of their puberty. Besides, it is good to keep in mind that
these studies do not tell us anything about the exact causes
of these increased risks; some of the outcomes might be
related to, for example, transgender people’s experiences of
living in a discriminatory and rejecting society (i.e. minor-
ity stress) instead of solely being related to post-surgical
outcomes [e.g. 11].

Adolescents may present or be diagnosed with gender
dysphoria during or after the completion of endogenous
puberty and may therefore start PS at various stages of
pubertal development. Most adolescents who start treatment
with PS subsequently start treatment with GAH and sur-
gery afterwards [12]. Some adolescents discontinue their PS
treatment. Of the latter group, most no longer wish gender-
affirming treatment, while some commence treatment with
GAH and/or surgery later in life, such as in adulthood [12].
Besides, providing solely psychological support, and see
if adolescents can accept themselves without any medical
intervention, is always considered when working according
to the international guidelines too [1, 2]. Research shows that
about 22 percent of the youth referred to a Dutch specialized
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gender identity clinic do not start affirmative medical treat-
ment, being PS and/or GAH [13].

As far as currently known, the effects of PS on the devel-
opment of secondary sex characteristics and gonadal func-
tion are reversible when discontinued [2]. Nevertheless,
transgender adolescents who start PS at a young age and
subsequently start treatment with GAH and undergo a gona-
dectomy, may not be able to pursue fertility preservation
since these adolescents never undergo their endogenous
puberty [14-16]. On the other hand, one should keep in
mind that refraining from PS could be harmful as well, with
potential life-long psychological, medical, and social con-
sequences, such as personal physical discomfort, stigma-
tization, and difficulties with social integration and social
function [17-20]. So, these young adolescents make deci-
sions that may have life-long consequences. Even though it
is recommended to involve parents when adolescents decide
about starting PS, the issue whether these adolescents are
capable of making these decisions is an important one [1,
21]. According to international guidelines, one of the criteria
for treatment with PS is that adolescents are competent to
give informed consent [1, 2]. However, in society, there is
doubt about this competence [e.g. 16, 22-27]. Furthermore,
both transgender adolescents themselves and clinicians men-
tion medical decision-making competence (MDC) as one of
the main topics in the debate regarding treatment with PS
[5, 8, 28].

MDC describes the capacities that a person needs to
make an autonomous medical decision [29]. To have MDC,
one needs to fulfill the following four criteria: (1) under-
standing the information relevant to one’s condition and the
proposed treatment; (2) appreciating the information and
relating it to one’s circumstances including one’s current
medical situation and one’s values; (3) reasoning about ben-
efits and potential risks of the options; and (4) communicat-
ing a choice [30]. MDC is relative to a specific decision
and context. It is one of the three prerequisites to give valid
informed consent, besides being well-informed and without
coercion [31, 32].

In December 2020, the High Court of Justice in London
ruled that transgender youth under the age of 16 are highly
unlikely to fully understand the long-term effects of PS, and
therefore are not competent to decide on treatment with PS
[33]. As a result of this verdict transgender adolescents in
England could no longer start PS before age 16 unless a
court order was obtained [34]. However, in September 2021
the Court of Appeal overturned the High Court’s ruling of
December 2020 [35]. Furthermore, in Sweden pediatric
endocrinologists stopped providing PS to newly referred
transgender adolescents in May 2021 because of, among
others, concerns regarding harmful long-term consequences
[36]. In summary, adolescents’ MDC to start PS is and has
been under discussion for some time among both advocates

and opponents of the use of PS in transgender adolescents
[e.g. 17,26, 37-39].

Adolescents” MDC has often proved difficult to assess
and is usually evaluated implicitly in clinical settings [40].
Additionally, there is little empirical evidence on transgender
adolescents’ competence to decide on PS. To our knowledge,
there is only one study, from the Netherlands performed in
our centers, that has examined this by a structured replicable
interview. That study shows that the vast majority (89%) of
transgender adolescents (aged 10—18 years) about to start PS
treatment are competent to consent to this treatment [41].

Little research has examined the ideas and considerations
of adolescents themselves and their parents regarding ado-
lescents” MDC to start PS. An interview study showed that
clinicians stated that they find it important that the adoles-
cents mature a little further during the period they receive PS
so that they will be better able to decide about proceeding to
GAH and carefully consider their decision’s consequences.
This implies that these clinicians assume that the adoles-
cents, when they decide on PS, are not always competent
yet to decide on GAH [3]. Insight into the stakeholders’ per-
ceptions of adolescents’ MDC will help to further improve
care and support for adolescents in their decision-making
process. Therefore, we performed an interview and focus
group study to investigate the perceptions of transgender
adolescents who proceeded to GAH after PS, adolescents
who discontinued treatment with PS, their parents, and clini-
cians regarding transgender adolescents’ MDC concerning
PS.

Methods
Participants

The interviews and focus groups were conducted in the con-
text of a larger study on transgender adolescents’ compe-
tence to consent to PS and the function of this treatment.
Study methods are described in full in the article about
the perceptions of the various informants on the function
of PS [3]. Briefly, transgender adolescents who proceeded
to GAH after treatment with PS (‘continuers’), adolescents
who discontinued treatment with PS (‘discontinuers’), and
their parents were recruited from the gender identity clinics
in Amsterdam and Leiden between January and September
2019. The informants were interviewed using a topic list
(see Appendix A) to explore their considerations and experi-
ences. The same topics were discussed in focus groups with
clinicians of the two Dutch gender teams.

Semi-structured individual interviews were conducted
with 14 adolescents and 12 parents. The informants con-
sisted of:
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TabI.e.Z (;har acteristics of Variables Adolescents who discontin- Adolescents who
participating adolescents ued treatment continued treat-
ment
N 6 8
Birth assigned girls 54 4
Birth assigned boys 1° 4
Age during interview (median; range) (years) 17.5;14-27 17.9; 15-18
Age when visiting gender identity clinic for the first 14.3; 11-15 11.3;10-13
time (median; range) (years)
Age start PS (median; range) (years) 15.2; 12-17 12.3; 10-14
Duration of PS (median; range) (months) 10; 1-14 35;21-48
Duration diagnostic trajectory before starting PS treat- 10; 6-22 9; 6-12
ment (median; range) (months)®
Full-Scale 1Q (median; range) 100; 98-124 104; 76-132

#Two adolescents identified as transboy, one as a-gender, one as genderfluid, and one as cis-gender girl at

the time of the interview

bGender identity at the time of the interview: a-gender

“Diagnostic trajectory before starting PS treatment; In the Netherlands, transgender adolescents undergo a
diagnostic trajectory, consisting of psycho-diagnostic assessment and several sessions with a mental health
provider over a longer period of time, when assessing eligibility for PS

1. Eight transgender adolescents who were treated with
PS and subsequently with GAH;

2. Six adolescents who had been treated with PS and had
discontinued this treatment;

3. Eight parents of adolescents who were treated with PS
and subsequently with GAH;

4. Four parents of adolescents who had discontinued
treatment with PS.

Inclusion criteria for the adolescents who had continued
treatment (group 1) were: (a) diagnosis of gender dysphoria
according to DSM-IV or DSM-5, depending on which ver-
sion of the DSM was used at the time of diagnosis [42], (b)
had started PS at age 10-15 years, (c) had used PS for at
least 12 months, (d) had used GAH for at least six months,
and (e) age at the time of the interview between 15 and
20 years. The aim was to have at least as many adolescents in
group 1 as in group 2. Therefore, thirteen consecutive ado-
lescents were asked to participate when they attended their
regular follow-up appointment. Eight adolescents agreed to
participate. Five adolescents declined for various reasons.

