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General Well-Being
Scale (GWBS) of the
Pediatric Quality of
Life Inventory score

The GWBS of the Pediatric Quality of Life Inventory uses uses a
5-point response scale, contains seven items, and measures two
dimensions: general wellbeing (6 items) and general health (1
item). Each item is scored from 0 to 4, and the total score is
linearly transformed to a 0 to 100 scale. High scores reflect fewer
perceived problems and greater well-being.

GnRH analogue

GnRH analogues competitively block GnRH receptors to prevent
the spontaneous release of two gonadotropin hormones,
Follicular Stimulating Hormone (FSH) and Luteinising Hormone
(LH) from the pituitary gland. The reduction in LH and FSH
secretion reduces oestradiol secretion from the ovaries in those
whose sex assigned at birth was female and testosterone
secretion from the testes in those whose sex assigned at birth
was male.

Patient Health
Questionnaire
Modified for Teens
score (PHQ
9_Modified for Teens)

The PHQ 9_Modified for Teens is a validated tool to assess
depression, dysthymia and suicide risk. The tool consists of 9
questions scored from 0 to 3 (total score 0 to 27), plus an
additional 4 questions that are not scored. A score of 0 to 4
suggests no or minimal depressive symptoms, 5 to 9 mild, 10-14
moderate, 15-19 moderate and 20-27 severe symptoms.

Quick Inventory of
Depressive
Symptoms (QIDS)

Both the clinician- and self-reported QIDS are validated tools to
assess depressive symptoms. The tool consists of 16 items, with
the highest score for 9 items (sleep, weight, psychomotor
changes, depressed mood, decreased interest, fatigue, guilt,
concentration, and suicidal ideation) are added to give a total
score ranging from 0 to 27. A score of 0 to 5 is suggestive of no
depressive symptoms, 6 to 10 mild symptoms, 11 to 15 moderate
symptoms, 16-20 severe symptoms and 21 to 27 very severe
symptoms.

Quality of Life
Enjoyment and
Satisfaction
Questionnaire (QLES-
Q-SF)

QLES-Q-SF is a validated questionnaire, consisting of 15
questions that rate quality of life on a scale of 1 (poor) to 5 (very
good).

Screen for Child
Anxiety Related
Emotional Disorders
(SCARED)
questionnaire

SCARED is a validated, 41-point questionnaire, with each item
scored 0 to 2. A total score of 25 or more is suggestive of anxiety
disorder, with scores above 30 being more specific. Certain
scores for specific questions may indicate the presence of other
anxiety-related disorders:

A score of 7 or more in questions related to panic disorder or
significant somatic symptoms may indicate the presence of
these.

A score of 9 or more in questions related to generalised anxiety
disorder may indicate the presence of this.

A score of 5 or more in questions related to separation anxiety
may indicate the presence of this.

A score of 8 or more in questions related to social anxiety
disorder may indicate the presence of this.

A score of 3 or more in questions related to significant school
avoidance may indicate the presence of this.

State-Trait Anxiety
Inventory (STAI)
score

STAl is a validated and commonly used measure of state anxiety
(current state of anxiety) and trait anxiety (general state of
calmness, confidence and security). It has 40 items, the first 20
covering state anxiety, the second 20 covering trait anxiety. STAI
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can be used in clinical settings to diagnose anxiety and to
distinguish it from depressive illness. Each subtest (state and
trait) is scored between 20 and 80, with higher scores indicating
greater anxiety. There is no published minimal clinically
meaningful difference (MCID) for STAI or thresholds for anxiety
severity.

Strengths and
Difficulties
Questionnaire (SDQ,
Spanish version

The SDQ, Spanish version includes 25-items covering emotional
symptoms, conduct problems, hyperactivity/ inattention, peer
relationship problems and prosocial behaviour. The authors state
that a score of more than 20 is considered indicative of risk of
having a disorder (normal: 0-15; borderline: 16-19, abnormal: 20-
40).

Tanner stage

Tanner staging is a scale of physical development.

Transgender
(including transmale
and transfemale)

Transgender is a term for someone whose gender identity is not
congruent with their birth-registered sex. A transfemale is a
person who identifies as female and a transmale is a person who
identifies as male.

Utrecht Gender
Dysphoria Scale
(UGDS)

The UGDS is a validated screening tool for both adolescents and
adults to assess gender dysphoria. It consists of 12 items, to be
answered on a 1- to 5-point scale, resulting in a sum score
between 12 and 60. Higher scores indicate higher levels of
gender dysphoria.
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Abstract

common. Autism spectrum problems were very common.

Background: Increasing numbers of adolescents present in adolescent gender identity services, desiring sex
reassignment (SR). The aim of this study is to describe the adolescent applicants for legal and medical sex reassignment
during the first two years of adolescent gender identity team in Finland, in terms of sociodemographic, psychiatric and
gender identity related factors and adolescent development.

Methods: Structured quantitative retrospective chart review and qualitative analysis of case files of all adolescent SR
applicants who entered the assessment by the end of 2013.

Results: The number of referrals exceeded expectations in light of epidemiological knowledge. Natal girls were
markedly overrepresented among applicants. Severe psychopathology preceding onset of gender dysphoria was

Conclusion: The findings do not fit the commonly accepted image of a gender dysphoric minor. Treatment guidelines
need to consider gender dysphoria in minors in the context of severe psychopathology and developmental difficulties.

Keywords: Transsexualism, Gender dysphoria, Sex reassignment, Adolescent development

Introduction

According to the ICD-10 [1], transsexualism involves a
desire to live and be accepted as a member of the oppos-
ite sex, usually accompanied by the wish to make one’s
body as congruent as possible with one’s preferred sex
through surgery and hormonal treatment. The desire
has to be persistent and not a symptom of a mental dis-
order. Gender dysphoria refers to dysphoria experienced
due to the incongruence between a person’s inner per-
ception of her/his gender, and the incongruous bodily
reality. The term Gender Dysphoria has also recently
been adopted as the diagnostic category in DSM-5 [2].
Psychotherapeutic approaches have not proven success-
ful in relieving gender dysphoria, and social, juridical,
medical and surgical sex reassignment (SR) is nowadays
the treatment of choice [3]. Sex reassignment with

* Correspondence: merihe@uta fi

'University of Tampere, School of Medicine, 33014 University of Tampere,
Tampere, Finland

’Department of Adolescent Psychiatry, Tampere University Hospital, 33380
Pitkdniemi, Finland

Full list of author information is available at the end of the article
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hormonal and/or surgical treatments has been reported
to improve social, psychological and sexual well-being
and functioning.

Surveys based on the Child Behaviour Checklist [4] re-
port that 2-5% of children aged up to seven, as reported
by their parents, “behaves like opposite sex” and 1-2%
“wishes to be of opposite sex”, but cultural issues likely
play a major role in whether a child’s behavior is per-
ceived as gender atypical. Consultations due to gender
identity are generally more often sought for boys than
girls, which may suggest greater gender variation in
boys, but also that effeminate behaviours in boys are
perceived as more of a problem than tom-boyishness in
girls [5,6].

Of children with even severe gender dysphoria and
cross-sex identification, about 85% do not develop a per-
sistent transsexual identity in adolescence (reviewed in
[7]). Reliable indicators are not so far available regarding
which gender dysphoric children cease to be so in pu-
berty and who develop transsexual identity [8]. Medical

interventions are therefore not warranted in pre-

© 2015 Kaltiala-Heino et al; licensee BioMed Central. This is an Open Access article distributed under the terms of the Creative
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pubertal children. In light of current knowledge,
transsexual identity in adolescence is persistent and
medical interventions may be appropriate. According to
the treatment model developed in the Netherlands
(Dutch model), early treatment may include delaying pu-
berty after its first stages with GnRh analogues, and ad-
ministering cross-sex hormones from about age 16
[9,10]. This approach is recommended when childhood
gender dysphoria exacerbates in puberty, no (primary)
severe psychopathology is present, and the young person
has appropriate developmental support and support for
the process from her/his primary caregivers (parents).
The rationale with GnRh analogue treatment is to pre-
vent the undesired development of secondary sex char-
acteristics and thereby facilitating later transition to the
desired role, and postponing complicated and irreversible
treatment decisions to a more mature age. Psychopath=
ology largely attributed secondary to gender dysphoria is
expected to be relieved by puberty blocking and resolved
by sex reassignment [5,11,12].

In the past decade, the numbers of referrals to child
and adolescent gender identity services have been on the
increase across Europe (personal communications in
2013 and 2014 from UK, NL, Spain, Sweden child and
adolescent gender identity teams) and in Canada [13]. It
is not known whether this represents a true increase in
gender dysphoria, lowered thresholds for seeking help
for it or perhaps cultural developments that promote the
conceptualization of developmental challenges as being
rooted in sex and gender.

In Finland, the legislation stipulates that a transsexual
person may be recognized in law as a member of the de-
sired sex and have access to hormonal and surgical sex
reassignment (in public health care) (act 2002/563). A
psychiatric assessment by a specialized gender identity
team is a prerequisite for legal as well as surgical sex re-
assignment, both of which have a lower age limit of 18.
The specialized psychiatric assessment by a gender iden-
tity team is centralized to two university hospital psychi-
atric clinics, Tampere and Helsinki University Hospitals,
in the country (codes 1053/2002 and 476/2010).

Since 2011, specialized adolescent psychiatric gender
identity teams have been available for minors at the
above mentioned two university hospitals. The excessive
number of referrals, exceptional sex ratio and severity of
general psychopathology among the applicants com-
pared to what might have been anticipated on the basis
of the literature called for clinical attention from the be-
ginning of the service. The aim of this study is to de-
scribe the adolescent applicants for legal and medical
sex reassignment in terms of sociodemographic, psychi-
atric and gender identity related factors and adolescent
development in order to initiate a scientific discussion
on the meaning of these observations.
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Materials and methods

The study comprises a retrospective chart review of all
the SR applicants attending for assessment by one of
the two adolescent gender identity services in Finland
(Tampere University Hospital, Department of Adoles-
cent Psychiatry) in 2011-2013. Altogether 49 adoles-
cents were referred to assessment for sex reassignment
and invited to their first meeting during the study pe-
riods, but two adolescents declined to start the evalu-
ation. Thus 47 adolescents are included in this study.
Of these, one was mutistic and did not provide any in-
formation; for this young person, information on per-
sonal experiences is missing but information from case
records and parents could be used.

The assessments take place in an outpatient setting
and comprise structured and free format assessments
and interviews with an adolescent psychiatrist, a psychi-
atric nurse, a social worker and a psychologist. The ado-
lescent and her/his parents/guardians are seen together
and separately by all the multi-disciplinary team mem-
bers. Psychiatric and medical files are requested from all
previous health care contacts of the adolescent, with due
permission from her/him and her/his parents. After com-
pleting all the assessments, the multi-disciplinary team
discusses the diagnosis as to gender identity and mental
disorders, eligibility for hormonal SR treatments and pos-
sible other needs to be met and recommendations to be
given regarding gender identity needs and mental health
needs when appropriate. All the below described measures
were collected using all the material available after the as-
sessment. The study received approval from the ethics
committee of Pirkanmaa Hospital District.

Measures
Sociodemographic variables collected were age, natal sex,
family structure (living with both parents/one parent/
neither parent) and parental education (professional/
intermediate/skilled non-manual/skilled manual/unskilled
or not in employment). Further background information
included the reason for referral (sex reassignment, definite
wish/sex reassignment, possible reassignment/other) and
parental homosexuality or transsexualism (yes/no).
Throughout the discussion of our own research we
use the terms “gender dysphoria” and “gender dysphoric”
to refer to the experienced gender incongruence among
our applicants, regardless of whether they fulfill the
diagnostic criteria for Gender Dysphoria in the DSM-5.
For the present study we recorded whether there had
been signs of gender dysphoria/gender incongruence in
childhood (before age 12) (Table 1). Age of onset of con-
scious gender concerns and age when the applicant was
convinced that s/he is transsexual were recorded. If the
adolescent was already living in the desired role (Table 1),
it was recorded for how long.
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Table 1 Variable descriptions for childhood gender dysphoria, bullying and social isolation

Gender dysphoria/gender incongruence in childhood (<12 years of age)

Childhood gender dysphoria/incongruence present

- explicit gender dysphoria or marked and persistent cross-gender identification
on behavioural level even without explicit verbalization of one's gender related

Childhood gender dysphoria/incongruence not present

- no signs of gender dysphoria/incongruence in childhood

thoughts and feelings in childhood
Gender presentation, living in desired role

Classified as living in the desired role

« the applicant had officially changed her/his name to a gender neutral one
or arranged his/her registration in school, and being consistently called,
by a name suggesting the desired sex; being always presented to new

people as being of the desired sex; being treated by family, teachers/

employers, friends, schoolmates as well as by new people as a member

of the desired sex

- some of these young pecple had explicitly “come out” in school and

openly made a transition to the desired role; some, with the support of some
community key adults, had adults, had totally concealed their natal sex from

the school/workplace

Bullying
Significantly subjected to bullying

- the applicant and/or her/his parents considered that there had been significant

and traumatic victimization.

- a) related to gender presentation or sexual identity: name-calling, spreading

rumours and the like related to gender presentation/sexual identity

Not classified as living in the desired role

- the adolescent had not made any attempt to live and be
treated in the desired role

- the adolescent dressed gender neutrally and asked the family to
use a name indicative of the desired sex, but was actually not
living in any social role outside the family due to isolation from
social interactions

- some of the adolescents in this group were almost totally
isolated in their homes (not going to school or work, not
meeting peers), some attended school but were isolated from
social interactions there and elsewhere

Not subjected to bullying
« no recollection of being bullied

- if ever bullied, the adolescent described it as non-significant

(“maybe sometimes”, “not more than anyone else”).

« b) not related to gender or sexual identity: bullying was related to other issues
like weight, interests, belonging or not belonging to a certain group etc.

Isolation

Periods of isolation

- periods of not having contact with peers outside of arranged study-related

activities at school - or not even that, if not attending school

+ having same-age contacts only with one’s own siblings

- keeping (tenuous, infrequent) contact with one or two peers only despite

previously having been normatively engaged with peers

+ contacts outside the family only via Internet

No isolation

« no interrupticns in attending age appropriate daily programme
(usually school), having age-appropriate contacts with peers

Previous and current psychiatric history was recorded.
Previous files were not always complete, and diagnoses
were not always accurately defined in terms of ICD-10
diagnostic codes. Thus, we recorded 1) whether the
young person had been in contact with psychiatric
services prior to entering the gender identity service
(yes/no), 2) whether the previous contact had been
because of gender concerns or psychiatric symptoms
(gender issues only/psychiatric symptoms only/both), 3)
what kind of problems the young person had displayed
(anxiety, depression, suicidal behaviours, conduct prob-
lems, autism spectrum related problems, substance
abuse, psychotic symptoms, other; all recorded yes/no),
and 4) the temporal relationship between psychiatric
symptoms and gender dysphoria/identity concerns (psy-
chiatric symptoms emerged earlier/gender dysphoria and
gender identity concerns emerged first).

Peer-related difficulties were recorded being subjected
to bullying at school (yes/no) and isolation from peers
(yes/no) (Table 1). Of bullying it was recorded whether
it happened before, after or both before and after of the
onset of gender dysphoria, and whether it was related to
gender presentation or sexual orientation. Of social
isolation it was recorded whether it occurred before,
after or both before and after the onset of gender
dysphoria.

Statistical analyses

All the variables were recorded in a structured form de-
veloped for this research. Descriptive analysis was con-
ducted using statistical methods for quantitative data.
We report frequencies and means (sd) where appropri-
ate. Between groups comparisons are made with cross-
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BEGAN

32% before 12
62% after 12
6% unknown

20% most
common at age
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64% —no
recollection

of early gender
issues
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tabulations and chi-square statistics/Fisher’s exact test,
and with t-test where appropriate.

Qualitative observations

The qualitative content analysis approach [14] was ap-
plied to illustrate, based on all material recorded in case
histories, different groups of gender dysphoric adoles-
cents, or different developmental pathways resulting in
the adolescent now perceiving the need to apply for sex
reassignment. This was carried out by condensing and
extracting from all material recorded in the case histor-
ies similar and different developmental patterns and de-
scriptions of experiences that could be used to create
mutually exclusive model stories, or trajectories that
would include all the studied adolescents and not allow
for assigning a given adolescent to more than one trajec-
tory. The model stories were not defined in advance but
they were formed in a data-driven process, the outcome
of which is presented.

Results

Demographics

Of the applicants included in the present study, 41 were
natal girls and 6 were natal boys. Their mean age (sd) at
entering assessment was 16.04 (0.57) years for natal boys
and 16.66 (1.07) for natal girls (p = 0.18). Of these, 49%
(23) were living with both their biological parents, 39%
(18) with one biological parent, and 13 % (6) in child
welfare foster placements or independently. Parental
education was distributed as follows: 16% (8) professional,
5% (2) intermediate, 22% (10) skilled non-manual, 43%
(20) skilled manual, and 14% (7) were unskilled or not par-
ticipating in work life. None of the applicants had
transsexual or homosexual parents.

Gender dysphoria

11%, early onset Of the applicants, 32% (14/47) reported having started

persistent

6% early onset
transient

19% tomboy

girls w/o ? gende

or dysphoria

T

to consciously question their gender before age 12, 62%
(30/47) at 12 or later, and three applicants (6%) could
not define this. Most commonly (one in five) these con-
cerns had started at age 14. There were altogether five
applicants (11%) who during childhood had persistently
expressed gender dysphoria and/or identified with the
opposite sex, and three (6%) who during childhood had
transiently displayed gender dysphoria and a desire to be
of the opposite sex. A further nine applicants (19%) had
been tomboyish girls but had not questioned their gen-
der or experienced dysphoria, and as to most of the ap-
plicants (30/47, 64%), neither the young person nor her/
his parents recalled gender dysphoria or cross-gender
behaviors during childhood.

During the assessment process, 72% (34/47) of the appli-
cants were sure about feeling they were of the opposite
sex to their natal and about pursuing sex reassignment,
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but 28% (13/47) were not sure about their feelings regard-
ing gender identity and/or sex reassignment. There was
no difference between natal girls and natal boys in this re-
gard. Of those who felt sure about their cross-gender iden-
tity, 15% (5/34) recalled reaching the conclusion before
age 12, 79% (27/34) at 12 or later, and two (6%) could not
define at what age they had reached the conclusion. There
was no difference between natal girls and natal boys. The
time frame from first becoming aware of gender dysphoria
to being sure of one’s own cross-gender identity ranged
from 0 to 7 years, with mean 1.6 (sd 2.1) years.

Of all the applicants, 38% (17/47) were living in the
desired role when the assessment was completed, 50%
(3/6) of the natal boys and 37% (15/41) of the natal girls
(p=0.41). Of those applicants who expressed certainty
about being of other than their natal sex and desiring
physical and legal sex reassignment, 47% (16/34) were
living in the desired role. Of those who were living in
the desired role, the mean (sd)/median time of living in
the role was 28.3 (17.9)/24.0 months for natal boys, and
29.8 (39.2)/12 months for natal girls (p = ns).

Peer relationship difficulties

Of the applicants, 57% (27/47) had been significantly
bullied at school, 53% (25/47) in primary school (grades
1-6, ages 7-13 yrs) and 45% (21/47) in secondary school
(grades 7-9, ages 13-16 yrs). Of those who had been
victims of bullying, 73% (19/27) had been bullied before
they came to think about their gender identity, 8% (2/27)
after starting to think about gender issues, and 19% (5/27)
both before and after. Of those bullied, 27% (7/26) re-
ported that bullying had been related to gender presenta-
tion or sexual identity, and 73% (19/26) had been bullied
due to some other reasons (see Table 1).

Natal girls and natal boys had been bullied equally fre-
quently. Natal girls tended more often to report having
been bullied only before the onset of gender dysphoria,
and natal boys more often both before and after the on-
set of gender dysphoria (girls: 78% (17/23) only before,
9% (2/23) only after, 13% (3/23) before and after vs.
boys: 33% (1/3) only before, none only after, 67% (2/3)
both before and after, p = 0.08). Among natal boys gen-
der presentation and/or sexual identity had always been
the topic of the bullying, among natal girls 83% (19/23)
had been bullied for something else and 17% (4/23) due
to gender presentation/sexual identity (p = 0.01).

Of the applicants, 45% (21/47) had presented with pe-
riods of isolation from peer relationships; 32% (15/47)
before and 40% (19/47) after the onset of gender dys-
phoria, and 43% (20/47) were socially isolated during the
SR assessment. Twenty-eight per cent (13/47) were iso-
lated in all three observed periods. Social isolation was
equally common among natal boys and girls applicants.

PL0O10273



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 8 of 100

Kaltiala-Heino et al. Child and Adolescent Psychiatry and Mental Health (2015) 9:9

75% seeing P sychiatric treatment and psychopathology
psych for issues Seventy-five per cent of the applicants (35/47) had been
other than GD . .
or were currently undergoing child and adolescent psy-
g‘;f depression chjatric treatment for reasons other than gender dys-
% anxi -
53% S| of ?en phoria when they sought referral to SR assessment, and
harm two more were contacted with general adolescent psy-
13% psychosis S . %
a9 conduct d/o Chiatric services soon after entering the SR assessment.
4% Szbstaﬂce Sixty-four per cent (30/47) were having or had had
o treatment contact due to depression, 55% (26/47) due

26% ASD

1%ADHD  to anxiety disorders, 53% (25/47) due to suicidal and
68% first self-harming behaviours, 13% due to psychotic symp-
&?g‘*zz;ch s toms (6/47), 9% (4/47) due to conduct disorders, 4%
not for GD (2/47) due to substance abuse, 26% (12/47) due to aut-

ism spectrum disorder, and 11% (5/47) due to ADHD.
One severe case of anorexia nervosa was noted. Of the
applicants, 68% (32/47) had had their first contact with
psychiatric services due to other reasons than gender
identity issues. Natal boys and natal girls had equally
commonly been treated for psychiatric disorders except
for ADHD which had been more commonly treated in
natal boys (50% vs.5%, p = 0.01). The mean number of
distinct psychiatric problems was 2.3 (sd 1.7), with no
difference between natal girls and natal boys.
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The different groups

Five different mutually exclusive groups (a - e below)
were identified that differed as to onset of gender dys-
phoria and cross-gender identification, psychopathology
and adjustment/difficulties in social relationships, and
the temporal relationships between these. They are pre-
sented in Table 2.

We carried out logistic regression analyses to detect
what kind of presenting features were associated with
belonging to the last, confused group of adolescents with
gender dysphoria (e) when entered in the model simul-
taneously. This was appropriate because psychiatric
symptoms and psychosocial functioning are strongly in-
terrelated. Age and natal sex were not predictive of be-
longing to the confused group. Each psychiatric
problem, being subjected to bullying, presenting with
periods of isolation, number of different psychiatric
problems, and months living in desired role were each
in turn entered as independent variables, controlling for
age and natal sex. When controlling for age and natal
sex, group memberships was predicted by anxiety (OR
4.8, 95% CI 1.4-17.0), suicidality (OR 5.7, 95% CI 1.7-
20.3), number of different psychiatric symptoms (OR

Table 2 The different groups of gender dysphoric adolescents seeking SR

Early onset gender dysphoria, exacerbates in puberty

a) with no with no significant psychopathology and developmental
problems (n=2)

= very mild or no psychopathology across childhood and until the assessment

b} with considerable psychopathology and developmental problems (n=3)

- severe psychopathology that had previously and currently required

specialist level child and adolescent psychiatric care (autism spectrum
disorder, OCD, Tourette, anorexia nervosa, suspected psychatic episodes
or psychosis high risk, specific learning difficulties)

Adolescent onset gender dysphoria, where transsexual identity appeared established

) without, or with only mild psychopathclogy and developmental
difficulties (n=10)

+ mild to moderate depression or anxiety, could be considered secondary
to gender dysphoria, or was transient, and did not impair functioning in
social relationships or school

« age-appropriate social relationships and leisure time activities, participa-
tion in age-appropriate educational activities (comprehensive, vocational
or upper secondary school)

d) with severe psychopathology and developmental difficulties (n=9)

- psychiatric problems that warranted specialist level adolescent psychiatric

treatment, either in treatment at the beginning of their SR assessment, or
treatment contact was arranged during the SR assessment

- autism spectrum disorders (3), major depression (3), social phobia (5),

substance abuse problems (1) or a history of conduct disorder and trauma
(2) (several had two disorders); clearly more severe psychopathology than
what was seen in group ¢

€) Adolescent onset gender dysphoria, identity confused development (n = 23)

« In childhood, no gender dysphoria nor cross-gender behaviors
- For most of thelr primary school years (age 7-12 years) felt excluded

« Persistent experiences of bullying before the onset of gender dysphoria

+ In adolescence, social anxiety and depression, most often with self-harm and suicidal preoccupation if not suicide attempts

« Isolated

- Long periods of not attending school, or if attended school, did not engage in peer contacts outside learning situations arranged by teachers.

« Did not meet with same-aged peers in leisure time, or they met with few peers and only if their parents arranged it; many in contact only with their

family members.

- Sacially and/or academically marginalized

« Very high expectations that SR would solve their problems in social, academic, occupational and mental health domains
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1.7, 95% CI 1.1-2.6), and presenting with periods of iso-
lation (OR 9.0, 95% CI 2.3-34.7). However, when pre-
senting with periods of social isolation was entered into
any other model, the other independent variables were
leveled out, suggesting that social isolation was the
strongest factor predicting membership of the problem-
atic, identity confused group.

Discussion

The number of referrals exceeded expectations. Given
the most cited epidemiological figures among adults,
1:10 000-1:30000 MtF and 1:40 000-1:100 000 FtM [6],
in Finnish population, 6—18 boy-to-girl adolescents and
2—-4 girl-to-boy adolescents aged 13-18 would be ex-
pected. The number of referrals to the study unit already
doubled the less conservative estimates based on adult
figures. Referrals to the other adolescent gender identity
unit amount to equal numbers, and the natal girl:boy
ratio in referrals is also similar in the other unit (Tainio
V-M, personal communication). Valid epidemiological
research on incidence and prevalence of transsexualism
or gender dysphoria at large among adolescents is not
available [6]. The adult figures cited above are based on
treatment seeking, as are the numbers presented in the
present study. Gender dysphoria may be more common
among adolescents than among adults, or it may be in-
creasing in younger age cohorts.

Not all applicants could be seen as presenting with
established transsexual identity, even though they suf-
fered gender dysphoria. Excluding the confused (e)
group in our data, 3 boy-to-girl and 21 girl-to-boy appli-
cants were identified who displayed transsexual identity
that appeared established, unique, and not part of more
general identity confusion or secondary to severe mental
disorders. Given that these numbers are based on half of
the adolescent gender identity assessments in Finland,
the findings further suggest that severe and persistent
gender dysphoria/transsexualism in adolescence may be
more common than hitherto assumed.

The natal girl:boy ratio among the adolescent SR ap-
plicants was very high. In prepubertal children referred
to gender identity services, boy:girl ratio is reportedly 3—
6:1, with some variation across countries presumably
due to cultural reasons [5,13]. Previously a more even
boy:girl ratio has been suggested in adolescents seeking
sex reassignment than among child samples [13], and a
recent paper from Germany reported natal boy:natal girl
ratio of 0.81 among 268 minors diagnosed with gender
identity disorder from 1987-2013 [15]. Among adults,
there seems to be remarkable variation across countries
in the ratio of natal men:natal women seeking for sex re-
assignment [16]. In Western countries natal male trans-
sexuals exceed natal females transsexuals. A German
study demonstrated that the natal male:natal female
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ratio among transsexual people has changed to more
equal towards 2000’s that what it was in earlier decades
[16]. However, the overrepresentation of girls on our
sample differs still from these more recent trends, and it
is similar in both the two Finnish centers. We have so
far no explanation for this great overrepresentation of
natal girls seen in our material, and equalizing of sex ra-
tio demonstrated by others [13,15,16]. Cultural trends
may somehow influence this. May be more permissive
societal attitudes allow “coming out” as gender variant
more easily than before. However, why this would con-
cern primarily girls remains an open question.

Of children and adolescents, 10-15% are regularly
(weekly) involved in school bullying [17]. Of the adoles-
cent SR applicants, more than a half had been subjected
to bullying. Even if in the present study it was not pos-
sible to verify exactly how frequently the applicants had
been bullied, we only recorded bullying that the adoles-
cent and her/his parents perceived as significant: par-
ticularly intensive, vicious, long-term and traumatizing.
However, in more than two thirds of the cases, bullying
had occurred before the onset of gender dysphoria, and
was not targeted at gender or sexual identity. Bullying is
an unspecific risk factor for developmental problems ra-
ther than a problem specifically related to gender iden-
tity. That natal boys were more commeonly bullied
because of gender presentation suggests that effeminate
characteristics in boys are less tolerated than masculine
self-presentation in girls.

Peer relationships are of the outmost importance dur-
ing adolescent development [18-20], and social isolation
from peer relationships suggests developmental difficul-
ties and impaired mental health [21-24]. In the present
sample, isolation was extremely common and also the
strongest predictor of membership of the “confused”
group.

More than three quarters of the adolescent SR appli-
cants had needed and/or currently needed specialist
level child and adolescent psychiatric services due to
psychiatric problems other than gender dysphoria. Spe-
cialist level child and adolescent psychiatric services are
provided exclusively for severe disorders in Finland
[25,26]. The recorded comorbid disorders were thus se-
vere and could seldom be considered secondary to gen-
der dysphoria. This utterly contradicts the findings in
the Dutch child and adolescent gender identity service,
where two thirds of adolescent SR applicants did not
have psychiatric comorbidity [27]. In a recent German
study, 43% of children and adolescents seen in a specific
gender identity unit suffered from major psychopath-
ology [15]. For the time being, we are unable to explain
why Finnish adolescent SR applicants appear psychiatric-
ally much more disturbed than has been reported else-
where, but our findings warrant attention. The
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treatment guidelines for adolescent gender dysphoria
may require extensions taking into account the needs of
those with severe psychopathology and identity confu-
sion, very unlikely currently eligible to medical SR.

The overlap between autism spectrum disorders and
gender dysphoria has been recognized before [28]. In a
Dutch gender identity service, 9.4% of adolescents pre-
sented with autism spectrum disorder. In our sample,
26% of the adolescent SR applicants were diagnosed to
be on the autism spectrum. These diagnoses had mainly
been made during the adolescents’ previous psychiatric
treatment in our hospital or elsewhere, but three such
diagnoses were also made by our team. In our hospital,
the ADOS [29] is used with the minors, and the 3Di [30]
or ADI-R [31] with parents to diagnose autism spectrum
disorders. We could not systematically review with
which protocols the diagnoses had been made elsewhere
in the country, but in our clinical opinion there was no
reason to doubt them. It is currently not known why
autism spectrum is overrepresented in gender dysphoric
children and adolescents. The conditions could be truly
co-occurring. Prenatal exposure to high levels of testos-
terone could be involved in the development of both
conditions, especially for girls with autism spectrum dis-
order, but this leaves the comorbidity in males unex-
plained. Gender identity issues could arise from autism
spectrum people’s predisposition toward unusual inter-
ests, or gender dysphoria in ASD could represent OCD
rather than genuine gender identity issues. The cross-
gender behaviour in ASD minors could also rather
represent non-normative sexual interests or unusual
sensory preferences [28]. Our clinical impression is that
a long-standing feeling of being different and an outsider
among peers could play a role in ASD children develop-
ing gender dysphoria in adolescence. In our clinical sam-
ple of gender dysphoric adolescents, autism spectrum
disorders by far exceeded the prevalence of 6/1000 sug-
gested for general population [32], and almost three-fold
that in the sample of deVries et al. [28]. Autism
spectrum needs to be taken seriously in considering
treatment guidelines for child and adolescent gender
dysphoria. Given the nature of ASD, particularly ASD
children’s and adolescents’ difficulties in adjusting to
changes, profound changes in their own bodies with SR
treatments may pose a major challenge to psychological
adjustment, and ASD adolescents may be particularly ri-
gidly unwilling to consider this in advance.

In the international literature on gender dysphoria in
minors, the most often portrayed picture is that of child-
hood cross-gender identification/gender dysphoria,
where gender dysphoria exacerbates in puberty due to
the development of secondary sex characteristics. Our
findings suggest that there are many more developmen-
tal pathways that may also need different treatment
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approaches. In our data, most of the adolescents first
presented with gender dysphoria and cross-gender iden-
tification well after the onset of puberty, and the vast
majority suffered significant psychopathology and
broader identity confusion than gender identity issues
alone. It is important to be able to openly discuss these
alternative presentations of gender dysphoria in order to
find appropriate treatment options.

