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Foreword from the Chair

“Medicine’s ground state is uncertainty.
Wisdom - for both the patients and doctors
- is defined by how one copes with it.”

Atul Gawande, Complications (2002)

This Review is not about defining what it means
to be trans, nor is it about undermining the
validity of trans identities, challenging the right
of people to express themselves, or rolling back
on people’s rights to healthcare. It is about what
the healthcare approach should be, and how
best to help the growing number of children and
young people who are looking for support from
the NHS in relation to their gender identity.

The Review has not been conducted in a
vacuum. There have been many moving parts
and a significant, often challenging public
debate. | have been buffeted by different issues
along the way but have tried to remain focused
on my remit.
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Dr Hilary Cass

One of the great pleasures of the Review

has been getting to meet and talk to so many
interesting people. | want to thank all those who
have generously given their time to share their
stories, experiences and perspectives. | have
spoken to transgender adults who are leading
positive and successful lives, and feeling
empowered by having made the decision to
transition. | have spoken to people who have
detransitioned, some of whom deeply regret
their earlier decisions. | have spoken to many
parents, with very different perspectives.
Some have fought to get their children onto a
medical pathway and have spoken about how
frustrated they have felt to have to battle to get
support. Others have felt a medical pathway
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was entirely the wrong decision for their child
and have described their dismay about actions
taken without their consent and in ignorance
of the various other difficulties their child may
have been through, such as loss of a parent,
traumatic iliness, diagnosis of neurodiversity
and isolation or bullying in school.

As well as hearing from those with lived
experience, | have spoken to a very wide

range of clinicians and academics. Clinicians
who have spent many years working in gender
clinics have drawn very different conclusions
from their clinical experience about the best way
to support young people with gender-related
distress. Some feel strongly that a majority of
those presenting to gender services will go on
to have a long-term trans identity and should be
supported to access a medical pathway at an
early stage. Others feel that we are medicalising
children and young people whose multiple

other difficulties are manifesting through gender
confusion and gender-related distress.

One thing unites all these people; they all
believe passionately in what they have told

me, and those with either parental or clinical
responsibility for children and young people are
trying their very best to do what they feel is the
right thing to support them.

Despite the best intentions of everyone with a
stake in this complex issue, the toxicity of the
debate is exceptional. | have faced criticism
for engaging with groups and individuals who
take a social justice approach and advocate
for gender affirmation, and have equally been
criticised for involving groups and individuals
who urge more caution. The knowledge and
expertise of experienced clinicians who have
reached different conclusions about the best
approach to care are sometimes dismissed
and invalidated.

There are few other areas of healthcare where
professionals are so afraid to openly discuss
their views, where people are vilified on social
media, and where name-calling echoes the
worst bullying behaviour. This must stop.

Polarisation and stifling of debate do nothing to
help the young people caught in the middle of
a stormy social discourse, and in the long run
will also hamper the research that is essential
to finding the best way of supporting them to
thrive.

This is an area of remarkably weak evidence,
and yet results of studies are exaggerated or
misrepresented by people on all sides of the
debate to support their viewpoint. The reality is
that we have no good evidence on the long-term
outcomes of interventions to manage gender-
related distress.

It often takes many years before strongly
positive research findings are incorporated into
practice. There are many reasons for this. One
is that doctors can be cautious in implementing
new findings, particularly when their own clinical
experience is telling them the current approach
they have used over many years is the right one
for their patients. Quite the reverse happened
in the field of gender care for children. Based
on a single Dutch study, which suggested that
puberty blockers may improve psychological
wellbeing for a narrowly defined group of
children with gender incongruence, the practice
spread at pace to other countries. This was
closely followed by a greater readiness to start
masculinising/feminising hormones in mid-
teens, and the extension of this approach to a
wider group of adolescents who would not have
met the inclusion criteria for the original Dutch
study. Some practitioners abandoned normal
clinical approaches to holistic assessment,
which has meant that this group of young
people have been exceptionalised compared

to other young people with similarly complex
presentations. They deserve very much better.

13
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On a personal note, | would like to talk through
this foreword to the children and young people
at the heart of this Review. | have decided not to
write to you separately because it is important
that everyone hears the same message. Some
of you have been really clear that you want
much better advice on the options available

to you and the risks and benefits of different
courses of action and will be pleased by what
you will read in this report. Others of you have
said you just want access to puberty blockers
and hormones as quickly as possible, and
may be upset that | am not recommending
this. | have been very mindful that you may be
disappointed by this. However, what | want to
be sure about is that you are getting the best
combination of treatments, and this means
putting in place a research programme to look
at all possible options, and to work out which
ones give the best results. There are some
important reasons for this decision.

Firstly, you must have the same standards of
care as everyone else in the NHS, and that
means basing treatments on good evidence.

| have been disappointed by the lack of
evidence on the long-term impact of taking
hormones from an early age; research has let
us all down, most importantly you. However,
we cannot expect you to make life-changing
decisions in a vacuum without being able to
weigh their risks and benefits now and in the
long-term, and we have to build the evidence-
base with good studies going forward. That

is why | am asking you to join any research
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studies that look at the longer-term outcomes
of these interventions so you can help all those
coming behind you. We have to show that the
treatments are safe and produce the positive
outcomes you want from them. People in
research studies often do better than people
who are on regular treatment because they get
the chance to try new approaches, as well as
getting much closer follow-up and support.

Secondly, medication is binary, but the fastest
growing group identifying under the trans
umbrella is non-binary, and we know even less
about the outcomes for this group. Some of
you will also become more fluid in your gender
identity as you grow older. We do not know the
‘sweet spot’ when someone becomes settled in
their sense of self, nor which people are most
likely to benefit from medical transition. When
making life-changing decisions, what is the
correct balance between keeping options as
flexible and open as possible as you move into
adulthood, and responding to how you feel right
now?

Finally, | know you need more than medical
intervention, but services are really stretched,
and you are not getting the wider support you
need in managing any mental health problems,
arranging fertility preservation, getting help
with any challenges relating to neurodiversity,
or even getting counselling to work through
questions and issues you may have. We need
to look at all the elements that are needed in
a package of care that will help you thrive and
fulfil your broader life goals.
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The first step for the NHS is to expand
capacity, offer wider interventions, upskill the
broader workforce, take an individualised,
personal approach to care, and put in place
the mechanisms to collect the data needed for
quality improvement and research.

Expanding capacity at all levels of the system
will not only allow for more timely care and
space to explore, but also free-up the specialist
services for those who need them most. |
know there are many who have waited too long
already and will continue to do so, and that like
me, colleagues across the NHS are deeply
concerned about this. We can't fix everything
overnight, but we must make a start.

| would also like to share some thoughts with

all my clinical colleagues. We have to start from
the understanding that this group of children
and young people are just that; children and
young people first and foremost, not individuals
solely defined by their gender incongruence or
gender-related distress. We have to cut through
the noise and polarisation to recognise that
they need the same standards of high-quality
care to meet their needs as any other child or
young person. When you talk to these young
people and their parents/carers, they want the
same things as everyone else: the chance to
be heard, respected and believed; to have their
questions answered; and to access help and
advice. It is only when they have been on very
long waiting lists, and sidelined from usual care
in local services, that they are forced to do their
own research and may come to a single medical
answer to their problems.

As experienced clinicians, you are familiar with
dealing with complexity in presentation, but for
this group of young people expertise has been
concentrated in a small group of people, which
has served to gatekeep the knowledge. We
have heard many clinical staff question their
capacity and capability and this has made them
nervous about working within this population.

| know you just need the appropriate training,
support and most importantly the confidence to
do what you have been trained to do and treat
this population as you would any other young
person in distress.

In conducting this Review | have had to make
recommendations based on the currently
available information. | am very aware that

this is a point in time and as new evidence is
gathered different insights might emerge. | have
recommended a service model that has inbuilt
mechanisms to be able to evolve and adapt with
the emerging research overseen by appropriate
governance structures both within individual
NHS organisations and at a national level.

It is not just children and young people

with gender-related distress who are facing
emotional and social challenges, but the wider
population of adolescents. We can only do our
job by being ambitious for all children and young
people and prioritising development of services
to meet their broader needs.

e

Dr Hilary Cass, OBE
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About this report

The Independent Review of Gender Identity Services for Children and Young People
was commissioned by NHS England to make recommendations on the questions
relating to the provision of these services as set out in the terms of reference.

The Review has been forward looking. Its role was to consider how the current clinical
approach and service model should be improved. In order to do this, it has been
necessary to understand the current landscape and why change is needed, so that
any future model addresses existing challenges.

This report is primarily for the commissioners and providers of services for children
and young people needing support around their gender. However, because of the wide
interest in this topic, effort has been made to make it as accessible as possible, while
also representing the data which are sometimes detailed and complex.

The Review is cognisant of the broader cultural and societal debates relating to the
rights of transgender people. It is not the role of the Review to take any position on
the beliefs that underpin these debates. Rather, this Review is strictly focused on the
clinical services provided to children and young people who seek help from the NHS
to resolve their gender-related distress.

The report has five parts:
1. Approach
2. Context

Understanding the patient cohort

Clinical approach and clinical management

Service model




About this report

Throughout, the Review has focused on hearing a wide range of perspectives

to better understand the challenges within the current system and aspirations for
how these could be addressed. This report does not contain all that we have heard
but summarises consistent themes, using direct quotes to illustrate points made,
where appropriate.

The report includes findings from the systematic reviews commissioned to
inform the work. The full peer reviewed papers are available with open access

at https://adc.bmj.com/pages/gender-identity-service-series.

The report represents a point in time and draws conclusions and makes
recommendations based on the evidence that is currently available.

The Review is independent of the NHS and Government and neither required
nor sought approval or sign-off of this report’s contents prior to publication.

17
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language

Labels can be confusing; young people sometimes find them helpful and sometimes
find them stigmatising. There is no consensus on the best language to use around
this subject. The language surrounding this area has also changed rapidly and young
people have developed varied ways of describing their experiences using different
terms and constructs that are relevant to them.

The Review tries as far as possible to use language and terms that are respectful
and acknowledge diversity, but that also accurately describe the complexity of what
we are trying to articulate.

The terms used may not always feel right to some; nevertheless, it is important
to emphasise that the language used is not an indication of a position being taken
by the Review. A glossary of terms is included. Key definitions are:

Gender incongruence is the term used in the International Classification of Diseases
Eleventh Revision (ICD-11) (World Health Organization, 2022) to describe “a marked
and persistent incongruence between an individual’s experienced gender and the
assigned sex”. It has been moved out of the “Mental and behavioural disorders”
chapter and into the “Conditions related to sexual health” chapter so that it is not
perceived as a mental health disorder. It does not include references to dysphoria or
dysfunction.

Gender dysphoria is the term used in Diagnostic and Statistical Manual of Mental
Disorders, Fifth Edition, Text Revision (DSM-5-TR) (American Psychiatric Association,
2022). In the DSM-5-TR definition gender incongruence has to be associated with
clinically significant distress or impairment of function. Younger children with gender
incongruence may not experience dysphoria, but it commonly arises or increases as
they enter puberty.

Gender dysphoria is the more commonly used term in research publications, as well
as clinical settings. It is also most likely to be familiar to the lay public since it has been
used widely in mainstream and social media. Like depression, it is a label that is used
colloquially to describe feelings, as well as being a formal diagnosis.

18
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Within the report, we use the term gender incongruence as defined above, and gender-
related distress to describe the feelings that commonly arise or intensify during puberty
and lead to a young person seeking help from the NHS.

The term child is used to refer to pre-pubertal children and young people to refer to under
18s who have entered puberty. The report also refers to adolescents when discussing
the stages of brain development, and both adolescents and youth where the study being
described uses these terms. Young adults refers to those between the ages of 18 and 30.

During the lifetime of the Review, the term trans has moved from being a quite narrow
definition to being applied as an umbrella term to a broader spectrum of gender diversity.
This report uses ‘transgender’ to describe binary transgender individuals and ‘non-binary’
for those who do not have a traditional gender binary of male or female. The term ‘gender
non-conforming’ is used to describe those individuals who do not choose to conform to
traditional gender norms and ‘gender-questioning’ as a broader term that might describe
children and young people who are in a process of understanding their gender identity.
The term ‘trans’ is used as the umbrella term.