Inclusion criteria for the adolescents who had discon-
tinued treatment (group 2) were: (a) diagnosis of gender
dysphoria according to DSM-IV or DSM-5, depending
on which version of the DSM was used at the time of
diagnosis [42], (b) had started PS at age 10—17 years (a
wider age range was chosen for those that discontinued
PS to allow the inclusion of as many participants as pos-
sible given the limited number of individuals that dis-
continued PS), and (c¢) had discontinued PS treatment.
Out of 1015 adolescents diagnosed with gender dysphoria
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between 2000 and 2018 at the Amsterdam or Leiden
gender identity clinic, twenty adolescents in total were
eligible. Eight adolescents could not be reached, mostly
because their contact details were no longer up to date.
One was not contacted because he had previously indi-
cated that he did not want to be approached for research
purposes. Two adolescents were not contacted because
their clinician thought this was inappropriate due to,
among others, comorbid mental health difficulties. Nine
adolescents were asked to participate. Two adolescents
declined without giving a reason, one parent did not want
her child to participate because she did think that was not
in the child’s best interest, and six adolescents agreed to
participate. Characteristics of the two groups of adoles-
cents are presented in Table 2.

The parents of all interviewed adolescents who con-
tinued treatment were asked to participate (group 3).
Eight parents (seven biological mothers and one biologi-
cal father) agreed. Four parents (group 4; three biological
mothers and one adoptive mother) of adolescents who had
discontinued treatment were asked to participate in the
study and all agreed. The other parents were not asked
because of logistic reasons (e.g. they could not be reached
by phone in time prior to the appointment).

In addition, two focus groups with clinicians working at
the two treatment teams were held. The informants were
purposefully selected based on their discipline (all dif-
ferent disciplines working within both teams participated
to assure representativeness for the complete treatment
team; i.e. three child and adolescent psychiatrists, four
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child and adolescent psychologists and three pediatric
endocrinologists).

Procedure

Two authors of this study conducted the interviews. Both
had interview experience and worked as a clinician at one of
the gender identity clinics (MA and LV). They had not been
involved in the diagnostic assessments of the adolescents
they interviewed. Initial interview questions were formulated
after review of the relevant literature and discussion within
the research team involving all authors. The interview guide
contained no close-ended questions (see Appendix A).

One of the authors (MV) facilitated the two focus groups.
During the focus groups the questions asked in the inter-
views were presented along with several anonymous quotes
from the interviews to get the conversation started. The par-
ticipants were asked whether they agreed with and/or iden-
tified with the quotes. Furthermore, the participants were
invited to express possible other views they held on these
topics.

All interviews and focus groups were conducted in Dutch,
and were audio-taped and transcribed verbatim. Written
informed consent for participation and tape recording was
obtained before each interview and each focus group. The
study was approved by the institutional review board of the
Amsterdam University Medical Centers, location VUmc,
and the Leiden University Medical Center.

Analysis

Data analysis was based on hermeneutic analysis [43, 44].
After an initial open reading of the data, two of the authors
presented some preliminary (sub)themes (MA and LV).
Besides, one of these authors analyzed the transcripts by
selecting representative quotations for each of the defined
themes, taking care to draw quotations from all data sources.
Then, the same two authors conducted an additional round
of analyses to assess whether the (sub)themes enabled them
to accurately subdivide the outcome of the data. They also
re-analyzed the transcripts to select representative quota-
tions. Then, through a deliberative process, the authors rede-
fined the initial (sub)themes until they reached a consensus.
The quotations were initially translated from Dutch into
English by one of the authors (LV). The other authors, who
are all bilingual, checked, and if necessary, revised these
translations (they were also provided with the original Dutch
quotations).

Results

From the interviews and focus groups, 10 themes emerged
regarding transgender adolescents’ MDC to start PS. These
10 themes can be merged into three main themes: (1) chal-
lenges when assessing MDC to start PS, (2) aspects that are
considered when assessing the adolescent’s MDC, and (3)
relevance of MDC. Representative quotations are presented
to illustrate the themes identified.

Challenges when assessing MDC to start PS

During the interviews and focus groups the informants
mentioned several aspects that challenged the assessment
of MDC to start PS. Six subtopics further emerged from
the data.

Understanding and appreciating consequences of PS

Most adolescents and parents mentioned that certain aspects
of (the impact of) the treatment simply cannot be understood
and appreciated by adolescents below a certain age.

I think I had thought about it [starting treatment with
puberty suppression or not starting this treatment]
pretty well. But as a 12 or 13 year-old, you can’t really
judge what it’s all about. So I had thought about it
[starting the treatment or not], but only as much as
I was able to at the time [I decided to start with the
treatment] (Interview with a transgirl who continued
PS; age at start PS: 12.9; age at interview: 17.8)

It doesn’t really mean much to a 12 year-old when
you're talking about osteoporosis. She [my daughter]
understood [what osteoporosis meant], but she thought
'‘what does it matter’, we’ll see about that later (Inter-
view with a parent of a transgirl who continued PS;
age at start PS: 12.9; age at interview: 17.8)

Some adolescents, both continuers and discontinuers,
wondered whether they were able to understand and appre-
ciate the consequence of possible loss of fertility if they were
to proceed to GAH and possibly gonadectomy, and whether
they were able to carefully consider the possibility to freeze
sperm or store oocytes before they started the treatment with
PS. Some adolescents stated that during the period they were
treated with PS, they started to realize what the impact of
some consequences could be. Worth mentioning is that one
parent whose child froze sperm mentioned the impact which
the process of fertility preservation had on her child and on
herself, instead of the impact of the possible loss of fertility.

The first few months I was very happy with it [the inhi-
bition of secondary sexual characteristics] until I real-

@ Springer



2348

European Child & Adolescent Psychiatry (2023) 32:2343-2361

ized what if  won’t be fertile anymore (Interview with
an assigned female at birth who had discontinued PS;
age at start PS: 17.0; age at discontinuation PS: 17.9;
age at interview: 27.8)

At the moment I know that I would like to have children
when I grow older [while at the time I made the deci-
sion regarding starting treatment with puberty sup-
pression, I did not have a desire to have children] [...]
That’s the only thing I wonder about, whether I was
able enough to make that decision at the time (Inter-
view with an assigned female at birth who had discon-
tinued PS; age at start PS: 17.0; age at discontinuation
PS: 17.9; age at interview: 27.8)

Before she [my daughter] started treatment with
puberty suppression, she had frozen sperm. I found
that very intense. Ehm... for her too of course. [...] I
thought it had quite an impact on such a young child,
who had to go into that room to fill up a jar [with
sperm]. [...] I found that quite difficult to deal with [as
a parent] (Interview with a parent of a transgirl who
continued PS; age at start PS: 14.2; age at interview:
17.9)

The clinicians mentioned several consequences of PS
which give them a feeling of unease when treating adoles-
cents with PS. One of these consequences, a concern that all
clinicians shared and which was mentioned by adolescents
and parents too, is the possible loss of fertility if adolescents
proceed to GAH and possibly gonadectomy.