Adolescence is a period of identity formation. From
early to late adolescence, identity develops from frag-
mented and contextual identity experience to endogen-
ous, permanent and integral identity that remains
constant across contexts and interactions [33]. Identity
is formed through diverse physical and psychological de-
velopments and in relation to other people and the so-
cial environment [34,35]. An adolescent also faces
fundamental identity challenges in the domains of reli-
gion, worldview, ethnicity, sexuality and the like. Identi-
fication with various groups is often passionate during
adolescence, but the object of identification may also
change, even several times [34-37]. Adolescents are
more suggestible and submit more readily to group pres-
sure to gain acceptance [38]. Adolescence is a period of
maturation of social cognition, and a prerequisite for the
maturation of social cognition is the maturation of the
central nervous system that continues to the third dec-
ade of life [39]. During puberty and adolescent develop-
ment there may be some overlap between normative
testing of sexuality and gender roles in the one end, and
gender dysphoria as a disorder in the other end of the
spectrum. This would implicate that GD in adults and in
adolescence may not be the same issue in general. For
these reasons it is more challenging to assess whether
the gender identity of an adolescent is so firmly estab-
lished that physical intervention is indicated than it is to
assess this among adults.

In the majority of the applicants, gender dysphoria
presented in the context of wider identity confusion, se-
vere psychopathology and considerable challenges in the
adolescent development. At this point it is not possible
to predict how gender dysphoria in this group will de-
velop: will gender dysphoria in these adolescents cease
with the resolution of wider developmental problems, or
perhaps consolidate later into transsexual identity, with
the completion of the developmental tasks of adolescence.

Methodological considerations

The present paper is based on information on all adoles-
cents who entered the assessment for sex reassignment
in Finland in 2011-2013 by one of the two centralized
adolescent gender identity teams in the country. The
basis for choosing one or another of the two centers was
geographical and not likely to create bias due to subject
selection. It is further known that number of referrals
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during the study period well as natal girl:natal boy ratio
are similar in both centers.

The data collection was systematic and structured,
which adds to the reliability of the findings. The data
collection took place in the form of retrospective chart
review of files created during a comprehensive assess-
ment period by a multi-disciplinary team. Thus data col-
lection was unlikely to bias the assessments in any way.
Comprehensive assessments by a multi-disciplinary team
are likely to provide reliable and valid data. The multi-
disciplinary team collected information from the appli-
cants themselves, from their parents, from previous case
histories and by their own psychometric measurements.
The applicants themselves might be prone to interpret a
variety of their problems as being a result of gender in-
congruence, even if the problems actually were inde-
pendent of gender identity issues or even predisposing
to gender incongruence. In this study we attempted to
avoid bias due to subjects’ interpretation by using mul-
tiple source of information.

However, the data is relatively small and does not per-
mit complex analyses. The study remains descriptive and
cannot shed light on causal relationships. Some informa-
tion of interest for the research was occasionally missing
in the files, because the files were primarily created for
clinical purposes, not for research.

The validity of the diagnoses in previous psychiatric
contacts needs to be considered with certain caution.
Previous files were not always complete and did not pro-
vide diagnoses according to ICD-10, and we were not
able to check in the databases of the previous treatment
providers what ICD diagnoses were recorded there.
Thus, we recorded reasons for previous treatment based
on verbalizations in the referrals and available copies of
previous files. This only allowed a rough descriptive clas-
sification to problems related to anxiety, depression, sui-
cidal behaviours, conduct problems, autism spectrum
related problems, substance abuse, psychotic symptoms
and other. We only recorded these problems if the ado-
lescent had had a psychiatric treatment contact. The
data gives a picture of the primary problems in previous
psychiatric treatment contacts but not of all possible
symptoms. Thus, our figures for problems related to
anxiety, depression etc. are likely underestimates. It was
also not possible to obtain exact information of when
the various symptoms and disorders had been present
and for how long time, except for autism which is of
course assumed a lifetime condition. However, as clinical
research on adolescent SR applicants is scarce, descrip-
tive studies are valuable in providing a basis for discus-
sion and international comparisons that are needed in
order to create optimal clinical treatment guidelines.

Psychotic symptoms in our data mainly comprise brief
and limited hallucinatory experiences. Psychotic symptoms
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were recorded if there were descriptions of hallucinations
in the files, or of the previous files mentioned “psychotic
symptoms” even when not giving more detailed descrip-
tions. However, none of the applicants had a diagnosis of
schizophrenia or schizoaffective disorder. Assessing gender
dysphoria in the context of schizophrenia spectrum
psychoses would be inappropriate. Doctors/units pri-
marily contacted would very unlikely refer a patient
with schizophrenia or schizoaffective disorder in gender
identity assessments. Current psychotic symptoms
would result in the gender identity team promptly re-
ferring the young person to general adolescent psychi-
atric care.

The findings cannot be generalized to all adolescents
experiencing gender variation. Not all gender incongru-
ent people perceive a need to seek for SR, or find it
timely during adolescence.

Conclusion
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Abstract

The study’s purpose was to describe a population of individuals who experienced gender dysphoria, chose to undergo medi-
cal and/or surgical transition and then detransitioned by discontinuing medications, having surgery to reverse the effects of
transition, or both. Recruitment information with a link to an anonymous survey was shared on social media, professional
listservs, and via snowball sampling. Sixty-nine percent of the 100 participants were natal female and 31.0% were natal male.
Reasons for detransitioning were varied and included: experiencing discrimination (23.0%); becoming more comfortable
identifying as their natal sex (60.0%); having concerns about potential medical complications from transitioning (49.0%); and
coming to the view that their gender dysphoria was caused by something specific such as trauma, abuse, or a mental health
condition (38.0%). Homophobia or difficulty accepting themselves as lesbian, gay, or bisexual was expressed by 23.0% as a
reason for transition and subsequent detransition. The majority (55.0%) felt that they did not receive an adequate evaluation
from a doctor or mental health professional before starting transition and only 24.0% of respondents informed their clini-
cians that they had detransitioned. There are many different reasons and experiences leading to detransition. More research is
needed to understand this population, determine the prevalence of detransition as an outcome of transition, meet the medical
and psychological needs of this population, and better inform the process of evaluation and counseling prior to transition.

Keywords Gender dysphoria - Detransition - Transgender

Introduction blogs (Anonymous, 2017; 4thwavenow, 2016; Herzog, 2017,

McCann, 2017). Although few YouTube videos about detran-

Detransition is the act of stopping or reversing a gender tran-
sition. The visibility of individuals who have detransitioned
is new and may be rapidly growing. As recently as 2014, it
was challenging for an individual who detransitioned to find
another person who similarly detransitioned (Callahan, 2018).
Between 2015 and 2017, a handful of blogs written by indi-
vidual detransitioners started to appear online, private support
groups for detransitioners formed, and interviews with detran-
sitioners began to appear in news articles, magazines, and
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supplementary material available at https://doi.org/10.1007/
s10508-021-02163-w.
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sition existed prior to 2016, multiple detransitioners started
to post videos documenting their experiences in 2016 and the
numbers of these videos continues to increase.! In late 2017,
the subreddit r/detrans (r/detrans, 2020) was revitalized and in
four years has grown from 100 members to more than 21,000
members. A member poll of r/detrans conducted in 2019 esti-
mated that approximately one-third of the members responding
to the survey were desisters or detransitioners (r/detrans, 2019).
The Pique Resilience Project, a group of four detransitioned
or desisted young women, was founded in 2018 as a way to
share the experiences of detransitioners with the public (Pique
Resilience Project, 2019). In late 2019, the Detransition Advo-
cacy Network, a nonprofit organization to “improve the well-
being of detransitioned people everywhere” was launched (The

! A search of the word “detransition” in YouTube can be filtered hy
date of upload. https://www.youtube.com/results?search_query="%
22detransition%22&sp=CAl%253D22.
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Detransition Advocacy Network, 2020) and the first formal, in-
person conference for detransitioned people was held (Bridge,
2020). In the face of this massive change, clinicians have called
for more research into the experiences of detransitioners (Butler
& Hutchinson, 2020; Entwistle, 2021; Marchiano, 2020).

Although there were rare published reports about detran-
sitioners prior to 2016, most of the published literature about
detransition is recent (Callahan, 2018; D ’Angelo, 2018; Djordje-
vicetal., 2016; Kuiper & Cohen-Kettenis, 1998; Levine, 2018;
Marchiano, 2017; Pazos Guerra et al., 2020; Stella, 2016; Tur-
ban & Keuroghlian, 2018; Turban et al., 202 1; Vandenbussche,
2021). The prevailing cultural narratives about detransition are
that most individuals who detransition will retransition and that
the reasons for detransition are discrimination, pressures from
others, and nonbinary identification (Turban et al., 2021). How-
ever, case reports are shedding light on a broader and more
complex range of experiences that include trauma, worsened
mental health with transition, re-identification with natal sex,
and difficulty separating sexual orientation from gender identity
(D’Angelo, 2018; Levine, 2018; Pazos Guerra et al., 2020).2
Detransitioners and desisters, in their own words, have provided
additional depth to the discussion, describing that:

(1) Trauma (including sexual trauma) and mental health con-
ditions contributed to their transgender identification and
transition (Callahan, 2018; Herzog, 2017; twitter.com/
ftmdetransed & twitter.com/radfemjourney, 2019)

(2) Their dysphoria and transition were due to homopho-
bia and difficulty accepting themselves as homosexual
(Bridge, 2020; Callahan, 2018; upperhandMARS, 2020)

(3) Peers, social media, and online communities were influ-
ential in the development of transgender identification
and desire to transition (Pique Resilience Project, 2019;
Tracey, 2020; upperhandMARS, 2020)

(4) Their dysphoria was rooted in misogyny (Herzog, 2017)

Two recently published convenience sample reports provide
additional context about the topic of detransition. First, Turban

2 The debate about the terminologies used to describe an individual’s
sex (including “assigned sex at birth,” “biological sex,” “natal sex,”
“birth sex,” “sex,” etc.) is far from settled. Although some profession-
als have argued for the use of “assigned sex at birth,” others argue that
this terminology is misleading and not consistent with the events that
occur at birth and prior to birth (Bouman et al., 2017; Byngetal., 2018;
Dahlen, 2020; Griffin et al., 2020). Supporting the unsettled nature of
the discussion, I received conflicting comments from the reviewers of
this manuscript about my selection of natal sex terms—one reviewer
asked that [ justify my preference for natal sex over the other termi-
nologies; another reviewer expressed support for my use of natal sex. I
prefer to use “natal sex” and “birth sex” because they are accurate and
objective. Further, I propose that “natal sex” and “birth sex”” might be
seen as reasonable, polite compromise terms between “biological sex”
and “assigned sex at birth.”
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etal. (2021) analyzed data from the United States Trans Survey
(USTS) (James et al., 2016). The USTS contains data from
27,715 transgender and gender diverse adults from the U.S.
who were recruited through lesbian, gay, bisexual, transgender,
queer (LGBTQ), and allied organization outreach. The USTS
included the question, “Have you ever detransitioned? In other
words, have you ever gone back to living as your sex assigned
at birth, at least for a while?”” with the multiple choice options
of “yes,” “no,” and “T have never transitioned.” For the 2,242
participants who answered “yes,” Turban et al. analyzed the
responses to the multiple choice question, “Why did you de-
transition? In other words, why did you go back to living as
your sex assigned at birth? (Mark all that apply).” Although
most of the offered answer options were about external pres-
sures to detransition (pressure from spouse or partner, pressure
from family, pressure from friends, pressure from employer,
discrimination, etc.), participants could write in additional rea-
sons that were not listed. Turban et al.’s sample included more
natal males (55.1%) than natal females (44.9%). Roughly half
(50.2%) had taken cross-sex hormones and 16.5% had obtained
surgery. The findings revealed that most (82.5%) of the sample
expressed at least one external factor for detransitioning and
15.9% expressed at least one internal factor (factors originat-
ing from self).

The second study by Vandenbussche (2021) recruited
detransitioners from online communities of detransitioners and
analyzed data for the participants who answered affirmatively
to the question, “Did you transition medically and/or socially
and then stopped?” The sample of 237 participants was pre-
dominantly natal female (92%), and from the U.S. (51%) and
Europe (32%). Most (65%) had transitioned both medically and
socially. Participants selected from multiple choice options to
indicate why they detransitioned with options covering a range
of experiences. Respondents also had the option to write in
additional reasons. Frequently endorsed reasons for detransition
included realizing that their gender dysphoria was related to
otherissues (70%); health concerns (62%); observing that tran-
sition did not help their dysphoria (50%); and that they found
alternatives to deal with their dysphoria (45%). In contrast to
Turban et al. (2021), external factors such as lack of support,
financial concerns, and discrimination were less common (13%,
12%, and 10%, respectively). Many in the sample described that
when they detransitioned they lost support or were ostracized
from lesbian, gay, bisexual, and transgender (LGBT) communi-
ties, suggesting that many of the participants in Vandenbussche
(2021) would not have been reached by the recruitment efforts
of the USTS (James et al., 2016).

The objective of the current study was to describe a popula-
tion of individuals who experienced gender dysphoria, chose
to undergo medical and/or surgical transition and then detransi-
tioned by discontinuing medications, having surgery to reverse
the effects of transition, or both. In contrast to Turban et al.
(2021) and Vandenbussche (2021), this study focused only on
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individuals who transitioned and detransitioned medically, sur-
gically, or both. For the purpose of this study, medical transition
refers to the use of puberty blockers, cross-sex hormones, or
anti-androgens and surgical transition refers to any of a variety
of surgical procedures (common surgical procedures include
mastectomy, genital surgery, and breast augmentation). This
study does not describe the population of individuals who
undergo medical or surgical transition without issue nor is it
designed to assess the prevalence of detransition as an outcome
of transition. Instead, the goal was to identify detransition rea-
sons and narratives in order to inform clinical care and future
research.

Method
Participants and Procedure

During the recruitment period, 101 individuals who met the
study criteria completed online surveys. Inclusion criteria were
(1) completion of a survey via Survey Monkey; (2) answer-
ing that they had taken or had one or more of the following
for the purpose of gender transition: cross-sex hormones, anti-
androgens, puberty blockers, breast surgery, genital surgery,
other surgery; and (3) answering that they had done any of the
following for the purpose of detransitioning: stopped taking
cross-sex hormones, stopped taking anti-androgens, stopped
taking puberty blockers, had any surgery to reverse transition.
One survey was excluded for nonsense answers leaving 100
surveys for analysis. The sample included more natal females
(69.0%) than natal males (31.0%) with respondents who were
predominantly White (90.0%), non-Hispanic (98.0%), resided
in the U.S. (66.0%); had no religious affiliation (63.0%), and
support the rights of gay and lesbian couples to marry legally
(92.9%) (see Table 1). At the time of survey completion, the
mean age of respondents was 29.2 years (SD=9.1) though natal
females were significantly younger (M =25.8; SD=5.0) than
natal males (M=36.7; SD=11.4), {98)=— 6.56, p <.001.
Prior to transitioning, natal females were more likely to report
an exclusively homosexual sexual orientation and natal males
were more likely to report an exclusively heterosexual sexual
orientation.

A 115-question survey instrument with multiple choice,
Likert-type, and open-ended questions was created by the
author and two individuals who had personally detransitioned.
The author had met both detransitioners by way of introduc-
tions from colleagues. The author and both individuals who
had detransitioned created questions for the survey, provided
feedback, and revised the survey questions collaboratively
with a focus on content, clarity, and relevance to a variety of
transition and detransition experiences. The survey instrument
included two questions that were adapted from an online survey
of female detransitioners (Stella, 2016). Once completed, the

survey was uploaded onto Survey Monkey (SurveyMonkey,
Palo Alto, CA) via an account that was HIPA A-enabled.

Recruitment information with alink to the survey was posted
on blogs that covered detransition topics and shared in a pri-
vate online detransition forum, in a closed detransition Face-
book group, and on Tumblr, Twitter, and Reddit. Recruitment
information was also shared on the professional listservs for
the World Professional Association for Transgender Health,
the American Psychological Association Section 44, and the
SEXNET listserv (which is a listserv of sex researchers and
clinicians) and the professionals on the listservs were asked
to share recruitment information with anyone they knew who
might be eligible. Efforts were made to reach out to communi-
ties with varied views about the use of medical and surgical
transition and recruitment information stated that participation
was sought from individuals regardless of whether their transi-
tion experiences were positive, negative or neutral. Potential
participants were invited to share recruitment information with
any potentially eligible person or community with potentially
eligible people. The survey was active from December 15,2016
to April 30,2017 (4.5 months). The median time to complete a
survey was 49 min; 50% of the surveys were completed between
32 and 71 min. There were no incentives offered for participat-
ing. Data were collected anonymously, without IP addresses,
and stored securely with Survey Monkey.

Participation in this study was voluntary. Electronic con-
sent was obtained from all participants in the following man-
ner. The first page of the online survey informed respondents
about the research purpose, potential risks and benefits, that
participation was voluntary, and provided contact information
for the researcher. Survey questions were only displayed if the
participant clicked “agree” which indicated that they read the
information, voluntarily agreed to participate and were at least
18 years of age.

Measures
Demographic and Baseline Characteristics

Information was collected about participant age, natal sex, race/
ethnicity, country of residence, educational attainment, socio-
economic status, religion, attitudes about legal marriage for
gay and lesbian couples, and where they first heard about the
study. The term sexual orientation in this article is intended to
refer to the natal sex of the participant and the natal sex of the
individuals with whom they are sexually attracted. Participants
were asked to select one or more labels for how they identified
their sexual orientation prior to transition with options inclu-
sive of participant sex (e.g., asexual female, bisexual female,
heterosexual female, etc.). These responses were coded to be
consistent with participant natal sex and were categorized into
homosexual, heterosexual, bisexual, pansexual, asexual, and
multiple. The multiple category included respondents who
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Table 1 Demographic and
baseline characteristics

@ Springer

Natal female N (%)

Natal male N (%)

N=69 N=31
Race/ethnicity™
White 62 (89.9%) 28(90.3%)
Multiracial 6 (8.7%) 3(9.7%)
Other 4(5.8%) 0(0%)
Asian 1(1.4%) 1(3.2%)
Hispanic 1 (1.4%) 1(3.2%)
Black 0 (0%) 0(0%)
Country of residence
USA 46 (66.7%) 20 (64.5%)
UK 8 (11.6%) 1(3.2%)
Canada 5(7.2%) 4(12.9%)
Australia 2(29%) 2(6.5%)
Other 8 (11.6%) 4(12.9%)
Education
Bachelor’s or graduate degree 29 (42.0%) 18 (58.1%)
Associates degree 3(4.3%) 1(3.2%)
Some college but no degree 28 (40.6%) 9(29.0%)
High school graduate or GED 8 (11.6%) 2(6.5%)
<High school 1(1.4%) 0(0%)
Other 0 (0%) 1(3.2%)
Socioeconomic status compared to others in country of residence
Above average (somewhat or very much) 19 (27.5%) 12 (38.7%)
About average 20 (29.0%) 7(22.6%)
Below average (somewhat or very much) 27 (39.1%) 12 (38.7%)
Prefer not to say 3(4.3%) 0(0%)
Categorized sexual orientation (by natal sex) prior to transition®
Homosexual 18 (26.1%) 2(6.53%)
Heterosexual 6 (8.7%) 12 (38.7%)
Bisexual 15 (21.7%) 8(25.8%)
Pansexual 4 (5.8%) 1(3.2%)
Multiple 20 (29.0%) 5(16.1%)
Asexual 6 (8.7%) 3(9.7%)
Religious affiliation
No religious affiliation 41 (59.4%) 22 (73.3%)
Liberal Christian 5(7.2%) 3(10.0%)
Liberal Jewish 5(7.2%) 0(0%)
Conservative Christian 1 (1.4%) 2(6.7%)
Liberal Muslim 1 (1.4%) 0(0%)
Conservative Jewish 0 (0%) 0(0%)
Conservative Muslim 0 (0%) 0(0%)
Other 16 (23.2%) 3(10.0%)
Legal marriage for gay and leshian couples
Favor 65 (97.0%) 26(83.9%)
Oppose 1(1.5%) 5(16.1%)
Don’t know 1(1.5%) 0(0%)
Source where participant first heard about study
Detransition blogs 26 (37.7%) 15 (48.4%)
Other social media 37 (53.6%) 11(35.5%)
A person they know 3(4.3%) 3(9.7%)
Other 3(43%) 2(6.5%)

*May select more than one answer

"Natal females were more likely to express an exclusively homosexual sexual orientation prior to transition
(¥*=5.15. The p-value is .023). Natal males were more likely to express an exclusively heterosexual sexual
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Table 1 (continued)

orientation prior to transition (3*=13.05. The p value is<.001). Natal sex differences were not significant

for individuals expressing pre-transition sexual orientations of bisexual, pansexual, multiple, and asexual.
For bisexual sexual orientation, f:O.ZO. For pansexual sexual orientation, )(2:0.29. For multiple sexual
orientations reported, y*= 1.88. For asexual sexual orientation, * =0.02

selected more than one response where responses indicated
more than one pattern of sexual attraction (e.g., lesbian female
and heterosexual female). Other questions about baseline
characteristics included questions about diagnosed psychi-
atric disorders and neurodevelopmental disabilities, trauma,
and non-suicidal self-injury (NSSI) before the onset of gender
dysphoria.

Gender Dysphoria Onset and Typologies

Participants were asked how old they were when they first expe-
rienced gender dysphoria and whether this was during child-
hood, at the onset of puberty, during puberty, or later. Respond-
ents were categorized as having early-onset gender dysphoria if
they indicated that their gender dysphoria began “during child-
hood” and late-onset gender dysphoria if their gender dysphoria
began “at the onset of puberty” or later. To evaluate typologies,
participants were characterized by Blanchard’s (1985, 1989)
typology as homosexual (if the sexual orientations listed prior
to transition were exclusively homosexual) or non-homosexual
which includes heterosexual, asexual, bisexual, pansexual, and
multiple responses.

Transition

Participants were asked for their age and the year that they
first sought care to transition, sources that encouraged them to
believe that transition would be helpful to them, and whether
they felt pressured to transition. The friendship group dynamics
that were identified in previous work were assessed by asking
respondents whether their friendship group mocked people
who were not transgender, whether people in their pre-existing
friend group transitioned before the participant decided to tran-
sition, and how participant popularity changed after announc-
ing that they would transition (Littman, 2018). Questions were
asked about participant experiences with clinicians, the social,
medical, and surgical steps they took to transition, and the dura-
tion of time spent taking each medication.

Detransition

Participants were asked for their age and the year that they
decided to detransition, how long they were transitioned
before deciding to detransition, their reasons for wanting to
detransition, what sources encouraged them to believe that
detransition would be helpful to them, and whether they felt
pressured to detransition. Participants were also asked which

social, medical, and surgical steps they took to detransition and
whether they contacted the doctor or clinic that they used for
their transition to tell them that they detransitioned.

Transition and Detransition Narratives

In this article, “narratives” denote participant interpretations of
their experiences and rationales surrounding their decisions to
transition and detransition. To associate each participant sur-
vey with a set of relevant narratives, the data were reviewed
with horizontal (beginning to end) passes and vertical passes
for selected questions (these questions are listed in the sup-
plemental materials). Surveys were coded as belonging to zero
or more of the following narrative categories: discrimination,
nonbinary, retransition, trauma and mental health, internalized
homophobia, social influence, and misogyny. Each narrative
and the responses that were associated with them are detailed
below. Example quotes were selected with care taken to avoid
quoting a participant more than once per narrative. Narratives
are ordered and reported with the more commonly accepted
narratives first and the newer narratives next.

The discrimination narrative was defined as when some-
one detransitioned due to experiencing discrimination or
external social pressures. The nonbinary narrative consisted
of answering that their current identification was “nonbinary/
genderqueer” or providing open-text responses that described
aspects of discovering or maintaining a nonbinary identifica-
tion. Although there were no questions in the survey specifi-
cally asking about retransition, the refransition narrative was
identified if participants expressed that they had retransitioned
or resumed transition in any of the open-text responses in the
survey. The gender dvsphoria was caused by trauma or a men-
tal health condition narrative was identified by selection for the
answers, “what I thought were feelings of being transgender
were actually the result of trauma,” “what I thought were feel-
ings of being transgender were actually the result of a mental
health condition,” “I discovered that my gender dysphoria was
caused by something specific (ex. trauma, abuse, mental health
condition)” or open-text responses consistent with these rea-
sons. The internalized homophobia/difficulty accepting oneself
as a lesbian female, gay male, or bisexual person narrative
consisted of descriptions that the respondents’ discomfort and
distress about being lesbian, gay, or bisexual was related to
their gender dysphoria, transition, or detransition, or that they
assumed they were transgender because they did not yet under-
stand themselves to be lesbian, gay or bisexual. The social pres-
sure to transition narrative was identified with an affirmative
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answer to whether they felt pressured to transition with an open-
text response indicating that the pressure came from a person
or group of people. The misogyny narrative was identified for
natal female respondents with open-text responses using the
word “misogyny” or expressing a hatred of femaleness.

Gender Identification at Start of Transition and at Survey
Completion

Participants were asked how they identified their gender when
they started their transition and at the time of survey comple-
tion. They were given options of female, male, nonbinary/
genderqueer, trans man/FTM, trans woman/MTF, none of
the above, and other. Responses were coded by natal sex and
categorized as transgender, birth sex, nonbinary, and other.
Answers that were combinations of the above categories were
reported as combinations such as “birth sex and nonbinary.”

Self-Appraisal of Transition and Detransition

One question asked if participants believe they were helped and
another if they were harmed by their transition with options
of “very much,” “a little,” or “not at all.” These results were
categorized into exclusively helped, exclusively harmed, and
both helped and harmed. Participants were asked which of
the following reflected their feelings about their transition: “I
am glad that I transitioned,” “’I wish I had never transitioned,”
“Transitioning distracted me from what I should have been
doing,” “Transition was a necessary part of my journey.” Par-
ticipants were asked to rate their regret about their transition
(“noregrets,” “mild regrets,” “‘strong regrets,” and “very strong
regrets”) and were asked to indicate their satisfaction with their
decisions to transition and detransition (“extremely satisfied,”
“very satisfied,” “‘somewhat satisfied,” “somewhat dissatisfied,”
“very dissatisfied,” and “extremely dissatisfied). Satisfaction
options were collapsed into “satisfied” and “dissatisfied.” In
addition, participants were asked if they knew then what they
know now, would they have chosen to transition.

39 4%

Data Analysis

After data were cleaned, statistical analyses were performed
using google sheets. Results are presented as frequencies,
percentages, medians, means and standard deviations. 7 tests
and chi-square tests were performed for selected variables and
were considered significant for p <.05. Qualitative data were
obtained from the open-text answers to questions that allowed
participants to provide additional information. Selected open-
text responses were categorized, tallied, and reported numeri-
cally. Salient respondent quotes and summaries from the quali-
tative data were selected to illustrate the quantitative results and
to provide relevant examples.

@ Springer

Results
Before Transition

Mental health diagnoses and traumatic experiences before the
onset of gender dysphoria. Table 2 shows data about psychiatric
disorders, neurodevelopmental disabilities, NSSI, and trauma
that were reported as occurring prior to the onset of gender
dysphoria. Because these conditions and events occurred before
participants began to feel gender dysphoric, they cannot be con-
sidered to be secondary to gender incongruence or transphobia.

Gender dysphoria onset and typology. Most participants
(82.0%) were living with one or both parents when they first
experienced gender dysphoria at a mean age of 11.2 years
(SD =5.6). The mean age of gender dysphoria onset was
not statistically different between natal females (M=11.3;
SD=5.4) and natal males (M=11.0; SD=5.9), #(96)=0.25.
By Blanchard typologies, 26.1% of natal females were exclu-
sively homosexual and 73.9% non-homosexual while 6.5%
of natal males were exclusively homosexual and 93.5% non-
homosexual (Blanchard, 1985, 1989). Slightly more than half
of the respondents (56.0%) experienced early-onset gender
dysphoria and slightly less than half (44.0%) experienced late-
onset gender dysphoria. Although late-onset gender dysphoria
in natal females was largely absent from the scientific literature
prior to 2012 (Steensma et al., 2013; Zucker & Bradley, 1995;
Zucker et al., 2012a), 55.1% of the natal female participants
reported that their gender dysphoria began with puberty or later.
Because the information about the timing of gender dysphoria
onset was obtained from participants reporting on their own
experiences, it can be assumed that these cases were indeed
late-onset rather than early-onset gender dysphoria that was
concealed from parents and other people.

Transition reasons. Table 3 shows data about the reasons
that individuals wanted to transition and the most frequently
endorsed were: wanting to be perceived as the target gender
(77.0%); believing that transitioning was their only option to
feel better (71.0%); the sensation that their body felt wrong the
way it was (71.0%), and not wanting to be associated with their
natal sex (70.0%). Most participants believed that transition-
ing would eliminate (65.0%) or decrease (63.0%) their gender
dysphoria and that with transitioning they would become their
true selves (64.0%).

Sources of transition encouragement and friend group
dynamics. Participants identified sources that encouraged them
to believe transitioning would help them. Social media and
online communities were the most frequently reported, includ-
ing YouTube transition videos (48.0%), blogs (46.0%), Tumblr
(45.0%), and online communities (43.0%) (see supplemental
materials). Also common were people who the respondents
knew offline such as therapists (37.0%); someone (28.0%) or a
group of friends (27.0%) that they knew in-person. A subset of
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Table 2 Mental health

i : Natal female N (%) Natal male N (%)
diagnoses and traumatic

. . N=69 N=31

experiences prior to the onset of

gender dysphoria Diagnosed with a mental illness or neurodevelopmental disabiliry**
Depression 27 (39.1%) 5(16.1%)
Anxiety 22 (31.9%) 5(16.1%)
Attention deficit hyperactivity disorder (ADHD) 10 (14.5%) 2 (6.5%)
Post-traumatic stress disorder (PTSD) 10 (14.5%) 1(3.2%)
Eating disorders 10 (14.5%) 0 (0%)
Autism spectrum disorders 9 (13.0%) 1(3.2%)
Bipolar disorder 9 (13.0%) 0 (0%)
Obsessive compulsive disorder 6 (8.7%) 3(9.7%)
Borderline personality disorder 5(7.2%) 0 (0%)
Schizophrenia or other psychotic disorders 1(1.4%) 0 (0%)
None of the above 28 (40.6%) 17 (54.8%)
Other 7(10.1%) 2 (6.5%)
Non-suicidal self-injury (NSSI )P
Engaged in NSSI before the onset of gender dysphoria 19 (27.5%) 5(16.1%)
Trauma®
Experienced a trauma less than one year before the start 33 (47.8%) 4(12.9%)

of gender dysphoria

*May select more than one answer

“Natal sex difference for one or more pre-existing diagnoses (100-none of the above) was not significant
[¥*(1, 100)=1.76]
PNatal sex differences for NSSI before the onset of gender dysphoria was not significant (4* =1.52)

“Experiencing a trauma less than one year before the start of gender dysphoria was statistically different
[/*(1,100y=11.19, p <.001] with natal females > natal males

Table 3 Transition reasons

Natal female N (%) Natal male N (%)

N=69 N=3l1
Reasons for transition®
I wanted others to perceive me as the target gender 53 (76.8%) 24 (77.4%)
I thought transitioning was my only option to feel better 50 (72.5%) 21 (67.7%)
My body felt wrong to me the way it was 50(72.5%) 21 (67.7%)
I didn’t want to be associated with my natal sex/natal gender 51(73.9%) 19 (61.3%)
It made me uncomfortable to be perceived romantically/sexually as a member of 49 (71.0%) 18 (58.1%)
my natal sex/natal gender
I thought transitioning would eliminate my gender dysphoria 43 (62.3%) 22 (71.0%)
I felt T would become my true self 42 (60.9%) 22 (71.0%)
I identified with the target gender 40 (58.0%) 24 (77.4%)
I thought transitioning would lessen my gender dysphoria 45 (65.2%) 18 (58.1%)
I felt I would fit in better with the target gender 36 (56.5%) 20 (64.5%)
I felt T would be more socially acceptable as a member of the target gender 38(55.1%) 11 (35.5%)
I felt I would be treated better if I was perceived as the target gender 35 (50.7%) 14 (45.2%)
1 saw myself as a member of the target gender 31 (44.9%) 18 (58.1%)
I thought transitioning would reduce gender-related harassment or trauma 35 (50.7%) 5(16.1%)
I was experiencing
T had erotic reasons for wanting to transition 9(13.0) 12 (38.7%)
Other 9(13.0%) 3(9.7%)
*May select more than one answer
@ Springer
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participants experienced the friendship group dynamics identi-
fied in previous work, including belonging to a friendship group
that mocked people who were not transgender (22.2%), having
one or more friend from the pre-existing friend group transi-
tion before the participant decided to transition (36.4%), and
experiencing an increase in popularity after announcing plans
to transition (19.6%) (Littman, 2018). Most did not have this
experience (68.7%, 61.6%, and 62.9%, respectively).