The terms patient and service user are also used throughout the report. Although these
have been used interchangeably, we have used service user when someone has used the
service but may no longer be a patient under the service.

This report also includes citations from many other sources. It is important to note that
these citations may use language and terminology that the Review would not choose.
As a general rule, the report retains the language of the referenced papers. Any
adaptation of a citation to provide clarity is represented.

The Review was commissioned by and is for the NHS in England, however throughout
the report we use the terms NHSE, NHS and UK. This is usually to align with the papers
and research being discussed.

19
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Summary and
recommendations

1. The aim of this Review is to make
recommendations that ensure that children
and young people who are questioning
their gender identity or experiencing gender
dysphoria receive a high standard of care.
Care that meets their needs, is safe, holistic
and effective. At its heart are vulnerable
children and young people and an NHS
service unable to cope with the demand.

2. Yet from the start, the Review stepped

into an arena where there were strong and
widely divergent opinions unsupported by
adequate evidence. The surrounding noise and
increasingly toxic, ideological and polarised
public debate has made the work of the Review
significantly harder and does nothing to serve
the children and young people who may already
be subject to significant minority stress.

3. Within this context the Review set out to
understand the reasons for the growth in
referrals and the changing epidemiology, and to
identify the clinical approach and service model
that would best serve this population.

4. There are conflicting views about the

clinical approach, with expectation at times
being far from usual clinical practice. This has
made some clinicians fearful of working with
gender-questioning young people, despite their
presentation being similar to many children and
young people presenting to other NHS services.

5. Although some think the clinical approach
should be based on a social justice model, the
NHS works in an evidence-based way.

20

Whilst navigating a way through the surrounding
‘culture war’, the Review has been acutely and
increasingly aware of the need for evidence

to support its thinking and ultimately the final
recommendations made in this report.

6. When the Review started, the evidence
base, particularly in relation to the use of
puberty blockers and masculinising/feminising
hormones, had already been shown to be weak.
There was, and remains, a lot of misinformation
easily accessible online, with opposing sides

of the debate pointing to research to justify a
position, regardless of the quality of the studies.

7. To understand the best way to support
children and young people, the Review’s
ambition was therefore not only to understand
the existing evidence, but also to improve the
evidence base so that young people, their
families and carers, and the clinicians working
with them have the best information upon
which to form their decisions.

8. To scrutinise the existing evidence

the Review commissioned a robust and
independent evidence review and research
programme from the University of York to inform
its recommendations and remained cautious in
its advice whilst awaiting the findings.

9. The University of York’s programme of
work has shown that there continues to be a
lack of high-quality evidence in this area and
disappointingly, as will become clear in this
report, attempts to improve the evidence base
have been thwarted by a lack of cooperation
from the adult gender services.

10. The Review has therefore had to base its
recommendations on the currently available
evidence, supplemented by its own extensive
programme of engagement.



Summary and recommendations

11. Hearing directly from people with lived
experience and clinicians has provided valuable
insight into the ways in which services are
currently delivered and experienced. This has
contributed to the Review’s understanding of
the positive experiences of living as a trans or
gender diverse person, as well the uncertainties,
complexities and challenges faced by children,
young people, their families and carers, and
those working in and around services trying to
support them.

12. This report is organised into five parts:

* Part 1 - Approach describes the Review’s
approach to the work undertaken.

* Part 2 - Context explores the history of
services for children and young people with
gender dysphoria, highlighting the changing
demographic and the rise in referral rate.

* Part 3 - Understanding the patient cohort
sets out what we have learnt about the
characteristics of children and young people
who are seeking NHS support for gender
incongruence and considers what may be
driving the rise in referrals and the change
in the case-mix.

» Part 4 - Clinical approach and clinical
management looks at what we need
to do to help children and young people
to thrive: the purpose, expected benefits
and outcomes of clinical interventions in
the pathway, including the use of hormones
and how to support complex presentations.

* Part 5 - Service model considers the
gender service delivery model, workforce
requirements, pathways of care into this
specialist service, further development
of the evidence base and how to embed
continuous clinical improvement and
research.

13. At the end of this Review, while there is
still uncertainty, the following remains true:

« There are children and young people,
families and carers all trying to make sense
of their individual situations, often dealing
with considerable challenges and upheaval.

» The length of the waiting list to access
gender services has significant implications
for this population and NHS service
delivery.

* Generalisations about children and young
people questioning their gender identity
or experiencing gender dysphoria are
unhelpful. People are individuals.

* Young people’s sense of identity is not
always fixed and may evolve over time.
There should be no hierarchy of gender
identity or how this is expressed, be that
socially or medically. Nobody should feel
the need to invalidate their own experience
for fear it reflects badly on other identities
and choices.

« Whilst some young people may feel an
urgency to transition, young adults looking
back at their younger selves would often
advise slowing down.

+ For some, the best outcome will be transition,
whereas others may resolve their distress
in other ways. Some may transition and
then de/retransition and/or experience
regret. The NHS needs to care for all those
seeking support.

» The care of this population needs to be
holistic and personal. It may comprise a
wide range of interventions and services,
some of which can be delivered outside
NHS specialist services.

21
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There remains diversity of opinion as to
how best to treat these children and young
people. The evidence is weak and clinicians
have told us they are unable to determine
with any certainty which children and young
people will go on to have an enduring

trans identity.

Many primary and secondary care clinicians
have concerns about their capacity and
competence to work with this population
and some are fearful of doing so given the
surrounding social debate.

Our current understanding of the long-term
health impacts of hormone interventions is
limited and needs to be better understood.

Young people become particularly vulnerable
at the point of transfer to adult services.

14. Whatever your views on gender identity,
there is no denying there are increasing
numbers of children and young people seeking
support from the NHS for gender-related
distress. They should receive the same quality
of care as other children and young people
experiencing distress.

15. A compassionate and kind society
remembers that there are real children, young
people, families, carers and clinicians behind
the headlines. The Review believes that each
individual child and young person seeking help
from the NHS should receive the support they
need to thrive.
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Key points and recommendations

16. In considering the key questions outlined in
the terms of reference, this Report can only set

out what is known and unknown and think about

how the NHS can respond safely, effectively
and compassionately, leaving some issues

Figure 1: What has informed the Review?

Evidence

« Series of systematic reviews
« Qualitative research
« Quantitative research

« GIDS discharge summary audit

Lived Experience

« Weekly listening sessions with
individual service users & parents

« Focus groups with young people
& young adults

« Regular meetings with support &
advocacy groups

« Existing documented insights into
lived experience

« Personal narratives

The Cass
Review

for wider societal debate. However, in order to
gain as broad an understanding as possible the

Review drew on several sources of information

(see Figure 1), underpinned by basic scientific

and clinical principles.

Independent review
of gender identity
services for children
and young people

Professional Input

- Listening sessions with clinicans &
other professionals

« Focus groups with GIDS staff

« Programme of thematic roundtables
« Professional panel & online survey

« Clinical Expert Group

« Workshops & discussions with frontline
staff, professional bodies, national
organisations & system leaders

International Sources

« Guideline appraisal
« International survey

» Meetings with international
clinicians & policy makers
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17. The numbers of children and young people  Service (GIDS) has been increasing year on
presenting to the UK NHS Gender Identity year since 2009, with an exponential rise in 2014.

Figure 2: Sex ratio in children and adolescents referred to GIDS in the UK (2009-16)

2000
1800
1600
1400
1200
1000
800
600
400
200

0

2009 2010 2011 2012 2013 2014 2015 2016

15 48* 78* 141* 221* 314~ 689* 1071*

Adolescents M 24 44 41 77* 120* 185* 293* 426*
Children F 2 7 12 17 22 36 77* 138*
Children M 10 19 29 30 31 55* 103* 131

AFAB = Assigned female at birth
AMAB = Assigned male at birth

*Indicates p< .05 which shows a significant increase of referrals compared to previous year

Source: Figure adapted from 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). Archives of Sexual
Behavior, 47(5), 1301-1304. https://doi.org/10.1007/s10508-018-1204-9, with permission from Springer Nature.
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18. Prior to 2009, GIDS did not attract
significant attention. At that time, the service
saw fewer than 50 children per year, with even
fewer receiving medical treatment. However,
unprecedented demand and a change in the
demographic of young people accessing gender
services has generated a series of unresolved
issues, a long waiting list and an unsustainable
service model, one that was not set up to
manage the new population.

19. The Review has focused on future provision
and has not scrutinised previous provision, but
it is necessary to look back to fully appreciate
the context leading to the current circumstances
and to learn lessons relating to previous and
current clinical management and understand
why change is needed.

20. GIDS was established in 1989. At that time,
the service saw fewer than 10 children a year,
predominantly pre-pubertal birth-registered
males, and the main focus was therapeutic,
with only a small proportion referred for hormone
treatment by around age 16.

21. The approach to treatment changed with
the emergence of ‘the Dutch Protocol’ which
involved the use of puberty blockers from early
puberty. In 2011, the UK trialled the use of
puberty blockers in the ‘early intervention study.’

22. Preliminary results from the early
intervention study in 2015-2016 did not
demonstrate benefit. The results of the study
were not formally published until 2020, at which
time it showed there was a lack of any positive
measurable outcomes. Despite this, from 2014
puberty blockers moved from a research-only
protocol to being available in routine clinical
practice and were given to a broader group of
patients who would not have met the inclusion
criteria of the original protocol.

23. The adoption of a treatment with uncertain
benefits without further scrutiny is a significant
departure from established practice. This, in
combination with the long delay in publication
of the results of the study, has had significant
consequences in terms of patient expectations
of intended benefits and demand for treatment.

24. A planned update of the service
specification by NHS England in 2019,
examined the published evidence on medical
interventions in this area and found it to be
weak. In the absence of a clear evidence base
on how best to support the growing numbers of
gender-questioning children and young people
seeking help from the NHS this Independent
Review was commissioned by NHS England in
autumn 2020.

Interim report

25. In 2022, the Review published an interim
report, which provided some initial advice. It set
out the importance of evidence-based service
development and highlighted major gaps and
weaknesses in the research base underpinning
the clinical management of children and young
people with gender incongruence and gender
dysphoria, including the appropriate approaches
to assessment and treatment. Critically, the
interim report highlighted that little is known
about the medium- and longer-term outcomes
for children and young people receiving NHS
support and/or treatment.

26. This lack of evidence placed limitations on
the advice that could be given by the Review.
An independent research programme was
commissioned with the aim of providing the
Review with the best available collation of
published evidence, as well as qualitative and
quantitative research to fill knowledge gaps.
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27. The research programme, led by the
University of York, comprised appraisal of
the published evidence and guidelines, an
international survey and quantitative and
qualitative research. A Clinical Expert Group
(CEG) was established by the Review to help
interpret the findings.

28. This final report provides full details of
the research approach and methodology
used by the research team and a synthesis of
the findings alongside interpretation of what
they mean for the Review. The peer reviewed
systematic reviews have been published
alongside this report.

29. In addition to formal research, an extensive
programme of engagement has informed the
Review. A mixed-methods approach was taken
that prioritised input from people with relevant
lived experience and organisations working with
LGBTQ+ youth or children and young people
generally, and clinicians and other professionals
with responsibility for providing care and support
to children and young people within specialist
gender services and beyond.

Understanding
the patient cohort

30. The Review explored the reasons for the
increase in referrals and why this increase has
disproportionately been seen in birth registered
females presenting in adolescence, and the
implications of this for the service.

31. This is a different cohort from that looked

at by earlier studies. Among referrals there is

a greater complexity of presentation with high
levels of neurodiversity and/or co-occurring
mental health issues and a higher prevalence
than in the general population of adverse
childhood experiences and looked after children.
The increase in referrals and change in case-
mix is also being seen internationally.
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32. Understanding who is accessing services
informs an appropriate clinical approach.
Therefore, to gain a complete understanding,
the Review examined what is known about the
nature and causes of gender incongruence and
dysphoria. This goes to the heart of some of the
core controversies in this area.