[ think that the part regarding wanting to have chil-
dren is a tricky one. They [the adolescents] just can’t
understand and appreciate that [the impact of possible
infertility ] (Focus group with clinicians)

The clinicians, just as most adolescents and parents,
stated that not being able to understand and appreciate the
impact of certain consequences of PS is inherent to the ado-
lescent’s age and/or developmental stage, for example, the
possible consequence of loss of fertility for one’s future life
and relationships. Furthermore, they stated that even some
adults are unable to understand and appreciate the impact of
such consequences.

How can you leave such a choice [whether or not you
want biologically related children when you are older]
to these children? (Focus group with clinicians)

That [possible infertility due to treatment with puberty
suppression and subsequent gender affirming hor-
mones and surgery] is a very complicated one. As
if children of that age [12 or 13 years old] can even
begin to imagine what it [infertility] really implies
(Focus group with clinicians)
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Apart from the possible loss of fertility, adolescents,
both continuers and discontinuers, parents, and clinicians
mentioned other consequences of PS that are difficult to
understand and appreciate for adolescents prior to the start
of treatment. For example, several adolescents mentioned
that they hadn’t realized their peers would undergo pubertal
development while they stood ‘still” as their puberty was
suppressed and that they found this difficult to cope with.
This had a negative psychological impact.

I did have the feeling that I stood still while the rest
[my peers who did go through pubertal develop-
ment] went on [...] [Before starting the treatment with
puberty suppression] I hadn’t thought very much about
what that could do to you mentally. [...] I was quite
depressed during that time. And [...] I think that it [the
fact that I had the feeling I stood still while my peers
went through their pubertal development] also played
a part in how I felt [depressed] at the time. I had not
foreseen that beforehand (Interview with a transgirl
who continued PS; age at start PS: 12.0; age at inter-
view: 18.1)

Additionally, some clinicians stated that they think that it
is difficult for an obese adolescent to understand and appre-
ciate the impact of not being eligible to undergo certain sur-
geries following PS and GAH if they were to remain obese.’

Uncertainties regarding the long-term effects of PS

Some parents stated that they themselves knew little about
the consequences of the treatment. One parent indicated that
it is a challenge that no one can ever tell what the outcome
would have been without medical treatment. Furthermore,
some parents stated that they themselves would never take
medication with unknown long-term effects.

[Starting the treatment with puberty suppression was]
a bit scary for all of us in the sense that we didn’t know
whether we were doing the right thing or whether we
were going to stuff our child full of things of which
you do not know the consequences yet (Interview with
a parent of a transboy who continued PS; age at start
PS: 10.9; age at interview: 17.6)

What I think is difficult about puberty suppression is
that you don’t know exactly what you’re suppressing;
you don’t know what she [my daughter] would have
become if she hadn’t used that [treatment with puber-
tal suppression] [...] you don’t know what you're inhib-

2 According to the protocol as used in the Dutch gender identity clin-
ics the upper limit of the person’s body mass index (BMI) to be eligi-
ble for for example mastectomy is 35 kg/m?, and for phalloplasty and
vaginoplasty the upper limit is a BMI of 30 kg/m>.
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iting. [...] Yes, you [know that you] suppress puberty,
but you don’t know what it [my daughter’s puberty]
would have looked like [without the treatment with
puberty suppression] (Interview with a parent of a
transgirl who continued PS; age at start PS: 12.4; age
at interview: 18.6)

You would never do that to yourself; you would never
inject yourself with something you don’t know the
long-term consequences of (Interview with a parent
of a transgirl who continued PS; age at start PS: 12.4;
age at interview: 18.6)

Clinicians stated that it is difficult to inform adolescents
and their parents about possible consequences of PS which
are not yet known. In addition, they mentioned that no one
can foresee what impact certain consequences will have on
the quality of life of the adolescent.

You can’t properly inform people about what is not
known [regarding (possible consequences of) the treat-
ment], except that there are uncertainties. That’s very
difficult (Focus group with clinicians)

Of course, you don’t exactly know that [what the con-
sequences of treatment with puberty suppression may
be]. And you don’t exactly know what effect that [those
consequences] will have on the person’s well-being
later in life either (Focus group with clinicians)

The parents’role, influence and responsibility

Some adolescents, both continuers and discontinuers, and
parents mentioned the substantial role some parents play in
the diagnostic trajectory and decision-making, whereas other
adolescents were not sure to what extent their parents had
weighed the pros and cons of the treatment.

My parents mostly investigated it [what treatment
with puberty suppression entails] for me, because 1
really didn’t want to know anything about it [...] I just
couldn’t talk about it and I didn’t want to look any-
thing up [regarding the treatment] because doing so
reminded me of being [a] transgender [person]. But
because my parents are like that, I ended up where
I am now. Otherwise, it would have been a different
story (Interview with a transgirl who continued PS;
age at start PS: 12.0; age at interview: 18.1)

Yes, we as parents and I [the mother] in particular
[have weighed the pros and cons of the treatment]. [...]
I like to know what to expect, so I read up on things a
bit more. My son isn’t like that; he hears it [the pos-
sibility to start the treatment], accepts it, and goes on
(Interview with a parent of a transboy who continued
PS; age at start PS: 11.9; age at interview: 18.5)

One adolescent mentioned that his parents were involved
and supported him in the decision-making process, but that
the decision whether or not to start the treatment was made
entirely by himself.

It was entirely my own choice [to start treatment with
puberty suppression]. My father and mother had vir-
tually nothing to do with it. Yeah, of course they were
there for support and things like that, but the choice
was really my own (Interview with a transboy who
continued PS; age at start PS: 12.0; age at interview:
16.3)

All clinicians stated that most children and adolescents
need support when going through the decision-making
process, from either their parents or clinicians, and that
parents and/or clinicians have an important role in the
decision-making.

The point is that you [the adolescent deciding about
puberty suppressing treatment] are then at an age
at which you cannot yet understand and appreciate
[the consequences of the treatment], and [that you as
a health care provider] basically make a choice for
them [the adolescents] (Focus group with clinicians)

Clinicians mentioned the role and sometimes strong
influence parents can have in the diagnostic process and
in decision-making.

It is more the anticipated fear or agony of the par-
ents. In these cases, I sometimes feel that the par-
ents are urging to start the treatment [with puberty
suppression] more than the adolescents themselves,
because they [the adolescents] are not yet so con-
cerned with the puberty suppression, and whether or
not it [starting this treatment] is possible. Sometimes
it’s difficult when I have the feeling that the parents
are very much in a hurry and ‘pushing’ (Focus group
with clinicians)

I think that parents are very influential in that. How
do parents talk about it [the treatment with puberty
suppression]? How do they talk to each other [parents
together]? I think that at that age [when the child is 10
or 11] that is very closely connected to how the child
thinks about treatment (Focus group with clinicians)

The clinicians stated that in some of these cases they find
it hard to distinguish between the adolescent’s wishes and
the parents’ suffering or anticipated fear.