Pressure to transition. More than a third of the participants
(37.4%) felt pressured to transition. Natal sex differences in
feeling pressured to transition were significant by chi-square
test with natal females > natal males y*(1, 99)=4.22, p=.04.
Twenty-eight participants provided open-text responses of
which 24 described sources of pressure (17 described social
pressures and 7 described sources that were not associated with
other people). Clinicians, partners, friends, and society were
named as sources that applied pressure to transition, as seen in
the following quotes: “My gender therapist acted like it [tran-
sition] was a panacea for everything;” “[My] [d]octor pushed
drugs and surgery at every visit;” “I was dating a trans woman
and she framed our relationship in a way that was contingent on
my being trans;” “A couple of later trans friends kept insisting
that I needed to stop delaying things;” “[My] best friend told me
repeatedly that it [transition] was best for me;” “The forums and
communities and internet friends;” “By the whole of society
telling me I was wrong as a lesbian;” and “Everyone says that
if you feel like a different gender. ..then you just are that gender
and you should transition.” Participants also felt pressure to
transition that did not involve other people as illustrated by the
following: *T felt pressured by my inability to function with
dysphoria” and “Not by people. By my life circumstances.”

Experiences with clinicians. When participants first sought
care for their gender dysphoria or desire to transition, more than
half of the participants (53.0%) saw a psychiatrist or psycholo-
gist; about a third saw a primary care doctor (34.0%) or a coun-
selor (including licensed clinician social worker, licensed pro-
fessional counselor, or marriage and family therapist) (32.0%);
and 17.0% saw an endocrinologist. For transition, 45.0% of
participants went to a gender clinic (44.4% of those attending a
gender clinic specified that the gender clinic used the informed
consent model of care); 28.0% went to a private doctor’s office;
26.0% went to a group practice; and 13.0% went to a mental
health clinic (see supplemental materials).

The majority (56.7%) of participants felt that the evalua-
tion they received by a doctor or mental health professional
prior to transition was not adequate and 65.3% reported that
their clinicians did not evaluate whether their desire to transi-
tion was secondary to trauma or a mental health condition.
Although 27.0% believed that the counseling and information
they received prior to transition was accurate about benefits
and risks, nearly half reported that the counseling was overly
positive about the benefits of transition (46.0%) and not nega-
tive enough about the risks (26.0%). In contrast, only a small

@ Springer

minority found the counseling not positive enough about ben-
efits (5.0%) or too negative about risks (6.0%) suggesting a bias
toward encouraging transition.

Transition

Participants were on average 21.9 years old (SD=6.1) when
they sought medical care to transition with natal females seek-
ing care at younger ages (M =20.0; SD=4.2) than natal males
(M=26.0; SD=17.5), 1(97)=— 5.07, p <.001. Given that the
majority of natal males were categorized as Blanchard typology
non-homosexual, the finding that natal males sought medical
care to transition at older ages than natal females is concord-
ant with previous research (Blanchard et al., 1987). The aver-
age year for seeking care was more recent for natal females
(M=2011; SD=3.8) than natal males (M =2007; SD=6.9),
1(96)=2.78, p=.007, and thus, there may have been differ-
ences in the care they received due to differences in the culture
surrounding transition and the prevailing medical approaches
to gender dysphoria for the time.

At the start of transitioning, nearly all (98.0%) of the par-
ticipants identified as either transgender (80.0%), nonbinary
(15.0%), or both transgender and nonbinary (3.0%). Partici-
pants identified which social, medical, and surgical steps they
had taken to transition. Table 4 shows these steps, separated by
natal sex where appropriate. Most respondents adopted new
pronouns (91.0%) and names (88.0%), and the vast major-
ity (97.1%) of natal females wore a binder. Most participants
took cross-sex hormones (96.0%) and most natal males took
anti-androgens (87.1%). The most frequent transition surgery
was breast or chest surgery for natal females (33.3%). Genital
surgery was less common (1.4% of natal females and 16.1%
of natal males). Natal females took testosterone for a mean
duration of 2.0 years (SD=1.6). Natal males took estrogen for
a mean duration of 5.1 years (SD =5.9) and anti-androgens
for 2.8 years (SD=2.6). The minority of patients who took
puberty blockers took them for a mean duration of less than a
year (M=0.9 years; SD=0.6).

Detransition

Before deciding to detransition, participants remained transi-
tioned for a mean duration of 3.9 years (SD=4.1) with natal
females remaining transitioned for a shorter period of time
(M=3.2 years; SD=2.7) than natal males (M =5.4 years;
SD=6.1), 1(96)=—2.40, p=.018. When participants decided
to detransition they were a mean age of 26.4 years old (SD=7.4)
though natal females were significantly younger (M =23.6;
SD=4.5) than natal males (M =32.7; SD=8.8), #(97)=—6.75,
p<.001. The mean calendar year when participants decided to
detransition was 2014 (M =2014; SD=3.3), but the difference
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Table 4 Steps taken for social, medical, and surgical transition between natal females and natal males was not significant
N (M=2014, SD=33; M=2014, SD=3.5), 1(95)=0.52.

Respondents detransitioned for a variety of reasons and most
Social transition® (87.0%) selected more than one reason. The most frequently
Pronouns 91(91.0%) endorsed reason for detransitioning was that the respond-
Different name 88 (88.0%) ent’s personal definition of male and female changed and they
Clothes/hair/makeup 90 (90.0%) became comfortable identifying with their natal sex (60.0%)
Legal name change 49 (49.0%) (see Table 5). Other commonly endorsed reasons were concerns
Gender/sex changed on government documents 36(36.0%)  about potential medical complications (49.0%); transition did
Voice training 20(20.0%) not improve their mental health (42.0%); dissatisfaction with
Natal female the physical results of transition (40.0%); and discovering that

Wore a binder 67(97.1%)  something specific like trauma or a mental health condition
Medical transition* caused their gender dysphoria (38.0%). External pressures
Cross-sex hormones 96 (96.0%)  to detransition such as experiencing discrimination (23.0%)
Puberty blockers 7(7.0%) or worrying about paying for treatments (17.0%) were less
Natal male COMMOn.

Anti-androgens 27(87.1%) Encouragement and pressure to detransition. Participants
Surgical transition* were asked to select sources that encouraged them to believe
Face/neck surgery 5(5.0%) that detransitioning would help them. These included blogs
Natal female (37.0%), Tumblr (35.0%), and YouTube detransition videos

Breast/chest surgery 23(33.3%) (23.0%) (see supplemental materials). At some point in their

Genital surgery (to create a penis) 1(1.4%) process, 23.2% felt pressured to detransition. There was no sig-
Natal male nificant difference between natal females and natal males for

Breast implants 5(16.1%)  feeling pressured to detransition, y*(1,99)=1.11. Of the 21

Genital surgery (o create a vagina) 5(16.1%) open-text responses provided, 14 respondents expressed social
*May select more than one answer pressure to detransition; three expressed internal pressure to

detransition and four provided responses that were neither

Table 5 Reasons for detransitioning

Natal female N (%) Natal male N (%)
N=69 N=31
Reasons for detransitioning™
My personal definition of female or male changed and I became more comfortable 45 (65.2%) 15 (48.4%)
identifying as my natal sex
I was concerned about potential medical complications from transitioning 40 (58.0%) 9 (29.0%)
My mental health did not improve while transitioning 31 (44.9%) 11 (35.5%)
I was dissatisfied by the physical results of the transition/felt the change was too much 35 (50.7%) 5(16.1%)
I discovered that my gender dysphoria was caused by something specific (ex, trauma, 28 (40.6%) 10 (32.3%)
abuse, mental health condition)
My mental health was worse while transitioning 27 (39.1%) 9 (29.0%)
I was dissatisfied by the physical results of the transition/felt the change was not enough 22 (31.9%) 11 (35.5%)
I found more effective ways to help my gender dysphoria 25 (36.2%) 7 (22.6%)
My physical health was worse while transitioning 21 (30.4%) 11 (35.5%)
I felt discriminated against 12 (17.4%) 11 (35.5%)
I had medical complications from transitioning 12 (17.4%) 7(22.6%)
Financial concerns about paying for transition care 11 (15.9%) 6 (19.4%)
My gender dysphoria resolved 10 (14.5%) 5(16.1%)
My physical health did not improve while transitioning 9(13.0%) 2 (6.5%)
I resolved the specific issue that was the cause of my gender dysphoria 6(8.7%) 4 (12.9%)
I realized that my desire to transition was erotically motivated 1(1.4%) 5(16.1%)
Other 19 (27.5%) 6 (19.4%)
*May select more than one answer
@ Springer
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or unclear. Regarding social pressure to detransition, seven
participants expressed that the pressure came from partners,
parents, or other family members as shown in the following
example quotes: “I was threatened that if [ did not immediately
detransition I would NEVER see my [...] children again,” “My
father very much wanted me to desist,” and “Parents constantly
encouraging me to detransition.” Five participants expressed
societal pressure to detransition as expressed in the following
quotes: I did not pass, I was mocked in public, I could not get
ajob. It was not ok to be trans” and “Well, I mean basically the
entire world was against me transitioning, so yeah.” One par-
ticipant felt pressured by doctors and another one from a blog.

Detransition steps. Table 6 shows data about the social, med-
ical, and surgical steps participants took to detransition. Nearly
all participants medically detransitioned by ceasing cross-sex
hormones (95.0%). Social detransition steps were also common
and included returning to the use of previously used pronouns
(63.0%) and birth names (33.0%) and changing one’s clothes
and hair presentations (48.0%). Surgical detransition steps were
less common (9.0%).

Finding better ways of coping with gender dysphoria. Partic-
ipants were asked to select responses that that they considered
to have been better ways for them to cope with their gender dys-
phoria. Responses included community (44.0%), mindfulness/
meditation (41.0%), exercise (39.0%), therapy (24.0%), trauma
work (24.0%), medication to treat a mental health condition

(18.0%), and yoga (14.0%).
Transition and Detransition Narratives

Several transition and detransition narratives emerged from the
data. A sizable minority of participants (41.0%) expressed more
than one narrative in their responses.

The discrimination and external pressures to detransition
narrative was described by 29.0% of participants. Examples
include: “I had to detransition in order to get a job™; “I was
afraid of being homeless and unable to support myself”; “I felt
much happier with myself but [ couldn’t go anywhere without
being afraid. I passed okay but not perfectly. I was stared down
and sneered at in the women’s clothes section, [ wouldn’t dare
use a public toilet because I'd find either violent men or women
who wished an encounter with a violent man on me.”

A nonbinary narrative was expressed by 16.0% of partici-
pants. Some described that they discovered their nonbinary
gender identity during their transition, as in the following
quotes: “T still was uncomfortable with my body and figured I
should stop and make sure [ really wanted to keep going. I didn’t
and I decided I must be nonbinary, not FTM”; “Transitioning
didn’t do what I thought I wanted it to. I had transitioned to the
wrong gender. I still felt wrong. Then, I realized I was not male,
but genderqueer. I detransitioned to suit my true identity.” And
others described a consistent nonbinary identification, as in the
following quote, “I identified the same way that I did before.
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Table 6 Social, medical, and surgical detransition steps

N (%)

Social detransition*
Previous pronouns 63 (63.0%)
Clothes/hair/makeup 48 (48.0%)
Birth name 33 (33.0%)
New name (not birth name) 24 (24.0%)
None of the above 2(2.0%)
Medical detransition®
Stopped cross-sex hormones 95 (95.0%)
Stopped puberty blockers 4 (4.0%)
Started hormones consistent with natal sex 14 (14.0%)
Natal male

Stopped anti-androgens 17 (54.8%)
Surgical detransition™
Surgery to reverse changes from transition 9 (9.0%)

*May select more than one answer

I had gotten what I wanted out of HRT and was ready to stop
taking it.” (Cross-sex hormones are sometimes referred to as
“hormone replacement therapy” and abbreviated as HRT).

Three participants (3.0%) expressed the retransition nar-
rative in open-text answers indicating that they had retransi-
tioned, including the following quotes: “Tam now transitioning
for a second time”; I retransitioned after 5 years of detransi-
tioning™; and “Anyway, I retransitioned over 10 years after
detransitioning.”

Most participants (58.0%) expressed the gender dysphoria
was caused by trauma or a mental health condition narrative
which included endorsing the response options indicating that
their gender dysphoria was caused by something specific, such
as a trauma or a mental health condition. More than half of
the participants (51.2%) responded that they believe that the
process of transitioning delayed or prevented them from deal-
ing with or being treated for trauma or a mental health condi-
tion. The following are example quotes that were in response
to why participants chose to detransition: “I slowly began
addressing the mental health conditions and traumatic experi-
ences that caused such a severe disconnect between myself and
my body...”; “I was starting to become critical of transition
because I felt that many people were doing it out of self-hatred
and started to realize that applied to me as well”; “T was deeply
uncomfortable with my secondary sex characteristics, which I
now understand was a result of childhood trauma and associat-
ing my secondary sex characteristics with those events.”

Despite the absence of any questions about this topic in the
survey, nearly a quarter (23.0%) of the participants expressed
the internalized homophobia and difficulty accepting oneself
as lesbian, gay, or bisexual narrative by spontaneously describ-
ing that these experiences were instrumental to their gender
dysphoria, their desire to transition, and their detransition. All
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of the participants in this category indicated that they were
either same-sex attracted exclusively or were same-sex attracted
in combination with opposite-sex attraction (such as bisexual,
pansexual, etc.). The following responses were written in as
“other” for the question about why participants transitioned:
“Transitioning to male would mean my attraction to girls would
be ‘normal’”’; “being a ‘gay trans man’ (female dating other
females) felt better than being a lesbian, less shameful”; “I felt
being the opposite gender would make my repressed same-sex
attraction less scary”’; “I didn’t want to be a gay man.” Some par-
ticipants described that it took time for them to gain an under-
standing of themselves as lesbian, gay, or bisexual as seen in
the following: “At the time I was trying to figure out my identity
and felt very male and thought I was transgender. I later discov-
ered that I was a lesbian...”; and “Well, after deep discovery, |
realized I was a gay man and realized that a sexual trauma after
puberty might [have] confused my thought. I wanted to live as
a gay man again.” Several natal female respondents expressed
that seeing other butch lesbians would have been helpful to
them as shown by the following: “What would have helped me
is being able to access women’s community, specifically lesbian
community. I needed access to diverse female role-models and
mentors, especially other butch women.”

The social influence narrative was identified where par-
ticipants added information to the question about if they had
felt pressured to transition and the response described pres-
sure from a person or people. One-fifth (20.0%) of participants
expressed that they felt pressured by a person or people to tran-
sition. Example quotes for social influence were described in
a previous section.

Of the natal females, 7.2% expressed the misogyny narra-
tive. Example quotes include: “...I realized how much of it
[dysphoria] may have been caused by internalized misogyny
and homophobia”; “Finally realizing there’s nothing wrong or
disgusting or weak about being female”; and “My transition
was a desperate attempt to distance myself from womanhood
and femaleness due to internalized lesbophobia and misogyny
combined with a history of sexual trauma.”

After Detransition

Disposition. At the time of survey completion, most par-
ticipants had returned to identifying solely as their birth sex
(61.0%) with an additional 10.0% identifying as their birth sex
plus another identification. Fourteen percent of the participants
identified solely as nonbinary with an additional 11.0% iden-
tifying as nonbinary plus a second identification. Eight per-
cent of the participants identified solely as transgender with
an additional 5.0% identifying as transgender plus another
identification. Four percent of the responses did not fit into the
above categories and were coded as “other.” Figure 1 illustrates
the distribution of participants’ current gender identification
(post-detransition). Only 24.0% of participants had informed
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Fig. 1 Distribution of participants’ current gender identification (after
detransition) (n=100). Notes: The sum of the numbers appearing
in the “Birth Sex” circle indicates the number of participants who
returned to identifying with their birth sex (71)—either as birth sex
alone (61) or birth sex in addition to a second identification (10) rep-
resented in the overlap between two circles. For example, eight par-
ticipants identify as their birth sex and as nonbinary. The sum of the
numbers appearing in the “Nonbinary” circle indicates the number
of participants who identify as nonbinary (25)—either as nonbinary
alone (14) or nonbinary in addition to a second identification (11).
The sum of the numbers appearing in the “Transgender” circle indi-
cates the number of participants who identify as transgender (13)—
either as transgender alone (8) or transgender in addition to a second
identification (5). Four participants had responses that did not fit the
categories above and were coded as “other”

the doctor or clinic that facilitated their transitions that they
had detransitioned.

Self-appraisal of past transgender identification. Table 7 pre-
sents the data for responses endorsed by participants to reflect
how they feel currently about having identified as transgender
in the past. The statements most frequently selected included:
“I thought gender dysphoria was the best explanation for what I
was feeling” (57.0%), “My gender dysphoria was similar to the
gender dysphoria of those who remain transitioned” (42.0%),
“What I thought were feelings of being transgender actually
were the result of trauma” (36.0%), “What I thought were feel-
ings of being transgender actually were the result of a mental
health condition” (36.0%).

Self-appraisal of transition and detransition. When asked to
select which statement best reflects their feelings about their
transition, nearly a third (30.0%) indicated that they wish they
had never transitioned while 11.0% indicated they were glad
they transitioned. Some (34.0%) selected the statement that
transition “was a necessary part of [their] journey” but others
(21.0%) indicated that the process of transitioning distracted
them from what they should have been doing. Responses about
whether transition helped or harmed them were also compli-
cated. While 50.5% selected answers consistent with being
both helped and harmed, 32.3% indicated that they were only
harmed and 17.2% indicated that they were only helped. The
majority of respondents were dissatisfied with their decision to
transition (69.7%) and satisfied with their decision to detransi-
tion (84.7%). At least some amount of transition regret was
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Table 7 Self-appraisal of past transgender identification

Natal female N (%) Natal male N (%)

N=69 N=31

Self-appraisal about identifying as transgender in the past*
I thought gender dysphoria was the best explanation for what I was feeling 39 (56.5%) 18 (58.1%)
My gender dysphoria was similar to the gender dysphoria of those who remain transitioned 32 (46.4%) 10 (32.3%)
What I thought were feelings of being transgender actually were the result of trauma 31 (44.9%) 5(16.1%)
What I thought were feelings of being transgender actually were the result 28 (40.6%) 8 (25.8%)

of a mental health condition
Someone else told me that the feelings I was having meant that I was transgender 25 (36.2%) 10 (32.3%)

and I believed them
I still identify as transgender 20 (29.0%) 10 (32.3%)
I believed [ was transgender then, but [ was mistaken 16 (23.2%) 6 (19.4%)
I was transgender then but I am not transgender now 15 (21.7%) T(22.6%)
I formerly identified as transgender and now identify as genderqueer/nonbinary 12 (17.4%) 5(16.1)
My gender dysphoria was different from the gender dysphoria of those who remain transitioned 11 (15.9%) 4 (12.9%)
I was never transgender 8 (11.6%) 3(9.7%)
1 thought I had gender dysphoria but I was mistaken 4 (5.8%) 4 (12.9%)
I never had gender dysphoria 1 (L4 2(6.5%)
N/A as 1 did not identify as transgender in the past 0 (0%) 1(3.2%)
Other 18 (26.1%) 5(16.1%)

*May select more than one answer

common (79.8%) and nearly half (49.5%) reported strong or
very strong regret. Most respondents (64.6%) indicated that
if they knew then what they know now, they would not have
chosen to transition.

Discussion

This study was designed to explore the experiences of individu-
als who obtained medical and surgical treatment for gender
dysphoria and then detransitioned by discontinuing the medica-
tions or having surgery to reverse the changes from transition.
The findings of this study, however, should not be assumed to be
representative of all individuals who detransition. Although this
study further documents that detransitioners exist, the preva-
lence of detransition as an outcome of transition is unknown.
Only a small percentage of detransitioners (24.0%) informed
the clinicians and clinics that facilitated their transitions that
they had detransitioned. Therefore, clinic rates of detransition
are likely to be underestimated and gender transition special-
ists may be unaware of how many of their own patients have
detransitioned, particularly for patients who are no longer under
their care.

This research demonstrates that the experiences of individu-
als who detransition are varied and the reasons for detransition
are complex. Nearly all participants identified as transgender or
nonbinary at the start of their transition and most sought transi-
tion because they did not want to be associated with their natal
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sex, their bodies felt wrong the way they were, and they believed
that transition was the only option to relieve their distress. Some
were helped by transition and only detransitioned because they
were pressured to do so by people in their lives, society, or
because they had medical complications. Some were harmed
by transition and detransitioned because they concluded that
their gender dysphoria was caused by trauma, a mental health
condition, internalized homophobia, or misogyny—conditions
that are not likely to be resolved with transition. These findings
highlight the complexity of gender dysphoria and suggest that,
in some cases, failure to explore co-morbidities and the context
in which the gender dysphoria emerged can lead to misdiag-
nosis, missed diagnoses, and inappropriate gender transition.
Some individuals detransitioned because their gender dyspho-
ria resolved, because they found better ways to address their
symptoms, or because their personal definitions of male and
female changed and they became comfortable identifying as
their natal sex.

The study sample was predominantly young natal females,
many of whom experienced late-onset gender dysphoria which
mirrors the recent, striking changes in the demographics of gen-
der dysphoric youth seeking care as well as the youth described
by their parents in Littman (2018) (see also Aitkenetal., 2015;
de Graafetal., 2018; Zucker, 2019). Concerns have been raised
that this new cohort of gender dysphoric individuals is unlike
previous cohorts. Professionals have started to call for caution
before treating this cohort with interventions with permanent
effects because the etiologies, desistance and persistence rates,
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expected duration of symptoms, and whether this new popula-
tion is helped or harmed by gender transition is still unknown
(D’Angelo et al.,, 2021; Kaltiala-Heino et al., 2018). The natal
females and natal males in this sample differed on several
dimensions, including that natal females were younger than
natal males when they sought transition, when they decided
to detransition, and at the time of survey completion. Natal
females were more likely than natal males to have experienced
atrauma less than one year before the onset of their gender dys-
phoria and were more likely to have felt pressured to transition.
Compared to natal males, natal females remained transitioned
for a shorter duration of time before deciding to detransition.
Additionally, natal females transitioned more recently than
natal males, so their experiences may vary due to changing
trends in the clinical management of gender dysphoria and the
cultural settings in which they became gender dysphoric.

The study findings covered a wide range of detransition
experiences that are consistent with the diversity of experiences
described in previously published clinical case reports and case
series. Overlap of findings include: transition regret; absence
of transition regret; re-identification with birth sex; continued
identification as transgender; improvement or worsening of
well-being with transition; retransitioning; detransitioning
due to external social pressures; nonbinary identification; and
recognizing and accepting oneself as homosexual or bisexual
(D’Angelo, 2018; Djordjevic et al., 2016; Levine, 2018; Pazos
Guerraet al., 2020; Turban & Keuroghlian, 2018; Turbanet al.,
2021; Vandenbussche, 2021). The population in this study is
similar to the population in Vandenbussche in that both were
predominantly natal females in their mid-20s. Because the cur-
rent study recruited in 20162017 and Vandenbussche recruited
in 2019, the similar mean age of participants may reflect the
age of individuals who can be reached in online detransitioner
communities. Several findings in this study were consistent
with Vandenbussche’s findings, including similar reasons for
detransition (realizing that their gender dysphoria was related
to other issues, finding alternatives to address gender dyspho-
ria, gender dysphoria resolved, etc.). Although these two stud-
ies were recruited in different years, had different eligibility
criteria, and included participants from several countries, it is
possible that there may be some overlap of study populations.

The current study findings provide additional insight into the
complex relationships between internalized homophobia, gen-
der dysphoria, and desire to transition. Contrary to arguments
against the potential role of homophobia in gender transitions
(Ashley, 2020), participants reported that their own gender dys-
phoria and desire to transition stemmed from the discomfort
they felt about being same-sex attracted, their desire to not be
gay, and the difficulties that they had accepting themselves as
lesbian, gay or bisexual. For these individuals, exploring their
distress and discomfort around sexual orientation issues may
have been more helpful to them than medical and surgical tran-
sition or at least an important part of exploration before making

the decision to transition. This research adds to the existing
evidence that gender dysphoria can be temporary (Ristori &
Steensma, 2016; Singh et al., 2021; Zucker, 2018). It has been
established that the most likely outcome for prepubertal youth
with gender dysphoria is to develop into lesbian, gay, bisexual
(LGB) (non-transgender) adults (Ristori & Steensma, 2016;
Singh et al., 2021; Wallien & Cohen-Kettenis, 2008; Zucker,
2018). And, temporary gender dysphoria may be a common
part of LGB identity development (Korte et al., 2008; Patterson,
2018). Therefore, intervening too soon to medicalize gender
dysphoric youth risks iatrogenically derailing the develop-
ment of youth who would otherwise grow up to be LGB non-
transgender adults. Participants who detransitioned because
they became comfortable identifying as their natal sex and
because their gender dysphoria resolved further support that
gender dysphoria is not always permanent.

The data in this study strengthen, with first-hand accounts,
the rapid-onset gender dysphoria (ROGD) hypotheses which,
briefly stated, are that psychosocial factors (such as trauma,
mental health conditions, maladaptive coping mechanisms,
internalized homophobia, and social influence) can cause or
contribute to the development of gender dysphoria in some indi-
viduals (Littman, 2018). Littman also postulated that certain
beliefs could be spread by peer contagion, including the belief
that a wide range of symptoms should be interpreted as gender
dysphoria (and proof of being transgender) and the belief that
transition is the only solution to relieve distress. The current
study supports the potential role of psychosocial factors in the
development of gender dysphoria and further suggests, by par-
ticipant responses that transitioning prevented or delayed them
from addressing their underlying conditions, that maladaptive
coping mechanisms may be relevant for some individuals. The
potential role of social influence is demonstrated as well. First,
when respondents were asked to describe how they currently
feel about having identified as transgender in the past, more than
a third endorsed the option, “Someone told me that the feelings
I was having meant that [ was transgender, and I believed them.”
Second, a subset of participants experienced the unique friend-
ship group dynamics reported in Littman where peer groups
mocked people who were not transgender and popularity within
the friend group increased when respondents announced their
plan to transition. Additionally, respondents identified several
sacial sources that encouraged them to believe that transitioning
would help them including: YouTube transition videos, blogs,
Tumblr, and online communities. And finally, 20.0% of partici-
pants felt pressured to transition by social sources that included
friends, partners, and society. More research is needed to further
explore these hypotheses.

The current study and the Turban et al. (2021) analysis of the
USTS data share some similarities and differences. Similarities
include the use of convenience samples, targeted recruitment,
and anonymous data collection. The findings of Turban et al.
(including external pressures to detransition and transgender

@ Springer

PL010291



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 26 of 100

3366

Archives of Sexual Behavior (2021) 50:3353-3369

identification after detransition) are a subset of the array of
experiences described in the current study. The current study
differed from James et al. (2016) and Turban et al. in that it
enrolled participants based on the criterion of detransition
after medical or surgical transition regardless of how they
currently identified, recruited from communities with diverse
perspectives about transition and detransition, used a precise
definition for detransition that specifies the use of medication
or surgery, and included answer options that were relevant to
many different types of detransition experiences. In contrast,
the USTS only enrolled transgender-identifying individuals
regardless of whether they medically or surgically transitioned,
recruited from communities likely to have similar perspectives
about transition and detransition, and provided multiple choice
answer options that were relevant to a narrower range of detran-
sition experiences (James et al., 2016). Further, the definition
used by the USTS for “detransitioned” (having “gone back to
living as [their] sex assigned as birth, at least for a while”) is
quite vague. Although Turban et al. provide valuable informa-
tion about the subset of transgender-identifying people who
may have detransitioned, the current study provides a more
comprehensive view of individuals who detransition after
medical or surgical transition.

Over the past 15 years, there have been substantial changes
in the clinical approach to gender dysphoric patients notable
for a shift from approaches that employ thorough evaluations
and judicious use of medical and surgical transition (the watch-
ful waiting or Dutch approach, the developmentally informed
approach, and the medical model of care) to approaches with
minimized or eliminated evaluation and liberal use of transi-
tion interventions (the affirmative approach and the informed
consent model of care) (Cavanaugh et al., 2016; de Vries &
Cohen-Kettenis, 2012; Meyer et al., 2002; Rafferty et al., 2018;
Schulz, 2018; Zucker et al., 2012b). This trend is prominent in
the U.S. where the American Academy of Pediatrics endorsed
the affirmative approach in 2018 and Planned Parenthood cur-
rently uses the informed consent model to provide medical tran-
sition in more than 200 clinics in 35 states (Planned Parenthood,
2021; Rafferty et al., 2018). It is plausible that an unintended
consequence of these clinical shifts may be an increase in peo-
ple who detransition. Many participants in this study believe
that they did not receive an adequate evaluation by a clinician
before transition. The definition of “adequate evaluation” was
not provided in the survey and may be open to respondent inter-
pretation. But given the complexities of the gender dysphoria
described in the current study, one might consider a low bar
of “adequate” to be the exploration of factors that could be
misinterpreted as non-temporary gender dysphoria as well as
factors that could be underlying causes for gender dysphoria.
The most recently emerging approach to gender dysphoria is
called the “exploratory approach™ which is a neutral psycho-
therapeutic approach to help individuals gain a deeper under-
standing of their gender distress and the factors contributing to
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their dysphoria (Churcher Clarke & Spiliadis, 2019; Spiliadis,
2019). The study’s findings suggest that an exploratory type of
approach may have been beneficial to some of the respondents.
Future research is needed to determine which patients are best
treated by which approaches long term.

Patients considering medical and surgical interventions
deserve accurate information about the risks, benefits, and
alternatives to that treatment. In this sample, nearly half of the
participants reported that the counseling they received about
transition was overly positive about the benefits of transition
and more than a quarter reported that the counseling was not
negative enough about the risks. Several participants felt pres-
sured to transition by their doctors and therapists. If these types
of clinical interactions are verified, exploration is needed to
determine the extent to which this situation occurs and what
measures might be taken to ensure that clinicians provide
patients with their options accurately and dispassionately.

There are several obstacles to obtaining accurate rates of
detransition and desistance, including stigma and the low num-
bers of detransitioners who inform their clinicians that they
detransitioned. One approach to bypass some of these barri-
ers would be to incorporate non-judgmental questions about
detransition and desistance into nationally representative sur-
veys that collect health data. Forexample, the Behavioral Risk
Factor Surveillance System contains an optional module about
sexual orientation and gender identity that includes two ques-
tions to explore gender issues (Downing & Przedworski, 2018).
By changing one existing question, “Do you consider yourself
to be transgender?” into two questions, “Have you ever, at any
point in your life, considered yourself to be transgender?” and
“Do you currently consider yourself to be transgender?” and
by adding a follow-up question if answers indicate past but not
current transgender identification, “Did you ever take puberty
blockers, cross-sex hormones, anti-androgens, or have any sur-
gery as part of your transition?”, valuable information about
desistance, detransition, and current transgender identifica-
tion could be obtained. These types of questions may also be
of use in clinical practice and electronic medical records. The
information gained about rates of detransition and desistance
would enhance transgender healthcare by aiding informed con-
sent processes at the start of any medical or surgical transition.

One of the strengths of this study is that it is one of the larg-
est samples of detransitioners to date. Other strengths include
the use of a precise definition for detransition, enrollment of
detransitioners regardless of their post-detransition gender iden-
tification, recruitment from communities with likely divergent
views about transition and detransition, and collaboration with
two individuals who had detransitioned which helped to cre-
ate a survey instrument with questions relevant to a variety of
detransition experiences and enhanced the recruitment efforts.

There are several limitations to this study that should be
considered when interpreting the findings. Like Vandenbussche
(2021),James et al. (2016), and Turban et al. (2021), this study
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used a cross-sectional design, anonymous surveying, and a con-
venience sample and therefore shares the same limitations that
are inherent to these methodologies. These limitations include
that conclusions about causation cannot be determined, iden-
tities of participants cannot be verified, and the findings of
this study may not be generalizable to the entire population of
people who detransition or to people outside of the countries
where participants were from. Although this study reached out
to communities with differing perspectives about transition
and detransition, targeted recruitment and convenience sam-
ples always introduce the limitations associated with selection
biases which should be addressed in future research. Finally,
many of the participants in this study had less than ideal out-
comes to their medical and surgical transitions, and it is possible
that these experiences may have colored some of the responses.