33. A failure to consider or debate the
underlying reasons for the change in the patient
population has led to people taking different
positions about how to respond to the children
and young people at the centre of the debate,
without reasoned discussion about what has led
to their gender experience and distress.

34. There is broad agreement that gender
incongruence, like many other human
characteristics, arises from a combination of
biological, psychological, social and cultural
factors.

35. A common explanation put forward is that
the increase in presentation is because of
greater acceptance. While it certainly seems

to be the case that there is much greater
acceptance of trans identities, particularly
among younger generations, which may
account for some of the increase in numbers,
the exponential change in referrals over a
particularly short five-year timeframe is very
much faster than would be expected for normal
evolution of acceptance of a minority group.
This also does not adequately explain the switch
from birth-registered males to birth-registered
females, which is unlike trans presentations in
any prior historical period.

36. There are different issues involved in
considering gender care for children and young
people than for adults. Children and young
people are on a developmental trajectory that
continues to their mid-20s and this needs

to be considered when thinking about the
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determinants of gender incongruence. An
understanding of brain development and the
usual tasks of adolescence is essential in
understanding how development of gender
identity relates to the other aspects of
adolescent development.

37. This group of young people should also

be considered in the context of a wider group

of adolescents with complex presentations
seeking help from the NHS. There has been

a substantial increase in rates of mental health
problems in children and adolescents across the
UK over the past decade, with increased anxiety
and depression being most evident in teenage
girls and a rise in young people presenting

with other bodily manifestations of distress;

for example, eating disorders, tics and body
dysmorphic disorder.

38. Research suggests gender expression

is likely determined by a variable mix of

factors such as biological predisposition,

early childhood experiences, sexuality and
expectations of puberty. For some mental health
difficulties are hard to disentangle. The impact
of a variety of contemporary societal influences
and stressors (including online experience)
remains unclear. Peer influence is also very
powerful during adolescence as are different
generational perspectives.

39. Pragmatically the above explanations for the
observed changes in the population are all likely
to be true to a greater or lesser extent, but for any
individual a different mix of factors will apply.

40. This is a heterogenous group, with broad
ranging presentations often including complex
needs that extend beyond gender-related
distress and this needs to be reflected in the
services offered to them by the NHS.

41. Too often this cohort are considered a
homogenous group for whom there is a single
driving cause and an optimum treatment
approach, but this is an over-simplification of the

situation. Being gender-questioning or having a
trans identity means different things to different
people. Among those being referred to children
and young people’s gender services, some may
benefit from medical intervention and some may
not. The clinical approach must reflect this.

42. Working through this multi-layered
developmental process takes time, and the role
of the clinical team is to help the young person
address some of these issues so that they can
better understand their gender identity and
evaluate the options available to them.

Clinical approach
and management

43. Clinicians have a range of viewpoints on
the care and treatment of gender-questioning
children and young people, with many left
confused as to what the best approach might
be. There are mixed views on what young
people want and need; for example, young
people have told us they need space and
time to explore, but also that questioning feels
intrusive. Some parents feel less questioning is
needed, whilst others think the process is not
thorough enough.

44. The Review sought to better understand the
different clinical approaches and management,
including through a standardised procedure

for appraising international clinical guidelines
(carried out by the research team at the
University of York).

45. The findings raise questions about the
quality of currently available guidelines. Most
guidelines have not followed the international
standards for guideline development, and
because of this the research team could only
recommend two guidelines for practice - the
Finnish guideline published in 2020 and the
Swedish guideline published in 2022.

2]



Independent review of gender identity services for children and young people

46. However, even these guidelines lack clear
recommendations regarding certain aspects of
practice and would be of benefit if they provided
more detailed guidance on how to implement
recommendations.

47. The World Professional Association of
Transgender Healthcare (WPATH) has been
highly influential in directing international
practice, although its guidelines were found
by the University of York appraisal process
to lack developmental rigour.

48. Early versions of two international
guidelines - the Endocrine Society 2009 and
WPATH 7 - influenced nearly all the other
guidelines, except for the recent Nordic
guidelines.

49. Given the lack of evidence-based
guidelines, it is imperative that staff working
within NHS gender services are cognisant of the
limitations in relation to the evidence base and
fully understand the knowns and the unknowns.

Assessment

50. The interim report advised that a
developmentally informed assessment
framework is needed to guard against
inconsistencies and gaps in the assessment
process, with clear responsibility and guidance
for the different components of the process at
primary, secondary and tertiary level.

51. Despite the agreement within the
international guidelines on the need for a
multi-disciplinary team, and some commonalities
between them in the areas explored during the
assessment process, the most striking problem is
the lack of any consensus on the purpose of the
assessment process.

28

52. In response to these findings, the Review
asked its CEG to develop a consensus on the
purpose of and approach to assessment.

53. Cognisant of the inconsistency in the
published research and the complexity of
presentations, the CEG worked to develop

a holistic needs assessment framework. Its
purpose is to derive a multi-level formulation
leading to an individual care plan that supports
the development of the child/young person’s
broader wellbeing and functioning. This is
consistent with approaches for adolescents
with other complex multi-faceted presentations.

54. When conducting an assessment, it will

be important that clinicians are mindful that
presentations, pathways and outcomes for this
cohort are very individual, and the focus needs
to be on helping each person to find the best
pathway for them. Assessments should be
respectful of the individual’s experience and be
developmentally informed.

Recommendation 1:

Given the complexity of this
population, these services must
operate to the same standards
as other services seeing children
and young people with complex

presentations and/or additional

risk factors. There should be a
nominated medical practitioner
(paediatrician/child psychiatrist) who
takes overall clinical responsibility
for patient safety within the service.
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Recommendation 2:

Clinicians should apply the
assessment framework developed
by the Review’s Clinical Expert
Group, to ensure children/

young people referred to NHS
gender services receive a holistic
assessment of their needs to
inform an individualised care plan.
This should include screening for
neurodevelopmental conditions,
including autism spectrum disorder,
and a mental health assessment.
The framework should be kept
under review and evolve to reflect
emerging evidence.

Diagnosis

55. The Review has heard mixed views
about how young people perceive the value
of a diagnosis of gender dysphoria. Many
young people do not see themselves as
having a medical condition and some may
feel it undermines their autonomy and right
to self-determination. Others see diagnosis
as validating, and important when looking to
access hormone treatment.

56. Some service users and advocates view
an extensive exploration of other conditions

and diagnoses as an attempt to find ‘any other
reason’ for the person’s distress other than them

being trans.

57. There are several reasons why listing all
relevant formal diagnoses is important for this
group of children and young people:

» To provide the best evidence-based care,
it is important that the clinician considers
all possible (sometimes multiple) diagnoses
that may be hindering the young person’s
wellbeing and ability to thrive.

» The clinician carries responsibility for
the assessment, subsequent treatment
recommendations and any harm that
might be caused to a patient under their
care. They need to define as clearly
and reproducibly as they can exactly
what condition they are treating to be
accountable for their decisions on the
options offered to the patient. If they are
offering potentially irreversible medical
treatments to a patient, it is important to
specify whether the patient meets formal
diagnostic criteria for gender dysphoria or
any other conditions.

+ Finally, the Review’s commissioned
systematic review demonstrated that
other diagnoses within the group were not
consistently documented, and in order to
better understand and support these young
people it is essential that all diagnoses are
systematically recorded for clinical and
research purposes.

58. Although a diagnosis of gender dysphoria
has been seen as necessary for initiating
medical treatment, it is not reliably predictive

of whether that young person will have
longstanding gender incongruence in the future,
or whether medical intervention will be the best
option for them.
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Understanding how the gender-related distress
has evolved in a particular individual, what other
factors may be contributing, and the individual’s
needs and preferences for treatment are equally
important.

59. It is also important to ensure that there is
a focus on functioning, general well-being and
resilience, to ensure the child/young person is
able to make considered decisions about their
future pathway.

Individualised care plan

60. Historically, the model of care for children
and young people presenting with gender
incongruence or distress was entirely based on
a psychosocial model, with medical interventions
being introduced more recently. Most clinical
teams would still see psychosocial interventions
as the starting point in a care pathway.

61. The controversy surrounding the use of
medical treatments has taken focus away from
what an individual’s care and treatment plan is
intended to achieve, both for individual children
and young people and for the overall population.

62. The Review has kept at its heart the concern
that clinicians are dealing with a group of children
and young people who frequently, albeit not
always, will be in a state of considerable
distress by the time they present to the NHS,
and will often have multiple unmet needs.

63. There should be a tiered approach to any
intervention package which:

» addresses urgent risk;

 reduces distress and associated mental
health issues and psychosocial stressors,
so that the young person is able to function
and make complex decisions;

» co-develops a plan for addressing the
gender issues, which may involve any
combination of social, psychological and
physical interventions.
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64. There should be a distinction for the
approach taken to pre- and post-pubertal
children when considering the most appropriate
interventions. This is of particular importance

in relation to social transition, which may not

be thought of as an intervention or treatment
because it is something that generally happens
at home, online or in school and not within
health services..

65. The central aim is to help young people
to thrive and achieve their life goals. The
immediate goal of the care and treatment plan
must be to address distress, if this is part of
the child/young person’s presentation, and
any barriers to participation in everyday life
(for example, school community or social
activities).

66. For the majority of young people, a medical
pathway may not be the best way to achieve
this. For those young people for whom a
medical pathway is clinically indicated, it is not
enough to provide this without also addressing
wider mental health and/or psychosocially
challenging problems such as family breakdown,
barriers to participation in school life or social
activities, bullying and minority stress.

Psychological interventions

67. The systematic review of psychosocial
interventions found that the low quality of the
studies, the poor reporting of the intervention
details, and the wide variation in the types of
interventions investigated, meant it was not
possible to determine how effective different
interventions were for children and young
people experiencing gender distress.

68. Despite this, we know that many
psychological therapies have a good evidence
base for the treatment in the general population
of conditions that are common in this group,
such as depression and anxiety.
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This is why it is so important to understand
the full range of needs and ensure that these
young people have access to the same helpful
evidence-based interventions as others.

69. In addition to treating co-existing
conditions, the focus on the use of puberty
blockers for managing gender-related distress
has overshadowed the possibility that other
evidence-based treatments may be more
effective. The intent of psychosocial intervention
is not to change the person’s perception of who
they are, but to work with them to explore their
concerns and experiences and help alleviate
their distress regardless of whether or not the
young person subsequently proceeds on a
medical pathway.

70. The role of therapeutic approaches needs
to be understood and data and information must
be collected on the applicability of approaches
for gender-related distress and any co-occurring
conditions. This will start to bring understanding
the efficacy of treatments in line with those
routinely used for other children and young
people in distress

Recommendation 3:

Standard evidence

based psychological and
psychopharmacological treatment
approaches should be used to

support the management of the
associated distress and cooccurring
conditions. This should include
support for parents/carers and
siblings as appropriate.

Social transition

71. There is no single definition of social
transition, but it is broadly understood to refer to
social changes to live as a different gender such
as altering hair or clothing, name change, and/or
use of different pronouns.

72. There is a spectrum from young people who
make relatively limited gender non-conforming
changes in appearance to those who may have
fully socially transitioned from an early age and
may be living in stealth.

73. One key difference between children and
adolescents is that parental attitudes and
beliefs will have an impact on whether the child
socially transitions. For adolescents, exploration
is @ normal process, and rigid binary gender
stereotypes can be unhelpful.

74. There are different views on the benefits
versus the harms of early social transition.
Some consider that it may improve mental
health for children experiencing gender-related
distress, while others consider that it makes

it more likely that a child’s gender dysphoria,
which might have resolved at puberty, has an
altered trajectory potentially, culminating in
life-long medical intervention.

75. In the UK and internationally, it is now the
norm for many children and young people to
present to gender clinics having undergone full
or partial social transition.