On the other hand, it is very complicated [...] when
parents have already started that [social] transition
against the advice [of the health care providers] and
when they are so on top of it [starting the treatment
with puberty suppression], that you wonder to what
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extent the child’s agony is his/her own (Focus group
with clinicians)

Aren’t we [clinicians ] reading into it, or aren’t parents
reading into it? Where are these signals coming from?
Are they [these signals] coming from the adolescents
themselves or are they coming from the people around
them? Are they [the adolescents] being colored [by the
thoughts and opinions of the people around them]?
These are all pretty complicated things (Focus group
with clinicians)

Additionally, the clinicians asked themselves what role
parents and clinicians should have in the decision-making
process. Who is responsible for the decision and its con-
sequences? Some stated that, on the one hand, parents are
responsible, since they are the ones giving informed con-
sent according to the law (for adolescents < 12 years of age;
for those aged 12—16 together with the adolescents). On the
other hand, some clinicians wondered how parents can make
a decision based on the interpretation of the feelings and
behavior of their child. Furthermore, they pointed out the
large role of clinicians in assessing which adolescents would
benefit from treatment.

1 feel with those young children [about 11 years old]
that the parents take over the medical decision-making
competence from the children. [...] Legally that’s also
the case; they [the parents] decide for the child (Focus
group with clinicians)

Do we [the health care providers] consider ourselves
most competent in medical decision-making in the
whole process [diagnostic trajectory] of gender dys-
phoria? Considering all people involved, who are most
competent in medical decision-making? Especially
when you think about the fact that we [the health care
providers] have such an important role in decisions
about the treatment. Does that then imply, that we
consider ourselves most competent to understand and
appreciate what is best for the adolescent [whether
or not to start treatment with puberty suppression]?
(Focus group with clinicians)

Choosing between two negatives; is there really any
choice?

Most adolescents who proceeded to GAH after PS and
their parents stated that they did not feel they had a choice
whether or not to start PS. Strikingly, none of the adoles-
cents who discontinued PS or their parents explicitly stated
that they had the feeling that they did not have a choice
whether or not to start PS.

For me [...] it was never really a choice. [...] Of course
it's a choice in the way that you can choose to do it
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[start treatment with puberty suppression or not], but
in my mind it was never really a choice, but just some-
thing I wanted to do to move forward in the journey
(Interview with a transgirl who continued PS; age at
start PS: 12.4; age at interview: 18.5)

We [the parents] said to each other, we would not have
let her [our daughter] make any other radical deci-
sion at the age of twelve. If she had said ‘well I really
don’t need any more schooling’ at the age of twelve
[...] [then we would have said] that’s out of the ques-
tion, because we are your parents and we decide that
you do have to go to school [...] You feel like you don’t
have a choice [about whether or not to start treat-
ment with puberty suppression]. I'm glad it [this treat-
ment] is available, but we didn’t really experience it
as having any choice. [...] My husband and I felt we
had to choose between two evils and concluded we’d
better choose the puberty suppressing treatment. [...]
Of course it’s sad that she might die sooner because
of all the chemicals that she has to take, but on the
other hand there’s no point in living your life if you're
not able to be yourself (Interview with a parent of a
transgirl who continued PS; age at start PS: 12.4; age
at interview: 18.6)

On the other hand, many adolescents, both continuers and
discontinuers, and their parents mentioned that they simply
accepted possible negative consequences of the treatment
and did not really take them into consideration.

At the time I didn’t think very much about the pros and
cons of puberty suppression [...] I had really already
made up my mind [even before I had heard about the
disadvantages of the treatment] (Interview with an
assigned female at birth who had discontinued PS; age
at start PS: 16.7; age at discontinuation PS: 17.0; age
at interview: 19.5)

No, because for her there were no disadvantages, only
advantages [of the treatment]. [...] We [the parents
and daughter] never actually talked about the disad-
vantages, except that the injections are annoying and
that sometimes you can feel unwell [because of the
injections]. But she didn’t take that into consideration.
[...] The other way [not starting treatment with puberty
suppression] was not an option. [...] So to what extent
can one even speak of a consideration? The disadvan-
tages are just part of the deal (Interview with a parent
of a transgirl who continued PS; age at start PS: 12.0;
age at interview: 18.1)
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Defining MDC

The term MDC per se was only discussed during the focus
groups with the clinicians. Most clinicians encounter dif-
ficulties defining MDC: exactly what should an adolescent
understand regarding the treatment, or what should one
be able to explain to be considered competent to consent?
Additionally, they wondered what the term ‘understanding’
means in this context.

What does medical decision-making competence
entail? [...] You can talk about medical decision-
making competence as in ‘do you know what hap-
pens when you use puberty suppressing treatment
and do you know what the full medical trajectory
entails’, so that you are aware that if you start treat-
ment with puberty suppression, you will have to have
surgeries in the future to get a penis. Is that what it
[medical decision-making competence] entails? Or
is it [medical decision-making competence] about
the fact that if you use puberty suppression, that will
stop [pubertal development] and might negatively
impact the strength of your bones? According to me,
there’s quite a difference between these two [ways
of describing what medical decision-making compe-
tence entails] (Focus group with clinicians)

Assessing MDC

Some clinicians stated that they assess MDC differently
depending on the adolescent’s developmental age. They
wondered what one can expect from an X-year-old child
or adolescent with regard to, for example, understanding
and appreciating what the treatment and its consequences
entail. Some parents mention this too.

That’s what I find difficult about medical decision-
making competence: you verify whether someone has
understood the information and to what extent some-
one can appreciate the consequences of the treatment
in the future, but to what extent can an 11 year-old
understand and appreciate that future properly? I
think most 11 year-olds aren’t quite able to do that
yet. But that doesn’t mean someone lacks decision-
making competence, that’s simply appropriate for
the [child’s] developmental age (Focus group with
clinicians)

Of course we don’t know to what extent a child of that
age can already understand and appreciate an entire
lifetime. [...] That [not being able to understand and
appreciate things when you haven't experienced them]
is not only inherent to being a child [this is also true
for adults], but when you are older you have seen a

lot more of the world and you know what the impact
can be on a person's life and a child doesn’t (Interview
with a parent of a transgirl who continued PS; age at
start PS: 12.0; age at interview: 18.1)

Some parents mentioned that no matter how much
information you receive prior to starting treatment, and
no matter how much thought you put into this, there are
some things that you simply cannot know or understand
before you experience it.

Some things you just don’t and can’t know until you've
experienced it. Some things you need to experience
before you know (Interview with a transgirl who con-
tinued PS; age at start PS: 12.9; age at interview: 17.8)

In addition, some clinicians mentioned that sometimes an
adolescent may not have MDC regarding a specific part or
consequence of the treatment.

In that case the adolescent doesn’t have medical deci-
sion-making competence regarding that aspect [the
ability to decide about possible loss of fertility] [...]
that [medical decision-making competence] develops
much later in this area. [...] And are you then going to
postpone the start of treatment in the meantime [until
the adolescent has medical decision-making compe-
tence regarding this aspect]? That's pretty complicated
(Focus group with clinicians)

Furthermore, the clinicians stated that in their daily prac-
tice, MDC is generally assessed implicitly and not in a struc-
tured way.

We [as health care providers] haven't quite formalized
it [the assessment of medical decision-making compe-
tence] as some kind of medical decision-making com-
petence measurement. Nevertheless, of course you do
it [assess one’s medical decision-making competence];
you look at what exactly did the person tell me, what
were his/her thoughts about it, and what can he/she
tell me about the idea of how it [life after the start with
puberty suppression] will go forward. And as a matter
of fact, that also includes an assessment of the extent
to which this person can understand and appreciate it
[starting treatment with puberty suppression and its
consequences] (Focus group with clinicians)

Aspects that are considered when assessing
the adolescent’s MDC

The adolescents, their parents and clinicians described sev-
eral aspects they take into account when assessing MDC to
start PS. From the interviews and the focus groups, three
subtopics emerged.
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Understanding and appreciating what the treatment
and its (long-term) consequences entail, and making
the decision deliberately

The informants stated that understanding relevant informa-
tion regarding the treatment is necessary for MDC. Nev-
ertheless, only a few adolescents and their parents stated
that the adolescent fully understood what PS entailed before
starting the treatment. Some adolescents mentioned that they
were able to understand most of what the treatment entailed.