Additional research is needed to determine the prevalence of
detransition as an outcome of transition and to identify and meet
the psychological and medical needs of the emerging detran-
sitioned population. Because many individuals who detransi-
tion re-identify with their birth sex, are no longer connected to
LGBT communities, and don’t return to gender clinics, future
research about detransition needs to expand recruitment efforts
beyond gender clinics and transgender communities. The devel-
opment and testing of non-medical interventions for gender
dysphoria could provide valuable options to be used as alterna-
tives or in conjunction with medical and surgical treatments.
Because of the potential for some to experience trauma, men-
tal health conditions, internalized homophobia, and misogyny
as gender dysphoria, research needs to be conducted on the
evaluation process before transition to find approaches that
respectfully and collaboratively explore factors that might
contribute to gender-related distress. There continues to be
an absence of long-term outcomes evidence for youth treated
with medical and surgical transition and a lack of information
about the trajectories of youth experiencing late-onset gender
dysphoria—research is needed to address these gaps. Continued
work is needed to reduce rigid gender roles, increase repre-
sentation of gender stereotype nonconformity, and to address
discrimination and social pressures exerted against people who
are transgender, lesbian, gay, bisexual, and gender stereotype
non-conforming.

Conclusion

This study described individuals who, after transitioning with
medications or surgery, have detransitioned. The prevalence of
detransitioning after transition is unknown but is likely under-
estimated because most of the participants did not inform the
doctors who facilitated their transitions that they had detransi-
tioned. There is no single narrative to explain the experiences
of all individuals who detransition and we should take care to
avoid painting this population with a broad brush. Some detran-
sitioners return to identifying with their birth sex, some assume

(or maintain) a nonbinary identification, and some continue
to identify as transgender. Some detransitioners regret transi-
tioning and some do not. Some of the detransitioners reported
experiences that support the ROGD hypotheses, including that
their gender dysphoria began during or after puberty and that
mental health issues, trauma, peers, social media, online com-
munities, and difficulty accepting themselves as lesbian, gay,
or bisexual were related to their gender dysphoria and desire to
transition. Natal female and natal male detransitioners appear
to have differences in their baseline characteristics and experi-
ences and these differences should be further delineated. Future
research about gender dysphoria and the outcomes of transition
should consider the diversity of experiences and trajectories.
More research is needed to determine how best to provide sup-
port and treatment for the long-term medical and psychologi-
cal well-being of individuals who detransition. Findings about
detransition should be used to improve our understanding of
gender dysphoria and to better inform the processes of evalua-
tion, counseling, and informed consent for individuals who are
contemplating transition.

Acknowledgements I would like to thank the two individuals with
personal experience of detransitioning who helped to create the survey
instrument and assisted with recruitment; and Dr, Anna Hutchinson,
Dr. Roberto D’Angelo, and the peer-reviewers for providing feedback
on earlier versions of this manuscript

Funding No funding was received for conducting this study. Open
access fees were provided by the Institute for Comprehensive Gender
Dysphoria Research.

Declarations

Conflict of interest The author has no relevant financial or non-finan-
cial conflicts of interest to disclose.

Consent to Participate Electronic consent was obtained from all par-
ticipants included in the study. On the first page of the online survey,
participants were informed of the research purpose and potential risks
and benefits of participating, that their participation was voluntary, and
were presented with a way to contact the researcher. The research survey
questions were displayed only if the participant clicked “agree” which
indicated that the participant read the information, voluntarily agreed
to participate, and were at least 18 years of age.

Ethical Approval The research was determined to be Exempt Human
Research by the Program for the Protection of Human Subjects of the
Icahn School of Medicine at Mount Sinai in New York, NY. All proce-
dures were performed in accordance with the ethical standards of the
Program for the Protection of Human Subjects at the Icahn School of
Medicine at Mount Sinai and with the 1964 Declaration of Helsinki and
its later amendments or comparable ethical standards.

Open Access This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source,
provide a link to the Creative Commons licence, and indicate if changes

@ Springer

PL010293



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 28 of 100

3368

Archives of Sexual Behavior (2021) 50:3353-3369

were made. The images or other third party material in this article are
included in the article’s Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in
the article’s Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a
copy of this licence, visit hitp:/creativecommons.org/licenses/by/4.0/.

References

Aitken, M., Steensma, T. D., Blanchard, R., VanderLaan, D. P., Wood,
H., Fuentes, A., Spegg, C., Wasserman, L., Ames, M., Fitzsim-
mons, C. L., Leef, J. H,, Lishak, V., Reim, E., Takagi, A., Vinik,
J., Wreford, J., Cohen-Kettenis, P. T., de Vries, A. L. C., Kreukels,
B.P.C., & Zucker, K. J. (2015). Evidence for an altered sex ratio in
clinic-referred adolescents with gender dysphoria. Journal of Sex-
wal Medicine, 12(3), 756-763. https://doi.org/10.1111/jsm.12817

Anonymous. (2017). Experience: I regret transitioning. The Guard-
ian. https://www.theguardian.convlifeandstyle/2017/feb/03/exper
ience-i-regret-transitioning

Ashley, F. (2020). Homophobia, conversion therapy, and care models for
trans youth: Defending the gender-affirmative approach. Journal of
LGBT Youth, 17(4), 361-383. https://doi.org/10.1080/19361653.
2019.1665610

Blanchard, R. (1985). Typology of male-to-female transsexualism.
Archives of Sexual Behavior, 14(3), 247-261.

Blanchard, R. (1989). The classification and labeling of nonhomosexual
gender dysphorias. Archives of Sexual Behavior, 18(4), 315-334.

Blanchard, R,, Clemmensen, L. H., & Steiner, B. W. (1987). Hetero-
sexual and homosexual gender dysphoria. Archives of Sexual
Behavior, 16(2), 139-152. hups://doi.org/10.1007/BF01542067

Bouman, W. P, Schwend, A. S., Motmans, J., Smiley, A., Safer, J. D.,
Deutsch, M. B., Adams, N.J., & Winter, S. (2017). Language and
trans health [Editorial]. Infernational Journal of Transgenderism,
18(1), 1-6. https://doi.org/10.1080/15532739.2016.1262127

Bridge, L. (2020). Detransitioners are living proof the practices sur-
rounding “trans kids” need to be questioned. Feminist Current.
https:/fwww.feministcurrent.com/2020/01/09/detransitioners-are-
living-proof-the-practices-surrounding-trans-kids-need-be-quest
ioned/

Butler, C., & Hutchinson, A. (2020). Debate: The pressing need for
research and services for gender desisters/detransitioners. Child
and Adolescent Mental Health, 25(1), 45—47. https://doi.org/10.
1111/camh.12361

Byng, R., Bewley, S., Clifford, D., & McCartney, M. (2018). Redesign-
ing gender identity services: An opportunity to generate evidence.
British Medical Journal, 363. https://doi.org/10.1136/bmj.k4490

Callahan, C. (2018). Unheard voices of detransitioners. In H. Brunskell-
Evans & M. Moore (Eds.), Transgender children and young peo-
ple: Born in your own body (pp. 166-180). Cambridge Scholars
Publishing.

Cavanaugh, T., Hopwood, R., & Lambert, C. (2016). Informed con-
sent in the medical care of transgender and gender-nonconforming
patients. AMA Journal of Ethics, 18(11), 1147-1155. https://doi.
org/10.1001/journalofethics.2016.18.11.sect1-1611

Churcher Clarke, A., & Spiliadis, A. (2019). ‘Taking the lid off the
box’: The value of extended clinical assessment for adolescents
presenting with gender identity difficulties. Clinical Child Psy-
chology and Psychiatry, 24(2), 338-352. https://doi.org/10.1177/
1359104518825288

Dabhlen, S. (2020). De-sexing the medical record? An examination of
sex versus gender identity in the General Medical Council’s trans
healthcare ethical advice. The New Bioethics, 26(1), 38-52. https://
doi.org/10.1080/20502877.2020.1720429

@ Springer

D’Angelo, R. (2018). Psychiatry’s ethical involvement in gender-affirm-
ing care. Australasian Psychiatry, 26(5),460-463. https://doi.org/
10.1177/1039856218775216

D’Angelo, R., Syrulnik, E., Ayad, S., Marchiano, L., Kenny, D. T., &
Clarke, P. (2021). One size does not fit all: In support of psy-
chotherapy for gender dysphoria [Letter to the Editor]. Archives
of Sexual Behavior, 50(1), 7-16. https://doi.org/10.1007/
s10508-020-01844-2

de Graaf, N. M., Giovanardi, G., Zitz, C., & Carmichael, P. (2018). Sex
ratio in children and adolescents referred to the Gender Identity
Development Service in the UK (2009-2016) [Letter to the Editor].
Archives of Sexual Behavior, 47(5), 1301-1304. https://doi.org/10.
1007/510508-018-1204-9

de Vries, A. L. C., & Cohen-Kettenis, P. T. (2012). Clinical manage-
ment of gender dysphoria in children and adolescents: The Dutch
approach. Journal of Homosexuality, 59(3), 301-320. https://doi.
org/10.1080/00918369.2012.653300

Djordjevic, M. L., Bizic, M. R., Duisin, D., Bouman, M.-B., & Bun-
camper, M. (2016). Reversal surgery in regretful male-to-female
transsexuals after sex reassignment surgery. Journal of Sexual
Medicine, 13(6), 1000-1007. https://doi.org/10.1016/5.jsxm.2016.
02.173

Downing, J. M., & Przedworski, J. M. (2018). Health of transgender
adults in the U.S., 2014-2016. American Journal of Preventive
Medicine, 55(3), 336-344. https://doi.org/10.1016/j.amepre.2018.
04.045

Entwistle, K. (2021). Debate: Reality check-Detransitioner’s testimo-
nies require us to rethink gender dysphoria. Child and Adolescent
Mental Health, 26(1), 15-16. https://doi.org/10.1111/camh.12380

4dthwavenow. (2016). In praise of gatekeepers: An interview with a

former teen client of TransActive Gender Center. https://4thwa
venow.com/2016/04/2 1/in-praise-of -gatekeepers-an-interview-
with-a-former-teen-client-of-transactive-gender-center/

Griffin, L., Clyde, K., Byng, R., & Bewley, S. (2020). Sex, gender and
gender identity: A re-evaluation of the evidence. BJPsych Bulletin.
https://doi.org/10.1192/bjb.2020.73

Herzog, K. (2017). The detransitioners: They were transgender until
they weren't. The Stranger. https://www.thestranger.com/featu
res/2017/06/28/25252342/the-detransitioners-they-were-trans
gender-until-they-werent

James, S. E., Herman, J. L., Rankin, S., Keisling, M., Mottet, L., &
Anafi, M. (2016). The Report of the 2015 U.S. Transgender Survey.
National Center for Transgender Equality.

Kaltiala-Heino, R., Bergman, H., Tyol&jérvi, M., & Frisen, L. (2018).
Gender dysphoria in adolescence: Current perspectives. Adoles-
cent Health, Medicine and Therapeutics, 9, 31-41. https://doi.org/
10.2147/AHMT.S135432

Korte, A., Goecker, D., Krude, H., Lehmkuhl, U., Griiters-Kieslich, A.,
& Beier, K. M. (2008). Gender identity disorders in childhood and
adolescence currently debated concepts and treatment strategies.
Deutsches Aerzteblatt Online, 105(48), 834—-841. https://doi.org/
10.3238/arztebl.2008.0834

Kuiper, A. J., & Cohen-Kettenis, P. T. (1998). Gender role reversal
among postoperative transsexuals. International Journal of
Transgenderism, 2(3), 1-6.

Levine, S. B. (2018). Transitioning back to maleness. Archives of
Sexual Behavior, 47(4), 1295-1300. https://doi.org/10.1007/
s10508-017-1136-9

Littman, L. (2018). Parent reports of adolescents and young adults per-
ceived to show signs of a rapid onset of gender dysphoria. PLoS
ONE, 13(8), e0202330. https://doi.org/10.1371/journal.pone.
0202330

Marchiano, L. (2017). Outbreak: On transgender teens and psychic
epidemics. Psychological Perspectives: A Quarterly Journal of
Jungian Thought, 60(3), 345-366. https://doi.org/10.1080/00332
925.2017.1350804

PL010294



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 29 of 100

Archives of Sexual Behavior (2021) 50:3353-3369

3369

Marchiano, L. (2020). The ranks of gender detransitioners are growing.
We need to understand why. Quillette. https://quillette.com/2020/
01/02/the-ranks-of-gender-detransitioners-are-growing-we-need-
to-understand-why/

McCann, C. (2017). When girls won’t be girls. The Economist. htps://
www.economist.com/1843/2017/09/28/when-girls-wont-be-girls

Meyer, W., Bockting, W. O., Cohen-Kettenis, P, Coleman, E., Diceglie,
D., Devor, H., Gooren, L., Hage, J. J., Kirk, S., Kuiper, B., Laub,
D., Lawrence, A., Menard, Y., Patton, J., Schaefer, L., Webb, A., &
Wheeler, C. C. (2002). The Harry Benjamin International Gender
Dysphoria Association’s standards of care for gender identity dis-
orders, Sixth Version. Journal of Psychology & Human Sexuality,
13(1), 1-30. https://doi.org/10.1300/1056v13n01_01

Patterson, T. (2018). Unconscious homophobia and the rise of the
transgender movement. Psychodynamic Practice, 24(1), 56-59.
https://doi.org/10.1080/14753634.2017.1400740

Pazos Guerra, M., Gomez Balaguer, M., Gomes Porras, M., Hurtado
Murillo, F., Sola Izquierdo, E., & Morillas Arifio, C. (2020).
Transexualidad: Transiciones, detransiciones y arrepentimientos
en Espafa. Endocrinologia, Diabetesy Nutricion, 67(9), 562-567.
https://doi.org/10.1016/.endinu.2020.03.008

Pique Resilience Project. (2019). https://www.piqueresproject.com/

Planned Parenthood. (2021). What do I need to know about trans health
care ? https://www.plannedparenthood.org/learn/gender-identity/
transgender/what-do-i-need-know-about-trans-health-care

Rafferty, J., Committee on Psychosocial Aspects of Child and Family
Health, Committee on Adolescence, & Section on Lesbian, Gay,
Bisexual, and Transgender Health and Wellness. (2018). Ensur-
ing comprehensive care and support for transgender and gender-
diverse children and adolescents. Pediatrics, 142(4), e20182162.
https://doi.org/10.1542/peds.2018-2162

r/detrans. (2019). R/detrans subreddit survey update! [Reddit].
https://www.reddit.com/r/detrans/comments/azj8xd/subreddit_
survey_update/

r/detrans. (2020). [Reddit]. https://www.reddit.com/r/detrans/

Ristori, J., & Steensma, T. D. (2016). Gender dysphoria in childhood.
International Review of Psychiatry, 28(1), 13-20. https://doi.
org/10.3109/09540261.2015.1115754

Schulz, S. L. (2018). The informed consent model of transgender care:
An alternative to the diagnosis of gender dysphoria. Journal of
Humanistic Psychology, 58(1), 72-92. https://doi.org/10.1177/
0022167817745217

Singh, D., Bradley, S. J., & Zucker, K. J. (2021). A follow-up study
of boys with gender identity disorder. Frontiers in Psychiatry.
https://doi.org/10.3389/fpsyt.2021.632784

Spiliadis, A. (2019). Towards a gender exploratory model: Slowing
things down, opening things up and exploring identity develop-
ment. Metalogos Systemic Therapy Journal, 35, 1-9.

Steensma, T. D., Kreukels, B. P. C., de Vries, A. L. C., & Cohen-
Kettenis, P. T. (2013). Gender identity development in adoles-
cence. Hormones and Behavior, 64(2), 288-297. https://doi.org/
10.1016/j.yhbeh.2013.02.020

Stella, C. (2016). Female detransition and reidentification: Survey
results and interpretation [Tumblr]. http://guideonragingstars.
tumblr.com/post/ 14987770617 5/female-detransition-and-reide
ntification-survey

The Detransition Advocacy Network. (2020). https://www.detra
nsadv.com

Tracey, M. (2020). Why all this trans stuff? YouTube. https://youtu.
be/r57wGbiK3U8

Turban, J. L., & Keuroghlian, A. S. (2018). Dynamic gender pres-
entations: Understanding transition and “de-transition” among
transgender youth. Journal of the American Academy of Child
and Adolescent Psychiatry, 57(7), 451-453. https://doi.org/10.
1016/j.jaac.2018.03.016

Turban, J. L., Loo, S. S., Almazan, A. N., & Keuroghlian, A. S.
(2021). Factors leading to “detransition” among transgender and
gender diverse people in the United States: A mixed-methods
analysis. LGBT Health, 8,273-280. https://doi.org/10.1089/1gbt.
2020.0437

twitter.com/ftmdetransed, & twitter.com/radfemjourney. (2019).
Our voices our selves—Amplifying the voices of detransitioned
women. In M. Moore & H. Brunskell-Evans (Eds.), Inventing
transgender children and young people (pp. 167-174). Cam-
bridge Scholars Publishing.

upperhandMARS. (2020). Desist to exist as Chiara. YouTube. https://
www.youtube.com/watch?v=rLfTrTRnIRk

Vandenbussche, E. (2021). Detransition-related needs and support: A
cross-sectional online survey. Journal of Homosexuality. https://
doi.org/10.1080/00918369.2021.1919479

Wallien, M. 8. C., & Cohen-Kettenis, P. T. (2008). Psychosexual
outcome of gender-dysphoric children. Journal of the American
Academy of Child and Adolescent Psychiatry, 47(12), 1413—
1423. https://doi.org/10.1097/CHIL.Ob013e31818956b9

Zucker, K. J. (2018). The myth of persistence: Response to “A critical
commentary on follow-up studies and “desistance’ theories about
transgender and gender non-conforming children” by Temple
Newhook et al. (2018). International Journal of Transgender-
ism, 19(2), 231-245. https://doi.org/10.1080/15532739.2018.
1468293

Zucker, K. 1. (2019). Adolescents with gender dysphoria: Reflections
on some contemporary clinical and research issues. Archives of
Sexual Behavior, 48(7), 1983-1992, https://doi.org/10.1007/
s10508-019-01518-8

Zucker, K. J., & Bradley, S.J. (1995). Gender identity disorder and psy-
chosexual problems in children and adolescents. Guilford Press.

Zucker, K. ., Bradley, S. J., Owen-Anderson, A., Kibblewhite, S. J.,
Wood, H., Singh, D., & Choi, K. (2012a). Demographics, behavior
problems, and psychosexual characteristics of adolescents with
gender identity disorder or transvestic fetishism. Journal of Sex &
Marital Therapy, 38(2), 151-189. https://doi.org/10.1080/00926
23X.2011.611219

Zucker, K. J., Wood, H., Singh, D., & Bradley, S.J. (2012b). A devel-
opmental, biopsychosocial model for the treatment of children
with gender identity disorder. Journal of Homosexuality, 59(3),
369-397. https://doi.org/10.1080/00918369.2012.653309

Publisher’s Note Springer Nature remains neutral with regard to
jurisdictional claims in published maps and institutional affiliations.

@ Springer

PL010295



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 30 of 100
Taylor &Frandis

International Review of Psychiatry

ISSN: 0954-0261 (Print) 1369-1627 (Online) Journal homepage: https://www.tandfonline.com/loi/iirp20

Gender dysphoria in childhood

Jiska Ristori & Thomas D. Steensma

To cite this article: Jiska Ristori & Thomas D. Steensma (2016) Gender dysphoria in childhood,
International Review of Psychiatry, 28:1, 13-20, DOI: 10.3109/09540261.2015.1115754

To link to this article: https://doi.org/10.3109/09540261.2015.1115754

@ Published online: 12 Jan 2016.

>
C/; Submit your article to this journal &

||I| Article views: 9049

A
& View related articles &'

@ View Crossmark data (&

CrossMark

@ Citing articles: 71 View citing articles &

Full Terms & Conditions of access and use can be found at
https://www.tandfonline.com/action/journalinformation?journalCode=iirp20

PL010296



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 31 of 100

INTERNATIONAL REVIEW OF PSYCHIATRY, 2016
VOL. 28, NO. 1, 13-20
http://dx.doi.org/10.3109/09540261.2015.1115754

Taylor & Francis

Taylor & Francis Group

©

REVIEW ARTICLE

Gender dysphoria in childhood

Jiska Ristori® and Thomas D. Steensma®<

3Department of Experimental, Clinical and Biomedical Sciences, Careggi University Hospital, Florence, Italy; "Department of Medical
Psychology, VU University Medical Centre, Amsterdam, the Netherlands; “Centre of Expertise on Gender Dysphoria, VU University Medical

Center, Amsterdam, the Netherlands

ABSTRACT

Gender dysphoria (GD) in childhood is a complex phenomenon characterized by clinically
significant distress due to the incongruence between assigned gender at birth and experienced
gender. The clinical presentation of children who present with gender identity issues can be highly
variable; the psychosexual development and future psychosexual outcome can be unclear, and
consensus about the best clinical practice is currently under debate.

In this paper a clinical picture is provided of children who are referred to gender identity clinics. The
clinical criteria are described including what is known about the prevalence of childhood GD. In
addition, an overview is presented of the literature on the psychological functioning of children
with GD, the current knowledge on the psychosexual development and factors associated with the
persistence of GD, and explanatory models for psychopathology in children with GD together with
other co-existing problems that are characteristic for children referred for their gender. In light of
this, currently used treatment and counselling approaches are summarized and discussed,
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including the integration of the literature detailed above.

Introduction

Children can vary in the extent to which they show
gender role expressions, behaviours, interests, and pref-
erences. For most children these expressions are largely
congruent with their experience of being male or
female — their gender identity — and in line with the
gender assigned at birth. This is in contrast to children
who experience gender dysphoria (GD). These children
show extreme and enduring forms of gender noncon-
forming/gender variant behaviours, preferences, and
interests because they do not identify with their birth-
assigned gender. Because of the incongruence between
their assigned gender and experienced gender, these
children may experience clinically significant distress
and are consequently often in need of clinical attention
(American Psychiatric Association, 2013).

Although there has been much opposition against
diagnosing GD in prepubescent children, primarily due
to the stigmatizing effect of having a mental disorder
(e.g. Drescher, 2013), the condition is included in the
current edition of the Diagnostic and Statistical Manual
of Mental Disorders (DSM-5) (American Psychiatric
Association, 2013) as well as in the International
Classification of Diseases (ICD-10; World Health
Organization, 1992). The World Health Organization

(WHO) is, however, in the process of revising the tenth
version of the ICD; but instead of removal of the
childhood diagnosis the terminology will most likely be
changed from ‘gender identity disorder of childhood’
into ‘gender incongruence of childhood’ (Drescher,
Cohen-Kettenis, & Winter, 2012).

According to the DSM-5, a diagnosis of GD of
childhood can be made if a child experiences a marked
incongruence between one’s experienced/expressed
gender and assigned gender, of at least 6 months’
duration, as manifested by six out of eight criteria. One
sine qua non criterion must be the experience of a strong
desire to be of another gender or an insistence to be
another gender. In addition to this, there are two criteria
focusing on anatomic dysphoria; a dislike of one’s sexual
anatomy and the desire for primary/secondary sex
characteristics of the experienced gender. In addition
there are five behavioural criteria. The behavioural
criteria concern the preference for cross-dressing;
adopting cross-gender roles in fantasy play; a strong
preference for toys, games and activities of the other
gender; a preference for playmates of the other gender;
and a strong aversion or rejection of typically gender
congruent roles, interests, preferences and behaviours.
Furthermore, the condition is associated with clinically
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significant distress or impairment in social, school, or
other important areas of functioning (American
Psychiatric Association, 2013).

Valid information on the prevalence of childhood GD
is not available yet due to the absence of formal
prevalence studies. An estimate of the prevalence of
gender nonconforming/gender variant behaviours can,
however, be made on the basis of studies where the Child
Behavior Checklist (CBCL) (Achenbach & Edelbrock,
1983) was used. On the CBCL - a parent-report
questionnaire on behavioural problems - two items are
related to gender variance: Item 5 (‘Behaves like opposite
sex’) and item 110 (“Wishes to be of opposite sex’).
Information from the Dutch normative sample of the
CBCL shows that in children, both items are more
frequently endorsed by parents of girls than of boys;
‘Behaves like opposite sex’ in 2.6% of the boys and 5.0%
of the girls, ‘Wishes to be of opposite sex’ in 1.4% of the
boys and 2.0% of the girls (Verhulst, van der Ende, &
Koot, 1996). These findings are in concordance with data
from the normative sample of the CBCL in North-
America (Achenbach & Edelbrock, 1981; Zucker,
Bradley, & Sanikhani, 1997), and are largely replicated
in a study of Dutch twins (N = 23,393) at ages 7 and 10
(Van Beijsterveldt, Hudziak, & Boomsma, 2006).
Therefore, gender variance/gender nonconformity
seems to be present in a small percentage of children
and is more prominent in girls than in boys.

Interestingly, from what we know about the referrals
to specialized gender identity clinics, the sex ratios for
referred prepubescent children have always been in
favour of natal men, which may be a direct effect of a
difference in increased acceptance of masculinity in girls
compared to femininity in boys (e.g. Blakemore, 2003;
Cohen-Kettenis et al., 2003; Steensma et al, 2014;
Wallien, Veenstra, Kreukels, & Cohen-Kettenis, 2010;
Zucker, Wilson-Smith, Kurita, & Stern, 1995). Over the
last decades the reported sex ratios have, however,
gradually changed. For example, in the period before
2000 the ratio between boys and girls was 5.75:1 in
Canada and 2.93:1 in the Netherlands (Cohen-Kettenis
et al, 2003). In the period after 2000, the sex ratios
decreased in Canada to 3.41:1 (2008-2011) for boys
and girls respectively (Wood et al., 2013); and a similar
pattern was observed in the Netherlands with a sex
ratio of 1.68:1 between 2008 and 2011 (Steensma, 2013).
For both countries this change in ratios is caused
by fewer referrals of boys. Although empirical evidence
is currently not available, the decrease of referrals in
boys may indicate an increasing tolerance over time
towards gender nonconforming behaviours in both
countries.

Psychological functioning, social tolerance, and
other co-existing problems

Besides the gender nonconforming presentation, chil-
dren with GD who are referred to clinical settings have
been shown to be more psychologically vulnerable in
comparison to non-referred controls (Bates, Bentler, &
Thompson, 1973, 1979) and in comparison to the
general population (e.g. Cohen-Kettenis et al, 2003;
Singh, Bradley, & Zucker, 2011; Steensma et al., 2014).
Furthermore, these studies show that these psychological
problems are more of an internalized nature (such as
depression, social withdrawal, and anxiety), instead of an
externalizing nature (such as aggression) (Bates et al,,
1973, 1979; Coates & Person, 1985; Rekers & Morey,
1989; Zucker & Bradley, 1995; Cohen-Kettenis et al.,
2003; Steensma et al., 2014). However, as Zucker, Wood,
and VanderLaan (2014) recently concluded from their
summary of studies reporting on the psychological
functioning of gender-referred children, there is a
considerable variability across the different studies. For
example, the percentage of clinical-range cases reported
in studies using the total behaviour problem score of the
CBCL, ranged from 12.5% up to 84% of the described
children over the different studies (for an overview see
Zucker et al,, 2014).

To understand this association between GD and the
variability of psychological functioning within the
population of children with GD, the empirical literature
indicates the effect is largely mediated through social
(in)tolerance towards gender nonconformity/gender
variance. Indeed, a wide range of studies in children
from the general population showed that gender
nonconforming behaviour is often evaluated negatively
by other children (e.g. Carter & McCloskey, 1984; Levy,
Taylor, & Gelman, 1995; Ruble et al., 2007; Signorella,
Bigler, & Liben, 1993; Stoddart & Turiel, 1985). Peer
relations in general are therefore poorer for clinically
referred children with GD than for non-referred chil-
dren/youth (e.g. Cohen-Kettenis et al, 2003; Zucker
et al., 1997, 2012); and, as we might expect, poor peer
relations are associated with a negative well-being and
poor psychological functioning in children with GD (e.g.
Cohen-Kettenis et al. 2003; Steensma et al, 2014).
Consequently the variability in psychological functioning
detailed within the literature is likely inversely correlated
with the intensity of social intolerance experienced by
the children with GD. For example, a cross-national
study between children referred for their gender from
Canada and from the Netherlands showed a much
higher prevalence of emotional and behavioural prob-
lems in the Canadian children than in the Dutch
children. Interestingly, quality of peer relations rather
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than IQ, parental social class, marital status, or ethnicity,
turned out to be the strongest predictor in both
countries. Furthermore, the quality of peer relations
was lower in Canada than in the Netherlands.
This indicates that psychological functioning is
highly dependent upon how gender nonconformity is
accepted within a certain culture or environment
(Steensma et al,, 2014).

However, this may not be the only factor that results
in poorer psychological functioning. Over the years other
models postulated in the literature focused, for example,
upon generic risk factors for psychopathology and
behavioural problems (such as parental psychopath-
ology, social class background) in relation to GD; and
considered them as an inherent cause of psychological
problems in children with GD. Evidence for these
relations is, however, still scarce and both models are
under-studied in comparison to other factors such as
social (in)tolerance (Zucker et al., 2014).

As far as co-occurring problems in children with GD
are concerned, the relationship between Autistic
Spectrum Disorders (ASD) and GD is important to
mention. Although there are few studies investigating the
relationship between the two, one study by de Vries,
Noens, Cohen-Kettenis, van Berckelaer-Onnes, &
Doreleijers (2010) showed that in a sample of 108
gender-referred children ASD was present in 6.4% of the
children. This is significantly higher than the prevalence
of 0.6-1% of ASD in the general population (Fombonne,
2005). Corresponding with these findings, a study by
VanderLaan et al. (2015) of children referred for gender
studied obsessional interests — which may be an indica-
tion of ASD - and showed that obsessions were more
frequently reported by children referred for their gender
in comparison with the general population. With regard
to how ASD and GD are related, the question arises as to
whether GD is an expression of ASD, or whether ASD is
a symptom of GD; alternatively, of course, the two may
be present without being related to each other (see van
der Miessen et al., this issue).

Psychosexual development and related factors
for persistence of GD

A central question in the counselling of children with
GD is what their psychosexual outcome will be. Will the
child grow up and identify as a gay man, lesbian woman,
bisexual man or woman, or heterosexual man or woman
without experiencing feelings of gender incongruence
which require any intervention; or will the child need
medical treatment in the future because the gender
dysphoric feelings will persist and further intensify?

INTERNATIONAL REVIEW OF PSYCHIATRY @ 15

To date, there are 10 prospective follow-up studies
described in the literature, together reporting on 317
gender nonconforming children who were followed-up
in adolescence or early adulthood. The follow-up
information in Zucker & Bradley (1995) is not included
in this summary. In personal correspondence with Dr.
Zucker it became clear that the 45 cases described are
also included in the samples of Drummond, Bradley,
Peterson-Badali, & Zucker (2008) (5 natal girls) and
Singh (2012) (40 natal boys).

The conclusion from these studies is that childhood
GD is strongly associated with a lesbian, gay, or bisexual
outcome and that for the majority of the children (85.2%;
270 out of 317) the gender dysphoric feelings remitted
around or after puberty (see Table 1).

However, there may be a number of arguments to
nuance this high percentage of desistence. As is shown in
Table 1 there is much variation in the reported
persistence rates between the studies, ranging from 2%
to 39%. Interestingly the studies before the year 2000
reported much lower persistence rates in comparison to
the more recent studies after the year 2000. Furthermore,
the persistence rates reported in two Canadian studies
(Drummond et al, 2008; Singh, 2012) were identical
(12%) but clearly lower in comparison to the follow-up
study by Wallien & Cohen-Kettenis (2008) from the
Netherlands. The explanation for these differences may
be threefold:

First, the variation in intensity of GD in the children
included differs across studies: The lower persistence
rates in the earlier studies, compared to the more recent
studies after 2000, may be the result of the inclusion of
less extreme cases in the earlier studies than in later
studies. For example, before the publication of DSM-III
in 1980 there was no formal diagnosis of GD for children
(Drescher, 2014). It could therefore be that the children
included in the studies before 1980 would in retrospect
not meet the full criteria for a diagnosis. Also, the recent

Table 1. Follow-up studies in children with GD.

Age at
follow-up Persistence
Study Sample (range) rate
Bakwin (1968) 55 natal boys (13-36) 9%
Lebovitz (1972) (5 out of 55)
Zuger (1984)

Money & Russo (1979)
Davenport (1986)

Kosky (1987)
Green (1987) 44 natal boys 19 (14-24) 2%

(1 out of 44)
Drummond et al. (2008) 25 natal girls 23 (15-37) 12%

(3 out of 25)
Wallien & Cohen-Kettenis 40 natal boys 19 (16-28) 39%

(2008) 14 natal girls (21 out of 54)

Singh (2012) 139 natal boys 21 (13-39)  12%

(17 out of 139)
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studies consisted of clinically referred samples of
children, which was not the case for the earlier studies.
For example, in the study by Green (1987) the sample of
feminine boys was recruited through advertisement.

Secondly, and in line with the intensity explanation,
there are possible cultural differences in referral: As
described earlier, the sex ratios of child referrals in
Canada are historically in greater favour of boys than
girls as compared to the Netherlands. This may indicate
that femininity in boys is experienced as more problem-
atic in Canada -resulting in more referrals of boys with
less extreme GD than in the Netherlands. As a result, the
persistence rates are higher in the Netherlands compared
to Canada.