76. The systematic review showed no clear
evidence that social transition in childhood

has any positive or negative mental health
outcomes, and relatively weak evidence for any
effect in adolescence. However, those who had
socially transitioned at an earlier age and/or
prior to being seen in clinic were more likely to
proceed to a medical pathway.
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77. Although it is not possible to know from
these studies whether earlier social transition
was causative in this outcome, lessons from
studies of children with differences in sexual
development (DSD) show that a complex
interplay between prenatal androgen levels,
external genitalia, sex of rearing and socio-
cultural environment all play a part in eventual
gender identity.

78. Therefore, sex of rearing seems to have
some influence on eventual gender outcome,
and it is possible that social transition in
childhood may change the trajectory of gender
identity development for children with early
gender incongruence.

79. The clinician should help families to
recognise normal developmental variation in
gender role behaviour and expression. Avoiding
premature decisions and considering partial
rather than full transitioning can be a way of
ensuring flexibility and keeping options open
until the developmental trajectory becomes
clearer.

Recommendation 4:

When families/carers are making
decisions about social transition
of pre-pubertal children, services

should ensure that they can be
seen as early as possible by a
clinical professional with relevant
experience.
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Medical pathways

80. The original rationale for use of puberty
blockers was that this would buy ‘time to think’
by delaying onset of puberty and also improve
the ability to ‘pass’ in later life. Subsequently it
was suggested that they may also improve body
image and psychological wellbeing.

81. The systematic review undertaken by

the University of York found multiple studies
demonstrating that puberty blockers exert their
intended effect in suppressing puberty, and
also that bone density is compromised during
puberty suppression.

82. However, no changes in gender dysphoria
or body satisfaction were demonstrated. There
was insufficient/inconsistent evidence about the
effects of puberty suppression on psychological
or psychosocial wellbeing, cognitive development,
cardio-metabolic risk or fertility.

83. Moreover, given that the vast majority of
young people started on puberty blockers
proceed from puberty blockers to masculinising/
feminising hormones, there is no evidence that
puberty blockers buy time to think, and some
concern that they may change the trajectory of
psychosexual and gender identity development.

84. The Review’s letter to NHS England (July
2023) advised that because puberty blockers
only have clearly defined benefits in quite
narrow circumstances, and because of the
potential risks to neurocognitive development,
psychosexual development and longer-term
bone health, they should only be offered under
a research protocol. This has been taken
forward by NHS England and National Institute
for Health and Care Research (NIHR).
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85. The University of York also carried out a
systematic review of outcomes of masculinising/
feminising hormones. Overall, the authors
concluded that “There is a lack of high-quality
research assessing the outcomes of hormone
interventions in adolescents with gender
dysphoria/incongruence, and few studies that
undertake long-term follow-up. No conclusions
can be drawn about the effect on gender
dysphoria, body satisfaction, psychosocial
health, cognitive development, or fertility.
Uncertainty remains about the outcomes for
height/growth, cardiometabolic and bone health.
There is suggestive evidence from mainly
pre-post studies that hormone treatment may
improve psychological health, although robust
research with long-term follow-up is needed”.

86. It has been suggested that hormone
treatment reduces the elevated risk of death
by suicide in this population, but the evidence
found did not support this conclusion.

87. The percentage of people treated with
hormones who subsequently detransition
remains unknown due to the lack of long-term
follow-up studies, although there is suggestion
that numbers are increasing.

88. A problem, that has become increasingly
apparent as the Review has progressed is

that research on psychosocial interventions

and longer-term outcomes for those who do

not access endocrine pathways is as weak as
research on endocrine treatment. This leaves

a major gap in our knowledge about how best
to support and help the growing population of
young people with gender-related distress in the
context of complex presentations.

Long-term outcomes

89. One of the major difficulties with planning
and evaluating gender identity services for
children and young people is the very limited
evidence on the longer-term outcomes for
people who have accessed GIDS.

90. When clinicians talk to patients about what
interventions may be best for them, they usually
refer to the longer-term benefits and risks of
different options, based on outcome data from
other people who have been through a similar
care pathway. This information is not currently
available for interventions in children and young
people with gender incongruence or gender
dysphoria, so young people and their families
have to make decisions without an adequate
picture of the potential impacts and outcomes.

91. A strand of research commissioned by the
Review was a quantitative data linkage study.
The aim of this study was to fill some of the
gaps in follow-up data for the approximately
9,000 young people who have been through
GIDS. This would help to develop a stronger
evidence base about the types of support

and interventions received and longer-term
outcomes. This required cooperation of GIDS
and the NHS adult gender services.

92. In January 2024, the Review received a
letter from NHS England stating that, despite
efforts to encourage the participation of the
NHS gender clinics, the necessary cooperation
had not been forthcoming.
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93. This quantitative study represents a unique
opportunity to provide further evidence to assist
young people, their parents/carers, and the
clinicians working with them to make informed
decisions about the right pathway for them.

94. Although retrospective research is never
as robust as prospective research, it would
take a minimum of 10-15 years to extract the
necessary follow-up data

95. NHS England has stated a commitment to
realising the ambitions of the data linkage study
beyond the life of the Review and the Review
has detailed the University of York’s experience
in trying to move the study forward.

Recommendation 5:

NHS England, working with DHSC
should direct the gender clinics to
participate in the data linkage study

within the lifetime of the current
statutory instrument. NHS England’s
Research Oversight Board should
take responsibility for interpreting
the findings of the research.

Challenges in clinical
decision making

96. One of the main areas of contention in the
provision of gender services for children and
young people is the use of hormone treatments
for gender dysphoria. In developing its vision for
the new service, the Review has considered the
issue of consent, the challenges of which were
starkly brought to light by the Bell vs Tavistock
case.
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97. The Judicial Review’s responsibilities could
not be extended beyond the issue of capacity
and competence to consent. However, consent
is more than just capacity and competence. It
requires clinicians to ensure that the proposed
intervention is clinically indicated as they

have a duty to offer appropriate treatment. It
also requires the patient to be provided with
appropriate and sufficient information about the
risks, benefits and expected outcomes of the
treatment.

98. Assessing whether a hormone pathway

is indicated is challenging. A formal diagnosis

of gender dysphoria is frequently cited as a
prerequisite for accessing hormone treatment.
However, it is not reliably predictive of whether
that young person will have longstanding gender
incongruence in the future, or whether medical
intervention will be the best option for them.

99. In addition, the poor evidence base makes

it difficult to provide adequate information on
which a young person and their family can make
an informed choice.

100. A trusted source of information is needed
on all aspects of medical care, but in particular it
is important to defuse/manage expectations that
have been built up by claims about the efficacy
of puberty blockers.

101. Although young people often express a
sense of urgency in their wish to access medical
treatments, based on personal experience some
young adults have suggested that taking time

to explore options is preferable. The option to
provide masculinising/feminising hormones

from the age of 16 is available, but the Review
would recommend an extremely cautious
clinical approach and a strong clinical rationale
for providing hormones before the age of 18.
This would keep options open during this
important developmental window, allowing time
for management of any co-occurring conditions,
building of resilience, and fertility preservation,

if required.
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102. The overarching conclusion from the
evidence presented in this Review is that the
puberty blocker research protocol, which is
already in development, needs to be one part of
a much broader research programme that seeks
to build the evidence on all potential interventions

Recommendation 7:

Long-standing gender incongruence
should be an essential pre-requisite
for medical treatment but is only

and determine the most effective way of
supporting these children and young people.

Recommendation 6:

The evidence base underpinning
medical and non-medical

interventions in this clinical area
must be improved. Following our

earlier recommendation to establish

a puberty blocker trial, which

has been taken forward by NHS
England, we further recommend

a full programme of research be
established. This should look at the
characteristics, interventions and
outcomes of every young person
presenting to the NHS gender
services.

* The puberty blocker trial should
be part of a programme of
research which also evaluates
outcomes of psychosocial

interventions and masculinising/

feminising hormones.

Consent should routinely be
sought for all children and
young people for enrolment in
a research study with follow-up
into adulthood.

one aspect of deciding whether a
medical pathway is the right option
for an individual.

Recommendation 8:

NHS England should review the
policy on masculinising/feminising
hormones. The option to provide
masculinising/feminising hormones
from age 16 is available, but the
Review would recommend extreme
caution. There should be a clear
clinical rationale for providing
hormones at this stage rather than
waiting until an individual reaches 18.

Recommendation 9:

Every case considered for medical
treatment should be discussed at

a national Multi Disciplinary Team
(MDT) hosted by the National
Provider Collaborative replacing the
Multi Professional Review Group
(MPRG).

Recommendation 10:

All children should be offered fertility
counselling and preservation prior to
going onto a medical pathway.
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Service model

103. Since receiving the Review’s interim
report, NHS England has taken steps to
increase capacity, establishing two new services
led by specialist children’s hospitals. This is the
first step in commissioning a network of regional
services across the country.

104. The Review had hoped to take learning
from these interim services. Instead, it has gained
insight from the considerable challenges faced
in their establishment within a highly emotive
and politicised arena. This, coupled with concerns
about the weakness of the evidence base and
lack of professional guidance, has impacted

on the ability of the new services to recruit the
appropriate multi-disciplinary workforce.

105. The Review welcomes the first steps NHS
England has taken to establish a regional model
of care, but maintains that a distributed model
of care is needed to meet current demand and
provide a more appropriate holistic, localised
and timely approach to caring for children and
young people needing support.

106. Services should not be located solely in
tertiary centres and a much broader based
service model is needed with a flexible
workforce working across a regional footprint
in partnership with local services. Models of
care that deliver a clinical service over multiple
sites have a potential to maintain geographical
access to services whilst improving quality of
care and optimising the use of the workforce.

107. Clinical Network and Multi-Site models
provide better continuity of care, closer to home,
and the ability for children and young people

to move more easily between components of
the service at their own pace. They also allow
the workforce to be shared across the network
without destabilising local services and address
some of the recruitment challenges experienced
by both GIDS and the new providers.
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108. Establishment of a National Provider
Collaborative should ensure the regional
centres operate to shared standards and
operating procedures, developing protocols for
assessment and treatment. The Collaborative
should have a role in overseeing ethics, training
and professional development, data and audit,
quality improvement and research requirements,
as well as providing a forum for the discussion
of complex cases. The aim is that no matter
where in the country the child/young person

is seen, they will receive the same high
standards of evidence-based care.

109. In addition to the single overarching
National Provider Network, each Regional
Centre should work with local services within
their region as a formalised Operational Delivery
Network (ODN). These formalised networks

and increased number of providers should allow
care and risk to be actively managed at different
levels according to need, reducing waiting times
for specialist care.

110. This model will also support integration
between different children’s services and
facilitate early access to local services along
flexible pathways that better respond to
individual needs. Overall, this model should
improve the experience of care for children and
young people questioning their gender identity.

111. The new regional services should establish
the National Provider Collaborative without
delay and quickly develop their networks, utilising
existing local relationships in the first instance to
accelerate service provision. This approach would
act as a stepping stone to ultimately skilling up all
secondary level services to provide assessment
and psychological support for these children and
young people, with medical intervention remaining
at tertiary level.
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Recommendation 11:

NHS England and service providers
should work to develop the regional
multi-site service networks as soon
as possible. This could be based on
a lead provider model, where NHS
England delegates commissioning
responsibility to the regional services

to subcontract locally to providers in
their region.

Recommendation 12:

The National Provider Collaborative
should be established without delay.

Workforce

112. The Review recognises that workforce
shortfalls are one of the most challenging
aspects of delivering this service.

113. Within the existing model of care, the vast
majority of gender-questioning children and
young people who seek help from the NHS have
been referred to a highly specialised workforce
working solely in gender care. A smaller number
are successfully supported in local Child and
Adolescent Mental Health Services (CAMHS) or
paediatric services. This approach has had the
unintended consequence of deskilling the rest
of the workforce and generating unmanageably
long waiting lists.

114. Given the increasing numbers of gender
diverse and gender-questioning young people,
it is important that all clinical staff can support
them in a range of settings across the NHS. It
is equally important that professionals who are
involved in their ongoing care have broad-based
skills in adolescent physical and mental health
so that young people are treated holistically

and not solely on the basis of their gender
presentation.