[1] maybe [understood] for about three quarters [what
the treatment entailed before I started the treatment].
After the first injection [with puberty suppression] I
was like, well I understand what they mean. And when
I really noticed that nothing changed, I was like, I think
I fully understand it now. So I understood most of it
[what the treatment entailed before I started the treat-
ment] (Interview with a transboy who continued PS;
age at start PS: 12.0; age at interview: 16.3)

You receive so much explanation about it [the treat-
ment with puberty suppression and its (possible)
consequences] and you also have to fill in several
forms. So you really know what it entails (Interview
with a transgirl who continued PS; age at start PS:
12.9; age at interview: 17.8)

I don’t know if I understood it [what the treatment
and its consequences entail] for 100 percent. But
I knew that I could always stop it [the treatment]
and that the male hormones would then come back.
I knew that they were monthly injections, that they
would stop [the release of] my male hormones in
terms of physical aspects.. [like] hair growth or low-
ering of the voice. So in that respect, I was aware
of what it [the treatment and its consequences] did
and what it [the treatment and its consequences] was
[were] (Interview with a transgirl who continued PS;
age at start PS: 12.4; age at interview: 18.5)

I don’t think so [that my child made a deliberate
decision to start puberty suppression], because we
actually didn’t even know what the disadvantages
[of the treatment] were (Interview with a parent of
a transgirl who continued PS; age at start PS: 12.4;
age at interview: 18.6)

Some clinicians wondered to what extent adolescents
should be able to understand the information regarding the
treatment to be decision-making competent.

Are you [the adolescent] able to understand the infor-
mation I provide? [The question then is|] Where do you
draw the line? (Focus group with clinicians)

The informants stated that, besides being able to under-
stand the relevant information about the treatment, adoles-
cents need to be able to understand and appreciate the (long-
term) consequences of the treatment to be decision-making
competent. However, most adolescents and parents indicated
that they/their children were not actually able to understand
and appreciate all the (long-term) consequences.

I was aware of all the disadvantages [of the treat-
ment with puberty suppression]. Especially the mood
swings, and I did underestimate those I think [the ado-
lescent laughs] (Interview with a transboy who con-
tinued PS; age at start PS: 10.9; age at interview: 17.6)
She [my daughter] was well informed [about the treat-
ment with puberty suppression and its (possible) con-
sequences], she really understood, but neither we as
parents nor X [my daughter] knew [beforehand] what
it would be like (Interview with a parent of a transgirl
who continued PS; age at start PS: 12.9; age at inter-

Three adolescents who proceeded to GAH after PS
stated that during the time that they received treatment
with PS, they began to better understand what the treat-
ment involved.

view: 17.8)

When they are so small [younger than 12 years old]
they [...] only have one goal in mind, namely: to
become the woman you feel you are. I find it hard to

I think that I did take it in [the information about
puberty suppression] back then [when I thought about
starting the treatment with puberty suppression], but
that I didn’t understand it very well. However, over the
years, let’s say between 13 and 15 [or] 16 [years of
age], I started to really understand the consequences
that [the treatment] has, why I was doing it, why this
was helping me, why it could also serve as extra time
for reflection. Basically, everything to do with it [the
treatment and its (possible) consequences] (Interview
with a transgirl who continued PS; age at start PS:
12.9; age at interview: 17.8)
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assess whether she [my daughter] had really under-
stood and appreciated that [the effects of the treatment
and its (possible) consequences]. I don’t think that
they [adolescents of that age] are able to understand
and appreciate all of it (Interview with a parent of a
transgirl who continued PS; age at start PS: 12.0; age
at interview: 18.1)

In addition to understanding the relevant information,
and being able to understand and appreciate the (long-
term) consequences, the informants wondered about how
deliberate the adolescent’s decision to start with PS was.
Clinicians stated that adolescents should be able to appreci-
ate the impact of the treatment on their own situation. Of
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importance, most parents of adolescents who proceeded to for me to just think, yeah, I'm going to do this [start
GAH, as well as a few parents of adolescents who discon- treatment with puberty suppression] (Interview with
tinued PS, thought that their child’s decision to start with PS an assigned female at birth who had discontinued PS;
was made deliberately. In contrast, most adolescents them- age at start PS: 16.7; age at discontinuation PS: 17.0;
selves, both continuers and discontinuers, thought they were age at interview: 19.5)

not aware of the importance and impact of the decision. I didn’t care whether it [the effects of the treatment

with puberty suppression] was [were] irreversible or
not. [...] I didn’t really think about that at all. It was
Jjust something that I wanted so badly, one of my great-
est wishes that would finally become true. So no, you
don’t really think about that. I have had plenty of time
beforehand [before I decided about starting the treat-
ment] to think about it [the treatment and (possible)
consequences]. They had already given me more than
enough information. It was just something that felt
right (Interview with a transboy who continued PS;
age at start PS: 12.0; age at interview: 16.3)

Of course, 1 was very young at the time [when I
decided about starting the treatment with puberty sup-
pression], but I had been whining about it for a long
time already. It was more like: ‘I have to do it, I have
to do it’. Did I think it through [what the treatment with
puberty suppression and its (possible) consequences
entailed]? No. Was I eventually satisfied with it [the
treatment with puberty suppression]? Yes (Interview
with a transgirl who continued PS; age at start PS:
14.2; age at interview: 17.9)

I think X [my daughter] understood that [what the

treatment with puberty suppression and its (possible) Some adolescents and clinicians thought that parents find
consequences entailed] very well. [...] She did really it a reassuring idea that the first medical step has effects that
make a deliberate decision [about whether or not to are largely medically reversible. Some parents confirmed
start treatment with puberty suppression]: ‘this is what this idea whereas others did not.

I'want’ (Interview with a parent of an assigned female
at birth who had discontinued PS; age at start PS: 16.7;
age at discontinuation PS: 17.0; age at interview: 19.5)
Especially when it regards gender dysphoria, you [as
a health care provider] want to hear from that person
[who’s having gender incongruent feelings| what that
person needs to feel good. And that doesn’t necessar-
ily involve [a treatment with] testosterone and surgery
and this and that. So then you need that person to be
able to explain ‘well you know, this is what bothers me,
and I don’t need this [kind of treatment]’. So you need
to be able to have a kind of meaningful conversation
about that (Focus group with clinicians)

Reversibility of PS

The adolescents had diverging views regarding the way the
fact that effects of PS are largely medical reversible influ-
enced their decision-making process.