Thirdly, we can consider the time of follow-up: As can
be seen in Table 1, the time of follow-up differed across
the studies and one could hypothesize that the studies
with a later follow-up age (of older adolescents or adults)
and those having a longer follow-up time, would report
higher persistence rates than the studies where the
follow-up took place at a younger age (i.e. shorter follow-
up time). This trend is however not observed over the
reported studies. To test this hypothesis, Steensma &
Cohen-Kettenis (2015) recently published a report on
the first 150 childhood cases from Amsterdam, the
Netherlands, and checked whether a longer follow-up
period would result in higher persistence rates. The
children were at the time of first assessment — between 5
to 12 years old and between 19 to 38 years of age at the
time of follow-up. Out of the 150 cases, 40 re-entered the
clinic during adolescence (12-18 years of age) and
turned out to be persisters (26.7%). However, after
checking the files of the adult clinic (which sees nearly all
adults with gender dysphoria in the Netherlands), it
appeared that five individuals applied for treatment after
the age of 18, raising the persistence rate to 30% and
showing the importance of long-term follow-ups. Based
on this information, it seems reasonable to conclude that
the persistence of GD may well be higher than 15%.
However, desistence of GD still seems to be the case in
the majority of children with GD.

Two other clinically relevant questions are (1) whether
we know anything with regard to the factors that are
associated with the persistence or desistence of child-
hood GD and (2) how the process of persistence or
desistence is experienced.

As to the factors associated with the persistence of
GD, knowledge is still limited but fortunately slowly
increasing. A central finding from all quantitative studies
focusing on the topic is that the persistence of GD is
most closely linked to the intensity of the GD in
childhood and the amount of reported cross-gendered
behaviour; in other words the more intense GD is in

childhood, and the more cross-gendered behaviour is
reported by parents or through self-report, the higher the
chance that the GD persists (Drummond et al., 2008;
Singh, 2012; Steensma, McGuire, Kreukels, Beekman, &
Cohen-Kettenis, 2013; Wallien & Cohen-Kettenis, 2008).
In addition to this, several other factors are linked to
persistence of GD: For example, Steensma et al. (2013)
and Wallien & Cohen-Kettenis (2008) showed that the
persistence rate is generally higher in natal girls than in
natal boys; And Steensma et al. (2013) and Singh (2012)
found that the assessment age in childhood was higher in
children where the GD persisted than for desisters;
Further, Singh (2012) reported a higher social class in the
parents of desisters compared to the parents of persisters.

In addition, Steensma et al. (2013) found that a social
transition in childhood, especially in natal boys, and
verbal identification with the desired/experienced gender
was predictive for the persistence of GD. Interestingly,
the identification finding was reported in an earlier
qualitative study by Steensma, Biemond, de Boer &
Cohen-Kettenis (2011) who observed differences in
reported experiences of GD between persisters and
desisters who were interviewed. For example, the
persisters explicitly indicated that they felt they were
the ‘other’ sex and the desisters indicated that they only
wished they were the ‘other” sex. The primary aim of the
Steensma et al. (2011) study was to get a better
understanding of the processes that contribute to the
persistence and desistence of childhood GD. By inter-
viewing adolescents (14 persisters, 11 desisters) who all
fulfilled the DSM-IV or DSM-IV-TR criteria of a gender
identity diagnosis in childhood (APA, 1994, 2000), it
became clear that the period between 10 and 13 years
was considered crucial. Both persisters and desisters
stated that the changes in their social environment, the
anticipated and actual feminization or masculinization of
their bodies, and the first experiences of falling in love
and sexual attraction in this period, contributed to an
increase (in the persisters) or decrease (in the desisters)
of their gender related interests, behaviours, and feelings
of gender discomfort.

Treatment and counselling of children with GD

Over the last decade, the care for prepubescent children
with GD has been rapidly changing and there is a
growing number of specialized gender clinics for young
people (Hsieh & Leininger, 2014; Khatchadourian,
Ahmed, & Metzger, 2014; Riittakerttu, Sumia,
Tyolajarvi, & Lindberg, 2015). Best clinical practice in
gender referred children is still controversial and raises
debates among dedicated professionals. General agree-
ment does, however, exist that the care for children with
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GD should be focused on reducing the child’s distress
related to their GD; on help with other psychological
difficulties; and optimizing psychological adjustment and
wellbeing (e.g. Byne et al,, 2012; Coleman et al., 2011). As
for the counselling of the gender dysphoric feelings in
children with GD; empirical treatment models do not
exist and general consensus between clinicians is not
always easy to obtain (Byne et al.,, 2012). In the current
professional literature, three treatment models for the
care of gender variant children can be distinguished (e.g.
Byne et al,, 2012; Drescher, 2013) and it is these to which
we now turn.

The first approach focuses on working with the child
and caregivers to lessen cross-gender behaviour and
identification, to persuade the child that the ‘right
gender is the one assigned at birth (Giordano, 2012), to
decrease the likelihood that GD will persist into adoles-
cence, and prevent adult transsexualism. Critics of this
approach have linked it to ‘reparative therapy’, a term
more commonly used to describe efforts to change same
sex attraction to heterosexuality in gay adults or ‘pre-
homosexual’ children (Drescher, 2013). In the past, such
behavioural and psychodynamic therapies to lessen the
GD have been largely used in children with GD with
overall unsatisfactory results (Byne et al,, 2012; Méller,
Schreier, Li, & Romer, 2009). Instead, children often
seem to become distressed if their preferences and/or
behaviours are blocked (Richardson, 1999). At present,
interventions aimed to lessen GD are referred to as
unethical by the World Professional Association for
Transgendered Health (WPATH: Coleman et al,, 2011)
and many other international professional organizations.
The American Academy of Child & Adolescent
Psychiatry, for example, has explicitly formulated their
position against any psychological treatment aimed to
change gender nonconforming behaviours (Adelson,
2012).

The second approach is focused on dealing with the
potential social risks for the child (Byne et al,, 2012).
Because its aim is to allow the progress of the GD in the
child to unfold in a natural way, it is often referred to as
‘watchful waiting’ (Drescher, 2013). Counselling based
on this approach may include interventions that focus on
the co-existing problems of the child and/or the family;
helping parents and the child to bear the uncertainty of
the child’s psychosexual outcome; and providing psycho-
education to help the child and the family to make
balanced decisions regarding topics such as the child’s
coming out, early social transitioning, and/or how to
handle peer rejection or social ostracism. In practice, the
child and parents are encouraged to find a balance
between an accepting and supportive attitude toward
GD, while at the same time protecting the child against
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any negative reactions and remaining realistic about the
chance that GD feelings may desist in the future. Parents
are encouraged to provide enough space for their child to
explore their gender dysphoric feelings, while at the same
time keeping all future outcomes open (e.g., de Vries &
Cohen-Kettenis, 2012; Di Ceglie, 1998, 2014).

The third approach is focused on affirming the child’s
(trans)gender identification and helps the child to build a
positive self-identity and gender resilience. In particular,
the child is supported in transitioning to the desired/
experienced gender role. The rationale for supporting
social transition before puberty is that children can
revert to their originally assigned gender if necessary
since the transition is solely at a social level and without
medical intervention (e.g. Byne et al, 2012; Drescher,
2013; Hill, Menvielle, Sica, & Johnson, 2010). Critics of
this approach believe that supporting gender transition
in childhood may indeed be relieving for children with
GD but question the effect on future development. The
debate thereby focuses on whether a transition may
increase the likelihood of persistence because, for
example, a child may “forget’ how to live in the original
gender role and therefore will no longer be able to feel
the desire to change back; or that transitioned children
may repress doubts about the transition out of fear that
they have to go through the process of making their
desire to socially (re)transition public for a second time
(Steensma, 2013). The fact that transitioning for a second
time can be difficult was indeed shown in the qualitative
study by Steensma et al. (2011) where children who
transitioned early in childhood reported a struggle with
changing back to their original gender role when their
feelings desisted, with the fear of being teased or
excluded by their peers reported as the main reason for
this.

Unfortunately, empirical answers about the best way
to counsel children with GD and their caregivers are
currently not available. The WPATH have therefore
formulated a balanced position in their Standards of
Care (Coleman et al, 2011), where clinicians are
encouraged to help families by providing information
about what is known about the development of children
with GD and to help them to make decisions where the
potential benefits and challenges of particular choices are
weighted.

Conclusion

According to the DSM-5 diagnostic criteria for gender
dysphoria, children with GD experience clinically sig-
nificant distress because of the incongruence between
their assigned gender at birth and experienced gender
(APA, 2013). The clinical presentation of children who
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present with gender identity issues is characterized by
gender-nonconformity and a vulnerability to having
psychological problems - primarily of an internalized
nature (e.g. Cohen-Kettenis et al., 2003; Steensma et al,,
2014), and an increased likelihood of ASD symptom-
atology (de Vries et al,, 2010; VanderLaan et al,, 2015).
The extent and intensity of all three characteristics can
be variable.

When considering the development of children with
GD; studies show that gender dysphoric feelings even-
tually desist for the majority of children with GD, and
that their psychosexual outcome is strongly associated
with a lesbian, gay, or bisexual sexuality which does not
require any medical intervention, instead of an outcome
where medical intervention is required (e.g. Drummond
et al, 2008; Wallien & Cohen-Kettenis, 2008; Singh,
2012). Factors predictive for the persistence of GD have
been identified on a group level, with higher intensity of
GD in childhood identified as the strongest predictor for
a future gender dysphoric outcome (Steensma et al,
2013). The predictive value of the identified factors for
persistence are, however, on an individual level less clear
cut, and the clinical utility of currently identified factors
is low.

Taken together this shows that there can be a great
variability with regard to presentation of children with
GD and their psychosexual outcome. The counselling of
children with GD can therefore be complex and clinically
challenging. To date, there is general agreement that the
care for children with GD should not be aimed at
avoiding adult same sex attraction or transsexualism;
that no medical intervention should be provided in
childhood (before puberty); that counselling should
therefore be focused on reducing the child’s distress
related to the GD, on help with other psychological
difficulties, and on optimizing psychological adjustment
and wellbeing (e.g. Byne et al, 2012; Coleman et al,
2011).

However, besides these basic clinical values, there is
currently no general consensus about the best approach
to dealing with the (uncertain) future development of
children with GD, and making decisions that may
influence the functioning and/or development of the
child - such as a social transition. Different clinical
approaches are presented in the literature, and indeed
taking the variability in presentation of children with GD
into account, it seems important to underline that a ‘one
size fits all’ approach is not best practice for children
with GD. Therefore, different kinds of treatment options
should be available which respect the unique needs of
every child. In particular, the child’s clinical psycho-
logical profile and gender development, as well as the
contextual psychosocial characteristics of the child’s

family (e.g. belief system, supportive behaviours, access
to health care) should always be taken into account in
order to make balanced decisions. Currently, the limited
empirical evidence in favour of a particular treatment
makes treatment of teenagers with GD a controversial
issue that raises intense, and often polarized, debate.
Therefore, studies comparing different psychological
treatment options are needed as well as research which
aims to identify the factors involved in the persistence
process of GD on an individual level. The primary goal is
therefore to determine the safest and most efficacious
mental and medical approach for the individual child
with GD.
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Abstract

Context: The treatment for transsexualism is sex reassignment, including hormonal treatment and surgery aimed at making
the person’s body as congruent with the opposite sex as possible. There is a dearth of long term, follow-up studies after sex
reassignment.

Objective: To estimate mortality, morbidity, and criminal rate after surgical sex reassignment of transsexual persons.
Design: A population-based matched cohort study.
Setting: Sweden, 1973-2003.

Participants: All 324 sex-reassigned persons (191 male-to-females, 133 female-to-males) in Sweden, 1973-2003. Random
population controls (10:1) were matched by birth year and birth sex or reassigned (final) sex, respectively.

Main Outcome Measures: Hazard ratios (HR) with 95% confidence intervals (Cl) for mortality and psychiatric morbidity were
obtained with Cox regression models, which were adjusted for immigrant status and psychiatric morbidity prior to sex
reassignment (adjusted HR [aHR]).

Results: The overall mortality for sex-reassigned persons was higher during follow-up (aHR 2.8; 95% Cl 1.8-4.3) than for
controls of the same birth sex, particularly death from suicide (@HR 19.1; 95% CI 5.8-62.9). Sex-reassigned persons also had
an increased risk for suicide attempts (@aHR 4.9; 95% Cl 2.9-8.5) and psychiatric inpatient care (@aHR 2.8; 95% Cl 2.0-3.9).
Comparisons with controls matched on reassigned sex yielded similar results. Female-to-males, but not male-to-females,
had a higher risk for criminal convictions than their respective birth sex controls.

Conclusions: Persons with transsexualism, after sex reassignment, have considerably higher risks for mortality, suicidal
behaviour, and psychiatric morbidity than the general population. Our findings suggest that sex reassignment, although
alleviating gender dysphoria, may not suffice as treatment for transsexualism, and should inspire improved psychiatric and
somatic care after sex reassignment for this patient group.
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Introduction

Transsexualism (ICD-10),[1] or gender identity disorder (DSM-
IV),[2] is a condition in which a person’s gender identity - the sense
of being a man or a woman - contradicts his or her bodily sex
characteristics. The individual experiences gender dysphoria and
desires to live and be accepted as a member of the opposite sex.

@ PLoS ONE | www.plosone.org

The treatment for transsexualism includes removal of body hair,
vocal training, and cross-sex hormonal treatment aimed at making
the person’s body as congruent with the opposite sex as possible to
alleviate the gender dysphoria. Sex reassignment also involves the
surgical removal of body parts to make external sexual
characteristics resemble those of the opposite sex, so called sex
reassignment/confirmation surgery (SRS). This is a unique
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intervention not only in psychiatry but in all of medicine. The
present form of sex reassignment has been practised for more than
half a century and is the internationally recognized treatment to
ease gender dysphoria in transsexual persons.[3,4]

Despite the long history of this treatment, however, outcome
data regarding mortality and psychiatric morbidity are scant. With
respect to suicide and deaths from other causes after sex
reassignment, an early Swedish study followed 24 transsexual
persons for an average of six years and reported one suicide.[5] A
subsequent Swedish study recorded three suicides after sex
reassignment surgery of 175 patients.[6] A recent Swedish
follow-up study reported no suicides in 60 transsexual patients,
but one death due to complications after the sex reassignment
surgery.[7] A Danish study reported death by suicide in 3 out of 29
operated male-to-female transsexual persons followed for an
average of six years.[8] By contrast, a Belgian study of 107
transsexual persons followed for 4-6 years found no suicides or
deaths from other causes.[9] A large Dutch single-centre study
(N=1,109), focusing on adverse events following hormonal
treatment, compared the outcome after cross-sex hormone
treatment with national Dutch standardized mortality and
morbidity rates and found no increased mortality, with the
exception of death from suicide and AIDS in male-to-females 25—
39 years of age.[10] The same research group concluded in a
recent report that treatment with cross-sex hormones seems
acceptably safe, but with the reservation that solid clinical data are
missing.[11] A limitation with respect to the Dutch cohort is that
the proportion of patients treated with cross-sex hormones who
also had surgical sex-reassignment is not accounted for.[10]

Data is inconsistent with respect to psychiatric morbidity post
sex reassighment. Although many studies have reported psychiat-
ric and psychological improvement after hormonal and/or
surgical treatment,[7,12,13,14,15,16] other have reported on
regrets,[17] psychiatric morbidity, and suicide attempts after
SRS.[9,18] A recent systematic review and meta-analysis con-
cluded that approximately 80% reported subjective improvement
in terms of gender dysphoria, quality of life, and psychological
symptoms, but also that there are studies reporting high
psychiatric morbidity and suicide rates after sex reassignment.[19)]
The authors concluded though that the evidence base for sex
reassignment “is of very low quality due to the serious
methodological limitations of included studies.”

The methodological shortcomings have many reasons. First, the
nature of sex reassignment precludes double blind randomized
controlled studies of the result. Second, transsexualism is rare [20]
and many follow-ups are hampered by small numbers of
subjects.[5,8,21,22,23,24,25,26,27,28] Third, many sex reassigned
persons decline to participate in follow-up studies, or relocate after
surgery, resulting in high drop-out rates and consequent selection
bias.[6,9,12,21,24,28,29,30] Forth, several follow-up studies are
hampered by limited follow-up periods.[7,9,21,22,26,30] Taken
together, these limitations preclude solid and generalisable
conclusions. A long-term population-based controlled study is
one way to address these methodological shortcomings.

Here, we assessed mortality, psychiatric morbidity, and psycho-
social integration expressed in criminal behaviour after sex
reassignment in transsexual persons, in a total population cohort
study with long-term follow-up information obtained from Swedish
registers. The cohort was compared with randomly selected
population controls matched for age and gender. We adjusted for
premorbid differences regarding psychiatric morbidity and immi-
grant status. This study design sheds new light on transsexual
persons’ health after sex reassignment. It does not, however, address
whether sex reassignment is an effective treatment or not.

@ PLoS ONE | www.plosone.org
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Methods

National registers

The study population was identified by the linkage of several
Swedish national registers, which contained a total of 13.8 million
unique individuals. The Hospital Discharge Register (HDR, held
by the National Board of Health and Welfare) contains discharge
diagnoses, up to seven contributory diagnoses, external causes of
morbidity or mortality, surgical procedure codes, and discharge
date. Discharge diagnoses are coded according to the gt
(1969-1986), 9" (1987-1996), and 10™ cditions (1997-) of the
International Classification of Diseases (ICD). The register covers
virtually all psychiatric inpatient episodes in Sweden since 1973.
Discharges that occurred up to 31 December 2003 were included.
Surgical procedure codes could not be used for this study due to
the lack of a specific code for sex reassignment surgery. The Total
Population Register (PR, held by Statistics Sweden) is comprised
of data about the entire Swedish population. Through linkage with
the Total Population Register it was possible to identify birth date
and birth gender for all study subjects. The register is updated
every year and gender information was available up to 2004/2005.
The Medical Birth Register (MBR) was established in 1973 and
contains birth data, including gender of the child at birth. National
censuses based on mandatory self-report questionnaires completed
by all adult citizens in 1960, 1970, 1980, and 1990 provided
information on individuals, households, and dwellings, including
gender, living area, and highest educational level. Complete
migration data, including country of birth for immigrants for
19692003, were obtained from the TPR. In addition to
educational information from the censuses, we also obtained
highest educational level data for 1990 and 2000 from the Register
of Education. The Cause of Death Register (CDR, Statistics
Sweden) records all deaths in Sweden since 1952 and provided
information on date of death and causes of death. Death events
occurring up to 31 December 2003 are included in the study. The
Crime Register (held by the National Council of Crime
Prevention) provided information regarding crime type and date
on all criminal convictions in Sweden during the period 1973—
2004. Attempted and aggravated forms of all offences were also
included. All crimes in Sweden are registered regardless of insanity
at the time of perpetration; for example, for individuals who
suffered from psychosis at the time of the offence. Moreover,
conviction data include individuals who received custodial or non-
custodial sentences and cases where the prosecutor decided to
caution or fine without court proceedings. Finally, Sweden does
not differ considerably from other members of the European
Union regarding rates of violent crime and their resolution.[31]

Study population, identification of sex-reassigned
persons (exposure assessment)

The study was designed as a population-based matched cohort
study. We used the individual national registration number,
assigned to all Swedish residents, including immigrants on arrival,
as the primary key through all linkages. The registration number
consists of 10 digits; the first six provide information of the birth
date, whereas the ninth digit indicates the gender. In Sweden, a
person presenting with gender dysphoria is referred to one of six
specialised gender teams that evaluate and treat patients
principally according to international consensus guidelines:
Standards of Care.[3] With a medical certificate, the person
applies to the National Board of Health and Welfare to receive
permission for sex reassignment surgery and a change of legal sex
status. A new national registration number signifying the new
gender is assigned after sex reassignment surgery. The National
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Board of Health and Welfare maintains a link between old and
new national registration numbers, making it possible to follow
individuals undergoing sex reassignment across registers and over
time. Hence, sex reassignment surgery in Sweden requires (i) a
transsexualism diagnosis and (i) permission from the National
Board of Health and Welfare.

A person was defined as exposed to sex reassignment surgery if
two criteria were met: (i) at least one inpatient diagnosis of gender
identity disorder diagnosis without concomitant psychiatric
diagnoses in the Hospital Discharge Register, and (i) at least
one discrepancy between gender variables in the Medical Birth
Register (from 1973 and onwards) or the National Censuses from
1960, 1970, 1980, or 1990 and the latest gender designation in the
Total Population Register. The first criterion was employed to
capture the hospitalization for sex reassignment surgery that serves
to secure the diagnosis and provide a time point for sex
reassighment surgery; the plastic surgeons namely record the
reason for sex reassignment surgery, i.c., transsexualism, but not
any co-occurring psychiatric morbidity. The second criterion was
used to ensure that the person went through all steps in sex-
reassignment and also changed sex legally.

The date of sex reassignment (start of follow-up) was defined as
the first occurrence of a gender identity disorder diagnosis, without
any other concomitant psychiatric disorder, in the Hospital
Discharge Register after the patient changed sex status (any
discordance in sex designation across the Censuses, Medical Birth,
and Total Population registers). If this information was missing, we
used instead the closest date in the Hospital Discharge Register on
which the patient was diagnosed with gender identity disorder
without concomitant psychiatric disorder prior to change in sex
status. The reason for prioritizing the use of a gender identity
disorder diagnosis affer changed sex status over before was to avoid
overestimating person-years at risk of sex-reassigned person.

Using these criteria, a total of 804 patients with gender identity
disorder were identified, whereof 324 displayed a shift in the
gender variable during the period 1973-2003. The 480 persons
that did not shift gender variable comprise persons who either did
not apply, or were not approved, for sex reassignment surgery.
Moreover, the ICD 9 code 302 is a non specific code for sexual
disorders. Hence, this group might also comprise persons that
were hospitalized for sexual disorders other than transsexualism.
Therefore, they were omitted from further analyses. Of the
remaining 324 persons, 288 were identified with the gender
identity diagnosis affer and 36 before change of sex status. Out of the
288 persons identified afler changed sex status, 185 could also be
identified before change in sex status. The median time lag between
the hospitalization before and affer sex change for these 185 persons
was 0.96 years (mean 2.2 years, SD 3.3).

Gender identity disorder was coded according to ICD-8: 302.3
(transsexualism) and 302.9 (sexual deviation NOS); ICD-9: 302
(overall code for sexual deviations and disorders, more specific
codes were not available in ICD-9); and ICD-10: F64.0
(transsexualism), F64.1 (dual-role transvestism), F64.8 (other
gender identity disorder), and F64.9 (gender identity disorder
NOS). Other psychiatric disorders were coded as ICD-8: 290-301
and 303-315; ICD-9: 290-301 and 303-319; and ICD-10: F00-F63
as well as F65-F99.

Identification of population-based controls (unexposed
group)

For each exposed person (N=324), we randomly selected 10
unexposed controls. A person was defined as unexposed if there
were no discrepancies in sex designation across the Censuses,
Medical Birth, and Total Population registers and no gender

@ PLoS ONE | www.plosone.org
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identity disorder diagnosis according to the Hospital Discharge
Register. Control persons were matched by sex and birth year and
had to be alive and residing in Sweden at the estimated sex
reassignment date of the case person. To study possible gender-
specific effects on outcomes of interest, we used two different
control groups: one with the same sex as the case individual at
birth (birth sex matching) and the other with the sex that the case
individual had been reassigned to (final sex matching).

Outcome measures

We studied mortality, psychiatric morbidity, accidents, and
crime following sex reassignment. More specifically, we investi-
gated: (1) all-cause mortality, (2) death by definite/uncertain
suicide, (3) death by cardiovascular disease, and (4) death by
tumour. Morbidity included (5) any psychiatric disorder (gender
identity disorders excluded), (6) alcohol/drug misuse and depen-
dence, (7) definite/uncertain suicide attempt, and (8) accidents.
Finally, we addressed court convictions for (9) any criminal offence
and (10) any violent offence. Each individual could contribute with
several outcomes, but only one event per outcome. Causes of
death (Cause of Death Registry from 1952 and onwards) were
defined according to ICD as suicide (ICD-8 and ICD-9 codes
E950-E959 and E980-E989, ICD-10 codes X60-X84 and Y10-
Y34); cardiovascular disease (ICD-8 codes 390-458, ICD-9 codes
390-459, ICD-10 codes 100-199); neoplasms (ICD-8 and 1CD-9
codes 140-239, ICD-10 codes C00-D48), any psychiatric disorder
(gender identity disorders excluded); (ICD-8 codes 290-301 and
303-315, ICD-9 codes 290-301 and 303-319, ICD-10 codes F00-
F63 and F65-F99); alcohol/drug abuse and dependence (ICD-8
codes 303-304, ICD-9 codes 303-305 (tobacco use disorder
excluded), ICD-10 codes F10-F16 and F18-F19 (x5 excluded);
and accidents (ICD-8 and ICD-9 codes E800-E929, ICD-10 codes
VO01-X59).

Any criminal conviction during follow-up was counted;
specifically, violent crime was defined as homicide and attempted
homicide, aggravated assault and assault, robbery, threatening
behaviour, harassment, arson, or any sexual offense.[32]

Covariates

Severe psychiatric morbidity was defined as inpatient care
according to ICD-8 codes 291, 295-301, 303-304, and 307; ICD-9
codes 291-292, 295-298, 300-301, 303-305 (tobacco use disorder
excluded), 307.1, 307.5, 308-309, and 311; ICD-10 codes F10-
F16, F18-F25, F28-F45, F48, I'50, and F60-F62. Immigrant status,
defined as individuals born abroad, was obtained from the Total
Population Register. All outcome/covariate variables were
dichotomized (i.e., affected or unaffected) and without missing
values.

Statistical analyses

Each individual contributed person-time from study entry (for
exposed: date of sex reassignment; for unexposed: date of sex
reassignment of matched case) until date of outcome event, death,
emigration, or end of study period (31 December 2003), whichever
came first. The association between exposure (sex reassignment)
and outcome (mortality, morbidity, crime) was measured by
hazard ratios (HR) with 95% ClIs, taking follow-up time into
account. HRs were estimated from Cox proportional hazard
regression models, stratified on matched sets (1:10) to account for
the matching by sex, age, and calendar time (birth year). We
present crude HRs (though adjusted for sex and age through
matching) and confounder-adjusted HRs [aHRs] for all outcomes.
The two potential confounders, immigrant status (yes/no) and
history of severe psychiatric morbidity (yes/no) prior to sex
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reassignment, were chosen based on previous research[18,33] and
different prevalence across cases and controls (Table 1).

Gender-separated analyses were performed and a Kaplan-
Meier survival plot graphically illustrates the survival of the sex
reassigned cohort and matched controls (all-cause mortality) over
time. The significance level was set at 0.05 (all tests were two-
sided). All outcome/covariate variables were without missing
values, since they are generated from register data, which are
either present (affected) or missing (unaffected). The data were
analysed using SAS version 9.1 (SAS Institute Inc., Cary, NC,
USA).

Ethics

The data linking of national registers required for this study was
approved by the IRB at Karolinska Institutet, Stockholm. All data
were analyzed anonymously; therefore, informed consent for each
individual was neither necessary nor possible.

Results

We identified 324 transsexual persons (exposed cohort) who
underwent sex reassignment surgery and were assigned a new legal
sex between 1973 and 2003. These constituted the sex-reassigned
(exposed) group. Fifty-nine percent (N=191) of sex-reassigned
persons were male-to-females and 41% (N = 133) female-to-males,
yielding a sex ratio of 1.4:1 (Table 1).

year and sex.

Long-Term Follow-Up of Sex Reassignment

The average follow-up time for all-cause mortality was 11.4
(median 9.1) years. The average follow-up time for the risk of
being hospitalized for any psychiatric disorder was 10.4 (median
8.1).

Characteristics prior to sex reassignment

Table 1 displays demographic characteristics of sex-reassigned
and control persons prior to study entry (sex reassignment). There
were no substantial differences between female-to-males and male-
to-females regarding measured baseline characteristics. Immigrant
status was twice as common among transsexual individuals
compared to controls, living in an urban area somewhat more
common, and higher education about equally prevalent. Trans-
sexual individuals had been hospitalized for psychiatric morbidity
other than gender identity disorder prior to sex reassignment
about four times more often than controls. To adjust for these
baseline discrepancies, hazard ratios adjusted for immigrant status
and psychiatric morbidity prior to baseline are presented for all
outcomes [aHRs].

Mortality

Table 2 describes the risks for selected outcomes during follow-up
among sex-reassigned persons, compared to same-age controls of
the same birth sex. Sex-reassigned transsexual persons of both
genders had approximately a three times higher risk of all-cause
mortality than controls, also after adjustment for covariates. Table 2

Table 1. Baseline characteristics among sex-reassigned subjects in Sweden (N =324) and population controls matched for birth

Sex-reassigned subjects

Birth-sex matched controls  Final-sex matched controls

Average age at study entry [years] (SD, min-max)

33.3 (8.7, 20-62)
36.3 (10.1, 21-69)
35.1 (9.7, 20-69)

Female at birth, male after sex change
Male at birth, female after sex change
Both genders

Immigrant status

Female at birth, male after sex change 28 (21%)
Male at birth, female after sex change 42 (22%)
Both genders 70 (22%)

Less than 10 years of schooling prior to entry vs. 10 years or more
49 (44%); 62 (56%)
61 (41%); 89 (59%)

Females at birth, males after sex change
Males at birth, females after sex change
All individuals with data

Psychiatric morbidity* prior to study entry

Female at birth, male after sex change 22 (17%)
Male at birth, female after sex change 36 (19%)
Both genders 58 (18%)

Rural [vs. urban] living area prior to entry

110 (42%); 151 (58%)

33.3 (8.7, 20-62)
36.3 (10.1, 21-69)
35.1 (9.7, 20-69)

118 (9%)
176 (9%)
294 (9%)

414 (37%); 714 (63%)
665 (40%); 1,011 (60%)
1,079 (38%); 1,725 (62%)

47 (4%)
76 (4%)
123 (4%)

Characteristic at baseline (N=324) (N =3,240) (N =3,240)
Gender
Female at birth, male after sex change 133 (41%) 1,330 (41%) 1,330 (41%)
Male at birth, female after sex change 191 (59%) 1,910 (59%) 1,910 (59%)

33.3 (8.7, 20-62)
36.3 (10.1, 21-69)
35.1 (9.7, 20-69)

100 (8%)
164 (9%)
264 (8%)

407 (36%); 713 (64%)
595 (35%); 1,091 (65%)
1,002 (36%); 1,804 (64%)

42 (3%)
72 (4%)
114 (4%)

*Hospitalizations for gender identity disorder were not included.
doi:10.1371/journal.pone.0016885.t001
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Female at birth, male after sex change 13 (10%) 180 (14%) 195 (15%)

Male at birth, female after sex change 20 (10%) 319 (17%) 272 (14%)

Both genders 33 (10%) 499 (15%) 467 (14%)
Note:
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Long-Term Follow-Up of Sex Reassignment

separately lists the outcomes depending on when sex reassignment
was performed: during the period 1973-1988 or 1989-2003. Even
though the overall mortality was increased across both time periods,
it did not reach statistical significance for the period 1989-2003.
The Kaplan-Meier curve (Figure 1) suggests that survival of
transsexual persons started to diverge from that of matched controls
after about 10 years of follow-up. The cause-specific mortality from

Table 2. Risk of various outcomes among sex-reassigned subjects in Sweden (N =324) compared to population controls matched
for birth year and birth sex.
Number of events Outcome incidence rate Crude Adjusted* Adjusted* Adjusted*
cases/ per 1000 person-years hazard ratio hazard ratio hazard ratio hazard ratio
controls 1973-2003 (95% ClI) (95% ClI) (95% ClI) (95% ClI)
1973-2003 (95% ClI) 1973-2003 1973-2003 1973-1988 1989-2003
Cases Controls
Any death 27/99 7.3 (5.0-10.6) 2.5 (2.0-3.0) 2.9 (1.9-4.5) 2.8 (1.8-4.3) 3.1 (1.9-5.0) 1.9 (0.7-5.0)
Death by suicide 10/5 2.7 (1.5-5.0) 0.1 (0.1-0.3) 19.1 (6.5-55.9) 19.1 (5.8-62.9) N/A N/A
Death by cardiovascular 9/42 24 (1.3-4.7) 1.1 (0.8-1.4) 2.6 (1.2-5.4) 2.5 (1.2-5.3) N/A N/A
disease
Death by neoplasm 8/38 2.2 (1.1-4.3) 1.0 (0.7-1.3) 2.1 (1.0-4.6) 2.1 (1.0-4.6) N/A N/A
Any psychiatric 64/173 19.0 (14.8-24.2) 4.2 (3.6-4.9) 4.2 (3.1-5.6) 2.8 (2.0-3.9) 3.0 (1.9-4.6) 2.5 (1.4-4.2)
hospitalisation
Substance misuse 22/78 5.9 (3.9-8.9) 1.8 (1.5-2.3) 3.0 (1.9-4.9) 1.7 (1.0-3.1) N/A N/A
Suicide attempt 29/44 7.9 (5.5-11.4) 1.0 (0.8-1.4) 7.6 (4.7-12.4) 4.9 (2.9-8.5) 7.9 (41-15.3) 2.0 (0.7-5.3)
Any accident 32/233 9.0 (6.3-12.7) 5.7 (5.0-6.5) 1.6 (1.1-2.3) 1.4 (1.0-2.1) 1.6 (1.0-2.5) 1.1 (0.5-2.2)
Any crime 60/350 18.5 (14.3-23.8) 9.0 (8.1-10.0) 1.9 (1.4-2.5) 1.3 (1.0-1.8) 1.6 (1.1-2.4) 0.9 (0.6-1.5)
Violent crime 14/61 3.6 (2.1-6.1) 1.4 (1.1-1.8) 2.7 (1.5-4.9) 1.5 (0.8-3.0) N/A N/A
Notes:
*Adjusted for psychiatric morbidity prior to baseline and immigrant status.
*Hospitalisations for gender identity disorder were excluded.
N/A Not applicable due to sparse data.
doi:10.1371/journal.pone.0016885.t002

suicide was much higher in sex-reassigned persons, compared to
matched controls. Mortality due to cardiovascular disease was
moderately increased among the sex-reassigned, whereas the
numerically increased risk for malignancies was borderline
statistically significant. The malignancies were lung cancer (N = 3),
tongue cancer (N = 1), pharyngeal cancer (N = 1), pancreas cancer
(N=1), liver cancer (N = 1), and unknown origin (N =1).