115. In line with international practice, the
Regional Centres will need a broad multi-
professional workforce. The skills of those
working within the service need to reflect the
broad and varied needs of this heterogenous
group and the service needs to include the
appropriate skill mix to support both individuals
for whom medical intervention is clinically
indicated and those for whom it is not.

116. This workforce should include psychiatrists,
paediatricians, psychologists, psychotherapists,
clinical nurse specialists, social workers,
specialists in autism and other neurodiverse
presentations, speech and language therapists,
occupational health specialists and, for the
subgroup for whom medical treatment may be
considered appropriate, endocrinologists and
fertility specialists. Social care should also

be embedded and there should be expertise

in safeguarding and support for looked-after
children and children who have experienced
trauma.

117. When outlining the future service model,
to increase the available workforce without
depleting other service areas, the Review has
described a flexible, multi-site staff group working
under joint contracts that support flexibility.

120. Staff should maintain a broad clinical
perspective by working across related non-gender
services within the tertiary centre and between
tertiary and secondary centres in order to
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embed the care of children and young people
with gender-related distress within a broader
child and adolescent health context. This has
the additional benefits of not destabilising
existing services, supporting continuity and
connection and democratising knowledge.

118. This is a highly challenging, complex and
emotive area in which to work. Those working
with this group should have professional
supervision and support to provide a place for
exploration of their own approach and the range
of emotions they may feel. There should be
formal processes for raising concerns that sit
outside immediate supervision. This should also
support consistency in approach and improve
retention of the workforce.

119. The National Provider Collaborative
should also explore running structured forums
where all staff, clinical and non-clinical, come
together regularly to discuss the emotional and
social aspects of working within the service -
supporting staff by giving them a safe place

to raise issues.

Recommendation 13:

To increase the available workforce
and maintain a broader clinical lens,
joint contracts should be utilised

to support staff to work across the
network and across different services.

Recommendation 14:

NHS England, through its Workforce
Training and Education function,
must ensure requirements for this
service area are built into overall
workforce planning for adolescent
services.
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Training and education

120. There is a lack of confidence among

the wider workforce to engage with gender-
questioning children and adolescents. Many
clinicians working with children and young
people have transferable skills and expertise,
but there is a need for all clinicians across the
NHS to receive better training on how to work
sensitively and effectively with trans, non-binary
and gender-questioning young people.

121. Clinicians working with children and young
people and families/carers will need to have
the skills to competently engage families/carers
from a broad range of backgrounds, and be
aware and informed of the range of priorities
that young people and their parents/carers can
present to services.

122. Young people told the Review that they
want clinicians to listen to them, respect how
they feel and support them to work through

their feelings and options. They expect clinicians
to display compassion, understanding and
validation, and to treat them as an individual.

123. Training programmes should follow
practice in other service areas (for example,
safeguarding), where the level of competency
and training needs depend on the staff

group and clinical area.

124. A consortium of relevant Medical Royal
Colleges and professional bodies should
develop a shared skills and competency
framework relevant to all clinical and social
care staff working in this area at different levels
within the system. This should include broader
skills in adolescent care, as well as the more
specific aspects relevant to gender care.

125. Individual professional organisations
should determine which of the transferable skills
and competencies are already embedded in the
training curricula of their specific staff groups
and where the gaps are.
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126. The consortium should then develop a
curriculum to cover topics that are deemed to
be missing from existing training programmes
and curricula, and necessary for top-up training/
continuing professional development (CPD)/
credentialing for individuals working within this
area.

Recommendation 15:

NHS England should commission
a lead organisation to establish a
consortium of relevant professional
bodies to:

 develop a competency framework

« identify gaps in professional
training programmes

develop a suite of training
materials to supplement
professional competencies,
appropriate to their clinical

field and level. This should
include a module on the holistic
assessment framework and
approach to formulation and
care planning.

Recommendation 16:

The National Provider Collaborative

should coordinate development of
evidence-based information and
resources for young people, parents
and carers. Consideration should
be given as to whether this should
be a centrally hosted NHS online
resource.

Service improvement

127. Central to any service improvement is the
systematic and consistent collection of data on
the outcomes of treatment.

128. Throughout the course of the Review, it
has been evident that there has been a failure
to reliably collect even the most basic data and
information in a consistent and comprehensive
manner; data have often not been shared or
have been unavailable.

129. It will be critical that the new services
form a learning environment. There should be

a process of continuous service improvement
and clinical reflection, with consideration of how
services should evolve as the evidence base
grows and care pathways are evaluated.

130. There remains the need for the collection
of an agreed core dataset to inform service
improvement and research, based on similar
approaches already established in other
specialties; for example, in paediatric critical
care. This will be critical to informing current
and future clinical practice and care for this
population.

Recommendation 17:

A core national data set should
be defined for both specialist and
designated local specialist services.

Recommendation 18:

The national infrastructure should
be put in place to manage data
collection and audit and this should
be used use this to drive continuous
quality improvement and research in
an active learning environment.
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Clinical research capacity

131. The gaps in the evidence base regarding
all aspects of gender care for children and
young people have been highlighted, from
epidemiology through to assessment, diagnosis
and intervention.

132. It is troubling that so little is known about
this cohort and their outcomes. An ongoing
programme of work is required if the new case-
mix of children and young people and their
needs are to be fully understood, as well as the
short- medium- and longer-term impacts of all
clinical interventions.

133. Given the uncertainties regarding the
long-term outcomes for medical and non-medical
interventions, and the broader knowledge gaps
in this area, research capacity is needed to:

 provide ongoing appraisal of new research
and rapid translation into clinical practice;

+ continue to identify areas of practice where
further research is needed;

« fast-track the development of an ambitious
research portfolio that will inform policy
on assessment, support and clinical care
of children with gender dysphoria, from
presentation through to appropriate social,
psychological and medical management.

134. The appropriate research questions and
protocols will need to be developed with input
from a panel of academics, clinicians, service
users and ethicists.

135. To build on the work undertaken by the
University of York and maintain an up-to-date
understanding of this complex and fast-moving
research area, a living systematic review (where
the systematic review could be continually
updated to reflect new evidence as it becomes
available to inform the clinical approach of the
new services, ensuring it remains up-to-date
and dynamic) should be established.
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136. Without an established research strategy
and infrastructure, the outstanding questions
relating to interventions to support this
population will remain unanswered, and the
evidence gaps will continue to be filled with
opinion and conjecture.

137. Better quality evidence is critical if the NHS
is to provide reliable, transparent information
and advice to support children, young people,
their parents and carers in making potentially
life-changing decisions.

Recommendation 19:

NHS England and the National
Institute for Health and Care
Research (NIHR) should ensure
that the academic and administrative
infrastructure to support a
programme of clinically-based
research is embedded into the
regional centres.

Recommendation 20:

A unified research strategy should
be established across the Regional
Centres, co-ordinated through the
National Provider Collaborative and
the Research Oversight Group, so
that all data collected are utilised
to best effect and for sufficient
numbers of individuals to be
meaningful.
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Recommendation 21:

To ensure that services are
operating to the highest standards
of evidence the National Institute
for Health and Care Research
(NIHR) should commission a living
systematic review to inform the
evolving clinical approach.

Pathways

138. Clear criteria are needed for referral to
services along the pathway from primary to
tertiary care so that gender-questioning children
and young people who seek help from the NHS
have equitable access to services.

139. When the Review commenced, access

to the specialist GIDS service was unusual in
that the service accepted referrals directly from
primary care (a GP) and from non-healthcare
professionals including teachers and youth
workers.

140. NHS England has since consulted on a
proposal for all referrals to come via secondary
care and the Review supports this approach.

141. This report sets out the different roles and
responsibilities within the Review’s proposed
service delivery model; from primary through to
tertiary care and discharge and how the network
should ensure that children and young people
are appropriately engaged within the health
system.

Pathways within the service

142. Discussions with clinicians highlighted the
importance of differentiating the subgroups
within the referred population who may be at risk
and/or need more urgent support, assessment
or intervention; there may also be subgroups
for whom early advice to parents or school staff
may be a more appropriate first step.

143. Children and young people should be able
to move flexibly between different elements of
the service in a step-up or step-down model,
allowing them and their parents/carers to make
decisions at their own pace without requiring
rereferral into the system.

144. The current evidence base suggests that
children who present with gender incongruence
at a young age are most likely to desist before
puberty, although for a small number the
incongruence will persist. Parents and families
need support and advice about how best to
support their children in a balanced and non-
judgemental way. Helping parents and families
to ensure that options remain open and flexible
for the child, whilst ensuring that the child is
able to function well in school and socially is an
important aspect of care provision and there
should be no lower age limit for accessing such
help and support.

Recommendation 22:

Within each regional network,

a separate pathway should be
established for pre-pubertal children
and their families. Providers

should ensure that pre-pubertal
children and their parents/carers
are prioritised for early discussion
with a professional with relevant
experience.

1



Independent review of gender identity services for children and young people

Transfer to adult gender services

145. Currently, significant numbers of young
people are being transferred from GIDS to adult
services. Some will have been under the care of
GIDS, however another group will still have been
waiting for their first GIDS appointment at the time
they turned 17, and their wait will now count in their
wait for adult services.This is increasing waiting
lists for adult services and disadvantaging older
adults seeking NHS support.

146. This represents a significant risk of
discontinuity in clinical care and loss to
follow-up. It also means that data on outcomes,
which are essential to improve the knowledge
base, are lost.

147. A follow-through service would benefit
both this younger population and the adult
population. This will have the added benefit
in the longer-term of increasing the capacity
of adult provision across the country as more
gender services are established.

148. This would be consistent with the other
service areas supporting young people that are
selectively moving to a ‘0-25 years’ service to
improve continuity of care.

Recommendation 23:

NHS England should establish follow-
through services for 17-25-year-olds
at each of the Regional Centres,
either by extending the range of the
regional children and young people’s

service or through linked services, to
ensure continuity of care and support
at a potentially vulnerable stage in
their journey. This will also allow
clinical, and research follow up data
to be collected.

42

149. The Review requested data on the
demographics of referrals into NHS adult
gender clinics, which demonstrated that the
majority of referrals were birth-registered
females under the age of 25.

150. While provision within the adult Gender
Dysphoria Clinics (GDCs) is outside the scope
of this Review, a number of current and past
GDC staff have contacted the Review in
confidence with their concerns.

151. The Review will set out the main points

of concern to NHS England separately.
However, the clinicians highlighted the changing
adult demographic and same complexity of
presentation as seen in gender services for
children and young people.

152. As the services for children and young
people develop, a strategic approach will be
needed to ensure that adult service provision
takes account of different population needs
and emerging evidence.

Recommendation 24:

Given that the changing
demographic presenting to
children and young people’s
services is reflected in a change

of presentations to adult services,
NHS England should consider
bringing forward any planned update
of the adult service specification

and review the model of care and
operating procedures.
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Detransition

153. NHS gender services should support

all those presenting with gender incongruence
and dysphoria, whether that be to transition,
detransition or retransition. Those who
detransition should be carefully monitored in

a supportive setting, particularly when coming
off hormone treatments.

154. The Review has heard that people
experiencing regret may be hesitant to engage
with the gender services that supported them
through their initial transition. Consideration
should be given to whether existing service
specifications need to be adapted to specifically
provide detransition pathways or whether this
should be a separately commissioned service.
This should be in consultation with people who
have been through detransition.

Recommendation 25:

NHS England should ensure there
is provision for people considering

detransition, recognising that they
may not wish to reengage with the
services whose care they were
previously under.

Private provision

155. The Review has been told that a number
of young people have sought private provision
whilst on the waiting list for GIDS, and about
families trying to balance the risks of obtaining
unregulated and potentially dangerous hormone
supplies over the internet with the ongoing
trauma of prolonged waits for assessment.
Feedback from the lived experience focus
groups presents this as “a forced choice
(because the NHS provision is not accessible

in a timely way) rather than a preference.” The
ongoing cost of this treatment and the subsequent
monitoring can be prohibitive for some.