I think that the fact that it [the effects of the treat-
ment with puberty suppression] was [were] reversible
lowered the threshold [to start the treatment]. And 1
think if it had immediately been about testosterone,
then that doubt that subconsciously was already there,
might have come to the surface, because that thresh-
old [to start testosterone treatment] would have been
higher, so I don’t know if I would still have started
[the medical treatment] at that point. The fact that it
[the effects of the treatment with puberty suppression]
was [were] reversible definitely made it much easier

[ think that especially for my parents, the decision to
start treatment with puberty suppression was easier
[compared to the decision to start treatment with gen-
der affirming hormones] (Interview with a transgirl
who continued PS; age at start PS: 12.9; age at inter-
view: 17.8)

Especially for ourselves [as parents] it was extra time
to reflect and think. I liked the idea that it [the effects
of the treatment with puberty suppression] was [were]
still reversible, even though I didn’t doubt her [gen-
der incongruent] feelings or think that would ever be
necessary. But I liked that about it [the treatment].
So I think the way we [as parents] experienced it [the
fact that the effects of the treatment with puberty sup-
pression are reversible | was different from the way she
[our daughter] did; for her it was more like the begin-
ning of [gender affirming medical] treatment (Inter-
view with a parent of a transgirl who continued PS;
age at start PS: 12.0; age at interview: 18.1)

The clinicians had diverging views on the fact that effects
of PS are largely medical reversible and the role this should
play in the decision-making process.

I also think, even though it [the effects of the treatment
with puberty suppression] is [are] reversible, it is still
an invasive treatment with substantial disadvantages
(Focus group with clinicians)

You wonder if 11, 12, [and] 13 year-olds can really
understand and appreciate what they are getting
into [when starting treatment with puberty suppres-
sion]. But especially for ourselves, as psychologists,
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it is helpful that it [the effects of the treatment with
puberty suppression] is [are] reversible (Focus group
with clinicians)

The role of age, intelligence, and mental health problems

The informants mentioned several factors they consider
when assessing the adolescent’s MDC, among others, the
adolescent’s developmental age, intelligence, and the pres-
ence of mental health problems. Clinicians stated that the
younger the adolescent is when deciding about PS, the less
likely to understand and appreciate what the treatment and
its consequences entail.

1 also find very young children [...] aged 10 or 11 [...]
tricky, the ones who don’t necessarily have a low 1Q,
but are just very young. And how they consider it [the
treatment with puberty suppression and its (possible)
consequences] (Focus group with clinicians)

Adolescents and parents mentioned the role age plays
when deciding about PS as well. Several adolescents stated
that they thought they were not too young to decide about
starting the treatment, but that as they grew older, their abil-
ity to make the decision improved.

In that case [if I had made the decision to start treat-
ment with puberty suppression when I was 16 or
above] it would have been different. Then I would have
had better abstract reasoning, better than when I was,
say 13 years of age (Interview with a transgirl who
continued PS; age at start PS: 12.9; age at interview:
17.8)

I don’t really think that I was too young to decide
whether or not to start treatment with puberty sup-
pression. Especially because that [the effects of the
treatment] was [were] just reversible. Nevertheless, 1
do think that I was too young to completely understand
it; the whole concept of transitioning, the social transi-
tion and the medical transition. Especially because |
was only 14 [years of age] at the time, it was just like
‘this [treatment with puberty suppression] is the holy
grail’. And only when I got older I grasped ‘hmm..
there is also another side to it [the treatment] (Inter-
view with an assigned female at birth who had discon-
tinued PS; age at start PS: 16.7; age at discontinuation
PS: 17.0; age at interview: 19.5)

In addition, clinicians mentioned that adolescents
with lower intelligence might be less likely to be able to
understand and appreciate what the treatment and its con-
sequences entail. For several clinicians, low intelligence
might even be a reason not to start PS, despite the presence
of gender incongruent feelings. One adolescent and one
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parent mentioned the role of intelligence too. They stated
that she/her child was smart enough to be able to understand
and appreciate the consequences of PS prior to starting the
treatment.

I’'m pretty smart so to say. So I could think of that [the
effects of treatment and its (possible) consequences]
(Interview with an assigned female at birth who had
discontinued PS; age at start PS: 12.1; age at discon-
tinuation PS: 13.3; age at interview: 14.3)

How smart they [the adolescents] are, is of course an
important part of their competence to make medical
decisions (Focus group with clinicians)

Especially those who have a disharmonic intel-
ligence profile, who are verbally quite strong, but
of whom you can wonder whether he/she is able to
reason, and understand and appreciate the informa-
tion [about the treatment and its (possible) conse-
quences]. We do take more time for these cases [even
though] we don’t doubt the diagnosis [of gender dys-
phoria] (Focus group with clinicians)

Furthermore, clinicians mentioned that the presence of
(serious) mental health problems and/or other develop-
mental (like autism spectrum disorder) or physical differ-
ences (like deafness) might affect the adolescent’s MDC.
Some wondered how MDC should be assessed in those
circumstances.

I think that, when you’re dealing with for example
[someone with an] autism spectrum disorder, a deaf
person, or someone with a very low intelligence, you
have the idea that it almost becomes a black box;
that you almost have to deduce the behavior [of the
adolescent] to have an idea of what is happening
inside that black box and how plausible is it that the
adolescent has ‘authentic’ gender dysphoria? (Focus
group with clinicians)

Relevance of MDC

Finally, one of the clinicians questioned why MDC to start
PS is seen as such an important aspect to be eligible to
start the treatment. The clinician wondered whether some
people might assume that there is a direct correlation
between MDC and the chance of having regrets about the
decision to start the treatment later in life, even though
competent adolescents who start PS may potentially still
have regrets about this decision.

Why do we insist on medical decision-making compe-
tence, if it were about regret [of the treatment], could
we argue that if it [what the treatment with puberty
suppression and its (possible) consequences entails|
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has been discussed, it has become some kind of a
deliberate choice, which makes it less likely you will
regret it? (Focus group with clinicians)

This theme did not feature in any of the interviews with
the adolescents or the parents.

Discussion

Using qualitative methods, this study aimed to explicate
and compare the perceptions of transgender adolescents
who had continued or discontinued PS, their parents, and
clinicians regarding adolescent’s MDC to start PS. From
thematic analysis three themes emerged, being: challenges
when assessing MDC to start PS, aspects that are consid-
ered when assessing the adolescent’s MDC, and relevance
of MDC.

Challenges when assessing MDC to start PS

Several aspects the participants mentioned illustrate ethi-
cal challenges surrounding assessing adolescents’ MDC to
start PS. One of these aspects is the fact that certain conse-
quences of PS and uncertainty about long-term effects cause
doubts. Similar ethical challenges play a role in other fields.
For example, in children with limited treatment options
for serious conditions, ‘experimental’ interventions such
as gene therapy may be seen as the best available option
[45]. GnRH agonists are used as standard care for children
with precocious puberty and an increasing number of other
indications, and adverse psychological and physical effects
have been rare [46—48]. Nevertheless, several adolescents,
parents and clinicians in the current study share a feeling
of unease regarding PS. They try to find a balance between
the need to relieve the distress associated with the unde-
sired endogenous pubertal development of the transgender
adolescent, and the wish to avoid potential long-term nega-
tive effects of PS [49]. This is difficult since what the best
care is, depends also on individual preferences. Even though
more evidence-based outcomes of treatment is important,
it remains impossible to predict the treatment’s effects and
impact on a particular individual.

One of the consequences mentioned by the participants
was the possible loss of fertility. Interestingly, several ado-
lescents, most of whom were continuers, parents, and all cli-
nicians had a specific feeling of unease about this. One could
therefore question to what extent or in what way potential
loss of fertility should already be taken into account when
assessing adolescents” MDC to start PS.