Any Cause of Death
Matched on sex at birth
1.00
0.95 1
0.90
0.85
[
[
0.80 I
|
Male controls S
0.75- Femalecontrols | 7777
————— Male to female
0.70 = Female to m?le | |
0 10 20 30

Time of Follow-up (years)

Figure 1. Death from any cause as a function of time after sex reassignment among 324 transsexual persons in Sweden (male-to-
female: N=191, female-to-male: N=133), and population controls matched on birth year.

doi:10.1371/journal.pone.0016885.g001
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Psychiatric morbidity, substance misuse, and accidents

Sex-reassigned persons had a higher risk of inpatient care for a
psychiatric disorder other than gender identity disorder than
controls matched on birth year and birth sex (Table 2). This held
after adjustment for prior psychiatric morbidity, and was true
regardless of whether sex reassignment occurred before or after
1989. In line with the increased mortality from suicide, sex-
reassigned individuals were also at a higher risk for suicide
attempts, though this was not statistically significant for the time
period 1989-2003. The risks of being hospitalised for substance
misuse or accidents were not significantly increased after adjusting
for covariates (Table 2).

Crime rate

Transsexual individuals were at increased risk of being
convicted for any crime or violent crime after sex reassignment
(Table 2); this was, however, only significant in the group who
underwent sex reassignment before 1989.

Gender differences

Comparisons of female-to-males and male-to-females, although
hampered by low statistical power and associated wide confidence
intervals, suggested mostly similar risks for adverse outcomes
(Tables S1 and S2). However, violence against self (suicidal
behaviour) and others ([violent] crime) constituted important
exceptions. First, male-to-females had significantly increased risks
for suicide attempts compared to both female (aHR 9.3; 95% CI
4.4-19.9) and male (aHR 10.4; 95% CI 4.9-22.1) controls. By
contrast, female-to-males had significantly increased risk of suicide
attempts only compared to male controls (aHR 6.8; 95% CI 2.1-
21.6) but not compared to female controls (aHR 1.9; 95% CI 0.7—
4.8). This suggests that male-to-females are at higher risk for
suicide attempts after sex reassignment, whereas female-to-males
maintain a female pattern of suicide attempts after sex reassign-
ment (Tables SI and S2).

Second, regarding any crime, male-to-females had a signifi-
cantly increased risk for crime compared to female controls (aHR
6.6; 95% CI 4.1-10.8) but not compared to males (aHR 0.8; 95%
CI 0.5-1.2). This indicates that they retained a male pattern
regarding criminality. The same was true regarding violent crime.
By contrast, female-to-males had higher crime rates than female
controls (aHR 4.1; 95% CI 2.5-6.9) but did not differ from male
controls. This indicates a shift to a male pattern regarding
criminality and that sex reassignment is coupled to increased crime
rate in female-to-males. The same was true regarding violent
crime.

Discussion

Principal findings and comparison with previous research

We report on the first nationwide population-based, long-term
follow-up of sex-reassigned transsexual persons. We compared our
cohort with randomly selected population controls matched for
age and gender. The most striking result was the high mortality
rate in both male-to-females and female-to males, compared to the
general population. This contrasts with previous reports (with one
exception[8]) that did not find an increased mortality rate after sex
reassignment, or only noted an increased risk in certain
subgroups.[7,9,10,11] Previous clinical studies might have been
biased since people who regard their sex reassignment as a failure
are more likely to be lost to follow-up. Likewise, it is cumbersome
to track deceased persons in clinical follow-up studies. Hence,
population-based register studies like the present are needed to
Improve representativity.[19,34]

@ PLoS ONE | www.plosone.org
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The poorer outcome in the present study might also be
explained by longer follow-up period (median >10 years)
compared to previous studies. In support of this notion, the
survival curve (Figure 1) suggests increased mortality from ten
years after sex reassignment and onwards. In accordance, the
overall mortality rate was only significantly increased for the group
operated before 1989. However, the latter might also be explained
by improved health care for transsexual persons during 1990s,
along with altered societal attitudes towards persons with different
gender expressions.[35]

Mortality due to cardiovascular disease was significantly
increased among sex reassigned individuals, albeit these results
should be interpreted with caution due to the low number of
events. This contrasts, however, a Dutch follow-up study that
reported no increased risk for cardiovascular events.[10,11] A
recent meta-analysis concluded, however, that data on cardiovas-
cular outcome after cross-sex steroid use are sparse, inconclusive,
and of very low quality.[34]

With respect to neoplasms, prolonged hormonal treatment
might increase the risk for malignancies,[36] but no previous study
has tested this possibility. Our data suggested that the cause-
specific risk of death from neoplasms was increased about twice
(borderline statistical significance). These malignancies (see
Results), however, are unlikely to be related to cross-hormonal
treatment.

There might be other explanations to increased cardiovascular
death and malignancies. Smoking was in one study reported in
almost 50% by the male-to females and almost 20% by female-to-
males.[9] It is also possible that transsexual persons avoid the
health care system due to a presumed risk of being discriminated.

Mortality from suicide was strikingly high among sex-reassigned
persons, also after adjustment for prior psychiatric morbidity. In
line with this, sex-reassigned persons were at increased risk for
suicide attempts. Previous reports [6,8,10,11] suggest that
transsexualism is a strong risk factor for suicide, also after sex
reassignment, and our long-term findings support the need for
continued psychiatric follow-up for persons at risk to prevent this.

Inpatient care for psychiatric disorders was significantly more
common among sex-reassigned persons than among matched
controls, both before and after sex reassignment. It is generally
accepted that transsexuals have more psychiatric ill-health than the
general population prior to the sex reassignment.[18,21,22,33] It
should therefore come as no surprise that studies have found high
rates of depression,[9] and low quality of life[16,25] also after sex
reassignment. Notably, however, in this study the increased risk for
psychiatric hospitalisation persisted even after adjusting for psychi-
atric hospitalisation prior to sex reassignment. This suggests that
even though sex reassignment alleviates gender dysphoria, there is a
need to identify and treat co-occurring psychiatric morbidity in
transsexual persons not only before but also after sex reassignment.

Criminal activity, particularly violent crime, is much more
common among men than women in the general population. A
previous study of all applications for sex reassignment in Sweden
up to 1992 found that 9.7% of male-to-female and 6.1% of female-
to-male applicants had been prosecuted for a crime.[33] Crime
after sex reassignment, however, has not previously been studied.
In this study, male-to-female individuals had a higher risk for
criminal convictions compared to female controls but not
compared to male controls. This suggests that the sex reassignment
procedure neither increased nor decreased the risk for criminal
offending in male-to-females. By contrast, female-to-males were at
a higher risk for criminal convictions compared to female controls
and did not differ from male controls, which suggests increased
crime proneness in female-to-males after sex reassignment.
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Strengths and limitations of the study

Strengths of this study include nationwide representativity over
more than 30 years, extensive follow-up time, and minimal loss to
follow-up. Many previous studies suffer from low outcome
ascertainment,[6,9,21,29] whereas this study has captured almost
the entire population of sex-reassigned transsexual individuals in
Sweden from 1973-2003. Moreover, previous outcome studies
have mixed pre-operative and post-operative transsexual per-
sons,[22,37] while we included only post-operative transsexual
persons that also legally changed sex. Finally, whereas previous
studies either lack a control group or use standardised mortality
rates or standardised incidence rates as comparisons,[9,10,11] we
selected random population controls matched by birth year, and
either birth or final sex.

Given the nature of sex reassignment, a double blind
randomized controlled study of the result after sex reassignment
is not feasible. We therefore have to rely on other study designs.
For the purpose of evaluating whether sex reassignment is an
effective treatment for gender dysphoria, it is reasonable to
compare reported gender dysphoria pre and post treatment. Such
studies have been conducted either prospectively[7,12] or
retrospectively,[5,6,9,22,25,26,29,38] and suggest that sex reas-
sighment of transsexual persons improves quality of life and
gender dysphoria. The limitation is of course that the treatment
has not been assigned randomly and has not been carried out
blindly.

For the purpose of evaluating the safety of sex reassignment in
terms of morbidity and mortality, however, it is reasonable to
compare sex reassigned persons with matched population controls.
The caveat with this design is that transsexual persons before sex
reassignment might differ from healthy controls (although this bias
can be statistically corrected for by adjusting for baseline
differences). It is therefore important to note that the current
study is only informative with respect to transsexuals persons
health after sex reassignment; no inferences can be drawn as to the
effectiveness of sex reassignment as a treatment for transsexualism.
In other words, the results should not be interpreted such as sex
reassignment per se increases morbidity and mortality. Things
might have been even worse without sex reassignment. As an
analogy, similar studies have found increased somatic morbidity,
suicide rate, and overall mortality for patients treated for bipolar
disorder and schizophrenia.[39,40] This is important information,
but it does not follow that mood stabilizing treatment or
antipsychotic treatment is the culprit.

Other facets to consider are first that this study reflects the
outcome of psychiatric and somatic treatment for transsexualism
provided in Sweden during the 1970s and 1980s. Since then,
treatment has evolved with improved sex reassignment surgery,
refined hormonal treatment,[11,4]1] and more attention to
psychosocial care that might have improved the outcome. Second,
transsexualism is a rare condition and Sweden is a small country

(9.2 million inhabitants in 2008). Hence, despite being based on a
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Mental Health of Transgender
and Gender Nonconforming Youth
Compared With Their Peers

Tracy A. Becerra-Culqui, PhD, MPH, OT/L .2 Yuan Liu, PhD,? Rebecca Nash, MPH,® Lee Cromwell, MS,@ W. Dana Flanders,
MD, DSc,¢ Darios Getahun, MD, PhD, MPH,2 Shawn V. Giammattei, PhD.® Enid M. Hunkeler, MA," Timothy L. Lash,

DSc,° Andrea Millman, MA, Virginia P. Quinn, PhD, MPH,? Brandi Robinson, MPH,% Douglas Roblin, PhD,# David E.
Sandberg, PhD," Michael J. Silverberg, PhD, MPH," Vin Tangpricha, MD, PhD," Michael Geodman, MD, MPH¢

BackerouND: Understanding the magnitude of mental health problems, particularly life-
threatening ones, experienced by transgender and /or gender nonconforming (TGNC) youth
can lead to improved management of these conditions.

meTHODS: Electronic medical records were used to identify a cohort of 588 transfeminine and
745 transmasculine children (3-9 years old) and adolescents (10-17 years old) enrolled in
integrated health care systems in California and Georgia. Ten male and 10 female referent
cisgender enrollees were matched to each TGNC individual on year of birth, race and/

or ethnicity, study site, and membership year of the index date (first evidence of gender
nonconforming status). Prevalence ratios were calculated by dividing the proportion of
TGNC individuals with a specific mental health diagnosis or diagnostic category by the
corresponding proportion in each reference group by transfeminine and/or transmasculine
status, age group, and time period before the index date.

resuLts: Common diagnoses for children and adolescents were attention deficit disorders
(transfeminine 15%; transmasculine 16%) and depressive disorders (transfeminine

49%; transmasculine 62%), respectively. For all diagnostic categories, prevalence was
severalfold higher among TGNC youth than in matched reference groups. Prevalence ratios
(95% confidence intervals [Cls]) for history of self-inflicted injury in adolescents 6 months
before the index date ranged from 18 (95% CI 4.4-82) to 144 (95% CI 36-1248). The
corresponding range for suicidal ideation was 25 (95% CI 14—45) to 54 (95% CI 18-218).

concLusions: TGNC youth may present with mental health conditions requiring immediate
evaluation and implementation of clinical, social, and educational gender identity support
measures.

&

WHAT'S KNOWN ON THIS SUBJECT: Small, specialized, clinic-

“Department of Research and Evaluation, Kaiser Permanente Southern California, Pasadena, California;

Departments of "Biostatisties and Bioinformatics and “Epidemialogy, Rollins School of Public Health, and based studies reveal a high prevalence of mental health
'Emery School of Medicine, Emory University, Atlanta, Georgia: “Center for Clinical and Outcomes Research, diagnoses and self-reported emotional and behavioral

Kaiser Permanente Georgia, Atlanta, Georgia, *Rockway Institute, Alliant International University, San Francisco, problems among transgender and/or gender nonconforming
California; "Division of Research, Kaiser Permanente, Northern California, Oakland, California; #Mid-Atlantic youth.

Permanente Research Institute, Kaiser Permanente Mid-Atlantic States, Rockville, Maryland; "Department of

Pediatrics, Medical School, University of Michigan, Ann Arbor, Michigan; and’Atlanta Veterans Affairs Medical WHATTHIS STUDY ADDS: In this large cohort study of an

Genter Atlanta, Georgia unselected transgender and/or gender nonconforming group,
youth experienced ahigh relative prevalence of mental health

Drs Becerra-Culqui and Goodman conceptualized and designed the study, contributed to the conditions such as anxiety, depression, and attention deficit

acquisition of data, conceptualized the analysis plan, coordinated the interpretation of results disorders compared with their cisgender counterparts.

(including contributing expertise in epidemiologic methods and childhood developmental and/

or psychological outcomes), and drafted and finalized the manuscript; Drs Getahun, Nash, Quinn,
Roblin, and Silverberg and Ms Hunkeler conceptualized and designed the study, contributed to To cite: Becerra-Gulqui TA, Liu Y, Nash R, et al. Mental Health
the acquisition of data, critically reviewed the manuscript for important intellectual content of Transgender and Gender Nonconforming Youth Compared

With Their Peers. Pediatrics. 2018;141(5):¢20173845

PEDIATRICS Volume 141, number 5, May 2018:¢20173845 ARTICLE

Downloaded from http://publications.aap.org/pediatrics/article-pdf/141/5/e20173845/1065253/peds 2017384 5.pdf
bv Florida State Universitv Colleae of Medicine. Patrick Hunter

PLO10313



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 48 of 100

As gender identity develops, it may
not match the gender of rearing or
gender assigned at birth, which are
typically based on the appearance

of external genitalia.l-3 When
gender identity differs from the one
assigned at birth, the terms gender
diverse or gender nonconforming
may apply.*> Although the natural
history of gender nonconformity
presented in early childhood remains
an area of ongoing research, some
gender nonconforming children may
go on to adopt an identity thatis
different from their assigned gender
(10%-30%, according to reported
estimates).®” Researchers in studies
of gender development in the general
population support that gender-
typed behavior is noticeable and
stable between 3 and 8 years of age,
especially in children with relatively
high or low gender-typical behavior.3?
Individuals may identify as
transgender, a term that refers more
narrowly to those whose identity is
“opposite” of their assigned gender.1?
Conversely, individuals who identify
with the gender assigned to them at
birth are sometimes referred to as
cisgender.10

An important priority for the health
of transgender and/or gender
nonconforming (TGNC) children
and adolescents is the identification
and management of mental health
conditions.'’-13 These conditions
may be related to gender dysphoria,
which is defined as a feeling of
distress when one’s assigned gender
does not match their identity.'*

In addition, children with gender
nonconforming behavior may
experience stress from prejudice
and discrimination because of being
part of a minority group, which can
create or exacerbate emotional and
behavioral problems.15

The literature on TGNC youth
consistently reveals a high
prevalence of self-reported emotional
and behavioral problems and mental
health diagnoses.'6-23 Most of the
available data used to address

2

the mental health status of TGNC
youth come from specialized clinics
providing care to this population.?*
Although researchers in clinic-
based studies offer detailed and
high-quality data,?>2¢ they often
lack information on individuals who
have not sought or had no access

to specialized care. Moreover, a
reliance on specialized clinics to
identify study participants may yield
relatively small sample sizes, making
it difficult to select comparable
reference groups from the same
underlying population.?”

These issues motivated the
researchers in the Study of
Transition, Outcomes, and Gender
(STRONG), which was designed to
assess morbidity among TGNC people
overall and in the transfeminine
and transmasculine subgroups of
different ages, and captured in any
care setting. However, this study
communication is focused on cohort
members who first presented as
TGNC before their 18th birthday.
Our objectives in this study were
to estimate the prevalence of
mental health diagnoses among
transfeminine and transmasculine
children and adolescents at the
time of their initial presentation
(index date) and compare their
mental health status to that of their
cisgender counterparts.

METHODS

The STRONG was designed as an
electronic medical record (EMR)-
based retrospective and prospective
cohort study of members at 3 Kaiser
Permanente (KP) sites (Georgia,
Northern California, and Southern
California) in partnership with the
coordinating center at the Emory
University Rollins School of Public
Health. These KP sites provide
comprehensive health services

to >8.8 million members who are
sociodemographically diverse and
representative of their respective
communities.?®29 In the clinical

setting, the identification of TGNC
youth may begin at age 13 years
during physical examinations as part
of the psychosocial and/or behavioral
assessment recommended by the
American Academy of Pediatrics3?;
however, some TGNC children

may be identified earlier or later

in life. All activities were reviewed
and approved by the institutional
review boards of the 4 participating
institutions.

As described previously,31:32
persons with first evidence of

TGNC status between January 1,
2006, and December 31, 2014,

were identified on the basis of
International Classification of
Diseases, Ninth Edition (ICD-9)

codes and the presence of specific
keywords in free-text clinical notes
(Supplemental Table 5). TGNC status
was then verified (Supplemental Fig
1). A second free-text program was
developed with additional anatomy-
related or gender-affirmation
keywords, which were reviewed and
adjudicated for transfeminine or
transmasculine status (Supplemental
Table 6). Transfeminine and/or
transmasculine status was assigned
by using demographic information
from the EMRs of 220 children
whose gender assignment could
notbe determined from text strings
because a validation revealed that
the demographic variable accurately
reflected assigned gender in 96%

of youth. Subjects with evidence of
disorders of sex development (eg,
variation of chromosomal, gonadal,
and/or anatomic sex development)
were excluded because they may
have distinct medical histories and
gender identity trajectories.3?

Ten male and 10 female cisgender
KP enrollees were matched to each
member of the final validated TGNC
cohort on the basis of year of birth,
race and/or ethnicity, site, and
membership year of the index date.
Because reference group enrollees
had not been identified as TGNC by
the methods described above, they

BECERRA-CULQUI et al
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TABLE 1 Characteristics of the TGNC Children and Adolescents Enrolled in the STRONG

Child and Adolescent Characteristics

Transfeminine Cohort

Transmasculine Cohort

Transfeminine Reference Reference Transmasculine Reference Reference
Cohort, n (%) Males, n (%) Females, n (%) Cohort, n (%) Males, n (%) Females, n (%)
Agedy
3-9 161 (27) 1605 (28) 1598 (28) 90 (12) 892 (12) 888 (12)
10-17 427 (73) 4206 (72) 4204 (72) 655 (88) 6448 (88) 6459 (88)
Health plan site
KPNC 344 (59) 3392 (58) 3378 (58) 431 (58) 4238 (58) 4245 (58)
KPSC 227 (39) 2249 (39) 2254 (39) 295 (40) 2915 (40) 2912 (40)
KPGA 17 (2.9) 170 (2.9) 170 (2.9) 19 (2.6) 187 (2.6) 190 (2.6)
Race and/or ethnicity
Non-Hispanic white 268 (46) 2633 (43) 2629 (45) 374 (50) 5663 (50) 3671 (50)
Non-Hispanic African American 53 (9.0) 523 (9.0) 521 (9.0) 57.(7.7) 564 (7.7) 564 (7.7)
Asian American and/or Pacific Islander 37 (6.3) 367 (6.3) 370 (6.4) 60 (8.1) 596 (8.1) 594 (8.1)
Hispanic 179 (30) 1779 (31) 1772 (31) 204 (27) 2018 (27) 2020 (27)
Other and/or unknown 51(8.7) 509 (8.8) 510 (8.8) 50 (6.7) 499 (6.8) 498 (6.8)
Use ever before index date (average visits pery)
0 22 (3.7) 325 (5.6) 321 (5.5) 23 (3.1) 367 (5.00 350 (4.8)
<1 15 (2.6) 568 (9.8) 530 (9.1) 25 (3.4) 763 (10) 746 (10)
1-3 127 (22) 1815 (31) 1879 (32) 154 (21) 2583 (35) 2562 (35)
>3-6 171 (29) 1712 (29) 1781 (31) 240 (32) 2200 (30) 2235 (30)
>6-9 115 (20) 757 (13) 763 (13) 107 (14) 795 (11) 77 (1)
=9 137 (23) 631 (11) 528 (9.1) 196 (26) 630 (8.6) 675 (9.2)
Unknown 1(0.2) 3(0.1) 0 (0.0 0(0.0) 2 (0.00 2(0.0)
Use 6 mo before index date (average visits per mo)
0 101 (17) 2225 (38) 2062 (36) 111 .(19) 2825 (39) 2502 (34)
<1 258 (44) 2846 (49) 2903 (50) 277 (37) 3531 (48) 3640 (50)
1-2 141 (24) 552 (9.5) 625 (11) 195 (26) 757 (10) 901 (12)
>2 87 (15) 186 (3.2) 212 (3.7) 162 (22) 225 (3.1) 302 (4.1)
Unknown 1(0.2) 2(0.0) 0(0.0) 0(0.0) 2 (0.0) 2(0.0)
Total 588 (2.1) 5811 (21) 5802 (21) 745 (2.7) 7340 (27) T347 (27)

KPGA, Kaiser Permanente Georgia; KPNC, Kaiser Permanente Northern California; KPSC, Kaiser Permanente Southern California.
@ Assessed at index date (date of first evidence of transgender status in EMRs).

were assumed to be cisgender (ie,

no evidence that gender identity
does not correspond to assigned
gender at birth). The race and/or
ethnicity categories used were non-
Hispanic white, non-Hispanic African
American, Asian American and/or
Pacific Islander, Hispanic, and other
races. Index date was defined on the
basis of the first recorded evidence of
TGNC status. For some TGNC cohort
members, <10 matched reference
cisgender males or females were
available; no TGNC individual was
matched to <7 referents of either sex.

Subjects 3 through 17 years old

atthe index date were included in

this study. Children <3 years old

were excluded to reduce possible
instability in gender identification and
mental health diagnoses among the
cohort.8 The ICD-9 codes for mental
health diagnoses were grouped into

PEDIATRICS Volume 141, number 5, May 2018

categories of conditions according

to recommendations from the

Mental Health Research Network3*:
anxiety disorders, attention deficit
disorders, autism spectrum disorders,
bipolar disorders, conduct and/

or disruptive disorders, depressive
disorders, eating disorders, other
psychoses, personality disorders,
schizophrenia spectrum disorders,
self-inflicted injuries (including
poisonings), substance use disorders,
and suicidal ideation (Supplemental
Table 7). People could be represented
more than once if they had multiple
diagnoses and were thus counted in
each category for which they had a
diagnosis.

The prevalence of mental health
conditions in each of these categories
was calculated for 2 time windows:
any time (ever) and within 6 months
before the index date. These 2 time

Downloaded from http://publications.aap.org/pediatrics/article-pdf/141/5/e20173845/1065253/peds 2017384 5.pdf
bv Florida State Universitv Colleae of Medicine. Patrick Hunter

windows were selected to examine
mental health status just proximal to
TGNC identification and to capture
longer-standing conditions diagnosed
at earlier ages (eg, autism spectrum
disorders). In these calculations,

the numerator for each disorder

or group of disorders included
persons with atleast 1 relevant
diagnostic code recorded during

the time interval of interest. All
prevalence estimates were calculated
separately for transfeminine and
transmasculine subjects within 2

age groups: 3 to 9 years (children)
and 10 to 17 years (adolescents).

Age categorization was selected to
separately represent young school-
aged children and adolescents by
using the adolescent starting age of
10 years, corresponding to the World
Health Organization’s definition.3® To
assess differences in the severity of
the conditions of interest, additional

PLO10315
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TABLE 2 Prevalence of Mental Health Diagnoses in TGNGC Children Ages 3-9 Years Relative to Those in Referent Groups

Categories of Mental Health Prevalence in PR (95% CI)? in Transfeminine Prevalence in PR (95% CI)® in Transmasculine Subjects

Disorders Transfeminine Subjects Transmasculine
Subjects, N (%) Versus Versus Reference Subjects, ¥ (%) Versus Reference Versus Reference
Reference Females Males Females
Males

All diagnoses of interest

Ever before index date 51 (31.7) 3.0 (2.3-3.9) 5.7 (4.2-1.7) 31 (34.4) 3.5 (2.5-4.6) 5.4 (3.7-7.8)

6 mo before index date 46 (28.6) 6.0 (4.5-8.4) 13.0 (8.7-19.6) 26 (28.9 5.9 (3.8-9.0) 10.7 (64-17.8)
Anxiety disorders

Ever before index date 19 (11.8) 44 (26-74) 6.3 (36-10.9) 14 (15.6) 6.3 (3.3-11.9) 6.0 (3.2-11.3)

6 mo before index date 15 (9.3) 16.3 (B.7—41.4) 23.3 (8.8-68.5) 9 (10.0) 9.8 (3.4-278) 122 (4.0-37.3)
Attention deficit disorders

Ever before index date 24 (14.9) 3.3 (2.1-5.0) 6.1 (3.8-9.9 14 (15.6) 2.8 (1.6-4.9) 6.9 (3.6-13.2)

6 mo before index date 22 (13.7) 5.0 (3.1-8.1) 10.9 (6.1-19.6) 14 (15.6) 4.2 (2.5-7.6) 12.6 (5.9-26.8)
Autism spectrum disorders

Ever before index date 8 (5.0) 2.2 (0.9-4.9) 11.8 (3.7-38.9) 0 NG NC

6 mo before index date 8 (5.0) 3.9 (1.5-9.5) 20.8 (5.5-95.3) 0 NG NG
Conduct and/or disruptive

disorders

Ever hefore index date 12 (7.9) 3.3 (1.5-6.7) 14.2 (5.4-38.8) 7(7.8) 6.2 (20-17.5) 12.3 (3.5-45.5)

6 mo before index date 8 (5.0 8.3 (2.8-23.8) 83.0 (11.0-3707.3) b 13.7 (2.3-95.1) 20.5 (2.9-229.2)
Depressive disorders

Ever before index date 9(5.6) 6.7 (2.5-17.0) 7.8 (29-20.6) 10 (11.1) 27.5 (7.7-123.0) 12.3 (5.0-30.5)

6 mo before index date 6 (3.7) 8.8 (24-31.1) 12.3 (3.1-51.5) 8 (89 43.0 (8.4-422.3) 28.5 (6.7-170.2)
Eating disorders

Ever hefore index date b 3.7 (0.8-12.6) 6.7 (1.4-28.8) 0 NG NG

6 mo before index date b 10.0 (0.1-787.4) 10.0 (0.1-784.0) 0 NG NG

NC, not calculated because there were () cases among transgender subjects.
@ Logistic regression with exact 95% Cls for rare events (prevalence <10% in bath the transgender and referent cohorts) or logistic regression with log link and approximate 95% Cls for
not-rare events (>10% prevalence in either the transgender or referent cohorts).

b Fewer than 5 cases were not reported.

analyses were conducted for
admittance or most serious diagnoses
associated with hospitalizations.

Each prevalence estimate in the
TGNC cohort was compared with
corresponding estimates among
matched cisgender male and female
referents. For ease in presenting
results, cisgender males and females
will be referred to as male or female
referents. Referents were assigned
the same index date as the matched
TGNC cohort member. For rare
events (prevalence <10% in both
the TGNC and referent cohorts),

the prevalence ratios (PRs) were
approximated by calculating the odds
ratios with exact 95% confidence
intervals (CIs). For events with >10%
prevalence in either group, PRs and
Cls were calculated by using logistic
regression with the log link option.

In addition to the primary analysis
that captures the true prevalence
of mental health conditions, we

4

conducted sensitivity analyses to
address possible differences in

the prevalence of mental health
conditions because of differences

in health care visit frequency (use)
between TGNC cohort members and
those in the referent groups. We
excluded the index date from the
time window, and when the sample
size was sufficient (>5 cases in

each group), the PR estimates were
adjusted for use of care. Average
health care use was calculated for
each individual by dividing the total
number of visits by the cumulative
duration of enrollment; this was
expressed as the number of visits per
year of enrollment in the analyses of
“ever” prevalence and as the number
of visits per month of enrollmentin
the analyses within 6 months before
the index date. In adjusted analyses,
average use was dichotomized for
each time interval as above (high)
or below (low) the median by using
cutoffs for the overall population.

Downloaded from http://publications.aap.org/pediatrics/article-pdf/141/5/e20173845/1065253/peds 2017384 5.pdf
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Analyses were conducted by using
SASversion 9.4 (SAS Institute, Inc,
Cary, NC) with custom macros
developed at the Biostatistics and
Bioinformatics Shared Resource
at the Winship Cancer Institute of
Emory University.3¢

RESULTS

A total of 2164 cohort candidates 3
to 17 years of age at the index date
were initially identified in the EMR.
After validation, 1347 (62%) were
confirmed as TGNC. People excluded
from the TGNC cohort were most
often those with keywords referring
to family or partners, standard
disclaimers not related to care (eg,
listing indications for hormone

use), or evidence of disorders of

sex development. After excluding
subjects with unknown gender
assigned at birth (N = 14), the final
analysis data set was based on a
cohort of 1333 subjects matched with

BECERRA-CULQUI et al
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13151 reference males and 13 149
reference females.

The cohort included 588 (44%)
transfeminine and 745 (56%)
transmasculine children and
adolescents (Table 1). Children
<10 years old represented 27%

of the transfeminine cohort and
12% of the transmasculine cohort.
Compared with TGNC children
(n=251), in which 36% (n = 90)
were transfeminine, 61% (n =
655) of adolescents (n = 1082)
were transmasculine. More than
45% of subjects in both groups
were white; Hispanics represented
30% of transfeminine and 27% of
transmasculine subjects, whereas
the remainder of the study
population was approximately
equally distributed among African
Americans, Asian Americans and/
or Pacific Islanders, and persons
whose race and/or ethnicity was
characterized as other or unknown.
Health care use levels were much
higher in both transfeminine and
transmasculine subjects than in
those in the corresponding reference
groups.

The most common diagnostic
categories among TGNC children
3to 9 years of age were attention
deficit disorders (15% transfeminine;
16% transmasculine) and anxiety
disorders (12% transfeminine; 16%
transmasculine; Table 2). The PR
(95% CI) estimates for attention
deficit disorders ranged from 2.8
(95% CI 1.6-4.9) to 13 (95% CI
5.9-27). The PR (95% CI) estimates
for anxiety disorders ranged from
4.4 (95% C1 2.6-7.4) to 23 (95%

CI 8.8-69) depending on the time
window before the index date

and the reference group. Among
transfeminine children, 5% had an
autism spectrum disorder diagnosis;
however, no cases were observed
in transmasculine children. For

all the diagnostic categories, the
most pronounced PR estimates
were observed within the 6-month

PEDIATRICS Volume 141, number 5, May 2018

period before the index date.
Among transfeminine children,

the highest PR (95% CI) estimate
was for conduct and/or disruptive
disorders relative to reference
females (83 [95% CI 11-3707]).
Among transmasculine children, the
highest PR (95% CI) estimate was
for depressive disorders relative

to reference males (43 [95% CI
8.4-422]). Additional analyses of the
prevalence of hospitalizations by
mental health diagnostic category
were not possible in this age group
because of small sample sizes.