156. GPs have expressed concern about
being pressurised to prescribe hormones after
these have been initiated by private providers
and that there is a lack of clarity around their
responsibilities in relation to monitoring.

157. The Review understands and shares

the concerns about the use of unregulated
medications and of providers that are not
regulated within the UK. Any clinician who
ascertains that a young person is being given
drugs from an unregulated source should make
the young person and their family aware of the
risks of such treatment.

158. In terms of shared care and prescribing
responsibility, this should mirror other areas

of practice. Specifically, no clinician should
prescribe outside their competence, nor should
GPs be expected to enter into a shared care
arrangement with a private provider, particularly
if that private provider is acting outside NHS
guidance. Additionally, pharmacists are
responsible for ensuring medications prescribed
to patients are suitable.

159. However, there should be an arrangement
to carry out relevant investigations to ensure

a young person is not coming to harm (for
example, monitoring bone density).

160. In the case of puberty blockers, NHS
England has set out that these will only be
available under a research protocol. On
entering the trial, the young person will have
a number of tests to establish their baseline
levels for monitoring purposes (for example,
in relation to bone density), as well as other
initial assessments. If an individual were to
take puberty blockers outside the study, their
eligibility may be affected.
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Recommendation 26:

The Department of Health and
Social Care and NHS England
should consider the implications
of private healthcare on any future
requests to the NHS for treatment,
monitoring and/or involvement in
research. This needs to be clearly
communicated to patients and
private providers.

Recommendation 27:

The Department of Health and
Social Care should work with

the General Pharmaceutical
Council to define the dispensing
responsibilities of pharmacists of
private prescriptions and consider
other statutory solutions that would
prevent inappropriate overseas
prescribing.

NHS number

161. Currently, when a person requests to
change their gender on their NHS record,
NHS guidance requires that they are issued
with a new NHS number. This has implications
for safeguarding and clinical management of
these children and young people and could
affect longer-term health management

(for example, the screening they are offered).

162. From a research perspective, the issuing
of new NHS numbers makes it more difficult to
identify the long-term outcomes for a patient
population for whom the evidence base is
currently weak.
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Recommendation 28:

The NHS and the Department
of Health and Social Care
needs to review the process and

circumstances of changing NHS
numbers and find solutions to
address the clinical and research
implications.

Implementation

163. The Review recognises that delivery

of the aspirations set out in this report will
require significant changes. The move to the
proposed service model will require a phased
approach and it may be several years before
the full model is operational across the country.
Pragmatic strategic and operational plans are
required, that set out the steps that will be taken
to realise the service transformation.

164. Governance needs to be put in place

to oversee implementation of the required
changes and provide system-wide leadership.
This should be external to the Specialised
Commissioning division and draw clinical
leadership from professional bodies. Given
the level of external interest in these services
progress against the implementation plans
should be reported.

165. While the Review has focused on children
and young people with gender incongruence
and gender-related distress, the NHS needs to
be ambitious in its provision for all children and
young people seeking NHS support.
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166. NHS provision for children and young
people across the board requires greater
service and workforce development and
sustained investment. Without this we are letting
down future generations. NHS England should
use this opportunity to integrate investment

and development of gender services with the
ambitions set out in the NHS Long Term Plan for
broader provision, with consideration given to a
complex adolescent pathway.

Recommendation 29:

NHS England should develop an
implementation plan with clear
milestones towards the future clinical
and service model. This should
have board level oversight and be

developed collaboratively with those
responsible for the health of children
and young people more generally to
support greater integration to meet
the wide-ranging needs of complex
adolescents.

Recommendation 30:

NHS England should establish
robust and comprehensive contract
management and audit processes
and requirements around the

collection of data for the provision
of these services. These should
be adhered to by the providers
responsible for delivering these
services for children and young
people

Wider system learning

167. Clinical staff need support and guidance
from their professional bodies to apply the
evidence-based approaches described in
this report. The consortium brought together
to develop training resources should also

be a vehicle for agreeing professional
guidance for their respective clinical groups.
This collaborative approach should include
processes for listening to the community the
service is built for.

Recommendation 31:

Professional bodies must come
together to provide leadership and

guidance on the clinical management
of this population taking account of
the findings of this report.

168. Innovation is important if medicine is to
move forward, but there must be a proportionate
level of monitoring, oversight and regulation

that does not stifle progress, but prevents creep
of unproven approaches into clinical practice.
Innovation must draw from and contribute to the
evidence base.

Recommendation 32:

Wider guidance applicable to
all NHS services should be
developed to support providers
and commissioners to ensure

that innovation is encouraged but
that there is appropriate scrutiny
and clinical governance to avoid
incremental creep of practice in the
absence of evidence.
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Approach




1. Methodology

1.1 At the outset, the Review established
the core principles that would underpin the
approach taken.

» The welfare of the child or young
person must remain paramount in all
considerations. At the centre of the
Review is a group of children and young
people who are seeking support, and our
responsiblity is to devise a model of care
that will safeguard their best interests and
set each one of them on a pathway that
helps them thrive as an individual.

* The Review has to be grounded in a
thorough examination of the most robust
existing evidence. To support this, we
commissioned systematic reviews on a
range of issues from epidemiology through
to treatment approaches, and international
models of current practice.

* The (formal) evidence would only provide
part of the picture and we needed to
hear from a range of people; crucially the
children and young people at the centre
of the review, but also their parents and
carers, as well as young adults who have
been through gender care in the UK and
could give a longer-term perspective.

+ We also needed input from a very wide
range of professionals from different
agencies who have relevant experience
and could contribute to our understanding
of the population and the evidence.

+ Finally, we wanted to ensure that key
findings were shared as quickly as possible,
through publication of interim findings,
blogs, and any communications with NHS
England over the course of the Review.

1.2 In considering the questions set out in

the terms of reference, this Review can only
set out what is known and unknown and think
about how the NHS can best respond safely,
effectively and compassionately, leaving some
issues for wider societal debate. However,

in order to gain as broad an understanding

as possible we drew on several sources of
information, underpinned by basic scientific
and clinical principles.

Understanding evidence

1.3 The Review’s interim report in 2022 set
out the importance of evidence-based service
development and highlighted major gaps and
weaknesses in the evidence base underpinning
the clinical management of children and

young people with gender incongruence and
gender dysphoria, including for the appropriate
approaches to assessment and treatment.

In particular, it became apparent how little was
known about the medium- and longer-term
outcomes for children and young people
receiving NHS support and/or treatment.

1.4 The quality of the evidence base for
interventions for gender incongruence

and gender dysphoria is a source of debate
and contention. This makes it very difficult
for young people and their families to know
what information to trust and what to expect
from the treatments offered.

1.5 A fundamental principle of clinical medicine
is that treatments should be offered based on
the best available evidence.

1.6 In evidence-based practice, three factors
determine treatment decisions; research
evidence, clinical expertise and patient values.
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Figure 3: Components of evidence-based

medicine
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1.7 For example, if a doctor diagnoses a patient
with depression and recommends a particular
antidepressant medication, they should
invariably explain that there is strong evidence
that the drug is effective; for example, it has an
85% chance of improving the depression.

1.8 The doctor will also point out possible side
effects; for example, it has a 5% chance of
causing weight gain. If the patient already happens
to be very distressed about being overweight, they
may not feel that the potential benefits of the drug
outweigh the risk that they may gain weight.

1.9 The doctor will then consider other options;
for example, there may be a different drug that
does not cause weight gain but increases risk
of suicide. If the patient has made a recent
suicide attempt that would not be an appropriate
alternative to offer to this patient.

1.10 Without this evidence for benefits and
harms, it is hard for the doctor to advise the
patient, and for the patient to decide whether
they want to try the proposed treatment.



Explanatory Box 1:

Principles of treatments studies

The following information is intended to provide some accessible explanations of the
strengths and limitations of the evidence and treatment studies used to inform the Review’s
recommendations.

* The development of a new drug or treatment involves a number of steps to ensure that
it is safe (there are minimal harms or side effects) and effective (there is a good chance
the drug will produce the intended benefit). If another treatment already exists for the
condition, an important step is to test whether the new treatment is better, and whether
it is cost effective. This is best quantified by undertaking a randomised trial. Sometimes
a drug may have severe side effects, but if the condition is life threatening, these side
effects may be considered acceptable (for example, some chemotherapies for cancer).

* An important principle in treatment trials is equipoise. This means that the researchers
genuinely do not know which treatment is better - the existing treatment or the new
treatment. If they have very strong reasons to believe the new treatment is better, or
indeed worse, they cannot ethically carry out a trial. Occasionally a trial may be stopped
early if it is obvious that the new treatment is causing harm or is strongly beneficial.

Some types of treatment studies

» The ‘gold standard’ trial is a randomised controlled trial (RCT). In this type of trial there
are at least two groups. One is given the new treatment and the other, the control
group, is given a standard or alternative treatment, or perhaps no treatment. Patients
are randomly allocated to the two groups, and it is important to make sure there are no
important differences between the two groups.

» The term blind or blinded is used in RCTs. There are different levels of blinding: firstly,
if researchers are doing the assessments, they should not know which group a patient
has been allocated to. Secondly, the patient can be blinded so that they do not know if
they are on the new treatment or the original treatment, or even on a placebo (dummy
pills). Finally, the treating doctor (or team) should ideally be blind to the group allocation,
so their treatment of the patients does not differ.

* Participants in a study must be told about blinding processes when they consent to be
in the trial. It is not always possible for people to be blind to a treatment; for example, in
a trial of acupuncture versus physiotherapy, patients will know which treatment they are
receiving. In these situations, people interpreting the results of the study must take into
account any possible placebo effect. This is when people believe that the treatment will
produce a beneficial outcome and having this belief results in them feeling better.
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There are hardly any RCTs in children and young people receiving endocrine treatment
for gender incongruence/dysphoria, but the following are the most commonly reported
types of studies:

» Two types of studies that are sometimes used to look at the effects of puberty blockers

and masculinising/feminising hormones are cohort studies and cross-sectional studies,
which are different ways of looking at outcomes in groups who did or didn’t get a particular
intervention. These are all called observational studies whereas RCTs are called
experimental studies. This is because in cohort or cross-sectional studies the researcher
did not allocate which patients receive an intervention. There may still be a comparison
group, but participants will not have been randomly allocated to the two groups.

The most common study for patients receiving puberty suppression is a pre-post

study. This is where study participants are assessed before and after they receive an
intervention. Because there is no comparison group of individuals who did not receive
the treatment, and because one cannot rule out changes that would have occurred over
time without treatment, it is not possible to draw strong conclusions from these studies.

Pitfalls of treatment trials

* A major problem in making sense of trial findings is bias. There are many ways in which

results can be biased. For example, if 50% of the sample drops out, this would be referred
to as a high attrition rate. It’s possible that the people who remained in the study are those
who responded well to the treatment, whereas those who dropped out did so because

the treatment wasn’t working for them or they had bad side effects. This could result in a
positive bias in the study outcomes; in other words showing an effect when there isn’'t one.
It could also fail to show the side effects that caused people to drop out.

Another way of biasing results is if the patients in the treatment and control groups

differ in some way; for example, one group has more people who are younger, or sicker.
Researchers will assess the groups on several measures and compare them to see if they
are similar at the start of the study (baseline assessment). Random allocation of people

to the study groups and large numbers of participants help reduce the risk of differences
between study groups.

It is very important to get the inclusion and exclusion criteria of a study right (that is,
which patients can and cannot be included). For example, a trial might report that a
painkiller is highly effective, but if it turns out that only people with osteoarthritis in the
knee were included it would mean that the results cannot be generalised to patients with
headache. Although the drug may work very well for headache, it is not possible to be
sure about this on the basis of the findings of this particular study.



* In any design where patients are not blinded and know they are getting a particular
drug, or where they have chosen a specific treatment rather than being randomised
to one, they may show improvement because of a placebo effect (that is, they believe
that the treatment will produce a beneficial outcome).