Although the effects of PS on the development of second-
ary sex characteristics and gonadal function are reversible

when the treatment is discontinued, as far as is currently
known, if adolescents subsequently undergo treatment with
GAH and gonadectomy, this will result in loss of fertility [2].
If they start PS at a young age, they may never undergo their
endogenous puberty and may therefore not be able to pursue
fertility preservation [14, 15]. However, not all adolescents
pursue gonadectomy, and depending on birth-assigned sex
and the type of treatment individuals choose to undergo,
fertility outcomes may vary [50]. Research shows that very
few (1.9-6%) adolescents discontinue PS [e.g. 12, 51, 52].
A subset of these adolescents (3.5-3.7%) no longer wish
gender-affirming treatment [12, 51]. That means that the
vast majority of the adolescents who start PS subsequently
proceed to GAH, with possible loss of fertility as a result.
Providing adequate information about the impact of treat-
ment on future fertility and about fertility preservation is
therefore highly recommended [53, 54].

However, the adolescents, parents and clinicians won-
dered to what extent an adolescent should and can be able
to understand and appreciate some possible (long-term)
consequences of the treatment. According to clinicians
and parents, not being able to understand and appreciate
the impact of the loss of fertility on one’s future life and
relationships is inherent to an adolescent’s age and devel-
opmental stage. Some clinicians mentioned that even some
adults are not able to understand and appreciate the impact
of certain consequences of the treatment. Thus, one might
question whether it is reasonable to expect adolescents to be
able to understand and appreciate all possible consequences
of medical treatment. Yet we often seem to assess adults’
MDC in these situations as ‘sufficient’, while we question
that of adolescents. Infertility and concerns about (future)
fertility may have a major negative impact on quality of life
and mental health [55, 56]. Research focusing on survivors
of pediatric cancer shows that plans of youth for future chil-
dren may change over the years [53, 54]. Although there
is, as far as we know, no similar published data regarding
transgender youth deciding on PS, data from a Dutch study
with transgender adults shows that views regarding parent-
hood might change over time [57]. Other research shows
that vitality and self-perceived mental health status is sig-
nificantly better among adult transmen with children than
for those without [58]. Offering the possibility of fertility
preservation is therefore important. However, that in turn
might bring its own difficulties. For example, the fertility
preservation process might have a psychological impact on
the adolescent and/or the parent(s), as mentioned by one of
the parents in this study. In our clinical practice, all adoles-
cents and their families are offered fertility counseling, but
some families refuse because they consider even just the
counseling too psychologically burdensome for their young
child.
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Up until now little is known about the possible psycho-
logical impact of the procedures and the process of fertil-
ity preservation on transgender adolescents [59]. Further
research regarding not only the benefit but also the possible
harm of a fertility preservation process on transgender ado-
lescents and their families would therefore be valuable [59,
60]. Besides, we recommend future research examining the
impact of the loss of fertility later in the adolescents’ lives,
and investigating the best way to communicate information
regarding fertility (preservation) to these young adolescents.
Of note, in the Netherlands fertility preservation continues
to be a topic of conversation throughout the diagnostic and
treatment phases, and in any case before decisions about
GAH and surgery are made, since fertility preservation
remains possible even after adolescents have started treat-
ment with PS, for example, by temporarily interrupting
treatment.

Another aspect participants mentioned regarding assess-
ing MDC to start PS was the parents’ role. Involvement and
help of parents with regard to making medical decisions for
minors is important, just as most adolescents, both continu-
ers and discontinuers, parents, and clinicians mentioned, and
as stated in laws and in international guidelines on transgen-
der care for children and adolescents [1, 5]. Additionally, the
clinicians in this study said that, besides the adolescents and
parents, they themselves took part in the decision-making
process too. None of the adolescents and parents did not
mention this. For patient-centered care shared decision-mak-
ing (SDM) is considered essential and it is recommended
by pediatric regulatory organizations [61, 62]. The SDM
approach in general care is evidence-based and promotes
collaboration between patients, family members, and clini-
cians when making a decision regarding health care [63].
Patients, family members, and clinicians can deliberately
decide about the best treatment plan by exchanging infor-
mation about the treatment’s evidence (options, benefits,
and risks) and the patient’s and family’s preferences [64].
In SDM the patient’s expertise and values are considered
along with empirical medical information, and the decision-
making responsibilities of the patient, family members, and
clinicians are balanced [65-67].

Although little is known about SDM in the context of
PS for transgender adolescents, research shows that SDM
can support decisions about GAH treatment in transgender
adolescents when integrating into practice the following five
conditions: open communication, role agreement, supportive
relationships, agreement about the decision, and sufficient
time [68]. Research shows that among other things the use
of information-sharing techniques that are age-appropriate,
breaking down a decision into smaller choices, and ask-
ing direct and simple questions all promote adolescents’
ability to participate in medical discussion [69]. Future
research examining how transgender adolescents can best
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be involved in the decision-making process regarding PS is
recommended.

Additionally, it is notable that most adolescents who pro-
ceeded to GAH after PS, and parents mentioned that they
did not feel they had a choice whether or not to start the
treatment with PS. By contrast, none of the adolescents who
discontinued PS or their parents explicitly stated having no
choice. It is noteworthy that, most adolescents, continuers
and discontinuers, and their parents mentioned not really
taking the treatment’s possible negative consequences into
consideration. This, even though most adolescents, par-
ents, and clinicians stated that understanding the treatment
and its consequences should be considered when assess-
ing adolescents’ MDC. Apparently, the possible negative
consequences of the treatment do not outweigh the burden
of the adolescents’ gender incongruent feelings. One could
therefore question whether adolescents’ MDC to start PS is
at all ‘required’, when the adolescents might not even have a
choice to make. This situation is not unique for the transgen-
der adolescent care. For example, some patients undergoing
deep brain stimulation do not have other treatment options
left. Nevertheless, in the current medical model in the Neth-
erlands, these patients still need to give their fully informed
consent to the treatment [70]. In addition, it should be men-
tioned that one’s feeling of not having a choice is different
from having no choice; in fact, adolescents still have a choice
to proceed to treatment or not, but for them one option is
significantly preferable (i.e. to receive treatment).

Besides, the adolescents, both continuers and discontinu-
ers, parents, and clinicians questioned what the term ‘under-
standing’ means regarding information about the treatment
and its possible consequences in the context of adolescents’
MDC to start PS; to what extent should an adolescent be
able to understand the information regarding PS to be deci-
sion-making competent? Furthermore, most clinicians expe-
rienced challenges while assessing MDC and mentioned that
they apply their own definition of MDC depending on the
characteristics of the adolescent at hand. In addition, the
results show MDC is generally assessed implicitly and not
in a structured way in daily practice. This is in line with what
earlier research in other contexts shows [40]. Except for one
Dutch quantitative study, which shows that the vast major-
ity (89%) of the examined transgender adolescents (aged
10-18 years) about to start PS treatment are competent to
consent to this treatment, there is little evidence on transgen-
der adolescents’ MDC to start PS [41]. Because clinicians
indicate that they find it difficult to determine MDC, it would
be desirable to develop a more uniform way to assess MDC
and provide ethics support for the ethical dilemmas that are
encountered when assessing MDC [71-73]. Dissemina-
tion of knowledge about MDC to start PS would help to
adequately support adolescents, parents, and clinicians in
the decision-making process. Despite the fact that current
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transgender clinical guidelines state that adolescent’s MDC
is a prerequisite to start PS, the guidelines hardly clarify
what ‘adolescents having MDC’ means in practice. Dutch
researchers have, largely based on the information gained
in the current study, developed an ethics support tool (in
Dutch: ‘wilsbekwaamheidswijzer’) that provides clinicians
information and direction on how to deal with adolescents’
MDC. The tool provides clinical guidance on assessing ado-
lescents” MDC, for example regarding what aspects the ado-
lescents should understand about the treatment before they
are considered competent [74, 75]. Making such an ethics
support tool available to clinicians in other countries as well
could be very helpful. Additionally, clinicians working in
transgender treatment teams in the Netherlands rated Moral
Case Deliberation, a relatively well-established form of clin-
ical ethics support, as highly valuable in dealing with moral
challenges in their clinical practice [74, 76]. Moral Case
Deliberation could also be used by the transgender treatment
teams when, in clinical practice, they are confronted with
moral challenges regarding adolescents’ MDC to start PS
and/or its assessment.