In the adolescent group (age 10-17
years), like in the younger age
group, attention deficit disorders
and anxiety disorders remained
common (“ever” prevalence:

25% transfeminine and 16%
transmasculine; 40% both
transfeminine and transmasculine,
respectively; Table 3). The
diagnostic category with the highest
prevalence in this age group was
depressive disorders, which were
found in 49% of transfeminine and
62% of transmasculine subjects.
For all diagnostic categories, PR
estimates used to compare STRONG
adolescents to matched reference
groups were highest within 6
months before the index date.
Compared with reference females,
transfeminine and transmasculine
adolescents experienced particularly
pronounced increased prevalence
in psychoses (PR 101 and 95% CI
14-4375; PR 30 and 95% CI 12-94,
respectively). Additionally, the PR
estimates among transfeminine
subjects were particularly elevated
for autism spectrum disorders

(PR 261; 95% CI 43-10734) and
among transmasculine subjects for
schizophrenia spectrum disorders
(PR 50; 95% C111-470) compared
with reference females. Compared
with reference males, PR estimates
for suicidal ideation and self-inflicted
injuries for transfeminine subjects
were 54 (95% CI 18-218) and 70

(95% ClI 9.0-159), respectively,
which were also high among
transmasculine subjects, (45 [95% CI
23-97] and 144 [95% CI 14-4338],
respectively).

When prevalence estimates were
limited to mental health conditions
recorded during hospitalizations,

the patterns among adolescents
generally remained the same. In
several instances, however, the PR
estimates could not be calculated
because of the absence of cases in the
reference groups (Table 4).

The median cutoff values used for
adjusted analyses were 3.2 average
visits per year for the “ever” analyses
and 0.2 average visits per month for
the 6-month analyses. The prevalence
estimates were slightly attenuated or
remained approximately the same for
most diagnostic categories. However,
some estimates changed appreciably.
For children 3 to 9 years, adjusting
for use 6 months before and
excluding the index date produced
the largest decrease in the PR (95%
CI) for anxiety disorders, from 23
(95% CI 8.8-69) to 9.0 (95% CI
2.9-29) when transfeminine children
were compared with reference males
(Supplemental Table 8). The PR
(95% CI) for suicidal ideation among
transfeminine adolescents compared
with reference males within 6
months of the index date decreased
from 54 (95% CI 18-218) to 38 (95%
CI 12-159; Supplemental Table 9).

DISGUSSION

The results of this study reveal that
among TGNC youth, mental health
conditions, specifically anxiety

and depression, are common and
often severe among adolescents, as
evidenced by diagnoses associated
with hospitalizations. Gender
nonconforming children (3-9 years
of age) have a higher prevalence

of anxiety and attention deficit
disorders compared with their
cisgender counterparts. In nearly all
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instances, mental health diagnoses
were more common in the TGNC
youth than in referent children and
adolescents.

These results support findings

from previous research in which

the sample sizes were much
smaller.1719-2237-42 Regearchers in

a survey of 101 transfeminine and
transmasculine patients ages 12

to 24 years in a transgender youth
clinic in Los Angeles found that

35% had symptoms of depression
and >50% had suicidal thoughts.?®
In comparison, we found that
adolescents had a higher prevalence
(40%—60%) of depression but a
lower prevalence of suicidal ideation
(5%-10%). In a medical record
abstraction study of 97 transfeminine
and transmasculine patients ages 4
to 20 years presenting to the Gender
Management Service Clinic at Boston
Children’s Hospital, 44% presented
with a significant psychiatric history,
21% had a history of self-mutilation,
and 9% had documentation of
suicide attempts.?? In a UK study, a
baseline chart review of children 5
to 11 years old referred to a national
specialty clinic revealed that 17%
had symptoms of anxiety, and 15%
had a history of suicidal ideation,
self-harm, and/or a diagnosis of
attention-deficit/hyperactivity
disorder recorded before entering
services.3? Our results for children
were similar for demonstrated
anxiety (9%-16%) and attention
deficit disorders (14%-16%). Direct
comparisons to the current study
are challenging because there are
methodological differences. Two
important differences are the way

in which mental health conditions
were ascertained and presentations
of age. In addition, we included a
broader population of children and
adolescents who were not necessarily
seeking treatment for gender-related
issues.

In recent years, researchers in
several studies have suggested that
gender dysphoria may be associated

8

with autism spectrum disorders.#3-45
The most widely cited evidence
supporting this hypothesis comes
from a study of 204 children and/or
adolescents referred to the Gender
Identity Clinic in Amsterdam.*® The
presence of an autism spectrum
disorder was established via a
standardized diagnostic interview,*”
yielding a prevalence of 10%

among transfeminine patients and
4% among transmasculine patients,
which was reported by the authors
to be higher than the 1% estimate
reported in the general population.
The prevalence of autism spectrum
disorders in our study was somewhat
lower (7% in transfeminine and

3% in transmasculine subjects
across both age groups), but our
case ascertainment was based on
documented diagnostic codes, and
the denominator in our calculations
was not limited to children with
established gender dysphoria.

With these differences in mind,

our results are generally comparable
to those reported in the Dutch

study.

The gender ratio in this TGNC cohort
reveals that transfeminine youth
may present earlier in age than
transmasculine individuals, which
may pose a unique challenge to the
early identification of mental health
needs in transmasculine children and
adolescents. Historically, researchers
in studies of TGNC adolescents have
reported a greater proportion of
transfeminine than transmasculine
subjects, but in recent years, the
direction of the transmasculine:
transfeminine ratio appears to have
changed.*® For example, researchers
in 1 recent study observed that
transmasculine youth with gender
dysphoria (aged 12-24 years)
presented in significantly higher
numbers than their transfeminine
counterparts.!? Our data, which
were based on EMRs, were used to
confirm this observation. Therefore,
providers should also be aware of the
growing transmasculine population

Downloaded from http://publications.aap.org/pediatrics/article-pdf/141/5/e20173845/1065253/peds 2017384 5.pdf
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needing timely and appropriate
medical and psychosocial services.

An important contribution of the
STRONG to the extant literature is
its relatively large cohort, which
allowed for focusing on previously
understudied groups (such as
young children), and an evaluation
of relatively rare events (such

as hospitalizations). In addition,
the current study was based on
children and adolescents who

were not necessarily in specialized
care and enrolled in a large health
care system; and we did not
require participant opt-in. The
availability of a well-defined source
population allowed for matching
transfeminine and transmasculine
study subjects to male and female
referents of the same age, race and/
or ethnicity, and geographic region.
This design feature permitted
direct comparisons of prevalence
estimates among transfeminine,
transmasculine, and cisgender
referent groups.

A limitation of this study is its cross-
sectional design. Although we were
able to retrospectively ascertain
mental health conditions before

the index date and we matched

on the basis of membership year,

a differential ascertainment of
diagnoses could have occurred. The
identification of the TGNC cohort was
based on health care use, which is
different from the matched referent
groups. Results from sensitivity
analyses adjusting for use and
excluding the index date revealed

a similar or slight attenuation of

the PR results for most diagnostic
categories. However, when adjusting
for use 6 months before the index
date, a more notable attenuation of
PRs was seen in anxiety disorders

in transfeminine children and
suicidal ideation in transfeminine
adolescents compared with reference
males, indicating possible higher
surveillance of mental health
conditions in the several months

BECERRA-CULQUI et al
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before cohort identification.
Nevertheless, this baseline study
reveals that TGNC youth experience a
multitude of mental health problems
before initial presentation. However,
there is indication that TGNC
children who receive meaningful
gender identity support do not
necessarily experience elevated rates
of depression and anxiety.*® As the
STRONG cohort follow-up extends, it
will be possible to examine temporal
changes in the frequency and
severity of mental health problems,
particularly in relation to the age of
gender affirmation, which is an area
of considerable uncertainty, and

the impact of interventions to treat
gender dypshoria.50-53

CONCLUSIONS

The most important finding is the
high frequency of mental health
conditions that TGNC children and
adolescents experience. Especially
worrisome are the results for
suicidal ideation and self-inflicted
injuries with prevalence estimates
orders of a magnitude that is higher
in TGNC children and adolescents
than in matched cisgender reference
groups. For nearly all mental

health disorders, the PRs increased
during the time window closest to
the index date. Overall, these data
reveal that children and adolescents
presenting as TGNC to health care
providers may require not only
thorough and immediate evaluation

of mental health needs but also
urgent implementation of social
and educational measures of gender
identity support.

ABBREVIATIONS

CI: confidence interval

EMR: electronic medical record

ICD-9: International Classification
of Diseases, Ninth Edition

KP: Kaiser Permanente

PR: prevalence ratio

STRONG: Study of Transition,

Outcomes, and Gender

TGNC: transgender and/or

gender nonconforming
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People with gender incongruence and gender dysphoria have different wishes and needs for health
services. Many people live well with their gender incongruence and manage it without health care,
while others want and need health care (see glossary in Chapter 13 for explanations of terms).

When Ukom addresses the topic of gender incongruence, we look at how patient safety is ensured in
care and treatment services for gender incongruence and gender dysphoria. Our aim is to ensure
safe help and treatment for children and young people with gender incongruence.

There is an ongoing public debate about treatment options for gender incongruence. This is
demanding, and many people are reluctant to participate in the debate. It can be challenging and
difficult to participate because there are major disagreements both between groups and within
groups. We see that the choice of words and understanding of the complexity is important. The
situation of insecurity and disagreement affects the development of health services.

In our report, we have tried to highlight different perspectives. At the same time, it'is important for us
to be clear about our findings. That is, what challenges patient safety. Many people have worked and
are working to establish and build good health services for people with gender incongruence and
gender dysphoria, both nationally and internationally. UCOM's report builds on this work. We point
out that this field now needs a boost to improve patient safety, especially for the health care to be
provided to children and young people in Norway.

Executive summary

Ukom has conducted an investigation into the treatment offered to children and young people with
gender incongruence. The background was notifications directly to Ukom from relatives who
questioned several aspects of patient safety. Several actors, both from the authorities, health
personnel and patient and relatives' organizations, questioned the soundness and organization of the
treatment services.

The report deals with children and young people in general. There has been a large increase in
referrals to health services from people with gender incongruence in recent years. In particular, the
number of teenage children and young people seeking or being referred for assessment and
treatment in specialist health services has increased significantly. The largestincrease is among
adolescents and young adults who are registered as girls at birth but identify as boys. Our attention
has therefore been particularly focused on teenagers and young people with gender incongruence
and gender dysphoria seeking health care. Children and adolescents are not fully developed
physically, mentally, sexually or socially: This requires particular vigilance in terms of patient safety.
Our findings and recommendations will also be relevant to the provision of care for adults.
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In this report, we have divided our findings into six main areas:

Insufficient knowledge

The evidence base, especially research-based knowledge for gender affirmative treatment
(harmonal and surgical), is insufficient and the long-term effects are poorly known. This is particularly
true for the adolescent population where the stability of their gender incongruence is also not known.
There is a lack of research-based knowledge on the treatment of patients with non-binary gender
incongruence. In order to ensure patient safety, Ukom considers it necessary that the knowledge
base on gender incongruence and gender dysphoria is strengthened, and that health services are
organized in line with the knowledge base.

Overall governance - a guideline with a different background

The Directorate of Health's national professional guideline on gender incongruence provides
guidelines for the provision of health services. It concentrates on organization, equality and rights.
This may have been important at the time the guideline was drawn up, because it was necessary to
establish the health service provision for people who experience gender incongruence. At the same
time, we consider that deviating from the requirement to develop evidence-based guidelines has
created room for uncertainty and conflicting expectations. Health professionals have been given wide
scope for interpretation within a relatively narrow field that lacks systematic knowledge synthesis in
Norway. The guideline provides rights without clarifying issues related to prioritization and
justifiability. This is demanding for the health personnel who administer the services on a daily basis.

Due diligence requirements - particularly in relation to children and young people

The national professional guideline for gender incongruence is not very prescriptive. It does not set
specific requirements for assessment or requirements for medical indications for the initiation of
treatment. The reference to children’s capacity to consent and parents’ right to information leaves
room for interpretation. The guideline does not establish an adequate standard for the provision of
health services, and we believe that for some patients it may pose a patient safety risk. This may go
beyond the requirement of soundness, which is broadly based in health legislation, and may also be
challenging for supervisory authorities.

Right to health care - a gap in expectations

Our survey suggests that there is a gap between what the guideline outlines and what is possible,
given the current available services and knowledge base. The national guideline creates
expectations among patients that the health service can hardly meet. This applies, among other
things, to the right to specialist health services. It is difficult for the service to meet these expectations
without a well-documented evidence base and without a good overview of any negative and harmful
aspects of the various treatments. Requiring the use of principles for experimental treatment will
provide a framework that ensures information, thorough follow-up and contributes to more
knowledge.

Care and treatment provision - variation in practice and skills

There is great variation in the services and expertise offered in different parts of the country. There is
a risk of under-, over- and incorrect treatment of children and young people with gender
incongruence and gender dysphoria. In addition, we see that there are challenges in establishing a
decentralized service in a narrow and complex field. In order to strengthen the service, Ukom
believes that it is important to strengthen the health service provision in the primary health service,
build increased interdisciplinary expertise in the specialist health service at regional level and ensure
that the national treatment service has sufficient capacity for the current demand.

Performance climate and interaction

We see that in the field of gender incongruence, a challenging climate of expression has developed.
The climate of expression in the public sphere affects the available information for children and
young people with gender incongruence and gender dysphoria and their families. There is a

PL010326



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 61 of 100
significant impact on children and young people, also related to treatment and health services. We
hear about fears and fears of getting it wrong from all sides. Different opinions about what is the right
treatment can create difficult cross-pressures. Different emphasis and discussion of what
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necessary at group level can confuse and undermine patient-provider relationships and a
personalized approach for the person concerned. There is a need to establish a constructive
community for all those committed to good health care for people with gender incongruence.

Ukom recommends

We are concerned that children and young pecple with gender incongruence have safe and
appropriate health services. We therefore make recommendations that can help to ensure that this
group receives better and safer health services in the long term. Our recommendations relate to the
revision of the guideline, a safe framework for treatment offered to children and adolescents and
measures to strengthen the knowledge base. The recommendations will also contribute to
systematic data collection and promote follow-up research. It is important that children and young
people with gender incongruence and gender dysphoria, including non-binary people, are properly
cared for while health services are being developed.

Ukom recommends:

1. that the Ministry of Health and Care Services commissions the Norwegian Directorate of
Health to revise the national guideline on gender incongruence. The revision must, among
other things, be based on a systematic review of the evidence. We point out several elements
that should be included in the revision.

2. that puberty delaying treatment (puberty blockers) and hormonal and surgical gender
affirmation treatment for children and adolescents be defined as investigational treatment. This
is particularly important for teenagers with gender dysphoria.

3. that the Ministry of Health and Care Services consider whether a national medical quality
register should be established for the treatment of children and young people with gender
incongruence and
gender dysphoria. Necessary measures must be taken to establish, operate and finance
such a national quality registry to contribute to an overview, improve quality and reduce
unwarranted variation in patient care.
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PATIENT SAFETY FOR CHILDREN AND YOUNG PEOPLE WITH GENDER
INCONGRUENCE

2 Background

Published on March 9, 2023 Last updated on March 9, 2023

Why has Ukom launched an investigation

In 2022, Ukom received two reports of concern from relatives of persons who have undergone
assessment and treatment for gender incongruence in the age range 16-21 years. In the reports of
concern, the relatives refer to several different aspects of the current treatment services that may
have an impact on patient safety.

* The relatives question the appropriateness of the treatment.

®* The assessment was demanding and the follow-up was not sufficient in relation to the
vulnerable and exposed situation the relatives perceived the young people to be in.

* There was insufficient follow-up for other diagnoses or issues that the young people also had,
or questioned whether gender affirmative treatment was the right treatment for their child.

* Parents felt that the assessment and treatment process created a fear among young people
that they would not receive treatment or would receive the wrong treatment.

* Information on treatment, efficacy and side effects was incomplete.

® Parents and family involvement was low. This put additional strain on both the young people
and their families.

* Parents feel that there are cross-pressures from different quarters and communities that affect
their children.

In recent years, much attention has been paid to the health service provision for people with gender
incongruence both nationally and internationally. Over the past decade, there has been a large
increase in the number of people who have been referred for treatment of gender incongruence. This
has presented challenges for established treatment institutions. In Norway, many have called for
improved health services for people with gender incongruence. The Norwegian Directorate of Health
has drawn up national guidelines to expand and make treatment services available to the group. At
the same time, several actors, both from the authorities, health personnel and patient and family
organizations, are questioning the justification and organization of the treatment services.

It is also controversial whether the guidelines from the Norwegian Directorate of Health, and other
guidelines from the authorities in this area, provide for a proper organization of treatment services
for this group in Norway. There is an ongoing debate in the media, in social media and in work with
the health service about the treatment and assistance offered to people with gender incongruence.

The public debate is characterized by different approaches to the treatment of gender incongruence.
The debate also shows that gender incongruence is about more than medical treatment.

Gender incongruence is about personal identity and the inclusion, acceptance and rights of a
minority group. This is fundamental and applies to multiple patient groups, conditions and issues.
The treatment of gender incongruence is also a policy issue. Reconciling medical and non-medical
considerations has proven to be very challenging. This is reflected in the public debate.
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In many areas, transgender people have poorer living conditions and quality of life than the general
population. The government's new action plan for gender and sexuality diversity (2023-2026) states
that the health services for people with gender incongruence have been inadequate over time.

Uncertainty about what constitutes appropriate treatment has led the authorities in some countries,
such as England and Sweden, to tighten the treatment offered to people with gender incongruence.
In Norway, on the other hand, guidelines have been laid down to expand and decentralize treatment
services.

We started our investigation by conducting a survey of the treatment provision for people with
gender incongruence. The mapping exercise revealed a number of unresolved issues with
implications for patient safety that are particularly relevant for the treatment of children and young
people who are developing psychologically, cognitively, physically and socially. Treatment options
for gender incongruence may involve irreversible treatment with hormones and surgery that cause
invasive changes. As a consequence, we concluded that it was particularly important to look at the
patient safety of children and young people receiving treatment for gender incongruence.

In England, in 2022, the Healthcare Safety Investigation Branch (HSIB) published a report on the
topic of gender incongruence. The starting point for their investigation was a report of concern about
a young person who took his own life while waiting for assessment for gender incongruence. He was
then under the care of local mental health services and there was a 24-month waiting time at the
gender incongruence clinic. The survey looked specifically at the health service for young people
(children and adolescents) with gender incongruence and found that there was a large increase in
young people being referred to specialized units for gender incongruence. HSIB has shared
experiences from its work with Ukom. The survey showed that the centralized health services lacked
the capacity to accommodate the increased referral volume and had long waiting times. There was a
lack of competence and capacity in

non-specialized care services to attend and assess young people with gender incongruence while
they were awaiting assessment. The HSIB also communicated other findings from England (the
Care Quality Commission) that health professionals at specialized gender incongruence treatment
unit did not always feel respected, supported and valued and reported an absence of culture of
transparency. Some of the health professionals experienced pressure due to conflicts and lack of
consensus on the treatment of children and young people with gender incongruence and told of fear
of voicing their opinions.

With this in mind, we have conducted a study of the health care and treatment services for children
and adolescents with gender incongruence. We have looked at how health care and practices work
today, and how the framework and guidelines for health care affect patient safety. Ukom does not go
into the details of all help and treatment measures for gender incongruence and gender dysphoria,
but we point out challenges in the current services to ensure that children and young people with
gender incongruence and gender dysphoria receive help in a safe environment.

The report is based on services for children and young people, but many of our findings and
recommendations will be relevant to services for all people with gender incongruence and gender
dysphoria.

Our findings

Our survey shows several weaknesses in the provision of services for children and young people
with gender incongruence and gender dysphoria. The findings show difficult dilemmas related to
medical, legal and ethical issues. We have chosen to divide our findings into the following main
themes:

® Overall governance - a guideline with a different background

® Care and treatment services - variation in practice and expertise
[ ]
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Insufficient knowledge

® Duty of care - particularly in relation to children and

* young people Right to healthcare - a gap in

* expectations Climate of communication and
interaction
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The next chapters deal with gender incongruence and patient and caregiver perspectives, before
describing the findings in the following chapters.
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PATIENT SAFETY FOR CHILDREN AND YOUNG PEOPLE WITH GENDER
INCONGRUENCE

3 Briefly on gender incongruence

Published on March 9, 2023 Last updated on March 9, 2023

Table of contents

Increased inflow - new patients

Classification

Gender diversity and different gender

expressions Treatments for gender

incongruence

Gender incongruence can be defined as a mismatch between a person's gender identity and their
registered sex at birth. Gender identity can be understood as a person's self-perceived gender, the
internal sense of being a boy/man, girl/woman, not belonging to a gender (non-binary) or being a
different type of gender. People with gender incongruence may also experience gender dysphoria in
that the mismatch between gender identity and birth sex leads to discomfort and a strong desire to
remove or change some or all primary or secondary sex characteristics.

In Norway, medical treatment for gender incongruence has been available since the end of the
1950s. The National Treatment Service at Oslo University Hospital has for over 40 years had a
national function for the treatment of patients with gender incongruence.

< s 4 referrals per year — 1975-1990
Increased inflow - new patients 372, oot 2001
The health service has seen a marked increase in recent years in the number of patients seeking
gender-affirming treatment. The number of people seeking or being referred to health care for gender
incongruence and gender dysphoria is also increasing in several other Western countries. In
particular, the number of children and adolescents seeking or being referred for such treatment in
their teenage years has increased significantly. From 1975 to 1990, there were about four referrals
per year for such treatment in Norway. In the last ten years, the National Treatment Service has
reported an increase in referrals from approximately 50-70 per year in 2007-2010 to 400-600
referrals per year in 2018-2021. It is unknown why there is a large increase in the number of children
and young people seeking or being referred for medical treatment. The largest increase is among
adolescents and young adults who are registered as girls at birth but identify as boys.

Classification

Gender incongruence was previously classified under mental and behavioral disorders in the World
Health Organization (WHO) diagnostic manual International Classification of Diseases (ICD). In the
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latest version ICD-11, gender incongruence has been moved from the section of diagnoses for
mental disorders to a new chapter for sexual health, 'conditions related to sexual health'. This means
that
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gender incaongruence should no longer be considered a mental disorder. At the same time, it was
decided that it is important to keep a diagnosis, partly because it triggers rights, such as healthcare
and social security benefits.

The Directorate of eHealth has the main responsibility for the implementation of ICD-11 in Norway.
The implementation work is in the preparation phase and has not yet started. The implementation
may take several years because it will involve extensive changes to various systems and work
processes. In 2020, temporary changes were made to the codes for gender incongruence in Norway
pending the implementation of ICD-11. All codes under the chapter F64 Gender identity disorders
were then taken out of use. The codes were replaced by new ones under the chapter Z76.8 Contact
with health services under other specified circumstances. There are now three codes for gender
incongruence; Z76.80 Gender incongruence in adolescence and adulthood, Z76.81 Gender
incongruence in childhood and Z76.89 Unspecified gender incongruence. These are directly
translated from the corresponding codes in ICD-11. This was done as a temporary solution in the
Norwegian version of ICD-10 in anticipation of ICD-11. These codes are now used for medical coding
of gender incongruence and are reported to the Norwegian Patient Registry. In addition, procedure
codes are used for mapping and surgical procedures. There are no separate procedure codes for the
initiation of hormone therapy. Diagnosis codes are used in combination with procedure codes.

Gender diversity and different gender expressions

For many people, exploring their gender identity is a natural part of their development from child to
adult. Today, there is greater acceptance in society of different gender expressions. This acceptance
is partly the result of increased knowledge, information and many years of advocacy efforts by
various groups and individuals. It has also been argued that social media has made it easier to
share, acknowledge and be open about feeling different. Despite the greater acceptance of gender
diversity in society, many people with gender incongruence still experience stigma and
discrimination. This is relevant knowledge for the health services and an important backdrop for the
development of support and treatment services.

Treatments for gender incongruence

For people with gender incongruence and gender dysphoria, different interventions and treatments
may be appropriate. Interventions and treatment for gender incongruence and gender dysphoria may
vary from less invasive help to more invasive treatment, such as various hormonal treatments and
surgical treatment. These may include counseling, psychosocial support sessions, coping skills
training and speech therapy sessions with voice training. Assistive devices such as wigs, breast
prostheses and penile prostheses may also be used. These aids are used in the assessment as 'real
life experience'. That is, the person lives as the desired gender to assess whether it feels right.
These are less invasive measures.

Puberty blockers and gender affirmative treatment involve hormonal treatment, and gender
affirmative treatment may also involve surgical interventions. Gender affirmative treatment is known
to be invasive and irreversible with different consequences and greater risk and potential for harm
than less invasive treatment.

Puberty blockers

Children and young people who have reached puberty may be given hormonal treatment with
puberty blockers (puberty inhibitors) to stop or delay puberty. Puberty blockers have traditionally
been given to children who reach puberty too early, but can also be given as treatment for gender
incongruence and gender dysphoria in children and adolescents. The reason for delaying puberty is
that children and adolescents may experience increased discomfort, gender dysphoria, when puberty
starts, and they experience physical development that is not in line with their own gender identity.
The treatment prevents puberty from developing further and thus prevents a possible unwanted
development.

Treatment with puberty blockers appears to be most effective in the early stages of puberty, both in
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terms of the development of sexual characteristics such as breasts, penis, facial and body hair and
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growth in length. The treatment has no age limit, but can start at the beginning of puberty at the
earliest. Treatment can only be given for a few years. After that, a decision must be made whether to
stop all hormone treatment or to switch to feminizing or masculinizing hormones. The treatment has
known side effects such as weight gain, reduced height growth, hot flushes, lack of energy,
depression and reduced bone mineralization. Little is known about the long-term effects.

Gender affirmative action

Gender-affirming treatments aim to affirm a person's gender identity. Unlike puberty blockers, which
stop or delay unwanted physical development, gender affirming treatment involves giving the body a
development or physical characteristics that are in line with one's gender identity. There are two
types of gender-affirming treatment: gender-affirming hormone therapy and surgical treatment.

Gender-affirming hormone therapy can be offered from the age of 16, according to the guideline.
Testosterone is given to persons whose registered sex is female and oestrogen and antiandrogen to
persons whose registered sex is male. If the person has had puberty delayed with hormones, sex
hormones are given in escalating treatment to simulate the development of puberty. Gender-
affirming hormone therapy must be given for life to maintain the desired effect.

In individuals with registered female gender, physical changes can be expected in the form of
deepening of the voice, enlargement of the clitoris to varying degrees, increased growth of facial and
body hair, cessation of menstruation, decline of breast tissue, increased sex drive and decreased
body fat to muscle mass ratio. In people with registered male gender, one can expect varying
degrees of breast growth, decreased sex drive and erections, decreased testicular size and
increased body fat in relation to muscle mass.

Surgical treatment can be given to people over 18 years of age. Current treatments include breast
removal, removal of the ovaries and uterus and surgery of the external genitalia.

Many of the changes brought about by gender confirmation treatment are irreversible. The treatment
has consequences for fertility that are permanently impaired. Possible side effects of the treatment
may include liver disease and negative psychological reactions. For male-to-female treatment, there
is an increased risk of blood clots, high blood pressure and liver disease. For female-to-male
treatment, side effects may include excessive red blood cells, scarring acne and swelling of the
body. This is not an exhaustive list of all possible known effects.
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4 Input from patients and families
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When discussing gender incongruence and the patient perspective, it is important to emphasize that
people with gender incongruence have different wishes and needs for healthcare. Many people live

well with their gender incongruence and manage it without health care, while others want and need

health care.

Listening to the voices of patients, users and relatives is crucial for identifying areas of risk and
improvement in health services. In conducting this study, it has been important to elicit multiple
patient voices and perspectives. We have met several patients who are either undergoing treatment
or have been in a treatment situation, and we have heard about a diversity of needs, preferences,
opinions and experiences with the health service.

Message to health services

Here are some key messages that emerged from the conversations we had:

® Being in the process of exploring gender incongruence and gender dysphoria is demanding,
and many people want support in their individual process.

* Gender-affirming treatment should be personalized. It is important that the treatment provider
sees the individual with the resources and challenges they have.

* Many people with gender incongruence feel that there is a lack of expertise and comprehensive services.

* Many are concerned that respect and tolerance for gender diversity is being lost in the debate
on binary gender affirmative action.

® All have highlighted the importance of thinking about the whole person and life course,
including for transgender peaple.

* There is a fear of not being seen, not being heard and not getting the

® right help at the right time. Living with gender dysphoria over time and
without help is very painful.

* Health services must offer support to both people with binary gender incongruence and
non-binary gender incongruence.

"For many people, the most important thing is to be seen and
heard. And when you have to wait nine months .... It's hard. We
need to get rid of unnecessary waiting time"

REPRESENTATIVE PATIENT ORGANIZATION/FORMER PATIENT
GENDER INCONGRUENCE

PLO10338



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 73 of 100

In addition, the people we have spoken to describe experiences such as powerlessness, frustration
and exhaustion in their encounters with the health service. This is due to processes that are
perceived as long and convoluted both in the encounter with the health service, in order to access
help, and then in the assessment and treatment process. In addition, there is the burden of the time
it takes to put in place a comprehensive health service for people with gender incongruence.

Need for help

Whether and to what extent gender incongruence affects health and social conditions will vary.
There are many factors at play, for example, both social and biological factors influence the degree
of dysphoria. High levels of gender dysphoria are very painful for the person living with it.

The burden of the disorder then greatly affects quality of life and daily functioning. For those living
with dysphoria, it is very important that they receive health care.

Transgender people are a group that has been stigmatized, discriminated against and marginalized,
also when dealing with health services. They have been met with attitudes where the challenges
and problems caused by gender incongruence and gender dysphoria have not been recognized and
understood. It is therefore important for the patient group to work for a dignified encounter with the
health services at all stages of life, and to ensure that those who need treatment for gender
dysphoria receive it.

One of the topics on which there are different opinions, also among patients and relatives, is who in
the health service can start gender-affirming treatment and when. For example, several people tell
us how important it is that a decision on gender-affirming treatment is given time and maturation. It is
difficult to fully understand the consequences of the choice, and as many mention, there is "no quick
fix".

"A lot of people have a breakdown after treatment. You have to
work on a lot of things. Work on acceptance. For example, |
always have to live with the fact that [ was born in a girl's
body."

REPRESENTATIVE PATIENT ORGANIZATION

At the same time, many people also talk about the importance of starting treatment early, because
the changes brought about by puberty are also permanent.

"Gender affirmative treatment is life-saving treatment. Not
providing treatment is also irreversible.”

REPRESENTATIVE PATIENT ORGANIZATION

Everyone we spoke to emphasizes the importance of knowledge about gender incongruence at all
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levels of the health service, and that those who carry out assessment and treatment need specialist
expertise.
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"And then, of course, there's the fact that going through puberty
is a trauma you don't want to go through, and we shouldn't take
it lightly. And that balancing act, about when to start treatment
and when it's not right, requires knowledge"

PREVIOUS PATIENT ON ASSESSMENT/TREATMENT FOR GENDER INCONGRUENCE

What is common in all our meetings with people with gender incongruence is a desire to put in
place better health services. There is also a unanimous wish that everyone who experiences
gender incongruence and gender dysphoria should be taken seriously and receive support and
help.

Safe guarding

Relatives tell us how important it is that health care professionals meet young people with gender
incongruence with openness and knowledge, and that relatives are involved as supporters
throughout the process.

Relatives have information that can be important both in the assessment and in the further process.
The need for relatives as supporters does not stop at the age of 16 or 18.

"Throughout the process, she has lacked follow-up. She tells of
great loneliness. We have been left out all the way. Nowhere
have they worked to include us as parents. But everyone, and
especially young people, need supporters”

MOR

Many people tell us that assessment for gender-affirming treatment is a demanding process. On the
one hand, it is perceived as very demanding if the process takes a long time. On the other hand, it is
also demanding for many to experience time pressure, where the decision to start hormonal
treatment must be made early before pubertal development gets too far along.
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"We need to be able to talk honestly together. About what is
difficult, about what you are unsure of, and about what might
feel wrong. Now she's being cheered on, getting lots of support
from everyone around her. I'm not sure if she can be honest
about everything she feels with her friends, if there is room for
doubt."

MOR

Parents point out that it is important that the services take the time to see the young person as a
whole, take the time to involve those closest to them and find out what is bothering the individual.
They believe this is necessary in order to find out what the right help is. There is no time limit for this
exploration because there will be individual differences and it requires close follow-up.