Sometimes there are confounding factors in a study, such as the patient getting another
treatment at the same time as the trial treatment. Though randomisation and blinding
minimise the risk of bias and confounding, this is not completely watertight.

There must also be enough patients in a trial (the term ‘sufficiently powered’ is often
used where there are) to be sure the results reflect the range of possible outcomes
and do not give a ‘positive” result by chance, a so-called Type 1 (or alpha) error. Study
outcome measures are generally reported as the average for a group, but the range

is usually also given and can be very wide. For example, if the average outcome for a
group is 5 points out of a possible 10, a range of 2-9 would indicate much more varied
outcomes across the group than a range of 4-6. Size influences whether the reported
outcomes are statistically significant. In very small studies, for example one with only
four patients put on a treatment and in which three got better and one got worse, it
would not be possible to understand the full range of possible outcomes. Furthermore,
the benefits for three individuals could have happened by chance. For a result to

be statistically significant, it must be unlikely that the result could have happened

by chance. This is why substantial numbers of participants are required and a key
requirement of any trial is a pre-recruitment estimate of how many will be needed for the
study to produce meaningful results.

There are many other potential problems, some of which include:
- unconscious bias in questionnaire design where the questions are written

in a way that prompts a more favourable response;
- using the wrong kind of analysis for the available data;
- not following up for long enough to see the full benefits or harms of a treatment;
- seeing an improvement because patients were improving spontaneously over time;
- publication bias where, for example, only positive results are published.

a1



Building on evidence

Figure 4: What has informed the Review?

Evidence

« Series of systematic reviews
« Qualitative research
« Quantitative research

« GIDS discharge summary audit

Lived Experience

« Weekly listening sessions with

individual service users & parents

« Focus groups with young people

& young adults

« Regular meetings with support &

advocacy groups

« Existing documented insights into

lived experience

« Personal narratives

The Cass
Review

1.11 The Review has sought to better
understand the existing evidence, as well as
fill some of the gaps through qualitative and
quantitative research relevant to the Review’s

terms of reference (Appendix 1).

1.12 Following a national open procurement

process,the University of York was

commissioned to deliver an independent
research programme. The aim was to provide
the Review with the best available collation of
published evidence relevant to epidemiology,
clinical management, models of care and
outcomes, and to understand the experiences

and perspectives of service users, their families

and clinicians.
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Professional Input

- Listening sessions with clinicans &
other professionals

« Focus groups with GIDS staff

+ Programme of thematic roundtables
« Professional panel & online survey

« Clinical Expert Group

+ Workshops & discussions with frontline
staff, professional bodies, national
organisations & system leaders

International Sources

« Guideline appraisal
« International survey

+ Meetings with international
clinicians & policy makers

1.13 The systematic reviews were
commissioned to look at:

How has the population of children
presenting with gender dysphoria and/or
gender-related distress changed over time?

ii. What are the appropriate referral,
assessment and treatment pathways for
children with gender dysphoria and/or
gender-related distress?

iii. What are the short, medium and long-term
outcomes for children with gender dysphoria
and/or gender-related distress?



1.14 Additionally, an appraisal of an international

guidelines and international survey were

undertaken to supplement this information, looking

at evidence application and clinical practice in
other comparable healthcare systems.

1.15 Finally, the qualitative and quantitative
studies were designed to try and fill some
of the gaps in the existing literature.

1.16 The Review collated the findings from
these studies and used them to determine the

most appropriate clinical approach and models
of care, assessment and treatment.

Table 1: Overview of academic research programme commissioned by the Review

RESEARCH TYPE

SYSTEMIC REVIEWS

RESEARCH TITLE

Characteristics of children and adolescents referred to
specialist gender services: a systematic review

REPORT IN-TEXT CITATION

Taylor et al: Patient characteristics

Impact of social transition in relation to gender for
children and adolescents: a systematic review

Hall et al: Social transition

Psychosocial support interventions for children

and adolescents experiencing gender dysphoria or
incongruence: A systematic review

Heathcote et al: Psychosocial
support

Interventions to suppress puberty in adolescents

experiencing gender dysphoria or incongruence:
a systematic review

Taylor et al: Puberty suppression

Masculinising and feminising hormone interventions for

adolescents with gender dysphoria or incongruence: a
systematic review

Taylor et al: M/F hormones

Care pathways of children and adolescents referred to
specialist gender services: a systematic review

Taylor et al: Care pathways

INTERNATIONAL
GUIDELINES

Clinical guidelines for children and adolescents
experiencing gender dysphoria or incongruence:
a systematic review of guideline quality (part 1

Taylor et al: Guidelines 1:
Appraisal

Clinical guidelines for children and adolescents
experiencing gender dysphoria or incongruence: a

systematic review of recommendations (part 2)

Taylor et al: Guidelines 2:
Synthesis

INTERNATIONAL
SURVEY

Gender services for children and adolescents across
the EU-15+ countries: an online survey

Hall et al: Clinic survey

SUMMARY REPORT

The epidemiology, care pathways, outcomes, and
experiences of children and adolescents with gender
dysphoria/incongruence : a series of linked systematic
reviews and an international survey

Systematic review summary
(Appendix 2)

QUALITATIVE STUDY

Qualitative Research Summary: Narrative accounts of
gender questioning

Qualitative study summary
(Appendix 3)

QUANTITATIVE
STUDIES

Overview of Study Development: Assessment,
Management and Outcomes for Children and Young
People Referred to a National Gender Identity
Development Service

Data linkage study (Appendix 4)

Preliminary report: Epidemiology and Outcomes for
Children and Young People with Gender Dysphoria:
Retrospective Cohort Study Using Electronic Primary
Care Records

CPRD study (Appendix 5)
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Research governance

1.17 The original research studies were
reviewed by the Health Research Authority’s
(HRA) Research Ethics Committee, to

ensure the interests, safety, and wellbeing of
participants were protected. Where the research
was to involve access to pseudonymised patient
datasets, approval was also sought from the
HRA’s Confidentiality Advisory Group. This
assessment ensures the research complies
with the Data Protection Act 2018.

1.18 The systematic reviews were registered
on an international database of prospective
research (PROSPERO) to avoid research
duplication, promote transparency, and
minimise risk of bias.

Systemic reviews

Explanatory Box 2:

1.19 The original research studies were
reviewed by the Health Research Authority’s
(HRA) Research Ethics Committee, to ensure
the interests, safety, and wellbeing of those
affected were being protected. Where the
research was going to involve access to
pseudonymised patient data sets, approval
was also sought from the HRA’s Confidentiality
Advisory Group. This assessment ensures
compliance of the research with the Data
Protection Act 2018.

1.20 Final HRA approval ensured overall
integrity of the research by bringing together
the assessment of governance and legal
compliance.

Systemic reviews

* The highest form of evidence is that generated by a systematic review (Figure 5).
A systematic review is different from a general review article. It is a summary of the
literature on a particular question that uses explicitly defined and reproducible methods
to systematically search, critically appraise, and synthesise primary research information
(Cochrane, 2016; NIHRtv, 2010). It is designed to be reproducible, reliable and to

eliminate bias.

» Standardised quality assessment tools or questionnaires are available for assessing
different types of studies. This ensures that, as far as is possible, different people
appraising a paper will come to similar conclusions.
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Figure 5: Pyramid of standards of evidence

RANDOMIZED

CONTROLLED TRIALS

Information
quality COHORT

STUDIES )
Unfiltered

information

CASE-CONTROLLED
STUDIES

CASE SERIES
AND REPORTS

BACKGROUND INFORMATION
AND EXPERT OPINION

Information volume

Source: Reproduced with permission from: OpenMD. (2021, July 17). Levels of evidence.
Levels of Evidence in Medical Research. https://openmd.com/quide/levels-of-evidence

Figure 6: Steps in a systematic review

Produce report
& analysis

Formulate
question
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» The purpose of synthesising the data is to combine multiple different studies to get an

overall impression of the strength of the evidence; for example, in favour or against

a particular intervention. To do this, the reviewers need to assess the quality of the
studies in terms of recruitment, bias, design, analysis and all the other factors described
above. They will only include studies that meet a quality standard. Provided that those
studies have used similar measures and outcomes, their outcomes can be combined
(synthesised) across a much larger sample of participants.

GRADE (Grading of Recommendations, Assessment, Development, and Evaluations)
is the system widely used by organisations such as the National Institute for Health
and Care Excellence (NICE), Cochrane and the World Health Organization (WHO)

to summarise the quality of evidence and make clinical recommendations (GRADE
working group, n.d.). There are four levels of certainty about results:

- High certainty - The authors have a lot of confidence that the true effect is
similar to the estimated effect.

- Moderate certainty - The authors believe that the true effect is probably close
to the estimated effect.

- Low certainty - The true effect might be markedly different from the estimated
effect.

- Very low certainty - The true effect is probably markedly different from the
estimated effect.

The certainty is not just based on what kind of trial is used, but also the various pitfalls
set out above. So, for example, a RCT will be expected to produce results of high
certainty, but if there is high attrition and lots of other sources of bias and confounding,
the certainty will drop.

GRADE is commonly used to describe not just single studies, but the overall quality of
evidence on a particular question posed in a systematic review.

1.21 The University of York is the home of the 1.23 A single search strategy was developed
Centre for Reviews and Dissemination, one of for all the systematic reviews to identify studies
three bodies funded by the National Institute for examining gender dysphoria, gender-related
Health and Care Research (NIHR) to provide a  distress or gender incongruence in children/
systematic review service to the NHS. adolescents. The search was conducted

1.22 The systematic reviews were commissioned
because they are considered to provide the
highest level of evidence (Figure 5).
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between 13 and 23 May 2021 and updated on
27 April 2022. The reference lists of eligible
studies and any relevant systematic reviews
including clinical guidelines that were identified
were also checked.



Approach

Figure 7: Overview of studies included in the systematic reviews, international survey
and guideline appraisals undertaken by the University of York

11

Papers on the imact of
social transition in relation
to gender for CYP

131

Papers describing
characteristics of CYP
referred to gender
services

10

Papers on
psychosocial support
interventions for CYP

53

Papers on
masculinising or

23 feminising hormone
interventions

Guidelines or position
statements for CYP
gender services

Source: The epidemiology, care pathways, outcomes, and experiences of children and adolescents experiencing
gender dysphoria/incongruence: a series of linked systematic reviews and an international survey report by

University of York.

1.24 Overall, searches yielded 28,147 records.
Figure 7 shows the number of studies that
met the criteria for inclusion. In addition, the
research team monitored for and appraised
relevant references that were published after
the primary search.

1.25 Most of the studies in the systematic
reviews were cohort, cross-sectional or
pre-post design, explanations for which
can be found in explanatory box 1 and on
the NICE website (NICE, 2012).
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International guideline reviews
and survey of gender clinics

1.26 Achieving consensus on the appropriate
approach to care for gender-questioning
children and young people is challenging both in
the UK and internationally. An essential starting
point was to obtain an appraisal and synthesis
of international guidelines in order to consider
whether practice was transferable to the UK.

1.27 Recognising that not all aspects of service
delivery were documented in local guidelines
and that some countries had changed their
approach since their guidelines were written,

a survey of gender clinics for children and
adolescents across the UK and EU-15+
countries was carried out. This aimed to
identify: the range of services provided across
a group of countries with similar health services;
and consistency/divergence in practice.

1.28 The results of the review of guidelines
and international survey are detailed throughout
this report.

Explanatory Box 3:

Quantitative research

1.29 The Clinical Practice Research Datalink
(CPRD) collects anonymised patient data from
a network of GP practices across the UK to
support clinical studies. For more than 30 years,
research using CPRD data and services has
informed clinical guidance and best practice.

1.30 The Epidemiology & Outcomes for
Children and Young People with Gender
Dysphoria study, commissioned by the Review,
utilised linked primary and secondary data from
the CPRD.

1.31 The overall aim was to use electronic
primary care records to describe the epidemiology
of gender dysphoria in people aged 18 and under
in England from 2009 to 2021.