Aspects that are considered when assessing
the adolescent’s MDC

Results further showed that the adolescents, parents, and cli-
nicians mentioned several (contextual) aspects that, accord-
ing to them, should be considered when assessing the ado-
lescent’s MDC to start PS. One aspect various adolescents,
parents, and clinicians mentioned with regard to this, was the
understanding of the treatment and its consequences. Vari-
ous adolescents, both continuers and discontinuers, men-
tioned that before they started PS, they were not aware of
some of the psychosocial consequences of delaying puberty
while their peers underwent multifaceted developmental
accomplishments. An example of a potentially negative con-
sequence of keeping the adolescent in a prepubertal state
is isolating the adolescent from peers [77]. On the other
hand, research shows that the adolescents’ psychological
functioning improved or did not change after starting spe-
cialized transgender care involving PS [78-80]. Only a few
of the adolescents and their parents stated that they fully
understood what PS and its consequences entailed, but even
so, the adolescents found themselves able to decide about
whether or not to start the treatment. In both the before-
mentioned quantitative study regarding the assessment of
MDC in transgender adolescents and the current qualitative
study, the adolescents are judged competent and find them-
selves competent to decide about starting PS [41]. Seem-
ingly, fully understanding and appreciating the treatment
are not requirements for MDC to start PS. This is in line
with the statements of some clinicians and parents that not
being able to understand and appreciate the impact of certain

consequences of PS is inherent to the age, developmental
stage and/or life experience of the adolescent, just as previ-
ous research in other contexts has shown [40].

Age was another factor that most participants mentioned
that may have a decisive impact on MDC, and should there-
fore be considered when assessing the adolescents’ MDC.
Age is often considered to be the best indicator of MDC
[81]. Research shows that children aged > 12 years may have
MDC, provided they have favorable environmental factors
[82, 83]. On the other hand, the same research shows that
there is no universal agreement regarding the age at which
children can reasonably be expected to have MDC regarding
every decision in every context. Early development of the
reward system of the brain in combination with late devel-
opment of the control system reduces adolescents’ MDC
in certain challenging contexts which are not supportive
[82]. Therefore, children and adolescents of the same age
may have different levels of maturity and there is no general
clear cut-off at which all children or adolescents have MDC
[82]. Furthermore, some experts argue that children who
have personal experiences with ‘illness’, may have greater
understanding and insight compared to children who do not
have this experience [84-86]. This may specifically play
a role in the case of gender nonconforming youth, where
most adolescents seen at a gender identity clinic have long
lasting or even life-long gender incongruent feelings. How-
ever, research does not confirm this hypothesis [41, 81]. It
is worthwhile considering to assess MDC and maturity on
an individual basis rather than using a fixed age criterium,
although the fact that most participants in the current study
experienced age as an important aspect concerning MDC,
may support that for certain more irreversible components
of gender-affirming treatment (like treatment with GAH and
surgeries), age criteria should remain existing [1, 87, 88].

Relevance of MDC

Finally, in our study clinicians pondered whether too much
importance is placed on the adolescent’s MDC. None of the
adolescents and parents did mention this. So far, there is
no direct correlation between having MDC and not having
regrets about a decision later in life, something that some
stakeholders seem to have in mind [26]. Besides, respecting
an individual’s autonomy encompasses one’s right to make
a decision that is regretted later on in life [89]. A balance
that needs to be struck is between the risk of regret and the
risk of not providing the treatment, since refraining from
treatment might have harmful effects too [17, 26].

Strengths and weaknesses

There are some strengths and weaknesses to the present
study. The qualitative nature of this study made it possible
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to find out, in depth, the ways in which transgender ado-
lescents, their parents, and clinicians think about transgen-
der adolescents’ MDC to start treatment with PS. Another
strength of this study is that adolescents who did continue
with GAH after PS as well as adolescents who did not pro-
ceed to GAH were interviewed. This allowed us to compare
their considerations. Nevertheless, the retrospective nature
of this study raises the possibility of recall bias and hind-
sight bias of the informants. In addition, the informants were
recruited from two Dutch treatment teams using the same
protocol prescribing that PS was required for all adolescents
before any further affirming treatment was provided. Adoles-
cents recruited from other treatment clinics in other contexts
might report different considerations regarding MDC [27].

Therefore, we encourage prospective gathering of more
qualitative data from adolescents who haven’t started PS yet,
or receive PS but have not started treatment with GAH yet.
Due to the small sample size, the nonparticipation rate and
the skewed sex ratio, it is not completely certain if genuine
saturation was reached. Nonparticipating adolescents who
had discontinued treatment might have had other thoughts
regarding the adolescents’ MDC compared to the adoles-
cents that have been interviewed. We, therefore, encourage
gathering more qualitative data from a larger sample with a
more balanced sex ratio.

Conclusion

In conclusion, this study shows that adolescents, their par-
ents, and clinicians take various aspects into account regard-
ing the adolescent’s MDC. The four criteria one needs to
fulfill to have MDC - understanding, appreciating, reason-
ing, and communicating a choice - were all, to a greater
or lesser extent, mentioned as challenging by the partici-
pants, just as MDC being relative to a specific decision and
context [30]. Most adolescents, parents, and clinicians find
understanding and appreciating what the treatment and its
consequences entail, important for MDC. Nevertheless, even
though most adolescents, both continuers and discontinuers,
and parents felt they did not have a full understanding and
appreciation of all consequences, they thought that they were
able to make the decision to start PS. Parents’ support of
their child was considered essential in the decision-making
process. However, several parents and clinicians wondered
to what extent they themselves, and adults in general, are
able to understand and appreciate certain consequences,
let alone adolescents. The results of the current study show
that clinicians find MDC challenging to assess in a uniform
way. Dissemination of knowledge and support concerning
the assessment of MDC and encountered ethical dilemmas
about transgender adolescents’ MDC is desirable in order for
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clinicians to support adolescents and parents in the decision-
making process.

Appendix A. Initial interview questions

1. For you, was the treatment to suppress puberty time to
consider and decide on irreversible treatment or was the
treatment important to you for other reasons?

2. How consciously did you make the decision to start
PS at the time?

3. Have there been any consequences, or has there been
any impact of the treatment with PS that you hadn’t foreseen,
that you were not aware of, that were better or worse than
you had expected?

4. To what extent did you make your decision to start PS
in a different way from your decision to start with treatment
with gender affirming hormones?

5. Is there anything that hasn’t been discussed in this
interview but that you think is relevant in relation to the
topic, anything that you would like to add?
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