"We see afterwards that it was important that the process takes
time, she herself understands that now. During the assessment, it
was tough. She had a feeling that she had to convince people
that she deserved to get help, to be approved. This blocked
communication."

MOR

Several have mentioned that it is difficult to find places they can go to safely explore their own
gender expression and identity along with any other challenges they are facing. This is especially
true for children and adolescents, but it is also challenging for young adults who are not affiliated with
a health center.
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"It would have been healthy if it was part of the program to talk
to someone. So that you could talk about everything, dare to put
into words everything that comes with this, what you feel. Both
the good and the difficult. Then it's easier to make choices that
are right for you along the way. You are more stable if the
follow-up takes in the whole package. You're 16 and think that
fixing your body will solve all your problems, but it doesn't."”

MOR
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S Our findings: Overall governance - a
guideline with a different background
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In recent years, there has been increased attention to the health care of people with gender
incongruence. In 2015, the report Right to the right gender was published. Health services for people
with gender incongruence and gender dysphoria were then for the first time the subject of work
under the auspices of a publicly appointed working group in Norway. The Government's action plan
against discrimination on the basis of sexual orientation, gender identity, gender expression and
gender characteristics (2021-2024) strengthened efforts to promote the rights, living conditions and
quality of life of queer people.

In 2020, the Directorate of Health's national professional guideline on gender incongruence was published.

In 2023, the Government published an Action Plan on Gender and Sexuality Diversity (2023-2026). It
points out that we are still not at the finish line in the fight for a free, inclusive and safe society for all.
Too many queer people live without a good quality of life and good living conditions. The Action Plan
aims to improve the quality of life of queer people, ensure their rights and contribute to greater
acceptance of gender and sexual diversity. The action plan includes measures related to the
provision of treatment for people with gender incongruence.

The national professional guideline, gender incongruence

The Ministry of Health and Care Services commissioned the Directorate of Health to: "Prepare a
normative document/professional recommendations on the treatment of gender dysphoria and
gender incongruence". The assignment is also a result of an expressed wish in the professional, user
and interest groups for a confirmation of the health services offered to people who experience gender
incongruence. A separate chapter in the guideline on background describes this:

"The commission for this national guideline has a rare and special background, uniike other
normative publications from the Directorate of Health. It is not common for assignments to
prepare professional guidelines to be linked to established grounds for discrimination and a
global and national concern for the provision of health services to a patient group. The
guideline must be read and understood against this background.”

It is described by many as an important document that represents a turning point in how we think
about gender identity, gender incongruence and gender dysphoria, for example in the consultation
response from the Norwegian Association of General Practice's LGBT professional group.

At the same time, in the consultation round for the guideline, several people called for clearer
clarification and specification, including the Norwegian Institute of Public Health (FHI) and the
Norwegian Board of Health Supervision. They pointed to demanding issues related to the soundness
and organization of the service.
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The national professional guideline on gender incongruence does not follow the Guidance for the
development of evidence-based guidelines published by the Directorate of Health, which states:
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"The advice and recommendations provided should be specific, should help health
professionals and patients to make good decisions, and should help to reduce unwanted
variation and promote good quality in health and care services".

The national guideline on gender incongruence differs in terms of content, knowledge base and
standardization. The guideline is overarching, with attention to organization, equality and rights. The
aim of the guideline is to provide differentiated, decentralized and comprehensive health services for
people with gender incongruence.

The guideline refers to the need to strengthen the knowledge base and research on gender
incongruence. It indicated the need to:

® update the evidence base for the assessment and treatment of gender incongruence
® strengthen research activities

® develop professional guidelines for health care

* establish a national medical quality register with quality indicators

There was no systematic review of the evidence on which the national guideline could be based,
and the national guideline does not present a systematic and structured overview of the evidence
base in line with the Guidelines for the development of evidence-based guidelines.

The Directorate of Health writes that the recommendations are mainly based on experience-based
consensus and user participation/user knowledge, but what is included in the guideline's mentioned
experience-based evidence base is not documented, transparent or verifiable.

The guideline points out that establishing a treatment service is an evolving process. It will require
resources and time to establish a specific service, acquire the necessary expertise, develop national
guidelines on clinical issues, and establish research projects.

Our investigation finds that the guidelines leave too much room for interpretation regarding who can
do what, how, where and when. The scope for interpretation contributes to undesirable variation in
the treatment offered for sometimes irreversible and extensive procedures, and we see that the
disagreement in the professional communities and patient organizations continues. The feedback we
have received from representatives of the services is that the guideline functions poorly as an aid to
professional standardization, and this constitutes a patient safety risk.

In summary

Our survey shows that the guideline does not provide the service with sufficient help in developing a
service offer. Despite the explanation that this is a guideline with a different background, with its
focus on organization, equality and rights, it is too unclear and thus not a tool for the service. In our
view, good and clear guidelines are important for the development of a field of practice. When
guidelines do not provide sufficient guidance, there are many consequences for the development of
health services and for patients.

PLO010346



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 81 of 100
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6 Our findings: Support and treatment services

variety of practices and competences
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In summary

The national guideline is intended to contribute to "decentralized, differentiated and comprehensive
health services". This means that services should be both close to and at all service levels, consist of
different services, and the services should be coherent and coordinated. It follows from the guideline
for gender incongruence that most patients should receive help either in the municipal health and
care services or at regional level in the specialist health service. This is consistent with other health
services, but since there is no clear specification of which tasks are to be performed by whom, it is
difficult for the service to establish this.

The Directorate of Health writes in the guideline that it will take time to put in place adequate services
for the group, and that the guideline is only a step along the way. As of today, three years after the
guideline was issued, an adequate range of services and the desired concrete changes are not in
place.

Description of practices for assessment and initiation of

treatment

Health centers and GPs are often the first point of contact. GPs will often request that the patient be
assessed by local mental health services before referring the patient to the National Treatment
Service for Gender Incongruence at Oslo University Hospital HF. The assessment in mental health
care may then consist of a survey and assessment of the patient's psychosocial situation, level of
functioning and gender identity. Patients are also referred directly to the National Treatment Service
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by doctors in the primary health service for assessment of the indication for puberty-inhibiting or
gender-affirming treatment. On the website of the National Treatment Service
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treatment of children and young people as of February 24, 2023, a waiting time of 3-9 months is
given, although it may vary depending on the number of people being treated.

The National Treatment Service for Gender Incongruence has the national function for the treatment
of patients diagnosed with gender incongruence in Norway. This means that the national treatment
service has the main responsibility for gender-confirming hormonal and surgical treatment.

The assessment of gender incongruence and gender dysphoria at the National Treatment Service is
a comprehensive interdisciplinary process, including mapping of physical and mental health and
social challenges. Thorough assessment and the need to spend time is emphasized in order to
assess whether gender-affirming treatments are the right thing for the individual. It is a requirement
that all persons referred or undergoing assessment have a local treatment contact. Gender identity
disorder must be present over time and not be a symptom of mental illness.

Some GPs and health centers offer hormonal gender-affirming treatment directly to patients and
puberty blockers to children under 16 years of age. The City of Oslo has a health centre,
Helsestasjon for gender and sexuality (HKS), which specializes in issues related to the body,
sexuality and gender identity. The health center provides gender-affirming support and treatment at a
low-threshold level and can, if desired, make referrals to other services. The health center also
provides treatment with puberty blockers and gender-affirming hormones, and refers to mental health
care and the National Treatment Service if the need is assessed. Several municipalities are
considering establishing their own services for this group.

There is currently variation in what is done and emphasized in assessment, treatment and follow-up,
and the professionals involved in assessments in primary care vary. There is a different
understanding of diagnostic coding, guidelines and knowledge base. Management is based on
individual assessments of the patient and different interpretations of the national guideline.

"Different assessments are made, including in BUP where one
practitioner reads the guideline in one way and another
practitioner reads it in another way."

REPRESENTATIVE OF A REGIONAL HEALTH AUTHORITY

Variation in service provision

Several people we have spoken to point out that the only possibility for many people in Norway to get
help with their gender incongruence is to get a referral from their GP to the highly specialized
services at the National Treatment Service. This service is located in Oslo, and requires several
consultations over a longer period of time in cannection with assessment and treatment. We have
heard that many patients living in other parts of the country find it difficult to travel so far to get the
treatment they need, especially if they do not have local follow-up. Others may live in areas where
local primary care services are available. There are also variations in GP practice for children and
young people with gender incongruence, with some GPs going to great lengths to meet the treatment
needs of this patient group. Many children and young people who need support to explore their own
identity and gender expression do not receive it locally. This can lead to an increased risk of both
under- and overtreatment. For example, many may be left without the health care they need over
time. It can also lead to them starting treatment on their own. Overtreatment can occur when
hormonal treatment is started on the wrong basis and without sufficient opportunity to explore
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different options within their own gender identity.
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"It's not all about gender. It's about identity and being allowed
to be yourself, to be accepted. Both as masculine and feminine
regardless of gender."”

INFORMANT H

It therefore appears that the services provided to children and adolescents with gender incongruence
are highly variable and may lead to different outcomes for the patient group based on where they
live.

The regional health authorities (RHF) are now participating in a collaboration to assess which tasks
can be solved regionally and to what extent they need to establish multi-regional services. The work
aims to identify needs and challenges in current services across municipal health services and
specialist health services.

In 2020, the regional health authorities were tasked with establishing regional treatment services for
people with gender incongruence. The Government gave the health authorities until October 1, 2022
to clarify the content of the regional treatment services. In the summer of 2022, Ukom contacted the
regional health authorities to obtain updated information about the services for people with gender
incongruence. The responses from the regional health authorities showed that there were differences
in existing and planned assessment and treatment services. An interregional collaboration is now
underway to clarify clinical issues and establish treatment services in the regional health authorities.
In connection with this work, various concepts and principles, for example related to prioritization,
must be clarified. The guideline provides for the assessment and some of the treatment to take place
at regional centers in the specialist health service. In the South-Eastern Norway Regional Health
Authority, regional treatment centers are under development, and the other health regions are
working to put services in place. In the spring of 2023, a pilot will be launched on a patient pathway
for gender incongruence that extends from the primary health service, via a regional service in the
specialist health service and to the national highly specialized service at Oslo University Hospital HF.

'We need to be aligned. This is important for patients. The
regions have to do it the same way."

REPRESENTATIVE OF A REGIONAL HEALTH AUTHORITY

However, we have heard that some patient and user representatives fear that the regional services
being developed will effectively become a "new waiting room" and that the treatment services they
want will continue to be offered only by the national treatment service.

Lack of capacity and long waiting times

The National Treatment Service for Gender Incongruence has capacity problems due to the
increased number of applicants, resulting in long waiting times for assessment, examination,
initiation of treatment and follow-up. The capacity challenges are exacerbated by the fact that
differentiated services are not in place in the regions.
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"It took a very long time from the first time [ went to the GP
until I was at Rikshospitalet. That waiting time was very
difficult. First of all, the GP didn't know where to refer me and
at the DPS I was refused. A new doctor who had worked in a
larger city and knew about this beforehand had to come before
we could send a referral to the right place. And then there was
the wait to get to Rikshospitalet. When [ finally got there, I was
greeted in a nice way, and was given a review of what gender-
affirming treatment entails. Then I was referred back to a
sexologist in the region. There I found out that it wasn't gender-
affirming treatment I needed, and I got the counseling I needed
to find out where I stand in relation to my identity, sexuality and
gender expression."

INFORMANT H

We have heard that the long waiting time is one of the reasons why some people choose to start
different parts of treatment on their own. Long waiting times pose a risk of sequelae and self-
medication, which is a challenge to patient safety.

Need for increased skills and access to expertise

We have been told by both patient organizations and the service that there is a lack of health
professionals with expertise in gender incongruence and in the follow-up of people with gender
incongruence in both primary and specialist health services.

"... Many people act on the basis of their professional background
... act according to the resources they have. But they don't have
expertise in trans health."

REPRESENTATIVE PATIENT ORGANIZATION

Several people we have spoken to have emphasized that children and young people with gender
incongruence and gender dysphoria need access to competent health professionals, regardless of
whether they need treatment, support measures or whether they want to explore gender expression
and gender identity. Since in practice they will meet different professionals depending on where they
are in the service, this means that there are several professional groups that
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need this competence. The competence needs of the different professional groups must be
assessed according to the type of help offered, but knowledge of gender incongruence and how to
deal with it must be at the core.

Municipal health and care services are often the first encounter with the health service for people
exploring their gender identity and their relatives. We have heard that there is generally little
competence and experience with gender incongruence and gender dysphoria in the municipalities.
We have identified three factors that are of importance for building up help and support in the
municipal health service.

®* There is a need for accessible guidance for all those working in primary care settings for
children and young people, such as kindergartens, schools and health centers.

* There is a need for family support and parental guidance services for families with children and
young people with gender incongruence, both binary and non-binary.

® There is a need to strengthen the role of the GP.

The role of the GP is important in assessment and follow-up over time. It is essential for GPs to have
access to appropriate support from specialist services when needed, as is the case for other
conditions and pathways.

"The health professionals involved must be well trained in
cooperation with the National Treatment Service. Those who
will be working on this must feel competent.”

REPRESENTATIVE FROM A REGIONAL HEALTH AUTHORITY

The GPs we spoke to felt it was important that people with gender incongruence have the
opportunity to openly and curiously explore gender expression in a safe environment with their GP.

"It is first and foremost about taking care of the person, as long
as we approach gender in an open and exploratory way, and do
not reject or close doors, it works well. It's important to clarify
that it's not about excluding treatment, but about taking care of
the person first."

TREATMENT

In recent years, requirements have been introduced to include knowledge about gender identity and
gender expression in key health education programs. In the long term, this may lead to more
competence about gender incongruence in the services. However, we have heard from several
people that more needs to be done to ensure that there is competence about gender incongruence in
the various parts of the services that the group encounters.
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A highly specialized field in need of multidisciplinary expertise

Gender incongruence and gender dysphoria is a narrow and highly specialized area of specialist
health care. It is therefore fundamental to build competence in this field in order to assess, counsel
and treat in a responsible and safe manner. Ukom has noted that the services want to offer as wide a
range of services as possible to the patient group, but that they must also offer good quality services.
It is a prerequisite for putting in place a sufficiently good service that patients are met by
professionals with the right expertise.

In the assessment and treatment of gender incongruence and gender dysphoria, an interdisciplinary
approach is necessary, and this places clear demands on the structure of the service. Given the
complexity of the subject area, the service also needs to have a certain volume of patients in order
to gain the necessary experience and knowledge. In the ongoing restructuring of services for
children and young people with gender incongruence and gender dysphoria in England, the
authorities have calculated that a minimum population of five million is needed to develop a separate
service for this patient group. Abroad, we see examples of gender incongruence centers being
located in major cities to pool expertise and build a treatment and research environment. This shows
some of the challenges of building a decentralized service in Norway.

The service currently faces challenges in recruiting and retaining professionals in the field. One of
the reasons given is the attrition of professionals.

Stakeholders Ukom has spoken to consider that sufficient expertise on gender incongruence in the
municipal health and care services can help ensure that many people's need for health care is met.
For children, young people and adults, it is also appropriate for health care to be locally based.

Several stakeholders have also pointed out to Ukom the importance of children and young people
with gender incongruence being met by professionals with sexological expertise. Sexologists with
whom Ukom has had a dialog say that they have special expertise in this field. The Directorate of
Health's guidelines also state that sexological competence and knowledge is an important
prerequisite for professionals in this field. One argument is that after the latest change in ICD-11,
gender incongruence is no longer to be considered a mental diagnosis.

At the same time, sexologist is not a regulated profession with a protected title or regulated
education. This means that anyone, regardless of educational and experience background, can
basically call themselves a sexologist. This means that the sexologists who see patients in the
services may have different competences. It may also vary whether the sexologists have a health
professional education and sufficient knowledge of other diseases and mental disorders that may
affect the situation of people with gender incongruence. This may contribute to variation in service
provision.

Risky self-medication and private surgery

Many people with gender incongruence choose to initiate treatment for gender incongruence outside
the public services. They can do this by starting hormone therapy on their own, for example by
ordering drugs on the internet or by buying them abroad. They can also undergo gender confirmation
surgery privately in Norway or abroad.
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"I didn't want to wait for an operation at Rikshospitalet, because
there was a long wait, I didn't want to listen to my therapist who
told me that my chest also needed time to mature. Because the
hormones will change the structure. I didn't want to listen with
that ear, I wanted to fix my chest. Because that was what was
visible. Everything else could be hidden, nobody saw the ovary
on a daily basis. So I went to a private surgeon in Oslo. He
destroyed me."

PREVIOUS PATIENT ASSESSMENT/TREATMENT GENDER INCONGRUENCE

Starting hormonal treatment on one's own outside of the public health care system entails risky self-
medication. This is a significant patient safety risk, in part because patients are often not assessed
before starting treatments. The person is also left alone to administer the treatment. People who
have started self-medication will often seek public health services for help or to obtain prescription
medication.

Gender confirmation surgery performed privately in Norway or abroad also involves patient risk. The
role of private treatment providers is unclear in the national guideline.

One of the reasons for starting treatment on their own is refusal of hormonal gender-affirming
treatment. Several patient and user representatives have pointed out that the current service
provision is not desighed and organized in such a way that it allows for a right to a second opinion,
even though this right follows from the Patients' and Users' Rights Act. A possibility for a second
opinion has long been requested by the patient group. Other reasons for self-medication include lack
of local services and support, lack of trust in the health service and long waiting times.

PLO10355



Case 4:23-cv-00114-RH-MAF Document 192-24 Filed 11/07/23 Page 90 of 100

"In terms of patient safety, when capacity is limited, there is a
vacuum in waiting time and follow-up - where there is no local,
regional or national provision. This vacuum is a risk."”

PRACTITIONER AND RESEARCHER

In summary

We see that there is great variation in the services and expertise offered in different parts of the
country. There is a risk of under-, over- and incorrect treatment of children and young people with
gender incongruence and gender dysphoria. In addition, we see that there are challenges in
establishing decentralized services in a narrow, complex field.

To strengthen services, Ukom believes that it is important to strengthen health services in primary
care, build more interdisciplinary expertise in the specialist health services at regional level and
ensure that the national treatment services have sufficient capacity for the current demand.
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7 Our findings: Insufficient knowledge
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In summary

The evidence base, especially research-based evidence, for gender affirmative treatment (hormonal
and surgical) is insufficient. Little is known about the long-term effects. This is particularly true for the
teenage population, which accounts for a large part of the increase in referrals to specialist health
services over the last decade. This represents a new population for health services where evidence
on treatment effects, side effects and prognosis is lacking or weak. Most often the studies are on
patients with binary gender incongruence, but now there is also an increase in referrals of people
with

non-binary gender incongruence for which there is little research evidence. Research-based
knowledge is incomplete and does not provide clear answers. This is recognized nationally and
internationally. A committee set up by the health authorities in England recently described the
evidence base as follows:

"Evidence on the appropriate management of children and young people with gender
incongruence and dysphoria is inconclusive both nationally and internationally."

Systematic review of the evidence

The lack of evidence base makes it difficult for health professionals, patients, relatives, authorities
and others to get an overview of the current evidence base in the field. Systematic reviews collect
and synthesize available evidence in a systematic, scientific and transparent manner based on
explicit and predefined methods according to international standards for the preparation of such
reviews. It should be possible for others to verify results and conclusions. This contrasts with non-
systematic reviews ('traditional' reviews), which lack systematic and transparent procedures. It can
be difficult to know why some research results are emphasized and others not. Differences in
emphasis and coverage can give a misleading picture of the evidence base and consensus. It is
important to use available knowledge and experience nationally and internationally in a systematic
way.
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Different groups and countries have produced different types of summaries and guidelines, for
example

* An Endocrine Society Clinical Practice Guideline which was an updated 2017 clinical practice
guideline from American and European medical endocrinology associations (American
Association of Clinical Endocrinologists, American Society of Andrology, European Society for
Pediatric Endocrinology, European Society of Endocrinology, Pediatric Endocrine Society)

* The World Professional Association for Transgender Care (WPATH) has published an update
of the Standards of Care, SOCS8.

* |n 2022, the National Board of Health and Welfare in Sweden published an update of the
evidence base for "Support, assessment and hormone treatment for gender incongruence in
children and adolescents”.

SOC8 was published in 2022 and is a guideline developed by the professional and advocacy
organization WPATH to guide healthcare professionals to ensure safe and effective care for
transgender and gender diverse people. The guideline is based on published literature and expert
consensus-based opinions. The guideline and recommendations aim to promote evidence-based
care, education, research, public policy and respect for transgender health globally.

Swedish health authorities have several times updated the evidence base with summaries (non-
systematic and systematic) and revised recommendations for children and adolescents with gender
dysphoria and gender incongruence. Swedish health authorities at the National Board of Health and
Welfare considered at the last update in 2022 that the risks of puberty blockers and gender-affirming
hormone therapy for the group of young people with gender incongruence as a whole outweighed
the possible benefit of the treatments. This was based on their updated assessment of the evidence
base where they considered it was not possible to conclude on the efficacy and safety of the
treatments, and the National Board of Health and Welfare recommended that the treatments be
provided within the framework of research. The report emphasized new knowledge on the
prevalence of treatment regret among young adults. The National Board of Health and Welfare also
highlighted the unexplained increase in the number of people seeking assistance from the health
services, particularly a marked increase among adolescents and especially adolescents with
registered sex female (girl) at birth.

In Norway, systematic reviews and HTAs are used to determine which treatments can be given to
different patient groups. There are different types of HTAs. A so-called full HTA is a comprehensive
systematic assessment of new or established methods in which efficacy, safety and/or cost-
effectiveness are reviewed and assessed. The assessment often also includes questions concerning
ethical, legal, organizational and societal consequences. In Norway, no systematic reviews have
been conducted on puberty-delaying and gender-confirming treatments with hormones and surgery.
Nor have HTAs of treatments for children and adolescents with gender dysphoria been used. The
health authorities in Norway have not provided updates of the evidence base and accompanying
benefit and risk assessments of various treatments as, for example, the Swedish authorities have
done.

Safety and efficacy of the treatment

There are unresolved issues related to puberty blockers in adolescents. One published study shows
that puberty-delaying hormones cause slower growth in height and slower increases in bone density.
It is also noted that the effects on cognitive development have not been established. There are
increasing questions about the unresolved side effects and long-term effects of both puberty
blockers (hormone therapy) and gender-affirming hormone therapies. However, experience with
other patient groups shows that long-term use of cross-sex hormones can affect disease risk. When
people with gender incongruence are treated, it is with substantially longer duration and intensity of
hormone treatment than hormone treatments for other conditions. When treatment is started at a
young age, it will need to last a lifetime.
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Long-term satisfaction with surgical gender-affirming interventions at the group level and the need for
surgical reoperations are not known.

Since some of the treatments are established in practice, conducting good randomized trials is
prablematic. It is also ethically difficult to conduct randomized controlled trials to assess the efficacy
of several of these treatments for people with gender incongruence, especially for children and
adolescents. There is little and uncertain data on the rates of regret, and this is particularly relevant
for the most invasive treatments such as puberty delaying and hormonal and/or surgical gender
confirmation treatments. It is not a given that everyone who has received this type of treatment and
regrets it will contact the treatment institution. In Sweden, for example, there is insufficient scientific
evidence to assess how many people discontinue or regret treatment.

There are many studies showing improvement in gender dysphoria, quality of life, psychosocial
functioning and mental health tests in the short term after drug and surgical treatment of gender
incongruence and gender dysphoria. However, there are few studies of the long-term effects of the
treatments, and the quality of the studies is variable. There is a lack of studies comparing outcome
measures after different treatment methods and there is usually no control group in the studies. The
lack of control groups means that effects are often measured against population data. Effects are
often assessed at the group level, rather than the individual level, so that adverse effects for some
patients may be masked by improvements in the rest of the group. Samples are often small, and
patient dropout can greatly affect the results. There are few long-term studies, and those that exist
started before the described increase in teenagers with gender incongruence seeking treatment. It
may therefore be difficult to transfer the results of these earlier studies to those who are now being
referred, since a large proportion have mental illness, developmental disorders or other conditions
that were not described in the earlier studies.

Suicide incidence

Varying figures are given on the incidence of suicide in people with gender incongruence and gender
dysphoria depending on the time period and the type of population studied.

The 2020 report from the National Board of Health and Welfare showed that 0.6 percent of those
registered with a diagnosis of gender incongruence in Sweden (39 out of 6334 people) had
committed suicide. Professionals and researchers at the Norwegian Institute of Public Health wrote
in 2020 about the Swedish figures:

"The suicide risk was significantly higher than in the general population, but at the same level
as the suicide risk of common mental disorders such as depression, bipolar disorder and
autism. Since these mental disorders are so common among people with gender
incongruence, it is not possible to determine whether the increased suicide risk is due fo
gender incongruence per se or is a consequence of mental disorders. There are also no
studies that provide evidence that suicide risk is reduced as a result of gender-affirming
treatment, or that suicide risk increases if gender-affirming treatment is not provided".

Data from the follow-up of a cohort of people referred to specialist centers in the Netherlands (1972-
2017), also published in 2020, showed for the period 2013-2017 an almost four times increased risk
of suicide among transgender people compared to the general risk. Suicides occurred in all phases
of transition, with two-thirds occurring in people still in active treatment. Trans women had a higher
suicide risk than trans men. There was no change in suicide risk over time in trans men, however,
there was a slight decrease in suicide risk for trans women throughout the time period. In Norway, we
do not have published overview figures on suicide in persons with gender incongruence and/or
gender dysphoria.

Lack of knowledge of the situation of patients
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There is currently no Norwegian overview or systematic mapping of the patients' history, how many
are rejected, withdraw during the course of treatment, complete the treatment
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or how patients with gender incongruence and gender dysphoria fare after treatment. This requires
both a national registry and systematic review, neither of which is in place. Researchers at the
National Treatment Service for Gender Incongruence have established a local quality registry with
information on children and adolescents who have been referred to the team for gender identity
investigations over the past 20 years. This is data from a selected part of the health service and does
not provide a complete overview since there are several who treat children and adolescents with
puberty blockers and gender affirming treatment.

The 2022 annual report from the national treatment service summarizes these figures: 915 people
(268 children and 647 adults) were referred to Oslo University Hospital HF for assessment. Of the
children under investigation, 70 (26.1 percent) were registered male and 198 (73.9 percent) were
registered female at birth. A total of 2449 adult patients were undergoing examination, treatment
(hormonal and surgical) and follow-up after surgical treatment. This was an increase of 16% from the
previous year. 83 patient relationships were terminated during the assessment process by the
practitioner, and 40 people terminated the patient relationship themselves. A total of 244 plastic
surgeries were performed:

® 78 had their breasts
* removed 24 had breast
implants
® 28 had major genital conversions (procedures)
* 96 other gender corrective surgeries (breast/genital)
* 51 gynecological operations, such as removal of the uterus and ovaries

The National Treatment Service has previously reported that 75% of those referred have a mental
illness, with depression and anxiety being the most common diagnosis. A significant clustering of
different conditions was also found. Approximately one in five of those referred with gender
incongruence had autism spectrum conditions, ADHD/ADD or Tourette's. This is consistent with
Swedish figures.

The National Board of Health and Welfare has also mapped the prevalence of gender
incongruence over time and looked at co-occurring mental health and other disorders.

"No one knows what happens to those who are turned away - no

one knows anything about groups of patients who are not
followed up."

REPRESENTATIVE PATIENT ORGANIZATION

There is no national overview of gender confirmation treatment provided by private providers, neither
nationally nor internationally. Furthermore, there is no overview of the extent of self-medication with
the purchase of hormonal treatment via the internet.

There is a need for oversight to promote development, and medical quality registries and research
studies can contribute to this. Medical quality registers collect structured information from patient
care pathways. Information on assessment, treatment, follow-up and outcome of treatment provides
knowledge about unwarranted variation in health care provision and quality of care. The main
purpose of medical quality registers is to contribute to improving the quality of patient care.

User participation and patient-reported outcome and satisfaction measures (PROMs and PREMSs)
are particularly important in the field where there is a need to develop treatment provision and health
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services. PROMs can contribute to a comprehensive data base in the field of gender incongruence
with the possibility of capturing health aspects that are important for people with gender
incongruence and often not captured by more traditional measurement methods. In the process of
establishing a national medical quality registry, it is important to involve patient and family
representatives to ensure relevance, language and
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user-friendliness. It is also important to prepare good information on the purpose and use of registry
data in quality assurance and research for people with gender incongruence and gender dysphoria
so that there is a clear basis for consent to data collection.

About ongoing research

In general, there is a lack of research-based knowledge on the short- and long-term effects, course
and prognosis of different treatments. There is a need for medical clinical and epidemiological
studies with outcome studies, including on people with gender incongruence who are not offered, do
not start or stop the different treatments.

"We have to think in terms of the life cycle. What about those
who received treatment and those who did not receive
treatment? (...) We should have gone to those who were treated
and asked if they would do it again. I would do it again (30
years ago), but for others... not sure."

REPRESENTATIVE PATIENT ORGANIZATION

There are various opportunities for research. All health enterprises are knowledge institutions and
should have patient-oriented research as an integral part of their activities. Clinical studies contribute
to updated knowledge about the safety and efficacy of treatment and contribute to knowledge about
treatment results in clinical practice. Clinical research in the health enterprises has long been a
priority area with the aim of strengthening quality and patient safety. This is also in line with the
National Action Plan for Clinical Studies for 2021-2025.

Internationally and nationally, much research on gender incongruence is ongoing in several
disciplines, including medicine, psychology and sociology. Prospective and retrospective long-term
studies with longer observation periods will gradually emerge. Research on rare outcomes and
outcomes that can occur long after treatment (such as heart attacks, cancer and osteoporosis) will
take a long time to be answered.

Various efforts are being made to produce comprehensive national overviews of the field. In Norway,
the Norwegian Institute of Public Health launched the Gender Incongruence project in 2020 to study
gender incongruence in people under the age of 25. The project will provide more knowledge about
gender incongruence in Norway and support proper health care. Approval has been given to link
data from national health registers, the National Treatment Service for Gender Incongruence and
Statistics Norway. No such epidemiologic studies of gender incongruence have previously been
conducted in Norway.

In summary

The teenage population, which accounts for a large proportion of the increase in referrals to
specialist health services over the last ten years, is a new population of patients for which the
evidence base is insufficient both nationally and internationally. The stability of gender dysphoria
occurring or expressed in adolescence is not known as there is a lack of follow-up studies. It is
uncertain to what extent gender incongruence and gender dyspharia persist in this patient group
compared to previous patient populations. A large proportion have mental iliness, developmental
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disorders or other conditions that were not described in previous studies. The available evidence
from previous studies is therefore
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not necessarily transferable to the group of teenagers with gender incongruence and gender
dysphoria who increasingly seek puberty-suspending and gender-affirming treatment. There is a
particular lack of research-based knowledge on the treatment of patients with non-binary gender
incongruence.

Ukom considers it necessary for patient safety that the knowledge base on gender incongruence and
gender dysphoria is strengthened, and that health services are organized in line with the knowledge
base. In Norway, no systematic review has been conducted in the field, no updated assessments of
recent foreign reviews have been made, and no full health technology assessment of puberty
blockers and gender-affirming treatment with hormones and surgery for children and adolescents has
been conducted. No medical quality register with national status has been established to provide an
overview and assess the quality of the treatments given to children and adolescents with gender
incongruence and gender dysphoria in Norway. Such measures are essential to improve the
knowledge base for clinical decision-making and to promote clinical research and development in the
field.
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Summary

In conversations with us and in the consultation process for the national guideline, several
stakeholders have questioned the soundness of the health care offered to children and adolescents
with gender incongruence and gender dysphoria.

When we now assess the requirement for justifiability, we focus primarily on interventions of an
invasive nature with a potentially high risk of harm, such as puberty blockers, gender-affirming
hormones and surgery. Less invasive measures, such as counseling, prostheses and hair removal,
are measures that can contribute to coping with gender incongruence, but do not have the same risk
of harm as more invasive measures: This is therefore excluded from our assessments.

The requirement of defensibility has a broad basis in health legislation. The requirement for
defensibility relates to assessment, treatment and follow-up. National professional guidelines will
often help in this work by describing measures and solutions based on up-to-date, recognized
professional knowledge and often specify what practice should be. At the same time, professional
guidelines will provide guidance on how much deviation from good practice can be accepted before
the deviation leads to the service being indefensible.

The Norwegian Board of Health Supervision and the State Governor are responsible for ensuring
that the service operates responsibly. It is difficult for the Norwegian Board of Health Supervision to
exercise control of soundness when the professional guideline, which should be normative, is
unclear and vague.

The requirement of soundness in relation to children and young people presupposes that all
assessment, treatment and follow-up must be in line with the 'best interests of the child'. For all
decisions made in relation to children and young people, an overall assessment must be made of
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