Qualitative versus quantitative studies

* Quantitative research generates numerical or measurable data, whereas qualitative
research generates information about subjective experiences, feelings and thoughts.
Both types of research make a unique contribution to considerations about service
provision, treatment options and patient-centred care.

* The methods for conducting qualitative research are as robust as the methods for
quantitative research, and also involve identifying a question, and then collecting,
analysing, and interpreting data, although the data will be interview-based rather than

numerical.
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Data linkage study

1.32 Little is known about the support and
interventions received by the children and
young people who accessed the Gender
Identity Development Service (GIDS) and
their outcomes.

1.33 The data linkage study, using data held
by the NHS, was commissioned to improve
the level and quality of evidence for their
treatment and care. by using existing data held
by the NHS. Data from GIDS, hospital wards,
outpatient clinics, emergency departments and
adult gender dysphoria clinics (GDCs) would
be used to track the journeys of all children and
young people (approximately 9,000) referred
to GIDS through the system and provide a
population-level evidence base of the different
pathways people take and the outcomes.

1.34 The objectives stated in the study protocol
were:

i. To describe the clinical and demographic
characteristics of this population of children
and their clinical management in the GIDS
service.

ii. To assess the intermediate outcomes of
this population of children utilising national
healthcare data.

1.35 There have been challenges in progressing
this study and the findings are not available to
inform this report.

Further details are contained in Chapter 15
and Appendix 4.

Qualitative research

1.36 The Review commissioned a participative,
qualitative research project with the aim of
understanding the full range of experiences
and outcomes for young people with gender
dysphoria. This research used robust
internationally endorsed methods appropriate
for qualitative research.

1.37 It sought to capture children’s, young
people’s and young adults’ experiences

of gender-related dysphoria/distress, their
perspectives on their journeys, and their views
on how services could and should be delivered
in the future, exploring barriers or facilitators to
providing this care.

1.38 The study also gathered the perspectives
of parents/carers and professionals delivering
services on the referral, assessment and
treatment pathways currently open to them.

1.39 The objectives of the study were:

i. To explore how children, young people
and young adults understand, respond and
negotiate gender-related dysphoria/distress
and discomfort within the context of their
social networks.

ii. To examine the perspectives, understandings
and responses of parents (or carers),
including how they support their child.

iii. To investigate how children, young people,
young adults and their families experience
and negotiate current referral, assessment
and possible treatment and intervention
options within the national specialist
service referral, assessment and (possible)
treatment.

iv. To understand the role and experiences
of care professionals who offer support,
including identifying shared and potentially
divergent views of what constitutes optimal
care.
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Stakeholder engagement

1.40 In addition to the formal qualitative
research, the Review has been underpinned
by an extensive programme of proactive
engagement.

1.41 Support and advocacy groups advised

that to hear from the young people at the heart
of the Review opportunities needed to be
created where they felt safe, could be supported
before, during and after their contribution, and
would be engaged around topics on which they
have a genuine ability to inform and influence
decisions.

1.42 The sensitivity of the subject matter,
coupled with the fierce public debate, meant
that some of the usual methods one might
employ when conducting a review of this kind
were not appropriate. Indeed, one of the major
challenges for the Review has been the difficulty
in having open, honest debate as people with
differing views can find it uncomfortable to sit
together in the same room or on the same stage.

Figure 8: Proactive engagement methods

Focus Groups

Collecting insights, thoughts and feedback in small group
discussions looking at set questions. Some groups were led
by the Review and some facilitated by outside organisations.

Clinical Workshops

Thematic discucssions where participants contribute
to drive thinking on a particular topic area and co-produce
potential areas for recommendations eg service model.

Surveys

Collecting insights, thoughts and feedback from
targeted audiences on specific questions.
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It was abundantly clear that opportunities for
people to contribute would need to be carefully
navigated and well planned.

1.43 A mixed-methods approach was taken
that prioritised two categories of stakeholders:

» People with relevant lived experience
(direct or as a parent/carer) and
organisations working with LGBTQ+
children and young people generally.

+ Clinicians and other relevant professionals
with responsibility for providing care and
support to children and young people within
specialist gender services and beyond.

1.44 Overall, the Review has met with over
1,000 individuals, some in one-to-one meetings
and some in bespoke meetings on a particular
topic or others focused on building awareness
and improving understanding of the issues
among interested parties and organisations.
Below is an outline of the structured processes
employed.

Listening Sessions

Opportunities for the chair and review team
to hear directly from staff, clinicians, professionals,
young people and parents in a semi-structured 1:1 process.

Roundtable Discussions

Facilitated discussions to explore specific questions or aspects
of the review in greater depths, based on presented evidence

and emerging thinking. Generating consensus where possible.

Regular Engagement Meetings

Meetings with specific organisations or audiences throughout
the lifetime of the review to keep stakeholders informed of progress
and understand people’s thoughts on the emerging thinking.



Lived experience engagement

Personal narratives

1.45 In the early stages of the work the team
met with individuals who had conducted
comparable reviews and inquiries to learn
what they had done to ensure that the views of
people affected were captured. Consideration
was given to the merits of making an open

call for evidence but, unlike for formal public
inquiries, there would be no legal status for the
information being provided. It was conceded
that with no formal process or capacity to
analyse the submissions and validate their
authenticity, the Review ran the risk of raising
expectations and collecting a large volume of
potentially sensitive information that it would not
be able to effectively process.

1.46 However, the Review did receive a number
of written submissions describing individuals’
personal experiences of gender services or
gender identity exploration. While there was no
formal process for analysing these submissions,
all were read by the Review to see if the issues
they raised were consistent with what had been
heard from other sources or were new and
relevant. If the latter, the individual was invited to
attend a listening session.

Listening sessions (lived experience and
professional)

1.47 The Review Chair held weekly listening
sessions to hear directly from people with
primary lived experience (individuals who
identify as transgender, non-binary, gender
fluid and/or who have been through a period
of gender-questioning) or secondary lived
experience relevant to the Review (a parent/
carer of a gender-questioning child or young
person or a clinician or other professional
with direct and relevant experience working
with these children and young people). These
confidential sessions have provided the Review

with invaluable insight into how services are
currently experienced. They have contributed
to the Review’s understanding of the positive
experiences of living as a trans or gender
diverse person as well as uncertainties,
complexities and challenges faced by children,
young people and their families/carers.

Focus groups - (lived experience)

1.48 In autumn 2022, the Review team hosted
a series of focus groups specifically to discuss
the proposed data linkage study. Due to the
ages of those whose data would be accessed
for the research, and concern that the sessions
could attract interest from those outside the
scope of the study, it was deemed inappropriate
to issue an open invitation to the sessions.
Instead, the focus groups were promoted via the
GIDS stakeholder group, related NHS-funded
services, and support and advocacy groups.
While this did restrict the team’s ability to recruit
participants, it ensured that the sessions were
conducted in a safe and protected environment.

1.49 Reflecting on and responding to the
previous recruitment difficulties, in spring

2023 the Review commissioned (through an
Expression of Interest process) six support and
advocacy organisations to facilitate 18 focus
groups to better understand the thoughts and
ideas of young people and adults (aged 14-30)
with lived experience. This approach was taken
as the commissioned organisations had access
to the target audience and were able to provide
a supportive environment in which participants
felt comfortable and confident to speak freely.
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1.50 The Review developed three sets of
questions to be used in the groups. These
explored:

» Past and current experiences of services
including assessment, diagnosis and
expectations of clinicians.

» Thoughts and ideas about future services
including location, environment and support
and the interventions they would want
access to.

 Information needs and wider support.

View summary report.

Regular meetings with support and
advocacy organisations

1.51 The Review met regularly with support

and advocacy organisations for which support
of gender-questioning young people is their
primary function or a significant element of

their work. Separate meetings were held with
each organisation to encourage open and frank
conversations. This two-way communication has
provided the Review with a better understanding
of how service users are experiencing

services and policy changes, and given these
organisations a greater level of understanding

in the work of the Review.

Clinical and professional
engagement

1.52 The Review received a high level of clinical
input in a variety of forms including listening
sessions, group events and workshops (for
example, to test thinking on the proposed

future service model). Presentations and
discussion with different professional groups at
conferences or training sessions helped raise
awareness of the Review and the dilemmas
around clinical care.
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Importantly, this created opportunities for

a much wider group of clinicians to pose
questions, share experiences and contribute to
thinking. There have also been regular meetings
with the heads of relevant Royal Colleges and
professional bodies.

Clinical Expert Group

1.53 A Clinical Expert Group was established

to consider the strength of the evidence and
findings from the Review’s research programme,
and assist the Review in achieving clinical
consensus where evidence is not available or
limited. Membership included clinical experts on
children and adolescents in relation to gender,
development, physical and mental health,
safeguarding and endocrinology.

Thematic roundtables

1.54 Roundtable discussions were facilitated
with experts in a range of associated topics
to explore specific questions in greater depth.
Roundtable discussions were held on:

* intersection of mental health, psychosexual
development and gender-related distress

 safeguarding
» workforce
* learning from lived experience

1.55 These discussions are reflected throughout
this report.

Professional panel and gender
specialists survey

1.56 In autumn 2021, in order to understand
the challenges and establish a picture of
competency, capacity and confidence among
the workforce outside the specialist gender
development service, an online professional
panel was established to explore issues around



gender identity services for children and young
people. The panel engaged in weekly individual
or group activities over a six-week period.

View summary report.

1.57 Following the conclusion of the
professional panel the Review undertook

an online survey of gender specialists -
clinicians and associated professionals who
predominantly or exclusively work with children
and young people who need support around
their gender identity. The survey contained
some service specific questions, but also
reflected and sought to test some of what the
Review had heard from specialists through
our listening sessions and from primary and
secondary care professionals engaged in the
professional panel activities.

View summary report.

1.58 The outputs from these activities were
reported in the interim report (4.29-4.39)
and have continued to inform our work.

Engagement with gender specialists

1.59 Much of the clinical experience of working
with these children and young people resides

among staff with experience of working in GIDS.

1.60 Since the early stages of the Review,

the team established fortnightly meetings

with clinical and managerial leads from GIDS,
providing space to hold open conversations and
discuss challenges and ideas.

1.61 The Review has drawn on GIDS’ insight,
knowledge and experience in several ways.
Senior clinical staff have participated in
workshops hosted by the Review and two
senior clinicians from GIDS sat on the Review’s
Clinical Expert Group.

1.62 In addition to the gender specialists
survey, many of the GIDS clinicians (both
current and former) have shared their
experience and thoughts in one-to-one
listening sessions and their insights have
been valuable in building understanding of
the challenges of and opportunities for
developing a new approach.

1.63 In the latter stages, the Review hosted
focus groups with GIDS staff to test and develop
emerging thinking on a number of key areas:

i. workforce and training

ii. packages of care

iii. pathways and wider system working
1.64 The Review has also engaged with

clinicians working in gender services in
other countries.
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Summary

1.65 The strengths and weaknesses of the
evidence base on the care of children and
young people are often misrepresented and
overstated, both in scientific publications and
social debate. Systematically reviewing and
evaluating the evidence has been fundamental
to the Review’s approach.

1.66 Hearing directly from the children and
young people at the heart of this Review, their
parents/carers and the clinicians working in

and around services trying to support them,

has provided valuable insight into the ways

in which services are currently delivered and
experienced. This has contributed immeasurably
to the Review’s understanding of the positive
experiences of living as a transgender or gender
diverse person, as well the uncertainties,
complexities and difficulties faced.
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1.67 Pulling insights together from these
different activities has not been easy. There are
areas where there is no clear consensus and
finding a middle ground is not possible where
perspectives are so polarised.

1.68 Sometimes, there is a mismatch in
expectations between service users, their
families and advocates and what it is possible
for the NHS to provide. In those instances, the
Review has needed to think about what would
be normal practice in the NHS and then to
consider whether there is any reasonable and
rational reason for services for this cohort to
respond or operate differently.

1.69 This report describes what has been learnt
in the course of the Review and provides advice
on how the services need to operate in future.
A summary of the evidence base underpinning
each area of consideration is provided and links
to corresponding papers are provided where
available.
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